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Case study method to design and evaluate person-centred integrated palliative and end-of-life care; by Giovanna
I Cruz, Sarah M McGhee.: Emerald, 2021, pp 231-241.
Journal of Integrated Care, vol 29, no 3, 2021, pp 231-241.
This case study aims to understand the experience of care from a patient/carer perspective and to describe how
the method can be replicated to address gaps in evidence relating to integrated person-centred care.The case
study was constructed using data extracted from personal diaries and medical records kept by a person with a
complex condition, correspondence with family from the last 18 months of life and interviews with the carer and
long-term conditions coordinator. The number of professionals or teams involved in providing care from
statutory services, the third sector, and private providers were counted to understand the ecosystem of care. The
number of contacts was plotted by provider and purpose of care. The type of care and hours of respite were
estimated. A protocol was developed to assess the feasibility of replicating the data and analyses used.There
were 35 care providers from the public, private and the third sector, demonstrating that only the patient or carer
can identify the ecosystem of care. The majority of care was for respite and on average, the carer provided four
hours of care per every respite care hour. The method was replicated successfully.The case study formed the
basis of a workshop that brought together health care professionals from the public services and the third sector.
The discussion led to the identification of gaps and areas where greater coordination between providers would
benefit patients.
ISSN: 14769018
From : https://doi.org/10.1108/JICA-04-2020-0021
2020
Empowering better end-of-life dementia care (EMBED-Care): a mixed methods protocol to achieve integrated
person-centred care across settings; by Elizabeth L Sampson (et al).: Wiley, August 2020, pp 820-832.
International Journal of Geriatric Psychiatry, vol 35, no 8, August 2020, pp 820-832.
Globally, the number of people with dementia who have palliative care needs will increase fourfold over the
next 40 years. The Empowering Better End-of-Life Dementia Care (EMBED-Care) Programme aims to deliver
a step change in care through a large sequential study, spanning multiple work streams.The study will use mixed
methods across settings where people with dementia live and die: their own homes, care homes, and hospitals.
Beginning with policy syntheses and reviews of interventions, it will develop a conceptual framework and
underpinning theory of change. The study will use linked data sets to explore current service use, care
transitions, and inequalities and predict future need for end-of-life dementia care. Longitudinal cohort studies of
people with dementia (including young onset and prion dementias) and their carers will describe care
transitions, quality of life, symptoms, formal and informal care provision, and costs. Data will be synthesised,
underpinned by the Knowledge-to-Action Implementation Framework, to design a novel complex intervention
to support assessment, decision making, and communication between patients, carers, and inter-professional
teams. This will be feasibility and pilot tested in UK settings. Patient and public involvement and engagement,
innovative work with artists, policymakers, and third sector organisations are embedded to drive impact. The
study will build research capacity and develop an international network for excellence in dementia palliative
care.EMBED-Care aims to help understand current and future needs, develop novel cost-effective care
innovations, build research capacity, and promote international collaborations in research and practice to ensure
people live and die well with dementia.
ISSN: 08856230
From : http://www,orangejournal.org
Factors associated with overall satisfaction with care at the end-of-life: caregiver voices in New Zealand; by
Rosemary Frey (et al).: Wiley, November 2020, pp 2320-2330.
Health and Social Care in the Community, vol 28, no 6, November 2020, pp 2320-2330.
In New Zealand, as in other industrialised societies, an ageing population has led to an increased need for
palliative care services. A cross-sectional postal survey of bereaved carers was conducted in order to describe
both bereaved carer experience of existing services in the last 3 months of life, and to identify factors associated
with overall satisfaction with care. A self-complete questionnaire, using a modified version of the Views of
Informal Carers - Evaluation of Services (VOICES) instrument was sent to 4,778 bereaved carers for registered
deceased adult (>18yrs) patients in one district health board (DHB) for the period between November 2015 and
December 2016. Eight hundred and twenty-six completed questionnaires were returned (response rate = 21%).
The majority of respondents (83.8%) rated their overall satisfaction with care (taking all care during the last 3
months into account), as high. However, satisfaction varied by care setting. Overall satisfaction with care in
hospice was significantly higher compared to other settings. Additionally, patients who died in hospice were
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more likely to be diagnosed with cancer and under 65 years of age. The factors associated with overall
satisfaction with care in the last 2 days of life were: caregiver perceptions of treatment with dignity and respect;
adequate privacy; sufficient pain relief and decisions in line with the patient's wishes. A more in-depth
exploration is required to understand the quality of, and satisfaction with, care in different settings as well as the
factors that contribute to high/low satisfaction with care at the end-of-life.
ISSN: 09660410
From : https://doi.org/10.1111/hsc.13053
How do Admiral Nurses and care home staff help people living with dementia and their family carers prepare
for end-of-life?; by Kirsten J Moore (et al).: Wiley, April 2020, pp 405-413.
International Journal of Geriatric Psychiatry, vol 35, no 4, April 2020, pp 405-413.
To explore current practice and the role of UK care homes and Admiral Nurses in helping people living with
dementia and their family carers prepare for end-of-life, the authors conducted an online survey with all UK
Admiral Nurses (59% response rate) and a random sample of Gold Standards Framework accredited care homes
in England and Wales (38% response rate). Descriptive statistics were used to report survey findings.While
respondents commonly discussed the progressive nature of dementia with people living with dementia and
family carers, they less frequently spoke to people with dementia or carers about the nature of dementia as life
shortening, terminal, or a disease you can die from. Admiral Nurses highlighted that where service models
reduced continuity of care, opportunities for ongoing discussion and developing relationships that supported
these discussions were reduced. Admiral Nurses and care homes raised concerns about conversations being left
too late, when the person with dementia no longer had capacity to engage. There was a high level of agreement
with all European Association of Palliative Care and National Institute for Health and Care Excellence (NICE)
statements presented regarding end-of-life care planning and discussions.The survey found fragmentation across
the service system, lack of continuity, and tensions regarding when these conversations should be initiated and
by whom.
ISSN: 08856230
From : http://www.orangejournal.org
Palliative and end-of-life care's barriers for older adults; by Retno Indarwati, Rista Fauziningtyas, Gilang Dwi
Kuncahyo, Dian Tristiana, Chong Mei Chan, Graeme D Smith.: Emerald, 2020, pp 72-80.
Working with Older People, vol 24, no 1, 2020, pp 72-80.
The authors explore the barriers to successful palliative and, more generally, end-of-life care (EOLC) for older
adults in nursing homes. Nurses' views on the subject are also explored. The study is of a qualitative nature and
it employs a phenomenological approach. In-depth interviews with 15 nurses who have taken care of older
adults in a nursing home were conducted. The data were analysed using thematic content analysis. The study
finds that barriers to effective EOLC include lack of knowledge, ineffectual communication and insufficient
resources. (NL/RH)
ISSN: 13663666
From : http://www.emeraldinsight.com/loi/wwop
Philosophical dialogue in palliative care and hospice work; by Patrick Schuchter.: Policy Press, February 2020,
pp 117-123.
International Journal of Care and Caring, vol 4, no 1, February 2020, pp 117-123.
Dealing with existential questions is a constitutive part of palliative care. Interestingly, if we admit that border
situations at the end of life give rise to clearly 'philosophical' questions, in the contexts of practice, these
questions are perceived (nearly) without any reference to explicit philosophical traditions or to 'philosophical
practice'. Existential questions in palliative care are usually approached from other perspectives and within other
organisational forms of reflection and dialogue (psychotherapy, supervision, spiritual care, moral case
deliberation). This piece considers how philosophical dialogue and reflection could contribute to palliative care
and hospice work.
ISSN: 2397883X
From : htts://policy.bristoluniversitypress.co.uk/journals/international-journal-of-care-and-caring
Value-based issues and policy change: medical assistance in dying in four narratives; by Nathalie Burlone.:
Wiley, December 2020, pp 1096-1109.
Social Policy and Administration, vol 54, no 7, December 2020, pp 1096-1109.
In 2014, Québec became the first province in Canada to allow medical assistance in dying (MAID) by adopting
the Act Respecting End-of-Life Care. This was, and still is, an important policy change. It involves a singular
and highly moral issue that generated debates spanning over a longer period than that specific to the law's
development and adoption. Using French and English newspapers' renderings of these debates in Québec
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between 2005 and 2015, this study deconstructs MAID's journey in the province into four periods, each
characterized by a specific narrative: flexible precaution, legal hypocrisy, accountability imperative, and
ineluctable adaptation. These four narratives allow us to better understand MAID's framing process as they
reveal the underlying rationales of three overarching frames covering the 2005-2015 period: the legal frame, the
social progress frame, and the service provision frame.
ISSN: 01445596
From : https://doi.org/10.1111/spol.12587
The voices of death doulas about their role in end-of-life care; by Deb Rawlings, Caroline Litster, Lauren
Miller-Lewis (et al).: Wiley, January 2020, pp 12-21.
Health and Social Care in the Community, vol 28, no 1, January 2020, pp 12-21.
The role of the 'death doula' has been described as one of companion, mentor and advocate for dying people and
their families. Death Doulas have emerged as a relatively new role in this regard, however there is little clarity
around how the role is enacted, and around the death doula role within health and social care systems. This
Australian study aimed to explore the ambiguity of the role of death doulas in end-of-life care including the
skills, training and experience of death doulas; how the role is communicated to the community; and the
relationships to palliative care providers and other health professionals. People identifying as death doulas were
invited to participate in an online survey between April and June 2018. Ethical approval was obtained. A
descriptive cross-sectional study was conducted, and purposive sampling was used to survey death doulas
registered with relevant training organisations, newsletters and email distribution lists. Questions were based on
the researchers' previous findings about the role. 190 completed or partially completed surveys were received.
Results showed diversity within, and some commonalities across the sample in terms of: training, experience
and skill. Death doulas were found to have emerged not only as a response to the overwhelming demands on
families and carers but also demands placed on health care professionals (including palliative care) at the end of
life. They have identified gaps in health and social care provision, perhaps taking on tasks that health
professionals don't have responsibility for. However the role and scope of practice of death doulas is not clear
cut even within their cohort, which can then make it hard for patients and families when choosing a doula,
especially as a lack of regulation and standardised training means that doulas are working without oversight and
often in isolation. (JL)
ISSN: 09660410
From : http://www.wileyonlinelibrary.com/journal/hsc
2019
Community perspectives of end-of-life preparedness; by Davina Banner, Shannon Freeman, Damanpreet K
Kandola (et al).: Taylor and Francis, April 2019, pp 211-223.
Death Studies, vol 43, no 4, April 2019, pp 211-223.
While death is a universal human experience, the process of planning for death can be difficult and may be
avoided altogether. To understand community perspectives of end-of-life preparedness, the authors undertook a
multi-method study in Prince George, British Columbia, Canada exploring the experiences of 25 community
members and 10 stakeholders engaged in end-of-life planning. In addition, card sorting activities and focused
discussions with 97 older adults were undertaken to highlight perspectives and needs. Data were analysed using
descriptive statistics and qualitative description. Overall, the participants perceived many benefits to being endof-life prepared; however, few community members had engaged in formal planning. Key barriers include
concerns about the accessibility and accuracy of information, discomfort when engaging in end-of-life
conversations, and perceptions about the cost associated with engaging in formal legal or financial preparations.
Areas for further research include the need for studies that capture the cultural dimensions of end-of-life
planning and explores the implementation and evaluation of community-based interventions to improve
preparedness. (RH)
ISSN: 07481187
From : http://www.tandfonline.com
Comparing the attitudes of four groups of stakeholders from Quebec, Canada, toward extending medical aid in
dying to incompetent patients with dementia; by Gina Bravo, Lise Trottier, Claudie Rodrigue (et al).: Wiley,
July 2019, pp 1078-1086.
International Journal of Geriatric Psychiatry, vol 34, no 7, July 2019, pp 1078-1086.
The Canadian province of Quebec has recently legalised medical aid in dying (MAID) for competent patients
who satisfy strictly defined criteria. The province is considering extending the practice to incompetent patients.
In this study the authors compared the attitudes of four groups of stakeholders toward extending MAID to
incompetent patients with dementia. The study conducted a province-wide postal survey in random samples of
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older adults, informal caregivers of persons with dementia, nurses and physicians caring for patients with
dementia. Clinical vignettes featuring a patient with Alzheimer's disease were used to measure the acceptability
of extending MAID to incompetent patients with dementia. Vignettes varied according to the stage of the
disease (advanced or terminal) and type of request (written or oral only). The generalised estimating equation
(GEE) approach was used to compare attitudes across groups and vignettes. Response rates ranged from 25%
for physicians to 69% for informal caregivers. In all four groups the proportion of respondents who felt it was
acceptable to extend MAID to an incompetent patient with dementia was highest when the patient was at the
terminal stage, showed signs of distress and had written a MAID request prior to losing capacity. In those
circumstances this proportion ranged from 71% among physicians to 91% among informal caregivers. Overall
there was found to be high support in Quebec for extending the current MAID legislation to incompetent
patients with dementia who had reached the terminal stage, appeared to be suffering and had requested MAID in
writing while still competent. (JL)
ISSN: 08856230
From : http://www.orangejournal.org
A comparison of the influence of anticipated death trajectory and personal values on end-of-life care
preferences: a qualitative analysis; by Katherine P Supiano, Nancy McGee, Kara B Dassel, Rebecca Utz.:
Taylor and Francis, May-June 2019, pp 247-258.
Clinical Gerontologist, vol 42, no 3, May-June 2019, pp 247-258.
The authors examined anticipated preferences for end-of-life (EOL) care in healthy older people in the context
of various terminal disease scenarios, to explore the relationship between personal values and diseases and
conditions that would influence EOL care choices. 365 respondents in an American national sample of healthy
older adults completed a survey on their anticipated preferences for end-of-life (EOL) care. Qualitative
Descriptive Analysis was used to derive themes and the relationship between EOL preference themes and
personal value themes. Reluctance to burden close others was the most frequently voiced personal value across
all conditions affecting EOL preferences, followed by the personal value of quality of life. Concern about
whether one's wishes would be honoured was more commonly voiced in the context of hypothetical, prospective
terminal cancer than in neurological conditions. Respondents who voiced desire for autonomy in how they
would die clearly attributed extreme pain as the primary influence on EOL preferences. Comprehensive
assessment of patient personal values should include consideration of particular chronic disease scenarios and
death trajectories in order to fully inform EoL preferences. Because personal values do influence EOL
preferences, care should be taken to ascertain patient values when presenting diagnoses, prognoses and
treatment options. In particular, patients and families of patients with progressive neurological diseases will
likely face a time when the patient cannot self-represent EOL wishes. Early discussion of values and
preferences, particularly in the context of cognitive disease, is vital to assure patient-directed care. (RH)
ISSN: 07317115
From : http://www.tandfonline.com
Conceptualizing "project resiliency": a qualitative study exploring the implementation of coordinated care
within a context of system change; by Laura M Holdsworth.: Emerald, 2019, pp 163-172.
Journal of Integrated Care, vol 27, no 2, 2019, pp 163-172.
In order to meet the multidimensional needs of patients health services are increasingly implementing complex
programmes of care through partnerships between different sectors. The purpose of this paper was to explore
the implementation process of a complex, multi-innovative regional health and social care partnership to
coordinate end-of-life care in the South East of England. The study adopted a pragmatic, pluralist design using
primarily qualitative methods including observations, interviews, focus group and document review.
Implementation theory provided the research framework. While progress was made towards greater
collaboration in the provision of end-of-life care, regional coordination of care among the 13 partner
organisations was not achieved as envisioned. Low engagement stemming from national health system changes
delayed decision making and shifted partners' priorities. Individual stakeholder interest and motivation carried
the elements that were successful. The external political and economic environment hindered the involvement of
some of the partners. It is suggested that a concept of 'project resiliency' is particularly important for complex,
multi-organisational projects which are implemented over time and by multiple stakeholders from different
sectors. Future research should look further at what contributes to project resiliency and whether it might be
operationalised so that projects can develop resilient factors for success. (JL)
ISSN: 14769018
From : http://www.emeraldinsight.com/loi/jica
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Does informal care impact utilisation of home-based formal care services among end-of-life patients?: A decade
of evidence from Ontario, Canada; by Zhuolu Sun, Denise N Guerriere, Claire de Oliveira, Peter C Coyte.:
Wiley, March 2019, pp 437-448.
Health and Social Care in the Community, vol 27, no 2, March 2019, pp 437-448.
Understanding how informal care affects formal care utilisation for home-based end-of-life patients is of great
relevance to policy and practice. This paper aims to assess the relationship between informal and formal home
care among home-based end-of-life patients, and how this relationship has changed over the last decade and
over the end of life trajectory. This study focuses on informal care provided by family members or friends, and
three types of home-based formal care services: care by personal support workers, physician visits, and nurse
visits. Using survey data collected in a home-based end-of-life care programme in Ontario, Canada from 2005 to
2016, a two-part utilisation model analysing both the propensity to use each type of formal care and the amount
of formal care received by patients, is built. The results suggest that informal care is a substitute for care by
personal support workers, but a complement to physician visits and nurse visits. In the case of nurse visits, an
increased complementary effect is observed in more recent years. For home-based physician and nurse visits,
the complementary effect grows with patient's proximity to death. These results highlight the complexity of the
relationship between informal and formal care among home-based end-of-life patients. Decision-makers need to
take into account the relationship between informal care and different types of formal services when introducing
future policies. (RH)
ISSN: 09660410
From : http://wwwwileyonlinelibrary.com/journal/hsc
The need for flexibility when negotiating professional boundaries in the context of home care, dementia and end
of life; by Ruth Abrams, Tushna Vandrevala, Kritika Samsi, Jill Manthorpe.: Cambridge University Press,
September 2019, pp 1976-1995.
Ageing and Society, vol 39, no 9, September 2019, pp 1976-1995.
Professional boundaries may help care staff to clarify their role, manage risk and safeguard vulnerable clients.
Yet there is a scarcity of evidence on how professional boundaries are negotiated in a non-clinical environment
(e.g. the home) by the home-care workforce in the context of complex care needs (e.g. dementia, end-of-life
care). Through analysis of semi-structured interviews, the authors investigated the experiences of home-care
workers (N = 30) and their managers (N = 13) working for a range of home-care services in the South-East and
London regions of England in 2016-17. Findings from this study indicate that home-care workers and their
managers have clear perceptions of job role boundaries; yet these are modified in dementia care, particularly at
end of life which routinely requires adaptability and flexibility. As a lone worker in a client's home, there may
be challenges relating to safeguarding and risk to both clients and workers. The working environment
exacerbates this, particularly during end-of-life care, where emotional attachments to both clients and their
family may affect the maintenance of professional boundaries. There is a need to adopt context-specific, flexible
and inclusive attitudes to professional boundaries, which reconceptualise these to include relational care and
atypical workplace conventions. Pre-set boundaries which safeguard clients and workers through psychological
contracts may help to alleviate to some extent the pressure of the emotional labour undertaken by home-care
workers. (RH)
ISSN: 0144686X
From : http://www.cambridge.org.aso
Thinking about the end of life when it is near: a comparison of German and Portuguese centenarians; by Kathrin
Boerner, Daniela S Jopp, Kyungmin Kim (et al).: Sage, March 2019, pp 265-285.
Research on Aging, vol 41, no 3, March 2019, pp 265-285.
This study examined the extent to which thinking of and planning for the end of life (EOL) is widespread among
German and Portuguese centenarians, and whether patterns of EOL views are shaped by cultural and individual
characteristics. A significant proportion of centenarians in both countries reported not thinking about the EOL,
not believing in the afterlife, and not having made EOL arrangements. Latent class analysis identified three EOL
patterns: Class 1 (EOL thoughts with EOL arrangements and afterlife beliefs), Class 2 (EOL arrangements and
afterlife beliefs without EOL thoughts), and Class 3 (Overall low endorsement of EOL items). The proportion of
Portuguese centenarians was higher in Class 1, and of German centenarians higher in Classes 2 and 3.
Centenarians' demographic, social, and health characteristics were significantly different across EOL patterns.
As lack of EOL planning can result in poor EOL quality, enhancing communication among centenarians,
family, and health-care professionals seems imperative. (RH)
From : http://www.journals.sagepub.com/home/roa
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Volunteer involvement in the organisation of palliative care: a survey study of the healthcare system in Flanders
and Dutch-speaking Brussels, Belgium; by Steven Vanderstichelen, Joachim Cohen, Yanna van Vesemael (et
al).: Wiley, March 2019, pp 459-471.
Health and Social Care in the Community, vol 27, no 2, March 2019, pp 459-471.
Ageing populations increasingly face chronic and terminal illnesses, emphasising the importance of palliative
care and quality of life for terminally ill people. Facing resource constraints in professional healthcare, some
governments expect informal caregivers such as volunteers to assume a greater share of care provision. We
know volunteers are present in palliative care and perform many roles, ranging from administration to providing
companionship. However, we do not know how involved they are in the organisation of care, and how
healthcare organisations appraise their involvement. To address this, this study provides an extensive description
of the involvement of volunteers who provide direct patient palliative care across the Flemish healthcare system
in Belgium. This study conducted a cross-sectional postal survey of 342 healthcare organisations in Flanders
and Brussels in 2016, including full population samples of palliative care units, palliative day care centres,
palliative home-care teams, medical oncology departments, sitting services, community home-care services, and
a random sample of nursing homes. Volunteer involvement was measured using Sallnow and Paul's powersharing model, which describes five hierarchical levels of engagement, ranging from being informed about the
organisation of care, to autonomy over certain aspects of care provision. Response was obtained for 254 (79%)
organisations. Volunteers were often informed about and consulted regarding the organisation of care, but
healthcare organisations did not wish for more autonomous forms of volunteer involvement. Three clusters of
volunteer involvement were found: "strong involvement" (31.5%), "restricted involvement" (44%), and
"uninvolved" (24.5%). Degree of involvement was found to be positively associated with volunteer training (p <
0.001) and performance of practical (p < 0.001) and psychosocial care tasks (p < 0.001). Dedicated palliative
care services displayed a strong degree of volunteer involvement, contrary to generalist palliative care services,
suggesting volunteers have a more important position in dedicated palliative care services. A link is found
between volunteer involvement, training and task performance. (RH)
ISSN: 09660410
From : http://wwwwileyonlinelibrary.com/journal/hsc
Working with colleagues and other professionals when caring for people with dementia at the end of life: home
care workers' experiences; by Jill Manthorpe, Tushna Vandrevala, Ruth Abrams, Kritika Samsi.: Policy Press,
November 2019, pp 567-583.
International Journal of Care and Caring, vol 3, no 4, November 2019, pp 567-583.
Caring for people with dementia often necessitates inter-professional and inter-agency working, but there is
limited evidence of how home care staff work as a team and with professionals from different agencies.
Through analysis of semi-structured interviews, the research explores the experiences of home care workers (n =
30) and managers of home care services (n = 13) in England (2016-17). Both groups sought to collaboratively
establish formal and informal practices of teamwork. Beyond the home care agency, experiences of interacting
with the wider health and care workforce differed. More explicit encouragement of support for home care
workers is needed by other professionals and their employers. (RH)
ISSN: 23978821
From : https://policy.bristoluniversitypress.co.uk/journals/international-journal-of-care-and-caring
2018
The "medicalized death": dying in the hospital; by Benyamin Schwarz, Jacquelyn J Benson.: Taylor and
Francis, July-December 2018, pp 379-430.
Journal of Housing for the Elderly, vol 32, nos 3-4, July-December 2018, pp 379-430.
This article is part of a larger study dedicated to the place of death and dying. Its focus is on the "medicalized
death" of older people who died in hospitals in Israel and the United States, and is based on the experiences of
four family members who cared for them at the end of their lives. In-depth interviews were conducted with each
participant, and narrative analysis methods were utilized to identify themes in the data. In the findings section,
participant accounts are presented as individual monologues, each followed by the authors' theoretical
commentary. Despite the fact that the process of dying in a hospital is often depicted in the media as being
fraught with excessive and aggressive procedures, the cases described in this article suggest there is marked
ambiguity and contradiction experienced by caregivers and patients regarding the hospital setting for the process
of dying. In some cases, the hospital was perceived as a preferred place for dying, because it often reduced
caregiver strain. However, participants also remarked on many undesirable aspects about hospital deaths,
including dying in the company of strangers; the lack of empathy from physicians; and existential dilemmas
about the withdrawal of treatment. (RH)
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ISSN: 02763893
From : http://www.tandfonline.com
Care pathways for the dying patients: physician perspective; by Benyamin Schwarz, Jacquelyn J Benson.:
Taylor and Francis, July-December 2018, pp 431-461.
Journal of Housing for the Elderly, vol 32, nos 3-4, July-December 2018, pp 431-461.
The overriding care philosophy in medicine is to prevent death, rather than focus on dying. However, increasing
longevity in most parts of the world has resulted for many people in prolonged periods of declining health
toward the end of life. This has complicated our understanding of when the dying process begins. As a result,
there has been a growing movement within society and among health care systems to focus on finding ways to
contribute to patients' quality of life just before they die. The modern hospice and palliative care movement has
gained distinction as an alternative way of looking at health care. These care philosophies perceive dying as a
natural part of the life cycle. Staff members prioritise comfort and quality of life over longevity. However, the
goals of hospice and palliative care are often misunderstood by the public. This article is based on interviews
with two palliative care physicians that were conducted as part of a larger study about the place of dying. The
goal of these interviews was to obtain the physician perspective of dying at a hospital, at home, and in an
institutional setting, as well as to provide readers greater clarity on the palliative and hospice care perspectives
within these contexts. (RH)
ISSN: 02763893
From : http://www.tandfonline.com
Caregiver informational support in different patient care settings at end of life; by Susan A Lavalley.: Taylor
and Francis, April-June 2018, pp 97-112.
Home Health Care Services Quarterly, vol 37, no 2, April-June 2018, pp 97-112.
Family members and friends who care for terminally ill loved ones face many complicated tasks including
providing direct patient care, communicating with clinicians and managing the logistical demands of daily
activities. They require instructive information at all points in the illness process and across several settings
where patients receive end-of-life care. This study examined how the setting where a patient receives end-of-life
care affects caregivers' informational support needs by thematically analysing data from caregiver interviews
and clinical observations. Caregivers providing care for patients at home received informational support related
to meeting patients' mobility, medication and nutritional needs. Caregivers who provided care remotely received
informational support to navigate transitions between patient care settings or long-term care arrangements,
including financial considerations and insurance logistics. The findings document that interventions designed to
enhance information for caregivers should account for caregiving context and that health care providers should
proactively and repeatedly assess caregiver information needs related to end-of-life patient care. (JL)
ISSN: 01621424
From : http://www.tandfonline.com
Caring about dying persons and their families: interpretation, practice and emotional labour; by Laura M Funk,
Sheryl Peters, Kerstin Stieber Roger.: Wiley, July 2018, pp 519-526.
Health and Social Care in the Community, vol 26, no 4, July 2018, pp 519-526.
The importance of emotional support for dying people and their families has been well established, yet we know
less about how care workers understand emotional processes related to death and dying, or how these
understandings are connected to care practices and emotional labour at the end of life. The aim of this study was
to explore how healthcare workers interpret and respond to emotional needs of dying people and their families.
Qualitative data were collected between 2013 and 2014 through in-depth, in-person interviews with 14 nurses
and 12 healthcare aides in one Western Canadian city. Transcripts were analysed using an inductive, interpretive
thematic coding approach and the analytic lens of emotional labour. Dominant interpretive frames of a "good
death" informed participants' emotionally supportive practice. This included guiding patients and families to
"open up" about their emotions to activate the grief process. There was concern that incomplete grieving would
result in anger being directed towards care staff. The goal of promoting emotional sharing informed the work of
"caring about". Although palliative philosophies opened up moral and professional space for "caring about" in
the context of organisational norms which often discouraged these practices, the tension between the two (and
the lack of time for this work) may encourage surface expressions rather than authentic emotional care. (RH)
ISSN: 09660410
From : http://www.wileyonlinelibrary.com/journal/hsc
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Change in VA community living centers 2004-2011: shifting long-term care to the community; by Kali S
Thomas, Danielle Cote, Rajesh Makineni (et al).: Taylor and Francis, March-April 2018, pp 93-108.
Journal of Aging and Social Policy, vol 30, no 2, March-April 2018, pp 93-108.
The United States Department of Veterans Affairs (VA) is facing pressures to rebalance its long-term care
system. Using VA administrative data from 2004-2011, the authors describe changes in the VA's nursing homes
(called Community Living Centers [CLCs]) following enactment of directives intended to shift CLCs' focus
from providing long-term custodial care to short-term rehabilitative and post-acute care, with safe and timely
discharge to the community. However, a concurrent VA hospice and palliative care expansion resulted in an
increase in hospice stays, the most notable change in type of stay during this time period. Nevertheless,
outcomes for Veterans with non-hospice short and long stays, such as successful discharge to the community,
improved. The authors discuss the implications of their results for simultaneous implementation of two
initiatives in VA CLCs. (RH)
ISSN: 08959420
From : http://www.tandfonline.com
Comfort care, peace and dignity at the end of life; by Angela Liddament.: Hawker Publications, May-June 2018,
pp 21-23.
Journal of Dementia Care, vol 26, no 3, May-June 2018, pp 21-23.
Good end of life care is essential in dementia, but is not always delivered. The author explains her role as an
advanced nurse practitioner at Rawthorpe Care Village in Norwich. She has developed her own approach to
"comfort care" (care oriented to the end of life), as something sensitive to the needs of residents with advanced
dementia. Communicating an understanding of comfort care to carers and family members can also give then a
chance of a bereavement that is peaceful. (RH)
ISSN: 13518372
From : http://www.journalofdementiacare.co.uk
Dying in long-term care: perspectives from sexual and gender minority older adults about their fears and hopes
for end of life; by Katherine Kortes-Miller, Jessica Boule, Kimberley Wilson, Arne Stinchcombe.: Taylor and
Francis, April-September 2018, pp 209-224.
Journal of Social Work in End-of-Life and Palliative Care, vol 14, nos 2-3, April-September 2018, pp 209-224.
As lesbian, gay, bisexual, transgender and queer (LGBTQ+) communities age, many individuals expect a need
to enter the long-term care system toward the end of life. Not unlike most ageing Canadians, this anticipation is
met with concern and fear. However, previous research suggests that older LGBTQ+ individuals have unique
fears, often related to personal safety and discrimination. This qualitative study examined the hopes and fears of
older LGBTQ+ adults considering long-term care as they face end of life. Data were collected from three focus
groups in Ontario, Canada, and analysed using inductive thematic analysis. Specific and frequent reference to
fear of entering long-term care homes was common across all focus groups. The participants anticipated social
isolation, decreased independence and capacity for decision-making, increased vulnerability to LGBTQ+-related
stigma, as well as exposure to unsafe social and physical environments. The results from this study emphasise
the need for palliative care specialists and long-term care home staff to address the unique health needs of older
LGBTQ+ adults nearing the end of life, in order to work toward allaying fears and creating supportive and
inclusive long-term care environments. (RH)
From : http://www.tandfonline.com
End of life care: resources to strengthen support; by Alastair Macdonald.: Hawker Publications, JanuaryFebruary 2018, pp 28-31.
Journal of Dementia Care, vol 26, no 1, January-February 2018, pp 28-31.
As more people die with dementia, end of life care discussions are growing in importance. The author and
colleagues report on their study and explain how co-designing new resources could help to strengthen support at
the end of life. They use findings from the Supporting Excellence in End of life care in Dementia programme
(SEED study), which has developed a nurse-led intervention which has been tested in primary care settings. The
authors have used this model to dementia nurse specialists work more effectively with patients and their families
and improve the knowledge and skills of patients' health care teams. They outline how they developed a new
resource by mapping existing resources, which led them to use a co-design approach to develop a prototype
Care Plan Guide (CPG). This was tested in co-design workshops with some of the support workers and nurses
who would be using the resource. (RH)
ISSN: 13518372
From : http://www.journalofdementiacare.co.uk
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Filling the void: hospital palliative care and community hospice: a collaborative approach to providing hospital
bereavement support; by Cathy J Silloway, Toni L Glover, Brian J Coleman, Sheri Kittelson.: Taylor and
Francis, April-September 2018, pp 153-161.
Journal of Social Work in End-of-Life and Palliative Care, vol 14, nos 2-3, April-September 2018, pp 153-161.
Bereavement services are often provided as components of hospice and palliative care plans, including
emotional, psychosocial and spiritual support provided to individuals and families to assist with grief, loss and
adjustment after the death of a loved one. Patient- and family-centred care is a hallmark of palliative care.
Moreover, bereavement counselling is offered as a hospice care benefit that is covered by Medicare and various
private insurance plans in the US. However, not all hospital-based palliative care programmes offer
bereavement support. This article describes an innovative bereavement programme designed to offer support to
individuals whose loved one died in the hospital while receiving palliative care. The bereavement team,
including clinical professionals from the inpatient palliative care team and two community hospices, developed
the University of Florida (UF) Health Bereavement Program. The interprofessional team includes social
workers, volunteers, chaplains, nurses, nurse practitioners and physicians. The Bereavement Program
incorporates grief support workshops, follow-up with participants via postal mail at timed intervals, website
access to grief resources, staff education, and an annual evening of remembrance. Finally, interagency
collaboration has extended the reach of bereavement services beyond UF Health into the community at large.
This model of provision serves as an example for other hospital-based palliative care services. (RH)
From : http://www.tandfonline.com
Life, death and the stories in between: storytelling in geriatric medicine; by Bryan H McGill.: British Geriatrics
Society, February 2018, pp 6-8.
BGS Newsletter, no 64, February 2018, pp 6-8.
Storytelling has many roles within society, including in geriatric medicine. It unites us, imparting wisdom from
one generation to the next, and gives us a glimpse into the lives of those dearest to us. It an also be used to
reduce anxiety when faced with difficult subjects such as end of life decisions and Advance Care Plans. (RH)
ISSN: 17486343
From : http://www.bgs.org.uk
"Magic happens here": environmental serenity in residential hospice care; by Deborah P Waldrop, Jacqueline M
McGinley.: Taylor and Francis, July-December 2018, pp 462-478.
Journal of Housing for the Elderly, vol 32, nos 3-4, July-December 2018, pp 462-478.
The authors explore the unique interaction between the care that is provided in, and the environmental features
of, hospice residences. Interviews with 40 professionals from eight hospice residences focused on elements of
care. Visual content analysis was conducted with 187 photographs of internal and external environments. Three
themes illuminated residential care as: patient-family-centred, flexible, and comfort-focused. Six environmental
features are described as: site and context; nature connectivity; arrival spaces; communal spaces; private spaces;
and transitional spaces. The interaction between residential care and the environmental features creates
environmental serenity. (RH)
ISSN: 02763893
From : http://www.tandfonline.com
The motivations and consequences of dying at home: family caregiver perspectives; by Jacquelyn J Benson,
Benyamin Schwarz, Ruth Brent Tofie, Debra Parker Oliver.: Taylor and Francis, July-December 2018, pp 278336.
Journal of Housing for the Elderly, vol 32, nos 3-4, July-December 2018, pp 278-336.
Although there is ample research suggesting that individuals prefer to die at home, the realities of a home death
experience, from the perspective of family members, are not well understood. The authors examine this gap in
knowledge via a narrative analysis about the process of dying at home. Five family caregivers participated in
semi-structured interviews about their experiences witnessing and supporting the end-of-life process of an older
family member who died at home. Their stories paint a vivid picture about the motivations and consequences of
the experience, including themes such as caregivers' immense feelings of uncertainty regarding their caregiving
abilities and decision making, the significance of the home environment as a symbol of comfort and security, the
influence of family and social networks, and "dying well" as a social justice issue. Overall, the caregivers'
narratives support the notion that being at home is considered an essential aspect of "dying well". However, the
narratives also demonstrate that dying at home presents many challenges for family members, especially to
those with limited resources and social support. Thus, the authors caution against viewing the home death as a
proxy for a good death. (RH)
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ISSN: 02763893
From : http://www.tandfonline.com
Moving from place to place in the last year of life: a qualitative study identifying care setting transition issues
and solutions in Ontario; by Donna M Wilson, Stephen Birch.: Wiley, March 2018, pp 232-239.
Health and Social Care in the Community, vol 26, no 2, March 2018, pp 232-239.
As death nears, moving from one care setting to another is common. Many concerns exist over these end-of-life
(EOL) care setting transitions, including low-quality moves as mistakes and other mishaps can occur. Delayed
or denied moves are also problematic, such as a move out of hospital for dying inpatients who want to spend
their last hours or days at home. This Canadian study aimed to identify current issues or problems with care
setting transitions during the last year of life as well as potential or actual solutions for these problems. A
grounded theory analysis approach was used based on interviews with 38 key informants representing a wide
range of healthcare providers, healthcare managers, government representatives, lawyers, healthcare recipients
and their family or friends across Ontario in 2016. Three interrelated themes were revealed: communication
complexities; care planning and coordination gaps; and health system reform needs. Six solutions were
highlighted, which were designed to prevent care setting transition issues and to monitor care setting transitions
for continued improvements. (RH)
ISSN: 09660410
From : http://wileyonlinelibrary.com/journal/hsc
Navigating the liminal space: trauma, transition, and connection in bereaved carers' experiences of specialist
palliative care in Western Sydney; by Kristin Bindley, Anne May, Wendy Pavlek (et al).: Taylor and Francis,
April-September 2018, pp 225-239.
Journal of Social Work in End-of-Life and Palliative Care, vol 14, nos 2-3, April-September 2018, pp 225-239.
Caregiving at the end of life has been associated with a range of physical, spiritual, social and psychological
outcomes, and influenced by encounters with providers of specialist palliative care. This qualitative study
explores experiences of bereaved carers of people with a life-limiting illness, in the context of care provided
through a Western Sydney supportive and palliative care service. Thirteen bereaved caregivers participated in
semi-structured, in-depth interviews. Transcripts were analysed using a thematic approach, informed by
thematic networks. Four domains appeared to mediate carer experiences: confrontations with trauma, suffering
and death; navigating transitions and boundaries and the caregiving role as liminal space; encountering
connection in formal care contexts; and negotiating system issues. This study is one of the first to explore
caregiver experiences within a low socioeconomic population in Western Sydney, and to provides a nuanced
understanding of factors which may shape experiences of palliative care. Findings suggest the need for ongoing
attention to the cultivation of skilful practitioners who are mindful of companion caregivers' needs, and in a
manner attuned to the potential for trauma in the context of expected death. Additionally, findings call for
investment in specialist sites of care alongside greater attention to public health approaches to palliative care.
(RH)
From : http://www.tandfonline.com
Place of death and dying: introduction; by Benyamin Schwarz, Jacquelyn J Benson.: Taylor and Francis, JulyDecember 2018, pp 267-277.
Journal of Housing for the Elderly, vol 32, nos 3-4, July-December 2018, pp 267-277.
This special issue of Journal of Housing for the Elderly focuses on the environments of dying, death and
caregiving at end of life for older people. This article introduces four articles by researchers at the University of
Missouri about a project which considers older patients', family caregivers' and physicians' perspectives on the
process of dying in three different environments: home, nursing home, and hospital. (RH)
ISSN: 02763893
From : http://www.tandfonline.com
Reappraising 'the good death' for populations in the age of ageing; by Kristian Pollock, Jane Seymour.: Oxford
University Press, May 2018, pp 328-330.
Age and Ageing, vol 47, no 3, May 2018, pp 328-330.
This is the second in an occasional series of paired commentaries in Age and Ageing, the Journal of the British
Geriatrics Society and the Journal of the American Geriatrics Society (JAGS). The aim is to address issues of
current significance, and to foster dialogue and increased understanding between academics and clinicians
working in comparative international settings. Both commentaries address the urgent need to improve palliative
care for older people, with a critique of some stereotypes surrounding palliative care and the 'good death'. The
companion commentary, published in JAGS, was written by Alexander Smith and Vyjeyanthi Periyakoil, and is
grounded in their experience as academic clinicians (Smith A K, Periyakoil V, Should we bury 'The Good
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Death'? Journal of the American Geriatrics Society 2018; in press). In the present paper, the authors offer a
perspective on the outcome and wider consequences of misalignment between current UK policy and aspirations
for end of life care in relation to epidemiological trends and patient experience of death and dying. (RH)
ISSN: 00020729
From : https://academic.oup.com/ageing
The Rosalie Wolf Memorial Lecture: abuse-free care in a world of age-friendly health systems; by Terry
Fulmer.: Taylor and Francis, March-July 2018, pp 167-175.
Journal of Elder Abuse and Neglect, vol 30, no 3, March-July 2018, pp 167-175.
The author is President of the John A Hartford Foundation (JAHF) in New York City, which was founded in
1929 and dedicated to improving older people's care, including eradicating all forms of elder mistreatment. The
Foundation allows serious gaps in older people's quality of care to be identified, also to take action through
grantmaking, convening and using strategies and tactics that spread best geriatric care models and practice.
Under current strategic initiatives, the JAHF has three main areas of emphasis, which the author describes: agefriendly health systems; support for family caregivers; and improving serious illness and end-of-life care. When
there are failures in any of these three systems, the likelihood of elder mistreatment increases proportionately.
He concludes that it is "time for an abuse-free society and age-friendly health systems". (RH)
ISSN: 08946566
From : http://www.tandfonline.com
Rural residents' perspectives on the rural 'good death': a scoping review; by Susanne Rainsford, Roderick D
MacLeod, Nicholas J Glasgow (et al).: Wiley, May 2018, pp 273-294.
Health and Social Care in the Community, vol 26, no 3, May 2018, pp 273-294.
The 'good death' is one objective of palliative care, with many 'good death' viewpoints and research findings
reflecting the urban voice. Rural areas are distinct and need special consideration. This scoping review identified
and charted current research knowledge on the 'good' rural death through the perspectives of rural residents,
including rural patients with a life-limiting illness, to identify evidence and gaps in the literature for future
studies. A comprehensive literature search of English language articles (no date filter applied) was conducted in
2016 (2 January to 14 February) using five library databases (PubMed, CINAHL, Scopus, PsycINFO and Web
of Science). Reference lists of included articles, recent issues of eight relevant journals and three grey literature
databases were also hand-searched. Twenty articles (for 17 studies and one systematic review) were identified
after a two-phase screening process by two reviewers, using pre-determined inclusion criteria. Data from each
study were extracted and charted; a thematic analysis was used of the included articles' content, and with a
quantitative analysis of the scoping review. These papers revealed data collected from rural patients with a lifelimiting illness and family caregivers, rural healthcare providers, the wider rural community, rural community
leaders and rural health administrators and policy makers. Rural locations were heterogeneous. Residents from
developed and developing countries believe a 'good death' is one that is peaceful, free of pain and without
suffering; however, this is subjective and priorities are based on personal, cultural, social and religious
perspectives. Currently, there is insufficient data to generalise rural residents' perspectives and what it means for
them to die well. Given the extreme importance of a 'good death', there is a need for further studies to elicit rural
patient and family caregiver perspectives. (RH)
ISSN: 09660410
From : http://www.wileyonlinelibrary.com/journal/hsc
Staying out of the closet: LGBT older adults' hopes and fears in considering end-of-life; by Kimberley Wilson,
Katherine Kortes-Miller, Arne Stinchcombe.: Cambridge University Press, March 2018, pp 22-31.
Canadian Journal on Aging, vol 37, no 1, March 2018, pp 22-31.
There is increasing diversity among Canada's older population today. The purpose of this study was to help fill
research gaps on ageing and end-of-life among Canada's LGBT (Lesbian, gay, bisexual and transgender) older
population. Through focus groups the authors sought to better understand the lived experience of older LGBT
individuals and to examine their concerns associated with end-of-life. The study analysis highlighted the idea
that identifying as LGBT matters when it comes to ageing and end-of-life care. In particular, gender identity and
sexual orientation matter when it comes to social connections, in the expectations individuals have for their own
care, and in the unique fear related to staying out of the closet and maintaining identity throughout the process.
This study underscores the need to consider gender identity and sexual orientation at end-of-life. In particular,
recognition of intersectionality and social locations is crucial to facilitating positive ageing experiences and endof-life care. (JL)
ISSN: 07149808
From : http://www.cambridge.org/cjg

11

Talking about dying: how to begin honest conversations about what lies ahead; by Sarah-Jane Bailey, Kacey
Cogle, Royal College of Physicians - RCP. London: Royal College of Physicians, October 2018, 19 pp.
Based on conversations with doctors at all levels, patients and carers, and medical organisations, this report
reveals the barriers to talking about death identified by doctors, the first being culture, that is, the perception of
failure to prevent a death. Second is confidence: feeling uncomfortable about initiating conversations with
patients about the future. Third, practicalities: confusion over whether hospital doctors or the patient's GP
should be having the conversation, also reluctance to begin conversations. The report offers solutions and
resources to help, including a "mythbusting" section, debunking common but erroneous beliefs. Four English
hospitals leading the way in supporting end-of-life care conversations have contributed good practice case
studies. The evidence shows that patients who have had conversations about advance care planning (ACP) and
have end-of-life care plans in place have a better experience than those for whom the conversations come in the
final days or hours of life when they can seem unexpected to patients and carers. (RH)
From : https://www.rcplondon.ac.uk/projects/outputs/talking-about-dying-how-begin-honest-conversationsabout-what-lies-ahead
Unique needs: Salvation Army officers in retirement and end-of-life care; by Bruce Allen Stevens, Rhonda
Shaw, Peter Bewert (et al).: Taylor and Francis, 2018, pp 63-77.
Journal of Religion, Spirituality and Aging, vol 30, no 1, 2018, pp 63-77.
The present study focused on retirement as a life transition for clergy and those who serve in the church. The
study looked at whether being ordained, having a respected leadership role in the church and serving God brings
some unique dynamics to this transition. In particular the article aimed to identify such factors using a large
sample of Australian Salvation Army officers. These factors included financial concerns, life satisfaction and
realism about the challenges of ageing, and attitudes to death and dying and the difference that faith in Christ
makes (JL)
ISSN: 15528030
From : http://www.tandfonline.com
Welcoming death: exploring pre-death grief experiences of caregivers of older adults with dementia; by Cynthia
Hovland.: Taylor and Francis, October-December 2018, pp 274-290.
Journal of Social Work in End-of-Life and Palliative Care, vol 14, no 4, October-December 2018, pp 274-290.
The death of an older person with dementia often has an uncertain dying trajectory and has been referred to as
"the long goodbye". Researchers have found both positive and negative outcomes of pre-death grief for
caregivers of individuals with chronic illnesses. This qualitative study explored the end-of-life experiences for
36 bereaved family caregivers of older adults with dementia in Michigan and Cleveland, Ohio, focusing on
understanding their experiences with pre-death grief. These caregivers shared experiences with the phenomenon
of "welcoming death". The findings highlight the primary reasons they anticipated, accepted or wished for the
death of their family member with dementia. With the overarching goal of improving bereavement outcomes
and reducing feeling of guilt, inclusion of pre-death grief support services throughout the caregiving process are
recommended. (RH)
ISSN: 15524256
From : http://www.tandfonline.com
2017
Advance decisions: issues of autonomy, identity and efficacy; by Sue Wilkinson.: Emerald, 2017, pp 4-12.
Working with Older People, vol 21, no 1, 2017, pp 4-12.
The Mental Capacity Act 2005 came into force in 2007, since when there has be statutory provision for making
a legally binding advance decision. This paper introduces Advance Decisions, to indicate reasons for their low
uptake, and examine fundamental issues that can inform the development of policy and practice in this area. The
paper discusses findings from a research project with the charity Compassion in Dying (analysing calls to its
telephone helpline) and practical experience of working with the charity Advance Decisions Assistance (helping
people write Advance Decisions and training healthcare professionals). Older people themselves identify the
issues of autonomy, identity and efficacy as key challenges in writing Advance Decisions and having them
respected. (RH)
ISSN: 13663666
From : www.emeraldinsight.com/loi/wwop
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Advancing care: research with care homes; by Kristina Staley, Tara Lamont, Tannaze Tinati, Tansy Evans,
National Institute for Health Research - NIHR; NIHR Dissemination Centre.: National Institute for Health
Research, July 2017, 44 pp (Themed review).
More than 400,000 older people live in 19,000 independently owned care homes in the UK. The National
Institute for Health Research (NIHR) has funded this themed research review, which focuses on studies wholly
or partly funded by the NIHR on three main themes relating to the care of care home residents. First, Living
well, on maintaining good health and quality of life, also considers routine health checks, preventing avoidable
health problems. improving nutrition, and finding better ways to reduce depression and pain and manage
incontinence. Second, Ageing Well, concerns managing long-term conditions associated with ageing,
particularly finding ways to improve the care of those living with dementia; identifying the needs of ageing
residents with multiple serious conditions; and strategies to reduce medication errors, and avoid hospital
admissions.Lastly, Dying Well, on ensuring a good quality end of life, looks at preferred place of death,
supporting the very old at the end of life, and end of life care of people with dementia. Summaries of the studies
and associated references are provided. Further areas of study to build on what has been learned to date are
suggested, given a new and relatively undeveloped research base. (RH)
From : http://www.dc.nihr.ac.uk/themed-reviews/advancing-care.htm
Comfort care plans: a collaborative project; by Julie Young, Sue Gilbertson, Jenny Reid.: Hawker Publications,
November-December 2017, pp 18-20.
Journal of Dementia Care, vol 25, no 6, November-December 2017, pp 18-20.
What is the best way to implement person-centred end of life care for people with dementia? The authors
describe the development of "comfort care plans", which involved a partnership between Northumberland
County Behaviour Support Service (NCBSS) and HospiceCare North Northumberland. They used the
Newcastle Model (developed by Ian James) to support the development of the concept of comfort as a need to
be met with a personalised care plan constructed around this need. Maslow's hierarchy of needs provided a
structure to ensure that physical needs as well as emotional needs were identified and met. A case study
illustrates how a comfort care plan works in practice. (RH)
ISSN: 13518372
From : http://www.careinfo.org
Dementia caregivers and live discharge from hospice: what happens when hospice leaves?.: Taylor and Francis,
February-March 2017, pp 138-154.
Journal of Gerontological Social Work, vol 60, no 2, February-March 2017, pp 138-154.
Hospice offers holistic support for individuals living with terminal illness and their caregivers. Some individuals
receiving hospice services experience a slower decline in health than expected, resulting in a 'live discharge'
from hospice. A live discharge affects both patient and caregiver(s). This study explored the experiences of 24
American caregivers of adults with dementia who experienced a live discharge from hospice. Findings
emphasise the comprehensive services covered under the Medicare Hospice benefit and those lost after a live
discharge. Implications for social workers supporting caregivers are discussed, including the need to view the
patient-caregiver unit during a live discharge. (RH)
ISSN: 01634372
From : http://www.tandfonline.com
Dying well with an intellectual disability and dementia; by Kathryn Service, Karen Watchman.: Hawker
Publications, July/August 2017, pp 28-31.
Journal of Dementia Care, vol 25, no 4, July/August 2017, pp 28-31.
As more people with learning disabilities live into old age, the prevalence of dementia in this group is
increasing. The authors and colleagues examine the challenges to dementia practice presented by intellectual
disability. (RH)
ISSN: 13518372
From : www.careinfo.org
End-of-life conversations and hospice placement: association with less aggressive care desired in the nursing
home; by Joann P Reinhardt, Deirdre Downes, Verena Cimarolli, Patricia Bomba.: Taylor and Francis, JanuaryMarch 2017, pp 61-81.
Journal of Social Work in End-of-Life and Palliative Care, vol 13, no 1, January-March 2017, pp 61-81.
Education about end-of-life care and treatment options, communication between family and health care
providers, and having advance directives and medical orders in place are important for older adults with chronic,
progressive decline and end-stage disease who spend their last days in the nursing home. This US study used
retrospective data (6 months before death) of long-stay nursing home decedents (N=300) taken from electronic
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health records to capture the end-of-life experience. Findings showed for almost all decedents, Do Not
Resuscitate and Do Not Intubate orders were in place, and just over one-half had Do Not Hospitalize and No
Artificial Feeding orders in place. A small proportion had No Artificial Hydration or No Antibiotic orders in
place. Overall, there was congruence between documented medical orders and treatment received. Findings
showed that use of hospice and discussions about particular life-sustaining treatments each had significant
associations with having less aggressive medical orders in place. These results can inform best practice
development to promote high quality, person-directed, end-of-life care for nursing home residents.
ISSN: 15524256
From : http://www.tandfonline.com
Hospice as experiences by LTC nurses and their perception of resident experiences; by Jennifer Annette Aeling,
Tammi Vacha-Haase.: Taylor and Francis, October-December 2017, pp 367-377.
Clinical Gerontologist, vol 40, no 5, October-December 2017, pp 367-377.
This qualitative study aimed to better understand long-term care (LTC) nursing staff's experience in hospice
services, their perceptions of residents choosing hospice services. Also considered was understanding
differences LTC nurses have experienced regarding resident deaths. The study used Interpretative
Phenomenological Analysis (IPA) to extract themes and sub-themes from 10 interviews with LTC nursing staff.
Content analysis was also utilised to extract one noteworthy concept, which was a comparison of two resident
deaths, with and without use of hospice services. Three main themes were extracted from the data: LTC nursing
participants' positive view of hospice; their perception that residents view hospice very negatively; and why
residents choose hospice services. Participants also identified aspects of a "bad" or "good" death, with clear
relationships noted when using hospice services. Findings identified a difference between the LTC nursing
staff's positive view of hospice and their belief that their residents view hospice services very negatively.
According to these nurses' experiences, to most residents, hospice meant something rather negative and feared.
Therefore, an intervention which provides information about hospice services for the LTC resident population
may increase the percentage of older adults who use hospice services. (RH)
ISSN: 07317115
From : http://www.tandfonline.com
Hospice volunteers: bridging the gap to the community?; by Sara M Morris, Sheila Payne, Nick Ockenden,
Matthew Hill.: Wiley, November 2017, pp 1704-1713.
Health and Social Care in the Community, vol 25, no 6, November 2017, pp 1704-1713.
Current demographic, policy and management changes are a challenge to hospices to develop their volunteering
practices. A team from the International Observatory on End of Life Care and the Institute for Volunteering
Research researched volunteering in British hospices, to explore good practice in volunteer involvement and to
identify ways of improving care through developing volunteering. This project comprised a narrative literature
review, a survey of volunteer managers, and organisational case studies selected through purposive diversity
sampling criteria. A total of 205 staff, volunteers, patients and relatives were interviewed across 11 sites in
England in 2012. This article focuses on one of the findings - the place that volunteers occupy between the
hospice and the community beyond its walls. External changes and pressures in society were affecting volunteer
management, but were viewed as requiring a careful balancing act to retain the 'spirit' of the hospice philosophy.
Honouring the developmental history of the hospice was vital to many respondents, but viewed less positively
by those who wished to modernise. Hospices tend to be somewhat secluded organisations in Britain, and
external links and networks were mostly within the end-of-life care arena, with few referring to the wider
volunteering and community fields. Volunteers were seen as an informal and symbolic 'link' to the local
community, both in terms of their 'normalising' roles in the hospice, and as providing a two-way flow of
information with the external environment where knowledge of hospice activities remains poor. The diversity of
the community is not fully represented among hospice volunteers. A few hospices had deliberately tried to forge
stronger interfaces with their localities, but these ventures were often controversial. The evidence suggests that
there is substantial scope for hospices to develop the strategic aspects of volunteering through greater
community engagement and involvement, and by increasing diversity and exploiting volunteers' 'boundary'
position more systematically to educate, recruit and raise awareness. (RH)
ISSN: 09660410
From : http://wileyonlinelibrary.com/journal/hsc
Notes from the hospital bedside: reflections on researcher roles and responsibilities at the end of life in
dementia; by Caroline Margaret Swarbrick, Elizabeth Sampson, John Keady.: Emerald, 2017, pp 201-211.
Quality in Ageing and Older Adults, vol 18, no 3, 2017, pp 201-211.
The authors explore some of the ethical and practical dilemmas faced by an experienced researcher in
undertaking research with a person with dementia (whom they have called Amy). Amy died shortly after a
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period of observation had ended and the family subsequently consented to the data being shared. This individual
case study presentation was nested within a larger study conducted in England and Scotland between 2013 and
2014. The overall aim of the main study was to investigate how healthcare professionals and informal carers
recognised, assessed and managed pain in patients living with dementia in a range of acute settings. The
presented case study of Amy raises three critical reflection points: (i) Researcher providing care, i.e. the place
and positioning of compassion in research observation; (ii) What do the stories mean? i.e. the reframing of
Amy's words, gestures and behaviours as (end of) life review, potentially highlights unresolved personal
conflicts and reflections on loss; and (iii) Communication is embodied, i.e. the need to move beyond the
recording of words to represent lived experience and into more multi-sensory methods of data capture.
Researcher guidance and training about end of life observations in dementia is presently absent in the literature,
and this case study stimulates debate in a much overlooked area, including the role of ethics committees. (RH)
ISSN: 14717794
From : http://www.emeraldinsight.com/loi/qaoa
Perceived needs for support among care home staff providing end of life care for people with dementia: a
qualitative study; by T Vandrevala, K Samsi, C Rose, C Adenrale, C Barnes, J Manthorpe.: Wiley Blackwell,
February 2017, pp 155-163.
International Journal of Geriatric Psychiatry, vol 32, no 2, February 2017, pp 155-163.
The aim of the current exploratory study was to investigate the impact on care home staff when working with
people with dementia at the end of life and to explore how they cope with this aspect of their work. With UK
policy encouraging death in the place of residence rather than hospital, more people with dementia are dying in
care homes. A qualitative approach was employed: 20 care home staff working in five English care homes were
interviewed. Thematic Analysis was used to analyse the data. Care home staff found the external demands on
them and difficulties associated with interacting with people with dementia sometimes challenging, stressful and
anxiety-provoking, particularly as residents approached end of life. Emotional aspects of caring for dying
residents were sometimes heightened by close attachments with residents and their families. Staff were able to
recognise these unmet needs and identified a need for further training and emotional support to manage these
stressors. This study revealed rich and complex understandings of the practice dimensions of caring for people
with dementia at the end of life and the impact these have on staff. There is a need to develop effective
psychosocial interventions that focus on emotional support for care home staff. There will be challenges in
providing this in employment settings that are generally low paid, low status, have high turnover and are reliant
on temporary or migrant staff, where training is not rewarded, mandatory or culturally valued. (JL)
ISSN: 08856230
From : www.orangejournal.org
Trajectories of care home residents during the last month of life: the case of France; by Sophie Pennec, Joelle
Gaymu, Elisabeth Morand (et al).: Cambridge University Press, February 2017, pp 325-351.
Ageing and Society, vol 37, no 2, February 2017, pp 325-351.
This paper examines some demographic and medical factors associated with the likelihood of residing in a care
home during the last month of life for people aged 70 and over in France and, if so, of remaining in the care
home throughout or being transferred to hospital. The data are from the Fin de vie en France (End of Life in
France) survey undertaken in 2010. During the last month of life, very old people are more likely to be living in
a care home but are not less likely to be transferred to hospital. Medical conditions and residential trajectories
are closely related. People with dementia or mental disorders are more likely to live in a care home and, if so, to
stay there until they die. Compared to care homes, a more technical and medication-based approach is taken in
hospitals; and care home residents who are transferred to hospital more often receive medication, while those
remaining in care homes more often receive support from a psychologist. In hospitals as in care homes, few
older people had recourse to advance directives, and hospice programmes were not widespread. Promoting these
two factors may help to increase the quality of end of life and facilitate an ethical approach to end-of-life care.
(RH)
ISSN: 0144686X
From : journals.cambridge.org/aso
What is important at the end of life for people with dementia?: the views of people with dementia and their
carers; by Sarah R Hill, Helen Mason, Marie Poole ... (et al).: Wiley, September 2017, pp 1037-1045.
International Journal of Geriatric Psychiatry, vol 32, no 9, September 2017, pp 1037-1045.
Approaching the end of life is often a time of vulnerability, particularly for people with dementia and their
families where loss of capacity and the ability to communicate make assessment and shared decision-making
difficult. Research has consistently shown that improvements in care and services are required to support better
quality and more person-centred care for people with dementia towards and at the end of life. However the
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views of people with dementia about what factors contribute to high-quality care at this time are a neglected
area. The aim of this study was to identify aspects of end-of-life care for people with dementia that are most
important to them and their carers. Q-methodology, a mixed method combining qualitative and quantitative
techniques to study subjectivity, was used to identify the views of people with mild dementia, their family carers
and bereaved carers on end-of-life care. 57 participants were included in the study. Four distinct views were
identified: family involvement, living in the present, pragmatic expectations and autonomy and individuality.
Some areas of consensus across all views included compassionate care, decisions being made by healthcare
professionals and information availability when making decisions. Overall study findings revealed several
different views on what is important about end-of-life care for people with dementia. So a `one-size-fits-all'
approach to care is unlikely to be most appropriate. Notwithstanding the differing viewpoints, these findings
could provide a framework for service providers and commissioners for future care. (JL)
ISSN: 08856230
From : http://www.orangejournal.org
What is the impact of population ageing on the future provision of end-of-life care? Population-based
projections of place of death; by Anna E Bone, Barbara Gomes, Simon N Etkind (et al).
Palliative Medicine, 2017, 8 pp.
Population ageing represents a global challenge for future provision of health, social and end-of-life care. There
has been a recent rise in the number of deaths at home (where most people would prefer to die) and a fall in
deaths in hospital. However, given other new trends on place of death, where the rising number of deaths will
occur in future years and the implications for health and social care will need to be examined. Using Office for
National Statistics (ONS) data for England and Wales on place of registration for all deaths for 2004-2014, and
predicted deaths for 2015-2040 from official population forecasts, the authors make projections on where people
will die from 2015 to 2040 across all care settings. They applied age- and gender-specific proportions of deaths
in hospital, care home, home, hospice and 'other' to numbers of expected future deaths. They estimate that
annual deaths are projected to increase from 501,424 in 2014 (38.8% aged 85 years and over) to 635,814 in
2040 (53.6% aged 85 years and over). Between 2004 and 2014, the proportions of home and care home deaths
both increased (18.3% to 22.9%, and 16.7% to 21.2% respectively), while hospital deaths declined (57.9% to
48.1%). If current trends continue, numbers of deaths in care homes and homes will increase by 108.1% and
88.6% respectively; and by 2040, the care home will be the most common place of death. However, if care
home capacity does not expand and additional deaths occur in hospital, then hospital deaths will start to rise by
2023. Therefore, to sustain current trends, end-of-life care provision in care homes and the community needs to
double by 2040. An infrastructure across care settings that supports rising annual deaths is urgently needed.
Otherwise, hospital deaths will increase. (OFFPRINT.) (RH)
ISSN: 1477030X
From : http://journals.sagepub.com/doi/pdf/10.1177/0269216317734435
Why (some) older adults could benefit from making an advance decision to refuse treatment: how psychologists
can help; by Celia Kitzinger, Sue Wilkinson.: British Psychological Society, January 2017, pp 42-45.
Psychology of Older People: The FPOP Bulletin, no 137, January 2017, pp 42-45.
Doing voluntary work with Advance Decisions Assistance (ADassistance.org.uk), the authors have worked with
clients to help them to explain concerns about end-of-life care, and where appropriate, help them to write
Advance Decisions to Refuse Treatment (ADRTs). The authors discuss pros and cons in general, and offer three
examples of psychologists who had been involved in such discussions. All three were psitive about the way in
which ADRTs empowered patients, to give them "increased control" and feel that their wishes would be
respected. However, many patients continue to be denied such opportunity, which might support a "good death".
(RH)
ISSN: 20528914
From : http://www.bps.org.uk/networks-and-communities/member-microsite/dcp-faculty-psychology-olderpeople-fpop
2016
Approaches to capturing the financial cost of family care-giving within a palliative care context: a systematic
review; by Clare Gardiner, Louise Brereton, Rosemary Frey, Laura Wilkinson-Meyers, Merryn Gott.: Wiley,
September 2016, pp 519-531.
Health and Social Care in the Community, vol 24, no 5, September 2016, pp 519-531.
The economic burden faced by family caregivers of people at the end of life is well recognised. Financial burden
has a significant impact on the provision of family care-giving in the community setting, but has seen limited
research attention. A systematic review with realist review synthesis and thematic analysis was undertaken to
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identify literature relating to the financial costs and impact of family care-giving at the end of life. This paper
reports findings relating to previously developed approaches which capture the financial costs and implications
of caring for family members receiving palliative/end-of-life care. Seven electronic databases were searched
from inception to April 2012, for original research studies relating to the financial impact of care-giving at the
end of life. Studies were independently screened to identify those which met the study inclusion criteria, and the
methodological quality of included studies was appraised using realist review criteria of relevance and rigour. A
descriptive thematic approach was used to synthesise data. Twelve articles met the inclusion criteria for the
review. Various approaches to capturing data on the financial costs of care-giving at the end of life were noted;
however, no single tool was identified with the sole purpose of exploring these costs. The majority of
approaches used structured questionnaires and were administered by personal interview, with most studies using
longitudinal designs. Calculation of costs was most often based on recall by patients and family caregivers, in
some studies combined with objective measures of resource use. While the studies in this review provide useful
data on approaches to capturing costs of care-giving, more work is needed to develop methods which accurately
and sensitively capture the financial costs of caring at the end of life. Methodological considerations include
study design and method of administration, contextual and cultural relevance, and accuracy of cost estimates.
(RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Being accepted being me: understanding the end of life care needs for older LGBT people: a guide for health
and social care professionals and carers; by Kathryn Almack, University of Nottingham; National Council for
Palliative Care - NCPC. London: National Council for Palliative Care, July 2016, 27 pp.
This guide aims to raise awareness of the end of life care needs of lesbian, gay, bisexual and trans (LGBT) older
people, by providing information for health and social care staff and volunteers. It presents key facts on
concerns about accessing health and social care services, and issues around disclosure of sexual orientation or
gender identity. It includes points for discussion that could be used in training sessions. It is intended to
complement the NCPC publication and DVD, 'Open to all? Meeting the needs of lesbian, gay, bisexual and trans
people nearing the end of life'. Support from the Economic and Social Research Council (ESRC) is
acknowledged. (RH)
Price: £5.00 (£2.00 to subscribers)
From : National Council for Palliative Care, 34-44 Britannia Street, London WC1X 9JG. Websites:
www.ncpc.org.uk and www.dyingmatters.org.uk
Caring for a dying spouse at the end of life: 'it's one of the things you volunteer for when you get married': a
qualitative study of the oldest carers' experiences; by Mary Turner, Claire King, Christine Milligan ... (et al).:
Oxford University Press, May 2016, pp 421-426.
Age and Ageing, vol 45, no 3, May 2016, pp 421-426.
Older people aged 80 and over are increasingly providing end-of-life care to spouses at home and often do so for
long periods of time, while also trying to manage their own illnesses and disabilities. Little of the research on
older spousal carers has focused on the oldest carers - hence the needs of this particular population are not fully
known. The objective of this study was to explore the experiences of the `oldest carers' in caring for a dying
spouse at home. Secondary analysis was undertaken on a subset of data from a larger qualitative interview
study. This dataset comprised 17 interviews from participants aged 80 or over. Framework analysis methods
were used, with items derived from the thematic analysis of the main study. The oldest carers in this subset
demonstrated high levels of resilience and the ability to adapt to their caring role. Caring until death was
accepted as an integral part of the commitment made to their partner as part of the `wedding contract'. Carers
felt they benefited from the support provided by family, friends and care services, however their own care needs
were not always recognised by health and social care services. These findings underscore the complexity of the
oldest carers' experiences and challenges in times of illness and end of life. Healthcare professionals should be
alerted to the myriad ways caregiving is enacted in serious illness and seek opportunities for developing
supportive interventions specifically for older carers. (JL)
ISSN: 00020729
From : www.ageing.oxfordjournals.org
Detained and dying: ethical issues surrounding end-of-life care in prison; by Meredith Stensland, Sara Sanders.:
Taylor and Francis, July-September 2016, pp 259-276.
Journal of Social Work in End-of-Life and Palliative Care, vol 12, no 3, July-September 2016, pp 259-276.
Prisons are increasingly being called upon to provide end-of-life (EOL) care within the restrictive correctional
environment. Several relatively recent phenomena have brought medical ethics to the forefront of prison EOL
care _ including ageing behind bars, a paradigm shift in prison culture, the increasing rate of in-prison deaths,
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and the corresponding prison hospice movement. This article examines prominent ethical issues that emerge for
prison staff who are tasked with providing care to terminally ill offenders by presenting three offender
composite characters that exemplify dying offenders and emergent ethical issues surrounding their care.
Identification and critical analysis of these ethical issues demonstrate the need for strong commitment to ethical
practice and highlights specific issues for prisons to examine in their own EOL care practice. (JL)
ISSN: 15524256
From : http://www.tandfonline.com
Discussing end-of-life issues in nursing homes: a nationwide study in France; by Lucas Morin, Kristina Johnell,
Lieve Van den Block, Regis Aubry.: Oxford University Press, May 2016, pp 395-402.
Age and Ageing, vol 45, no 3, May 2016, pp 395-402.
Discussing end-of-life issues with nursing home residents and their relatives is needed to ensure patient-centred
care near the end of life. This study aimed to estimate the frequency of nursing home physicians discussing endof-life issues with residents and their relatives and to investigate how discussing end-of-life issues was
associated with care outcomes in the last month of life. This was a post-mortem cohort study in a nationwide,
representative sample of 78 nursing home facilities in France. Residents who died from non-sudden causes
between October 2013 and May 2014 in these facilities were included. End-of-life issues were discussed with at
most 21.7% of the residents who died during the study period. In one-third of the situations, no discussion about
end-of-life-related topics ever occurred, either with the resident or with the relatives. Older people with severe
dementia were less likely to have discussed more than three of the six end-of-life topics investigated, compared
with residents without dementia. In the last month of life, discussing more than three end-of-life issues with the
residents or their relatives was significantly associated with reduced odds of dying in a hospital facility and with
a higher likelihood of withdrawing potentially futile life-prolonging treatments. During the last months of life,
discussions about end-of-life issues occurred with only a minority of nursing home decedents, although these
discussions may improve end-of-life care outcomes. (JL)
ISSN: 00020729
From : www.ageing.oxfordjournals.org
End of life care: helping people to be cared for and die at home; by Alison Giles, Housing Learning and
Improvement Network - Housing LIN. London: Housing Learning and Improvement Network - Housing LIN,
February 2016, 14 pp (Practice briefing).
Public Health England commissioned the Housing LIN (Learning and Improvement Network)to produce this
briefing. Drawing on the Housing LIN's knowledge of the sector, it looks at the importance of end of life care
delivered at home. It considers the context, inequalities in end of life care, and examples of good or emerging
practice. It is intended to be a practical guide for those working in mainstream and/or specialist housing, care
and support, and public health to understand their respective roles, and how they may work with each other and
with the wider health care system, to help people to have their end of life care wishes met.
From :
http://www.housinglin.org.uk/_library/Resources/Housing/Support_materials/Practice_briefings/HLIN_Practice
Briefing_PHE_EndOfLife.pdf
End of life care service for people with dementia living in care homes in Walsall; by Rachael Dutton, Nicola
Beeching, Sophie Meredith, Accord Group; Pathways 4 Life; Housing Learning and Improvement Network Housing LIN. London: Housing Learning and Improvement Network - Housing LIN, May 2016, 7 pp (Case
study, 123).
Published to coincide with Dying Matters Awareness Week 2016 (9-16 May), this case study focuses on an
innovative end of life care service in Walsall initiated through collaboration with Pathways 4 Life (partnership
between the Accord Group and Age UK Walsall) and St Giles Walsall Hospice. The core service consists of two
community-based Dementia Support Workers (DSWs) who work in care homes across Walsall in order to
provide expertise, insight and knowledge to further improve dementia and end of life care. The DSWs strive to
empower care home staff, people with dementia and their families through development sessions, support and
guidance, along with a strong partnership working ethic. The DSWs use a range of evidence-based tools,
including the 'Namaste Care' approach, to advance a more holistic approach to dementia and care. This involves
helping to create safe and relaxing spaces, and providing a broad spectrum of meaningful person-centred
activities, some suitable for using with individuals, even at the very end stages of their lives. (RH)
From : Link to download:
http://www.housinglin.org.uk/HousingRegions/WestMidlands/?&msg=0&parent=1022&child=10140
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Family caregiving and the site of care: four narratives about end-of-life care for individuals with dementia; by
Anne P Glass.: Taylor and Francis, January-June 2016, pp 23-46.
Journal of Social Work in End-of-Life and Palliative Care, vol 12, nos 1-2, January-June 2016, pp 23-46.
Little is known about end-of-life care for individuals with Alzheimer's disease and other dementias. In this
article four case studies are presented using data collected by qualitative interviews conducted with family
caregivers who were closely involved with end-of-life care for relatives with dementia. The case studies are
formatted in two pairs, with one reflecting two deaths occurring at home and the other pair representing two
deaths in the nursing home. The cases reveal a range of end-of-life experiences, suggesting that there is not just
one 'good' path. The extent of care needed, the responsiveness of the individual, the health of the caregiver(s),
and the residence and support situations, can all intersect in a variety of ways that make no one scenario the
answer for all. Although most people say they would prefer to die at home, in some situations the nursing home
can be a satisfactory choice, particularly if hospice is involved. These narrative case studies give the reader
insight into the variety of the end-of-life experiences and suggest the environment should be considered as part
of the care provision. (JL)
ISSN: 15524256
From : http://www.tandfonline.com
Geographic variation of inpatient care costs at the end of life; by Claudia Geue, Olivia Wu, Alastair Leyland ...
(et al).: Oxford University Press, May 2016, pp 376-381.
Age and Ageing, vol 45, no 3, May 2016, pp 376-381.
Costs incurred at the end of life are a main contributor to healthcare expenditure. Urban-rural inequalities in
health outcomes have been demonstrated. Issues around geographical patterning of the association between
time-to-death and expenditure remain under-researched. It is unknown whether differences in outcomes translate
into differences in costs at the end of life. This study used a large representative sample of the Scottish
population obtained from death records linked to acute inpatient care episodes. It performed retrospective
analyses of costs and recorded the most frequent reasons for the last hospital admission. Using a two-part model,
it estimated the probability of healthcare utilisation and costs for those patients who incurred positive costs.
Effects of geography on costs were similar across diagnoses. There was not found to be a clear gradient for
costs, which were lower in other urban areas compared with large urban areas. Patients from remote and very
remote areas incurred higher costs than patients from large, urban areas. The main driver of increased costs was
increased length of stay. These results provide evidence of additional costs associated with remote locations. If
length of stay and costs are to be reduced, alternative care provision is required in rural areas. Lower costs in
other urban areas compared with large urban areas may be due to urban centres incurring higher costs through
case-mix and clinical practice. If inequalities are driven by hospital admission, for an end of life scenario, care
delivered closer to home or home-based care seems intuitively attractive and potentially cost-saving. (JL)
ISSN: 00020729
From : www.ageing.oxfordjournals.org
A good death for the oldest old; by Miles D Witham, Jo Hockley.: Oxford University Press, May 2016, pp 329331.
Age and Ageing, vol 45, no 3, May 2016, pp 329-331.
Brief article looking at ways of caring for oldest old patients at the end of life, usually aged 85 and above. A
major finding of the survey was that many of these patients still die in hospital, which is unlikely to be their
preferred place of death. (JL)
ISSN: 00020729
From : www.ageing.oxfordjournals.org
Impacts of care-giving and sources of support: a comparison of end-of-life and non-end-of-life caregivers in
Canada; by Allison M Williams, Li Wang, Peter Kitchen.: Wiley, March 2016, pp 214-224.
Health and Social Care in the Community, vol 24, no 2, March 2016, pp 214-224.
This is the second in a series of papers that deal with care-giving in Canada, as based on data available from
Statistics Canada's General Social Survey ((GSS Cycle 21: 2007). The GSS includes three modules, where
respondents were asked questions about the unpaid home care assistance that they had provided in the last 12
months to someone at end of life( EOL) or with either a long-term health condition or a physical limitation. This
paper uniquely examines the caregiver supports employed by EOL caregivers when compared to non-EOL
caregivers (short-term and long-term caregivers combined). It builds on the authors' first paper (Health and
Social Care in the Community, vol 22, no 2, pp 187-196), which reviewed the differences between short-term,
long-term and end-of-life caregivers. The objective of this paper was to investigate the link between the impact
of the care-giving experience and the caregiver supports received, while also examining the differences in these
across EOL and non-EOL caregivers. The authors use factor analysis and regression modelling to examine
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differences between the two types of caregivers. The study revealed that with respect to socio-demographic
characteristics, health outcomes and caregiver supports, EOL caregivers were consistently worse off. This
suggests that although all non-EOL caregivers are experiencing negative impacts from their care-giving role,
comparatively greater supports are needed for EOL caregivers. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Live discharge from hospice and the grief experience of dementia caregivers; by Stephanie P Wladkowski.:
Taylor and Francis, January-June 2016, pp 47-62.
Journal of Social Work in End-of-Life and Palliative Care, vol 12, nos 1-2, January-June 2016, pp 47-62.
When an individual has dementia, family members are involved in many care transitions in their roles as
caregivers. One such transition is the 'live' discharge from hospice services. This occurs when an individual no
longer meets eligibility criteria. This can be difficult for caregivers who have been anticipating an end to
understand in the context of their grief process. This qualitative study explored the experiences of 24 caregivers
of adults with dementia, including Alzheimer's disease, who experienced a 'live' discharge from hospice.
Specifically, the experience of grief was examined. Results from this study highlight the complexity of caring
for someone with a terminal disease and the grief experience in end-of-life care as caregivers struggle to
understand the individual's terminal prognosis as temporary. This is further complicated for caregivers who
must resume caregiving responsibilities or assume a new caregiving role after experiencing a loss of hospice
services. Finally hospice social workers are well positioned to offer emotional and other concrete support to
caregivers who experience a 'live' discharge. (JL)
ISSN: 15524256
From : http://www.tandfonline.com
The stigma experienced by terminally ill patients: evidence from a Portuguese ethnographic study; by Ana
Patricia Hilario.: Taylor and Francis, October-December 2016, pp 331-347.
Journal of Social Work in End-of-Life and Palliative Care, vol 12, no 4, October-December 2016, pp 331-347.
The aim of this study was to offer an understanding of the ways in which terminally ill patients may face
discrimination due to their visibly altered body. An ethnographic approach was adopted and fieldwork was
conducted over 10 months in 2 in-patient hospice units in Portugal. Participant observation was complemented
by 50 in-depth interviews with terminally ill patients, family members, and hospice staff. The stigma
experienced by terminally ill patients derived mostly from the behaviour of peers, extended family members,
and friends toward their visibly altered body. There was no evidence that these patients were discredited by their
immediate family when they became visibly unwell, unlike what has been reported in previous studies. This
finding could be related to the strong familial culture of Portuguese society. (RH)
ISSN: 15524256
From : htpp://www.tandfonline.com
We need to talk about caring: dealing with difficult conversations; by Anna Davies, Ciaran Osborne,
Independent Age. London: Independent Age, July 2016, 41 pp.
In April 2016, Independent Age commissioned ComRes to survey a nationally representative sample of 2,066
people online, including 520 people aged 65+, to find out about their attitudes to and experiences of different
conversation topics. This report presents findings on how and why families avoid talking about challenges they
may face in older age. It covers: the types of conversations taking place; the family members that are hardest to
talk to; the topics that are the most difficult to talk about; and the barriers to talking about ageing. In
recommending what can be done to counter the barriers to difficult conversations, it suggests ways of:
addressing the information problem; addressing unwillingness to consider residential care; and addressing the
denial problem. It suggests tactics for initiating sensitive conversations, on which Independent Age has launched
an online resource (independentage.org/difficult-conversations). (RH)
From : https://www.independentage.org/sites/default/files/2016-07/Difficult%20Conversations%20Final%20for%20web%208_7_16_2016.pdf
What's the diagnosis?: organisational culture and palliative care delivery in residential aged care in New
Zealand; by Rosemary Frey, Michal Boyd, Sue Foster (et al).: Wiley Blackwell, July 2016, pp 450-462.
Health and Social Care in the Community, vol 24, no 4, July 2016, pp 450-462.
Organisational culture has been shown to affect resident outcomes in residential aged care (RAC). This is
particularly important, given the growing number of residents with high palliative care needs. The study
described (conducted from January 2013 to March 2014) examined survey results from a convenience sample of
46 managers, alongside interviews with a purposively selected sample of 23 bereaved family members. The
study aimed to explore the perceptions of organisational culture within New Zealand RAC facilities in one large
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urban District Health Board. Results of the Organisational Culture Assessment Instrument (OCAI) completed by
managers indicated a preference for a `Clan' and the structured `Hierarchy' culture. Bereaved family interviews
emphasised both positive and negative aspects of communication, leadership and teamwork, and relationship
with residents. Study results from both managers' OCAI survey scores and next of kin interviews indicate that
while the RAC facilities are culturally oriented towards providing quality care for residents, they may face
barriers to adopting organisational processes supportive of this goal. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Your treatment and care: planning ahead for the LGBT community; by Compassion in Dying. London:
Compassion in Dying, 2016, 30 pp.
Most people have some form of opinion about how they would like to be treated at the end of their lives,
regardless of identity or background. For lesbian, gay, bisexual and transsexual (LGBT) people in particular,
your identity might have an impact on the treatment and care you would like to receive. This guide aims to help
you record your wishes to ensure they are respected if you cannot make a decision for yourself or tell people
what you want. It provides an introduction to ways in which you can plan ahead for future treatment and care,
by making a Lasting Power of Attorney for health and welfare (LPA), advance decision, or advance statement.
It explains a person's rights under the Mental Capacity Act 2014, which applies in England and Wales. This
guide was produced with assistance from Stonewall and Opening Doors London. (RH)
From : Compassion in Dying, 181 Oxford Street, London W1D 2JT. Website: www.compassionindying.org.uk
2015
The 2015 quality of death index: ranking palliative care across the world: a report by the Economist Intelligence
Unit; commissioned by LIEN Foundation; by Sarah Murray, Economist Intelligence Unit - EIU. London:
Economist Intelligence Unit, 2015, pp.
The Lien Foundation, a philanthropic organisation in Singapore commissioned the Economist Intelligence Unit
(EIU) to devise a "Quality of Death" Index to rank 80 countries according to their provision of end-of-life care.
The countries are evaluated using 20 quantitative and qualitative indicators across five categories: the palliative
and healthcare environment, human resources, the affordability of care, the quality of care, and the level of
community engagement.This report presents one or two case studies for each of these categories. To build the
Index, the EIU used official data and existing research for each country, and also interviewed palliative care
experts from around the world. As in the 2010 edition, this report finds that the UK has the best quality of death,
because of the comprehensive integration of palliative care into the National Health Service (NHS) and a strong
hospice movement; it also earns the best quality of care. Among other findings are that: less wealthy countries
can still improve standards of palliative care rapidly, and that national policies are vital for extending access to
palliative care. Quality of care depends on access to opioid analgesics and psychological support; and
community efforts are important for raising awareness and encouraging conversations about death. (RH)
From : Download:
http://www.economistinsights.com/sites/default/files/2015%20Quality%20of%20Death%20Index%20Oct%207
%20FINAL.pdf
Ambitions for palliative and end of life care: a national framework for local action 2015-2020; by National
Palliative and End of Life Care Partnership. London: National Palliative and End of Life Care Partnership, 2015,
29 pp.
The 27 national organisations in the Partnership have identified six ambitions on how care for those nearing
death should be delivered at local level. These are that: each person is seen as an individual; each person gets
fair access to care; maximising comfort and wellbeing; care is coordinated; all staff are prepared to care; and
each community is prepared to help. For each ambition, the report summarises what is already known, and the
"building blocks" necessary to realise this ambition. (RH)
From : Website: http://endoflifecareambitions.org.uk/
Being mortal: medicine and what matters in the end; by Atul Gawande. London: Profile Books, in association
with Wellcome Collection, 2015, 182 pp.
An American practising surgeon writes about the modern experience of mortality: what it is like to age, how
medicines have changed things, and the inevitability of decline and death. He recalls interactions with patients
he has encountered, and how things turned out. The ultimate goal should be for a good life, not a "good death".
(RH)
Price: £9.99
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Bridging the gap: strengthening relations between hospices and Muslims of Britain; by Sughra Ahmed, Naved
Siddiqi, Woolf Institute; Hospice UK; Together for Short Lives. Cambridge: Woolf Institute, 2015, 45 pp.
Hospice UK and Together for Short Lives commissioned this report with the aim of learning how hospices and
British Muslim communities can mutually strengthen engagement, so that hospices may provide the support
needed by children and adults. Using research carried on over a 6-month period, the report looks at what is
important to Muslims towards the end of life, and the barriers to engagement between hospices and Muslims in
Britain. It also covers learning from national workshops, from the data, and from examples of best practice.
Recommendations focus on three core areas. First, hospices and service providers should include information on
religion and ethnicity in their records, to be used at registration of death and in preparing burial services.
Second, hospices need to communicate and engage with local Muslim organisations, for example through
community radio and television. Third, hospices, service providers and clinicians should seek specialist training
programmes to better understand the "last journey" protocols and services. Joint training with mosques and
Muslim burial services would also help in understanding what is needed from when a patient dies to the
completion of burial rites of passage. (RH)
From : https://www.hospiceuk.org/what-we-offer/publications?kwrd=Bridging%20the%20gap
Care-giving as a Canadian-Vietnamese tradition: it's like eating, you just do it; by Rhonda Donovan, Allison M
Williams.: Wiley Blackwell, January 2015, pp 79-87.
Health and Social Care in the Community, vol 23, no 1, January 2015, pp 79-87.
This study examineD how Vietnamese family caregivers (FCGs) perceive, manage and experience end-of-life
care-giving for seriously ill family members. Using an instrumental case study design, this longitudinal
qualitative research employed the use of cultural brokers/language interpreters to help ensure that the research
was conducted in a culturally appropriate manner. Participants (n = 18) discussed their experiences of caregiving within the context of a traditional cultural framework, which was found to influence their motivations
and approaches to care-giving, as well as their propensities towards the use of various supports and services.
The study was carried out in southern Ontario, Canada, and participants were providing home-based care-giving
in the community. Data were collected throughout 2010 and 2011. The ways in which care-giving was
perceived and expressed are reflected in three themes: Natural: identity and care work; Intentional: wholeperson care; and Intensive: standards, struggle and the context of care. This research confirms the need for
culturally appropriate services and supports while illustrating that Vietnamese FCGs not only value, but are also
likely to use healthcare and social services if they are language-accessible, built on trust and demonstrate respect
for their values as individuals, regardless of culture. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
End-of-life care as a field of practice in the social work curriculum; by Susan Alsop Murty, Sara Sanders,
Meredith Stensland.: Taylor & Francis, January-March 2015, pp 11-26.
Journal of Social Work in End-of-Life & Palliative Care, vol 11, no 1, January-March 2015, pp 11-26.
Attention to end-of-life care in social work education and practice is growing. With funding from the Project on
Death in America, in 2001, the University of Iowa, School of Social Work developed and implemented an Endof-Life Field of Practice. Unlike a concentration, a Field of Practice is a set of integrated courses focused on one
specific area of focus. This article describes the Field of Practice, the community-based partnerships, and the
curriculum that serves as a basis for training the students enrolled in this area. Strategies for other social work
programmes interested in developing a similar Field of Practice or speciality area in their MSW curricula are
provided. These include faculty committed to the content area, comprehensive course offerings to encompass all
aspects of end-of-life care, and field sites willing to help train students. (JL)
ISSN: 15524256
From : www.tandfonline.com
End-of-life co-residence of older parents and their sons in rural China; by Zhen Cong, Merril Silverstein.:
Cambridge University Press, September 2015, pp 331-341.
Canadian Journal on Aging, vol 34, no 3, September 2015, pp 331-341.
The authors examined how intergenerational exchanges with sons and daughters predicted older parents'
likelihood of co-residing with a son prior to death in a rural area of China's Anhui Province. Their investigation
drew on theories of contingent co-residence, modernisation, and social exchange. Co-residence was
conceptualised as having practical and symbolic importance in rural Chinese culture. The sample included 470
older parents, reported as deceased during 2001-2009, and their posthumous informants. Logistic regression was
used to assess intergenerational support and cohesion as predictors of co-residence with a son just prior to death.
Older parents who provided instrumental support to, and received instrumental support from, sons and had
better emotional relationships with sons were more likely than their counterparts to co-reside with a son at the
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end of life. Living with sons demonstrates filial piety for older parents at the end of life, but its realization is
sensitive to intergenerational transactions. (RH)
ISSN: 07149808
From : journals.cambridge.org/cjg
Hospice enabled dementia care: the first steps: a guide to help hospices establish care for people with dementia,
their families and carers; by Hospice UK. London: Hospice UK, March 2015, 51 pp.
Dementia care is an increasingly important strategic consideration for palliative and end of life care providers,
including hospices. However, there is a degree of uncertainty about what such care could and should encompass.
This guidance for hospices seeks to assure them they have much to offer people living with dementia and their
families. It offers reasons why dementia care is an important consideration for palliative and end of life care
providers in the future. It considers the degree to which the hospice sector has started to acknowledge the
dementia challenge, and the principles underpinning high quality care for people with dementia, their families
and carers. It uses examples of practice to illustrate the strengths of hospices: that their care is expert, flexible,
timely, led by people's needs, and is integrated and provided in partnership with others. It provides checklists of
what hospices must do to support people with dementia, their families and carers, for example an evidencebased approach to care and the care environment. It suggests resources to help hospices achieve high quality
care for people with dementia, their families and carers. The development of this resource was funded by Hope
for Home. (RH)
From : Download at: http://www.hospiceuk.org/what-we-offer/clinical-and-care-support/hospice-enableddementia-care
"I was ready to take him home": next-of-kin's accounts of loved one's death during hospice and palliative care
discussions in veterans affairs medical centers; by Beverly Rosa Williams, F Amos Bailey, Hyunjin Noh ... (et
al).: Taylor & Francis, January-March 2015, pp 50-73.
Journal of Social Work in End-of-Life & Palliative Care, vol 11, no 1, January-March 2015, pp 50-73.
This study explored next-of-kin's retrospective accounts of hospice and palliative care discussions for
hospitalised veterans. In-depth, face-to-face interviews were used to generate narrative accounts of 78 next-ofkin's experience of their loved one's hospital care during the last days of the patient's life. One-third of
participants reported taking part in a hospice or palliative care discussion during the patient's final
hospitalisation. In over one-half of those cases, the patients died before discharge or transfer to hospice or
palliative care was accomplished. Hospice and palliative care discussions in the hospital setting shaped family
perceptions of the patients' care, directed family efforts in the days prior to death, and engendered anticipation
of remaining quality time with the patient. Discussions about hospice or palliative care have meaning, emotional
impact, practical effects and unintended consequences for next-of-kin. Social workers in hospital settings can
play a critical role in supporting family members through the hospice and palliative care discussion process and
facilitate timely care transitions. They also can attend to the psychosocial concerns of family members,
particularly when death occurs prior to discharge to hospice or transfer to an inpatient palliative care service.
(JL)
ISSN: 15524256
From : www.tandfonline.com
Lesbian, gay, bisexual and transgender people's attitudes to end-of-life decision-making and advance care
planning; by Mark Hughes, Colleen Cartwright.: Wiley, 2015, pp 39-43.
Australasian Journal on Ageing, special issue, 2015, pp 39-43.
The present study aimed to examine lesbian, gay, bisexual and transgender (LGBT) people's attitudes to
advance care planning (ACP) options and alternative decision-making at the end of life. 305 LGBT people
completed an online or paper-based questionnaire, comprising fixed-choice questions and open-ended questions.
Most respondents, particularly those identifying as female or transgender, preferred a partner to be their
alternative decision-maker at the end of life should the need arise. 52% of respondents had spoken to this person
about their wishes. Regarding legal options enabling end-of-life decision-making, 29% had an enduring power
of attorney, 18% an enduring guardian and 12% an advance care directive. Despite the significance of ACP for
promoting the rights of LGBT people at the end of life, the take-up of these options was nearly as low as for the
general population. The potential for targeted strategies to increase the take-up of ACP is identified. (JL)
ISSN: 14406381
From : wileyonlinelibrary.com/journal/ajag
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Living in the end times: a short course addressing end of life issues for older people in an English parish church
setting; by Joanna Collicutt.: Emerald, 2015, pp 140-149.
Working with Older People, vol 19, no 3, 2015, pp 140-149.
The author reports on a pilot study that evaluated an innovative practice in a faith community context designed
to help older people live well at the end of life and to prepare for death. Evaluation was by a simple audit of the
intervention using a contemporaneous journal kept by the author, and a follow-up questionnaire completed by
participants. Findings indicate a high degree of engagement by participants, the establishment of a high degree
of group intimacy and trust, a high level of articulation of wisdom, the emergence of significant anxiety in some
isolated cases, and the use made of tea and cake to manage the transition between the existentially demanding
nature of the discussions and normal life. The outcome indicated very high levels of appreciation and increased
confidence in relation to issues of death and dying. The findings of the pilot have been used to inform training of
clergy in the principles of working in this area (e.g. in ways of managing group dynamics and anxiety, pacing,
tuning in to archetypes, and the natural symbols that people use to talk about death and dying, self-care and
supervision of the programme leader/facilitator). (RH)
ISSN: 13663666
From : www.emeraldgrouppublishing.com/wwop.htm
National End of Life Care Intelligence Network: what we know now 2014; by National End of Life Care
Intelligence Network, Public Health England. London: Public Health England, 2015, 55 pp.
Public Health England's National End of Life Care Intelligence Network (NEoLCIN) works with partner
organisations to collect, analyse and present end of life care intelligence from a wide variety of sources. This
report summarises the key findings of the Network and its partners during 2014 on five main themes: trends and
attitudes to death, dying and society; care delivery and preferences for place of care; care in different settings;
support for carers and families; and the end of life care workforce. Among the findings are that: the proportion
of people dying at home or in care homes continues to increase; patients with an Electronic Palliative Care Coordination System (EPaCCS) record and those receiving palliative care services such as hospice at home, Gold
Standards Framework or Macmillan services are more likely to die in the place of their preference; two in five
people with dementia die in hospital, indicating that the trend towards increasing hospital deaths for people
living with dementia has reversed. The factors most importance to people at the end of their life were: having
pain and other symptoms managed effectively; being surrounded by loved ones; and being treated with dignity.
More general practitioners (GPs) are having conversations with people about their end of life care wishes; but
25% still say they have never initiated such a conversation. (RH)
From : Download at: http://www.endoflifecareintelligence.org.uk/resources/publications/what_we_know_now_2014
The national survey of bereaved people (VOICES) 2014: [Views of Informal Carers - Evaluation of Services];
by Office for National Statistics - ONS. [Newport]: Office for National Statistics - ONS, 09 July 2015, 30 pp
(Statistical bulletin).
The national survey of bereaved people (VOICES, Views of Informal Carers - Evaluation of Services) collects
information on bereaved peoples' views on the quality of care provided to a friend or relative in the last 3
months of life, for England. The survey has now been run for 4 years and was commissioned by the Department
of Health in 2011 and 2012, and NHS England from 2013. VOICES data provides information to inform policy
requirements, including the End of Life Care Strategy (published by the Department of Health, July 2008). This
set out a commitment to promote high quality care for all adults at the end of life and stated that outcomes of
end of life care would be monitored through surveys of bereaved relatives. It presents a range of information
regarding a person's quality of care, the dignity and respect afforded, coordination of care, relief of pain and
overall level of care in the last three months of life. Also considered are: support for relatives, friends and carers;
decision-making; and preferences and choices at the end of life. Links are provided to the previous surveys.
From : Download: http://www.ons.gov.uk/ons/dcp171778_409870.pdfContact: Helen Colvin, Life Events and
Population Sources; Tel. +44 (0)1633 456431; Email: helen.r.colvin@ons.gsi.gov.uk
Social work practice with LGBT elders at end of life: developing practice evaluation and clinical skills through
a cultural perspective; by Darren P Arthur.: Taylor and Francis, April-June 2015, pp 178-201.
Journal of Social Work in End-of-Life and Palliative Care, vol 11, no 2, April-June 2015, pp 178-201.
This article focuses on culturally sensitive clinical issues related to best practices with lesbian, gay, bisexual and
transgender (LGBT) older dying patients at key points in the therapeutic relationship. Vital concepts, including
practice evaluation and clinical skills are presented through a cultural and oncology lens. There is a paucity of
LGBT research and literature as well as a shortfall of MSW graduate school education specific to social work
palliative and end-of-life care (PELC) practice with LGBT older adults. The content of this article was designed
to be adapted and used as an educational tool for institutions, agencies, graduate programmes, medical
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professions, social work and students. Learning the unique elements of LGBT cultural history and their
implications on end-of-life (EOL) care can improve social work practice. (JL)
ISSN: 15524256
From : http://tandfonline.com
Societal costs of home and hospital end-of-life care for palliative care patients in Ontario, Canada; by Mo Yu,
Denise Guerriere, Peter C Coyte.: Wiley Blackwell, November 2015, pp 605-618.
Health and Social Care in the Community, vol 23, no 6, November 2015, pp 605-618.
In Canada, health system restructuring has led to a greater focus on home-based palliative care as an alternative
to institutionalised palliative care. However, little is known about the effect of this change on end-of-life care
costs and the extent to which the financial burden of care has shifted from the acute care public sector to
families. This study assessed the societal costs of end-of-life care associated with two places of death (hospital
and home), using a prospective cohort design in a home-based palliative care programme. Societal cost includes
all costs incurred during the course of palliative care, irrespective of payer (e.g. health system, out-of-pocket,
informal care-giving costs, etc.). Primary caregivers of terminal cancer patients were recruited from the Temmy
Latner Centre for Palliative Care in Toronto, Canada. Demographic, service utilisation, care-giving time, health
and functional status, and death data were collected by telephone interviews with primary caregivers over the
course of patients' palliative trajectory. Logistic regression was conducted to model an individual's propensity
for home death. Total societal costs of end-of-life care and component costs were compared between home and
hospital death using propensity score stratification. Costs were presented in 2012 Canadian dollars ($1.00CDN
= $1.00USD). The estimated total societal cost of end-of-life care was $34,197.73 per patient over the entire
palliative trajectory (4 months on average). Results showed no significant difference (P > 0.05) in total societal
costs between home and hospital death patients. Higher hospitalisation costs for hospital death patients were
replaced by higher unpaid caregiver time and outpatient service costs for home death patients. Thus, from a
societal cost perspective, alternative sites of death, while not associated with a significant change in total
societal cost of end-of-life care, resulted in changes in the distribution of costs borne by different stakeholders.
(RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journals/hsc
Spirituality and religion in end-of-life care ethics: the challenge of interfaith and cross-generational matters; by
Holly Nelson-Becker, Amy L Ai, Faith P Hopp (et al).: Oxford University Press, January 2015, pp 104-119.
British Journal of Social Work, vol 45, no 1, January 2015, pp 104-119.
The complexity of illness and care needs at the end of life often include religious and spiritual issues. Religion
and spirituality can be important coping mechanisms for meeting these challenges. However, although many
people may want spirituality incorporated as a component of their care, spiritual needs are not always
recognised or supported by the existing social care and medical systems. To address the need for more
information on these issues, the authors present two social work cases that draw from our clinical experiences
among patients with life-limiting disease conditions. Through these cases highlighting interfaith and crossgenerational family issues, they identify different ways social workers may become involved in their
interactions with patients' spiritual or religious concerns at the end of life. The authors conclude with
suggestions for providing appropriate and culturally competent social and health care that promote aging in
place for people with life-limiting illness conditions. (RH)
ISSN: 00453102
From : www.bjsw.oxfordjournals.org
Time for action: why end of life care needs to improve, and what we need to do next; by Simon Chapman,
National Council for Palliative Care - NCPC.: National Council for Palliative Care, 2015, 11 pp.
Published in anticipation of the work of the Ambitions Partnership, a group of national organisations across the
voluntary and statutory sectors that has come together to develop a new five-year vision and a fresh set of
ambitions for end of life care over the coming Parliament. This short report elucidates four key themes which
emerged from reports (published 2014 or 2015) by the Parliamentary and Health Ombudsman, the House of
Commons Health Committee, and the Choice in End of Life Care Programme Board ('Choice Review') on end
of life care. The key themes are: the need for leadership to give end of life care greater priority; an increase in
well-coordinated community-based care; support for the workforce to enable them to deliver compassionate and
competent care; and fairness and equality in the access and quality of end of life care. The National Council for
Palliative Care (NCPC) calls for a review into how dying, death and bereavement are dealt with across
government departments and public bodies. (NH/RH)
From : www.ncpc.org.uk
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What's important to me: a review of choice in end of life care; by Choice in End of Life Care Programme Board.
London: Choice in End of Life Care Programme Board, 2015, 72 pp.
The Choice in End of Life Care Programme Board was commissioned to provide advice to Government on
improving the quality and experience of care for adults at the end of life, their carers and others who are
important to them by expanding choice. This report identifies the issues people approaching the end of life are
currently facing. It offers a blueprint for how greater choice in end of life care can be achieved. It looks at the
context and challenge of providing end of life care. It summarises the findings of a consultation exercise with
over 1,000 members of the public and professionals which looked at what kind of choices people wanted to
make about their end of life care. The report makes evidence-based recommendations on what a 'national choice
offer' should look like. Short case study examples are included throughout. The review also recommends that:
24/7 end of life care for people being cared for outside hospital should be in place across England by 2019;
everyone in need of end of life care should have a named senior clinician responsible for their care and
preferences and their own care coordinator; a clear Government policy to make access to social care for people
at the end of life fast and free; and more honest and open communication about end of life issues, with better
support for health and care professionals and increased awareness raising amongst the public. A final section
provides advice to Government on the steps that will need to be put in place to deliver choice in end of life care.
(RH)
From :
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/407244/CHOICE_REVIEW_FIN
AL_for_web.pdf
2014
Advance care planning for Maori, Pacific and Asian people: the views of New Zealand healthcare professionals;
by Rosemary Frey, Deborah Raphael, Gary Bellamy, Merryn Gott.: Wiley Blackwell, May 2014, pp 290-299.
Health and Social Care in the Community, vol 22, no 3, May 2014, pp 290-299.
Despite the benefits of advance care planning (ACP), international research has suggested that in pluralistic and
multicultural societies such as New Zealand, significant differences exist in the uptake of ACP between
European-based populations and other cultural groups (L M Crawley, 2005). This study explores the views of
generalist palliative care providers in both the community and hospital settings regarding the barriers to ACP
adoption as well as methods to increase knowledge about ACP among Maori, Pacific and Asian cultural groups
within New Zealand society. Eleven individual interviews, two joint interviews, and three focus groups were
conducted with health and social care professionals with a wide range of knowledge and experience in palliative
care. Challenges were related to a number of issues based on culture, including family decision-making style, a
need to 'do everything', and a reluctance to discuss issues surrounding dying and death. Suggestions to increase
the knowledge of ACP included techniques to improve information access and the utilisation of shared norms
and values to assist with discussions between Maori, Pacific and Asian health professionals and their patients
and families or whanau. Findings indicate a need for more family- or whanau-centred models of ACP to be
considered much earlier in the healthcare process and within the community setting.
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Barriers to the provision of high-quality palliative care for people with dementia in England: a qualitative study
of professionals' experiences; by Nathan Davies, Laura Maio, Krish Vedavanam, Jill Manthorpe (et al).: Wiley
Blackwell, July 2014, pp 386-394.
Health and Social Care in the Community, vol 22, no 4, July 2014, pp 386-394.
Approaches to palliative care that were originally developed for people with cancer are now being adopted for
people with dementia, as a response to many reports of poor-quality care for people with dementia at the end of
life. This study explored perceived barriers to the delivery of high-quality palliative care for people with
dementia using semi-structured interviews. Recordings were transcribed verbatim and analysed using thematic
analysis with an inductive approach and a coding strategy. To improve the trustworthiness of the analysis,
independent reading and coding of the transcripts were undertaken, followed by discussions among the four
researchers to reach agreement and consensus of the themes. Two group interviews (n = 7 and n = 6), 16
individual interviews and five interviews of pairs of professionals were conducted in 2011/2012 with
participants from backgrounds in palliative care, dementia services, palliative care research and policy making.
Four themes were identified as barriers to providing high-quality palliative care for people with dementia: (i)
ambivalence towards the systematisation of palliative care; (ii) disconnection between services; (iii) different
assumptions about training needs; and (iv) negotiation of risk. Understanding these barriers to providing highquality palliative care for people with dementia could help in the development of a dementia-specific palliative
care pathway. (RH)
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ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Care of older adults: a strengths-based approach; by Wendy Moyle, Deborah Parker, Marguerite Bramble. Port
Melbourne, VIC, Australia: Cambridge University Press, 2014, 213 pp.
This is a comprehensive introduction to aged care for the nursing profession in clinical practice, which
encourages practice with a focus on individuals' potential and capacities rather than their limits. Theories of
ageing are linked with the older individual's strengths. Divided into three parts, the book presents the topic from
perspectives ranging from healthy ageing to chronic illness, frailty and end of life care. Case studies combine
evidence-based knowledge with practical examples in a number of aged care settings, principally in Australia
and New Zealand. (RH)
From : Cambridge University Press, Port Melbourne, VIC 3207, Australia. http://www.cambridge.org
A community-of-care: the integration of a palliative approach within residential aged care facilities in Australia;
by Peta McVey, Heather McKenzie, Kate White.: Wiley Blackwell, March 2014, pp 197-209.
Health and Social Care in the Community, vol 22, no 2, March 2014, pp 197-209.
This study explores the extent to which a palliative approach was being used in the organisation and provision
of care for older people with complex needs living in mixed-level (a combination of low- and high-level care)
residential aged care facilities (RACFs) in Australia. It also explores whether evidence-based guidelines
developed in 2004 were used. This paper primarily reports on the qualitative findings. Two residential aged care
organisations, one in rural New South Wales and the other in Sydney, Australia, participated. Data were
collected over a 9-month period from May until December 2008. Residents, family members and aged care staff
were interviewed. Thematic analysis of participant interviews shows that while the various elements of a
palliative approach are incorporated into the care of high-level care residents, the discourse itself is not used.
The authors argue for a new conceptualisation of care for people in mixed-level care facilities: a community-ofcare, in which a palliative approach is one of several components of the care provided. The findings illuminate
aged care staff experiences of providing care to high-level care residents. They also provide valuable insights
into high-level care residents' perceptions of their health, care provided and the way in which they foresee their
care being provided in future. These findings will be important for informing clinical practice, research and
policy in these settings. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Do people with dementia die at their preferred location of death?: A systematic literature review and narrative
synthesis; by Vellingiri Badrakalimuthu, Stephen Barclay.: Oxford University Press, January 2014, pp 13-19.
Age and Ageing, vol 42, no 1, January 2014, pp 13-19.
Place of death is an important component of the quality of a person's death. This study undertook a systematic
review and narrative synthesis of the literature concerning place of death of people with dementia and their
preferences for location of death, and of the family carers and healthcare providers preferences about location of
death for patients with dementia. Studies relying on death certificate data show that patients with dementia die
more commonly in care homes than other locations, contrasting with prospective studies which show that death
is more common in own residence and hospital. Age (older), gender (male), availability of hospital and nursing
home beds and enrolment in hospice, influence place of death. There is very limited evidence of patients, family
carers and healthcare providers' views on preferred location of death for patients with dementia; and the only
study included reported that family carers' views are more agreed to rather than patients' own views regarding
place of death. This study on place of death raises exploratory questions on end-of-life care for patients with
dementia, which has implications on health and social care policies related to dementia. (RH)
ISSN: 00020729
From : www.ageing.oxfordjournals.org
Duty to care?: supporting and involving unpaid carers of people at the end of life; by National Council for
Palliative Care - NCPC. London: National Council for Palliative Care, 2014, 26 pp.
The Care Bill (2013) proposes that carers in England will have a right to an assessment by local authorities
based on the appearance of need.This is a discussion document based on a conference held on 10th October
2013. It is also a teaching aid based on three scenarios discussed in workshops at the conference, which are also
suited for use in training and development in the workplace. The scenarios are on these themes: culture, context
and capability; capacity, collusion and choice; and conflict, confidentiality and crisis. The document was
produced with supported by the Wellcome Trust and Dying Matters, in partnership with the Carers Trust, Marie
Curie Cancer Care, Help the Hospices, Macmillan Cancer Support, and Sue Ryder. (RH)
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Price: £5.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk
Exploring resource use and associated costs in end-of-life care for older people with dementia in residential care
homes; by Sarah Amador, Claire Goodman, Derek King ... (et al).: Wiley Blackwell, July 2014, pp 758-766.
International Journal of Geriatric Psychiatry, vol 29, no 7, July 2014, pp 758-766.
The goals of this study were to describe end-of-life care costs of older people with dementia (OPWD) residents
in care homes (CHs) with no on-site nursing and evaluate the economic case for an intervention designed to
improve end-of-life care for OPWD in CHs. Phase 1 tracked for a year, from March 2009, health services
received by 133 OPWD in six residential CHs in the East of England. CH and resident characteristics were
obtained through standardised assessment tools, interviews with CH managers and publicly available
information from the independent regulator of social care services in England. Phase 2 used a modified
Appreciative Inquiry intervention that ran for six months from January 2011, in three of the six CHs. Wilcoxon
matched-pairs sign-rank tests were conducted to compare total cost and cost components during Phases 1 and 2
for those residents who had participated in both. Costs for each resident in Phase 1 were about £2800 per month,
including service, accommodation and medication. Resource use was associated with resident characteristics.
The intervention was perceived as having a positive impact on working relationships between CHs and visiting
health care practitioners. Following the intervention total service costs fell by 43%. Hospital care costs fell by
88%. These results represent early work in an under-researched area of care. Appreciative Inquiry appears to
improve and change working relationships with promising outcomes, but more research is needed to test these
findings further with larger samples and more robust controls. (JL)
ISSN: 08856230
From : www.orangejournal.org
Facilitating advance care planning with ethnically diverse groups of frail, low-income elders in the USA:
perspectives of care managers on challenges and recommendations; by Jung Kwak, Eunjeong Ko, Betty J
Kramer.: Wiley Blackwell, March 2014, pp 169-177.
Health and Social Care in the Community, vol 22, no 2, March 2014, pp 169-177.
This study examined care managers' perspectives on facilitating advance care planning (ACP) with ethnically
diverse older people enrolled in Wisconsin Family Care, a care programme that coordinates medical and longterm care for frail, poor older people. Seven in-depth interviews and two focus groups were conducted with 24
lead supervisors and care managers of care management teams between July and August 2008; data were
analysed with qualitative thematic analysis method. Participants identified four main sources of challenges:
death and dying are taboo discussion topics; the dying process is beyond human control; family and others hold
decision-making responsibility; and planning for death and dying is a foreign concept. Participants'
recommendations coping with these challenges were to: develop trust with elders over time; cultivate cultural
knowledge and sensitivity to respect value orientations; promote designating a healthcare proxy; recognise and
educate families and community leaders as critical partners in ACP; and provide practical support as needed
throughout the illness experience. These findings suggest important practice implications for care managers
working with increasingly diverse cultural groups of older people at the end of life. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Impact of community based, specialist palliative care teams on hospitalisations and emergency department visits
late in life and hospital deaths: a pooled analysis; by Helen Seow, Kevin Brazil, Jonathan Sussman (et al).
BMJ 2014;348:g3496, 6 June 2014, 10 pp.
This pooled analysis of an Ontario, Canada retrospective cohort study found that 3109 patients treated by 11
community based specialist palliative care teams had a reduced risk of being in hospital or having an emergency
department visit in the last 2 weeks of life compared to 3109 patients receiving usual care. The palliative care
teams studied served different geographies and varied in team composition and size, but had the same core team
members and role: a core group of palliative care physicians, nurses and family physicians who provided
integrated palliative care to patients in their homes. The teams role was to manage symptoms, provide education
and care, coordinate services, and be available without interruption regardless of time of day. In both care
groups, about 80% had cancer and 78% received end of life homecare services for the same average duration.
Across all palliative care teams (970 (31.2%) of the exposed group were in hospital and 896 (28.9%) had an
emergency department visit in the last two weeks of life respectively, compared with 1219 (39.3%) and 1070
(34.5%) of the unexposed group. Despite variation in team composition and geographies, community based
specialist palliative care teams were effective in reducing acute care use and hospital deaths at the end of life.
(OFFPRINT) (RH)
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From : http://www.bmj.com/content/348/bmj.g3496
Improving end of life care for people with advanced dementia; by Gaby Wills.: National Council for Palliative
Care, March 2014, pp 16-18.
Inside Palliative Care, vol 27, March 2014, pp 16-18.
Looks at the work of Jewish Care (www.jewishcare.org), Britain's largest health and social care charity for the
Jewish community, in providing end-of-life support for dementia sufferers. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
LGBT people's knowledge of and preparedness to discuss end-of-life care planning options; by Mark Hughes,
Colleen Cartwright.: Wiley Blackwell, September 2014, pp 545-552.
Health and Social Care in the Community, vol 22, no 5, September 2014, pp 545-552.
Despite the devastating impact of HIV/AIDS, end-of-life care planning among lesbian, gay, bisexual and
transgender (LGBT) communities is relatively under-researched. This article reports findings of a survey of 305
LGBT people living in New South Wales, Australia, which examined their knowledge of and attitudes towards
end-of-life care, specifically their preparedness to discuss any care plan with healthcare providers. The results
highlight that while most respondents were aware of three of the four key end-of-life care planning options
available in New South Wales - enduring powers of attorney, enduring guardians and person responsible (only a
minority had heard of advance healthcare directives) - a much smaller number of people had actually taken up
these options. Only a minority of respondents were able to identify correctly who had the legal right to make
treatment decisions for a person who is unconscious following a car accident. A small proportion of people had
discussed end-of-life care options with general practitioners or another main healthcare provider, and only in
very few cases were these issues raised by the practitioners themselves. Those most likely to not feel
comfortable discussing these issues with practitioners included younger people, those not fully open about their
sexuality to family members, and transgender people and others who do not define their gender as male or
female. The paper highlights the importance of education strategies to raise awareness of the end-of-life care
planning options among LGBT people, as well as strategies for increasing health providers' preparedness to
discuss these issues with LGBT patients. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
Living and dying: responsibility for end-of-life care in care homes without on-site nursing provision: a
prospective study; by Melanie Handley, Claire Goodman, Katherine Froggatt (et al).: Wiley Blackwell, January
2014, pp 22-29.
Health and Social Care in the Community, vol 22, no 1, January 2014, pp 22-29.
Care homes with no on-site nursing provision rely on primary care services for access to medical, nursing and
specialist services. This study describes the expectations and experiences of end-of-life care of older people
resident in care homes, and how care home staff and the healthcare practitioners who visited the care home
interpreted their role. A mixed-method design was used. The everyday experience of 121 residents from six care
homes in the East of England were tracked; 63 residents, 30 care home staff with assorted roles and 19 National
Health Service staff from different disciplines were interviewed. The review of care home notes demonstrated
that residents had a wide range of healthcare problems. Length of time in the care homes, functional ability or
episodes of ill-health were not necessarily meaningful indicators to staff that a resident was about to die.
General Practitioner (GP) and district nursing services provided a frequent but episodic service to individual
residents. There were two recurring themes that affected how staff engaged with the process of advance care
planning with residents: 'talking about dying', and 'integrating living and dying'. All participants stated that they
were committed to providing end-of-life care and supporting residents to die in the care home, if wanted.
However, the process was complicated by an ongoing lack of clarity about roles and responsibilities in
providing end-of-life care; and doubts from care home and primary healthcare staff about their capacity to work
together when residents' trajectories to death were unclear. The findings suggest that to support this population,
there is a need for a pattern of working between health and care staff that can encourage review and discussion
between multiple participants over sustained periods of time. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journal/hsc
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Mobilising the workforce in end of life care; by Keri Thomas.: National Council for Palliative Care, March
2014, pp 19-21.
Inside Palliative Care, vol 27, March 2014, pp 19-21.
Describes and introduces the Gold Standards Framework (GSF), which gives outstanding training to all those
providing end of life care to ensure better lives for people and recognised standards of care. GSF training
programmes involve thousands of frontline staff in care homes, hospitals, primary care and beyond. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
Residential aged care: the de facto hospice for New Zealand's older people; by Martin J Connolly, Joanna B
Broad, Michal Boyd ... (et al).: Wiley, June 2014, pp 114-120.
Australasian Journal on Ageing, vol 33, no 2, June 2014, pp 114-120.
The present study aimed to describe short-term mortality among residential aged care (RAC) residents in
Auckland, New Zealand. This was a census-type survey of all residential aged care facilities in the Auckland
region, conducted during 2008. 861, or 12.6% of participants died within six months of taking the survey.
Survival related to RAC length of stay before the survey: those resident for less than one month (subgroup 380)
having 80.0% survival, 1-6 months 83.2% and six or more months 87.4%. In those admitted to private hospital
from acute hospital (104 of the subgroup of 380), six-month mortality was 36.5%. Significant mortality
predictors were: private hospital admission from acute hospital, unscheduled GP visit during the prior two
weeks, personal care disability and acute hospital admission during the previous two years. These findings show
that RAC mortality (especially post admission) is high. Training and resource in the sector should reflect this.
(JL)
ISSN: 14406381
From : wileyonlinelibrary.com/journal/ajag
Towards a social model of end-of-life care; by Louise Brown, Tony Walter.: Oxford University Press, 2014, pp
2375-2390.
British Journal of Social Work, vol 44, no 8, 2014, pp 2375-2390.
Challenges the social work profession to consider whether the hospice and palliative care model of end-of-life
care needs to be rethought and argues for the develoment of a more community engagement model.
ISSN: 00453102
From : www.bjsw.oxfordjournals.org
Transitions in later life: a review of the challenges and opportunities for policy development; by Guy Kerr
Robertson.: Emerald, 2014, pp 186-196.
Working with Older People, vol 18, no 4, 2014, pp 186-196.
This paper outlines an approach to understanding later life issues through the conceptual framework of
"transitions". The paper draws on a wide-ranging review of the literature, supported by two workshop sessions
involving key stakeholders and experts in the field. It analyses the efficacy or otherwise of the support available
for people undergoing these major transitions: retirement; becoming a carer; acquiring a health condition; and
preparing for end of life. It comments on key issues relating to these transitions: resilience, personal capabilities,
and community support. The study derives its data largely from a review of published literature, and therefore
lacks the input from older people themselves. The analysis provides guidance to policy makers and others
interested in the later life agenda with well-researched recommendations for change. There are significant social
implications in the recommendations and the opportunity for the experiences in later life to be framed in a
transitions paradigm. (RH)
ISSN: 13663666
From : www.emeraldinsight.com/wwop.htm
Understanding integrated working between arts and care settings: an analytical framework for planning and
research; by Michael Clark.: Emerald, 2014, pp 241-252.
Journal of Integrated Care, vol 22, no 5/6, 2014, pp 241-252.
The purpose of this paper was to discuss integrated working between the arts and those in care settings. This
was a conceptual discussion drawing upon insights from relevant literature and a case study analysis of an
integration project between a hospice service, an art gallery and an artist. The project, known as Life:Still,
highlighted some points about a lack of conceptual frameworks to help locate the purpose of diverse arts and
care projects. There is scope for much confusion about the nature and purpose of such integration projects
without a clear framework for articulating the aims of individual integration endeavours and their place in
relation to other arts and care work. This paper develops a framework and a clear understanding about the
different kinds and goals of integrated working between arts and care settings to help with future practical and
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research projects. In particular the case study highlights key themes from which generalisation to other services
will require interpretation for particular contexts. The ideas present a helpful approach to articulating the goals
of individual projects and understanding the place of projects in relation to other arts and care initiatives. There
is much scope for better integrated working between arts and care settings to achieve better outcomes for users
of care services, and the ideas presented here should help to better organise and evaluate such developments.
This is the first paper to set out the framework presented to help with better integrated working between arts and
care settings. (JL)
ISSN: 14769018
From : www.emeraldinsight.com/jica.htm
2013
10 questions to ensure good end of life care in your area; by Simon Chapman, Dying Matters Coalition;
National Council for Palliative Care - NCPC; Marie Curie Cancer Care. London: National Council for Palliative
Care; Marie Curie Cancer Care, 2013, 18 pp.
This document is published with the implementation of health and social care reforms in April 2013 and how
they are made to work for the benefit of people approaching the end of life and the people caring for them. It
asks why each of the ten questions is important, what else to ask, and suggests further information sources.
Local provision on end of life care is considered with questions about: where people are dying and where they
are being cared for before they die; the quality of care received; the systems that identify people approaching the
end of life and how plans about care can be coordinated; services "at any time of day and night" to enable
people to be cared for in the place they want to be; support for carers, including into bereavement; services that
are genuinely available and accessible to all; training in end of life care for staff; end of life care as a priority,
including leadership and accountability; raising public awareness about death, dying and bereavement; and
involving local people and those with personal experience in shaping and evaluating services. (RH)
Price: £10.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk
Anticipatory grief therapy for older persons nearing the end of life; by Joanna O Y Cheng, Raymond S K Lo,
Jean Woo.: Future Medicine, February 2013, pp 103-114.
Aging Health, vol 9, no 1, February 2013, pp 103-114.
Ageing brings about multiple and accumulating losses over a long trajectory of illness with deterioration in
overall functioning with secondary losses in social and existential domains. The reality of anticipatory grief
(AG) in older patients facing the end of life is easily overlooked with little provision of psychosocial support,
especially for those ageing in institutions without integrated palliative care services. This article discusses the
challenges that AG poses for the older patients, as well as the desired therapeutic outcomes through using this
approach. The evidence base for AG therapy has been limited. Beneficial therapeutic approaches for AG-related
constructs are reviewed, with recommendations to design interventions that target the AG of older patients
facing different advanced conditions. AG interventions successfully implemented in the end-of-life care
pathway may ensure optimal palliative care for the family. (JL)
ISSN: 1745509X
From : http://www.futuremedicine.com/loi/ahe
Better together?: evaluation of the welfare benefits advice service partnership project between Isabel Hospice
and East Herts Citizens Advice Service.: National Council for Palliative Care, July 2013, pp 20-21.
Inside Palliative Care, vol 24, July 2013, pp 20-21.
Since 2010 Isabel Hospice and East Herts Citizens Advice Service have worked in partnership to deliver a
welfare benefits and advice service to the patients of Isabel Hospice, their families and carers. The objective of
the service is to provide advice to patients and their families who may suffer financial hardship due to their lifelimiting illness to claim the welfare benefits to which they are entitled, thereby alleviating some of the anxiety
caused by their financial situation. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
Death and dying in residential care: a matter of concern; by Randall Smith.: Emerald, 2013, pp 205-217.
Quality in Ageing and Older Adults, vol 14 no 3, 2013, pp 205-217.
The author traces the history of official policy on the regulation of care homes in respect of end of life care, also
what is required to support care home staff in relation to dying residents and their relatives. A central concern is
to argue for the open recognition that care homes now cater primarily for frail people towards the end of their
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lives. Good end-of-life care and a good death could become a positive "selling point". The author concludes that
the system of regulation has broadly failed to address a good death or good end of life care in a residential
home. Death talk should no longer need to be avoided in care homes. The research suggests that appropriate
support for care home staff in relation to dying residents needs careful identification and investment. A cultural
shift is required. Following a review of policy documents on regulation and standards of care in residential
homes and a subsequent review of the research literature on death and dying in care homes, the paper
illuminates the contrast between the ambitious aims in policy documents with very varied practice in everyday
care of frail residents. The recent systems of regulation have broadly failed to address a good death or good endof-life care in residential homes. Open acknowledgement of death and dying should not be avoided in care
homes. Appropriate support for care home staff in relation to dying residents needs careful identification and
investment. The focus of this paper is to contrast official policy with everyday practice. Whilst policy
documents suggest recognition of the importance of dignity and respect from dying residents, the research
literature indicates great variation in the practice of everyday care. (RH)
ISSN: 14717794
From : www.emeraldinsight.com/qaoa.htm
Decriminalising an expected death in the home: a social work response; by Margaret E Hughes.: Oxford
University Press, March 2013, pp 282-297.
British Journal of Social Work, vol 43, no 2, March 2013, pp 282-297.
An issue yet to be examined in the social work research literature concerns an expected death at home and the
experiences of informal carers being subjected to a police investigation following a request for help. While
research in this area is scant, sufficient mention of unnecessary police involvement is made in the palliative care
literature to show that incidents like these have occurred throughout Australia, America, Canada and the UK.
This article examines the Australian context, analysing the practice of reporting deaths to the police in instances
where a doctor is not immediately available to attend the home to certify the death of a person diagnosed with a
terminal condition. Personal accounts from three research participants derived from a subset of data analysed for
a larger qualitative study are used as empirical evidence to illuminate the impact of unnecessary police
involvement. Using critical social work theory to examine unnecessary end-of-life intervention, this paper
argues for greater social work activity within the context of home-based palliative care, so that the rights of
informal carers to relevant information is improved, and expected deaths at home are no longer considered
crime scenes warranting police investigation. (JL)
ISSN: 00453102
From : www.bjsw.oxfordjournals.org
Dementia: from difficult conversations to better outcomes; by Beth Lloyd-Williams.: National Council for
Palliative Care, July 2013, pp 14-15.
Inside Palliative Care, vol 24, July 2013, pp 14-15.
Briefly outlines details of a project run by the National Council of Palliative Care (NCPC) in partnership with
North Hampshire Clinical Commissioning Group (CCG) providing training for GPs in holding difficult
conversations around end-of-life care and advance care planning with dementia sufferers and their carers. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
Developing emotional competence of social workers of end-of-life and bereavement care; by Amy Y M Chow.:
Oxford University Press, March 2013, pp 373-393.
British Journal of Social Work, vol 43, no 2, March 2013, pp 373-393.
Facing an excessive number of deaths and the intense emotions of bereaved family members, social workers
who work with dying and bereaved persons are confronted with exceptional emotional challenges. Based on two
models of death anxiety, an education programme was developed with different experiential exercises with the
aim of enhancing the emotional competence of social workers in Hong Kong. Through working with regrets and
meaningfulness, the programme aims at reducing personal death anxiety, hopefully reducing the distress and
non-empathetic responses of the social workers. An effectiveness study with 385 participants was carried out.
Data were collected at three time points (pre, post and follow-up) to capture the changes over time. The
programme is considered successful as, according to the statistics gathered, the major outcomes of work comfort
and competence level improved. Statistically significant changes across time were found in death anxiety and
meaningfulness. Moreover, correlations were found between death anxiety and competence and comfort level. It
is anticipated that the programme can be used and tested by social work educators and other helping
professionals in other parts of the world. (JL)
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ISSN: 00453102
From : www.bjsw.oxfordjournals.org
Development and evaluation of the REACH (Recognise End of life And Care Holistically) out in Dementia
toolkit; by Jan M Potter, Ramesh Fernando, Nancy Humpel.: Wiley Blackwell, December 2013, pp 241-246.
Australasian Journal on Ageing, vol 32, no 4, December 2013, pp 241-246.
The purpose of the study was to identify evidence based signs and symptoms indicative of end stage dementia,
and develop the REACH (Recognise End of Life and Care Holistically) toolkit as an aid for staff to consider a
palliative approach. A systematic literature review was conducted of policy, position documents, guidelines and
publications from 1988 to 2011. Inclusion criteria were any report or article identifying the signs and symptoms
of end stage dementia which were associated with increased mortality and morbidity. Eight signs and symptoms
associated with worsening function and increased mortality were identified. These were: dependence on others
for all activities of daily living; communication difficulties; eating and/or feeding difficulties; deterioration in
mobility and posture; development of contractures because of muscle rigidity; persistent confusion; recurrent
infections; and inability to recognise familiar objects or family and friends. All these were incorporated into a
toolkit which was reviewed by experienced clinicians. The toolkit was then trialled in six aged care facilities
(ACFs). As a result 182 residents with dementia were identified as being at the end stage. Overall study findings
of the study showed that use of the toolkit improved the recognition of end stage dementia among staff in ACFs.
(JL)
ISSN: 14406381
From : wileyonlinelibrary.com/journal/ajag
End of life care and South Asian kidney patients; by Neerja Jain.: National Council for Palliative Care, July
2013, pp 18-19.
Inside Palliative Care, vol 24, July 2013, pp 18-19.
Briefly looks at reasons for the low take-up of palliative and end-of-life care services among the Black and
Asian community in Britain, particularly those who are dying from kidney disease. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
End-of-life care in a rehabilitation centre for older people in Australia; by Heather Tan ... (et al).: Wiley
Blackwell, September 2013, pp 184-187.
Australasian Journal on Ageing, vol 332, no 3, September 2013, pp 184-187.
The purpose of this study was to investigate processes at the end of life for patients who died in a subacute
evaluation and management facility for older people. A retrospective chart audit for 55 patients who had died in
the previous two years was undertaken, recording a number of significant variables. Despite diagnosis of
comorbid medical conditions, most participants were admitted for improved functioning or assessment for
alternative accommodation. Consistent with this focus, the key contact person was most often an allied health
team member. Not For Resuscitation order and/or power of attorney documents on admission were uncommon,
as were referrals to palliative care specialist staff, although an end-of-life discussion was recorded (90%) and
often included as a new goal of care (71%). Factors likely to improve end-of-life care included advance care
planning, earlier recognition of short prognosis and staff education. (JL)
ISSN: 14406381
From : http://www.wileyonlinelibrary.com/journal/ajag
Gentle dusk - future matters: a volunteer-led programme empowering communities in end of life care planning.:
National Council for Palliative Care, December 2013, pp 16-17.
Inside Palliative Care, vol 26, December 2013, pp 16-17.
Gentle Dusk _ Future Matters (www.gentledusk.org.uk) is an agency run by trained volunteers offering an
outreach service to local communities to raise awareness of the importance of end-of-life care planning. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
Hospice: putting the heart back into dementia care; by Michael Tapley, Ann Regan, David Jolley.: Hawker
Publications, September/October 2013, pp 14-15.
Journal of Dementia Care, vol 21, no 5, September/October 2013, pp 14-15.
The authors report on the action taken at Willow Wood Hospice in Ashton under Lyne to help meet the end of
life care needs of people with dementia. (RH)
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ISSN: 13518372
From : www.careinfo.org
Improving the end-of-life for people with dementia living in a care home: an intervention study; by Gill
Livingston ... (et al).: Cambridge University Press, November 2013, pp 1849-1858.
International Psychogeriatrics, vol 25, no 11, November 2013, pp 1849-1858.
One in three adults, most of whom are living in a care home at the time, dies with dementia. Their end-of-life is
often in hospital, where they may experience uncomfortable interventions without known benefit and die rapidly
with uncontrolled pain and comfort needs. This study aimed to improve end-of-life care for people with
dementia in a care home by increasing the number and implementation of advanced care wishes. The study
recruited staff, residents with dementia, and their relatives from a 120-bed nursing home in London. The
intervention was a ten-session manualised, interactive staff training programme. The study compared advance
care wishes documentation and implementation, place of death for residents who died, and themes from staff
and family carers' after-death interviews pre- and post-intervention. Post-intervention there were significant
increases in documented advance care wishes arising from residents' and relatives' discussions with staff about
end-of-life. These included do not resuscitate orders and dying in the care homes as opposed to hospital.
Bereaved relatives' overall satisfaction increased from 7.5 pre-intervention to 9.1 post-intervention. Relatives
reported increased consultation and satisfaction about decisions. Staff members were more confident about endof-life planning and implementing advanced wishes. This small non-randomised study is the first end-of-life
care in dementia intervention to report an increase in family satisfaction with a reduction in hospital deaths. This
is promising but requires further evaluation in diverse care homes. (JL)
ISSN: 10416102
From : journals.cambridge.org/ipg
Living and dying with dignity in Chinese society: perspectives of older palliative care patients in Hong Kong;
by Andy Hau Yan Ho, Cecilia Lai Wan Chan, Pamela Pui Yu Leung ... (et al).: Oxford University Press, July
2013, pp 455-461.
Age and Ageing, vol 42, no 4, July 2013, pp 455-461.
The empirical Dignity Model has profoundly influenced the provision of palliative care for older terminally ill
patients in the West as it provides practical guidance and intervention strategies for promoting dignity and
reducing distress at the end of life. The present study aimed to examine the concept of living and dying with
dignity in the Chinese context, and to explore the application of the Dignity Model to older terminal patients in
Hong Kong. Using qualitative interviews, the concept of dignity was explored among 16 older Chinese
palliative care patients with terminal cancer. Framework analysis with both deductive and inductive methods
was employed. Results showed that the three major categories of themes of the Dignity Model were broadly
supported. However the subtheme of death anxiety was not supported, while two subthemes of
generativity/legacy and resilience/fighting spirit manifested differently in the Chinese context. Furthermore four
new emergent themes have been identified. They include enduring pain, moral transcendence, spiritual
surrender and transgenerational unity. These findings highlight both a cultural and a familial dimension in the
construct of dignity, underline the paramount importance of cultural awareness and competence for working
with ethnically diverse groups, and call for a culturally sensitive and family oriented approach to palliative care
interventions with older Chinese terminal patients. (JL).
ISSN: 00020729
From : www.ageing.oxfordjournals.org
A longitudinal study of end-of-life preferences of terminally-ill people who live alone; by Samar M Aoun, Kim
Skett.: Wiley Blackwell, September 2013, pp 530-535.
Health and Social Care in the Community, vol 21, no 5, September 2013, pp 530-535.
As a home death seems to be the perceived ideal, terminally ill people who live alone are at a disadvantage in
terms of their place of care and death, and little is known about their end-of-life preferences. This study aimed at
eliciting patient preferences for their place of care and death longitudinally at two points during their illness
trajectory, and reporting on the extent they were able to achieve their place of choice or congruence between
preferred and actual place of death. A questionnaire was administered by a researcher in the patients' homes
during two visits, 6-12 weeks apart depending on patient prognosis. Forty-three patients of Silver Chain Hospice
Care Service in Western Australia participated during 2009-2010. The results indicate that preferences were in
favour of either a home or hospice death, with more preferring home as a place of death rather than a place of
care. However, overall congruence between preferred and actual place of death was between 53% and 41%
dependent on whether it was based on first or second visit preferences respectively. This is the first longitudinal
study to elicit the end-of-life preferences of terminally ill people who live alone. As home may not be the
preferred location for dying for many patients (nearly half of the patients in this study), ability to die in the place
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of choice needs to be looked at as a possible indicator of meeting patient needs or as a quality measure in endof-life care. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journals/hsc
More care, less pathway: a review of the Liverpool Care Pathway; by Julia Neuberger (chair), Independent
Review of the Liverpool Care Pathway. London: Department of Health, July 2013, 63 pp.
Developed from a model of care successfully used in hospices, the Liverpool Care Pathway for the Dying
Patient (LCP) is a generic approach to care for the dying, intended to ensure that uniformly good care is given to
everyone thought to be dying within hours or within two or three days, whether they are in hospitals, nursing
homes, or in their own homes. Following criticism of the LCP in the media and elsewhere, Norman Lamb,
Minister of State for Care Support, asked Baroness Julia Neuberger to chair a panel to review of the use and
experience of the LCP in England, to be kept independent of Government and the NHS. This report presents the
Independent Review's findings and recommendations in respect of: diagnosis of dying; decision-making;
consent; involvement in the care plan; hydration and nutrition; sedation and pain management. Other items,
including 'Rapid evidence review: pathways focused on the dying phase in end of life care and their key
components' are available on main link (see: https://www.gov.uk/government/publications/review-of-liverpoolcare-pathway-for-dying-patients). (RH)
From : Download:
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/212450/Liverpool_Care_Pathway
.pdf
Namaste care: the next step in making our hospitals dementia friendly?.: National Council for Palliative Care,
July 2013, pp 26-27.
Inside Palliative Care, vol 24, July 2013, pp 26-27.
Namaste Care is a sensory based programme based at King's College Hospital, London, integrating nursing care
with meaningful activities to provide peaceful and relaxing experiences for patients with advanced dementia.
'Namaste' is a hindu greeting which literally means to honour the spirit within. (JL)
ISSN: 17516129
From : www.ncpc.org.uk
Palliative and end of life care for Black, Asian and minority ethnic groups in the UK: demographic profile and
the current state of palliative and end of life care provision; by Natalia Calanzani, Jonathan Koffman, Irene J
Higginson, Cicely Saunders Institute, King's College London. London: Marie Curie Cancer Care; Public Health
England; King's College London, June 2013, 77 pp.
The End of Life Care Strategy highlights that inequalities still exist in the care that different groups of people
receive at the end of life. This report uses data from the 2001 and 2011 Censuses to look at the current and
projected profile of Black, Asian and Minority Ethnic (BAME) populations living in the UK by ethnicity,
religion, language and characteristics of the foreign born population. Figures are provided separately for
England, Wales, Scotland and Northern Ireland. The report examines the extent to which the BAME populations
are expected to increase and grow older in the next few decades according to the most recent population
projections. The report then draws on a review of the current literature on the state of palliative and end of life
care provision for BAME groups. The focus is on access to, and receipt of care; also a recognition of the
importance of social inequalities when analysing unmet needs. The report was commissioned by Marie Curie
Cancer Care and Public Health England to provide evidence for key stakeholders and policy makers planning
future care for BAME groups, and it makes recommendations accordingly. (RH)
From : https://www.mariecurie.org.uk/globalassets/media/documents/who-we-are/diversity-and-inclusionresearch/palliative-care-bame_full-report.pdf
Professional and educational needs of hospice and palliative care social workers; by Sherri M Weisenfluh, Ellen
L Csikai.: Taylor and Francis, January-March 2013, pp 58-73.
Journal of Social Work in End-of-Life and Palliative Care, vol 9, no 1, January-March 2013, pp 58-73.
In recent years the number of patients and families served by hospices and palliative care services has increased.
These services have also been subject to increasing regulation by government. In order to stay up-to-date in this
ever-changing environment and to continue to provide effective interventions social workers must stay engaged
in the professional community and continuing education. In this quantitative study 1,169 practising hospice and
palliative care social workers provided information about their practice activities and agency characteristics,
professional affiliations and certification, and ongoing educational needs. About one-half of respondents carried
a caseload of 21-50 and were mostly engaged in communicating the psychosocial needs of the patient and
family to other members of the team and assessing for grief and bereavement issues. The most important
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educational needs pertained to the psychological and social needs of patients and families and psychosocial
interventions. Although many were aware of the joint NASW-NHPCO social work hospice speciality
certification few held this certification yet. The authors conclude that the results of this survey could be used in
the design of continuing education programmes and advocacy for policy change. (JL)
ISSN: 15524256
From : http://www.tandfonline.com
The public's viewpoint on the right to hastened death in Alberta, Canada: findings from a population survey
study; by Donna M Wilson, Stephen Birch, Rod MacLeod ... (et al).: Wiley, March 2013, pp 200-208.
Health and Social Care in the Community, vol 21, no 2, March 2013, pp 200-208.
A research study was conducted to determine public opinion in Alberta, Canada, on the controversial topic of
death hastening. Questions on the right to hastened death, end-of-life plans and end-of-life experiences were
included in the Population Research Laboratory's annual 2010 health-care telephone survey, with 1,203 adults
providing results relatively representative of Albertans. Of all 1,203, 72.6% said yes to the question: `Should
dying adults be able to request and get help from others to end their life early, in other words, this is a request
for assisted suicide'? Among all who provided an answer, 36.8% indicated `yes, every competent adult should
have this right' and 40.6% indicated `yes, but it should be allowed only in certain cases or situations'. Over 50%
of respondents in all but one socio-demographic population sub-group (Religious-other) were supportive of the
right to hastened death. However, multinomial regression analysis revealed that the experiences of deciding to
euthanise a pet/animal and developing or planning to develop an advance directive predicted support, while selfreported religiosity predicted non-support. Finding majority public support for death hastening suggests that
legalisation could potentially occur in the future. However such a policy should first require a careful
consideration of the model of assisted suicide or euthanasia that best protects people who are highly vulnerable
to despair and suffering near the end of life. (JL)
ISSN: 09660410
From : www.wileyonlinelibrary.com/journals/hsc
Quality of dying of nursing home residents with dementia as judged by relatives; by Nicole van Uden ... (et al).:
Cambridge University Press, October 2013, pp 1697-1707.
International Psychogeriatrics, vol 25, no 10, October 2013, pp 1697-1707.
Providing good quality care for the growing number of patients with dementia is a major challenge. There is
little international comparative research on how people with dementia die in nursing homes. This study
compared the relative's judgment on quality of care at the end of life and quality of dying of nursing home
residents with dementia in Belgium and the Netherlands. This was a Belgian cross-sectional retrospective study
(2010) combined with a prospective and retrospective study from the Netherlands (January 2007_July 2011).
Relatives of deceased residents of 69 Belgian and 34 Dutch nursing homes were asked to complete
questionnaires. The study included 190 and 337 deceased nursing home residents with dementia in Belgium and
the Netherlands respectively. Of all identified deceased nursing home residents with dementia, respectively
53.2% and 74.8% of their relatives in Belgium and the Netherlands responded. Comfort while dying was rated
better for Dutch nursing home residents than for Belgian nursing homes residents. No differences were found
between countries regarding satisfaction with care or symptom frequency in the last month of life. Although
nursing home structures differ between Belgium and the Netherlands, the quality of care in the last month of life
for residents with dementia is similar according to their relatives. However, Dutch residents experience less
discomfort while dying. The results suggest room for improved symptom management in both countries and
particularly in the dying phase in Belgium. (JL)
ISSN: 10416102
From : journals.cambridge.org/ipg
Reaching the whole community?: end of life care for all who need it; by National Council for Palliative Care NCPC. London: National Council for Palliative Care, 2013, 19 pp.
This report sets out the emerging priorities and themes highlighted at a national conference held on 18th April
2013, organised by the National Council for Palliative Care (NCPC) and the Dying Matters coalition. It provides
some key facts about current access to end of life care; and considers those who might be labelled "hard to
reach" (minority ethnic communities, and lesbian, gay, bisexual and transgender, or LGBT, for example). It
concludes with some good practice examples, also lists of discussion documents and websites. (RH)
ISBN: 1898915997
Price: £5.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk
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The role of healthcare support workers in providing palliative and end-of-life care in the community: a
systematic literature review; by Oliver R Herber, Bridget M Johnston.: Wiley Blackwell, May 2013, pp 225235.
Health and Social Care in the Community, vol 21, no 3, May 2013, pp 225-235.
Despite the widespread use of Health Care Support Workers (HCSWs) in providing palliative and end-of-life
care, there is little information available about their contributions towards supporting patients who want to be
cared for and/or die at home. Between January and April 2011, a systematic review was conducted to address
two questions: (i) What particular tasks/roles do HCSWs perform when caring for people at the end of life and
their families to comply with their desire to remain at home?; (ii) What are the challenges and supporting factors
that influence HCSWs' ability to provide palliative and end-of-life care in the community? A search was carried
out for papers published from 1990 to April 2011. In total, 1,695 papers were identified, ten of which met the
eligibility criteria of the study. After the methodological quality of the studies was appraised, nine papers were
included in the review. The findings indicated that HCSWs invest a great deal of their time on emotional and
social support as well as on assisting in the provision of personal care. They are also involved in providing care
for the dying, respite care for family members and offer domestic support. Although it is important to
acknowledge the many positive aspects that HCSWs provide, the findings suggest three challenges in the
HCSWs role: emotional attachment, role ambiguity and inadequate training. Support factors such as informal
peer grief-support groups, sense of cohesiveness among HCSWs and task orientation enabled HCSWs to
overcome these challenges. To conclude, induction and training programmes, a defined period of preceptorship,
appropriate support, supervision and clearly defined role boundaries may be helpful in reducing the challenges
identified in HCSWs' roles. (JL)
ISSN: 09660410
From : www.wileyonlinelibrary.com/journals/hsc
Ways and means; by Ally Paget, Claudia Wood, Demos. London: Demos, 2013, 150 pp.
The quality of care experienced at the end of life is frequently characterised by delays, a lack of information and
insufficient consideration given to the wishes of patient and family to achieve "a good death". This report was
developed by Demos for Sue Ryder, to explore the quality of the patient experience of end of life care services,
and what can be done to improve this journey through the different fields of health and social care from the
patient's perspective. Early diagnosis, a high level of personalisation and ongoing seamless support are crucial to
delivering a good service and reducing inequalities in end of life care. (Note: On title page: "People's final
journey must be one of their choosing ...") (RH)
From : Download: http://www.demos.co.uk/files/Ways_and_Means_-_web.pdf?1371658165
What are the priorities for developing culturally appropriate palliative and end-of-life care for older people?: the
views of healthcare staff working in New Zealand; by Gary Bellamy, Merryn Gott.: Wiley, January 2013, pp 2634.
Health and Social Care in the Community, vol 21, no 1, January 2013, pp 26-34.
In New Zealand, the ageing population is culturally and ethnically diverse; and, along with other developing
countries experiencing high levels of migration, the challenge is how to balance the rise in numbers of older
people from difference ethnic and cultural groups with end-of-life care that reflects personal values and beliefs.
This study investigated the views of healthcare staff regarding the provision of culturally appropriate palliative
care for Maori, Pacific Island and Chinese elders living in Auckland, New Zealand. Two joint interviews and
ten focus groups were conducted with eighty staff across a range care settings in 2010. Findings indicate that
participants viewed the involvement of family as fundamental to the provision of palliative care for Maori,
Pacific Island and Chinese elders. For Maori and Pacific Islanders, healthcare staff indicated the importance of
enabling family members to provide 'hands-on' care. The role of family in decision-making was fundamental to
the delivery of, and satisfaction with care for older Chinese family members. Care staff highlighted the need to
be cognisant of individual preferences both within and across cultures as a fundamental aspect of palliative care
provision. While assumptions are sometimes made about preferences for end-of-life care based on cultural
values alone, the results suggest that care preferences need to be ascertained by working with family members
on an individual basis and in a manner that respects their involvement in palliative care provision. (RH)
ISSN: 09660410
From : www.wileyonlinelibrary.com/journals/hsc
Where do I go from here?: a cultural perspective on challenges to the use of hospice services; by Rosemary
Frey, Merryn Gott, Deborah Raphael (et al).: Wiley Blackwell, September 2013, pp 519-529.
Health and Social Care in the Community, vol 21, no 5, September 2013, pp 519-529.
Do hospice services as shaped by a western perspective adequately fulfil the needs of persons from non-Western
cultures? Based on a Western view of palliative care, the vision outlined in the New Zealand Palliative Care
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Strategy (2001) is to deliver palliative care services, including hospice services, to all patients and their families
requiring them in the context of an increasingly pluralistic and multicultural society. It is predicted that over the
next two decades the proportion of people in New Zealand identifying as Maori, Pacific and Asian will
dramatically increase. Ministry of Health information provided through a GAP analysis identified hospices as
facing access-to-care pressures for Maori, Pacific and Asian patients. It is therefore critical to identify the
challenges to hospice service access for Maori, Asian and Pacific patients. This project involved qualitative
interviews with 37 cancer patients (Maori, Pacific and Asian self-identified ethnicities), whanau/family and
bereaved whanua/family, as well as 15 health professionals (e.g. referring GPs, oncologists, allied health
professionals) within one District Health Board. Patients and their families included both those who utilised
hospice services, as well as those non-users of hospice services identified by a health professional as having
palliative care needs. Challenges to hospice service utilisation reported included a lack of awareness in the
communities of available services, as well as continuing misconceptions concerning the nature of hospice
services. Language barriers were particularly reported for Asian patients and their families. Issues concerning
the ethnic representativeness of the hospice services staff were raised. The findings highlight the importance of
patient and family knowledge of hospice care for utilisation of services. This information can be used for future
planning to enable hospices to both provide high quality evidence-based palliative care services for patients and
families, and to provide consultative services to primary healthcare providers in the community. (RH)
ISSN: 09660410
From : wileyonlinelibrary.com/journals/hsc
Who cares? Support for carers of people approaching the end of life: a discussion based on a conference held on
6th November 2012; by National Council for Palliative Care - NCPC. London: National Council for Palliative
Care - NCPC, 2013, 19 pp.
There are at least half a million people currently caring for someone at the end of life. Carers are often an
overlooked part of end of life care, who face difficulties in coping with complex needs and in coordinating care.
In November 2012, the National Council for Palliative Care (NCPC), Carers Trust and partners held their first
ever national conference focusing on the needs of carers of those approaching the end of life. This report
explores five themes that emerged from the conference that carers have their own needs; are expert partners in
care; need support in every setting; need to be acknowledged into bereavement; and that caring shouldn't be a
fight. The report has been produced in partnership with Age UK, the Carers Trust, Carers UK, Help the
Hospices, Macmillan Cancer Support, Marie Curie Cancer Care, and Sue Ryder. (RH)
ISBN: 1898915954
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk/dementia
2012
Care at the end of life for people with dementia living in a care home: a qualitative study of staff experience and
attitudes; by Gill Livingston, Catherine Pitfield, Jackie Morris ... (et al).
International Journal of Geriatric Psychiatry, vol 27, no 6, June 2012, pp 643-650.
The present study aimed to examine barriers and facilitators to care home staff delivering improved end-of-life
care for people with dementia. Individual qualitative interviews of 58 staff in a 120-bed nursing home where the
staff and the residents' religion differed were carried out. Interviews continued until a maximum variation
sample was achieved and theoretical saturation was reached. Study findings revealed that the staff felt warmly
towards the residents and felt they could recognise when they were near death. However nurses and doctors did
not see themselves as a team and communicated poorly with relatives about approaching death. The staff used
opaque euphemisms and worried about being blamed. They were often unaware of or had concerns about the
validity of advance care plans. They knew of the religious rituals around death but frequently misunderstood
religious tradition. The authors conclude that staff require education and support about discussing and
implementing plans around care at the end of life in dementia and about cultural issues around death to improve
practice. This would enable the staff to implement advance care plans, knowing that they would be supported.
Education would encompass communicating the complicated, unpredictable path of dementia near the time of
death explicitly but sensitively, including recognition that people often do not hear difficult messages and are
unable to take in large quantities of information at once. Staff need to know about the resident's religious and
cultural ideas as well as ritual practice. (JL)
ISSN: 08856230
From : http://www.interscience.wiley.com/journal/gps
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Decision-making in older adults with serious illness: barriers to the goals of care discussion; by Rangaraj K
Gopalraj, Laura J Grooms, Belinda K Setters ... (et al).
Aging Health, vol 8, no 4, August 2012, pp 367-376.
Individualising the goals of care discussion is challenging, especially at the end of life. This article explores
some difficulties with goals of care planning using a clinical scenario involving a cognitively impaired older
African-American woman with advanced chronic lymphocytic leukaemia and dementia facing a life-threatening
condition. Physicians should personalise divergent goals such as a cure, rehabilitation, life-prolonging care and
comfort care after factoring in individual patient preferences and disease trajectories. This case illustrates the
barriers to the goals of care discussion: lack of education about the disease progression, poor communication
techniques, poor language choice, not having proper decision-makers present and lack of trust between the
decision-maker and the healthcare team. Harnessing technology can cause breakthroughs in the future. (JL)
ISSN: 1745509X
From : http://www.futuremedicine.com/loi/ahe
Do models of care designed for terminally ill 'home alone' people improve their end-of-life experience?: a
patient perspective; by Samar Aoun, Moira O'Connor, Kim Skett ... (et al).: Wiley-Blackwell, November 2012,
pp 599-606.
Health and Social Care in the Community, vol 20, no 6, November 2012, pp 599-606.
Palliative care patients who live alone report greater psychological distress, and are less likely to die at home
than those living with a family carer. However, there is a lack of research on the value of models of care that
specifically address this disadvantage. This article describes the experiences of terminally ill `home alone'
people using one of two models of care aimed at maintaining participants' need for independent living, focusing
on the effect of these two models of care on their physical, social and emotional needs. 26 palliative care
patients of Silver Chain Hospice Care, in Western Australia, were randomly assigned to either having a personal
alarm or additional care-aide hours in their home. An in-depth qualitative study was conducted in two phases in
2010 using face-to-face interviews. The care-aide model of care resulted in benefits such as easing the burden of
everyday living; supporting well-being; enhancing quality of life and preserving a sense of dignity; and reducing
loneliness and isolation. The personal alarm model of care imparted a sense of security; provided peace of mind;
and helped to deal with feelings of isolation. Participants in both groups felt that they could remain at home
longer. By providing a safer, more secure environment through the use of a personal alarm or additional careaide hours, patients were able to continue their activities of daily living, could build a sense of `normality' into
their lives, and they could live independently through support and dignity. (JL)
ISSN: 09660410
From : wileyonlinelibrary.com/journals/hsc
Dying to know: [DVD]; by Helen Reading, National Council for Palliative Care - NCPC; Red TIE (theatre
company); pFlix Films. London: pFlix Films, for the National Council for Palliative Care, 2012, 1 DVD (Dying
Matters).
'Dying to know' is an intergenerational drama about the difficulties and benefits of talking about the end of life.
It tells the story of a family trying to come to terms with the imminent death of a much-loved and close relative.
The film is based on a play commissioned by the Earl Mountbatten Hospice on the Isle of Wight and written by
Helen Reading, Director of the Isle of Wight Red TIE theatre company. The script was adapted by Dying
Matters and pFlix Films to further promote the importance of end of life discussions. Dying Matters is a national
coalition led by the National Council for Palliative Care (NCPC), which aims to ask such questions and to
change public knowledge, attitudes and behaviours towards death, dying and bereavement (see
www.dyingmatters.org). (RH)
Price: £6.00 for Dying Matters members
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Final chapters: writing about the end of life: winning and highly commended works; by Dying Matters
Coalition; National Council for Palliative Care - NCPC. London: Dying Matters Coalition, 2012, 65 pp.
In 2021, the Dying Matters Coalition ran the Final Chapters creative writing competition as part of its work to
encourage more open discussion of end of life issues. This booklet contains 15 winning and highly commended
works selected from almost 1,400 entries. (RH)
Price: £6.00
From : Dying Matters Coalition, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.dyingmatters.org.uk
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Guidelines for nursing homes delivering end-of-life care to residents across the island of Ireland; by Suzanne
Cahill, Daphne Doran, Max Watson.: Emerald, March 2012, pp 60-70.
Quality in Ageing and Older Adults, vol 13, no 1, March 2012, pp 60-70.
This study was undertaken as part of the Living with Dementia programme based in the School of Social Work
and Social Policy, Trinity College Dublin. It aim was to contribute to improving quality of life for people with
end-stage dementia living in residential care settings, by investigating the experiences of aged spouses whose
relatives died with end-stage dementia in nursing homes in both Northern Ireland (NI) and the Republic of
Ireland (RoI). A second aim was to develop guidelines for nursing home staff for the delivery of quality care to
residents with end-stage dementia in residential institutions. The study had two phases. Phase one involved
conducting in-depth qualitative interviews with spouse caregivers whose relatives had died from dementia in
long-stay care environments. Phase two entailed incorporating the information gathered through the in-depth
interviews into draft guidelines and disseminating these to a multi-disciplinary group of health service
professionals for their critical appraisal and ratification. The findings showed that most spouses deemed the end
of life (EoL) care that was delivered to be of high quality, with person-centred, individual, kind, professional
care being highly valued. Areas of dissatisfaction noted included poor communication, lack of involvement in
key decision making, and poor symptoms control. Based on the study's findings, guidelines for the delivery of
quality care in long stay residential institutions were developed in consultation with eight health service
professionals. The authors hope these guidelines will contribute to improvements in the care of people with
dementia at end of life, and will form the basis for the future development of policy, practices and procedures.
(RH)
ISSN: 14717794
From : www.emeraldinsight.com/journals
The impact of the Marie Curie Nursing Service on place of death and hospital use at the end of life: research
report; by Xavier Chitnis, Theo Georghiou, Adam Stevenson (et al), Nuffield Trust; Marie Curie Cancer Care.
London: Nuffield Trust, November 2012, 62 pp (Evidence for better health care).
Although most people would prefer to die at home, more than half of all deaths in England and Wales are in
hospital. The Marie Curie Nursing Service (MCNS) provides home-based end-of-life care to around 28,000
people at the end of life in the UK every year. Marie Curie Cancer Care commissioned the Nuffield Trust to
evaluate the effect of its end of life home-based nursing service, by racking the experiences of more than 29.000
people who received care from MCNS, comparing their outcomes to a "control" group of end of life patients
with similar circumstances who had not received care from Marie Curie. This report outlines the study's
methods and results. It found that whereas 76.7% of those who received MCNS care died at home and only
7.7% died in hospital, 35% of the "controls" died at home and 41.6% died in hospital. The report also presents
results concerning the effect of the MCNS on hospital use and the impact of the service on hospital costs. There
is evidence that home-based nursing care can reduce hospital use at the end of life and help more people to die
at home. In a difficult financial climate, there is a compelling case for service models other than hospital care in
the
last
stages
of
life.
This
report
is
also
available
as
a
download
(http://www.nuffieldtrust.org.uk/publications/marie-curie-nursing). (RH)
Price: £5.00
From : The Nuffield Trust, 59 New Cavendish Street, London W1G 7LP. Website:
http://www.nuffieldtrust.org.uk
Managing multiple goals in family discourse about end-of-life health decisions; by Allison M Scott, John P
Caughlin.
Research on Aging, vol 34, no 6, November 2012, pp 670-691.
Previous research on end-of-life communication in families has largely considered whether family members
have talked about end-of-life healthcare (quantity of talk) but not whether certain characteristics of that
discourse matter (quality of talk). In this study, the authors adopted a multiple goals theoretical perspective to
examine discursive features that individuals use to manage goal dilemmas in family conversations about end-oflife health choices. Discourse analysis of end-of-life conversations between 121 older adults and their adult
children showed that participants attended to relevant task, identity, and relational goals in ways that affirmed or
threatened these goals, and the ways in which certain goals were accomplished had implications for how (and
whether) other goals were pursued. Findings suggest that end-of-life talk in families is most effective when
family members are able to address the task of discussing end-of-life decisions, while also attending to the
relevant identity and relational implications of such conversations. (RH)
ISSN: 01640275
From : www.roa.sagepub.com
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Older people dying with dementia: a nationwide study; by Koen Meeussen, Lieve Van den Block, Michael
Echteld (et al).
International Psychogeriatrics, vol 24, no 10, October 2012, pp 1581-1591.
Large-scale nationwide data describing the end-of-life characteristics of older people with dementia are lacking.
This paper describes the dying process and end-of-life care provided to older people with mild or severe
dementia in Belgium, compared to older people dying without dementia. A nationwide retrospective mortality
study was conducted, via a representative network of general practitioners (GPs) in 2008 in Belgium, with
weekly registration of all deaths (aged 65+) using a standardised form. GPs reported on diagnosis and severity
of dementia, aspects of end-of-life care and communication, and on the last week of life in terms of symptoms
that caused distress as judged by the GP, and the patients' physical and cognitive abilities. 31% of the sample
(1,108 deaths) had dementia (43% mildly, 57% severely). Of these, 26% died suddenly, 59% in care home, and
74% received palliative treatment, versus 37%, 19%, and 55% in people without dementia. GP-patient
conversations were less frequent among those with (45%) than those without (73%) dementia, and 11% of both
groups had a proxy decision-maker. During the last week of life, physical and psychological distress was
common in both groups. Of older people with dementia, 83% were incapable of decision-making and 83% were
bedridden, both significantly higher percentages than found in the group without dementia (24% and 52%).
Several areas of end-of-life care provision could be improved. Early communication and exploration of wishes
and appointment of proxy decision-makers are important components of an early palliative care approach which
appears to be initiated too infrequently. (RH)
ISSN: 10416102
From : www.journals.cambridge.org/ipg
Open to all?: Meeting the needs of lesbian, gay, bisexual and transgender people nearing the end of life: [DVD];
by National Council for Palliative Care - NCPC; Consortium of Lesbian, Gay, Bisexual and Transgendered
Voluntary and Community Organisations; pFlix Films. London: pFlix Films, for the National Council for
Palliative Care, 2012, 1 DVD.
This DVD accompanies the 'Open to all?' report on end of life care for lesbian, gay, bisexual and transgender
people (LGBT). The film comprises the personal experiences of LGBT people nearing the end of life and those
caring for them. It highlights the importance of meeting everyone's end of life needs appropriately and
sensitively, whatever their sexual orientation and/or gender identity. (RH)
Price: £5.00 (free to NPCP subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Websites: www.ncpc.org.uk and www.pflixfilms.co.uk
Preferences for end-of-life treatment: concordance between older adults with dementia or mild cognitive
impairment and their spouses; by Liat Ayalon, Yaacov G Bachner, Tzvi Dwolatzky (et al).
International Psychogeriatrics, vol 24, no 11, November 2012, pp 1798-1804.
There is considerable debate about the ability of proxies to adequately reflect patients' preferences regarding
end-of-life care, when patients are no longer capable of stating their preferences. This Israeli study evaluated
concordance in end-of-life preferences between patients with mild cognitive impairment (MCI) or dementia and
their spouses. A cross-sectional sample of 106 respondents (53 couples) was recruited in two psychogeriatric
clinics. Bivariate analyses were conducted to evaluate the degree of agreement between the patients' preferences
and those of their spouses. Patients were more likely to opt for more treatment than their spouses. Moderate
agreement between patients and spouses was evident for preferences regarding end-of-life decisions for the
patients. There was little concordance between the wishes of spouses regarding their own preferences and what
they wanted for the patient or what the patient wanted. When incorrectly predicting patients' preferences,
spouses were more likely to ask for treatment. The results show that regarding end-of-life preferences for
patients, there is moderate agreement between patients and their spouses, but limited evidence for projection of
spouses' preferences on patients (i.e. the spouse making a prediction based on own wishes). Potential differences
in end-of-life preferences between older adults with MCI or mild dementia and their caregivers should be taken
into consideration in the preparation of advance care planning. (RH)
ISSN: 10416102
From : www.journals.cambridge.org/ipg
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Rising to the Prime Minister's challenge on dementia: a spotlight on end of life care: a National Council for
Palliative Care briefing for delegates at the 7th Annual Conference on Dementia and End of Life Care,
December 2012; by National Council for Palliative Care - NCPC. London: National Council for Palliative Care
- NCPC, 2012, folded sheet.
The Prime Minister launched his Challenge on Dementia on 26 March 2012. This leaflet suggests that achieving
a good death for the person with dementia is possible, and cites three examples of good practice. It lists other
resources on the topic. (RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk
The route to success in end of life care: achieving quality for lesbian, gay, bisexual and transgender people; by
Bridget Moss, Tes Smith, Kathryn Almack, National End of Life Care Programme, NHS, Department of Health
- DH; St Helena Hospice, Colchester; University of Nottingham. [London]: National End of Life Care
Programme, 2012, 34 pp.
The Department of Health's End of Life Care Strategy (DH, 2008) emphasised the need to raise the quality of
care provided to dying people and their loved ones. This practical implementation document aims to provide a
guide for everyone working with lesbian, gay, bisexual and transgender (LGBT) people, and for LGBT people
themselves, whether dying or receiving end of life care. It is intended to support practitioners and staff caring
for LGBT people to engage with key professionals, and to ensure that those who may be in the last months of
life receive high quality end-of-life care. The guide follows the six steps of the End of Life Care Pathway laid
out in the national End of Life Care Strategy (2008), beginning with initiating discussions as end-of-life
approaches and concluding with care after death. Each section outlines the relevant steps of the pathway,
identifies issues to consider about the individual's care, and links to the practitioner and/or staff role in that care.
The guide includes case studies highlighting best practice, and suggests further information resources. (RH)
From : www.endoflifecareforadults.nhs.uk
Spirituality and end of life issues: a review; by Gillian A Reid.
Journal of Religion, Spirituality & Aging, vol 24, nos 1-2, 2012, pp 120-130.
This article explores theories related to the development of spirituality and its relationship to end of life
circumstances. It also considers the source of spiritual well-being, and its place in the context of the third (older,
but still living independently) and fourth (frail elderly, needing care support) stages of life; plus how a sense of
spirituality affects and hopefully enhances the end of life experience, increasing resilience to adverse events that
might otherwise hasten death. It concludes that spiritual as well as religious issues are important for people
facing terminal illness and death. (JL)
ISSN: 15528030
From : http://www.tandfonline.com
Understanding patterns of health and social care at the end of life: research summary; by Theo Georghiou, Sian
Davies, Alisha Davies, Martin Bardsley, Nuffield Trust; National End of Life Care Intelligence Network.
London: Nuffield Trust, October 2012, 11 pp (Evidence for better health care).
The 'End of life care strategy' (Department of Health, 2008) aims to help people have the care support they need
beyond the acute hospital setting. This research summary highlights key findings from a study of over 73,000
people in England which investigated how often these individuals received social care services during the last
12 months of their lives. It draws on health and local authority social care records from 7 different local
authority areas across England. Using this data, an analysis was conducted to link social care and NHS records
at person level, to identify uptake and associated costs of NHS and social care services. Survey results show that
many people with terminal illness would prefer to die with appropriate support at home rather than in hospital.
This means developing a range of support services at the end of life, spanning both health and social care.
Despite the importance of social care in supporting individuals at the end of their lives, there are remarkably few
studies that look at how often these people receive social care services. (RH)
From : The Nuffield Trust, 59 New Cavendish Street, London W1G 7LP. Website:
http://www.nuffieldtrust.org.uk
2011
Advance care planning for people with dementia: a review; by Karen Harrison Dening, Louise Jones, Elizabeth
L Sampson.
International Psychogeriatrics, vol 23, no 10, December 2011, pp 1535-1551.
Few people with dementia have made advance plans for their health care. Advance care planning (ACP) is a
process of discussion between an individual and their care providers that takes account of wishes and
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preferences for future care. The authors aimed to examine the facilitators and inhibitors to ACP in people with
dementia. They also aimed to identify key themes in the literature and to critically review the methodologies
used. They conducted a systematic search of English language databases including PubMed, CINAHL, AMED,
PsychINFO, EMBASE and BNI. They included empirical studies which reported the characteristics of the
patient population, the type of advance care planning used and the study setting, and which involved people with
dementia, family members or professional carers. 17 studies were identified (11 quantitative methods, one
qualitative and five mixed methods). One ACP intervention which changed outcomes for people with dementia
was found. Four key themes were identified. First, there is a point at which cognition decreases critically so that
an advanced care plan can no longer be made. Second, factors present in family carers and professionals can
influence decision-making and the ACP process. Third, ACPs are affected by preferences for life sustaining
treatments; ACP in dementia may differ from other illness groups. Lastly, there is a need for education relating
to ACP. The current evidence base for ACP in dementia is limited. Since UK government policy recommends
that all people should engage in ACP, more evidence is needed to understand the feasibility and acceptability of
advanced care plans for people with dementia. (RH)
ISSN: 10416102
From : www.journals.cambridge.org/ipg
Barriers to providing palliative care for older people in acute hospitals; by Clare Gardiner, Mark Cobb, Merryn
Gott, Christine Ingleton.
Age and Ageing, vol 40, no 2, March 2011, pp 233-242.
The study aimed to explore the perspectives of health professionals regarding barriers to optimal palliative care
for older people in acute hospitals. 58 health professionals participated in eight focus groups and four semistructured interviews. Participants identified various barriers to palliative care provision for older people,
including attitudinal differences to the care of older people, a focus on curative treatments within hospitals and a
lack of resources. Participants also reported differing understandings of whose responsibility it was to provide
palliative care for older people, and uncertainly over the roles of specialist and generalist palliative care
providers in acute hospitals. Concludes that additional research is required to further explore age-related issues
contributing to poor access to palliative care. (JL)
ISSN: 00020729
From : http://ageing.oxfordjournals.org/http://www.bgs.org.uk/
Difficult conversations: making it easier to talk to people with dementia about the end of life; by National
Council for Palliative Care - NCPC; National End of Life Care Programme, NHS, Department of Health - DH.
London: National Council for Palliative Care - NCPC, 2011, 22 pp.
This guidance aims to help carers and professionals caring for someone with dementia to open up conversations
about end of life wishes and preferences. It is based on conversations with around fifty people affected by
dementia, people with dementia, carers and former carers. The booklet also suggests other useful resources, and
is part of a range of materials published as part of NCPC's role as lead organisation of the Dying Matters
Coalition, which aims to raise awareness of dying, death and bereavement. (RH)
Price: £5.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk
'Doubly deprived': a post-death qualitative study of primary carers of people who died in Western Australia; by
Sharon Keesing, Lorna Rosenwax, Beverley McNamara.
Health and Social Care in the Community, vol 19, no 6, November 2011, pp 636-644.
This study explored the daily experiences and occupational needs of family carers providing palliative care to
people who were dying. In particular it examined their daily routines and ability to undertake other varied
activities, and whether their needs were addressed in the community using available services. A purposive
sampling method was used to identify ten people who had cared for a family member who had died in the
preceding two years. Semi-structured interviews included questions about their experiences as a carer including
routines, engagement in usual activities and the impact of the caring role on their daily life during and after the
period of care. Two important themes were identified: the carers experienced disengagement and deprivation
from their usual occupations during and after the period of care. They also described significant
disempowerment in their role as carer. The findings show that carers are `doubly disadvantaged': they are unable
to participate in their usual occupations, and they are not recognised for their contributions as carers. In addition,
the current services and support available for carers in the community are deemed inadequate. (JL)
ISSN: 09660410
From : http://www.ingentaconnect.com/content/bsc/hscc
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Dying out-of-hours: 24/7 care at the end of life: conference report: a joint conference hosted by the National
Council for Palliative Care and Macmillan Cancer Support, 3 march 2011; by National Council for Palliative
Care - NCPC; Macmillan Cancer Support. London: National Council for Palliative Care, 2011, 12 pp.
There is wide acceptance that high-quality care can make a large difference for patients nearing the end of life,
and to their families, carers and friends. Round the clock care (now referred to as 24/7) was recognised in the
2008 End of Life Care Strategy for England as a cornerstone of palliative and end-of-life care best practice. This
report summarises the main points from the 'Dying out-of-hours: 24/7 care at the end of life' conference,
including examples of good practice. (RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
End-of-life care in elderly cancer patients; by Sophie Pautex, Gilbert B Zulian.
Aging Health, vol 7, no 3, June 2011, pp 469-475.
In spite of increased life expectancy at the dawn of the 21st century, chronic disorders in older people are still
taking their toll, with cancers being the most prevalent. The question of how to approach the end of life remains
largely unresolved, however the development of palliative care may provide some answers. Although the
deficits in providing good palliative care are well known in many areas, dramatic improvements have been made
to allow healthcare professionals to achieve impeccable symptom control, through sedation, chemotherapy and
other means. However, patients' existential suffering remains, and many are likely to become cognitively
impaired. The use of advance directives may be appropriate in order to ensure patients' autonomy as they
become incapable of making their own decisions. However the practice of assisted suicide and euthanasia
(which are considered acceptable in some countries) are of great professional and ethical concern. Education,
training and research are key elements for the development of palliative care and for the general improvement of
care delivered to older patients approaching the end of their lives. (JL)
ISSN: 1745509X
From : http://www.futuremedicine.com/loi/ahe
End-of-life care: Japan and the world: international comparison study on death and dying in place: abbreviated
version; by International Comparative Study on Ideal Terminal Care and Death; International Comparative
Study on Terminal Care System; International Longevity Center, Japan - ILC-Japan. Tokyo: International
Longevity Center, Japan - ILC-Japan, March 2011, 48 pp.
The research summarised in this report aims to clarify differences in end-of-life care between Japan and seven
other countries (France, UK, Israel, Australia, the Netherlands, South Korea and the Czech Republic). It looks at
special features of such care, including ethical issues. (RH)
From : International Longevity Center (Japan), Toranomon 33 Mori-Building, 3-8-21 Toranomon, Minatoku,
Tokyo, Japan.http://www.ilcjapan.org email: ilcjapan@mba.sphere.ne.jp
Failing to plan is planning to fail: advance care planning for people nearing the end of life; by Rachel Newman,
Keri Thomas.
Aging Health, vol 7, no 5, October 2011, pp 677-680.
This article briefly summarises proceedings of the second International Society of Advance Care Planning and
End of Life Care (ACPEL) conference, held in London on 22-24 June 2011. With over 400 delegates from
across the world representing 22 different countries, this conference represents the increasing international
recognition of the importance of holding and recording advance care planning discussions with older people
nearing the end of their lives. (JL)
ISSN: 1745509X
From : http://www.futuremedicine.com/loi/ahe
Geriatricians' views of advance decisions and their use in clinical care in England: qualitative study; by
Catherine Jane Bond, Karen Lowton.
Age and Ageing, vol 40, no 4, July 2011, pp 450-456.
An anticipatory decision document records a person's wishes regarding medical treatment at a time when they
have capacity to make choices, to be enacted when that capacity is lost. In England and Wales an advance
decision to refuse treatment (ADRT), a legally binding document, is currently rarely used. A disparity is
suggested to exist between physicians' support for anticipatory decisions in principle and their lack of impact on
decision-making in practice. The aim of the present study was to elicit geriatricians' views on advance decisions
and their use in decision-making in England. Study findings showed that geriatricians held positive views on
anticipatory decisions in principle. In practice, they reported being highly likely to follow a decision which was
in line with their clinical view. They would also favour an ADRT which was prescriptive in terms of the
situation and treatment to which it applied. However, geriatricians expressed concerns in relation to patient
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understanding of the role and limits of these documents. Participants expressed discomfort in following an
ADRT which, in their professional opinion, did not represent the patient's best interests, despite it being a
legally binding document. A conflict between doctors' beneficence and patients' autonomy was apparent, with
geriatricians differing in their views on how ADRTs should fit into medical decision-making, and particularly
how far anticipatory decisions can represent ongoing patient autonomy. Despite its status in law, an ADRT
which conflicts with a geriatrician's clinical opinion may not be implemented, resulting in a breach of the
Mental Capacity Act. (JL)
ISSN: 00020729
From : http://ageing.oxfordjournals.org/http://www.bgs.org.uk/
Improving end-of-life care for people with dementia; by Elizabeth L Sampson, Alistair Burns, Mike Richards.
British Journal of Psychiatry, vol 199, no 5, November 2011, pp 357-359.
One in three adults over the age of 60 years will die with dementia. Most will have complex physical and
psychological needs. This paper looks at why people with dementia experience poor end-of-life care, what are
the end-of-life care needs of people with dementia and their families, and how such care for this client group can
be improved. The authors refer to recent government strategies aimed at improving services, eg. The National
Dementia Strategy, and the National End of Life Care Strategy. However the research has tended to focus on
people with advanced dementia and little is known about people in the earlier stages of dementia who may be
dying from other chronic comorbid conditions. New interventions on service models to improve care will have
to be developed carefully, taking into account the wide range of settings in which people with dementia die. (JL)
ISSN: 00071250
From : http://bjp.rcpsych.org
Living through end-stage dementia: the experiences and expressed needs of family carers; by Chris Shanley,
Cherry Russell, Heather Middleton, Virginia Simpson-Young.
Dementia: the international journal of social research and practice, vol 10, no 3, August 2011, pp 325-340.
The study focused on the experiences and needs of family carers of people with end-stage dementia. The project
involved in-depth, qualitative interviews with 15 carers. The major themes emerging from the accounts of
participants' experiences were: getting support; having to trust others with care; managing the loneliness of
being a carer; witnessing a loved one fade away; anticipating and experiencing death; and re-establishing life
after the funeral. Carers expressed a range of instrumental and psychosocial needs. The study provided a more
personal account of the caring experience than much of the related literature. It emphasised the need of carers
for genuine understanding and connection - from family and friends as well as healthcare staff. The study
highlights the amount of support carers can provide to each other through support groups and associated
friendships, and stresses the importance of healthcare staff acknowledging and respecting this capacity of carers.
(JL)
ISSN: 14713012
From : http://dem.sagepub.com/
Nurse-led support improves dementia care at end of life; by Amanda Thompsell, Nicola Easton, Min Stacpoole.:
Hawker Publications, November/December 2011, pp 18-19.
Journal of Dementia Care, vol 19, no 6, November/December 2011, pp 18-19.
The authors report on the benefits of a nurse facilitating good end of life care for people with dementia in the
community, including those in care homes. The modernisation initiative End of Life Care Programme, 20082011, aims to improve end of life care for people with dementia in Lambeth and Southwark, London. The Nurse
Facilitator for End of Life Care role was created to encourage and support best practice, to combine end of life
care with dementia care skills, and to enhance the skills of care staff. The facilitator worked closely alongside
nurses and care staff in several ways, through observation, carrying out pain assessments and sharing tasks.
(RH)
ISSN: 13518372
From : www.careinfo.org
Older people with heart failure and general practitioners: temporal reference frameworks and implications for
practice; by Susan Waterworth, Merryn Gott, Deborah Raphael, Sarah Barnes.
Health and Social Care in the Community, vol 19, no 4, July 2011, pp 412-419.
Chronic illness changes one's sense of time, and chronic disease management and palliative care have
implications for health professionals' use of time. The aim of the study was to identify the temporal reference
frameworks that structure and give meaning to the experiences of time for older patients with heart failure and
their general practitioners (GPs). Secondary analysis of qualitative data collected from two longitudinal studies,
one in the United Kingdom and the other in New Zealand, was carried out. The UK study involved interviews
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with 44 older people with heart failure and nine focus group discussions with primary health professionals
during 2004-2005. The NZ study involved 79 interviews with 25 older people with heart failure and 30
telephone interviews with GPs during 2008-2009. Different temporal reference frameworks were identified for
both patients and GPs. `Clock time' was evident in how it structured the consultations. Both patients and GPs
valued `needing time', however there were tensions between `needing time' and `wasting time'. For some GPs
this involved creating space for `emotional time'. Being `known over time' was important to both patients and
GPs. The article concludes that understanding these multiple times is important for improving the quality of care
for older people. (JL)
ISSN: 09660410
From : http://www.ingentaconnect.com/content/bsc/hscc
Open to all?: Meeting the needs of lesbian, gay, bisexual and trans people nearing the end of life; by Alice
Fuller, Sam Turner, Mark Delacour, National Council for Palliative Care - NCPC; Consortium of Lesbian, Gay,
Bisexual and Transgendered Voluntary and Community Organisations. London: National Council for Palliative
Care, 2011, 27 pp.
The National Council for Palliative Care (NCPC) and the Consortium of Lesbian, Gay, Bisexual and
Transgendered Voluntary and Community Organisations set out to gauge experiences and current practices from
both sides: LGBT people who have or will need to use palliative care services and services providing end of life
care in the community. This document presents the findings of a short survey conducted in 2010 regarding what
further work was needed. 739 responses were received, and the focus is on answers to the open-ended questions
on matters such as treating people equally, and tackling homophobic or transphobic attitudes. The report
concludes that end of life service providers need to do all they can to make their services truly open to all, and to
promote themselves to the lesbian, gay, bisexual and transgender (LGBT) communities in their local areas. (RH)
Price: £10.00 (free to subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Palliative and end-of-life care in psychogeriatric patients; by Abhilash K Desai, George T Grossberg.
Aging Health, vol 7, no 3, June 2011, pp 395-408.
An increasing number of older adults and their families are burdened by one or more terminal illnesses in the
later years of their lives. How best to support their quality of life is a major challenge for healthcare teams.
Palliative and end-of-life (PEOL) care is well positioned to respond to this challenge. While the evidence of
PEOL is just beginning, much of the suffering can be relieved by what is already known. PEOL care for older
adults needs to go beyond the focus on the patient and should rest on a broad understanding of the nature of
suffering that includes family and professional caregivers. The dissemination of PEOL care principles should be
a public health priority. This article aims to improve understanding of appropriate PEOL care and discuss future
perspectives. (JL)
ISSN: 1745509X
From : http://www.futuremedicine.com/loi/ahe
Partner care at the end-of-life: identity, language and characteristics; by Anne Corden, Michael Hirst.
Ageing and Society, vol 31, part 2,, February 2011, pp 217-242.
In this paper the authors present data from research on couples where one partner died, drawing on a study of
the financial implications of a partner's death. Information was gathered from a study based on the British
Household Panel Survey of over 750 couples separated by death, and from interviews with 44 recently bereaved
women and men from all age groups. The article describes the findings on adopting an identity of caregiving,
people's characteristics and circumstances, health care needs, service contacts, and trends over time, and
discusses models showing a range of factors and their success in predicting whether people described
themselves as providing care. The study findings showed that carer self-identification was influenced by the
partner's health care needs and service contacts, including receipt of welfare benefits. The authors conclude that
further research is required to investigate the circumstances under which providing care equates with adopting
or assigning a carer identity. (JL)
ISSN: 0144686X
From : http://www.journals.cambridge.org/aso
Pharmacotherapy at the end-of-life; by Denis O'Mahony, Marie N O'Connor.
Age and Ageing, vol 40, no 4, July 2011, pp 419-422.
Older people reaching the end of life are particularly at risk from the harmful effects of inappropriate drug use.
These drugs may also be highly expensive. End-of-life pharmacotherapy is sometimes perceived to be complex
and challenging, probably unnecessarily. This relates in part to the poorly developed evidence base and lack of
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high-quality research in this area. In this article the authors examine some of the key issues relating to
pharmacotherapy in end-of-life patients, namely (i) the guiding principles of drug selection, (ii) the main drugs
and drug classes that are best avoided, (iii) the benefits of `oligopharmacy' (i.e. deliberate avoidance of
polypharmacy) in end-of-life patients. (JL)
ISSN: 00020729
From : http://ageing.oxfordjournals.org/http://www.bgs.org.uk/
Relatives meetings: can we discuss end of life care?; by Amanda Thompsell, Dave Bell.: Hawker Publications,
July/August 2011, pp 20-21.
Journal of Dementia Care, vol 19, no 4, July/August 2011, pp 20-21.
The authors share learning from Facing the Future, a project which involved meeting with relatives' groups to
talk about end of life issues. Based in south London, the project is a peer support service for carers of people
with dementia. It focuses on providing support for carers of people with dementia facing end of life care
dilemmas, in the context of objectives in the National Dementia Strategy and the End of Life Care Strategy. The
project recruited volunteers who had cared for someone with dementia who had died at least a year before to
become peer supporters, who asked care homes about speaking at their regular relatives meetings to introduce
the volunteers and generate discussion. The article discusses issues arising from the meetings, including the
support needs of the volunteer carers and relatives, and the importance of involving staff. (RH)
ISSN: 13518372
From : www.careinfo.org
Researching the end-of-life in old age: cultural, ethical and methodological issues; by Liz Lloyd, Kate White,
Eileen Sutton.
Ageing and Society, vol 31, part 3, April 2011, pp 386-407.
Third of four articles that together make up a special issue on research methodology and ageing. This article
looks at how increased life expectancy coupled with the rise in chronic disease has had a significant impact on
dying trajectories in old age. This poses ethical and methodological challenges for researchers, not least because
it is often difficult to establish whether an older person is dying from, as opposed to living with, one or more
diseases. This article reports a comprehensive literature review of empirical research on the end-of-life in old
age. It presents two inter-related themes by first exploring the social and cultural contexts of death and then
critically analysing the methods and ethical approaches adopted by researchers. Material was drawn from both
cross-cultural studies and studies in which cultural factors were of prime interest, and were selected with a view
to investigating the concept of a good death in old age. First, the article examines the evidence of cultural
similarities and differences and the impact of social and cultural change on ideas concerning a good death. It
then identifies contemporary influences and pressures on end-of-life care for older people. Finally, the article
explores the significance of communication and the roles of families and service providers in this arena. (JL)
ISSN: 0144686X
From : http://www.journals.cambridge.org/aso
We are living well but dying matters: [DVD]; by National Council for Palliative Care - NCPC; National End of
Life Care Programme; CHANGE. [Leeds]: CHANGE, 2011, 1 DVD (Dying Matters).
People with learning disabilities need to be able to acknowledge their loss and to mourn when someone close to
them dies. They also need to be included in important decisions being made around their end of life care
(especial;y their own). to be able to ask questions, and to have their emotional needs met and dying wishes
recorded. This DVD was funded by the National Council for Palliative Care (NCPC) and the National End of
Life Care Programme. In the DVD, people with learning disabilities tell their stories and share their wishes to
support other people with learning disabilities to become more comfortable talking about dying, death and
bereavement. (RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Websites: www.ncpc.org.uk www.dyingmatters.org
www.endioflifecareforadults.nhs.uk www.changepeople.co.uk
2010
Achieving Gold Standard end-of-life care for people with dementia in care homes; by Nicola Wheeler, Jan R
Oyebode.: Hawker Publications, Jan/Feb 2010, pp 36-39 (Research focus).
Journal of Dementia Care, vol 18, no 1, Jan/Feb 2010, pp 36-39 (Research focus).
Care homes play a major role in supporting people with dementia at the end of their lives. In seeking to
understand the views of staff on the care they provide, the authors held focus groups with a range of staff in nine
care homes in the West Midlands. Staff discussed issues such as where death should take place, how they
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planned end-of-life care, and how they coped with death.This article outlines findings on admission to hospital
at end of life, liaison with relatives, and advance statements. The implications for practice of these findings are
discussed. (RH)
ISSN: 13518372
Artificial nutrition and hydration at the end of life; by Roschelle A Heuberger.
Journal of Nutrition for the Elderly, vol 29, no 4, 2010, pp 347-385.
This article presents a comprehensive review of controversies surrounding artificial nutrition and hydration
(ANH) for terminally ill patients in the United States. Covers legal and ethical issues (including ANH in
dementia care) and describes different clinical methods - eg. tube feeding, non-oral hydration, total parenteral
nutrition and hydration. Also looks at religious issues for different religions. Concludes with a look at personal
and professional issues as well as fiscal aspects of end of life care. (JL)
ISSN: 01639366
From : http://www.tandfonline.com
Barriers to dying at home: the impact of poor co-ordination of community service provision for patients with
cancer; by Mary O'Brien, Barbara Jack.
Health and Social Care in the Community, vol 18, no 4, July 2010, pp 337-345.
For patients dying of cancer, there is an emphasis on giving choice regarding preferred location for care, with
the option of dying at home, which is integral to UK government health initiatives such as the End of Life Care
Programme. However, patients continue to be admitted to hospital in the terminal phase of their illness when
they have expressed a desire to die at home. A qualitative study, using two audio tape-recorded focus group
interviews, with a purposive sample of district nurses and community specialist palliative care nurses (19) was
undertaken across two primary care trusts in the north west of England. Data were analysed using a thematic
analysis approach. From a service provision perspective, the results reveal that poor discharge planning and coordination, difficulty in establishing additional equipment and services together with inadequate out of hours
medical provision were all factors contributing to hospital admissions for patients with cancer in the last hours
and days of life, and thus were barriers to dying at home. (KJ)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hscDOI: 10.1111/j.1365-2524.2009.00897.x
Biopsychosocial and end-of-life care: timely intervention for the elderly; by Pierre Mallia.: International
Institute on Ageing (United Nations - Malta), May 2010, pp 22-29.
BOLD, vol 20, no 3, May 2010, pp 22-29.
End-of-Life decisions are not only about palliation and advanced directives. The biopsychosocial model is a
paradigm which helps identify the psychological and social factors and barriers which help towards a realistic
balance towards the end of life. Spirituality in particular, is not merely religious practices and the presence of
pastoral care, but is about achieving balance, harmony and meaning. New models can help for older people in
extending the concept of palliative care at the very end of terminaldiseases to more chronic and disabling
conditions which affect the outcome. Moreover, one should not consider end-of-life decision based merely on
age, but in the case of the elderly palliation and other biopsychosocial decisions which would otherwise bedirected only in terminal illness, need to be considered earlier. (RH)
ISSN: 10165177
From : http://www.inia.org.mt
Can you see me?: an Amanda Waring film for the National Council for Palliative Care: [DVD]; by Amanda
Waring, National Council for Palliative Care - NCPC. London: National Council for Palliative Care, 2010, 1
DVD + leaflet.
This film aims to inspire and encourage providers and commissioners of end of life care to consider everyone in
their community, particularly those who are often invisible, including those who are homeless, from black
minority ethnic communities, and who have conditions other than cancer. It describes end of life care needs,
how to respond, and ways to ask people what they want. The film could be used in training, for discussion
around questions such as: Who is in your community? Are you meeting their needs? Have you asked them what
they want? The leaflet also refers to Dying Matters, a national coalition led by the National Council for
Palliative Care, which aims to ask such questions and to change public knowledge, attitudes and behaviours
towards death, dying and bereavement (see www.dyingmatters.org). (RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
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Challenges to improving end of life care of people with advanced dementia in the UK; by Ingela C V ThunéBoyle, Elizabeth L Sampson, Louise Jones (et al).
Dementia: the international journal of social research and practice, vol 9, no 2, May 2010, pp 259-284.
The end of life care received by patients with advanced dementia and their carers is of increasing importance as
the incidence of dementia is set to rise in the next 30 years. Currently, inappropriate admissions to hospital are
common in the UK and patients are less likely to be referred to palliative care services, receive less pain control,
but undergo more invasive interventions compared to their cognitively intact counterparts. Patients and families
are seldom informed of the terminal nature of dementia and advance care planning discussions are rare. The aim
of this study was to improve the understanding of end of life care needs for this patient group and their carers,
and to use this information to devise an intervention to improve care. Qualitative data were obtained from
relatives of 20 patients with advanced dementia admitted to an inner London teaching hospital acute National
Health Service (NHS) Trust and 21 health care professionals involved in their care. Framework analysis was
used to analyse the transcripts. The results showed that participants' understanding of dementia and its likely
progress was poor. Provision of information regarding the future was rare despite high information needs.
Attitudes regarding end of life care were often driven by the participant's illness awareness. These attitudes
served to guide the decision making process and appear to be a major barrier to the provision of more
appropriate care. Implications for patient care are discussed and suggestions for future interventions are made.
(KJ/RH)
ISSN: 14713012
From : http://dem.sagepub.comdoi:10.1177/1471301209354026
Cuts in social care could increase pressure on hospitals to care for patients at end of life; by Adrian O'Dowd.
British Medical Journal, vol 341, no 7785, 11 December 2010, P 1239.
Summarises a report from the Nuffield Trust, `Social Care and Hospital Use at the End of Life', which warns
that hospitals in England could face increased pressure caring for patients at the end of life if social care budgets
are
cut.
The
full
report
can
be
downloaded
at
www.nuffieldtrust.org.uk/uploadedFiles/Publications/Social_care_and_hospital_use-full_report_061210.pdf
(JL)
ISSN: 09598138
From : www.bmj.com
Deaths in older adults in England; by Kate Ruth, Julia Verne, National End of Life Care Intelligence Network NEoLCIN, NHS End of Life Programme, Department of Health - DH; South West Public Health Observatory SWPHO. London: National End of Life Care Intelligence Network, October 2010, 68 pp.
The South West Public Health Observatory (SWPHO) has been commissioned to produce key outputs and
analyses for the National End-of-Life Care Intelligence Network (NEoLCIN), including the national End of Life
Care Profiles, available on the Network's website (www.endoflifecare-intelligence.org.uk). This is the fourth
report published by the Network, and looks at deaths of people aged 75+ to examine differences in place and
underlying cause of death by age band from old to extreme old age. It finds that there appears to be a trend in all
age groups for the proportion of deaths in hospital to have increased in the period 1995 to 2008; this has since
levelled off. The report also examines deaths by socio-economic status. While more deaths in people aged 75+
occurred amongst people living in more deprived areas, the proportion of deaths in people aged 75+ in the most
deprived areas decreased with increasing age. (RH)
Price: download
From : Download from: http://www.endoflifecareintelligence.org.uk/resources/publications/default.aspx#neolcin (Author contact: South West Public Health
Observatory, Grosvenor House, 149 Whiteladies Road, Bristol BS8 2RA.)
The differences between general care planning and decisions made in advance; by Sheila Joseph, National End
of Life Care Programme, NHS, Department of Health - DH. [Leicester]: National End of Life Care Programme,
2010, 4 pp.
Advance care planning (ACP) is a process of discussion between an individual patient and care providers
irrespective of discipline. The difference between ACP and planning more generally is that the process of ACP
is to make clear a person's wishes, and will usually take place in the context of an anticipated deterioration of
the individual's condition in the future, with attendant loss of capacity make decisions and/or ability to
communicate wishes with others. This pamphlet clarifies the differences between general care planning and
three decisions that can be made in advance: advance care planning (ACP, or advance statement), advance
decisions to refuse treatment (ADRT), and do not attempt cardiopulmonary resuscitation (DNACPR). Websites
for further information are suggested. (RH)
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From : National End of Life Care Programme, 3rd Floor, St John's House,East Street, Leicester LE1 6NB.
Difficult conversations: communicating with people with chronic obstructive pulmonary disorder about the end
of life; by Jo Black, National Council for Palliative Care - NCPC. London: National Council for Palliative Care
- NCPC, 2010, unnumbered (A5 booklet).
This booklet is for anyone caring for someone with Chronic Obstructive Pulmonary Disorder (COPD). It
presents perspectives of around 60 people affected by COPD and describes views on thinking and talking about
death and dying. A more detailed account of the conversations that informed this booklet is available on the
NCPC website (www.ncpc.org.uk). The booklet is part of a range of materials published as part of NCPC's role
as lead organisation of the Dying Matters Coalition, which aims to raise awareness of dying, death and
bereavement. (KJ/RH)
Price: £5.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.ncpc.org.uk
Due respect and professional care in death; by David Jolley, Mike Tapley.
The Psychiatrist, vol 34, issue 4, April 2010, pp 143-145.
The Royal College of Physicians' Palliative Care Services: Meeting the Needs of Patients and the Department of
Health's End of Life Care Strategy are important reports that signify a national and international determination
to address the needs of people who are nearing their time of dying, and their families, with positive, wellinformed professionalism. Despite the advances of medicine and improved social conditions, death will
eventually supervene. Psychiatrists and other mental health workers encounter death, in anticipation of its
coming and in its aftermath. They need to be aware of developments in the field of end-of-life care and
contribute to developments which are occurring, as well as learn and assimilate better practices. (KJ/RH)
ISSN: 17583209
From : http://pb.rcpsych.orgdoi: 10.1192/pb.bp.109.026260
The dying art: [Social worker involvement with end-of-life care]; by Sally Gillen.
Professional Social Work, September 2010, pp 20-21.
This article highlights a report's findings published in 2010, that social workers are not sufficiently engaged in
working with people, especially older people, who are near the end of their life; and saw in fact, that end of life
care was not their responsibility. This situation should be improved with further training, especially from
existing sources, such as that from the hospice movement. The featured report is published by the National End
of Life Care Programme, entitled "Supporting People to Live and Die Well" and can be found on their website
to download(www.endoflifecareforadults.nhs.uk/publications).
ISSN: 13523112
From : http://www.basw.co.uk
Dying for a change; by Charles Leadbeater, Jake Garber, Demos. London: Demos, 2010, 136 pp.
The institutionalised ways we cope with dying do not align with how most people aspire to die. Most people
want to die with family and friends nearby, cared for, free from pain, with medical support available when
needed. Yet most people will die in hospitals and care homes, often cut off from friends and family, dependent
on systems and procedures that feel impersonal, over which they have little control and which too often offer
them little dignity. The UK government spend large sums of taxpayer's money - at least £20 billion a year - on
services that leave too many people feeling confused, frustrated and distressed too much of the time. The
country should be able to provide people with better ways to die. This paper argues for improvements to existing
services: making end of life advance care plans the norm; training more in the medical profession in palliative
care; and more greatly integrating the care services provided by the public, private and voluntary sectors. It also
suggests radical innovations: a new infrastructure of home hospices, the creation of a compassionate care benefit
and a properly trained volunteer support network providing palliative care - a perfect opportunity for the Big
Society. The challenge is to help people to achieve what is most important to them at the end of life. Dying for
Change describes how that challenge can be overcome. (KJ)
Price: £10.00 or download
From : http://www.demos.co.uk
Dying Matters Newsletter; by Dying Matters Coalition. London: National Council for Palliative Care - NCPC,
March 2010, newsletter + 5 A5 pamphlets.
The Dying Matters Coalition is raising public awareness of dying, death and bereavement in England; it is led
by the National Council for Palliative Care (NCPC). This particular issue of the newsletter was published
during the first Dying Matters Awareness Week 15-21 March 2010, which saw events and activities taking place
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nationwide. A series of five pamphlets and a poster was also launched during the week which are designed to
help people focus on talking about death and dying, especially during times of terminal illness or bereavement.
(KJ/RH)
From : Dying Matters Coalition, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.
www.dyingmatters.org
End of life care: a rapid response hospice at home service; by Carol Davis.
Nursing Older People, vol 22, no 4, May 2010, pp 22-24.
Many people would prefer to die at home. In line with recommendations on this in the Department of Health
(DH) End of life care strategy (2008), the charity Sue Ryder Care piloted a rapid response care and palliative
expertise at home initiative in Bedford. The project supported 17 patients to die in their own homes. Evaluation
of the project will be shared with the local primary care trust (PCT) in the hope that it will continue to fund the
service. Other community-based models of end of life care that the charity has developed are outlined. The
author discusses the benefits of the scheme and feedback from the 17 families it helped. (RH)
ISSN: 14720795
From : http://www.nursingolderpeople.co.uk
End of life care for community dwelling older people with dementia: an integrated review; by Claire Goodman,
Catherine Evans, Jane Wilcock (et al).
International Journal of Geriatric Psychiatry, vol 25, no 4, April 2010, pp 329-337.
An integrated review synthesised the qualitative and quantitative evidence on end of life care for community
dwelling older people with dementia. English language studies that focused on prognostic indicators for end of
life care assessment, support and/or relief, respite and educational interventions for community-dwelling older
people with dementia were included. A user representative group informed decisions and the breadth of
literature used. Each study selected was screened independently by two reviewers using a standardised checklist.
68 papers were included. Only 17% (12) exclusively concerned living and dying with dementia at home. 6
studies included direct evidence from people with dementia. The studies grouped into four broad categories:
dementia care towards the end of life; palliative symptom management for people with dementia; predicting the
approach of death for people with dementia; and decision-making. Most of the studies were descriptive. The few
studies that developed dementia-specific tools to guide end of life care and outcome measures specific to
improve comfort and communication demonstrated what could be achieved, and how much more needs to be
dome. Research on end of life care for people with dementia has yet to develop interventions that address the
particular challenges that dying with dementia poses. There is a need for investigation of interventions and
outcome measures for providing end of life care in the settings where the majority of this population live and
die. (RH)
ISSN: 08856230
From : http://www.interscience.wiley.com/journal/gpsdoi: 10.1002/gps.2343
Exceptional care at the end of life; by Lynne Greenwood.
Health Service Journal, no 6207, 20 May 2010, pp 20-21.
The 2008 end of life care strategy allocated £286m to primary care trusts (PCTs). This article looks at some of
the innovations and improvements that are being made with this money. Examples range from a tool to manage
the care of patients with uncertain prognosis, to facilities for newly bereaved relatives and carers. An example of
the former is a form of personalised care called AMBER (assessment, management, best practice, engagement
for recovery). Funded by Guys' and St Thomas' Charity, AMBER has been developed in partnership with
clinical specialists and patient and carer groups. An example of the latter is a new bereavement suite at Southend
University Hospital Foundation Trust, which incorporates provision of a registrar on site to prevent relatives
having to make a separate visit to register a death. (RH)
ISSN: 09522271
From : www.hsj.co.uk
The experiences of older adults in the community dying from cancer and non-cancer causes: a national survey of
bereaved relatives; by Jenni Burt, Cathy Shipman, Alison Richardson (et al).
Age and Ageing, vol 39, no 1, January 2010, pp 86-91.
There is limited understanding of symptoms and care in the last two months of life for adults dying from causes
other than cancer. This study employed a retrospective cross-sectional survey of bereaved relatives. The survey
took place across eight cancer networks in England. A random sample of 1,266 adults who registered a death
occurring in someone aged 65 and over between August 2002 and February 2004 was drawn. VOICES (Views
of Informal Carers - Evaluation of Services) questionnaires were sent to sampled informants by the Office for
National Statistics (ONS) 3-9 months after the registration of the death. Differences in the reported experiences
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of cancer and non-cancer decedents in symptoms, treatment and care were assessed using Pearson's chi square
test. Cancer decedents were significantly more likely than non-cancer decedents to have had pain (93% vs 79%,
P < 0.001), nausea and vomiting (62% vs 40%, P < 0.001) and constipation (74% vs 66%, P = 0.03), whilst a
greater proportion of non-cancer decedents experienced breathlessness (74% vs 65%, P = 0.006). Across both
groups, less than half of the decedents were reported to have received treatment which completely relieved their
symptoms some or all of the time. There were significant variations in the receipt of district nursing, general
practitioner care and other health and social care and the reported quality of this care, for decedents dying of
cancer and non-cancer causes. Further, informants for cancer deaths reported greater satisfaction with support
received. There are important differences in the reported experiences of older adults dying from cancer and noncancer causes in the last months of life, independent of age. (KJ/RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.orghttp://www.bgs.org.ukdoi:10.1093/ageing/afp212
Following the money: findings from NPCC's survey to monitor the first year of investment in end of life care
2009/10; by National Council for Palliative Care - NCPC. London: National Council for Palliative Care, March
2010, 4 pp (Briefing 18).
In its election manifesto in 2005, the Government pledged to double the investment in palliative care. As a
result, the Department of Health (DH) launched its first national End of Life Care Strategy for adults in England
in 2008, with commitments being made to increase expenditure. The National Council for Palliative Care
(NCPC) has received anecdotal reports that additional funds allocated to primary care trusts (PCTs) have not
reached front-line services. This briefing outlines findings from a survey to ascertain whether strategic health
authorities (SHAs), PCT commissioners and palliative care providers could account for the spending of these
funds. 33 PCTs (35%) were unable to identify a specific amount as their initial budget for end of life care in
2009/10; more optimistically, other PCTs had a clearer understanding of what was included in their end of life
care budgets; and two PCTs report on the areas of care included. Recommendations are made regarding greater
transparency by PCTs and SHAs in using end of life care expenditure. (RH)
Price: £5.00 (FOC to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Getting started: involving people with personal experience; by Jo Black, National Council for Palliative Care NCPC. London: National Council for Palliative Care, June 2010, 10 pp.
'Getting started' is one of two documents about user involvement in end of life care, and serves as an
introductory guide. It responds to some reasons why people do not get involved and provides some practical
ideas about getting started and making further progress in this worthwhile work. (RH)
ISBN: 1898915814
Price: £2.50 (free to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
GMC guidance on end of life care: Important changes for clinicians take effect on 1 July; by Dominic Bell.
British Medical Journal, vol 340, no 7761, 26 June 2010, pp 1373-1374.
Guidance from the General Medical Council (GMC) on end of life care comes into force on 1 July 2010.
Change became essential because of the Mental Capacity Act 2005 and after reviews reported how patients with
terminal illness are denied informed choice. This article notes some of the changes, the main one being that
death should become an explicit discussion point when patients are likely die within 12 months. Other changes
include the replacement of "artificial" with "clinically assisted" in relation to nutrition and hydration; and "best
interests" with "overall benefit". The article notes subjects likely to provoke professional debate: decisions about
cardiopulmonary resuscitation (CPR); resolving of clinical disagreements; administration of analgesia and
sedatives at the end of life; and whether the guidance only applies to specialties managing progressive incurable
diseases. The guidance is an important opportunity for the medical profession to re-establish public confidence
that made this guidance necessary. The guidance, 'Treatment and care towards the end of life: good practice in
decision
making'
can
be
found
on
the
GMC
website
(at
http://www.gmcuk.org/guidance/ethical_guidance/6858.asp). (RH)
ISSN: 09598138
From : www.bmj.comBMJ2010;340:c3231
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Interdisciplinary education in end-of-life care: creating new opportunities for social work, nursing, and clinical
pastoral education students; by Cynthia Forrest, Christina Derrick. Binghamton, NY: Haworth Social Work
Practice Press, 2010, pp 91-116.
Journal of Social Work in End-of-life & Palliative Care, vol 6, nos 1/2, 2010, pp 91-116.
This article describes an interdisciplinary, inter-university course that prepares social work, nursing and
chaplaincy students for competent practice when working with individuals and families facing end-of-life
circumstances. Built upon a teaching format that provides knowledge-to-skill-building opportunities, the course
immerses students in a range of related content. To maximize integration, the course relies on interdisciplinary
team teaching (building knowledge) followed by practice sessions (building skill), in which volunteer actors
play the roles of care recipients. With year 3 completed, course administrators have important indicators of the
course's effectiveness in offering content specific to end-of-life care using a combination of discipline-specific
and interdisciplinary learning strategies. This process has provided valuable lessons related to the nature of
interdisciplinary education in end-of-life care. (RH)
ISSN: 15524256
From : http://www.tandfonline.com
It's not just about heart failure: voices of older people in transition to dependence and death; by Susan
Waterworth, Diane Jorgensen.
Health and Social Care in the Community, vol 18, no 2, March 2010, pp 199-207.
New Zealand's ageing population is predicted to increase from 12% in 2001 to 25% by the year 2051, similar to
the worldwide trend of ageing. A high proportion of these people will have one or more chronic illnesses.
Associated with the increase in survival is a growing body of research examining the needs of the older person
with heart failure and finding particular problems with end of life care. Older people face many challenges in
living with their heart failure, in particular the transition to dependence. This paper explores the experiences of
older people living with heart failure and their transitions from independence to dependence, and for some,
death. To study the transition, a longitudinal qualitative study using General Inductive approach was used.
Participants were interviewed every 3 months for a 12-month period during 2006-2008. A total of 79 interviews
with 25 people were completed. The findings showed that transition was not a simple linear process with the
older person moving from one phase to another; instead their experiences illustrated the complexity of
transitions they faced and what helped them to manage these. The older people in this study illustrated the
importance of trust in health professionals, and believed they would receive good care. Their fears revealed
concerns about being a burden as they deteriorate and becoming more dependent. Understanding the complex
issues related to transition to dependence can provide health professionals with a framework for assessment and
approaches to providing the support required. (KJ/RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hscDOI: 10.1111/j.1365-2524.2009.00892.x
The last year of life in Europe: regional variations in functional status and sources of support; by Karsten Hank,
Hendrik Jurges.
Ageing and Society, vol 30, part 6, August 2010, pp 1041-1054.
This article aims to provide an initial account of the life circumstances of older people in 11 continental
European countries during the year prior to their deaths. It focuses on regional variations in functional
limitations and sources of support. The authors use logistic regression to analyse data from 523 end-of-life
interviews in 2006-07, collected by the Survey of Health, Ageing and Retirement in Europe (Wave 2) about the
respondents who had died since the baseline data collection in 2004-05. The prevalence of functional limitations
was found to be fairly consistent across Northern, Central and Southern Europe. Significant regional differences
existed, however, with regard to the deceased respondents' main sources of support and the locations of their
deaths. Northern Europeans were the least likely to receive help from their family only and the most likely to be
supported by non-kin. They also exhibited the highest risk of dying in a nursing home. In Mediterranean
countries, a pattern of exclusive family support and dying at home prevailed. The findings support the notion of
a "mixed responsibility" of families and welfare states as providers of support for older people in the last year of
life. (RH)
ISSN: 0144686X
From : http://www.journals.cambridge.org/asodoi:10.1017/S0144686X10000280
Learning and unlearning for end of life care in care homes; by Malcolm L Johnson. Leicester: Association for
Education & Ageing - AEA, June 2010, pp 53-66.
International Journal of Education and Ageing, vol 1, no 1, June 2010, pp 53-66.
The long term care of older people around the world is largely in the hands of people with low levels of
education and small amounts of training. Even nurses working in nursing homes often lack specific training.
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This paper presents the development, implementation and evaluation of a short training package on end of life
care, delivered to staff of 106 residential / social care and nursing homes run by the largest not-for-profit
provider in the UK. It, and a subsequent national study, show how strong the "embedded values" of enhanced
personal care, skills in the relief of suffering and attention to the need for empathic human presence are played
out. The findings also provide detailed evidence of support and facilities for relatives as they seek to spend time
in the last days and hours. It is concluded that enhancing and validating the positive values and practices with
short training is more desirable than turning end of life care into a specialist field of work with its own
credentials. (RH)
ISSN: 20445458
From : Institute of Lifelong Learning, Leicester University, Regent Road, Leicester, LE1 7AA.
Managing sudden death in hospital; by Paul J Frost, Stephen Leadbeatter, Matt P Wise.
British Medical Journal, vol 340, no 7754, 8 May 2010, pp 1024-1028.
Junior doctors play an important role in verifying sudden deaths in hospital and communicating with the family
of the deceased. This article includes some case scenarios illustrative of how best to manage a sudden death; the
circumstances in which a death should be referred to the coroner; and the questions to be considered in
completing a medical certificate of cause of death. The authors comment that while the Liverpool care pathway
generally provides a framework for managing end of life care, it cannot be used fully for unexpected hospital
deaths. The broader point of this article is that junior doctors have reported insufficient training in how to break
bad news; and that even more experienced clinicians are not always confident in their ability to inform families
of a sudden death. This article covers England and Wales; the situation in Northern Ireland differs in some
respects. (RH)
ISSN: 09598138
From : www.bmj.comdoi: 10.1136/bmj.c962
The missing piece: meeting people's spiritual needs in end of life care; by Simon Chapman, National Council for
Palliative Care - NCPC. London: National Council for Palliative Care, 2010, 20 pp.
The 'End of life care strategy' (Department of Health 2008) confirmed that provision for the spiritual needs of
the dying required further work to develop practice. This National Council for Palliative Care (NCPC) report
explores the key themes highlighted at "The Missing Piece" conference held in March 2010. It defines five
different context within which spirituality can be expressed - religious, self-spirituality, aesthetic, secular, and
therapeutic - as well as as there being different dimensions of spiritual need. It discusses spiritual support in
different settings, and suggests that staff training and development is a priority. The document is also intended
to promote discussion on the subject, on which examples of good practice are sought. Appendices include the
competencies from the NICE guidance, 'Spiritual and religious care competencies for specialist palliative care';
and draft quality markers for spiritual support, on which the Department of of Health (DH) is to consult in
Autumn 2010. (RH)
ISBN: 1898915850
Price: £10.00 (free to subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
National survey of patient activity data for specialist palliative care services: MDS full report for the year 20082009; by National Council for Palliative Care - NCPC. London: National Council for Palliative Care, May 2010,
75 pp.
The Minimum Data Set (MDS) was developed in 1995 by the National Council for Hospice and Specialist
Palliative Care Services (now the NCPC) in association with the Hospice Service at St Christopher's Hospice,
London. The aim of the MDS is to provide good quality, comprehensive data about hospice and specialist
palliative care services, in order to inform service management, development, commissioning and planning.
This report provides a national overview of services in England, Northern Ireland and Wales; data on inpatients
and outpatients, including their ethnicity as well as diagnoses; and data on day care, community services,
hospital support, and bereavement support. The data are variously presented as tables or charts, accompanied by
annotations. The findings are based on an overall response rate of 66% (328 services) to a questionnaire sent to
all services providing palliative care in England, Northern Ireland and Wales. (RH)
Price: £25.00 (free to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk

54

Notes on the end of life: the social interactions between patients, carers and professionals; by Daniel Briggs.
Quality in Ageing and Older Adults, vol 11, issue 2, June 2010, pp 35-46.
How people die and experience the road to death is important for all concerned: the patient who is dying, the
family carers and loved ones they leave behind, and the health and social care practitioners. However, family
carers often make great emotional and financial sacrifices and also assume heavy administrative roles to support
the care of their loved one. This paper reports on the social interactions between patients, carers and
professionals during end of life (EOL) care. The findings are based on a primary care trust (PCT) funded
consultation that examined the quality of EOL care services in one London borough. The project made great use
of ethnographic methods (open-ended qualitative interviews and observations) with 50 borough residents, of
whom 32 were patients and 18 were carers. The findings consider in more detail the social relationships between
patients, carers and professionals. It is suggested that while there are some encouraging signs of good practice
among EOL agencies and professionals, greater care is needed on the part of frontline professionals in their dayto-day interaction with patients and carers to ensure a better quality of EOL care. (RH)
ISSN: 14717794
From : Website: http://www.pierprofessional.comdoi: 10.5042/qiaoa.2010.0288
The oldest old and GP end-of-life care in the Dutch community: a nationwide study; by Ebun Abarshi, Michael
A Echteld, Lieve Van den Block (et al).
Age and Ageing, vol 39, no 6, November 2010, pp 716-722.
Provision of adequate care for the oldest old is increasingly crucial, given the current ageing trends. This study
explores differences in end-of-life care of the oldest (85+ years) versus the younger (65-84 years) old; testing
the hypothesis that age could be an independent correlate of receiving specialised palliative care services
(SPCS), having palliative-centred treatment and dying in a preferred place. General practitioners (GPs)
participating in the nation-wide representative network in the Netherlands were asked to fill in patient, illness
and care characteristics of all registered patients ?65 years, who died non-suddenly in their practices between
2005 and 2008, using standardised forms. Associations with the palliative care variables were tested using
multiple logistic regression. Results: nine hundred and ninety patients were registered. Among the oldest old,
there were more women than men, more patients with heart failure than cancer, less hospital and home deaths
and more residential care home deaths compared with the younger old. Of the oldest old, fewer received SPCS
and more preferred to die in a residential care home than the younger old. Age was independently associated
with palliative care provided: compared with the younger group, the oldest old received SPCS less often (OR =
0.7) and were treated with a palliative-centred goal more often (OR = 2.4); but age was not related to dying in a
preferred place, i.e. independent of other characteristics. This study shows age to be independently associated
with receiving SPCS in the Dutch community. Although the GPs do recognise the 'palliative phase' in the oldest
old, involvement of specialist teams is somewhat less. (KJ)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.orghttp://www.bgs.org.ukdoi: 10.1093/ageing/afq097
Palliative care beyond cancer; by Tony Delamothe, Mike Knapton, Eve Richardson (et al).
British Medical Journal, vol 341, no 7774, 25 September 2010, pp 645-662 (Spotlight).
A series of six brief reviews especially commissioned for the inaugural BMJ Spotlight series. It focuses on
palliative care for non-cancer conditions and the role that it should play in modern medical care of the hospital
patient or care home resident. It highlights the work being undertaken by the Dying Matters coalition; the
current document published this year, of the UK's General Medical Council, "Treatment and Care towards the
End of Life"; and initiatives that will raise the awareness of death and dying well in our modern society.
(KJ/RH)
ISSN: 09598138
From : www.bmj.com/podcasts
Palliative role in dementia: [The Dementia Declaration]; by Vern Pitt.
Community Care, issue 1814, 15 April 2010, pp 26-27.
Continuing with Community Care's election campaign theme, the Dementia Declaration, this article looks at a
pilot scheme by supported housing provider Housing 21. A specialist palliative nurse has been appointed to
tackle the neglect of dementia patients' end-of-life needs at Housing 21's Dementia Voice nurse service run in
partnership with Westminster City Council and the NHS. (RH)
ISSN: 03075508
From : www.communitycare.co.uk
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A protocol for determining differences in consistency and depth of palliative care service provision across
community sites; by Nadine Schuurman, Valerie A Crooks, Ofer Amram.
Health and Social Care in the Community, vol 18, no 5, September 2010, pp 537-548.
Numerous accounts document the difficulty in obtaining accurate data regarding the extent and composition of
palliative care services. Compounding the problem is the lack of standardisation regarding categorisation and
reporting across jurisdictions. In this study, the authors gathered both quantitative and spatial (or geographical)
data to develop a composite picture that captures the extent, composition and depth of palliative care in the
Canadian province of British Columbia (BC). The province is intensely urban in the southwest, and is rural or
remote in most of the remainder. They conducted a detailed telephone survey of all palliative care home care
teams and facilities hosting designated beds in BC. They used geographic information systems to geocode
locations of all hospice and hospital facilities. In-home care data was obtained individually from each of five BC
regional health authorities. In addition, they purchased accurate road travel time data to determine service areas
around palliative facilities and to determine populations outside a 1-hour travel time to a facility. With this data,
they were able to calculate three critical metrics: (i) the population served within 1 hour of palliative care
facilities - and more critically those not served; (ii) a matrix that determines access to in-home palliative care
measured by both diversity of professionals as well as population served per palliative team member; and (iii) a
ranking of palliative care services across the province based on physical accessibility as well as the extent of inhome care. In combination, these metrics provide the basis for identifying areas of vulnerability with respect to
not meeting potential palliative care need. In addition, the ranking provides a basis for rural/urban comparisons.
Finally, the protocol introduced can be used in other areas and provides a means of comparing palliative care
service provision amongst multiple jurisdictions. (KJ/RH)
ISSN: 09660410
From : http://www.ingentaconnect.com/content/bsc/hsccDOI: 10.1111/j.1365-2524.2010.00933.x
The quality of death: ranking end-of-life care across the world: a report from the Economist Intelligence Unit;
commissioned by LIEN Foundation; by Sarah Murray, Economist Intelligence Unit - EIU. London: Economist
Intelligence Unit, 2010, 39 pp.
The Lien Foundation, a philanthropic organisation in Singapore commissioned the Economist Intelligence Unit
(EIU) to devise a "Quality of Death" Index to rank 40 countries according to their provision of end-of-life care.
This report outlines the index methodology, overall rankings, and what constitutes a high or low quality of
death. The report examines the cultural issues (e.g. attitudes to death and dying) and the economics (i.e. funding
models) of end-of-life care. It covers policy issues in end-of-life care: the extent to which governments
recognise the importance of palliative care; integration of care into mainstream services; and building capacity
for home-based care. While the report finds that the UK leads the world in quality of death, the UK performs
less well on indicators such as the basic end-of-life healthcare environment, cost of care and availability of pain
killers (morphine and morphine equivalents). The author also conducted interviews with more than 20 experts
worldwide - including palliative care specialists, physicians, healthcare economists and sociologiists - to review
existing research. A detailed examination of the Index findings and country scores is also available (see website
www.qualityofdeath.org). (RH)
From : Download: http://www.gla.ac.uk/media/media_163283_en.pdf
Small is beautiful: involving people with personal experience; by National Council for Palliative Care - NCPC.
London: National Council for Palliative Care, June 2010, 2 pp.
'Small is beautiful' is one of two documents about user involvement in end of life care. It demonstrates a very
simple way of hearing about small things that make a great difference to people, and can be used in hospitals,
care homes, hospices and other places of care. (RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Special SEDAP Section : Canada's vulnerable older populations; by Bruce Newbold, Kathi Wilson (eds), Social
and Economic Dimensions of an Aging Population Project - SEDAP.
Canadian Journal on Aging, vol 29, no 3, September 2010, pp 307-398 (7 articles).
The multidisciplinary research programme Social and Economic Dimensions of an Aging Population (SEDAPII) is concerned with how population ageing will affect Canada's labour force and economy. Seven articles in
this issue of the Canadian Journal on Aging represent a cross-section of research into Canada's vulnerable older
populations. The articles consider the health care system and the use of private care and specialised medical
intervention; health differences and disparities among older vulnerable populations; and the related topics of
housing, long-term care and end-of-life care. (RH)
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ISSN: 07149808
From : http://www.journals.cambridge.org/cjg
Specialist palliative care workforce survey 2008/2009: national summary; by Emily Sam, National Council for
Palliative Care- NCPC; NHS Information Centre; NHS Workforce Review Team. London: National Council for
Palliative Care, 2010, 10 pp.
The End of Life Care Strategy for England (2008) identified workforce development as one of the essential
factors to the future success of the Strategy's implementation. The Strategy recognised the importance of the
role of the specialist palliative care workforce. The National Council for Palliative Care (PCPC) carried out this
survey in partnership with the NHS Information Centre and the NHS Workforce Review Team; the results of
previous surveys carried out in 2005 and 2007 are on NCPC;s website (www.ncpc.org.uk). The survey is the
only comprehensive survey of the specialist palliative care workforce makeup, including both NHS and
voluntary sector. This briefing gives and overview of the national results and identifies some priorities for the
future; of particular concern are vacancy rates and the rising proportion of nurses who are aged over 50 (33.6%
in 2008). The results of previous surveys carried out in 2005 and 2007, also reports from Strategic Health
Authorities (SHAs) and cancer network levels are available free on NCPC's website (www.ncpc.org.uk). (RH)
ISBN: 1898915784
Price: £7.00 (free to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Supporting persons with Down syndrome and advanced dementia: challenges and care concerns; by Mary
McCarron, Philip McCallion, Elizabeth Fahey-McCarthy (et al).
Dementia: the international journal of social research and practice, vol 9, no 2, May 2010, pp 285-298.
The aim of this study was to understand staff perceptions of critical issues in caring for persons with intellectual
disability (ID) and advanced dementia. There has been growing interest in addressing resource, training, and
service redesign issues including an increase in collaborative practices in response to the growing incidence of
dementia among persons with ID. Most recently, this has included consideration of the specific issues in
advanced dementia. Thirteen focus group interviews were held involving staff in six ID services and one
specialist palliative care provider in Ireland. A qualitative descriptive approach was taken to analysis. Staff
identified three key themes: (1) readiness to respond to end of life needs, (2) the fear of swallowing difficulties,
and (3) environmental concerns and ageing in place. Four underlying issues that emerged in this study offer
clues to solutions: (a) differences in staff preparation associated with settings; (b) lack of understanding and lack
of collaboration with palliative care services; (c) uncertainties about the ability to transfer existing palliative care
models to persons with ID and dementia; and (d) the need to develop training on end stage dementia and related
care approaches. (KJ/RH)
ISSN: 14713012
From : http://dem.sagepub.comdoi:10.1177/1471301209354025
Terminally ill elders' anticipation of support in dying and in death; by Tracy A Schroepfer, Hyunjin Noh.
Binghamton, NY: Haworth Social Work Practice Press, 2010, pp 73-90.
Journal of Social Work in End-of-life & Palliative Care, vol 6, nos 1/2, 2010, pp 73-90.
This study explored terminally ill older people's anticipation of future support, which may be particularly
important due to their vulnerable state and resulting support needs. Qualitative data was gathered from face-toface interviews with 100 older Americans receiving hospice care, 85 of whom discussed anticipating future
support. Content analysis revealed that anticipating support was based on current experiences of received
support, and that the definition of future extended beyond death for some who anticipated surviving loved ones
receiving grief support. Not all anticipation of support evoked positive feelings. Some respondents anticipated
receiving unhelpful support or felt guilty about anticipating support from overburdened caregivers. Implications
are discussed regarding the role of social workers in working with caregivers to ensure that the terminally ill
older people they care for can anticipate future support in their dying process and after death. (RH)
ISSN: 15524256
From : http://www.tandfonline.com
Ultimately personal: shaping services around people in end of life care; by National Council for Palliative Care NCPC. London: National Council for Palliative Care, 2010, 28 pp.
This document is published as an immediate response to the new Government's early identification of
personalisation and empowering people amongst its defining priorities. It was written in August 12010 and takes
account of policy announcements made up to and including that date, in particular the Coalition's 'Programme
for Government' and the White Paper 'Equity and excellence: liberating the NHS'. The National Council for
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Palliative Care (NCPC) intends to explore how end of life care can help build compassionate communities and
support as part of the "Big Society". The document explains what the NCPC and the Dying Matters coalition
will be doing to ensure that palliative and end of life care continues to be a key priority for decision-makers at
every level. (RH)
ISBN: 1898915849
Price: £10.00 (free to subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Variations in place of death in England: inequalities or appropriate consequences of age, gender and cause of
death?; by Kate Ruth, Andrew Pring, Julia Verne, National End of Life Care Intelligence Network - NEoLCIN,
NHS End of Life Programme, Department of Health - DH; South West Public Health Observatory - SWPHO.
London: NHS End of Life Programme, Department of Health - DH, August 2010, 88 pp.
This report, the first in a series commissioned by the National End-of-Life Care Intelligence Network
(NEoLCIN) and written by the South West Public Health Observatory, follows on from the launch of the
Network's website (www.endoflifecare-intelligence.org.uk). It highlights variations in where people die and
challenges current thinking about the appropriateness of different end of life care settings for different groups,
depending on their age, sex and socioeconomic status. The report summarises the key features from the first
tranche of national End of Life Care Profiles to provide the first comprehensive overview for England of
variations in place of death by geography, demography and main cause of death. The report also includes some
additional data not included in the profiles, for example analyses by deprivation quintile. Among key findings in
an Executive Summary are that in 2007, there were 471,092 deaths in England, of which 52% (246,412) were
females compared with 48% (224,680) males. This equates to about 1,300 deaths per day in England and about
one death per minute. In comparison, there were 672,809 live births in 2008 in England which equates to about
1,843 births per day and about 1.3 births per minute. (KJ/RH)
Price: download
From : Download from: http://www.endoflifecareintelligence.org.uk/resources/publications/default.aspx#neolcin (Author contact: South West Public Health
Observatory, Grosvenor House, 149 Whiteladies Road, Bristol BS8 2RA.)
2009
Adapting services for a changing society: a reintegrative model for old age psychiatry (based on a model
proposed by Knight and Emanuel, 2007); by Martin Blanchard, Marc Serfaty, Stephane Duckett (et al).
International Journal of Geriatric Psychiatry, vol 24, no 2, February 2009, pp 202-206.
Most psychiatric services use a Recovery Model; but that model is not entirely relevant to older people with
mental health problems who have lost a life-long spouse, or have no living family, or have developed lifethreatening, disabling diseases. The reference in the title is to 'Processes of adjustment to end-of-life losses: a
reintegration model', by Sara J Knight and Linda Emanual (Journal of Palliative Medicine, vol 10, pp 11901198), in which those authors discussed their model and its implications for the dying person, caregivers, and
the palliative care team. The present article considers three main processes that are central to understanding this
adjustment process: comprehension of loss, creative adaptation, and reintegration. Its authors suggest that the
reintegration model may also help those working directly with older patients on medical wards to come to terms
with the often irreversible nature of their health problems. (RH)
ISSN: 08856230
From : http://www.interscience.wiley.com/journal/gps
Advance end-of-life healthcare planning in an acute NHS hospital setting: development and evaluation of the
Expression of Healthcare Preferences (EHP); by Rebekah Schiff, Rory Shaw, Nadia Raja (et al).
Age and Ageing, vol 38, no 1, January 2009, pp 81-85.
The Expression of Healthcare Preferences (EHP) consists of a form and explanatory booklet to enable older
patients in NHS hospitals to discuss and record end-of-life healthcare preferences. The authors evaluated the
EHP with 95 patients (mean age 81; median MMSE 28) who received the EHP, 61 of whom read the EHP and
29 of these recorded their healthcare preferences in the EHP form. The form prompted end-of-life care
discussions between 30 of the patients, and between 32 of these patients and "those close to them". The EHP
was highly rated: on a score of 1 to 10 its was thought to be helpful (median score 8), interesting (8),
informative (8) and reassuring (7), but not upsetting (1). The EHP is an end-of-life planning tool that has been
shown can be used to prompt older inpatients to discuss and record their end-of-life healthcare preferences.
(RH)
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ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
Beginning of the end: [end of life care]; by Daloni Carlisle.
Health Service Journal, no 6161, 18 June 2009, pp 22-24.
Most people say they would prefer to die at home, but many do not as end of life care has traditionally been
neglected. This article looks at three examples of end of life care: the Liverpool Care Pathway; the Marie Curie
End of Life Care Programme; and work by Norfolk PCT in partnership with Norfolk County Council using the
Marie Curie Delivering Choice toolkit. Each in its own way aims to help those close to death. (RH)
ISSN: 09522271
From : www.hsj.co.uk
Benchmarking analysis: needs resourcing, outputs and outcomes of palliative and end of life care; by Peter
Tebbit, National Council for Palliative Care - NCPC. London: National Council for Palliative Care, November
2009, 26 pp.
The 'End of life care strategy' published by the Department of Health (DH) in 2008 sets out the information that
should be readily available on end of life care, on which the National Council for Palliative Care (NCPC)
contributes this document. The starting point for benchmarking is the Index of Differential Population Need for
Strategic Health Authority (SHA) and PCT populations published in 'Population-based needs assessment for
palliative and end of life care: a compendium of data for strategic health authorities and primary care trusts'
(2008). 'Benchmarking analysis' aims to fill gaps in the 'End of life care strategy' by presenting headline data on
institutional care and the financial resources available at SHA level. Source data is presented on: indices of
comparative palliative and end of care need; specialist palliative care bed provision and its use; care home
capacity; numbers of deaths and place of occurrence; and expenditure on specialist palliative care services by
NHS and voluntary services. Each table is accompanied by explanatory notes, comments on interpretation of
each index, and commentary on the variation in need between areas. (RH)
Price: £10.00 (free to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Better care every step of the way: report on the quality of palliative and end of life care in care homes for adults
and older people; by Scottish Commission for the Regulation of Care (Care Commission). Dundee: The Care
Commission, April 2009, 28 pp (Ref: IHD/006/0109).
A national action plan, 'Living and dying well' (Scottish Government, 2008), sets out a plan for delivery of high
quality palliative and end of life care for everyone who needs it across all care settings in Scotland. This report
aims to raise awareness of the need for such care in all care homes. Inspections showed that 587 (57%) of the
care homes in the sample understood the importance of this; and this report includes examples of good practice.
However, a sizeable minority of care homes fell short on aspects of best practice in respect of recognising need
and in providing training around sensitive issues surrounding death and dying. The report also includes what
was learned from complaints about palliative and end of life care, and makes recommendations about such
provision. (RH)
From : Download
(16/6/09):http://www.carecommission.com/images/stories/documents/publications/reviewsofqualitycare/better_
care_every_step_of_the_way_-_april_2009.pdf
Care of older people in China; by Zhanlian Feng.
British Medical Journal, vol 338, no 7700, 18 April 2009, pp 900-901.
Daunting challenges lie ahead in providing chronic care for the very old. This article examines the extent to
which the prospective cohort study, 'Frailty and type of death among older adults in China: prospective cohort
study', by Dupre et al elsewhere in this issue of the British Medical Journal (pp 924-927) is consistent with
findings of similar studies from developed countries. (RH)
ISSN: 09598138
From : www.bmj.com
Caring approach to peace of mind: [Advance care planning]; by Jennifer Taylor.
Health Service Journal, no 6155, 7 May 2009, pp 16-17.
In July 2009, the government is to publish guidance for patients on advance care planning, 'Planning for your
future care'. This article finds out how patients approaching the end of life can be given the care they want.
Patients must make their wishes known, but professionals should have systems in place for transferring and
sharing the information as required. (RH)
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ISSN: 09522271
From : www.hsj.co.uk
Caring for individuals with end-stage dementia at the end of life: a specific focus on hospice social workers; by
Sara Sanders, Peggy Swails.
Dementia: the international journal of social research and practice, vol 8, no 1, February 2009, pp 117-138.
With more individuals reaching the end stages of dementia, it is crucial to determine how professionals view
their work with end-stage dementia patients and their caregivers. During this ethnographic study, the beliefs and
practices about dementia care of 13 American hospice social workers were documented for 19 months through
interviews, in-field observations, and chart reviews. It was determined that although hospice social workers use
a wealth of practice skills with individuals with end-stage dementia and their caregivers and strive to enhance
patients' personhood, they also possess a neutral to negative view of practice with this population and see their
role as limited and ambiguous compared to how they view their work with cognitively intact patients. This study
has implications for how hospice social workers and other healthcare professionals provide end-of-life care for
patients and families who are dealing with dementia and the types of training that should be implemented in
hospice agencies to strengthen end-stage dementia care. (RH)
ISSN: 14713012
From : http://www.dem.sagepub.com
Common core competences and principles for health and social care workers working with adults at the end of
life to support the National End of Life Care Strategy; by National End of Life Care Programme, NHS,
Department of Health - DH; Skills for Health; Skills for Care.: Electronic format, June 2009, 31 pp.
Skills for Health and Skills for Care have been working with the End of Life Care Programme (EoLCP) and the
Department of Health (DH) to develop workforce competences and core principles as they relate to end of life
care. This document aims to support workforce development, training and education, and in identifying learning
and development needs of staff in palliative and terminal care. The main competences are: communication
skills; assessment and care planning; symptom management, maintaining comfort and well-being; advance care
planning; and overarching values and knowledge. Seven principles underpin all workforce and service
development, activity and delivery, irrespective of level and organisation, and concern: choices and priorities of
the individual; effective, straightforward, sensitive and open communication; delivery through close
multidisciplinary or interagency working; individuals, families and friends being well-informed; care being
delivered in a sensitive, person-centred way; care and support to anyone affected by a person's end of life and
death; and workers supported to develop knowledge, skills and attitudes. Appendices include case examples
linking competences and principles to workforce development in health and social care, and a list of useful
resources and internet links from specialist organisations. (RH)
From : Download from website (30/7/09): http://www.endoflifecare.nhs.uk/eolc/files/NHSEoLC_Core_competences-Guide-Jul2009.pdf
A cross cultural review of the ethical issues in dementia care in Kerala, India and The Netherlands; by C V
Sowmini, Raymond De Vries.
International Journal of Geriatric Psychiatry, vol 24, no 4, April 2009, pp 329-334.
The diverse ethical issues in the care of people with dementia in the Netherlands and Kerala, India are explored,
using cross-cultural data and a review of the literature. The medical paradigm is dominant in the Netherlands,
and awareness of dementia as an organic brain disease is low in Kerala. Institutionalised care is more common
in the Netherlands and home-based care is the norm in Kerala. Institutional care is costly, whereas home-based
care is stressful for caregivers. The advanced directive plays an influential role in the Netherlands, but this
mechanism is yet to evolve in Kerala. The legal and social setting of the Netherlands has a strong influence on
physician decision-making concerning end-of-life issues. In Kerala, decisions on these matters is nearly
unknown. Limited awareness of dementia in Kerala should be addressed in public forums, which can then be
used to garner government support. The predominantly institutional model of care-giving in the Netherlands and
home-based caregiving in Kerala each have their strengths; policy makers in both societies can usefully apply
the value merits inherent in both models. A culturally appropriate implementation of the advanced directive will
have beneficial medical, social and economic impacts in Kerala. The remarkable disparity between these two
examples in dealing with end-of-life issues will allow more philosophically and socially informed ways of
dealing with the ethical questions that arise in these situations. (RH)
ISSN: 08856230
From : http://www.interscience.wiley.com/journal/gps
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Death, dying and bereavement: issues for practice; by Jacqueline H Watts. Edinburgh: Dunedin Academic Press,
2009, 112 pp (Policy and practice in health and social care, 11).
According to the author, "death has become a behind the scenes activity". In this book, she highlights the
changing trends in both cause and place of death, and illustrates the diversity of cultural and religious responses.
She explores what is meant by palliative care, and how it is currently being implemented both in Scotland and
elsewhere. She outlines the development of hospice care from its traditional building-based model, to the
extending of the hospice philosophy into care homes and into people's own homes. Also examined is the
interpretation of spiritual care, and our understanding of the stages of grief and of the experience of mourning. A
focus of this book is the identification of the key skills that can enhance practice: the need for good
communication both with the individual and family members, and with the range of professionals involved; and
the quality of multi-professional and multi-disciplinary contact. Particularly important is what can be termed
"disenfranchised grief", that is, grief that may not be acknowledged or sanctioned. Issues for policy and practice,
for example, assisted suicide, euthanasia, and end-of-life care are discussed. (RH)
Price: £14.50
From : Dunedin Academic Press Ltd., c/o Turpin Distribution, Pegasus Drive, Stratton Business Park,
Biggleswade SG18 8TQ. Website: www.dunedinacademicpress.co.uk
Dementia and dying: the need for a systematic policy approach; by Allan Kellehear.
Critical Social Policy, vol 29, no 1, issue 98, February 2009, pp 146-157.
In November 2006, "Dementia: supporting people with dementia and their carers in health and social care", a
joint National Institute for Health and Clinical Excellence (NICE) and Social Care Institute for Excellence
(SCIE) guideline to improve the care of people with dementia was released. This influential policy document
reflects both a medicalised approach to care (emphasizing pharmacological management and health services) as
well as one characterized by professional dominance (an emphasis on professional authority and control).
Despite the involvement of social sciences in its development, the policy reflects common biases in other areas
of policy and practice in the care of older people. Furthermore, the idea that people with dementia have complex
end of life care needs is addressed only with the most cursory and clinically oriented approaches to palliative
care. A critical commentary about this policy approach is supplemented with a brief description of an
alternative policy vision that connects older people's care with a wider public health approach to end of life care
for older people. (KJ/RH)
ISSN: 02610183
From : http://csp.sagepub.com
Developments in end-of-life and palliative care social work: international issues; by Malcolm Payne.
International Social Work, July 2009, pp 513-524.
Palliative care social work has developed primarily as a specialist health-related form of clinical social work.
However, the resource-intensive modernist medicalized practice of Western countries has been culturally
inappropriate elsewhere. Broader end-of-life care and community education outside healthcare settings offers
opportunities to develop palliative care social work in the direction of social development practice. (KJ/RH)
ISSN: 00208728
From : http://isw.sagepub.com
Diversity in death: [response of a London hospice to different ethnic approaches to death]; by Anabel Unity
Sale.
Community Care, issue 1779, 16 July 2009, pp 30-31.
The 'End of life care strategy' published in July 2008 included a quote from Dame Cicely Saunders (founder of
the modern hospice movement), "How people die remains in the memory of those who live on". This article
looks at the work of the St Joseph's Hospice in Hackney which embraces that ethos. It focuses on the different
beliefs of black and minority ethnic (BME) communities in dealing with illness and death. The role of the
organisation Social Action for Health (SAFH) as a broker between the hospice and BME communities, in
helping with varying needs and expectations as the death of a relative approaches, is outlined. (RH)
ISSN: 03075508
From : www.communitycare.co.uk
Do older adults know their spouses' end-of-life treatment preferences?; by Sara M Moorman, Robert M Hauser,
Deborah Carr.
Research on Aging, vol 31, no 4, July 2009, pp 463-491.
When terminally ill patients become mentally incapacitated, their surrogates often make treatment decisions in
collaboration with health care providers. The authors examined how surrogates' errors in reporting their spouses'
preferences are affected by their gender, status as durable power of attorney for health care (DPAHC), whether

61

they and their spouses discussed end-of-life preferences, and their spouses' health status. Structural equation
models were applied to data from married couples in their mid 60s from the 2004 wave of the Wisconsin
Longitudinal Study. Surrogates reported their spouses' preferences incorrectly 13% and 26% of the time in endof-life scenarios involving cognitive impairment and physical pain, respectively. Surrogates projected their own
preferences onto their spouses' preferences. Similar patterns emerged regardless of surrogate gender and status
as DPAHC, marital discussions about end-of-life preferences, or spousal health status. Implications for the
process of surrogate decision making and for future research are discussed. (KJ/RH)
ISSN: 01640275
From : http://www.sagepub.com
Dying in public: the nature of dying in an acute hospital setting; by Davina Porock, Kristian Pollock, Fiona
Jurgens.: The Haworth Press, Inc., 2009, pp 10-28.
Journal of Housing for the Elderly, vol 23, nos 1-2, 2009, pp 10-28.
Despite the assumption that the home is the preferred place of death, most people will die in institutional care,
specifically in acute hospital wards. Inevitably, this relatively public setting puts the privacy and dignity of the
dying patient and grieving visitors at considerable risk. This study used observation of practice and staff
interviews to describe the process of recognizing, communicating and managing dying on an acute medical
gerontology ward in a large teaching hospital in the United Kingdom. The particularly public nature of hospitals
in the United Kingdom is critically examined in the light of privacy as a fundamental component of maintaining
dignity and the "good death". (KJ/RH)
ISSN: 02763893
From : http://www.tandfonline.com
Dying old in the 21st century: a neglected issue for social work; by Margaret Holloway.
International Social Work, November 2009, pp 713-725.
Dying in old age has become the majority dying of the developed world, yet older people are routinely denied
palliative care, their dying characterized by failure to facilitate choice and recognize their needs. Social workers
in all settings should embrace their contribution to quality end-of-life care for older people. (KJ/RH)
ISSN: 00208728
From : http://isw.sagepub.com
End of life care in dementia; by Elizabeth L Sampson, Louise Robinson (eds).
Dementia: the international journal of social research and practice, vol 8, no 3, August 2009, pp 331-444 (whole
issue).
This issue considers the current and future needs of those with dementia at the end of their life. This will be a
challenge in health care, given that by 2021 one million people in the UK will experience dementia, with similar
increases throughout the world. One in three of the UK population over the age of 60 years will die whilst
having a dementia and the quality of end-of-life care may be less than optimal. The UK Government has
attempted to address these issues through the End of Life Care Strategy (NHS, End of Life Care Programme,
2007) and the National Dementia Strategy (Department of Health, 2009). This issue is an acknowledgement of
how health and social care professionals and researchers are working to provide equitable access and improved
services for people with dementia and their families and caregivers. There is a need to develop new and costeffective ways to improve the quality of care that is provided. Examples of some initiatives at a local level are
beginning to demonstrate how effective multidisciplinary bridges can be built, and these are presented. Through
innovative practice and coordinated use of existing resources, not 'high-tech solutions', large improvements in
the quality of care can be made. (KJ/RH)
ISSN: 14713012
From : http://www.dem.sagepub.com
End of life care strategy: first annual report; by Department of Health - DH. London: Department of Health DH electronic format, July 2009, 65 pp.
The End of Life Care Strategy published in July 2008 was the first such strategy for the UK. Using practice
examples from different localities, this first annual progress report takes stock of how challenges in meeting end
of life care are being met. It reviews issues including: death, dying and bereavement; the end of life care
pathway; care in different settings; support for carers and families; development of the care workforce; and
research projects. (RH)
From : Download from website (20/7/09): http://www.dh.gov.uk
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End of life care strategy: quality markers consultation: [summary of] consultation response; by Philip Hurst,
Charlotte Potter, Age Concern England - ACE; Help the Aged. London: Age Concern England; Help the Aged,
February 2009, 2 pp (Consultation response Ref: 0709(S)).
The Department of Health (DH) is consulting on markers of quality for end of life care. Among
recommendations made by Age Concern England (ACE) and Help the Aged are that there should be quality
markers that relate specifically to psychological, social spiritual and practical support; and that acute care and
other settings should take into account the concepts of dignity and compassion at the end of life. (RH)
From : Age Concern England, Astral House, 1268 London Road, London SW16 4ER. www.ageconcern.org.uk
Help the Aged, 207-221 Pentonville Road, London N1 9UZ. www.helptheaged.org.uk
End of life treatment: decisions and attitudes of doctors; by National Council for Palliative Care - NCPC.
London: National Council for Palliative Care, June 2009, 8 pp (Briefing 17).
This briefing reports on the initial findings from a postal survey of 8857 UK doctors across a range of
specialisms carried out by Professor Clive Seale of the Centre for Health Sciences at Queen Mary University of
London in 2007 and 2008. Respondents were asked about the decisions they made about the provision,
withdrawing or withholding treatment at the end of life, and their attitudes towards physician-assisted suicide
and euthanasia. Of the 3733 who replied, 2869 had attended one or more people who had died in the previous
year (representing more than 70000 deaths). About 40% of the reported deaths involved end of life treatment
decisions that were judged to have the potential to shorten life (involving either a "double effect" or a nontreatment decision or NTD). The initial results of the survey have been published in two papers in Palliative
Medicine 23(3). (RH)
Price: £5.00 (FOC to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
End of life treatment and care: good practice in decision-making: a draft for consultation: consultation response;
by Charlotte Potter, Pauline Thompson, Age Concern and Help the Aged. London: Age Concern and Help the
Aged, July 2009, 11 pp (Consultation response, Ref: 3809).
A consultation from the General Medical Council (GMC) has offered draft guidance for doctors in end of life
treatment and care, which updates the existing guidance, 'Withholding and withdrawing life-prolonging
treatments' (2002). Age Concern and Help the Aged respond in detail to the full written consultation,
particularly in the context of current developments in end of life care and the need for a more joined-up
approach to how older people and their families are treated in hospital. The focus on decision-making processes
following the Mental Health Act is welcomed, but the consultation appears to overlook the importance of
empathy.
From : Age Concern England, Astral House, 1268 London Road, London SW16 4ER. www.ageconcern.org.uk
Help the Aged, 207-221 Pentonville Road, London N1 9UZ. www.helptheaged.org.uk
End-of-life care at long-term care facilities for the elderly in Japan; by Yoshihisa Hirakawa.
Hallym International Journal of Aging, vol 11, no 1, 2009, pp 1-12.
Japan's mortality rate has increased dramatically, and end-of-life care for older people is bound to become an
issue of serious concern in Japan. While older people often spend the last moments of their lives at hospitals,
most generally prefer to remain at home during the last part of life. However, there has been little variation in
the number of hospital beds available and the wish to die at home may for some patients be unrealistic; as a
result, a growing number are expected to die at long-term care facilities. In order to provide adequate palliative
care, long-term care facilities must typically operate with the following setbacks: lack of 24-hour medical
personnel, limited availability of medical treatment, high prevalence of dementia, wide variety of resident
prognosis, and heavy reliance on facility staff to provide care. The purpose of this review is to summarize the
studies that clarify current end-of-life care policies and practices at long-term care facilities in Japan, aiming at
defining the necessary conditions for optimal end-of-life care provision at long-term care facilities for elders.
Briefly examined are staff education, cooperation with acute care hospitals, as well as end-of-life related
discussions with residents and families to propose ways to enhance end-of-life care for long-term care facility
residents. (KJ/RH)
ISSN: 15356523
From : http://baywood.com
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Euthanasia and other end of life decisions and care provided in final three months of life: nationwide
retrospective study in Belgium; by Lieve Van den Block, Regionald Deschepper, Johan Bilsen (et al).
British Medical Journal, vol 339, no 7717, 15 August 2009, p 390.
What is the relation between the care provided in the final three months of life and the prevalence of and types
of end of life care in Belgium? End of life decisions including euthanasia or physician assisted suicide are not
related to a lower use of palliative care in Belgium but instead often occur within the context of
multidisciplinary care. This summary article outlines the findings of a 2-year nationwide mortality retrospective
study in 2005, which collected observational data via the Sentinel Network of General Practitioners, an
epidemiological surveillance system representative of all Belgian general practitioners (GPs). This is a summary
of a paper that was published on bmj.com as BMJ 2009: 339:b2772. (RH)
ISSN: 09598138
From : www.bmj.com
Exploring preferences for place of death with terminally ill patients: qualitative study of experiences of general
practitioners and community nurses in England; by Daniel Munday, Mila Petrova, Jeremy Dale.
British Medical Journal, vol 339, no 7714, 25 July 2009, pp 214-218.
Participants were 17 general practitioners (GPs) and 19 nurses (16 district nurses and 3 clinical nurse specialists)
from 15 general practices in three areas of central England with differing socio-geography and participating in
the the Gold Standards Framework for palliative care. Practices were selected on the basis of size and level of
adoption of the framework. All interviewees bar one had experience of discussing preferred place of death with
terminally ill patients. They reported that preferences for place of death frequently changed over time and were
often ill defined or poorly formed in patients' minds. Preferences were often described as being co-created in
discussion with the patient or, conversely, inferred to the health professional without direct questioning or
receiving a definitive answer from the patient. The inherent uncertainty challenged the practicability, usefulness,
and value of recording a definitive preference. The extent to which the assessment of enabling such preferences
can be used as a proxy for the effectiveness of palliative care delivery is also limited by this uncertainty.
Generally, interviewees did not find discussing preferred place of death an easy area of practice, unless the
patient broached the subject or fed the discussions. Further research is needed to enable development of
appropriate training and support for primary care professionals. Better understanding of the importance of place
of death to patients and their carers is also needed. (RH)
ISSN: 09598138
From : www.bmj.com
Frailty and type of death among older adults in China: prospective cohort study; by Matthew E Dupre, Danan
Gu, David F Warner (et al).
British Medical Journal, vol 338, no 7700, 18 April 2009, pp 924-927.
Participants were 13,717 older Chinese people aged 65+ from the 2002 and 2003 waves of the Chinese
longitudinal healthy longevity survey carried out in 22 provinces throughout China. Multinomial analyses
showed that higher levels of frailty significantly increased the relative risk ratios of mortality for all types of
death. Of those with the highest levels of frailty, men were most likely to experience 30 or more bedridden days
with suffering before death, and women 30 or more bedridden days with no suffering. Regardless of frailty,
centenarians and nonagenarians were most likely to experience fewer than 30 bedridden days with no suffering,
whereas those aged 65-79 and 80-89 were more likely to experience fewer than 30 bedridden days with
suffering. Adjusting for compositional differences had little impact on the links between frailty and type of
death for both sexes and age groups. The association between frailty and type of death differs by sex and age.
Health scholars and clinical practitioners should consider age and se differences in frailty to develop more
effective measures to reduce preventable suffering before death. (RH)
ISSN: 09598138
From : www.bmj.com
Gender differences among Canadian spousal caregivers at the end of life; by Kevin Brazil, Lehana Thabane,
Gary Foster (et al).
Health and Social Care in the Community, vol 17, no 2, March 2009, pp 159-166.
The primary research question for this study was to determine gender differences in caregiver strain among
spousal caregivers. Secondary research questions investigated included: the presence of gender differences
among spousal caregivers in the duration of care provided; gender differences among spousal caregivers in
formal service use and unmet service needs; and whether support to care recipients in activities of daily living
(ADLs) varied according to the gender of the spousal caregiver. The study was conducted over a 2-year period
(2000-2002) in south-central Ontario, Canada. The study sample included 283 informal spousal caregivers (198
females, 85 males) each of whom were caring for a terminally ill spouse at the time they participated in a cross-
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sectional telephone survey. The analysis showed that females reported a significantly greater level of caregiving
strain than males. When considering source of support in activities of daily living for the care recipient,
differential assistance was noted on the basis of caregiver gender. Female caregivers had almost twice the odds
of providing support in toileting-related tasks than male caregivers, while male caregivers had approximately
twice the odds of providing support in mobility-related tasks. Care recipients who had a female caregiver had
lower odds of receiving support from family and friends in tasks associated with personal care. To address
gender differences in caregiving, a realistic home-based palliative care approach must take into account the
importance of informal caregivers. (KJ/RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hsc
Good decision-making: the Mental Capacity Act and end of life care: summary guidance; by Simon Chapman,
National Council for Palliative Care - NCPC. London: National Council for Palliative Care, January 2009, 19
pp.
The Mental Capacity Act 2005 (MCA) became law in 2007, and governs the way in which decisions are made
by and on behalf of adults who have impaired mental conditions to make decisions for themselves. This
summary guidance is intended to help patients and informal carers as well as health and social care staff in all
settings, including care homes, hospices, hospitals and primary care. It aims to introduce people to the MCA,
and to explain its importance for end of life decision making. It also explains how the Act can be used to
identify and respect people's choices about their future care, and to improve the quality of end of life care
decision-making. 'The Mental Capacity Act in practice: guidance for end of life care' (NCPC, March 2008)
gives more detailed guidance on the impact of the MCA on end of life and palliative care. Reference to that
document is strongly recommended, as well as to items in the list of other publications and online information
resources. Funding was received from the Department of Health to publish this guidance. (RH)
Price: £5.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Help us to promote living and dying well; by National Council for Palliative Care - NCPC; Department of
Health - DH.: National Council for Palliative Care, 2009, 6 pp.
The End of life care strategy announced the formation of a new national coalition to support implementation of
the strategy. The National Council for Palliative Care (NCPC) is to lead this Public Awareness Coalition, which
aims to promote awareness and support changing attitudes and behaviours towards death, dying and
bereavement, and to make a "good death" the norm. This pamphlet outlines the purpose and structure of the
coalition; lists possible indicators of success; and presents responses to NCPC's first public awareness survey in
January 2009. It also invites interested organisations to sign up: an inaugural Forum will be held in May or June
2009. (RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Hop on the bus: [mobile hospice in Essex]; by Vern Pitt.
Community Care, issue 1796, 19 November 2009, pp 30-31.
Farleigh Hospice set up the Hospice Outreach Project (HOP) following loss of premises rented from the local
primary care trust (PCT) in Braintree. This article describes how a mobile hospice is taking end-of-life care into
the community in Essex, providing information, counselling, support, a point of access, and most recently,
bereavement support groups. HOP has made the Hospice more "visible", resulting in a 15% increase in general
practitioner (GP) referrals. (RH)
ISSN: 03075508
From : www.communitycare.co.uk
How to improve end of life care in acute hospitals; by Merryn Gott, Jane Seymour, Michael Bennett (et al).
Nursing Older People, vol 21, no 7, September 2009, pp 26-29.
A greater emphasis on palliative care can help counter failures that lead to the poor care of older people who end
their lives in hospital. This article highlights the need to improve care for older people dying in acute hospitals.
It discusses the role that nurses have to play in promoting better care and in making the necessary changes
easier. A 3-year project funded by the National Institute for Health Research under the Service Delivery and
Organisation (SDO) programme aims to contribute to the evidence base for generalist palliative care
management in acute hospitals in England. The reader is directed to a website
(www.transitionstopalliativecare.co.uk) for more information about the project. (RH)

65

ISSN: 14720795
From : http://www.nursingolderpeople.co.uk
The impact of late-life parental death on adult sibling relationships: do parents' advance directives help or hurt?;
by Dmitry Khodyakov, Deborah Carr.
Research on Aging, vol 31, no 5, September 2009, pp 495-519.
The authors examined whether the effect of parental death on adult siblings' relationship quality varies on the
basis of the presence and perceived effectiveness of a deceased parent's formal preparations for end-of-life care.
The authors used data from the Wisconsin Longitudinal Study, and focused on the relationship quality of a
bereaved adult child and his or her randomly selected sibling. Parental death was associated with a decrease in
sibling closeness. The parent's use of advance directives (living will and durable power of attorney for health
care) did not have uniformly positive effects on siblings' relationship quality. Sibling relationships suffered
when the living will was believed to "cause problems"; but relationships improved when the deceased parent
named someone other than his or her spouse of a child as durable power of attorney for health care. The authors
discuss the implications for developing effective end-of-life preparations that benefit both the decedent and
surviving kin. (RH)
ISSN: 01640275
Living and dying with dignity: a qualitative study of the views of older people in nursing homes; by Sue Hall,
Susan Longhurst, Irene Higginson.
Age and Ageing, vol 38, no 4, July 2009, pp 411-416.
Most older people living in nursing homes die there. An empirically based model of dignity has been developed,
which forms the basis of a brief psychotherapy to help promote dignity and reduce distress at the end of life. The
objective of this study was to explore the generalisability of the dignity model to older people in nursing homes.
Qualitative interviews were used to explore views on maintaining dignity of 18 residents of nursing homes. A
qualitative descriptive approach was used. The analysis was both deductive (arising from the dignity model) and
inductive (arising from participants' views). The main categories of the dignity model were broadly supported:
illness-related concerns, social aspects of the illness experience and dignity conserving repertoire. However,
sub-themes relating to death were not supported and two new themes emerged. Some residents saw their
symptoms and loss of function as due to old age rather than illness. Although residents did not appear to
experience distress due to thoughts of impending death, they were distressed by the multiple losses they had
experienced. These findings add to our understanding of the concerns of older people in care homes on
maintaining dignity and suggest that dignity therapy may bolster their sense of dignity. (KJ/RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
Minimum data sets for palliative care: 2007/08 project update; by National Council for Palliative Care - NCPC.
London: National Council for Palliative Care - NCPC, 2009, 7 pp.
In 1995, the NCPC in collaboration with the Department of Health (DH) developed a minimum data set (MDS)
for palliative care. This bulletin updates the review work undertaken so far, which has lead to a revision of the
questionnaires used to produce the MDS (which can be found on the NCOC website). The bulletin includes the
findings from the 2007-8 National Data Collection and gives comparisons with previous years. The findings
relate to data received from inpatient units, day care units, home care services, hospital support services, and
out-patient services in response to a questionnaire (78% overall response rate). A fuller report is available from
the NCPC, and available for subscribers to download in the Online Library (at www.ncpc.org.uk). (RH)
Price: £7.00
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Out of the shadows: end of life care for people with dementia; by Lucy Sutton, Emily Sam, Karen Harrison
Dening (et al), National Council for Palliative Care - NCPC; for dementia. London: National Council for
Palliative Care - NCPC, 2009, 43 pp.
The National Council for Palliative Care (NCPC) was given funding by Lloyds TSB Foundation for the 2-year
Palliative Care and Dementia project, and this publication is the culmination of that work. It brings together
current understanding of the issues and challenges, and is informed by the needs of people with dementia and
their carers, not only for advance care planning and the assessment and management of symptoms, but also with
regard to distress, hydration, nutrition, spiritual needs, and caring for carers. The key findings are mapped
against the nationally recommended pathway from the End of life care strategy in England (EoLCS). The
importance of partnership working is highlighted by the inclusion of local practice examples and case studies,
with contributions from general practitioners (GPs) and specialist researchers, as well as from the Dementia
Working Group (DWG). There remains a lack of understanding of dementia and the end of life, and NCPC

66

recommends that national policies must join up end of life care and dementia to ensure that local service
development does not leave people with dementia caught between two strands of care. (The National Dementia
Strategy was about to be published). (RH)
Price: £20.00 (free to subscribers)
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Palliative and end of life care for older people: (Best Practice Guide 4.8 reviewed February 2009); by E Burns,
BGS Policy Committee, British Geriatrics Society - BGS. London: British Geriatrics Society - BGS, February
2009, unnumbered.
The National End of Life Care Strategy for England was published in 2008, and similar initiatives are being
produced by Scotland, Wales and Northern Ireland. This Best Practice Guide suggests improved education,
improved communication with the palliative care team, and an integrated care pathway as most important in
such a strategy. It defines palliative, terminal and specialist palliative care. It lists those issues in end of life care
of older people on which research studies have identified inadequacies. It considers elements that are important
to a good death, noting the appendix which lists the 12 principles of a good death as identified by Age Concern,
as well as legal and ethical aspects of end of life care, also the role of the geriatrician. (RH)
From : Download document (6/5/09): http://www.bgs.org.uk/Publications/Compendium/compend_4-8.htm
Palliative and end-of-life care in correctional settings; by John F Linder, Frederick J Meyers. Binghamton, NY:
Haworth Social Work Practice Press, 2009, pp 7-33.
Journal of Social Work in End-of-life & Palliative Care, vol 5, nos 1-2, 2009, pp 7-33.
The prison population in the United States has grown fivefold in the last 27 years. Like the general population,
the inmate population is ageing. With age comes infirmity, disability, and chronic conditions that may, over the
course of years or decades, lead to death. Inmates enter the prison system in poorer health than their agematched free counterparts. A growing number of inmates will die in prison. A few will receive medical or
compassionate release in order to die "outside the walls." Whether inside or outside, these dying men and
women are entitled to receive high quality health care, including palliative care. Dying inmates face many of the
same issues as the terminally ill in free society. However, death behind bars also poses some unique challenges
to the dying, their prison family, their biological family, their caregivers and health care providers, custody staff,
prison administration, and society as a whole. Social workers can play an important role in the care of these
individuals and the people they are connected to both in prison and beyond its confines. This article provides
important background for understanding the unique and the ubiquitous aspects of dying inmates. It offers
direction to social work professionals in serving these inmates, their loved ones, their custodians, and the larger
society. (KJ/RH)
ISSN: 15524256
From : http://www.tandfonline.com
Palliative care training; by Catriona Curry, Heather Middleton, Bob Brown.
Nursing Older People, vol 21, no 9, November 2009, pp 18-23.
Practice development has proved effective in changing culture and practice in end-of-life care in two Northern
Ireland nursing homes. The authors discuss a project that explored and resolved the palliative care education
needs of staff. The practice development framework has enhanced the provision of palliative care to residents in
both homes, and provided ongoing training and awareness sessions for staff. (RH)
ISSN: 14720795
From : http://www.nursingolderpeople.co.uk
Places for palliative care; by Debra Parker Oliver, Benyamin Schwarz (et al).: The Haworth Press, Inc., 2009,
129 pp (whole issue).
Journal of Housing for the Elderly, vol 23, nos 1-2, 2009, 129 pp (whole issue).
This special issue of Journal of Housing for the Elderly explores some places in which hospice and palliative
care is provided in the US and the UK, also what constitutes a "good death". These "places" for palliative care
range from the situations of older homeless people and the public nature of acute hospital settings, to assisted
living, houses with modified interiors, "smart homes", and generally making provision in the home
environment. (RH)
ISSN: 02763893
From : http://www.tandfonline.com
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A population-based retrospective cohort study comparing care for Western Australians with and without
Alzheimer's disease in the last year of life; by Lorna Rosenwax, Beverley McNamara, Renate Zilkens.
Health and Social Care in the Community, vol 17, no 1, February 2009, pp 36-44.
Health service use for people in the last year of life was investigated, comparing those who died with and
without Alzheimer's disease (AD) documented on the death certificate. Using a population-based retrospective
cohort design and utilising the Western Australian Data Linkage System for the period 2000-2002 (2.5 years),
the study found 992 people died of AD alone or AD with at least one other condition recorded on the death
certificate. Of those with documented AD, 90.4% were aged 75+, and a majority lived in a major city (77%).
Most deceased people had comorbidities recorded on death certificates (90%), the majority having either two
(34.5%) or three (28.5%) comorbid conditions. Over two-thirds of those aged 75+ with AD died in residential
aged care facilities (RAFC, 67.4%), while the greatest proportion of those without AD died in hospital (52.9%).
When a comparison was made in the use of hospital and community-based services for decedents aged over 75
with and without AD, dissimilarities were evident. Less than half of those with documented AD received
hospital care in the last year of life (46.3) compared to more than 80% without AD (80.5%). Likewise, fewer
people in the Alzheimer's group received community care when compared to those without documented AD
(10.8% vs 28.5%). Despite a small group of people with AD (5.4%) who were transferred to an RAFC shortly
before dying, most people in this group lived and died in an RAFC and had their care provided in this setting.
Adequate nursing, medical and allied health services, and the provision of appropriate social support, including
the use of advance care directives in RAFCs, are essential for equitable provision of care to people with AD.
(RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hsc
The power of partnership: palliative care in dementia; by Lynn Gibson, Julian Hughes, Alice Jordan (et al),
National Council for Palliative Care - NCPC; for dementia; Alzheimer's Society. London: National Council for
Palliative Care - NCPC, December 2009, 35 pp.
This discussion document strongly endorses a partnership between dementia care and palliative care services as
a means of improving the care of people with dementia at the end of life. It considers: the progressive nature of
dementia and its impact on cognition; the challenges of advanced dementia such as advance care planning and
identifying the time of transition towards more palliation; and helping people with dementia and their families.
It describes four examples of partnerships between palliative care and dementia.The aim is to stimulate further
discussion amongst all health and social care staff involved with the person with dementia and carers, and to
highlight gaps in knowledge and the need for education in both palliative and dementia care services, such that
as many questions are asked as are answered. (RH)
Price: £15 (free to subscribers)
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Prognosis is important in decision-making in Dutch nursing home patients with dementia and pneumonia; by
Jenny T van der Steen, Margaret R Helton, Miel W Ribbe.
International Journal of Geriatric Psychiatry, vol 24, no 9, September 2009, pp 933-936.
A survey study explored how physicians treating nursing home residents with dementia and pneumonia in the
Netherlands consider prognosis in their treatment decision. Data were collected between July 2006 and March
2008 from 69 physicians from 54 nursing homes in the Netherlands, who completed a questionnaire on
symptoms, treatment, and prognosis for their next dementia patient newly diagnosed with pneumonia. They
were also asked a general question regarding withholding antibiotic treatment and prognosis. Outcome was
assessed at least two months afterwards. Two-week mortality risk if treated with antibiotics was calculated with
a validated prognostic score. The patients not treated with antibiotics had high (92%) actual 2-week mortality,
while only 12% of patients treated with antibiotics died. Physicians believed that mortality risk was high in the
untreated group and would have been only slightly lower if treated with antibiotics (mean estimated risk 73%),
which was higher than predicted from the risk score (42%). In general, three-quarters of physicians considered
withholding antibiotics appropriate for mortality risks between 75% and 90%. Prognosis is an important
consideration when Dutch nursing home physicians make antibiotic treatment decisions for patients with
dementia and pneumonia. This suggests they prefer not to treat with antibiotics when to do so is probably futile.
Physicians in other countries may hold different views on futility, which should be addressed in larger, crossnational comparative studies (KJ/RH)
ISSN: 08856230
From : http://www.interscience.wiley.com/journal/gps
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Recognition and management of pain in patients with dementia; by Jolyne O'Hare, Clare White, Peter Passmore
(et al).
GM (Geriatric Medicine), vol 39, no 4, April 2009, pp 227-232.
The risk of developing dementia rises exponentially with age and about a third of people will die with dementia.
Palliative care is appropriate for many patients. Cognitive function may alter patients' perception of pain, and
communication difficulties can lead to under-recognition and undertreatment. In such patients, use of
observational scales for assessing pain is recommended. Appropriate pain control can help to improve the
holistic management of patients with dementia. (KJ/RH)
ISSN: 0268201X
From : http://www.gerimed.co.uk
Social work students' comfort with end-of-life care; by Kelsey Simons, Eunice Park-Lee. Binghamton, NY:
Haworth Social Work Practice Press, 2009, pp 34-48.
Journal of Social Work in End-of-life & Palliative Care, vol 5, nos 1-2, 2009, pp 34-48.
This study identified characteristics among social work students that influence their level of comfort with endof-life practice situations. Two hundred and seventy-two students from the United States and Canada completed
an online survey that assessed levels of death anxiety, experience with death, and comfort with end-of-life care.
The majority of respondents were MSW students. Multiple regression analysis demonstrated that students with
less death anxiety, those who had already completed or were interested in hospice field placements, had
personal experience with death, and were age 35+ had greater comfort levels. Results of this research have
implications for social work education and practice by contributing knowledge that may be useful in the
development of end-of-life curricula and continuing education programmes. (KJ/RH)
ISSN: 15524256
From : http://www.tandfonline.com
Transforming research into action: a European Parliament report on palliative care; by Jose M Martin-Moreno,
Meggan Harris, Lydia Gorgojo (et al).: European Observatory on Health Systems and Policies, 2009, pp 23-25.
Eurohealth, vol 15, no 2, 2009, pp 23-25.
The authors of a European Parliament report on palliative care summarise the process of the five-month
investigation, as well as the real and potential results of the study. Engaging a large number of national and
international stakeholders, including ministries of health, national palliative care associations and the European
Association for Palliative Care (EAPC), the authors were able to draw on a well of previous research and
diverse experiences before formulating operative policy options for the European Union (EU) and its Member
States. While the report itself fomented some self-examination in the countries studied, its full exploitation by
palliative care advocates is still pending. (KJ/RH)
ISSN: 13561030
From : http://www2.lse.ac.uk/LSEHealthAndSocialCare/LSEHealth/Home.aspxeurohealth@lse.ac.uk
2008
Advance care planning in care homes for older people: a survey of current practice; funded by the Nuffield
Foundation; by Katherine Froggatt, Suzanne Vaughan, Caroline Bernard (et al), International Observatory on
End of Life Care, Institute for Health Research, Lancaster University; Counsel and Care; University of the West
of England - UWE. London: Counsel and Care, 2008, 54 pp (+ appendix).
The study aims to describe current advance care planning practice (ACP) in care homes for older people, to
what extent this is currently undertaken, how this is done, and to highlight good practice already in use, in
respect to planning for care when communication or cognition becomes impaired, and/or at the end of life. The
authors report on Phase 1, a postal questionnaire survey sent to 500 managers of care homes (213 responded, a
42% response rate). Managers viewed ACP as a positive and beneficial process which they recommend
residents complete. Most care homes had staff trained in communication and listening skills, palliative care and
bereavement care. Fewer have staff trained in ACP, religious practices or spiritual care. Managers reported
lower levels of confidence regarding their knowledge of end of life issues and supporting staff to undertake
decisions. They also reported staff confidence as one of the biggest barriers to consultation with residents about
end of life care; also challenges in finding out and carrying out a resident's wishes. Good ACP practice
comprised attention to ensuring that ACP was focused on the individual and tailored to their needs and abilities.
(RH)
From : Download:http://www.counselandcare.org.uk/assets/library/documents/ACPInternational Observatory on
End of Life Care, Institute for Health Research, Bowland Tower East, Lancaster University. Lancaster LA1
4YT.
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Advance directive decision making among independent community-dwelling older adults: a systematic review
of health science literature; by Loralee Sessanna, Mary Ann Jezewski.
Journal of Applied Gerontology, vol 27, no 4, August 2008, pp 486-510.
The purpose of this systematic review of health science literature was to examine the current state of science
regarding advance directive decision making (ADDM) among independent community-dwelling older adults.
Seventeen studies fitting study inclusion criteria established for the purpose of this systematic review were
examined. Findings revealed that ADDM has predominantly been explored among widowed, divorced, or never
married female Caucasian independent community-dwelling older adults aged 65 years and older possessing a
high school level of education. Numerous older adult or health care provider barriers to advance directive
discussion and completion were found to exist. There is a lack of research regarding ADDM among independent
community-dwelling male older adults, older adults from various ethnic and cultural backgrounds, and older
adults receiving lower levels of education. Study replication and the implementation of new studies are needed
to strengthen the existing body of older adult, advance directive, evidence-based research. (KJ/RH)
ISSN: 07334648
From : http://jag.sagepub.com
Advanced illness care : applications in older patients with life-limiting illnesses: special section; by Christine S
Ritchie, Darryl Wieland (eds).
Journals of Gerontology: Series A, Biological Sciences and Medical Sciences, vol 63A, no 9, September 2008,
pp 949-978 [special section].
The four studies in this special section indicate how much needs to be learned about treatment preferences of
older people with advanced illness. One is a follow-up study from the Framingham Heart Study, and sheds light
on advanced care planning and the preferences of older people in their 80s. These studies aim to elicit more
questions, such as how do we encourage conversations about end-of-life care, and how do we encourage
institutions to assess and treat symptoms in a multidimensional way? (RH)
ISSN: 10795006
From : http://www.geron.org
At odds with the End of Life Care Strategy; [and] Rapid response teams will make some difference but at what
cost?; by Merryn Gott, Laura Stosz, Andy Alaszewski.
Nursing Older People, vol 20, no 7, September 2008, pp 24-27.
The End of Life Care Strategy from the Department of Health (DH) is to allocate £286 million to proving high
quality care for all adults approaching the end of life. In these two articles, the authors offer a critique of this
long-awaited policy, and find that it is hampered by concepts that are difficult to define, and is poorly
researched, being based on insufficient evidence. (RH)
ISSN: 14720795
From : http://www.nursingolderpeople.co.uk
Capacity to care: a data analysis and discussion of the capacity and function of care homes as providers of end
of life care; by Peter Tebbit, National Council for Palliative Care - NCPC. London: National Council for
Palliative Care, June 2008, 11 pp.
The contribution of care homes to end of life care continues to be the subject of review within the development
by the Department of Health (DH) of a national end of life strategy. This short paper presents publicly available
data illustrating whether current provision of care homes with nursing is sufficient to meet local needs, and the
consequences of inadequate levels of provision. (RH)
Price: £25.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Characterizing hospice services in the United States; by Maureen A Smith, Christopher Seplaki, Mark Biagtan
(et al).
The Gerontologist, vol 48, no 1, February 2008, pp 25-31.
Although caregivers desire specific information about hospice programmes, there is little descriptive
information available. The authors identified four types of service provided by US hospice services considered
important by caregivers: medications and treatments; rehabilitative care; emotional, social and spiritual support;
and practical support (e.g. continuous home care). They used data from the 2000 National Home and Hospice
Care Service. Agencies were categorised into service mixes reflecting combinations of the service types by
using a grade-of-membership model to score each agency. Of the 11419 agencies represented in the data, 52%
reflected some mix of services from all four service types. The remaining agencies provided service mixes that
reflected relatively few or no services from at last one of the four service types. Specifically, about 7% had
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relatively few or no medications and treatment services, 6% lacked rehabilitative care, 26% lacked
emotional/social/spiritual support, and about 10% lacked multiple services. When compared to agencies that
reflected a mix of all four services, agencies that lacked multiple services could be distinguished by their lack of
formal certification as either a hospice or home health agency. (RH)
ISSN: 00169013
From : http://www.geron.org
Creative partnerships: improving quality of life at the end of life for people with dementia: a compendium; by
Alison Blight, Lucy Sutton, National Council for Palliative Care - NCPC. London: National Council for
Palliative Care - NCPC, 2008, 59 pp.
The National Council for Palliative Care (NCPC) has been given funding by Lloyds TSB Foundation for a 2year project. This is NCPC's third publication on dementia, and follows on from "Exploring palliative care for
people with dementia" (2006) and "Progress with dementia: moving forward: addressing palliative care for
people with dementia" (2007). It outlines the national context and highlights why the project is timely and
relevant to developments in palliative and end of life care for people with dementia and their carers. It includes
an evaluation tool developed by NCPC which incorporates key elements of palliative and end of life care. Also
included are local practice examples and case studies; and perspectives from different partners, from general
practitioners (GPs) to specialist researchers. (RH)
Price: £25.00
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Death and dying in nursing homes: a burden for the staff?; by Brigitte Jenull, Eva Brunner.
Journal of Applied Gerontology, vol 27, no 2, April 2008, pp 166-180.
Changes in our society increasingly place the old and impaired in institutions, where they spend their last
remaining days. The authors use a mixed methodology to explore the burden on nursing home staff of being
confronted with death and dying. Findings from open-ended interviews with 17 representatives of different
occupational groups inform the design of a questionnaire used to conduct a survey in 52 nursing homes of the
Federal Province of Carinthia (Austria). In total, 894 questionnaires were returned, yielding a response rate of
49%. Results indicate that it is more difficult to talk about death with family members of terminally ill residents
than with the dying themselves. The need for end-of-life training is not only essential for nursing staff but is also
needed for non-nursing staff, who are found to be substantially strained by aspects of death and dying in their
workplace. (KJ/RH)
ISSN: 07334648
From : http://jag.sagepub.com
Development of palliative care and legalisation of euthanasia: antagonism or synergy?; by Jan Bernheim,
Reginald Deschepper, Wim Distelmans (et al).
British Medical Journal, vol 336 no 7649, 19 April 2008, pp 864-867.
Debates about euthanasia often polarise opinion, but in Belgium the two sides have been mutually reinforcing:
advocates for the legalisation of euthanasia work in palliative care and vice versa. Belgium was the second
country to legalise euthanasia but also has among the best developed palliative care, and the authors outline
milestones in the development of both. Adequate palliative care has made the legalisation of euthanasia ethically
and politically acceptable. (RH)
ISSN: 09598138
From : http://www.bmj.com
Dying and death; by Policy Unit, Age Concern England - ACE.: Policy Unit, Age Concern England, 2008, 15
pp (Policy position papers).
Whatever their diagnosis, older people should have access to high quality palliative care services (including pain
management) which support their physical, psychological and spiritual needs, respect their personal choice
(including where advance directives have been made) and maintain their dignity. Age Concern England (ACE)
presents policy objectives and supporting evidence on these and issues such as place of death, 'a good death',
and assisted suicide and voluntary euthanasia. This paper also notes policy developments such as the National
Service Framework for Older People (NSF), legislation and legal cases. (RH)
From : Download: http://www.ageconcern.org.uk/AgeConcern/end_life_policy_position.aspAge Concern
England, Astral House, 1268 London Road, London SW16 4ER.
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Dying from dementia - a patient's journey; by Tim Dartington.
British Medical Journal, vol 337, no 7675, 18 October 2008, pp 931-933.
Anna Darlington (wife of the author of this article) trained and worked as a nurse, social worker and
psychotherapist in the National Health Service (NHS). This article relates how she developed Alzheimer's
disease (AD) at the age of 54 and died at home seven years later. It incorporates comments on her care from the
perspectives of the palliative care physician, the psychiatrist, the Admiral nurse, the occupational therapist, as
well as those of Anna herself. (RH)
ISSN: 09598138
From : www.bmj.com
Dying with dementia: the views of family caregivers about quality of life; by Cherry Russell, Heather
Middleton, Chris Shanley.: Blackwell Publishing, June 2008, pp 89-92.
Australasian Journal on Ageing, vol 27, no 2, June 2008, pp 89-92.
The objective of this study was to document the views of family caregivers of persons with dementia about
quality of life for their relative during the late and terminal stages of the disease, as part of an exploratory study
of best quality care and support. 15 former caregivers (5 wives, 5 husbands, 2 sons, 3 daughters) participated in
in-depth semi-structured interviews. Participants identified three main sets of indicators of quality of life: the
physical body, the physical and social environment, and treatment with respect and dignity. The constructs
'quality of life' and 'quality of care' tended to be conflated in the experience of caregivers. An important role for
caregivers was to interpret and represent the subjective experience of the person with dementia. Quality of life
needs to be understood from multiple perspectives. Caregivers' views are a central part of this understanding and
should be used to inform future research and service development. (KJ/RH)
ISSN: 14406381
From : http://www.cota.org.au / http://www.blackwellpublishingasia.com
Dying with dementia in long-term care; by Philip D Sloane, Sheryl Zimmerman, Christianna S Williams (et al).
The Gerontologist, vol 48, no 6, December 2008, pp 741-751.
Interviews were conducted with staff who had cared for 422 decedents with dementia and 159 who were
cognitively intact and received terminal care in US nursing homes or residential care assisted living (RCAL)
settings. Interviews were also conducted with family caregivers of 293 decedents. No differences were noted
between decedents with and without dementia in terms of pain, psychosocial status, family involvement,
advance care planning, most life-prolonging interventions, and hospice care. Dying residents with dementia
tended to die less often in a hospital, have less shortness of breath, receive more physical restraint and sedative
medication, and use emergency services less frequently on the last day of life. Those dying in RCAL settings
tended to have more skin ulcers and poorer hygiene care than non-demented people in RCAL settings.
Compared with people dying with dementia in NHs, those in RCAL settings tended to be restrained less often,
have emergency services called more often on the day of death, and have family more satisfied with physician
communication. These results suggest that while there are areas where care to the dying could be improved, the
overall quality of care for those dying with dementia in long-term care settings may not differ markedly from
that provided to those who are cognitively intact. (RH)
ISSN: 00169013
From : http://www.geron.org
Dying with dignity: [end of life project]; by Melanie Henwood.
Community Care, issue 1746, 6 November 2008, pp 34-35.
In a society where experiences of dying are often a taboo subject, an end-of-life project focuses on allowing
people to die at home with good care. This article outlines findings of the project conducted by Housing 21 and
the Department of Health (DH) End of Life Care Programme. The report, '"Is it that time already?" extra care
housing at the end of life: a policy-into-practice evaluation', focused on enabling terminally ill extra-care tenants
to die at home where that was their wish. Among the implications for practice identified is providing dignity and
choice. (RH)
ISSN: 03075508
From : http://www.communitycare.co.uk
End of life care for older people with dementia living in a care home; by Catherine Evans, Claire Goodman.
Journal of Integrated Care, vol 16, issue 6, 2008, pp 15-25.
The second in a new series about mental health in old age, this article reviews policies and research evidence on
services for people with dementia at the end of their lives, and looks at future commissioning priorities. The
article draws on background work for the EVIDEM programme (Evidence-based Interventions in Dementia;
website, www.evidem.org.uk) funded by the Department of Health (DH). (KJ/RH)
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ISSN: 14769018
From : http://www.pavpub.com
End-of-life care for patients with dementia; by Jane Chatterjee.
Nursing Older People, vol 20, no 2, March 2008, pp 29-34.
Studies have shown that people with dementia receive sub-optimal end-of-life care (McCarthy et al, 1997;
Morrison and Siu 2000; Mitchell et al, 2004). The National Institute of Clinical Excellence (NICE) and the
National Council for Palliative Care have highlighted the importance of palliative care for people with dementia
(NICE 2006; NCPC 2007). This article explores the palliative care needs of older people with dementia and
considers how they may be addressed. (KJ/RH)
ISSN: 14720795
From : http://www.nursingolderpeople.co.uk
End-of-life caregiving: special issue; by Ellen L Csikai (ed). Binghamton, NY: Haworth Social Work Practice
Press, 2008, pp 267-357.
Journal of Social Work in End-of-life & Palliative Care, vol 4, no 4, 2008, pp 267-357.
Four peer reviewed articles variously consider the unmet needs and emotional physical strain experienced by
caregivers in providing end-of-life care. First, Hébert and colleagues investigate the extent to which social
workers in hospital settings prepared caregivers for death of the care recipient. Next, Gustavson and Dal Santo
explore the well-being, service use and unmet needs of caregivers of the dying, and whether such end-of-life
caregiving differs from other types of caregiving. Informal caregivers - particularly family caregivers - are
essential in the provision of hospice home care. Wilder and colleagues report on a study of self-rated quality of
life of hospice caregivers. Lastly, Munn and Adorno present a qualitative study on the involvement of social
workers as professional caregivers in end of life long-term care. These social workers found difficulty in
articulating their roles in end of life care. Research is needed to validate the value of social work involvement.
(RH)
ISSN: 15524256
From : http://www.tandfonline.com
The end-of-life experience in long-term care: five themes identified from focus groups with residents, family
members, and staff; by Jean C Munn, Debra Dobbs, Andrea Meier (et al).
The Gerontologist, vol 48, no 4, August 2008, pp 485-494.
This study comprised 10 homogeneous focus groups drawn from a purposive sample of 11 long-term care
residents (2 groups), 19 family caregivers (2 groups), 20 paraprofessional staff (3 groups), and 15 licensed or
registered staff (3 groups) from 5 nursing homes and 8 residential care or assisted living communities in North
Carolina. Data were analysed using grounded theory techniques to elicit manifest and latent themes. Five
overarching themes emerged: components of a good death in long term care (LTC); normality of dying in LTC;
the role of relationships in the provision of receipt of care; hospice contributions to care at the end of life in
LTC; and stakeholder recommendations for enhancing end of life care in these settings. Underlying these
themes was one central category, closeness, based on physical proximity and frequency of contact. Findings
suggest that promoting collaborative relationships among the four stakeholder groups, increasing social worker
involvement, and removing barriers to hospice may enhance the end of life care experience in LTC. (RH)
ISSN: 00169013
From : http://www.geron.org
Exploring non-medical prescribing in palliative care; by Lucy Sutton, Ross Carroll, National Council for
Palliative Care - NCPC; Help the Hospices. London: National Council for Palliative Care, March 2008, 17 pp.
Non-medical prescribing (NMP) relates to any prescribing that is undertaken by a health care professional who
is not a doctor or dentist. A survey by the National Council for Palliative Care (NCPC) assessing issues around
NMP in palliative care has prompted further investigation by NCPC. This publication outlines the survey results
and the issues affecting NMP and specialist palliative care, for example: training and support; mentorship;
access to records; and medical reluctance. The benefits of introducing NMP are summarised, and some local and
national recommendations are made. (RH)
Price: £15.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Exploring the interface: a survey of neurology nurses' involvement with specialist palliative care services and
identification of their training needs; by Jane Bridger, Lucy Sutton, Sue Thomas, Neurological Conditions
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Policy Group, National Council for Palliative Care - NCPC; Neuroscience Forum, Royal College of Nursing RCN. London: National Council for Palliative Care - NCPC, 2008, 31 pp.
The National Service Framework for Long Term Conditions (NSF LTC) advocates life-long care for people
with long-term neurological conditions (LTNC), and specifically notes the need for specialist neurology,
rehabilitation and palliative care services at the end of life. Following on from the report, 'Focus on neurology:
addressing palliative care for people with neurological conditions', this survey develops this work further. The
Neurological Conditions Policy Group of NCPC undertook the survey neurology nurses in partnership with the
RCN Neuroscience Forum, to assess current involvement with, and perceptions of, palliative care services for
people with long-term neurological conditions (LTNC). Of 429 questionnaires sent, 90 were returned (21%) and
88 analysed. Findings are presented regarding work settings, criteria for and guidelines on referrals, the value of
a palliative care pathway for those with LTNC, training needs, and using tools and pathways to facilitate
palliative and end of life care. Recommendations are made on these issues, also on opportunities for joint
working. (RH)
Price: £15.00 (free to subscribers)
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Family members providing home-based palliative care to older adults: the enactment of multiple roles; by Sarah
J Clemmer, Catherine Ward-Griffin, Dorothy Forbes.
Canadian Journal on Aging, vol 27, no 3, Fall 2008, pp 267-284.
Canadians are experiencing increased life expectancy and chronic illness requiring end-of-life care. Based on a
larger ethnographic study of client-family-provider relationships in home-based palliative care, this qualitative
secondary analysis explores the enactment of multiple roles for family members providing home-based
palliative care to seniors with advanced cancer. Family members had multiple expectations to provide care, but
felt that expectations of services were unmet. The process of enacting multiple roles was depicted by three
interrelated themes: balancing, re-prioritising, and evolving. Positive and negative health responses resulted
from attempts to minimise personal health while simultaneously maintaining health. "True" family-centred care
was found to be lacking, but should be a goal of health professionals involved in end-of-life care. (KJ/RH)
ISSN: 07149808
From : http://www.utpjournals.com
Fewer than one in 10 people will die at home by 2030; by Roger Dobson.
British Medical Journal, vol 336 no 7639, 9 February 2008, p 295.
This brief article reports on a study, "Where people die (1974-2030): past trends, future projections and
implications for care", undertaken by Gomes and Higginson at the Cicely Saunders International/Department of
Palliative Care, Policy and Rehabilitation, King's College London (cited in Palliative Medicine 2008; 22; pp 3341). The number of people dying at home in England and Wales has nearly halved in three decades, and now
less than a fifth of people die at home. Should this trend continue, fewer than one in 10 men and women will die
at home by 2030. The report concludes that this has implications for inpatient facilities which will need to be
increased by more than 20%, otherwise many more people will be needing community end-of-life care from
2012 onwards. (KJ/RH)
ISSN: 09598138
From : http://www.bmj.com
German community pastors' contact with palliative care patients and collaboration with health care
professionals; by Kurt Buser, Volker E Amelung, Nils Schneider. Binghamton, NY: Haworth Social Work
Practice Press, 2008, pp 85-100.
Journal of Social Work in End-of-life & Palliative Care, vol 4, no 2, 2008, pp 85-100.
The current level of palliative care in Germany is unsatisfactory. Health care professionals view the
psychological support of patients and families and the collaboration between different care providers as the main
deficiencies. In this context, community pastors could have an important role in providing psychosocial and
spiritual care of patients at home, but little is known of their views on this matter. The authors conducted 76
standardised telephone interviews with protestant and Catholic pastors and examined how much contact pastors
had with palliative care patients, their views on collaborating with health care professionals, and how pastors
assessed their own skills in palliative care. 41% of respondents had no contact with any palliative care patients.
The majority perceived collaboration with family doctors to be insufficient. The pastors assessed their own
skills concerning palliative care predominantly as "satisfactory". The findings suggest that community pastors'
participation in delivering palliative care in Germany might be encouraged by specialised training and
intensified contact with health care professionals. (RH)
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ISSN: 15524256
From : http://www.tandfonline.com
Growing while going: spiritual formation at the end of life; by Helen Harris.: The Haworth Press, Inc., 2008, pp
227-245.
Journal of Religion, Spirituality & Aging, vol 20, no 3, 2008, pp 227-245.
Spiritual growth at the end of life is examined through the journal and reflections of a former hospice social
worker. The author provides readings and commentary, suggesting how the difficulties of terminal illness
produce spiritual transformation. (RH)
ISSN: 15528030
From : http://www.tandfonline.com
Improving choice at end of life: a descriptive analysis of the impact and costs of the Marie Curie Delivering
Choice Programme in Lincolnshire; by Rachel Addicott, Steve Dewar, King's Fund. London: King's Fund,
2008, 55 pp.
This paper provides a descriptive analysis of the impact and costs of new services as part of the Marie Curie
Delivering Choice Programme, which was launched in 2004. Delivery of care for patients at the end of their
lives is becoming an increasing policy concern. Although the majority of people report that they would choose
to die in their home, only a minority of patients achieve this wish. The Delivering Choice Programme aims to
develop and help provide the best possible service for patients at the end of their lives. (KJ/RH)
From : Download from website: http://www.kingsfund.org.uk
Integrating spirituality and culture with end-of-life care in medical education; by Bruce D Feldstein, Marita
Grudzen, Art Johnson (et al).: The Haworth Press, Inc., 2008, pp 71-82.
Clinical Gerontologist, vol 31, no 4, 2008, pp 71-82.
To provide high-quality care that is responsive to spiritual concerns within a multicultural context, student
physicians and other health care professionals must develop skills in spiritual care, and be able to do so with
patients from different cultures and different spiritual and religious backgrounds, particularly at the end of life.
This article describes the experience of successfully introducing a curriculum on spirituality and multicultural
literacy into the required Family Medicine Clerkship at Stanford University School of Medicine in the United
States. Rather than a programme of separate classes on spirituality, culture, and end-of-life care, an effective
curriculum includes a matrix of learning activities that address: a cross-cultural approach to spiritual needs;
spirituality at the end of life; the impact of cultural values at the end of life; the ways in which cultural and
spiritual needs interact at the end of life; and the interface between medical culture and a patient's culture.
Integrating spirituality and culture with end-of-life care into the fabric of the medical school curriculum is an
essential step toward serving our increasingly multicultural and multi-religious society. (KJ/RH)
ISSN: 07317115
From : http://www.tandfonline.com
"Is it that time already?": extra care housing at the end of life: a policy-into-practice evaluation; by Lorna
Easterbrook, Sarah Vallelly, Housing 21; End of Life Care Programme, NHS, Department of Health - DH.:
Housing 21, 14 October 2008, 56 pp.
During 2008, Housing 21 and the NHS End of Life Care team conducted a 6-month service improvement pilot
project designed to enhance dignity and choice in end-of-life care (EoLC) in three extra care housing settings in
north-east England and East Anglia. This report is an evaluation of the project, exploring what changed over the
6 months and assessing the extent to which the approaches used in this particular project might be translated to
other extra care settings nationally. Four key issues are identified: promoting dignity and choice for older people
and family carers; support and training for staff; extra care and its links to wider health and specialist resources;
and commissioning and funding. (RH)
From : Download report from: http://www.housing21.co.uk/downloads/EvaluationreportFINAL.pdf
Joint statement re: NHS continuing healthcare funding for end of life care within care homes (both nursing and
personal care); by End of Life Care, NHS, Department of Health - DH.: Electronic format - DH, [September
2008], 2 pp.
This statement has been agreed by the Department of Health (DH) and the National End of Life Programme,
with the purpose of clarifying the situation regarding access to NHS continuing healthcare funding by people
living in care homes. NHS Continuing Healthcare funded care can be delivered in a care home setting (nursing
or personal care). If an individual is eligible for NHS Continuing Healthcare, the Primary Care Trust (PCT) is
responsible for funding the care package. For further information, the reader is alerted to the DH website's
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section
on
Continuing
Care
(http://www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Continuingcare/DH_079276). (RH)
From : http://www.endoflifecareforadults.nhs.uk/eolc/files/DH-EoLC_Continuing_care_funding_Aug2008.pdf
Knowledge and perceptions in advance care planning; by Emily K Porensky, Brian D Carpenter.
Journal of Aging and Health, vol 20, no 1, February 2008, pp 89-106.
170 community-dwelling people aged 65+ answered questions about their knowledge of medical conditions and
treatment, and completed the Medical Comprehension Questionnaire regarding their connotation of ambiguous
phrases such as "live like a vegetable". On average, participants answered 78% of all factual questions correctly;
however, accuracy ranged from 59% to 94% across individuals. Participants knew the most about basic
treatment purposes and procedures, and the least about treatment outcomes. Perceptions of equivocal phrases
were idiosyncratic, even for conventional terms such as"improvement". Older people approach advance care
planning with critical misconceptions and individualistic perceptions, about which family and health care
professionals may be unaware. Efforts to improve advance care planning should include instruction concerning
medical information and encouragement to use explicit language to express treatment preferences. (RH)
ISSN: 08982643
From : http://www.sagepublications.com
Lessons in life and death from a poor relation: [palliative care]; by Lianne Downey.
Professional Social Work, October 2008, pp 22-23.
A newly-qualified social worker who trained specifically to return to the world of palliative care where she was
previously a care workers questions why this area of the profession struggles to be taken seriously by others,
including social workers. She feels very strongly that social work interventions can enhance the end-of-life care
that everyone should receive. Social workers can and must be better prepared to work with loss, dying and
bereavement. The changing nature of social work education offers a clear opportunity to emphasise the
importance of palliative care. (RH)
ISSN: 13523112
Listening: a psychosocial intervention in an end-of-life case of trauma and emotion in the "space" of a
residential care facility; by Matra Robertson. Binghamton, NY: Haworth Social Work Practice Press, 2008, pp
214-228.
Journal of Social Work in End-of-life & Palliative Care, vol 4, no 3, 2008, pp 214-228.
Interviewing and listening are important social work skills with which to address psychosocial concerns in endof-life health care. This article examines the context of social work practice in end-of-life care through a single
case study, drawn from social work palliative health care practice, which integrates both clinical /psychological
and social theory understandings/insights for the social worker. For individuals at the end of life who
experience hopelessness, post-traumatic stress disorder and suicidal thoughts, psychosocial factors of their
health care and even the arrangement of their living spaces in the hospice or residential care facility environment
may contribute to their anxiety. The need for social workers in palliative health care to recognize the delicate
nature of the relationship between hope, place, and trauma is emphasized in order to inform the provision of
social work care for dying patients whom social workers seek to serve. (KJ/RH)
ISSN: 15524256
From : http://www.tandfonline.com
Listening to the experts: a summary of 'User involvement in palliative care: a scoping study'; by Sian MaslinProthero, Helen Findlay (eds), Service User Advisory Group, National Council for Palliative Care - NCPC;
Lancaster University; St Christopher's Hospice. London: National Council for Palliative Care, May 2008, 27 pp.
This document is an edited version of 'User involvement in palliative care: a scoping study', which was funded
by St Christopher's Hospice in 2004, and can be found on the NCPC website (www.ncpc.org.uk). The Service
User Advisory Group (SUAG) at the NCPC recognised the need for this document to be brought up to date,
placed in the public domain, and in an accessible format. Sian Maslin-Prothero and Helen Findlay from the
SUAG worked with Professor Sheila Payne and colleagues to edit and update the original report for 2008. User
involvement is widely promoted within health and social care policy as an effective means of developing
patient-centred services. This report is predominantly concerned with the development of user involvement
initiatives in relation to services rather than research. It outlines the findings of a literature search in three ways:
bibliometric analysis, an annotated bibliography, and qualitative content analysis. The views of key informants
obtained using face-to-face or telephone interviews are presented, and confirm an an increasing level of activity
in relation to user involvement in palliative care. (RH)
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Price: £15.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
The Mental Capacity Act in practice: guidance for end of life care; by Simon Chapman, National Council for
Palliative Care - NCPC. London: National Council for Palliative Care, March 2008, 43 pp.
This new guidance takes into account all new guidance since the NCPC's previous October 2005 publication on
the subject: the Code of Practice and establishment of the Independent Mental Capacity Advocate (IMCA)
service; the new Court of Protection; and the Office of the Public Guardian (OPG). It explains the Mental
Capacity Act 2005 (MCA) in the context of current developments in palliative care; sets out NCPC's future
work plans in relation to the MCA; and suggests further reading and websites. It is written for professionals and
organisations working in all settings that provide palliative care services, but is also intended to help patients,
care home residents, informal carers and family members. Among other issues explained are: assessing
capacity; best interests; advance decisions to refuse treatment; liability and responsibility; restraint; third party
involvement in decision-making; ill-treatment and neglect; and advance care planning. (RH)
Price: £10.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Multiple conditions: multiple challenges: exploring palliative and end of life care for older people with multiple
conditions; by Lucy Sutton, Philip Hurst, National Council for Palliative Care - NCPC; Age Concern England ACE; Help the Aged. London: National Council for Palliative Care, October 2008, 23 pp.
Frail older people with multiple conditions make the greatest use of the health and social care system. In order
to better meet this group's palliative care needs, staff must be encouraged to consider the whole person
throughout the care process. This guidance publication is designed to support implementation of the End of Life
Care Strategy. It uses innovative practice examples and case studies of inappropriate care to illustrate how best
to achieve individual centred care and commissioning of services. It makes recommendations on workforce
training and development. Content of this publication was informed by a roundtable discussion on the topic in
November 2007 and a national event, 'Dying with Dignity' in March 2008. (RH)
Price: £15.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
A new beginning for the end: [End of Life strategy]; by Louise Hunt.
Community Care, issue 1742, 9 October 2008, pp 30-31.
There needs to be a radical change in the way professionals approach the subject of death, if more people are to
have a say on how they spend their final days. This article refers to the End of Life Care strategy and to research
from the University of Lancaster End of Life Care Observatory. Care home staff confidence in consulting with
and recording residents' end-of-life wishes is seen as a major barrier. (RH)
ISSN: 03075508
From : http://www.communitycare.co.uk
Older people : death, dying and end-of-life care; by June L Leishman.
Quality in Ageing, vol 9, issue 4, December 2008, pp 36-43.
For many old people in Western society, age, illness and social death are inextricably linked. It is predicted that
the number of people in the world who are age 60+ will double by 2050. This brings fundamental changes to
societal demographics. Many older people live in good health well into old age, but there remains a significant
number for whom growing old includes the development of complex physical and social needs, requiring both
health and social care. This poses a significant challenge to health and social care providers. This paper seeks to
provide insights into the ways in which older people in contemporary society make sense of death and dying
(including suicide). It makes a case for improvement of end-of-life care for this population. (RH)
ISSN: 14717794
From : http://www.pavpub.com
Palliative healthcare: cost reduction and quality enhancement using end-of-life survey methodology; by
Christopher Edward Falls.: The Haworth Press, Inc., 2008, pp 53-76.
Journal of Gerontological Social Work, vol 51, issue 1/2, 2008, pp 53-76.
American medical institutions throughout the 20th century prescribed high customer satisfaction, but when it
came to death, largely ignored it. An accelerated accumulation of esoteric medical information and the
application of this knowledge to affect new cures and longer lives instilled an unquestioning reverence for the
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medical community among the patient population. Diminishing marginal gains in life expectancy, escalating
costs related to life sustaining technologies, and a psychographic shift in the dominant consumer base have
challenged this traditional reverence. Armed with unprecedented access to medical information, a more
knowledgeable and assertive patient population has emerged in the 21st century to institute its own standards of
what constitutes quality health care. In terms of end of life care, this has meant recognition that the emotional
needs of the dying have been largely underserved by the current American medical model. Patients and their
families are no longer willing to accept the traditional medical perspective of death as failure and have
numerous international palliative care models that serve as benchmarks of success when it comes to quality of
dying. When cure is a possibility, Americans will pursue it at all costs, but when it is not a possibility, they want
honest communication and the opportunity to say good-bye to their loved ones. In the context of these emergent
needs, life review is offered as a solution. The value proposition targets not only dying patients and their
families, but also society as a whole. (KJ/RH)
ISSN: 01634372
From : http://www.tandfonline.com
The PINC programme: a report on the implementation of a programme to improve neurological palliative care
at the end of life; by Judi Byrne, Pam McClinton. London
Journal of Care Services Management, vol 2, no 3, April-June 2008, pp 258-262.
This paper shows how the end of life care needs of people with neurological conditions have been identified and
addressed by the Sue Ryder Care Palliative Initiatives in Neurological Care (PINC) programme. It also reports
on implementation of end-of-life care tools: the Gold Standard Framework in Care Homes GSFCH); Preferred
priorities of care (PPC); and the Care of the dying pathway (LCP). These enable specialists in palliative care and
expert providers of neurological care to come together to offer comprehensive neurological palliative care at the
end of life. (RH)
ISSN: 17501679
From : http://www.henrystewart.com
Planning for end-of-life care: Black-White differences in the completion of advance directives; by Kerstin Gerst,
Jeffrey A Burr.
Research on Aging, vol 30, no 4, July 2008, pp 428-449.
The authors examined Black-White differences in the likelihood of completing written advance directive for
end-of-life health care and engaging in informal verbal communication about advance wishes. Data from the
1998 US Health and Retirement Study (HRS) were combined with data from the 2000 HRS exit interview to
analyse Black and White participants' completion rates. Whites were more likely than Blacks to grant durable
power of attorney for health care, to complete a written will, and to informally communicate their wishes; group
differences remained after controlling for personal characteristics. Also, Blacks were less likely than Whites to
engage in more than one form of end-of-life planning. The authors speculate the sociocultural differences in
trust in the medical system and knowledge about advance directives may partially account for these findings.
(RH)
ISSN: 01640275
Population-based needs assessment for palliative and end of life care: a compendium of data for strategic health
authorities and primary care trusts; by Peter Tebbit, National Council for Palliative Care - NCPC. [2nd ed]
London: National Council for Palliative Care, May 2008, 50 pp.
This compendium comprises tables of comparative end of life care needs for primary care trusts (PCTs), cancer
networks and strategic health authorities (SHAs). It presents data from four sources: mortality statistics from the
Health and Social Care Information Centre's Compendium of clinical health indicators; mid-2005 population
estimates for local authorities (Office for National Statistics - ONS); the Index of Multiple Deprivation
(MD2004); and the Department of Health (DH) published description of the 152 PCTs and 10 SHAs. Each table
is accompanied by explanatory notes, comments on interpretation of each index, and commentary on the
variation in need between areas. (RH)
Price: £25.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
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The quality and adequacy of care received at home in the last 3 months of life by people who died following a
stroke: a retrospective survey of surviving family and friends using the Views of Informal Carers Evaluation of
Services questionnaire; by Amanda J Young, Angie Rogers, Julia M Addington-Hall.
Health and Social Care in the Community, vol 16, no 4, July 2008, pp 419-428.
Stroke is the third leading cause of death in the UK. Despite this, little is known about the care needs of people
who die from or following a stroke. In early 2003, 183 questionnaires were returned from a survey of 493
people who had registered a stroke-related death in four Primary Care Trusts (PCTs), a response rate of 37%.
This paper reports on 53 deceased from the survey who had lived at home during their last 3 months and who
had been ill for more than 1 month. Data were analysed to explore the role of informal carers and the provision
of community-based care in the last 3 months of life. Family and friends helped with 82% of deceased with
household tasks, 68% with personal care, 66% with taking medication, and 54% with night-time care. By
contrast, health and social services helped 30% with household tasks, 54% with personal care, 20% with taking
medication, and 6% with night-time care. Two-fifths (43%) of informants had to give up work or make major
life changes to care for the deceased, and 26% of informants found looking after them "rewarding". Half (51%)
reported that help and support from health services were excellent or good compared to 38% for social services.
Results from the Regional Study of Care for the Dying indicated that people who died from a stroke in 1990 and
their carers would have benefited from increased levels of community-based care and enhanced communication
with care professionals. The data suggest that informal carers continue to provide the majority of care for those
who die from stroke, despite government initiatives to improve care for stroke patients and frail older people.
Further research is required to explore best practice and service provision in caring for this group. (RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hsc
Referral and timing of referral to hospice care in nursing homes: the significant role of staff members; by Lisa C
Welch, Susan C Miller, Edward W Martin (et al).
The Gerontologist, vol 48, no 4, August 2008, pp 477-484.
Enhanced training about recognising terminal decline, hospice services in nursing homes (NH), and the role of
staff initiative would appear to support NH staff in raising the option of hospice when appropriate. The authors
conducted semi-structured interviews with personnel from 7 participating nursing homes and two hospices: NH
directors of nursing, 34 NH nurses, 30 NH aides, and 17 hospice nurses knowledgeable about the factors that led
to the hospice status of 32 NH decedents. Selected decedents varied by diagnosis and whether received by the
hospice for more than 7 days, 7 days or less, or not at all. Interviews were audiotaped, transcribed and coded for
themes. NH staff members' recognition of terminal decline, beliefs about hospice, and initiative significantly
influenced hospice referral and timing of referral. Staff members' recognition of familiar signs of decline
facilitated hospice referral. In contrast, a perception that death was unexpected impeded referral; and a
perception of uncertain prognosis delayed referral. Staff members' beliefs that hospice does not add value to NH
care or is for crises only impeded referral, and a belief that hospice is only for the "very end" delayed referral.
Residents received hospice for longer periods when staff believed that hospice complemented NH care, and
when staff had the initiative in raising the option of hospice. (RH)
ISSN: 00169013
From : http://www.geron.org
Seeing patients with dementia through to the end of life; by David Jolley, Julian Hughes, Ian Greaves (et al).
Geriatric Medicine, vol 38, no 9, September 2008, pp 461-468.
Death with dementia accounts for 1 in 3 deaths in an average general practice. End of life, and death with
dementia may be complicated by distress, which is difficult to interpret and resolve. A positive, proactive
approach using palliative care principles helps the patient, their family and professional carers. General
practitioners attending nursing homes is the best method for coordinating this work. Support should be available
from local services for old-age psychiatry and palliative care. (KJ/RH)
ISSN: 0268201X
Spouses' effectiveness as end-of-life health care surrogates: accuracy, uncertainty, and errors of overtreatment or
undertreatment; by Sara M Moorman, Deborah Carr.
The Gerontologist, vol 48, no 6, December 2008, pp 811-819.
The authors document the extent to which older people accurately report their spouses' end of life treatment
preferences, in the hypothetical scenario of terminal illness with severe physical pain and terminal illness with
severe cognitive impairment. They investigate the extent to which accurate reports, inaccurate reports (i.e.
errors of over-treatment or under-treatment), and uncertain reports (responses of "do not know") are associated
with spouses' advance care planning and surrogates' involvement in the planning. Data used were from 2750
married couples in their mid-60s and in relatively good health who participated in the Wisconsin Longitudinal
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Study (WLS) in 2004. From the multinomial regressions conducted, the authors found that surrogates were
accurate in the majority of cases, made errors in 12% to 22% of cases, and were uncertain in 11% to 16% of
cases. Errors of over-treatment and under-treatment were equally prevalent. For both scenarios, discussing
preferences was associated with lower odds of an uncertain surrogate response. The authors suggest ways that
health care practitioners could facilitate family-level conversations in order to ensure that patients' preferences
are accurately represented in end-of-life care settings. (RH)
ISSN: 00169013
From : http://www.geron.org
A strategy for end of life care in the UK; by Julia Riley.
British Medical Journal, vol 337, no 7663, 26 July 2008, pp 185-186.
We need to overcome taboos about death and to communicate better on this subject. The author outlines and
comments on the content of the government's recent strategy for end-of-life care (Department of Health - DH).
(RH)
ISSN: 09598138
From : http://www.bmj.com
Supporting the End of Life Care Strategy; by National Council for Palliative Care - NCPC. London: National
Council for Palliative Care, November 2008, 6 pp (Briefing 16).
The Strategy for End of Life Care was published by the Department of Health (DH) on 16 July 2008. This
briefing sets out NCPC's initial response to the Strategy and current plans to assist in its implementation. It
outlines how NCPC, in coalition with partners across the voluntary, statutory and independent sectors, intends to
take a lead in improving public awareness of death and dying. Central to the Strategy is the End of Life Care
Pathway, and examples of work in progress by NCPC Groups are described briefly. Also touched on are how
implementation might be supported in different care settings; measurement, assessment and quality issues; and
workforce development. (RH)
Price: £5.00 (FOC to NCPC subscribers)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.ncpc.org.uk
Which advance directive matters?: an analysis of end-of-life decisions made in nursing homes; by Jiska CohenMansfield, Steven Lipson.
Research on Aging, vol 30, no 1, January 2008, pp 74-92.
This study clarifies the role of advance directives in the process of decision-making in nursing homes in respect
of the US Patient Self-Determination Act (Omnibus Budget Reconciliation) Act 1990. Physicians reported on
the actual use of advance directives in a medical decision-making process related to status changes in 70 nursing
home residents (mean age 89). Charts were also reviewed to assess the specifics of the advance directives.
Despite high prevalence of advance directives, the directives themselves had a very limited role in affecting
treatments. The physicians surveyed viewed directives relating to admission to hospital as the most useful,
though these were not the most available directives. The format of, and attention given to, advance directives in
the nursing home may need to be re-evaluated. (RH)
ISSN: 01640275
2007
The 'regulated death': a documentary analysis of the regulation and inspection of dying and death in English care
homes for older people; by Katherine Froggatt.
Ageing and Society, vol 27, part 2, March 2007, pp 233-248.
In England, processes of regulation and inspection have been established to ensure that older people living in
long-term care settings receive quality care. This paper describes how dying and death in care homes for older
people is regulated and inspected. A documentary analysis was undertaken of the standard that addresses dying
and death in "Care Homes for Older People: National Minimum Standards" (2001). Present in the standard is a
'good death' template drawn from constructions of best practice in palliative care. The way in which this national
standard is enacted in the inspection process is described using a content analysis of the inspection reports for
226 care homes. These present a narrow focus on dying and death, one that emphasises the older person's wishes
and the degree of adherence to policies and procedures concerned with the dying and death event. A regulated
death attenuates the 'good death' template and reflects both the inspection process and capabilities of the
residents of care homes. If the regulation and inspection process is to integrate dying with living, a broader
conception and regime of inspection is required. Only then will end-of-life care be provided that meets the
diverse needs of older people who live in care homes. (KJ/RH)
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ISSN: 0144686X
From : http://www.journals.cambridge.org/jid_ASO
Artificial nutrition and hydration: summary guidance; by Simon Chapman, Lucy Sutton, Eve Richardson,
National Council for Palliative Care - NCPC. London: National Council for Palliative Care - NCPC, 2007, 8 pp.
Artificial nutrition and hydration (ANH) has the potential to prolong life and improve general well-being. In
assessing whether to give ANH, each case needs to be individually assessed to determine what is in a person's
best interests. In May 2007, the National Council for Palliative Care (NCPC) and the Association for Palliative
Medicine published 'Artificial nutrition and hydration: guidance in end of life care for adults'. This summary of
that guidance identifies some of the practical, legal and ethical issues that may arise when AHT is being
considered. Two illustrative case studies are included. This document is intended as an introduction to help
health and social care staff in all settings, but reference to the full guidance is strongly recommended. This
publication anticipates the Mental Capacity Act 2005 which is legally binding from 2007. (RH)
Price: £8.00
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Best practice for care in the last days of life; by Deborah Murphy, Maria Bolger, Ruth Agar.
Working with Older People, vol 11, issue 3, September 2007, pp 25-28.
When there are differences in care to the extent contrasted in Joanna Black's article, calls for a stronger and
more strategic approach to care of the dying should be heard. The authors explain the Liverpool Care Pathway
(LCP), based on Integrated Care Pathway (ICP) methodology, which is helping to set standards for the future.
The LCP aims to provide the best quality care for the dying, and is valued for its positive impact on patients,
carers and staff. (RH)
ISSN: 13663666
From : http://www.pavpub.com
Building on firm foundations: improving end of life care in care homes : examples of innovative practice; by
National Council for Palliative Care; End of Life Care Programme, NHS, Department of Health - DH.:
Electronic format, June 2007, 38 pp.
The NHS End of Life Care (EoLC) Programme is part of an overall strategy to give people greater choice in
their place of care and death, and to provide training for health and social care staff in helping care for people at
the end of their lives. This guide suggests ways that care home staff working in partnership with other
organisations have improved care that the residents now receive, whether in assessing needs support for staff,
new roles, education and training. It highlights where organisations have brought a number of these elements
together in a creative way to improve care. Contact details for these individual organisations are given. (KJ/RH)
From : Downloaded (17/10/07) from website:http://www.ncpc.org.ukhttp://www.endoflifecare.nhs.uk
Death denial: obstacle or instrument for palliative care?: an analysis of clinical literature; by Camilla
Zimmermann.
Sociology of Health & Illness, vol 29, no 2, March 2007, pp 297-314.
As a society and as individuals, we have come to recognise ourselves as 'death-denying', a self-characterisation
particularly prominent in palliative care discourse and practice. As part of a larger project examining death
attitudes in the palliative care setting, a Medline search (1071 to 2001) was performed combining the text words
'deny' and denial' with the subject headings 'terminal care', 'palliative care' and 'hospice care'. The 30 articles
were analysed using a constant comparison technique, and emerging themes regarding the meaning and usage of
the words deny and denial were identified. This paper examines the theme of denial as an obstacle in palliative
care. In the articles, denial was described as an impediment to open discussion of dying, dying at home,
stopping 'futile' treatments, advance care planning, and control of symptoms. The author suggests that these
components of care together constitute what has come to be perceived as a correct 'way to die'. Indeed, the very
conceptualisation of denial is an obstacle to these components of care has been integral to building and
sustaining the 'way to die' itself. The personal struggle with mortality has become an important instrument in the
public problem of managing the dying process. (RH)
ISSN: 01419889
From : http://www.blackwellpublishing.com
Defining limits in care of terminally ill patients; by Ursula Braun, Rebecca J Beyth, Marvella E Ford (et al).
British Medical Journal, vol 334 no 7587, 3 February 2007, pp 239-241.
Despite what they might say, people at the end of life rarely want everything or nothing. Medical academics
from the US explain how to understand and meet the needs of people who are dying, by ensuring that
inappropriate, invasive medical interventions are not used. They also note that discharge planning should be the
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opportunity for patients to discuss future needs, should they be re-admitted to hospital, namely whether they will
require a "do not resuscitate" order or an advance directive. (RH)
ISSN: 09598138
From : http://www.bmj.com
Desired lifetime and end-of-life desires across adulthood from 20 to 90: a dual-source information model; by
Frieder R Lang, Paul B Baltes, Gert G Wagner.
Journals of Gerontology: Series B, Psychological Sciences and Social Sciences, vol 62B, no 5, September 2007,
pp P268-P276.
How long do people want to live, and how does scientific research on ageing affect such desires? A dual-source
information model proposes that ageing expectations and desires are informed differently by two sources:
personal experiences, and societal and scientific influences. Two separate studies with German national samples
explored desires regarding length of life among adults aged 20-90. Findings are, first, that desired lifetime was
found to be consistent at around age 85 with few age differences. Second, experimental induction of good or bad
news from research on ageing had little effect on Study 1 (telephone interview, September 2005). Third, interest
in science has moderating effects on desired lifetime in Study 2 (face-to-face interview, Spring 2006). Fourth,
there is a high prevalence of strong desire to control the "when and how" of one's death, although only 11% of
the individuals completed a living will. Findings are consistent with the dual-source information model. (RH)
ISSN: 10795014
From : http://www.geron.org
Dignity and the challenge of dying in nursing homes: the residents' views; by Sabine Pleschberger.
Age and Ageing, vol 36, no 2, March 2007, pp 197-202.
A qualitative study of 20 older people in nursing homes in western Germany which used a Grounded Theory
Approach showed that examination of dignity has great potential to illustrate the challenges of end-of-life care
in this field. Differentiation was made between intrapersonal dignity and relational dignity, socially constructed
by the act of recognition. Dignity is challenged most by the threat of illness and having care needs. This is
fostered by the perception of insufficient care in the nursing homes. In the light of this concept, a dignified death
means "death at the right time" - though the residents in the sample did not wish to influence time of death.
Overall, the study emphasises the high vulnerability of nursing home residents with regard to dignity. (RH)
ISSN: 00020729
From : http://www.ageing.oupjournals.org
End-of-life health care planning among young-old adults: an assessment of psychosocial influences; by Deborah
Carr, Dmitry Khodyakov.
Journals of Gerontology: Series B, Psychological Sciences and Social Sciences, vol 62B, no 2, March 2007, pp
S135-S141.
End-of-life planning among healthy older people may protect them from unwanted medical treatment in later
life, in the event of their becoming incapable of making health care decisions for themselves. The authors
explored one informal and two formal components of end-of-life planning (discussions, living will, and durable
power of attorney for health care). They assess whether one's health and health care encounters, personal beliefs,
and experience with the death of others affect these practices. Using data from the Wisconsin Longitudinal
Study (1992-93 and 2004), the authors estimated binary and multinomial logistic regression models to predict
end-of-life preparations in a sample of 3838 community-living people aged 64-65. Recently being in hospital,
personal beliefs (death avoidance and the belief that doctors should control health care decisions), and recent
experience with the painful death of a loved one all influence end-of-life preparations. Consistent with past
studies, education, gender, marital status and religious affiliation are all found to affect end-of-life planning.
health care providers may encourage end-of-life preparations by assuaging patients' death anxiety and fostering
decision-making autonomy. Initiating discussions about recent deaths may be an effective way of triggering
patients' own end-of-life preparations. (RH)
ISSN: 10795014
From : http://www.geron.org
Evaluating the impact of a cancer supportive care project in the community: patient and professional
configurations of need; by Kristian Pollock, Eleanor Wilson, Davina Porock (et al).
Health and Social Care in the Community, vol 15, no 6, November 2007, pp 520-529.
Advances in cancer care and treatment have created a new and somewhat anomalous category of patients with a
diagnosis of non-curative disease who still have a considerable period of life remaining. During much of this
time they may remain relatively well, without manifest need for clinical care. The responses of patients to this
challenging situation are largely unknown. It has been assumed that because they confront a difficult experience
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they will need, or can benefit from, professional intervention. The implementation of pre-emptive support
measures is anticipated to improve patients' resilience in coping with their illness and approaching death. this
study aimed to investigate the impact of the keyworker role in a 3-year cancer supportive community care
project to identify and provide for the needs of patients with a diagnosis of non-curative cancer. It was a
qualitative study incorporating face-to-face interviews and focus groups with 19 healthcare professionals and 25
patients and carers from an urban East Midlands locality and a thematic analysis of qualitative interview and
focus group transcripts. The project was positively evaluated by patients, carers and professionals. However, the
findings raised questions about the different configuration of 'need' within the lay and professional perspectives
and how this should most appropriately be addressed. In contrast to widespread professional assumptions about
patients' need for counselling, many patients preferred to turn to their friends and families for support, and to
adopt a stance of emotional and personal self-reliance as a strategy for coping with their predicament. The study
highlights the continuing orientation of services around professional, rather than patient, agendas and the
momentum towards increasing specialisation of professional roles and the medicalisation of everyday life that
flows from this. (KJ/RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hsc
Experiences of end-of-life care in community hospitals; by Sheila Payne, Sheila Hawker, Chris Kerr (et al).
Health and Social Care in the Community, vol 15, no 5, September 2007, pp 494-501.
Concerns remain that health and social care services often fail people dying of chronic illnesses other than those
with cancer. British government policy aims to improve end-of-life care and to enable people to make choices
about place of care near the end of life, with the assumption that home is often the preferred option. However,
some older people may lack suitable social networks, family carers and other resources to remain at home.
Community hospitals offer a potentially accessible resource for local provision of end-of-life care. They have
the advantage of being located within easy reach for family members, are staffed by local people, and in most of
them general practitioners can maintain continuity of care. This paper examines patients' and family carers'
experiences of end-of-life care in community hospitals. In-depth organisational case studies were conducted in
six community hospitals in the south of England. Interviews were undertaken with 18 patients dying of cancer
and other advanced conditions and their 11 family carers. Qualitative analysis of transcribed interviews were
undertaken, using the principles of grounded theory. Patients and family carers valued the flexibility, local
nature (which facilitated visiting) and personal care afforded to them. Most participants regarded community
hospitals as preferable to larger district general hospitals. The research reveals that these participants regarded
community hospitals as acceptable places for end-of-life care. Finally, implications of findings for improving
end-of-life care are discussed. (KJ/RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hsc
Exploring influences on community-based case managers' advance care planning practices: facilitators or
barriers?; by Kathy Black, Janice Fauske.
Home Health Care Services Quarterly, vol 26, nos 2, 2007, pp 41-58.
Community-based geriatric case managers work with an increasingly frail older population in need of advance
care planning throughout the end of life. This qualitative study used four focus groups to explore 27 case
managers' perceptions of facilitators and barriers to advance care planning practices. Themes from this study
suggest that case managers view five key influences that appear to either assist or impede practices, depending
on case managers' perceptions and experiences. Themes include: paradox of case management and
programmatic realities; extent of family preference and involvement; level of proficiency in advance care
planning; degree of client receptivity or planning; and limited communication with providers. The findings
suggest that case managers vary in their advance care planning practices by differing perceptions regarding
clients, families, professional expertise, programme effects, and communication within the network of
providers. More research is needed to clarify the factors associated with case managers' divergent advance care
planning practices in order to enhance professional practice in this area. (RH)
ISSN: 01621424
From : http://www.tandfonline.com
Exploring the palliative and end-of-life care needs of those affected by progressive long-term neurological
conditions; by Eleanor Wilson, Jane Seymour. London
Journal of Care Services Management, vol 2, no 1, October-December 2007, pp 92-102.
Currently, there is a new policy focus on the palliative and end-of-life care needs of people with progressive
long-term neurological conditions (PLINC). Perhaps because of the comparative rarity of these diseases - which
often have long and unpredictable trajectories - little dialogue has taken place to date about the associated care
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needs. This paper reviews some of the key challenges raised in providing care for people with PLINC,
highlighting the complex problems faced by people affected by these conditions and the challenges these pose
for care delivery in the community. In reviewing the literature and policy documents, it is clear that there is wide
scope for further research. The authors conclude with an overview of a study currently being undertaken at the
University of Nottingham to explore these issues further. The aim of the study is to work collaboratively with
health and social care professionals working with service users with advanced neurological conditions
(especially Huntington's disease) and their carers to develop recommendations for best practice and insights into
the applicability of interventions to enhance palliative and end-of-life care within this client group. (RH)
ISSN: 17501679
From : http://www.henrystewart.com
Faith, dying and palliative care in multicultural Britain; by Alison South, Elizabeth Teale, Victoria Watts.
Geriatric Medicine, vol 37, no 4, April 2007, pp 17-22.
We live in an increasingly diverse society, both culturally and religiously. Rituals surrounding dying and death
differ between faiths. To provide appropriate end-of-life care, it is essential that healthcare workers have an
understanding of the practices and beliefs of patients and their families. This article outlines the basic principles
for the major religions in the UK: Christianity, Islam, Hinduism, Sikhism, Judaism, and Buddhism. (RH)
ISSN: 0268201X
Focus on commissioning: end of life care: a commissioning perspective; by National Council for Palliative
Care. London: National Council for Palliative Care, February 2007, 12 pp.
Few primary care trusts (PCTs) have developed comprehensive strategies related to end of life care, which
assesses the needs of their local populations and sets out the actions they will take to improve service delivery.
This paper was first presented to the annual conference of the Liverpool Care Pathway held at the Royal Society
of Medicine on 15 November 2006. The paper sets out a possible approach to commissioning. It defines end of
life care and the patient/client group, and outlines how best an individual's end of life care needs can be
identified. It suggests a standard service model for supportive and palliative care including end of life care,
taking into consideration likely costs. (RH)
Price: £8.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.npcp.org.uk
Focus on neurology: addressing palliative care for people with neurological conditions; by Lucy Sutton (comp),
Neurological Conditions Policy Group, National Council for Palliative Care - NCPC. London: National Council
for Palliative Care - NCPC, 2007, 31 pp.
The Neurological Conditions Policy Group of NCPC was established to: identify the palliative care needs of
people with neurological conditions; map and assess the adequacy of current provision; identify good practice;
and identify service models to meet these needs. This study describes existing access to specialist palliative care
(SPC) services for people with long-term neurological conditions (LTNC); identifies gaps in service provision;
identifies the views of consultants in the specialities of palliative medicine, rehabilitation and neurology
regarding their own and other specialities' roles, access to services and any gaps; and determines how their
services should interact to meet the needs of people with LTNC. The publication has been produced with
support from the Parkinson's Disease Society and Big Lottery Fund. (RH)
Price: £15.00
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
"A good death is part of life": [policy changes to palliative care]; by Mark Gould.
Health Service Journal, vol 117, no 6076, 4 October 2007, pp 26-28.
The hospice movement has made major advances in end-of-life care, but more change is needed. A government
advisory group is due to report on a end-of-life care strategy. This article looks at the work of St Christopher's
Hospice and the role of national organisations in the palliative care and terminal care fields. (RH)
ISSN: 09522271
From : http://www.hsj.co.uk
Health care use at the end of life among older adults: does it vary by age?; by Verena H Menec, Lisa Lix, Scott
Nowicki (et al).
Journals of Gerontology: Series A, Biological Sciences and Medical Sciences, vol 62A, no 4, April 2007, pp
400-407.
Issues around end-of-life health care have attracted increasing attention in the last decade. This study included
all 7678 adults aged 65+ who died in Manitoba, Canada in 2000. Measures were derived from administrative
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data files and included location of death, hospitalisation, intensive care unit (ICU) admission, long-term care
(LTC) use, physician visits, and prescription drug use in the last 30 days versus 180 days before death
respectively. Individuals aged 85+ had increased odds of being in an LTC institution and also dying there than
did those aged 65-74. They had, correspondingly, lower odds of being hospitalised and being admitted to an
ICU. Although some statistically significant age differences emerged for physician visits, the effects were small.
Prescription drug use did not vary by age. These findings indicate that the very old tended to received care
within LTC settings, with care that might be considered aggressive declining with increasing age. However,
health care use among all age groups was substantial. A critical issue that needs to be examined in future
research is how to ensure quality end-of-life care in a variety of clinical contexts and care settings for
individuals of all ages. (RH)
ISSN: 10795006
From : http://www.geron.org
Holistic common assessment of supportive and palliative care needs for adults with cancer: assessment
guidance; by Alison Richardson, Peter Tebbit, Vivienne Brown (et al), Cancer Action Team, Department of
Palliative Care, St Thomas' Hospital; King's College London. London: Cancer Action Team, January 2007, 21
pp.
This guidance has been prepared in response to Key Recommendation 2 in "Guidance on cancer services:
improving supportive and palliative care for adults with Cancer: the manual" (National Institute for Clinical
Excellence, NICE, 2004). The guidance is for practitioners and managers providing or co-ordinating care of
adults with cancer, to enable a unified approach to the assessment and recording of patients' needs. It is designed
for healthcare teams to employ as a benchmark against which current local processes of assessment can be
appraised. This document sets out the main features of the holistic assessment and provides the core content of
the assessment. (RH)
From : Cancer Action Team, Department of Palliative Care, St Thomas' Hospital, Lambeth Palace Road,
London SE1 7EH. Also available at: www.dh.gov.uk/cancer
Holistic common assessment of supportive and palliative care needs for adults with cancer: report to the
National Cancer Action Team; by Alison Richardson, Peter Tebbit, Vivienne Brown (et al), Cancer Action
Team, Department of Palliative Care, St Thomas' Hospital; King's College London. London: King's College
London, January 2007, 38 pp.
The National Institute for Clinical Excellence (NICE) publication "Guidance on cancer services: improving
supportive and palliative care for adults with Cancer: the manual" identified barriers in service provision for
patients and carers. This report describes the methods used to develop and test a national specification for the
assessment process in supportive and palliative care, and presents the underlying philosophy and principles on
which it is based. It also sets out the framework employed to develop the detailed guidance for healthcare teams.
Annex 1 notes the interface with current and future policy initiatives: the Integrated Cancer Care Programme;
Skills for Health; Connecting for Health (including the Do Once and Share programme, DOAS); the Common
Assessment Framework (CAF, building on the Single Assessment Process, SAP); and the End of Life Care
Initiative. Annex 4 outlines the methods used to develop item content for domains of need, and lists tools
identified in the original scoping exercise. (RH)
From : Cancer Action Team, Department of Palliative Care, St Thomas' Hospital, Lambeth Palace Road,
London SE1 7EH. Also available at: www.dh.gov.uk/cancer
Home-based palliative care in Sydney, Australia: the carer's perspective on the provision of informal care; by
Siggi Zapart, Patricia Kenny, Jane Hall (et al).
Health and Social Care in the Community, vol 15, no 2, March 2007, pp 97-107.
The provision of home-based palliative care requires a substantial unpaid contribution from family and friends
(i.e. informal care). This cross-sectional descriptive study, conducted between September 2003 and April 2004,
describes the contribution and impact it has on those providing informal care. Participants were 82 informal
carers of patients registered with two community palliative care services in Sydney, Australia (40% of eligible
carers). Carers were interviewed to assess the care recipient's care needs, the care provided by the informal
carer, and the health status of the carer (using the 36-item Short Form Health Survey, SF-36). A number of
open-ended questions asked about the impact of providing care and the type of support that carers would find
helpful. Most carers reported that care recipients required help with household tasks; and many needed
assistance with personal activities of daily living (ADLs), taking medications, and organisational tasks. In the
majority of cases, the principal carer provided all or most of this help. Although on average the physical health
of carers was similar to that of the Australian population, their mental health scores were lower. Many carers
reported effects on social and family relationships, restrictions on their participation at work and leisure
activities, and a range of emotional reactions to their caring situation. The support carers said they would like
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included information and advice, in-home respite, help with household tasks, and financial support. This study
supports the view that effective support for carers must recognise the pre-existing relationship between carer and
recipient, and the differing needs of individual carers. (RH)
ISSN: 09660410
From : http://www.blackwellpublishing.com/hsc
The Hospice Friendly Hospitals (HfH) Programme; by Mervyn Taylor.
Working with Older People, vol 11, issue 3, September 2007, pp 29-32.
The Hospice Friendly Hospitals (HfH) Programme in Ireland uses an inter-agency approach. This article
outlines how HfH is seeking to changes the culture towards death and dying in hospitals by mainstreaming
hospice principles in hospital practice. (RH)
ISSN: 13663666
From : http://www.pavpub.com
Hospice or home?: expectations of end of life care among white and Chinese older people in the UK; by Jane
Seymour, Sheila Payne, Alice Chapman (et al).
Sociology of Health & Illness, vol 29, no 6, September 2007, pp 872-890.
This paper presents findings from two linked studies of white (n=77) and Chinese (n=92) older adults living the
UK, which sought their views about end-of-life care. The authors focus particularly on experiences and
expectations in relation to the provision of end-of-life care at home and in hospices. White elders perceived
hospices in idealised terms which resonate with a 'revivalist' discourse of the 'good death'. In marked
comparison, for those Chinese elders who had heard of them, hospices were regarded as repositories of
'inauspicious' care in which opportunities for achieving an appropriate or good death were limited. They instead
expressed preference for the medicalised environment of the hospital. Among both groups these different
preferences for institutional death seemed to be related to shared concerns about the demands on the family that
may flow from having to manage pain, suffering and the dying body within the domestic space. These concerns,
which appeared to be based on largely practical considerations among the white elders, were expressed by
Chinese elders as beliefs about 'contamination' of the domestic home (and, by implication, of the family) by the
dying and dead body. (KJ/RH)
ISSN: 01419889
From : http://www.blackwellpublishing.com
Implantable cardioverter defibrillators in patients who are reaching the end of life; by James Beattie, British
Heart Foundation - BHF; National Council for Palliative Care - NCPC. London: British Heart Foundation BHF, 2007, 9 pp.
This booklet aims to raise awareness of ethical issues and practical considerations in using devices such as
implantable cardioverter defibrillators (ICDs) in advanced coronary heart disease (CHD) management. Respect
for patient autonomy, acting in the patient's best interest, and withholding or withdrawing treatment are among
ethical issues discussed. (RH)
Price: Foc
From : BHF, 14 Fitzhardinge Street, London W1H 6DH.www.bhf.org.uk
Key challenges and ways forward in researching the "good death": qualitative in-depth interview and focus
group study; by Marilyn Kendall, Fiona Harris, Kirsty Boyd (et al).
British Medical Journal, vol 334 no 7592, 10 March 2007, pp 521-524.
An international sample of 32 researchers, 7 patients with experience of cancer, and 4 carers in south east
Scotland participated in this focus group study. Researchers highlighted the difficulty of defining the end of life,
overprotective gate-keeping by ethics committees and clinical staff, the need to factor in high attrition rates
associated wtih deterioration or death, and managing the emotions of participants and research staff. People
affected by cancer and researchers suggested that many people nearing the end of life do want to be offered the
chance to participate in research, provided it is conducted sensitively. Although such research can be
demanding, most researchers believed it to be no more problematic than many other areas of research, and that
the challenges identified can be overcome. The continuing taboos around death and dying act as barriers to the
commissioning and conduct of end of life research. Some people facing death, however,may want to participate
in research and should be allowed to do so. Ethics committees and clinical staff must balance understandable
concern about non-maleficence with the right of people with advanced illness to participate in research. Despite
the inherent difficulties, end of life research can be conducted with ethical and methodological rigour. Adequate
psychological support must be provided for participants, researchers and transcribers. (RH)
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ISSN: 09598138
From : http://www.bmj.com
Lessons on aging from three nations: Vol 2: The art of caring for older adults; by Sara Carmel, Carol A Morse,
Fernando M Torres-Gil (eds). Amityville, NY: Baywood, 2007, 230 pp (Society and aging series).
This second of two volumes uses case studies from the US, Israel and Australia regarding the challenges and
concerns for families, policymakers and governments in caregiving and end-of-life issues. A prologue notes the
changing demographic profile of these countries, and population ageing issues generally. The rest of the book is
arranged in three sections, the on "The art of caregiving - policies and services". Four chapters variously
examine Israeli state care provision, US consumer-driven care services, residential care facilities in Australia,
and the resulting demands of formal care providers for education and training. Section 2, "The art of family
care", comprises chapters relating to cancer, dementia, and an increasing requirement in Australia for a range of
other services to support family-based caregiving. Section 3, "The art of letting go", concentrates on end-of-life
issues: attitudes to death, dying and end-of-life care in Israel; advance directives; end-of-life decision-making in
the US; and palliative care in Australia. (RH)
Price: $49.00
From : Baywood Publishing Company, Inc., 26 Austin Avenue, PO Box 337, Amityville, NY 11701, USA. Email: baywood@baywood.com Web site: http://baywood.com
Medicine, care of the dying, and care of the chronically ill; by Milton Lewis.: LSE Health; European
Observatory on Health Systems and Policies, 2007, pp 14-16.
Eurohealth, vol 13, no 2, 2007, pp 14-16.
The palliative care movement began in Great Britain and spread quickly, not only to the United States,
Australia, Canada and New Zealand but also to continental Europe. This article provides an overview of
material covered in a new book entitled "Medicine and care of the dying: a modern history" (Lewis; OUP, New
York, 2007). Historically, concern about palliative care has developed separately from that about better care for
the chronically ill; but the same demographic and other forces are now shaping the context in which more
patient-centred services are needed. Palliative care and care for the chronically ill should be better integrated, as
should health services generally. (KJ/RH)
ISSN: 13561030
From : http://www.lse.ac.uk/LSEHealtheurohealth@lse.ac.uk
Minimum data sets for specialist palliative care: project update including 2006-07 data; by National Council for
Palliative Care - NCPC. London: National Council for Palliative Care - NCPC, 2007, 7 pp.
In 1995, the NCPC in collaboration with the Department of Health (DH) developed a minimum data set (MDS)
for palliative care. A standard data collection questionnaire was developed and used in England, Wales and
Northern Ireland. After twelve years of using this questionnaire, in 2005/06 NCPC commissioned the Marie
Curie Palliative Care Institute Liverpool to review the minimum data set questionnaires, to examine whether
current data items are still relevant and appropriate, and what new data should be collected. This bulletin
updates the review work undertaken so far, which has lead to a revision of the questionnaires used to produce
the MDS. The new updated MDS for 2008/9 are now available from the NCPC website and should be used from
April 2008. This bulletin also includes the findings from the 2006-7 National Data Collection and gives
comparison with previous years. These findings relate to data received from inpatient units, day care units, home
care services, hospital support services, and out-patient services in response to a questionnaire (80% response
rate). (KJ/RH)
Price: £10.00
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
NHS End-of-Life Care strategy; by Mike Richards, End of Life Care Programme, NHS, Department of Health DH.: Electronic format, 8 February 2007, unnumbered (Gateway reference: 7775).
The NHS End of Life Care (EoLC) Programme is part of an overall strategy to give people greater choice in
their place of care and death, and to provide training for health and social care staff in helping care for people at
the end of their lives. This circular letter from Professor Mike Richards, Chair of End of Life Care Strategy
Advisory Board, is about the progress being made in developing a strategy for end of life care, to meet the
health and social care needs and preferences of all adult patients about where they live and die. It is expected
that the Advisory Board will report to Ministers by the end of 2007. (KJ/RH)
From : http://www.endoflifecare.nhs.uk
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Oncology: midlife and beyond; by Alison Bloomer (ed).
Geriatric Medicine, vol 37, no 11, supplement GM2, November 2007, 32 pp (whole issue).
Professor David Black, as Consultant Geriatrician at Queen Mary's Hospital, Sidcup provides the commentary
to this issue on oncology and the geriatrician. Professor Black notes that since the original Cancer Plan (2000)
was published, much progress has been made in treatment plans but the new strategy to advance plans until
2012 does not appear to have any specialist geriatric input, which is regrettable as geriatricians will often
manage patient's care from diagnosis to terminal care and calls for care to be taken to prevent ageism occurring
in the management of oncology. The other five articles, written by doctors in the field, cover: complications of
cancer; ovarian cancer; cancer and venous thrombosis; palliative care and breast cancer. (KJ/RH)
ISSN: 0268201X
Palliative care and the Mental Capacity Act; by Simon Chapman, Nick Hayes.
Working with Older People, vol 11, issue 1, March 2007, pp 21-24.
The impact of the Mental Capacity Act 2005 is examined from a palliative care perspective. The authors
comment on ways in which the Act will hopefully bring more clarity in assessing a person's best interests with
regard to: the role of relatives; advance care planning; living wills; and proxy decision-making. (RH)
ISSN: 13663666
From : (Fuller information on the Act can be obtained from : www.dca.gov.uk/legal-policy/mentalcapacity/index.htm)
Palliative care for dementia sufferers; by Social Care Institute for Excellence - SCIE.
Community Care, issue 1695, 18 October 2007, pp 38-39.
The Social Care Institute for Excellence (SCIE) presents a few facts and figures on the effects of dementia, and
points to sources such as the SCIE/NICE Guidelines on dementia, the NHS End of life programme
(www.endoflifecare.nhs.uk) and the National Council for Palliative Care (www.ncpc.org.uk). Short abstracts on
five recent items are included: 'An integrated approach to dementia care', by Kim Y Kye and Brian E Wood
(Dementia: an international journal of social research and practice, vol 6, no 2, May 2007); 'End-of-life decision
making for nursing home residents with dementia: a survey of nursing home social services staff', by Debra
Lacey (Health and Social Work, vo 31, no 3, August 2006);'Palliative care in severe dementia in association
with nursing and residential care', by Julian Hughes (MA Healthcare, 2006); 'Exploring palliative care for
people with dementia: a discussion document' (NCPC, 2006); and 'Ethical foundations of palliative care for
Alzheimer's disease', by Ruth Purtilo and Henk Have (Baltimore, MD: Johns Hopkins University Press, 2004).
(RH)
ISSN: 03075508
From : http://www.communitycare.co.uk
Palliative care in dementia: carers must be included; by Jenny Henderson.
Journal of Dementia Care, vol 15, no 2, March/April 2007, pp 22-23.
Family carers are rarely supported or encouraged to remain involved once their relative with end-stage dementia
has moved into a care home. In this first of two research articles, the author makes the point that if we are to
begin to meet palliative care needs, this situation must change. (RH)
ISSN: 13518372
From : Email: shital@hawkerpublications.com
Palliative care in dementia: caring at home to the end; by Jenny Henderson.
Journal of Dementia Care, vol 15, no 3, May/June 2007, pp 22-23.
In this second of two research articles, the author argues that adequate support should be given to carers who
wish to care for a person with end-stage dementia at home. She writes in the light of her work for Alzheimer's
Scotland palliative care project, which considered the difficulties met by carers and their support needs. (RH)
ISSN: 13518372
From : Email: shital@hawkerpublications.com
Palliative care of older people; by Joanna Black.
Working with Older People, vol 11, issue 3, September 2007, pp 21-24.
Two examples of good and bad palliative care for people with cancer are described. Such experiences highlight
the importance of communication, co-ordination, holistic assessment and advance care planning in meeting
older people's palliative care needs. (RH)
ISSN: 13663666
From : http://www.pavpub.com
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Personality and health care decision-making style; by Kathryn E Flynn, Maureen A Smith.
Journals of Gerontology: Series B, Psychological Sciences and Social Sciences, vol 62B, no 5, September 2007,
pp P261-P267.
Using the Wisconsin Longitudinal Study (WLS) Graduate Survey, a population-based cohort of 3830 older
people (most aged 63-66), the authors explored the relationship between five factors of personality and four
preference types that account for multiple components of the health care decision-making process (information
exchange, deliberation and selection of treatment choice). After adjustment for personal, health, social and
economic factors, they found that increased conscientiousness and openness to experience and decreased
agreeableness and neuroticism corresponded to preferring the most active decision-making style compared with
the least active. A better understanding of how personality traits related to patient decision-making styles may
help clinicians to tailor treatment discussions to the needs and preferences of individual patients. (RH)
ISSN: 10795014
From : http://www.geron.org
Positive dying in later life: spiritual resiliency among sixteen hospice patients; by Mitsuko Nakashima.
Binghamton, NY
Journal of Religion, Spirituality & Aging, vol 19, no 2, 2007, pp 43-66.
A qualitative study was conducted based on face-to-face interviews with 16 terminally ill older people who
reported experiencing a high level of quality of life in their psychosocial and spiritual domains. The findings
point to different ways in which these older people were able to confront the dying process and their impending
death through their spiritual tenacity. Major themes emerging from their narratives are highlighted: developing
closeness to the divine existence; fearless acknowledgement of impending death; revisiting the meaning of death
and dying; active preparation for death; transpersonal experience; and the process to surrender to the higher
power by giving up their personal control (RH)
ISSN: 15528030
From : http://www.tandfonline.com
Progress with dementia: moving forward: addressing palliative care for people with dementia; by National
Council for Palliative Care. London: National Council for Palliative Care - NCPC, 2007, 23 pp.
In recognition of the need to expand the work that followed publication of "Exploring palliative care for people
with dementia" in 2006, the National Council for Palliative Care (NCPC) has been given funding by Lloyds
TSB Foundation to implement this new dementia project. "Progress with dementia" has been developed for all
those involved in caring for people with dementia. It summarises the key issues in palliative care for people with
dementia; describes the development of NCPC's new dementia project (for example, mapping current palliative
care provision); and outlines NCPC's early findings. Among developments noted are that the Department of
Health (DH) has adapted its guidance on end-of-life care using the "Exploring palliative care" document. (RH)
ISBN: 1898915555
Price: £12
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Rethinking palliative care: a social role valorisation approach; by Paul Sinclair. Bristol: The Policy Press, 2007,
246 pp.
It is argued that palliative care does not deliver on its aims to value people who are dying and to make death and
dying a natural part of life. The author argues for the de-institutionalisation of palliative care and the
development of an alternative framework to the approaches found in hospices, palliative care units and
community-based palliative care services. He draws on Wolf Wolfenberger's social role valorisation (SRV)
theory, most recently defined as "the application of what science can tell us about the enablement,
establishment, enhancement, maintenance and/or defence of valued social roles for people". The book is
arranged in three parts, the first of which reviews the evolution of palliative care in the context of formal care.
Part Two explores the social devaluation of people who are dying as the necessary effect of how palliative care
is organised; and SRV is suggested as a tool for analysing the palliative care system and for remedying social
devaluation. Part Three applies ideas for tackling social devaluation in palliative care that are used in the
intellectual disability services sector, particularly the shift away from institutional models of care. (RH)
Price: £21.99 (pbk); £70.00 (hbk)
From : Marston Book Services, PO Box 269, Abingdon, Oxon OX14 4YN.Email:
direct.orders@marston.co.ukWebsite: http://www.policypress.org.uk
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Shifting end of life care back into the community; by Alice Shiner, Jennifer Stothard.
Journal of Integrated Care, vol 15, issue 4, August 2007, pp 28-35.
National evidence shows that around 60% of patients would prefer to receive end of life care and die at home,
but in 2005 in North Derbyshire only 20% of patients were supported to do so. This article discusses the tools
used to improve end of life care services in the community, and explores the enablers and barriers. (KJ/RH)
ISSN: 14769018
From : http://www.pavpub.com
Telehospice tools for caregivers: a pilot study; by George Demiris, Debra Parker Oliver, Karen L Courtney (et
al).
Clinical Gerontologist, vol 31, no 1, 2007, pp 43-58.
This pilot study introduces videophones into the homes of elderly caregivers of dying patients, evaluating their
usefulness as a communication tool. A total of 12 senior caregivers from two hospice agencies were recruited
into the study. Portable videophones were installed allowing caregivers to conduct video-calls with hospice
staff. Findings indicate that the anxiety scores significantly decreased for participants over time. Differences in
quality of life scores were not statistically significant. Staff members at one of the participating hospice agencies
were originally reluctant to recruit caregivers to the study. Videophones were perceived as easy to use by
caregivers who overall saw benefit in the visual feedback during their communication with hospice staff.
(KJ/RH)
ISSN: 07317115
From : http://www.tandfonline.com
2006
Advance care planning and hospital in the nursing home; by Gideon A Caplan, Anne Meller, Barbara Squires (et
al).
Age and Ageing, vol 35, no 6, November 2006, pp 581-585.
Education about dementia and advance care planning (ACP) in nursing homes (NHs) leads residents to receive
treatment for acute illness in the NH rather than in hospital. A system of educating residents, their families, staff
and general practitioners (GPs) about outcomes of dementia, ACP and hospital in the home was evaluated in
this Australian study. The researchers employed one clinical nurse consultant who used the 'Let Me Decide'
advance care directive. The intervention area consisted of two hospitals and the 12 nursing homes around them
compared with one another, geographically separate, hospital and the 13 nursing homes around it. A controlled
evaluation monitoring emergency admissions to hospital was conducted. Emergency calls to the ambulance
service from intervention NHs decreased. The risk of a resident being in an intervention hospital bed for a day
compared with a control hospital bed, per NH bed, fell by a quarter from being initially similar. There was no
significant change in mortality in the intervention homes, but in the control homes mortality rose in the third
year to be 11.1 per 100 beds higher than in the intervention area. (RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
Aging, spirituality and palliative care; by Elizabeth MacKinlay (ed). Binghamton, NY: The Haworth Pastoral
Press, 2006, 259 pp.
This collection of papers is based on presentations made at the Third International Conference on Ageing and
Spirituality. The three main aims of the conference were to: explore the growing knowledge and practice base of
ageing and spirituality; bring researchers and practitioners together to examine spirituality in later life and
strategies for providing best practice in aged care; and examine the latest developments in palliative care and
ageing. Papers in Part I consider compassion, death and dying; also spiritual reminiscence work with people
with dementia, and the spiritual needs of those who are dying including Buddhist and Christian perspectives.
The last three papers (Part II) have a palliative care approach, and focus on providing appropriate care for older
people who are dying. This volume has been published simultaneously as Journal of Religion, Spirituality &
Aging, vol 18, nos 2/3, 2006. (RH)
Price: $27.95
From : The Haworth Pastoral Press, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 13904-1580,
USA. http://www.HaworthPress.com
Aging, spirituality and palliative care: Part II; by Elizabeth MacKinlay (ed). Binghamton, NY
Journal of Religion, Spirituality & Aging, vol 18, no 4, 2006, pp 189-256.
This is the last of three papers in a collection based on presentations made at the Third International Conference
on Ageing and Spirituality. The conference aimed to: explore the growing knowledge and practice base of
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ageing and spirituality; bring researchers and practitioners together to examine spirituality in later life and
strategies for providing best practice in aged care; and examine the latest developments in palliative care and
ageing. These papers have a palliative care approach, and focus on providing appropriate care for older people
who are dying. This issue of the Journal of Religion, Spirituality & Aging comprises part of a monographic
separate simultaneously co-published by the Haworth Pastoral Press in 2006. (RH)
ISSN: 15528030
From : http://www.tandfonline.com
The assessment and implementation of mouth care in palliative care: a review; by J L Gillam, David G Gillam.
Journal of the Royal Society for the Promotion of Health, vol 126, no 1, January 2006, pp 33-37.
From a review of the literature published between 1985 and 1999, it is evident that the importance and
maintenance of oral health for patients with cancer is recognised as an integral part of basic nursing care. Yet
from practical observation in the hospital environment together with reviewing the published literature, it is
clear there appears to be limited evidence of regular assessment of the mouth or implementation of oral
protocols on the ward. Articles selected highlight the lack of published research; and their results raise concern
about the lack of training and education for nurses in the assessment of mouth care, as well as the need to
rationalise the assessment tools used in the ward or hospice. While it was recognised in palliative care that a
multiprofessional approach was beneficial, in practice this did not appear to apply to mouth care with a few
notable exceptions. This review highlights inconsistencies in both the knowledge of mouth care and its
implementation by nursing staff. The importance of establishing protocols and setting standards of care was also
indicated in this review. It is clear that without effective assessment of the mouth, the appropriate
implementation of care will not be delivered. (RH)
ISSN: 14664240
From : http://rsh.sagepub.com
Care at the end of life: focus on communication and race; by Jane G Zapka, Rickey Carter, Cindy L Carter (et
al).
Journal of Aging and Health, vol 18, no 6, December 2006, pp 791-813.
This pilot was a cross-sectional study sample of 90 patients (39 Caucasian, 51 African American; response rate
94%) with advanced heart failure or cancer. Participants completed an in-person, race-matched interview. The
study aimed to profile communication and recommendations reported by adults with terminal illness, and to
explore differences by patient and physician characteristics. Discussion about end-of-life topics was low. For
example, only 30% reported discussion of advance directives, and 22% reported that their physician inquired
about spiritual support. Participants with cancer were significantly more likely to be receiving pain and/or
symptom management at home, be aware of prognosis, and participate in hospice care. African American
participants who were under the care of African American physicians were less likely to report pain and/or
symptom management than other racial matches. Although additional research on factors relating to
communication is important, initiation of patient-centred counselling by all physicians with seriously ill patients
is essential. (RH)
ISSN: 08982643
From : http://www.sagepublications.com
Care of the dying patient at home; by Edin Lakasing, Wendy Mahaffey.
Geriatric Medicine, vol 36, no 3, March 2006, pp 21/28.
Although surveys show that around three-quarters of terminally ill patients want to die at home, at present only
about a quarter of them do. However, with well co-ordinated palliative care management, primary care teams
are well placed to improve these figures. The authors review the different strategies for ensuring that a dying
patient's wish to die at home is realised. (RH)
ISSN: 0268201X
From : http://www.gerimed.co.uk
Causation, intention and active euthanasia; by Alister Browne.: Cambridge University Press, Winter 2006, pp
71-80.
Cambridge Quarterly of Healthcare Ethics, vol 15, no 1, Winter 2006, pp 71-80.
This article reports on the actions of a Canadian doctor, Dr Morrison, and provides three cases in which she was
involved with in the 1990s. Charged with first-degree murder under Canadian law, which could have resulted in
a mandatory life sentence, the judge dismissed the case in the preliminary hearing on the ground, often used in
euthanasia cases, that causation of death could not be established clearly enough to proceed. Professional health
associations in Canada have condemned Dr Morrison's actions as serious breaches of ethics but the general
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public has given her a sympathetic response. The three cases are detailed to highlight the differences between
causation and intention of action in such circumstances. (KJ/RH)
ISSN: 09631801
From : http://journals.cambridge.org
Changing gear - guidelines for managing the last days of life in adults: reviewed and updated November 2006;
by John Ellershaw (chairman), Working Party on Clinical Guidelines in Palliative Care, National Council for
Palliative Care. London: National Council for Palliative Care, 2006, 33 pp.
The title "Changing gear" refers to the care needed during the last days of life, being distinct from the palliative
care provided earlier for a patient, in that it resembles a 'gear change'. These guidelines were originally
developed in 1997 by the Working Party on Clinical Guidelines in Palliative Care, chaired by Derek Doyle,
which was convened by the National Council for Hospice and Specialist Palliative Care Services. In 2006, the
National Council for Palliative Care convened a further multidisciplinary working party to update the guidelines
in line with recent evidence, and to include a section on the use of drugs in the last days of life. The guidelines
have been designed for the use of health care professionals who are caring for dying patients in primary care,
acute and community hospitals, care homes as well as in hospices. The principles are as applicable to the care of
people dying of non-malignant conditions as of cancer. (RH)
ISBN: 1898915105
Price: £20.00
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.npcp.org.uk
Dying for the Terminally Ill Bill: statement from the College of Psychiatrists on physician assisted suicide; by
Royal College of Psychiatrists.: Electronic format only, 7 April 2006, 8 pp.
In May 2006, the Assisted Dying for the Terminally Ill Bill, which would legalise Physician-assisted Suicide
(PAS) in England and Wales, will receive its second reading in the House of Lords. The Royal College of
Psychiatrists has prepared a statement raising their concerns about the Bill and its unintended implications if
enacted. The College is deeply concerned about the "likely effects" if the Bill is enacted, and makes its
recommendations in the event of this happening. (KJ/RH)
From : http://www.rcpsych.ac.uk/pressparliament/parliament/responses/physicianassistedsuicide.aspx
The effect of age on referral to and use of specialist palliative care services in adult cancer patients: a systematic
review; by Jenn Burt, Rosalind Raine.
Age and Ageing, vol 35, no 5, September 2006, pp 469-476.
There is some evidence that older people are less likely to be referred to, or to use, specialist palliative care
(SPC). In a systematic review, Medline, Embase, Web of Science, HMIC, SIGLE and AgeInfo were searched
for studies published between 1966 and March 2005, and references in the articles identified were also
examined. Inclusion criteria were all studies which provided data on age in relation to use of or referral to SPC.
14 studies were identified. All reported a statistically significant lower use of SPC among older cancer patients
(age 65+) at a univariate level. However, there were important methodological weaknesses in all of the studies
identified; most crucially, studies failed to consider variations in use in relation to need for SPC. (RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
Euthanasia in the UK: the real story; by Clive Seale, Dawn Powell.
Geriatric Medicine, vol 36, no 5, May 2006, pp 17/21.
In his survey on end-of-life decisions made by UK doctors, Professor Clive Seale of Brunel University asked
doctors to fill in an anonymous questionnaire about whether they or a colleague had committed euthanasia or
helped with a patient's suicide. He also asked if they either withdrew or withheld treatment (a "non-treatment
decision") or intensified the alleviation of pain or symptoms, knowing that such actions could hasten the end of
a patient's life (a "double-effect" decision). Of 857 replies from doctors describing the care of the last patient
they attended who died, 0.16% of deaths involved euthanasia at a patient's request ("voluntary" euthanasia), and
0.33% involved ending a patient's life without a concurrent request from the patient to do so. 30% of
respondents gave doses of drugs that they thought had a double effect, and 33% had made "non-treatment"
decisions. These findings led to media reports that UK doctors are illegally helping 8 patients a day to die. Dawn
Powell discusses the survey results with Prof Seale. (RH)
ISSN: 0268201X
From : http://www.gerimed.co.uk
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Exploring palliative care for people with dementia: a discussion document - August 2006; by National Council
for Palliative Care; Alzheimer's Society. London: National Council for Palliative Care - NCPC, 2006, 23 pp.
Palliative care is defined as the active holistic care of patients with advanced, progressive illness. This document
aims to raise awareness and encourage debate around issues concerning the palliative care needs of people with
dementia. It outlines the policy and demographic contexts; considers the experiences of dying for people with
dementia; and explores some of the specific palliative care needs of people with dementia. Of many key
challenges in helping meet the palliative needs of people with dementia and their family carers, the document
highlights three: assessment; education and training; and support for family carers. (RH)
ISBN: 1898915059
Price: £15
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Focus on cancer: the distinctive characteristics of cancer: Is cancer unique? Or does it give us a model for
palliative care for all?; by Cancer Policy Group, National Council for Palliative Care. London: National Council
for Palliative Care, December 2006, 16 pp.
Palliative care in recent years has been moving into the mainstream of healthcare, rather than being either the
particular preserve of the voluntary sector or a sub-set of cancer services. This paper is the result of deliberations
by theNational Council for Palliative Care's multi-agency, multi-professional Cancer Policy Group on the
question, 'Is cancer unique?' The aim is to give a general rather than specific overview to general discussion and
debate, and to consider the characteristics of cancer that have led to the development of modern palliative care.
(RH)
From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. Email: enquiries@ncpc.org.uk Website: www.npcp.org.uk
Gerontological practice for the twenty-first century: a social work perspective; by Virginia E Richardson,
Amanda S Barusch. New York: Columbia University Press, 2006, 491 pp (End-of-life care : a series).
This book is aimed at graduate students and practitioners, and provides a US perspective on practice approaches
that are age-specific and empirically based, blends micro and macro views and reflects themes in ageing and
social work. The book uses case illustrations throughout, and is in four parts. Part 1 reviews current and classic
theories of ageing. It proposes an original framework for an integrative approach to practice with older people
that incorporates both individual and policy-level interventions. Part 2 covers common and important
psychological problems among older individuals - such as anxiety, depression, suicide, substance abuse and
dementia - and describes appropriate, evidence-based interventions. Part 3 considers the social psychological
picture by discussing working with older families, end-of-life care, bereavement, work and retirement. Part 4
focuses on core socio-political issues in the lives of older people: economic policy, poverty, health policy,
quality of life concerns and social services. (KJ/RH)
ISBN: 023110748X
Price: £48.50
From : John Wiley & Sons Ltd., Distribution Centre, 1 Oldlands Way, Bognor Regis, West Sussex PO22
9SA.cs-books@wiley.co.uk
The Getting Through Initiative : inside the interactions: [Good Sunset Project]; by John Killick, Kate Allan.
Journal of Dementia Care, vol 14, no 2, March/April 2006, pp 27-33.
The Good Sunset Project is being undertaken in partnership with the Hammond Care Group in Australia. In the
last of three articles about the project, the authors analyse the Getting Through Initiative. They reflect on what
happened during their attempts in "coma work sessions" to "get through" to individuals with advanced dementia.
Although written from John Killick's point of view (and including poems by him), the article emerged from indepth discussions between John Killick, Kate Allan and others involved in the project. (RH)
ISSN: 13518372
The Good Sunset Project: making contact with those close to death; by John Killick, Kate Allan.
Journal of Dementia Care, vol 14, no 1, Jan/Feb 2006, pp 22-24.
The Good Sunset Project is being undertaken in partnership with the Hammond Care Group in Australia. In the
second of three articles about the project, the authors describe the Getting Through Initiative, which aims to
reach individuals with advanced dementia and those close to death. They describe sessions undertaken with four
participants, with whom they explored establishing speech communication. They consider the ethical issues,
and discuss how staff and relatives might have positive experiences in communicating with people with
advanced dementia. (RH)
ISSN: 13518372
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The influence of patient and carer age in access to palliative care services; by Gunn E Grande, Morag C
Farquhar, Stephen I G Barclay (et al).
Age and Ageing, vol 35, no 3, May 2006, pp 267-272.
Older patient age is associated with poorer access to palliative care. This may mask age differences in access
due to a carer's age. This study compared patients who received community Macmillan nurse specialist advice,
Marie Curie nursing or inpatient hospice care with patients who did not. 123 primary carers were interviewed.
The study found that carer age was at least as important as patient age in predicting access to palliative home
care. If carer age differences reflect that younger carers have greater need for support, health professionals may
need to become more responsive to the support requirements of younger carers. If carer age differences reflect
younger carers' greater effectiveness in recruiting care, there is a need to ensure that older carers' home care
requirements are better heard and responded to by health professionals. (RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
Interdisciplinary educational approaches to promote team-based geriatrics and palliative care; by Judith L
Howe, Deborah Witt Sherman.
Gerontology & Geriatrics Education, vol 26, no 3, 2006, pp 1-16.
Despite the increasing public demand for enhanced care of older patients and those with life-threatening illness,
health professionals have had limited formal education in geriatrics and palliative care. Furthermore, formal
education in interdisciplinary team training is limited. In order to remedy this situation, proactive interventions
are being undertaken so that education and training in palliative care is being embedded within the training of
doctors, nurses and social workers, as well as other associated health team members. This article discusses
various educational approaches to interdisciplinary team-based geriatrics and palliative care, highlighting the
interdisciplinary didactic and clinical educational opportunities offered by an Interprofessional Palliative Care
Fellowship Program, as well as an Associated Health Training Program at the Geriatrics Research, Education
and Clinical Canter, Bronx Veteran's Medical Centre. The article further describes the educational initiatives in
palliative care offered through the Veteran's Integrated Service Network (VISN). Innovative educational
strategies are discussed within the context of the existing literature on interdisciplinary health care team training.
(RH)
ISSN: 02701960
From : http://www.tandfonline.com
Introductory guide to end-of-life care in care homes; by National Council for Palliative Care; End of Life Care
Programme, NHS, Department of Health - DH.: Electronic format, June 2006, unnumbered.
The NHS End of Life Care (EoLC) Programme (2004-2007) is part of an overall strategy to give people greater
choice in their place of care and death, and to provide training for health and social care staff in helping care for
people at the end of their lives. This guide from the NHS End of Life Care (EoLC) Programme Care Homes
sub-group is aimed at care home managers and staff interested in improving care for those care home residents
in the final stages of life. It provides: an overview of terms associated with end of life care; case studies on
services available; and a list of information sources. (RH)
From : Downloaded (3/7/06) easy Word version: http://www.endoflifecare.nhs.uk
Listening to older people: opening the door for older people to explore end-of-life issues; by Amanda Clarke,
Jane Seymour, Maddie Welton (et al), Peer Education Project Group, Help the Aged. London: Help the Aged,
2006, 36 pp.
This report describes the findings from a collaborative venture between Help the Aged and a team of researchers
from the Universities of Sheffield and Nottingham to run four listening events around the UK. These aimed to
offer older people the opportunity to express their views about the end of life, while also supporting them with
advice and information to help meet their concerns. 74 people from diverse communities attended these events.
Their views are presented under six themes: perspectives on talking about the end of life; raising concerns about
the end of life with family members; the importance of spirituality; after death; care at the end of life; and
concerns about death and dying. (RH)
ISBN: 1845980042
Price: £8.00
From : Help the Aged, 207-221 Pentonville Road, London N1 9UZ. E-mail: info@helptheaged.org.uk
Website: www.helptheaged.org.uk
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A literature review of randomized controlled trials of the organization of care at the end of life; by Roger E
Thomas, Donna Wilson, Sam Sheps.
Canadian Journal on Aging, vol 25, no 3, Fall 2006, pp 271-294.
Nine electronic databases were searched for randomised controlled trials (RCTs) about care at the end of life. 23
RCTs were found, and their quality was assessed using criteria of the Cochrane Collaboration. The RCTs
researched three themes. First, the effect of providing palliative care through dedicated community teams on
quality of life (QoL), on the management of symptoms, on satisfaction with care, on the duration of the
palliative period, and on place of death. Second, the effects of specific palliative care interventions: advanced
planning of care for the end of life, patient-held records, providing quality of life data to patients and doctors,
grief education for relatives, palliative care education for nurses, and palliative care for patients with dementia.
Third, the costs of palliative compared to conventional care. The authors identify difficulties in conducting
research on palliative care and solutions, and discuss future possible research themes. (RH)
ISSN: 07149808
From : http://www.utpjournals.com
Living wills and the Mental Capacity Act: a postal questionnaire survey of UK geriatricians; by Rebekah Schiff,
Peter Sacares, Jane Snook (et al).
Age and Ageing, vol 35, no 2, March 2006, pp 116-120.
In an anonymous postal questionnaire survey of all 1,426 British Geriatrics Society (BGS) members in England,
Wales and Northern Ireland, 59% of questionnaires were returned. Of 811 geriatricians, 454 (56%) had cared for
patients with living wills. Of the 280 who cared for patients when the living will had come into effect, 108
(38%) had changed treatment because of the living will and 84 (78%) of those felt that decisions had been easier
to make. Living wills not already in effect made discussions with patients (171 of 178 patients) and families
(135 of 178) easier. Of 779 geriatricians, 713 (92%) saw advantages of older people using living wills; 467 of
these also expressed concerns. Only 16 geriatricians who had concerns said that there were no advantages. 214
(27%) were aware that their Trust had a form to help with discussions about cardiopulmonary resuscitation
(CPR). Fewer (26 of 781) were aware of a Trust policy on living wills. The proposal, in the Mental Capacity
Bill, for advance refusals of treatment were supported by 59|% (476 of 801), yet the proposal for a lasting power
of attorney (LPA) covering health care was only supported by 47% (382 of 806). Many geriatricians have
positive experiences of caring for patients with living wills. Despite recognising potential problems, most
geriatricians support the use of living wills by older people. However, most believe that their Trust does not
have a policy to support advance health care planning. Geriatricians have reservations about LPAs covering
health care. (RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
Management and outcome of a preferred place of care pilot; by Jenni Newton.
Nursing Times, vol 102, no 42, 17 October 2006, pp 32-33.
The Preferred Place of Care document originated in Lancashire, and was developed as a tool to record patient
and carer choice. It is patient-held and is intended to be used for a a variety of different health and social care
settings. Although the document appears to provide a unique insight in to patient and carer experience and fulfil
a unique function in terms of empowerment, there is, to date, little evidence available on its effectiveness. This
paper reports on the management and outcome of a pilot of the Preferred Place of Care document in south
Essex. Here, its use by an end-of-life palliative care support initiative demonstrated its worth in empowering
patients, relatives and staff. (RH)
ISSN: 09547762
From : http://www.nursingtimes.net
NHS End-of-Life Care Programme : progress report summary, March 2006; by End of Life Care Programme,
NHS, Department of Health - DH.: Electronic format, March 2006, unnumbered (Gateway reference: 6268).
The NHS End of Life Care (EoLC) Programme is part of an overall strategy to give people greater choice in
their place of care and death, and to provide training for health and social care staff in helping care for people at
the end of their lives. This summary notes the progress introducing use of three key end of life care tools, and
draws attention to case studies in the main report. Sue Ryder Care Centre for Palliative and End of Life Studies
at the University of Nottingham has been commissioned to carry out an evaluation of the whole EoLC
Programme to assess how it achieves the desired outcomes. (RH)
From : http://www.endoflifecare.nhs.uk

95

Oncology: mid-life and beyond.
Geriatric Medicine, vol 36, no 6, supplement GM2, June 2006, 32 pp (whole issue).
This supplement aimed at general practitioners (GPs) has been produced to update them on current and future
developments of treatment for oncology. The role of the geriatrician and general practitioner are considered, as
well as the following conditions: lung, skin and breast cancer, and leukaemia. Latest developments in palliative
care are considered by Dr Keri Thomas. (KJ/RH)
ISSN: 0268201X
Palliative care and end-of-life care world wide web resources for geriatrics; by Ginna E Deitrick, Alyson
Timlin, Bryan Gardner (et al).
Journal of Pain & Palliative Care Pharmacotherapy, vol 20, no 3, 2006, pp 47-56.
This paper reports the results of a systematic evaluation and critique of 15 United States websites. It summarizes
their contribution to clinical care guidelines, teaching materials and training opportunities, effective models of
care and advice on dealing with the complex emotional, social and financial issues facing older adults at the
end-of-life. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA. http://www.HaworthPress.com
The physician's role in the assessment and treatment of spiritual distress at the end of life; by Anthony E Brown,
Simon N Whitney, James D Duffy.: Cambridge University Press, March 2006, pp 81-86.
Palliative & Supportive Care, vol 4, no 1, March 2006, pp 81-86.
Patients at the end of their life typically endure physical, emotional, interpersonal and spiritual challenges.
Although physicians assume a clearly defined role in approaching the physical aspects of terminal illness, the
responsibility for helping their patients' spiritual adaptation is also important. This article describes, firstly, the
terms and definitions that have clinical utility in assessing the spiritual needs of dying patients; secondly,
reviews the justifications that support physicians assuming an active role in addressing the spiritual needs of
their patients; and finally, reviews clinical tools that provide physicians with a structured approach to the
assessment and treatment of spiritual distress. This review suggests that physicians can and should be equipped
to play a key role in relieving suffering at the end of life. (KJ/RH)
ISSN: 14789515
From : http://journals.cambridge.org
Planning for choice in end-of-life care: educational guide; by Jane Seymour, Caroline Sanders, Amanda Clarke
(et al), Peer Education Project Group, Help the Aged. London: Help the Aged, 2006, 45 pp.
Peer education - the sharing of information with people of similar age and background - has been found to be a
successful way of raising older people's awareness about health issues. This guide is the result of an 18-month
project funded by the Health Foundation. It has been designed to raise awareness about advance care planning that is, possible future health care options, particularly at the end of life, and expressing preferences. It is
intended as a preliminary guide, and its three sections cover: legal and ethical issues; caring and coping; and loss
and bereavement. The guide includes case studies, and is designed to be read and discussed in small groups
along the lines of workshops, held in Sheffield which is how this project began. (RH)
ISBN: 1845980026
Price: £2.00
From : Help the Aged, 207-221 Pentonville Road, London N1 9UZ. E-mail: info@helptheaged.org.uk
Website: www.helptheaged.org.uk
The politics of end-of-life decision-making: computerised decision-support tools, physicians' jurisdiction and
morality; by Beth Jennings.
Sociology of Health & Illness, vol 28, no 3, April 2006, pp 350-375.
With the increasing corporate and governmental rationalisation of medical care, the mandate of efficiency has
caused many to fear that concern for the individual patient will be replaced with impersonal, rule-governing
allocation of medical resources. Largely ignored is the role of moral principles in medical decision-making. This
analysis comes from a 1999-2001 ethnographic study conducted in three US intensive care units (ICUs), two of
which were using the computerised decision-support tool, APACHE-III (Acute Physiological and Chronic
Health Evaluation III), which notably predicts the probability of a patient dying. It was found that using
APACHE-III presents a paradox regarding concern for the individual patient. To maintain jurisdiction over the
care of patients, physicians share the data with the payers and regulators of care to prove they are using
resources effectively and efficiently, yet they use the system in conjunction with moral principles to justify
treating each patient as unique. Thus, concern for the individual patient is not lessened with the use of this
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system. However, physicians do not share the data with patients or surrogate decision-makers, because they fear
they will be viewed as more interested in profits than patients. (RH)
ISSN: 01419889
From : http://www.blackwellpublishing.com
Predictors of place of death for seniors in Ontario: a population-based cohort analysis; by Sanober S Motiwala,
Ruth Croxford, Denise N Guerriere (et al).
Canadian Journal on Aging, vol 25, no 4, Winter 2006, pp 363-372.
Place of death was determined for all 58689 older people aged 66+ in Ontario who died during fiscal year
1001/2002. The relationship of place of death to medical and socio-demographic characteristics was examined
using a multinomial logit model. Half (49.2%) of these individuals died in hospital. 30.5% died in a long-term
care facility; 9.6% died at home while receiving home care; and 10.7% died at home without home care. Comorbidities were the strongest predictors of place of death. A cancer diagnosis increased the chances of death at
home while receiving home care, while those with dementia were most likely to die in LTC facilities, and those
with major acute conditions were most likely to die in hospitals. Higher socio-economic status was associated
with greater probability of dying at home, but contributed little to this model. Appropriate planning and resource
allocation may help move place of death from hospitals to nursing homes or the community, in accordance with
individual preferences. (RH)
ISSN: 07149808
From : http://www.utpjournals.com
Provision of palliative care education in nursing homes; by Kathryn Mathews, Jemma Finch.
Nursing Times, vol 102, no 5, 31 January 2006, pp 36-40.
The nature and extent of existing palliative care education activities is considered. Following a literature review,
the authors gathered data by questionnaires, face-to-face and telephone interviews, visiting palliative care teams
across the Mount Vernon Cancer Network in Middlesex, and attendance at conferences, meetings and
exhibitions. A comprehensive needs assessment for palliative care education within nursing homes was
completed. The findings revealed inequalities across the network with regard to educational provision and
uptake of palliative care services. Recruitment of overseas staff and a transient workforce were both cited as
major difficulties in implementing educational programmes. Funding of these programmes and responsibility for
providing the education remain unclear. A real and urgent need for palliative care training was found across the
network area, with scope for a variety of approaches to be adopted in delivering training. (RH)
ISSN: 09547762
From : http://www.nursingtimes.net
The role of religion for hospice patients and relatively healthy older adults; by Monika Ardelt, Cynthia S
Koenig.
Research on Aging, vol 28, no 2, March 2006, pp 184-215.
As older people approach the end of life, they frequently experience death anxiety and a decline in subjective
well-being that are not always alleviated by increased religious participation. One possible explanation is the
differential influences of intrinsic and extrinsic religiosity. This study examined the effects of religious
orientation and spiritual activities on subjective well-being and death attitudes among 103 relatively healthy
older people and 19 hospice patients (aged 61+). The results of path analyses showed that a sense of purpose in
life rather than religiosity had a direct positive effect on subjective well-being and a direct negative effect on
fear of death, after controlling for physical health and demographic characteristics. Intrinsic religiosity had an
indirect positive effect on subjective well-being and strong direct positive effect on approach acceptance of
death. Extrinsic religiosity, however, was positively related to death anxiety and, for hospice patients, negatively
related to approach acceptance of death. (RH)
ISSN: 01640275
From : http://www.sagepublications.com
Service users' views of specialist palliative care social work; by Peter Beresford, Lesley Adshead, Suzy Croft,
Joseph Rowntree Foundation - JRF. York: Joseph Rowntree Foundation - JRF, November 2006, 4 pp.
Findings, 1969, November 2006, 4 pp.
The quality of health and social care service has become an increasing focus of political, policy and public
debate. This UK-wide study by Peter Beresford, Lesley Adshead and Suzy Croft focused on service users'
experience of specialist palliative care social work. Two groups use this service: people living with life-limiting
illnesses and conditions, and those facing bereavement. 111 service users were interviewed for this participatory
project, which explored their views of specialist palliative care social work practice as a basis for improving
their involvement in its organisations, training, evaluation and review. While service users had negative views

97

of social work and social workers prior to meeting the specialist palliative care social worker, they found many
positive aspects and appreciated the wide range of support offered. The authors' full report, 'Palliative care,
social work and service users: making life possible', is published by Jessica Kingsley. (RH)
ISSN: 09583084
Price: (Full report £22.99)
From : York Publishing Services, 64 Hallfield Road, Layerthorpe, York YO31 7ZQ. (ISBN-13:
9781859354513) PDF download available - http://www.jrf.org.uk Alternative formats from Communications
Department, Joseph Rowntree Foundation, The Homestead, 40 Water End, York YO30 6WP. Email:
info@jrf.org.uk
A survey of end-of-life care in care homes: issues of definition and practice; by Katherine Froggatt, Sheila
Payne.
Health & Social Care in the Community, vol 14, no 4, July 2006, pp 341-348.
Care homes throughout the UK provide long-term care for frail older people. Whilst care homes are a home for
life, many of the older people living in this setting also die there. There is increased interest in improving the
care that older people receive in care homes towards the end of life. One way to achieve this has been through
links with specialist palliative care services. The knowledge held in care homes by staff, residents and their
family carers has yet to be fully integrated into this work. Consequently, a postal survey of care home managers
in one English county has undertaken to examine the characteristics of end-of-life care for older people in these
care homes. The authors sought to establish the managers' understanding of end-of-life care; the extent to which
dying and death is present in this setting; the attributes of the resident population living in these care homes; and
the availability of resources to support the provision of end-of-life care in this setting. The survey identified that
managers held diverse understandings regarding the meaning of end-of-life care. The features of the residents'
conditions and their dying experience requires a different way to conceptualise end-of-life care. A longer-term
perspective is offered here that encompasses the whole period of a person's residence in a care home. (RH)
ISSN: 09660410
From : www.blackwellpublishing.com/hsc
A sweeter palliative: [responsive end of life care for ethnic population groups]; by Yasmin Gunaratnam.
Community Care, no 1642, 28 September 2006, pp 36-37.
As ethnic minority populations age in the UK, how can we ensure that they receive responsive end-of-life care?
This article discusses findings from the Stories that Matter, a project that used narrative interviews to collect the
experiences of life-limiting illness and care among ethnic minority elders, carers, and social and health care
professionals. It highlights the ways in which social work can support the care choices of older people from
ethnic minorities. The project was managed by the Policy Research Institute on Ageing and Ethnicity (Priae)
and funded by the Department of Health (DH). (RH)
ISSN: 03075508
From : http://www.communitycare.co.uk
Their last 6 months: suffering and survival of end-stage dementia patients; by Bechor Zvi Aminoff, Abraham
Adunsky.
Age and Ageing, vol 35, no 6, November 2006, pp 597-600.
Possible inter-relations between the Mini Suffering State Examination (MSSE) scale and survival was studied in
252 Israeli end-stage dementia patients with a 6-month follow-up period, conducted in a Division of Geriatric
Medicine of a general hospital. Compared with patients surviving 6 or months, those dying within 6 months
were significantly older. Mean survival time was 57.73 days for 29 patients with low MSSE scores, 44.7 days
for 53 with intermediate MSSE scores, and 27.54 days for 52 with high MSSE scores. Documentation of a highsuffering level by the MSSE scale helps in identifying end-stage dementia patients expected to benefit from
enrolment into a palliative setting. (RH)
ISSN: 00020729
From : http://www.ageing.oxfordjournals.org
2005
Advance care planning in a frail older population: patient versus program influences; by Helena TemkinGreener, Diane L Gross, Dana B Mukamel.
Research on Aging, vol 27, no 6, November 2005, pp 659-691.
The process of advance care planning in managed care programmes serving frail older people is examined, and
the contributions of individual versus programme characteristics is assessed. Data about 3,548 participants from
nine PACE (Program of All-inclusive Care for the Elderly) programmes were obtained. Logistic regressions
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examine associations between independent variables and end-of-life treatment choices. Interviews with the
programmes' medical directors augment quantitative analysis. When all known participant characteristics are
accounted for, substantial amount of variation attributed to the programme indicator variable remains.
Programme effect explains 36% of the variation in "do not resuscitate" choice. 66% of the choice of artificial
feeding, and 50% relating to the presence of health care proxy. The variation in treatment choices attributable to
the programme of enrolment and the interviews with medical directors suggest that provider practice styles are
important in determining patients' choices at the end of life. Interventions to enhance advance care planning
should target care providers. (RH)
ISSN: 01640275
From : http://www.sagepub.com
Age Concern's response to "Getting rid of the terminal illness category in care homes" - CSCI consultation; by
Age Concern England - ACE. London: Age Concern England - ACE, May 2005, 2 pp (Policy Response summary, ref: 1405).
The Commission for Social Care Inspection (CSCI) has consulted on whether there should be a separate
registration category for homes that provide care to people with a terminal illness. Given the changing role of
care homes and the increasing levels of dependency of residents, CSCI argues that this category is out of date.
CSCI proposes that homes with "extended skills" in providing palliative care should say so in their statement of
purpose. Age Concern's response is to welcome the proposals in principle, but to propose some safeguards. A
full version of this summary of the response can be obtained from Age Concern's website. (RH)
Price: FOC
From : Age Concern England, Astral House, 1268 London Road, London SW16 4ER. Download document at
http://www.ageconcern.org.uk
Assisted Dying for the Terminally Ill Bill [HL]; by Lord Joffe, House of Lords. London: HMSO, 9 November
2005, 8 pp (HL Bill 36 session 2005/2006).
This Private member's Bill was introduced in the House of Lords by Lord Joffe. If enacted, the Bill will enable a
competent adult who is suffering unbearably as a result of a terminal illness to receive medical assistance to die
at his own considered and persistent request. The Bill also makes provision for a person suffering from a
terminal illness to receive pain relief medication. This Bill is the third revision to be printed. The Bill was
discontinued due to prorogation after the debate was adjourned on 12 May in this session. (KJ/RH)
ISBN: 0108421651
Price: £2.50
From : The Stationery Office. PO Box 29, Norwich NR3 1GN
Current research findings on end-of-life decision making among racially or ethnically diverse groups; by Jung
Kwak, William E Haley.
The Gerontologist, vol 45, no 5, October 2005, pp 634-641.
A review of the research literature identified 33 empirical studies in which race or ethnicity was investigated as
either a variable predicting treatment preferences or choices, where racial or ethnic groups were compared in
their end-of-life decisions, or where the end-of-life decision-making of a single minority group was studied in
depth. A narrative review identified four topical domains of study: advance directives; life support; disclosure
and communication of diagnosis, prognosis and preferences; and designation of primary decision-makers. NonWhite groups generally lacked knowledge of advance directives and were less likely than Whites to support
advance directives. African Americans were consistently found to prefer the use of life support; Asians and
Hispanics were more likely to prefer family-centred decision-making than other racial or ethnic groups.
Variations within groups existed and were related to cultural values, demographic characteristics, level of
acculturation, and knowledge of end-of-life treatment options. Common methodological limitations of these
studies were lack of theoretical framework, use of cross-sectional designs, convenience samples, and selfdevelopment measurement scales. (RH)
ISSN: 00169013
From : http://www.geron.org
Dying declarations: notes from a hospice volunteer; by David B Resnik. Binghamton, NY: Haworth Pastoral
Press, 2005, 83 pp (whole issue).
The author chose the title "Dying declarations", from a rule in US law that allows the statement of a dying
person to be admitted as testimony in a court of law if the dying person is not now available to testify, and on
the basis that someone who believes that death is imminent is likely to give reliable testimony. The author
presents a collection of stories, observations and reflections based on his relationships with people who are
dying. The book is mostly based on his experiences as a volunteer for hospices and nursing homes from 1995
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(after his grandmother's death) until 2003. It concludes with a chapter relating to euthanasia or assisted suicide.
(RH)
Price: $14.95 (pbk)
From : The Haworth Pastoral Press, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 13904-1580,
USA. http://www.HaworthPress.com
End-of-life care: promoting comfort, choice and well-being for older people; by Jane Seymour, Ros
Witherspoon, Merryn Gott (et al), Help the Aged. Bristol: Policy Press, in association with Help the Aged,
2005, 74 pp.
Experts at the University of Sheffield undertook this research in response to key aims of Help the Aged: to
defeat ageism, challenge poor standards, and promote quality of care. This report provides a comprehensive
account of the available evidence on the circumstances and needs of older people who are dying in the UK, who,
with their carers, experience huge inequality in terms of the care and support they receive. The report is divided
into five chapters, starting with definitions, policies and practices on the broader context of end-of-life care. The
report identifies the range of patterns, circumstances and experiences of death and dying in old age; and
examines "places" of care at the end of life. Communication and decision making are explored, particularly in
relation to "advance care planning", consent and autonomy. This includes examining whether older people
welcome opportunities to discuss death and dying, including their practical, social and spiritual concerns. To
complement this report's findings, Tom Owen of Help the Aged invited some older people to write short articles
(see Appendix A); these are also published by Help the Aged as "Dying in old age: reflections and experiences
from an older person's perspective". Other appendices concern standards pertinent to death and dying. (RH)
ISBN: 1861347518
Price: £14.99
From : Marston Book Services, PO Box 269, Abingdon, Oxon OX14 4YN. email:
direct.orders@marston.co.ukwebsite: www.helptheaged.org.uk
End-of-life decision making in dementia: the perspective of family caregivers; by Chantal D Caron, Jennifer
Griffith, Marcel Arcand.
Dementia: the international journal of social research and practice, vol 4, no 1, February 2005, pp 113-136.
Family caregivers are often required to make treatment decisions on behalf of relatives with advanced stage
dementia. Deciding on appropriate treatment is a complex process which can be difficult for families. This
Canadian grounded theory study examined the concerns of family caregivers regarding their relative's care, and
explored how end-of-life treatment decisions are made. Data were collected from in-depth interviews with 14
caregivers, and analysed using constant comparison and dimensional analysis, resulting in a substantive theory
of decision making. The role of the decision maker from the perspective of family caregivers is described. The
relative's level of quality of life emerged as central to decision making. Four end-of-life phases were identified
in which treatment intensity was influenced by the caregiver's evaluation of quality of life. The results highlight
the importance of including family caregivers' experience in working toward a caregiver and medical team
consensus around treatment decisions at the end of life in dementia. (RH)
ISSN: 14713012
From : http://www.dem.sagepub.com
Factors affecting long-term care residents' decision-making processes as they formulate advance directives; by
Heather C Lambert, Mary Ann McColl, Julie Gilbert (et al).
The Gerontologist, vol 45, no 5, October 2005, pp 626-633.
Nine residents of a long-term care facility in Kingston, Ontario, Canada were interviewed for this qualitative
study based on grounded theory regarding the decision-making processes they used in formulating advance
directives on their long-term care. Factors contributing to the decision process were defined using open and
axial coding of interview transcripts. Participants based their decisions primarily on information gathered from
personal experiences with death and illness. They obtained very little information from professionals and the
media. Major factors considered as they weighed information included spiritual, emotional and social
considerations. Contributions from objective sources were less evident that those based on personal experience,
and health professionals should bear this in mind when assisting with end-of-life decision-making. (RH)
ISSN: 00169013
From : http://www.geron.org
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The last 3 months of life: care, transitions and the place of death of older people; by Marianne Klinkenberg,
Geraldine Visser, Marjolein I B van Groenou (et al).
Health & Social Care in the Community, vol 13, no 5, September 2005, pp 420-430.
Many older people die in hospital, whereas research indicates that they would prefer to die at home. This Dutch
population-based study investigated the care received by older people in the last 3 months of life, transitions in
care, and the predictors of place of death. As part of the Longitudinal Ageing Study Amsterdam (LASA), data
were obtained on 324 deceased participants in interviews with 270 proxy respondents. In the last 3 months of
life, use made of formal care increased. Half of the community-dwelling older people and their families were
confronted with transitions to institutional care, in most cases to hospitals. Women relied less often on informal
care only, and were more dependent than men on institutional care. For those who received only informal care,
the odds of dying in hospital were 3.68 times the odds for those who received a combination of formal and
informal home care. The chance of dying in hospital was also related to the geographical region. The authors
argue that future research is needed into the association that they found in the present study - that decedents who
received both formal and informal care were more likely to die at home. In view of differences found in
geographical region in relation to place of death, further investigation of the availability and accessibility of care
is indicated. (RH)
ISSN: 09660410
From : www.blackwellpublishing.com/hsc
Making palliative care a priority topic on the European Health Agenda: and recommendations for the
development of palliative care in Europe; by General Secretariat, European Federation of the Elderly (EURAG).
Graz: EURAG General Secretariat, 2005, 31 pp.
In many countries, palliative care for older people is not provided in the most appropriate way that would be
possible. EURAG draws on evidence regarding such shortcomings to put the case for making palliative care a
priority topic on the European Health Agenda, and ultimately obtain a Council Decision of the European Union
(EU). This document includes summaries of recommendations on palliative care by the World Health
Organization (WHO) and the Council of Europe. (RH)
From : Download document (20/4/05): http://www.eurag-europe.orgEURAG General Secretariat, Wielandgasse
9, A-8010 Graz, Austria.
Managing assistive technology in hospice homecare: implications for multi-disciplinary teams; by Michelle
Cornes, Pauline Weinstein.
Journal of Integrated Care, vol 13, issue 6, December 2005, pp 17-25.
Hospice homecare can make a significant difference to the lives of service users and carers, especially when
dovetailed with health, housing and social care. In support of this aim, the UK government recently announced
£80 million funding for a Preventive Technologies Grant over two years from April 2006, to extend the benefits
of new technology community alarms, with the aim of reducing the number of avoidable admissions to
residential care or hospital. Once the preserve of the allied health professions, multidisciplinary teams of
professionals are increasingly expected to take on responsibility for assistive technology and the equipment that
accompanies it. This article explores the use of assistive technology from the perspective of practitioners
working in multi-disciplinary hospice homecare. It draws on the findings of a small evaluative study of 25
hospice homecare schemes which participated in a project centred on rapid access to community alarm
technology. It considers obstacles to implementation and workforce development issues arising out of increasing
focus on assistive technology as a means of better managing the support of terminally ill people at home. (RH)
ISSN: 14769018
From : http://www.pavpub.com
Significant life events: developing knowledge for care at the end of life in old age; by Liz Lloyd, Ailsa
Cameron.
Journal of Integrated Care, vol 13, issue 3, June 2005, pp 34-39.
A better understanding of experiences at the end of life in old age are important for practitioners, but there are
considerable methodological and ethical challenges to research in this area. An interdisciplinary team at the
University of Bristol conducted a pilot study of 100 people aged 80+ over the course of a year. The study
focused on significant events in the lives of participants, the vast majority of whom were living ordinary lives in
the community. Data were gathered from participants and their relatives and, where relevant, from health and
social care professionals. This paper presents key findings, and the implications for research and practice are
considered. (RH)
ISSN: 14769018
From : http://www.pavpub.com
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Social work and end-of-life care: reviewing the past and moving forward; by Cheryl K Brandsen. Binghamton,
NY: Haworth Social Work Practice Press, 2005, pp 45-70.
Journal of Social Work in End-of-life & Palliative Care, vol 1, no 2, 2005, pp 45-70.
This paper reviews the professional literature with respect to the social work profession's involvement in end-oflife care. Eligible articles were required to address one of the following: roles and activities of social workers in
providing end-of-life care; core principles valued by social workers in the provision of end-of-life care; and
barriers to provision of effective end-of-life care. A search of electronic databases was conducted, the literature
from 1990 to July 2004 being searched most rigorously. Based on this review, suggestions are offered for where
the social work profession should focus its energies. These key areas include: focusing on generating
empirically-based knowledge for practice and policy analysis; and developing a system of social work education
that addresses the unique knowledge and skills needed to participate in end-of-life practice as competent and
informed professional practitioners. Current initiatives with regard to critical areas are summarised. (RH)
ISSN: 15524256
From : http://www.tandfonline.com
Social work competencies in palliative and end-of-life care; by Lisa P Gwyther, Terry Ahilo, Susan Blacker (et
al). Binghamton, NY: Haworth Social Work Practice Press, 2005, pp 87-120.
Journal of Social Work in End-of-life & Palliative Care, vol 1, no 1, 2005, pp 87-120.
American social workers from clinical, academic and research settings met in 2002 for a national Social Work
Leadership Summit on Palliative and End-of-Life Care. Participants placed the highest priority on the
development and broad dissemination of a summary document of the state-of-the-art practice of social work in
palliative and end-of-life care. Nine Summit participants reviewed the literature and constructed this detailed
description of the knowledge, skills and values that are requisite for this particular social work role. This
comprehensive statement delineates individual, family, group, team, community and organisational
interventions that extend across settings, cultures and populations. It encompasses advocacy, education, training,
clinical practice, community organisation, administration, supervision, policy and research. This document is
intended to guide preparation and accreditation of professional social workers, to assist interdisciplinary
colleagues in their collaboration with social workers, and to provide the background for the testing of quality
indicators and "best practice" social work interventions. (RH)
ISSN: 15524256
From : http://www.tandfonline.com
Special issue : Papers from special theme session, ["Ageing and the Future of Elder Care"] held as part of the
International Academy of Law and Mental Health, Sydney, 2 September 2003: co-sponsored by the Australian
Association of Gerontology; by Anna L Howe, Terry Carney, George Tomossy (eds), Australian Association of
Gerontology.: Blackwell Publishing, June 2005, 59 pp (whole issue).
Australasian Journal on Ageing, vol 24 Supplement, June 2005, 59 pp (whole issue).
Papers in this special issue of the Australasian Journal on Ageing were first presented in a special session on
"Ageing and the Future of Elder Care" that was part of the 20th International Congress of the Academy of Law
and Mental Health, held in Sydney in September 2003. Contributors from Australia, the UK, Japan and the US
considered three themes: international perspectives on intergenerational rights and responsibilities for the care of
the frail aged; advance care directives and end of life decision making; and the circumstances in which old age
is a basis for special legal provision. (RH)
ISSN: 14406381
From : http://www.cota.org.au / http://www.blackwellpublishingasia.com
Specialist palliative care in dementia; by Julian C Hughes, Louise Robinson, Ladislav Volicer.
British Medical Journal, vol 329, no 7482, 8 January 2005, pp 57-58.
The House of Commons Health Committee in its report in 2004 on palliative care (HC 454 2003/04)
commented on the lack of palliative care for patients without cancer. In this short article, the authors present
evidence to support this claim with regard to patients with dementia, for whom specialised units with outreach
and liaison are needed. (RH)
ISSN: 09598138
From : http://www.bmj.com
A systematic review of the scientific evidence for the efficacy of a palliative care approach in advanced
dementia; by E L Sampson, C W Ritchie, R Lai (et al).
International Psychogeriatrics, vol 17, no 1, March 2005, pp 31-40.
Patients with dementia often receive poor end-of-life care with inadequate pain control and without access to
palliative care services that patients with cancer are offered. This has been identified as an area of need in recent
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UK reports (e.g. National Service Framework for Older People, NSF, Standard Two) and by the Alzheimer's
Society (UK). The authors' objective was to perform a systematic review of the scientific literature regarding the
efficacy of a palliative care model for patients with dementia. Data sources included Medline, EMBASE,
PsycINFO, CINAHL, British Nursing Index, AMED, Cochrane Database of Systematic Reviews, Web of
Science, Cochrane Central Register of Controlled Trials, International Standard Randomised Controlled Trial
register, the NHS Economic Evaluation Database, and the System for Information on Grey Literature in Europe
(SIGLE). Other data was sourced from hand searches of papers identified on electronic databases and review
articles. The search identified 30 review articles, but only 4 papers were eligible for full approval, and only 2 of
these met full criteria for inclusion. These papers gave equivocal evidence of the efficacy for a palliative model
of care in dementia. Despite the increased interest in palliative care for patients with dementia, there is currently
little evidence on which to base such an approach. This may in part be due to ethical difficulties surrounding
such research, prognostic uncertainty in clinicians and the lack of clear outcome measures for patients who are
unable to express their needs or wishes. (RH)
ISSN: 10416102
From : http://journals.cambridge.org
Taking resuscitation decisions in the nursing home setting; by Andrew Makin.
Nursing Times, vol 101, no 41, 11 October 2005, pp 28-30.
The way decisions about resuscitation are made in accident and emergency (A&E) departments is not the same
as in nursing homes for older people. This article discusses prompt appropriate decision-making regarding
resuscitation in the nursing home setting, having cognizance of principles of mental capacity. (RH)
ISSN: 09547762
From : http://www.nursingtimes.net
Understanding the legal implications of living wills; by Fiona Haas.
Nursing Times, vol 101, no 3, 18 January 2005, pp 34-37.
In 1994, the Royal College of Nursing (RCN) stated that a living will gives patients comfort, not least because
they feel they are able to continue to have control and autonomy in their lives, even when they no longer
exercise their autonomy directly. This article explains the legality of living wills, and clarifies the conditions
that make an advance statement valid. The practical application of a living will is explored using examples
illustrating the necessary considerations. In recogising the legality of advance refusals of treatment, nurses need
to be aware that they must abide by such a refusal. (RH)
ISSN: 09547762
From : http://www.nursingtimes.net
Who cares?: contextual layers in end-of-life care for people with intellectual disability and dementia; by Liz
Forbat, Kathryn Pekala Service.
Dementia: the international journal of social research and practice, vol 4, no 3, August 2005, pp 413-432.
The complexity of the relationship between intellectual disability (ID) and dementia is increasingly
acknowledged. In order to operationalise a route towards person-centred care, the authors introduce W B
Pearce's hierarchy model as a tool to focus the attention of policy and practice in all aspects of caregiving. This
tool, which is taken from the family therapy literature, enables practitioners to examine the broad systems that
impact on the delivery and receipt of care. The authors focus on its utility in scrutinising end-of-life and later
stages of dementia by illustrating its use with three key areas of dementia care: nutrition, medical interventions,
and the location of care provision. These areas provide some of the most challenging situations at the end stages,
because of the possible treatment options. The model provides a focused approach to understanding how
meaning is created within social interaction. The article draws on implications for practice and policy and has
applications for practice internationally. (RH)
ISSN: 14713012
From : http://www.dem.sagepub.com
2004
A "CALL" for community-focused palliative care; by Sylvia McSkimming, Marla R London, Carol Lieberman
(et al).
Care Management Journals, vol 5, no 3, Fall 2004, pp 167-174.
Providing interdisciplinary coordinated health and social services has a profound positive impact on patients and
families facing life-threatening illness. CALL Care is a demonstration project designed to provide this type of
care and bridge gaps in the existing palliative care system. The programme seeks to provide care that is
comprehensive, adaptable, life-affirming and longitudinal. Hallmarks of the approach include: the identification
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and offer of assistance to those facing terminal illness as close to diagnosis as possible; periodic comprehensive
assessments of the patient and family situation; coordination of health and social care services made possible by
an active interdisciplinary team process with a single care coordinator; and links to community resources. This
article describes the CALL Care experience; presents several case studies illustrative of the interventions and
their impact; and provides recommendations for those seeking to make a similar commitment to integrated
palliative care services. (KJ/RH)
ISSN: 15210987
From : http://www.springerpub.com
Addressing the palliative care needs of people with dementia; by Lorraine Burgess.
Nursing Times, vol 100, no 19, 11 May 2004, pp 36-39.
People with dementia and their carers are entitled to as normal a life as possible, yet the palliative care needs of
those with dementia have received little attention to date. In the early days of the disorder, some drugs may
assist with the cognitive and behavioural symptoms. However, as the disease progresses, people with dementia
become increasingly dependent on carers. Evidence suggests that a palliative care approach from diagnosis is
beneficial, because it addresses people's emotional needs as well as those of their families and carers. (RH)
ISSN: 09547762
From : http://www.nursingtimes.net
Advance directives: uses and legal standing in England; by Ornaith Quinlan.
Geriatric Medicine, vol 34, no 4, April 2004, pp 19-20, 22.
Advance directives (or "living wills") allow competent individuals to state their healthcare choices in
anticipation of future loss of capacity or inability to communicate. While legislation governing advance
directives does not exist in England, case law has identified those elements that render an advance directive
legally binding. These include: competency at the time of decision-making; freedom from undue influence; the
availability of adequate information; and that the advance refusal was intended to apply to the situation that
arises. Advance directives confer both advantages and disadvantages, and therefore should be produced and
interpreted with caution. (RH)
ISSN: 0268201X
From : www.gerimed.co.uk
Assisted Dying for the Terminally Ill Bill [HL]; by Lord Joffe, House of Lords. London: TSO, 8 January 2004,
10 pp (HL Bill 17 session 2003/2004).
This Bill was introduced in the House of Lords by Lord Joffe. If enacted, the Bill will enable a competent adult
who is suffering unbearably as a result of a terminal illness to receive medical assistance to die at his own
considered and persistent request. The Bill also makes provision for a person suffering from such a condition to
receive pain relief medication. (KJ/RH)
From : Downloaded document (13/9/04):
http://www.publications.parliament.uk/pa/ld200304/ldbills/017/2004017.htmAvailable from The Stationery
Office.
Assisted Dying for the Terminally Ill Bill [HL]; by Lord Joffe, House of Lords. London: HMSO, 24 November
2004, 12 pp (HL Bill 4 session 2004/2005).
This Private member's Bill was introduced in the House of Lords by Lord Joffe. If enacted, the Bill will enable a
competent adult who is suffering unbearably as a result of a terminal illness to receive medical assistance to die
at his own considered and persistent request. The Bill also makes provision for a person suffering from a
terminal illness to receive pain relief medication. This Bill includes a Form of Declaration. The Bill was
dropped after it was referred to a Select Committee in this session. (KJ/RH)
ISBN: 0108418839
Price: £2.50
From : The Stationery Office. PO Box 29, Norwich NR3 1GN
Better palliative care for older people; by Elizabeth Davies, Irene J Higginson (eds), Regional Office for Europe,
World Health Organization - WHO; Fondazione Floriani.: Electronic format, 2004, 40 pp.
Most deaths in European and other developed countries occur in people aged 65+, but relatively little policy
concerns their needs in the last years of life. As life expectancy increases, the number of people living to older
ages is also increasing in many countries. At the same time, the relative number of people of working age is
declining and the age of potential carers is increasing. Palliative care is therefore of growing public health
importance. Older people have traditionally received less palliative care than younger people, and services have
focused on cancer. This document is part of the WHO Regional Office for Europe's work to present evidence for
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health policy-makers in a clear and understandable form. It presents the needs of older people, the different
trajectories of illnesses they suffer, evidence of underassessment of pain and other symptoms, their need to be
involved in decision-making, evidence for effective palliative care solutions, and issues for the future. A
companion item, "Palliative care: the solid facts", considers how to improve services and educate professionals
and the public. (RH)
ISBN: 9289010924
From : Download pdf (4/8/04): www.euro.who.int/document/E82931.pdf
Carer satisfaction with end of life care in Powys, Wales: a cross-sectional survey; by Christine Ingleton, Jana
Morgan, Philippa Hughes (et al).
Health & Social Care in the Community, vol 12, no 1, January 2004, pp 43-52.
A self-completion questionnaire, using a modified version of the Views of Informal Carers - Evaluation of
Services instrument, was sent to all bereaved carers of all those dying of cancer in Powys between April 1999
and June 2001. Of the 301 responding, it was found that most of those who received help from district nurses or
practice nurses (90%) said that they were excellent or good. However, nearly 40% of respondents reported
needing more nursing help. More help was also needed from social care services. For 103 of the respondents, it
was known that the deceased person wanted to die at home; only 44 did so. Only one-fifth of respondents had
the opportunity to talk to someone from health and social services after their bereavement; four-fifths of this
group found this helpful. 10% of respondents reported untreated pain at home; however, there was evidence for
an increased proportion of those treated having received good pain relief. Although there are high levels of
satisfaction with care and services received by Powys residents, deficits exist in relation to symptom control,
nursing help, assistance from social services with transport and bathing, communication, and bereavement
support. (RH)
ISSN: 09660410
From : www.blackwellpublishing.com/hsc
A delay they can ill afford: delays in obtaining Attendance Allowance for older, terminally ill cancer patients,
and the role of health and social care professionals in reducing them; by Geraldine Nosowska.
Health & Social Care in the Community, vol 12, no 4, July 2004, pp 283-287.
Despite being eligible, some people with a terminal illness are not accessing disability benefits. This paper is
based on a study investigating delays experienced by cancer patients in obtaining Attendance Allowance (AA)
by special rules and missed opportunities for professionals to assist with claims. The study took place in a
hospice where patients were referred to social work professionals for assistance in claiming AA. In each case,
the patient had been eligible for some time before the referral. Over a 5-month period, all 22 patients who were
referred completed a questionnaire, findings from which indicated total lost income ranged from £110.60 to
£1106. The median was £387.10; four people died before being awarded AA. Only four patients were fully
aware of their eligibility. Each person had seen between one and four professionals since becoming eligible for
the benefit, without the meeting resulting in a claim. Increased income aids the management of illness, and
information and assistance to claim disability benefits need to be made available in a consistent manner at the
earliest opportunity, and health and social care professionals are in a position to provide this. The author
proposes changes to the claims process, which could ensure that AA is received automatically without delay and
without extensive paperwork. (RH)
ISSN: 09660410
From : www.blackwellpublishing.com/hsc
Developing the provision of end-of-life care for older people in care homes through user involvement in
organisational practice development: Phase 1: A questionnaire survey concerning end-of-life care for older
people in care homes; by Katherine Froggatt, Palliative and End of Life Care Research Group, University of
Sheffield.: not published, 2004, 24 pp.
A postal survey of managers of 281 care homes in South Yorkshire was undertaken in order to: establish the
nature of deaths within the care homes; identify managers' perspectives of the needs of residents and family;
describe the resources available to the home; and describe managers' priorities for improving end-of-life care.
This report presents findings of the study (funded by the Health Foundation), which seeks a participative
approach in the development of new practices in end-of-life care, particularly with regard to communication and
shared decision making, symptom assessment and management, and working within the structures of the health
and social care system. (RH)
From : On application to: Dr Katherine Froggatt, Institute for Health Research, Bowland Tower East, Lancaster
University, Lancaster LA1 4YT. E-mail: k.froggatt@lancaster.ac.uk
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End of life care for older people admitted to hospital; by Christopher Beer.: Blackwell Publishing, June 2004, pp
58-62.
Australasian Journal on Ageing, vol 23.2, June 2004, pp 58-62.
End of life care is a common and challenging area of geriatric practice. There is limited literature detailing the
wishes of Australian patients regarding resuscitation and end of life care. Few very old patients benefit from
cardiopulmonary resuscitation (CPR). The evidence regarding end of life care is conflicting. Large studies are
available examining the care of seriously ill older patients in US hospitals. Attempts should be made to ascertain
the wishes of competent patients regarding resuscitation and end of life care. Older patients who are seriously ill
might often not be able to express their wishes. Our practice must thus incorporate the use of surrogate decision
makers and advance care directives (living wills). (RH)
ISSN: 14406381
From : http://www.cota.org.au / http://www.blackwellpublishingasia.com
The ethics of end-of-life research; by Perry G Fine.
Journal of Pain & Palliative Care Pharmacotherapy, vol 18, no 1, 2004, pp 71-78.
This article summarises the recommendations from a work group that met at the US National Institutes of
Health in September 2002. The primary purpose for that meeting was to explore the unique characteristics of
this research population and the ethical concerns that might require tailoring of "standard" clinical research
processes. The proceedings culminated in a 62-page document from which open discourse and a more formal set
of guidelines might emanate to both foster more and better research, while providing protections for research
subjects. The document was published as a supplement to the Journal of Pain and Symptom Management (April
2003). It includes six plenary papers, each focusing on a distinct ethical domain of palliative care research. It
concludes with a set of recommendations and research questions. These might best be viewed as hypotheses
that need to be tested or further explored. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA. http://www.HaworthPress.com
Evidence-based pain management and palliative care in The Cochrane Library; by Phillip J Wiffen.
Journal of Pain & Palliative Care Pharmacotherapy, vol 18, no 1, 2004, pp 79-86.
The Cochrane Library of systematic reviews is published quarterly. Issues 2 (May 2003) and 3 (July 2003) are
under discussion here. Issue 2 contained 2,395 reviews of which 1,669 are in full text; 79 are new reviews, 7 of
which are directly relevant to pain management and palliative care. Annotated bibliographies for those 7
reviews are provided. Issue 3 contained 3,058 reviews and protocols, of which 1,754 are fully published
reviews; 85 are new reviews, 5 of which are relevant to practitioners in pain and palliative care. References are
published in the same format as the citation for Cochrane reviews. The Cochrane trials database now stands at
over 375,000 records with an additional 4,100 one-page summaries of non-Cochrane reviews in the NHS
database of reviews of effectiveness (DARE). (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA. http://www.HaworthPress.com
Final farewell: [support services for friends and relatives caring for terminally ill relations]; by Katie Leason.
Community Care, no 1525, 3 June 2004, pp 28-29.
People caring for terminally ill relatives or friends are often more distressed than those facing death. This article
reports on such evidence, but points to the existence of support services, including a support package for carers
and professionals working with them, which is being launched by Help the Hospices. (RH)
ISSN: 03075508
From : http://www.communitycare.co.uk
Hospice admission practices: where does hospice fit in the continuum of care?; by Karl A Lorenz, Steven M
Asch, Kenneth E Rosenfeld (et al).
Journal of the American Geriatrics Society, vol 52, no 5, May 2004, pp 725-730.
Of 149 licensed hospices in California, 100 were surveyed about some of their admission practices between
December 1999 and March 2000. 63% of these hospices restricted admissions to at least one criterion. A
significant minority (26%) would not admit patients lacking a caregiver. Patients unwilling to forgo hospital
admission could not be admitted to 29% of hospices. Receipt of complex medical care, including total parenteral
nutrition (TPN, 38%), tube feeding (3%), transfusions (25%), radiotherapy (36%) and chemotherapy (48%),
precluded admission. Larger programme size was significantly associated with a lower likelihood of all
admission practices, except restricting the admission of patients receiving TPN or tube feedings. Hospices that
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were part of a chain were less likely to restrict the admission of patients using TPN, radiotherapy of
chemotherapy that were freestanding programmes. Thus, patients who are receiving complex palliative
treatments could face barriers to hospice enrolment. Policy makers should consider the clinical capacity of
hospice providers in efforts to improve access to palliative care and more closely incorporate palliation with
other healthcare services. (RH)
ISSN: 00028614
From : http://www.americangeriatrics.orghttp://www.blackwellpublishing.com
Issues in hospice utilization by Mexicans; by Donald E Gelfand, Hector Balcazar, Jeanne Parzuchowski (et al).
Journal of Applied Gerontology, vol 23, no 1, March 2004, pp 3-19.
Limited use of hospice programmes by Mexicans - the largest Latino population in the US - is examined, by
looking at factors in use, staffing, and the most effective means of communicating information and promoting
hospice services to this group. Focus groups stratified by two age cohorts and length of residence in the US were
held with Mexicans in Arizona and Michigan. Eight groups were held with community residents and two groups
with providers of services to the Mexican community. Factors that inhibit their use of hospice services include
knowledge of hospice programmes, fear of discrimination by agencies, possible costs, and language issues.
Factors encouraging usage were also cited. Hospice staff need to understand Mexican culture, provide good
care, and encourage the patient. A number of approaches to promoting hospice use, dispelling myths about
hospices, and providing information were suggested. Structured factors as well as attitudes are thus crucial to
determining hospice usage by this group. (RH)
ISSN: 07334648
From : http://www.sagepub.com
"It's different from my culture; they're very different": providing community-based, "culturally competent"
palliative care for South Asian people in the UK; by Alastair Owens, Gurch Randhawa.
Health & Social Care in the Community, vol 12, no 5, September 2004, pp 414-421.
The findings are discussed of a phenomenological study of service providers' attitudes to and experiences of
caring for South Asian cancer patients in Luton. 10 semi-structured in-depth interviews were carried out with a
range of staff who work in home- and community-based palliative care settings, including nurses, community
liaison personnel and representatives of non-statutory organisations. The authors consider how these service
providers construct ideas of cultural difference, and how these relate to philosophies of palliative care. They
examine attempts to deal with cultural diversity in everyday practice, focusing particularly on the social context
of care in the home. The paper considers ways in which staff attempt to incorporate the cultural needs of
patients, family, kin and community. Rather than criticising current working practices, the authors highlight the
complexity of delivering culturally competent services from the perspective of those working directly with
patients. In doing so, they contribute to ongoing debates about the development of anti-discriminatory practice
in health and social care. (RH)
ISSN: 09660410
From : www.blackwellpublishing.com/hsc
Mortality and morality: ageing and the ethics of care; by Liz Lloyd.
Ageing and Society, vol 24, part 2, March 2004, pp 235-256.
This paper focuses on the circumstances of death and dying in old age. It considers the ways in which social
policies and social gerontology reflect the values of independence, autonomy and citizenship; and it considers
the implication of these values for older people who are dependent on others for care and support at the end of
life. It discusses the complexity of the relationship between ageing and dying, by exploring recent research from
the fields of social gerontology and the sociology of death and dying. Arguing that a long-term perspective is
required to understand fully the circumstances of older people's deaths, it analyses the third age/fourth age
dichotomy as a conceptual mode. The task of developing knowledge about the links between ageing and dying
requires consideration of moral and ethical principles. The article examines the conceptual frameworks
developed by feminists who argue for an ethics of care as a central analytic referent in social policy. This
approach provides a powerful critique of the moral framework of independence and autonomy as characterised
in contemporary policies and practices. (KJ/RH)
ISSN: 0144686X
From : http://journals.cambridge.org/
Palliative care: the solid facts; by Elizabeth Davies, Irene J Higginson (eds), Regional Office for Europe, World
Health Organization - WHO; Fondazione Floriani.: Electronic format, 2004, 32 pp.
Palliative care is an important public health issue, and is concerned with the suffering, dignity, care needs and
quality of life of people at the end of their lives. It is also concerned with the care and support of their families
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and friends. The purpose of this document is to provide a concise overview of the best available evidence on the
concept of palliative care and related services. It draws on evidence from Europe and North America to discuss
issues including: the importance of individual rights, preferences and options; the evidence for effective
palliative care; the need to ensure access to palliative care for vulnerable groups; how to develop programmes to
improve quality of palliative care; how to improve education and training for health professionals; the need to
increase public awareness; and the kinds of research and development that will help policy-makers. A
companion item, "Better palliative care for older people"", considers the needs and rights of older people and
their families, and presents evidence of underassessment and undertreatment of pain. (RH)
ISBN: 9289010916
From : Download pdf (4/8/04): www.euro.who.int/document/E82933.pdf
Palliative care: Volume 1: Report, together with formal minutes; by David Hinchliffe (Chairman), Health
Committee, House of Commons. London: The Stationery Office, 14 July 2004, 50 pp (HC 454-I Session 200304).
The Committee believes that the right to a good death should be fundamental, and that social attitudes contribute
to problems in helping people achieve this. Its report examines issues of choice, provision, location and
timeliness of palliative care services; equity of provision, noting geographical and patient group inequities;
quality of services; and staffing and funding. The key message from this inquiry is that if palliative care is to
achieve improvements in the quality of the last months of life across the population, it will need to operate more
equitably and to find a way of overcoming the divide between health and social care. (RH)
From : TSO, PO Box 29, Norwich NR3 1GN. Download pdf (13/12/04):
www.publications.parliament.uk/pa/cm200304/cmselect/cmhealth/454/454.pdf
The personal and social context of planning for end-of-life care; by Boaz Kahana, Amy Dan, Eva Kahana (et al).
Journal of the American Geriatrics Society, vol 52, no 7, July 2004, pp 1163-1167.
Potential facilitators or deterrents to end-of-life planning for older people living in the community were
examined, including personal (health-related and sociodemographic) and social (physician and family)
influences. Participants were 239 older people aged 65-99 ageing in place in Cleveland, Ohio, 99 of their
primary care physicians, and 127 of their family members. Fewer than half had completed an advance directive
(living will) and discussed their wishes with others. Only older people's personal characteristics were related to
end-of-life plans. Whites, unmarried or younger individuals were more likely to have made preparations. Older
people's health status, as evaluated by the patient, physician and caregiver, did not relate to the tendency to
having made advance care plans. Older people's family members were much more likely to report knowledge of
advance care plans than were physicians. The findings suggest that many physicians do not talk with their
patients about their end-of-life wishes. (RH)
ISSN: 00028614
From : http://www.americangeriatrics.orghttp://www.blackwellpublishing.com
Physical functioning, depression and preferences for treatment at the end of life: the Johns Hopkins Precursors
Study; by Joseph B Straton, Nae-Yuh Wang, Lucy A Meoni (et al).
Journal of the American Geriatrics Society, vol 52, no 4, April 2004, pp 577-582.
The Johns Hopkins Precursors Study is a longitudinal cohort study of medical students who graduated from the
School of Medicine from 1948 to 1964. In the present study, 645 physicians (mean age 68) who completed the
life-sustaining treatment questionnaire in 1998, also provided information about their health status in 1992 and
1998. Of these physicians, 11% experienced clinically significant decline in physical functioning, and 18%
experienced worsening depression over the 6-year period. Those with declining function and worsening
depression were more likely to prefer high burden treatment than respondents who did not. The study draws
attention to the need for clinical reassessment of preferences for potentially life-sustaining treatment when
health has declined, if the underestimation of older patients' preferences is to be prevented. (RH)
ISSN: 00028614
From : http://www.americangeriatrics.orghttp://www.blackwellpublishing.com
Preferences of older African-Americans for long-term tube feeding at the end of life; by A M Fairrow, T J
McCallum, B J Messinger-Rapport.
Aging & Mental Health, vol 8, no 6, November 2004, pp 530-534.
Five focus groups were conducted with African-American subjects invited from a hospital's geriatric clinic. Five
broad themes emerged as reasons behind the acceptance or rejection of a PEG (percutaneous endoscopic
gastronomy) tube, namely: the nature of the illness; the quality of life at the time of the decision; the concern
about dependency; experiences; and religion (including issues of death). The issue of proxy also arose and
contained three themes: fear of less decision-making ability; trust in family or caregivers as proxy even when
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the proxy choice differed from their own choices; and trust in the doctor and family to respect personal
decisions. Use of a qualitative approach enabled potentially sensitive issues to be discussed. Preferences and the
reasons behind these preferences may not always be anticipated by clinicians. (RH)
ISSN: 13607863
From : http://www.tandfonline.com
Spiritual needs in health care may be distinct from religious ones and are integral to palliative care; by Peter
Speck, Irene Higginson, Julia Addington-Hall.
British Medical Journal, vol 329, no 7458, 17 July 2004, pp 123-124.
There is growing evidence that spiritual belief and religious practice are important predictive factors for a
greater proportion of people entering health care than previously thought. Reference is made to guidance from
the National Institute for Clinical Excellence (NICE), "Supportive and palliative care for adults with cancer"
(March 2004), which recommends the inclusion of spiritual issues in assessments. Recent research makes the
distinction between people who may not be religious, yet have a clear spiritual belief. This editorial article
draws attention to key words and phrases in the spirituality literature. (RH)
ISSN: 09598138
From : http://www.bmj.com
A survey of evaluation practices for hospice social workers; by John B Doherty, Kevin L DeWeaver.: Haworth
Press, 2004, pp 1-14.
Home Health Care Services Quarterly, vol 23, no 4, 2004, pp 1-14.
Hospice social workers make distinct contributions to the care of terminally ill persons and their loved ones.
This study contributes to social work's professional knowledge base by examining methods by which hospice
social workers are evaluated by their supervisors as well as their clients. The authors reports on a survey of
evaluative methods for social workers of 109 hospices. Implications for patient care and hospice operations are
discussed. (KJ/RH)
ISSN: 01621424
From : http://www.tandfonline.com
Treatment of terminal restlessness: a review of the evidence; by Karen A Kehl.
Journal of Pain & Palliative Care Pharmacotherapy, vol 18, no 1, 2004, pp 5-30.
Terminal restlessness is an important issue in the management of symptoms at the end of life: previous studies
indicate that between 25% and 88% of dying patients have exhibited this condition. The purpose of this review
was to examine the empirical evidence about the pharmacological treatment for this condition. All available
literature, in all languages, from 1966-2002, was reviewed as "best available evidence". Of the 72 articles
reviewed, 14 met the criteria and were chosen for analysis. Results yielded that there was insufficient evidence
to suggest that a single medication or class of medications is appropriate for terminal restlessness. There is a
clear need for additional trials of neuroleptics, benzodiazepines, barbiturates and combination protocols to
determine which protocols are the most effective and have the least side effects. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA. http://www.HaworthPress.com
2003
The attitudes of carers and old age psychiatrists towards the treatment of potentially fatal events in end-stage
dementia; by R H Coetzee, S J Leask, R G Jones.
International Journal of Geriatric Psychiatry, vol 18, no 2, February 2003, pp 169-173.
Deciding how to treat patients with end-stage dementia developing potentially fatal events has long been
contentious. Under proposed incapacity legislation in England, the role of carers is likely to increase. Old age
psychiatrists often have to decide between active or palliative approaches to such patients. Following a literature
review, a Likert scale attitudinal questionnaire was designed, which was initially distributed to a pilot group of
medical students, and subsequently to members of the Alzheimer's Society branch in Nottingham and all
psychiatrists in the Trent health region. 148 carers and 34 clinicians responded. Factor analysis and test-retest
analysis of students' responses validated 6 questions, which grouped into two factors, relating to active treatment
and patient-controlled ethics. Between group comparisons revealed significant differences between carers' and
clinicians' attitudes in these areas. Clinicians favoured active treatment of potentially fatal events in end-stage
dementia less than carers who more significantly valued patient-centred issues such as dying with dignity, the
patient's best interests, and the patient's wishes. (RH)
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ISSN: 08856230
Care of the dying patient: the last hours or days of life; by John Ellershaw, Chris Ward.
British Medical Journal, vol 326, no 7379, 4 January 2003, pp 30-34.
One of the key aims of specialist palliative care is to empower general healthcare workers to care for dying
patients. The hospice movement has challenged the prevailing death-dying attitude of our healthcare system,
and championed a positive attitude to caring for vulnerable and dying patients. To disseminate a model of care,
a greater focus needs to be given to the educational issues relating to diagnosing dying. (RH)
ISSN: 09598138
Commentary on "Lower respiratory infections in nursing home residents with dementia: a tale of two countries";
by Howard Tuch.
The Gerontologist, vol 43, special issue II, April 2003, pp 94-95.
The study by David R Mehr et al in this issue of The Gerontologist is praised for raising issues regarding the
types of care for which patients and their families would wish. Howard Tuch also focuses on the study's
limitations and difficulties in comparing two different populations. (RH)
ISSN: 00169013
Commentary: a "good death" is possible in the NHS; by Julia Neuberger.
British Medical Journal, vol 326, no 7379, 4 January 2003, p 34.
Although hospices are "fashionable", caring for a dying person is still discussed relatively little in the UK. The
author supports John Ellershaw and Chris Ward, and their plea for the best care to be available for everyone not just for cancer patients or those in the care of a specialist palliative care team. She recalls the experiences of
her parents' deaths, both at home, and the quality of care which they received. It should also be possible to
provide a "good death" for other people. (RH)
ISSN: 09598138
Complexity of decision-making in a nursing home: the impact of advance directives on end-of-life care; by
Hana Osman, Marion A Becker.
Journal of Gerontological Social Work, vol 42, no 1, 2003, pp 27-40.
Since the Patient Self-Determination Act (PSDA) became law in 1991, nursing homes in the US routinely
consider advance directives with all residents. This study investigated the implementation of end-of-life care
wishes for residents in one nursing home in Florida. Data were collected from the medical records of 75
residents who died in the facility in one year. Two-thirds of the residents had either completed a living will, or
designated a health care decision-maker; 90.7% of the residents had "do not resuscitate" orders. Findings
suggest that in 94% of the cases advance directives were followed, and that professional social work activities
contributed to the high rate of compliance. (KJ/RH)
ISSN: 01634372
From : http://www.tandfonline.com
End of life in care homes: a palliative care approach; by Jeanne Samson Katz, Sheila Peace (eds). Oxford:
Oxford University Press, 2003, 205 pp.
Possibilities are explored for improving the care of older people dying in residential and nursing homes. This
book draws extensively on two Department of Health (DH) funded studies undertaken at the Open University
(OU) in the late 1990s. Central to the OU studies was the concept of the "dying trajectory" - that is, how care is
managed from general deterioration to eventual death. The reasons for limited access to palliative cre services
for older people with conditions other than cancer are examined. The challenges of caring for dying residents,
the constraints facing staff, the needs of relatives and other residents when a death occurs, and the roles of
external health workers are examined. Comparisons are made with the US, including the roles which hospices
have begun to play in caring for dying residents. The editors conclude by suggesting that relationships and
resources are the key concepts to be considered in relation to palliative care needs. (RH)
ISBN: 0198510713
Price: £24.95
From : Oxford University Press, Great Clarendon Street, Oxford OX2 6DP.
End-of-life care in assisted living and related residential care settings: comparison with nursing homes; by Philip
D Sloane, Sheryl Zimmerman, Laura Hanson (et al).
Journal of the American Geriatrics Society, vol 51, no 11, November 2003, pp 1587-1594.
Of all deaths involving older people in the US, 21% occur in a long-term care facility. This study defined the
state of end-of-life care in 55 residential care or assisted living (RC/AL) facilities and 26 nursing homes (NHs);
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and the two types of care settings were compared. Telephone interviews were conducted with 224 staff members
and family informants who best knew 73 RC/AL residents and 72 NH residents who died within 3 days after
discharge from a study facility. Data were collected on circumstances of death, perceptions of the dying process,
cause of death, care during the last month of life, mood, discomfort, and family satisfaction. Most decedents had
died in the facility where they had resided; more than half were alone when they died. Greater proportions of
staff and family in the NHs knew that the resident's death was only days or weeks away. Both RC/AL and NH
residents experienced few highly negative moods; and even on their most uncomfortable day, the overall
discomfort was low for residents in both facility types. Summary ratings of family satisfaction were
significantly higher for the RC/AL than the NH group. (RH)
ISSN: 00028614
Ethical issues in end of life geriatric care: the approach of three monotheistic religions - Judaism, Catholicism
and Islam; by A Mark Clarfield, Michael Gordon, Hazel Markwell (et al).
Journal of the American Geriatrics Society, vol 51, no 8, August 2003, pp 1149-1154.
Ethical dilemmas pervade modern geriatric medicine. What is considered right or wrong will differ depending
on, among other things, the patient's religion. The three Abrahamic monotheistic religions - Judaism,
Christianity (its Catholic variant), and Islam - all have carefully considered positions on medical ethics.
Although much is held in common, there are significant differences. The authors present three clinical cases,
each of which presents ethical dilemmas typical of geriatric care, especially at the end of life. On the basis of
these scenarios, the normative ethical position of each religion is compared and contrasted. With increasingly
multicultural societies and clientele, it is hoped that geriatricians will find this approach useful in treating
patients. (RH)
ISSN: 00028614
Factors that influence end of life care in nursing homes: the physical environment, inadequate staffing, and lack
of supervision; by Vincent Mor, Katherine Berg, Joseph Angelelli (et al).
The Gerontologist, vol 43, special issue II, April 2003, pp 76-84.
Participant observation, interviews, and event analysis were used to obtain data concerning the process of
providing care to terminally ill residents of two nursing homes. This study found that the physical environment
of these nursing homes was not conducive to end-of-life care. The rooms were crowded, there was little privacy,
and the facilities were noisy. Inadequate staffing and lack of supervision were among the most significant
organisational factors that influenced care. Often, residents did not receive basic care, such as bathing, oral
hygiene, adequate food and fluids, and repositioning. A consequence of inadequate staffing was the
development of pressure ulcers: 54% of residents had pressure ulcers, and 82% of residents died with pressure
ulcers. These findings suggest that the environment in both these nursing homes, as now structured, is an
inappropriate setting for end-of-life care. (RH)
ISSN: 00169013
Fit to care?: a comparison of informal caregivers of first-generation Black Caribbeans and White dependants
with advanced progressive disease in the UK; by Jonathan S Koffman, Irene J Higginson.
Health & Social Care in the Community, vol 11, no 6, November 2003, pp 528-536.
The main needs and problems experienced by informal caregivers of Black Caribbean and White native-born
patients in their last year of life are described and compared. The survey took place in three inner London
Boroughs. Of the 106 Black Caribbean and 110 White patients identified as dying during the survey period, 50
interviews per ethnic group were conducted. Of these, 31 respondents representing Black Caribbean and 28
representing White dependents said they bore the brunt of caregiving. Those who cared for Black Caribbean
dependants were more likely to be women (84%, vs 46% White) and younger than 55 (73% vs 37%). The
personal care tasks with which caregivers assisted their dependents were similar, as were the informal resources
on which they drew. Many caregivers reported restrictions in their daily lives; this was more pronounced for
those caring for Black Caribbean dependants. (RH)
ISSN: 09660410
A good death: papers presented at a Leveson Seminar [on 25 September 2002]; by Alison Johnson, Colin
Johnson (eds), Leveson Centre for the Study of Ageing, Spirituality and Social Policy. Solihull: The Leveson
Centre, 2003, 50 pp (Leveson paper number four).
Six papers were presented on achieving a good death. Kenneth Howse (Centre for Policy on Ageing - CPA)
looks at issues and problems arising from research on achieving a good death for the King's Fund. Dame Rachel
Waterhouse offers her reflections as an older person on how death is viewed and managed in today's society.
The Revd Brian Greet speaks from his experience as a hospice chaplain and as a "senior". Beatrice Godwin
identifies six obstacles to a good death in dementia. The Revd Barry Clark, a hospital chaplain, considers the
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role of the medical profession at the end of life, and the need for some acceptance of the incidental shortening of
life by the medication necessary to ensure pain relief. Leonie Kellaher's paper examines how relatives and
friends come to terms with a death, and to make a "good death" in retrospect by religious and non-religious
strategies. (RH)
Price: £5.00
From : The Leveson Centre for the Study of Ageing, Spirituality and Social Policy, Foundation of Lady
Katherine Leveson, Temple Balsall, Knowle, Solihull B93 0AN.
Hospice usage by minorities in the last year of life: results from the National Mortality Followback Survey; by
K Allen Greiner, Subashan Perera, Jasjit S Ahluwalia.
Journal of the American Geriatrics Society, vol 51, no 7, July 2003, pp 970-978.
Secondary analysis of the US National Mortality Followback Survey (NMFS) for 1993, revealed that hospice
use was negatively associated with African-American race or ethnicity, independent of income and access to
healthcare. The relationship is not independent of age, insurance type, or history of stroke. For subjects aged
55+, access to healthcare may be an important confounder of the negative relationship between AfricanAmerican race/ethnicity and hospice use. Consistent with previous studies, the analysis found that AfricanAmericans were less likely to use a living will (LW) than whites. The reduced importance of African-American
race/ethnicity on hospice use with the inclusion or presence of a LW in logistic models suggests that similar
cultural processes may shape differences between African Americans and whites in advance care planning and
hospice use. (RH)
ISSN: 00028614
Hospitalisation, care plans and not for resuscitation orders in older people in the last year of life; by D K Y
Chan, B Ong, K Zhang (et al).
Age and Ageing, vol 32, no 4, July 2003, pp 445-449.
More than 60% of older people have at least one admission to hospital in the last year of life, with the majority
having multiple admissions. The authors report that where there is a diverse minority ethnic population - as in
Bankstown, New South Wales, Australia - there were multiple admissions and utilisation of hospital beds for
older people in the last year of life. Stroke, as well as stroke and fracture, were strongly correlated to care plan
and not for resuscitation orders. Of the 110 patients in this study, only 8 had an advanced care plan documented
prior to last admission. However, of the advanced care plans documented, 7 of the 8 were generally clearly
written and followed through appropriately. (RH)
ISSN: 00020729
Improving nursing home care of the dying: a training manual for nursing home staff; by Martha L Henderson,
Laura C Hanson, Kimberly S Reynolds. New York, NY: Springer Publishing Company, 2003, 208 pp.
Nursing home staff are increasingly being asked to care for residents who are dying. Chapters in this book are
arranged in the form of training sessions designed to help nursing home staff to meet the challenge and give
competent and compassionate care. Eight topics on end-of-life and palliative care in long-term care settings are
examined: envisioning a good death; recognising the final phase of life; grief and loss; advance care planning;
choices about eating and drinking; pain management; emotional and spiritual care; and caring for the caregivers.
(RH)
ISBN: 0826119255
Price: US$40.80
From : Springer Publishing Company, 536 Broadway, New York, NY 10012-3955, USA.
The International Association for Hospice and Palliative Care: international activities and future initiatives; by
Liliana De Lima, Eduardo Bruera, Roger Woodruff.
Journal of Pain & Palliative Care Pharmacotherapy, vol 17, no 1,, 2003, pp 31-37.
The International Association for Hospice and Palliative Care (IAHPC) is a global organisation dedicated to the
development and improvement of palliative care. Its mission is to increase the availability and access to high
quality hospice and palliative care for patients and families throughout the world. It does this by promoting
communication, facilitating and providing education, and by becoming an information resource for patients,
professionals, health care providers and policy makers around the world. This article outlines the IAHPC's
activities and planned future initiatives. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA.

112

Life sustaining treatments: what do physicians want and do they express their wishes to others?; by Joseph J
Gallo, Joseph B Straton, Michael J Klag (et al).
Journal of the American Geriatrics Society, vol 51, no 7, July 2003, pp 961-969.
Older physicians who were medical students graduating from Johns Hopkins University between 1946 and 1964
were sent questionnaires about whether they have discussed preferences for end-of-life medical care with their
own physicians, whether they have established an advance directive (living will), and what life sustaining
treatment they wish in the event of incapacity to make such decisions for themselves. Of 999 physicians sent the
survey, 765 (77%) responded. 46% felt that their own doctors were unaware of their treatment preferences or
were not sure. Of these respondents, 59% had no intention of discussing their wishes with their doctors in the
next year. In contrast, 89% thought their families were probably or definitely aware of their preferences. 64%
reported that they had established an advance directive. Compared with those without advance directives, those
who established an advance directive were more likely to believe that their doctors or family members were
aware of preferences for end-of-life care and were more likely to refuse treatments than those without advance
directives. The survey draws attention to the gap between such preferences and expressing wishes to others
through discussion, even among doctors. (RH)
ISSN: 00028614
Lower respiratory infections in nursing home residents with dementia: a tale of two countries; by David R Mehr,
Jenny T van der Steen, Robin L Kruse (et al).
The Gerontologist, vol 43, special issue II, April 2003, pp 85-93.
A focus on palliative care for residents with dementia is much more common in Dutch nursing homes than in
the US. The authors compared treatment and mortality in US and Dutch nursing home residents with lower
respiratory infections (LRIs), which are often the immediate cause of death in dementia. Two prospective
cohorts were studied: 706 subjects with pneumonia in 61 psychogeriatric nursing homes throughout the
Netherlands; and 701 subjects with likely dementia from a study of LRIs in 36 nursing homes in Missouri.
Those with dementia were more often treated without antibiotics in the Netherlands (23%) than in Missouri
(15%). Indicators of severe illness operate in opposite directions: more severe illness is associated with
antibiotic treatment in the US, but with palliative treatment without antibiotics in the Netherlands. These
findings are consistent with others in indicating problems with transition to palliative care for US nursing home
residents with dementia. (RH)
ISSN: 00169013
Pain and palliative care in The Cochrane Library: issue number 3 for 2002; by Phillip J Wiffen.
Journal of Pain & Palliative Care Pharmacotherapy, vol 17, no 1,, 2003, pp 63-66.
The Cochrane Library of systematic reviews is published quarterly. Six of the 62 new reviews published in issue
4 for 2001 in February 2002 are relevant to pain and palliative care. This article provides annotations for these
reviews. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA.
Pain and palliative care in the developing world and marginalized populations: a global challenge; by M R
Rajagopal, David Mazza, Arthur G Lipman (eds).
Journal of Pain & Palliative Care Pharmacotherapy, vol 17, no 3/4, 2003, 284 pp (whole issue).
This issue of the Journal of Pain & Palliative Care Pharmacotherapy offers a number of papers that describe
pioneering work on the front lines of pain and palliative care service planning and implementation for underserved populations. Future demands for such care will be greater with a globally ageing population and with the
increasing prevalence of HIV/AIDS. In order to succeed in marginalised populations, programmes must tackle
the medical, socio-economic, cultural and ethical needs of such people. Contributions cover India, Chile,
Argentina, Saudi Arabia, Thailand, Hong Kong, Malaysia, Uganda, New Zealand, Kenya, Papua New Guinea,
and the plight of American Indians and Alaskan natives. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA. www.HaworthPress.com
Quality of life while dying: a qualitative study of terminally ill older men; by Elizabeth K Vig, Robert A
Pearlman.
Journal of the American Geriatrics Society, vol 51, no 11, November 2003, pp 1595-1601.
To help terminally ill patients plan for the end of life, clinicians are encouraged to become familiar with their
patients' experiences of living with terminal illness, to identify each patient's unique priorities, and to
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incorporate that information into care plans aimed at maximising quality of life at the end of life. This study is
based on tape-recorded interviews with 26 men identified by their doctors as having terminal heart disease or
cancer. Closed-ended questions (about symptom intensity, presence of depressed mood, and areas relating to
quality of life) were analysed using descriptive statistics. Participants believed that death was near, but saw
engaging in hobbies and other enjoyable activities as an alternative to moving into the final stage of illness, in
which they saw themselves as actively dying. They admitted to occasionally ignoring prescribed diets, which
improved their overall quality of life, but worsened symptoms. New symptoms brought concerns about
progression to active dying. Participants believed that their actions in the present (such as putting their finances
in order and planning their funerals) could improve the quality of their dying and lessen the burden of their
deaths on others. (RH)
ISSN: 00028614
Using the family covenant in planning end-of-life care: obligations and promises of patients, families and
physicians; by David J Doukas, John Hardwig.
Journal of the American Geriatrics Society, vol 51, no 8, August 2003, pp 1155-1158.
The current use of advance directives (living wills) is failing to respect patient autonomy; and doctors and
families need to interact more meaningfully to clarify the values and preferences at stake in advance care
planning. This paper proposes using the family covenant as a preventive ethics process designed to improve
end-of-life planning. The family covenant formulates advance directives in conversation with family members
and with the assistance of a physician, thereby making advance directives more acceptable to the family and
more intelligible to other physicians. It adds the moral force of a promise to the obligation of respecting a
patient's preferences about end-of-life care. These negotiations between patient, family and doctor, from early
planning phases through implementation, should greatly reduce the incidence of family disagreements as to
what the patient would have wanted. Thus, the family covenant ensures that advance directive discussions
within the family promotes and respects the autonomy of other family members, and might even spur others in
the family to complete advance directives through additional covenants. (RH)
ISSN: 00028614
What is a good death?; by Richard Smith (ed).
British Medical Journal, vol 326, no 7408, 26 July 2003, whole issue.
This entire issue of the British Medical Journal is devoted to looking at what constitutes a good death. It would
appear from the various articles that a good death will differ for each individual, as living an individual life
does. Euthanasia is highlighted and pressure may increase to legalise this, as it becomes to be seen as a
legitimate option by the baby boomers generation. The diagnosis of dying by the general practitioner (GP) is
considered central to the debate of a good death. (KJ)
ISSN: 09598138
2002
Age and risk of in-hospital death: insights from a multihospital study of intensive care patients; by Gary E
Rosenthal, Peter J Kaboli, Mitchell J Barnett (et al).
Journal of the American Geriatrics Society, vol 50, no 7,, July 2002, pp 1205-1212.
In-hospital death rates of 38 intensive care units (ICUs) in 28 hospitals in a large Midwest metropolitan region
were compared at successive 5-year intervals. Findings demonstrate incremental increases in the risk of hospital
death associated with age that was independent of severity of illness and other prognostic factors. Although the
present results may be less biased by differences in treatment goals than studies of in-patients generally, the
lower discrimination of physiology scores in older patients suggests that unmeasured factors (e.g. functional
status, patient preferences for care, differences in doctor practices) may be of greater prognostic importance in
older than in younger patients. (RH)
ISSN: 00028614
Assessment of patient preferences: integrating treatments and outcomes; by Terri R Fried, Elizabeth H Bradley,
Virginia R Towle.
Journals of Gerontology: Series B, Psychological Sciences and Social Sciences, vol 57B, no 6, November 2002,
pp S348-S354.
The development of the Willingness to Accept Life Sustaining Treatment instrument (WALT), a patient-centred
measure of treatment preference applicable across a range of illnesses and treatment decisions is reported.
Development was based on previous research supplemented by open-ended interviews and focus groups. The
instrument's psychometric properties were determined by administration to 125 people aged 60+ with limited
life expectancy secondary to congestive heart failure, chronic obstructive pulmonary disease or cancer. Test-
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retest and inter-rater reliability (ranges 73 to 95, and 49 to 93 respectively) were established using intraclass
correlation coefficients. Construct validity was established by examining associations of the measure with a
single-item question regarding treatment goals and with age, ethnicity, and functional impairment,
characteristics known to be associated with preferences. The WALT instrument consists of 6 scenarios in which
respondents weigh treatment burden against treatment outcomes expressed in terms of the likelihood of different
health status and length of life following treatment. (RH)
ISSN: 10795014
Breaking the death taboo: older people's perspectives on end-of-life decisions; by Tushna Vandrevala, Sarah E
Hampson, Theopisti Chrysanthaki.
Quality in Ageing, vol 3, no 3, September 2002, pp 36-47.
The greater availability of life-sustaining technology (such as cardiopulmonary resuscitation, CPR) - and the
medical legal and moral pressures to use them, often enable older people's lives to be prolonged. The dying
process can be extended, regardless of quality of life. Further, there is much public debate on the increasing
emphasis of individual rights and personal autonomy in the dying process. This qualitative study of a sample of
12 older people living in the community examined their perspectives on end-of-life decision-making and
advance care planning. A semi-structured interview explored their conceptualisations of decision-making in the
later stages of life and the significant others they would like to be involved in the process. Content analysis
resulted in broad categories, themes and sub-themes that formed the foundation of an emerging model of older
people talking about their end-of-life care. (RH)
ISSN: 14717794
Defining hospice and palliative care: some further thoughts; by William M Lamers Jr.
Journal of Pain & Palliative Care Pharmacotherapy, vol 16, no 3,, 2002, pp 65-72.
Widespread acceptance of hospice in the United States has contributed to increased public and professional
interest in improved care, not only for those who are dying, but also for people undergoing treatment for
conditions that may not pose an immediate threat to life. "Palliative care" has been brought into use to denote
care that covers a broader category of patients who do not necessarily have a medical condition that is not
currently life threatening. The use of two related and overlapping terms by professionals is confusing, and in the
absence of clear definitions, has contributed to needless controversy. This paper is designed to explore the
historical evolution of both terms, hospice and palliative care, and to reduce the confusion and controversy
surrounding their current application. (KJ/RH)
ISSN: 15360288
From : Haworth Document Delivery Service, The Haworth Press Inc., 10 Alice Street, Binghamton NY 139041580, USA.
Does receipt of hospice care in nursing homes improve the management of pain at the end of life?; by Susan C
Miller, Vincent Mor, Ning Wu (et al).
Journal of the American Geriatrics Society, vol 50, no 3, March 2002, pp 507-515.
Detailed drug use data contained on the last Minimum Data Set (MDS) before death were used to measure
analgesic management of daily pain of 2,644 hospice and 7,929 nursing home patients who had died before
April 1997. 15% of hospice residents and 23% of non-hospice residents in daily pain received no analgesics. A
lower proportion of hospice residents (21%) received analgesics not recommended by Guidelines from the
American Medical Directors Association (AMDA). 51% of hospice and 33% of non-hospice residents received
regular treatment for daily pain. Improving the analgesic management of pain in nursing homes is essential if
high quality end-of-life care in nursing homes is to be achieved. (RH)
ISSN: 00028614
The effect of inpatient hospice units on hospice use post-admission; by Sara E Erickson, Terri R Fried, Emily
Cherlin (et al).
Home Health Care Services Quarterly, vol 21, no 2, 2002, pp 73-83.
This study determined whether having a hospice unit within the hospital increases the proportion of terminally
ill patients who use hospice services post-admission. Medical record data abstracted for 232 randomly selected
patients with terminal cancer admitted to six community hospitals in Connecticut was used. It was found that
patients admitted to a hospital with a hospice unit were more likely to use hospice services post-admission than
patients admitted to a hospital without a hospice unit. This effect persisted after adjustment for patient age,
gender, marital status, documented discussions of prognosis, prior hospice use and type of cancer. (KJ/RH)
ISSN: 01621424
From : http://www.tandfonline.com
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End of life care: the experience of seniors and informal caregivers; by Margaret M Ross, Michael J MacLean,
Roy Cain (et al).
Canadian Journal on Aging, vol 21, no 1, Spring 2002, pp 137-146.
As Canada's population of older people grows, an increasing number of individuals will require care as they face
the end of life. Neither families nor health care providers have received much direction or guidance, to ensure
optimum quality of life for older people prior to death and during the period of bereavement. This article
presents an abbreviated summary of the literature regarding end-of-life issues and the challenges for older
people who face a life threatening illness and are at, or near, the end of their lives. The article is also informed
by a series of focus groups with older and other informal caregivers, regarding the giving of help and getting
support while caring for people who are dying. In response to this evidence, it makes a series of
recommendations aimed at ensuring optimal end-of-life care for those who are dying and their families. (RH)
ISSN: 07149808
End of life research: focus on older populations: presented at the Integrative Workshop on End of Life Research,
Bethesda, Maryland, October 22-23, 2001; by Kathleen C Buckwalter (ed), Integrative Workshop on End of
Life Research, Bethesda, Maryland, 2001, Gerontological Society of America.
The Gerontologist, vol 42, special issue 3, October 2002, 134 pp.
The workshop's purpose was to define the current state of the science for end of life in older people, and to
identify future directions for US National Institutes of Health (NIH) research initiatives. This special issue of the
Gerontologist comprises articles, commentaries and research recommendations for the workshop's four themes:
the experience of dying - spirituality; end-of-life organisations, settings, and transitions; methods and
measurement in end-of-life research; and ethical implications of end-of-life research. (RH)
ISSN: 00169013
End-of-life care of persons with dementia; by Jean-Pierre Michel, Sophie Pautex, Dina Kezry (et al).
Journals of Gerontology: Series A, Biological Sciences and Medical Sciences, vol 57A, no 10, October 2002, pp
M640-M644.
Many clinicians with different training and practice are involved in caring for people with dementia, with
geriatricians and palliative care specialists are particularly involved in end-of-life care. To summarise the
progress of knowledge in this field, it seems possible to answer four fundamental questions. First, when?
Several longitudinal studies of cohorts of demented and non-demented patients show clearly that dementia is a
risk factor for early death. Why? Studies on the basis of death certificates appear to be biased. For example, a
large autopsy study performed in the geriatric department of Geneva University Hospital showed no differences
in immediate causes of death between demented and non-demented hospitalised older patients. How? Given the
difficulties of knowing how aware demented patients are of the end of life, their deaths can raise many ethical
considerations. For example, how can health professionals help family members and their fear of both death and
dementia. And after? The suffering of family members and caregivers has to be considered. This goal includes
the improvement of clinicians' communication skills with both patient and family, in helping with their
acceptance of death. (RH)
ISSN: 10795006
Good deaths, bad deaths and preferences for the end of life: a qualitative study of geriatric outpatients; by
Elizabeth K Vig, Nathaniel A Davenport, Robert A Pearlman.
Journal of the American Geriatrics Society, vol 50, no 9,, September 2002, pp 1541-1548.
Patient involvement in decision-making has been advocated for improving the quality of life at the end of life.
This study explored the attitudes of 16 older Americans with heart disease or cancer about the end of life, and
whether the values they expressed could be extended to end-of-life preferences. Interviews used a mixture of
open-ended and closed-ended questions. Given that each participant voiced a unique combination of themes in
describing good and bad deaths, a heterogeneity of views was obtained. A thorough understanding of an
individual's end-of-life preferences may help health professionals working with older people to develop patientcentred health care plans for the end of life. (RH)
ISSN: 00028614
An integrated care pathway for the dying; by John Ellershaw, Alison Coackley.
Geriatric Medicine, vol 32, no 4, April 2002, pp 45-46, 48-49.
The Liverpool Integrated Care Pathway for the Dying Patient hass been developed jointly by the Marie Curie
Centre, Liverpool and the Palliative Care Team at the Royal Liverpool University Hospital. The ICP focuses on
three man areas: initial assessment and care; ongoing care of the dying patient; and care after death. The authors
describe how this model of care of the dying can be translated from the specialist palliative care setting to use in
other health care settings. (RH)
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ISSN: 0268201X
The last 48 hours of life in long-term care: a focused chart audit; by Pippa Hall, Cori Schroder, Lynda Weaver.
Journal of the American Geriatrics Society, vol 50, no 3, March 2002, pp 501-506.
As a component of palliative care education course development, the University of Ottawa Institute of Palliative
Care wished to assess end-of-life care for patients in long-term care (LTC) settings to develop an educational
strategy for physicians. A chart audit for 185 patients found that many were cognitively impaired. Cancer was
the final diagnosis in 14% of cases. Respiratory symptoms were the most prevalent symptom, with dsypnoea
being first and noisy breathing third. Pain was second, with a prevalence similar to that found in cancer patients.
Management of symptoms was variable: whilst 99% were treated for pain, dyspnoea was not treated in 23% of
the cancer patients. Nurses played a crucial role in the care of dying residents through their documentation and
communication of end-of-life issues. Appropriate palliative care education can provide knowledge and skills to
all health professionals, including doctors, and assist them in the control of symptoms and improvement of
patients' end-of-life quality of life. (RH)
ISSN: 00028614
Moral lessons from the jury box; by Ben A Rich.
Journal of Pain & Palliative Care Pharmacotherapy, vol 16, no 1,, 2002, pp 81-92.
In 1991, a North Carolina jury awarded millions of dollars in damages because of a healthcare institution's
failure to provide appropriate pain relief to a dying patient. In 2001, a California jury found a physician guilty
of elder abuse for his failure to properly manage the pain of a cancer patient. In both instances, state licensing
boards had failed to take any disciplinary action against those involved. These cases dramatically illustrate a
significant and persistent gulf between the lay public and the health professions with regard to the moral
significance they attach to the duty to relieve suffering. Measures to ensure that all patients receive effective
assessment and management of their pain must take into account this disparity, and endeavour to achieve
congruence by reconnecting the health professions to their ancient and core value - the relief of suffering.
(KJ/RH)
ISSN: 15360288
National care standards - hospice care; by Angus Skinner (Chair), National Care Standards Committee, Scottish
Executive. Edinburgh: Scottish Executive, 2002, 59 pp.
The 14 hospices in Scotland are run by voluntary organisations, and provide a mix of in-patient care, day care
and home care. The National Care Standards Committee (NCSC) has developed these standards with the help of
a number of working groups including both users and service providers. The standards describe what each
individual can expect from the service provider, focusing on the quality of life; they relate to all aspects of
hospice service, covering from before admission to care at the end of life. The standards are based on the
principles of dignity, privacy, choice, safety, realising potential, and equality and diversity. Reference is made to
the role of the Scottish Commission for the Regulation of Care (which will register and inspect services) and the
Scottish Social Services Council (which has responsibility for promoting high standards of conduct and practice
for social service workers). (RH)
ISBN: 075590432X
Price: £5.00
From : The Stationery Office Bookshop, 71 Lothian Road, Edinburgh EH3 9AZ.
www.scotland.gov.uk/government/rcp
Pain reports by older hospice cancer patients and family caregivers: the role of cognitive functioning; by
Rebecca S Allen, William E Haley, Brent J Small (et al).
The Gerontologist, vol 42, no 4, August 2002, pp 507-514.
The assessment and treatment of pain is a primary goal of hospice care, and both disease processes and the use
of opioid analgesics may lead to cognitive impairment in hospice patients. This US cross-sectional, correlational
study explored the associations between pain, cognitive functioning and gender in cancer patients and their
family caregivers (176 dyads) during in-home hospice care. Contrary to expectation, care recipients with
cognitive impairment reported more intense pain than those with intact cognitive functioning. However,
cognitive impairment among care recipients had no impact on the pain report of family caregivers. Care
recipient cognitive impairment was related to greater discrepancy in the pain reports of caregivers and care
recipients. No gender differences in pain intensity were found. Hospice staff must educate family caregivers
regarding the potential impact of care recipient cognitive impairment on pain reports, in order to facilitate
accurate pain assessment and management. (RH)
ISSN: 00169013
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Palliative care: an international necessity; by Robert G Twycross.
Journal of Pain & Palliative Care Pharmacotherapy, vol 16, no 1,, 2002, pp 61-80.
Palliative care is the care of patients whose disease is incurable and whose life expectancy is limited to weeks or
months. This commentary describes the development of modern palliative care, and some of the elements and
underlying philosophical constructs of such care. It calls for expansion and improvement in end-of-life care
throughout the world. (KJ/RH)
ISSN: 15360288
The prevalence, diagnosis and treatment of depression in dementia patients in chronic care facilities in the last
six months of life; by Martin M Evers, Steven C Samuels, Melinda Lantz (et al).
International Journal of Geriatric Psychiatry, vol 17, no 5, May 2002, pp 464-472.
Perimortal data regarding dementia severity, depressive symptoms and diagnosis, and medication for 279
dementia patients and 24 normal controls brought to autopsy through a US Alzheimer's Disease Resource
Center were reviewed. Major depression was highly prevalent in both dementia patients and normal controls in
the last 6 months of life. This depression was under-diagnosed by physicians, and may be an important clinical
issue. As physician diagnosis of depression has not improved with time, further training and awareness sessions
may be warranted. Depression is a treatable cause of excess morbidity and mortality, and was under-treated in
all groups studied. The prevalent use of anxiolytics and hypnotics for depressed patients is problematic. (RH)
ISSN: 08856230
Psychosocial issues near the end of life; by J L Werth Jr, J R Gordon, R R Johnson Jr.
Aging & Mental Health, vol 6, no 4, November 2002, pp 402-412.
When considering end-of-life care, much of the attention has been to the medical aspects of caring for the
terminally ill, to the virtual exclusion of psychosocial areas. This paper provides an overview of the literature on
the intra- and interpersonal aspects of dying, including the effects that psychosocial variables have on end-oflife decision-making, common diagnosable mental disorders (e.g. clinical depression, delirium), other types of
personal considerations (e.g. autonomy/control, grief), and interpersonal environmental issues (e.g. cultural
factors, financial variables). Six roles that qualified mental health professionals can play (i.e. advocate,
counsellor, evaluator, multidisciplinary team member and researcher) are also outlined. Because psychosocial
issues are ubiquitous and can have enormous impact near the end of life, properly trained mental health
professionals can play vital roles in alleviating suffering and improving the quality of life of people who are
dying. (RH)
ISSN: 13607863
From : http://www.tandfonline.com
Psychosocial support for dying people: what can primary care trusts do?; by Cathy Shipman, Ros Levenson,
Stephen Gillam, King's Fund. London: King's Fund, 2002, 55 pp (Discussion paper).
People with life-threatening illnesses can have physical and psychosocial needs that are not currently being met.
Many people would prefer to die in their own homes, but only about a quarter are able to do so. Psychosocial
support is an important part of palliative care, and the types of such support and services that would help may
include all or any of the following: emotional support, including befriending; personal care, help with bathing,
or massage and other complementary therapies; assistance in securing financial support; help inside and outside
the home; supplying practical aids and equipment; counselling and psychological support; religious or spiritual
support; and practical support in preparing for death. This discussion paper examines palliative care provision in
the community, and identifies key sources of existing good practice that primary care trusts (PCTs) can draw
upon, to ensure equitable access to appropriate services for people who are dying. This paper is also an output of
a 2-year, London-based project examining what constitutes "a good death". (RH)
From : King's Fund Bookshop, 11-13 Cavendish Square, London W1G 0AN. www.kingsfundbookshop.org.uk
The use of life sustaining treatments in hospitalized persons aged 80 and older; by Emese Somogyi-Zalud,
Zhenshao Zhong, Mary Beth Hamel (et al).
Journal of the American Geriatrics Society, vol 50, no 5, May 2002, pp 930-934.
The authors report rates of admission to intensive and coronary care units of four US hospitals and rates of use
of cardiopulmonary resuscitation (CPR) and other life-sustaining treatments. Of the 1,266 patients enrolled in
the Hospitalized Elderly Longitudinal Project (HELP), 72 died while in hospital (median age 86, age range 8389). Of the patients who died, the median number of activities of daily living (ADL) impairments was two
(range 1-4) before admission to hospital, and 70% reported their baseline quality of life as fair or poor. Most
patients who died stated that they did not want aggressive care; 70% wanted their care focused on comfort rather
than prolonging life; and 80% had a "do not resuscitate" (DNR) order. However, most (64%) received one or
more life-sustaining treatments before they died; for example, 54% were admitted to intensive or coronary care
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units. Intensive care did not affect survival time. Therefore, despite the fact that most of the patients had a
preference for comfort care, the use of life-sustaining treatments was prevalent in very old patients who died
while in hospital. (RH)
ISSN: 00028614
Using focus groups to explore older people's attitudes to end of life care; by Jane Seymour, Gary Bellamy,
Merryn Gott (et al).
Ageing & Society, vol 22, part 4, July 2002, pp 517-526.
This paper reports on the methodological and ethical issues that were encountered when using focus groups to
explore older people's knowledge, beliefs and risk perceptions about the use of innovative health technologies in
end of life care. Older people drawn from community organisations in Sheffield, England, took part in
discussions about the applications of 'life prolonging' and 'comfort care' technologies during serious illness and
impending death. The paper offers a reflective account of the management of recruitment and informed
consent, and of the issues that arose when facilitating group discussions of potentially distressing material. It
concludes with a brief account of the steps that were taken to enhance the 'credibility' of the data. (KJ/RH)
ISSN: 0144686X
2001
Death at home following a targeted advance-care planning process at home: the kitchen table discussion; by
Edward Ratner, Linda Norlander, Kerstin McSteen.
Journal of the American Geriatrics Society, vol 49, no 6, June 2001, pp 778-781.
In a case series of 84 seriously ill American home health patients (median age 75, aged 37 to 94), most (82%)
preferred to die at at home, and virtually all were willing to participate in a home-based advance care planning
(ACP) process. Facilitating ACP for such patients and their families was associated with end-of-life care at
home. Use of hospice services was common following ACP in this population. (RH)
ISSN: 00028614
Does hospice have a role in nursing home care at the end of life?; by David J Casarett, Karen B Hirschman,
Michelle R Henry.
Journal of the American Geriatrics Society, vol 49, no 11, November 2001, pp 1493-1498.
The possible benefits and challenges of hospice involvement in nursing home care were assessed by comparing
the survival and needs for palliative care of 167 hospice patients in nursing homes with 975 living in the
community in Pennsylvania. The nursing home residents were more likely to have a Do Not Resuscitate (DNR)
order and an enduring power of attorney for health care. In general, the results obtained suggest that hospices
identify needs for palliative care in a substantial proportion of nursing home residents who are referred to
hospice, although nursing home residents may have fewer identifiable needs for care than do those living at
home. However, the finding that nursing home residents' survival is shorter may be of concern to hospices that
are considering partnerships with nursing homes. An increased emphasis on hospice care in nursing homes
should be accompanied by targeted educational efforts to encourage early referral. (RH)
ISSN: 00028614
Eating into multiculturalism: hospice staff and service users talk food, 'race', ethnicity, culture and identity; by
Yasmin Gunaratnam.
Critical Social Policy, issue 67, vol 21, no 3, August 2001, pp 287-310.
Using an innovative analysis, this article concocts an imagined 'dialogue' between hospice staff and minority
ethnic service users. It mixes together narrative extracts about food from separate qualitative interviews,
enabling staff and service users to 'talk' to each other against a context of the multicultural provision of food
within an English hospice. Analysis of the dialogue explores the connections, exchange and contradictions
between speakers. This analysis also theorizes the implications of the dialogue for the implementation and
effectiveness of multicultural policies, procedures and practices, while also examining power relations at times
of ill-health. (KJ/RH)
ISSN: 02610183
End of life - an interdisciplinary symposium; by Christina Ritch.
Ageing & Health: the Journal of the Institute of Ageing and Health (West Midlands), no 7, 2001, pp 46-48.
End of life issues cover a wide spectrum of considerations, including ethical, medical, legal, psycho-social and
moral, which were the subject of a symposium forming part of the British Geriatrics Society (BGS) Spring
Meeting at Warwick University, 6-8 April 2000. Four themes were discussed: modern palliative approaches; the
case against euthanasia; euthanasia from a clinical perspective; and decision-making relative to end of life. (RH)
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ISSN: 13649752
Factors associated with home versus institutional death among cancer patients in Connecticut; by William T
Gallo, Matthew J Baker, Elizabeth H Bradley.
Journal of the American Geriatrics Society, vol 49, no 6, June 2001, pp 771-777.
6,813 people in Connecticut died of a cancer-related cause in 1994. 29% of the sample died at home, 42% in
hospital, 17% in a nursing home, and 11% in a hospice. Multivariate analysis indicated that demographic
characteristics (being married, female, white, and living in a higher income area), disease-related factors (type of
cancer, longer survival post-diagnosis), and health resource factors (greater availability of hospice providers,
less availability of hospital beds) were associated with dying at home rather than in a hospital or hospice. The
findings indicate groups (men, unmarried individuals, and those living in lower income areas) at higher risk for
institutionalised death could be targeted for possible interventions promoting dying at home when that is
preferred by patients and their families. The findings suggest that site of death is influenced by available health
system resources. If home death is to be supported, the relative availability of hospital beds and hospice
providers may be an effective policy tool for promoting dying at home. (RH)
ISSN: 00028614
A few months to live: different paths to life's end; by Jana Staton, Roger Shuy, Ira Byock. Washington, DC:
Georgetown University Press, 2001, 358 pp.
The research on which this book is based is part of the Missoula Demonstration Project: The Quality of Life's
End (MDP). An ethnographic approach is used to report on the last months of nine terminally ill people in
Missoula, Montana, during 1997 - along with those who cared for them (mostly at home). It focuses on
participants' everyday life, what was going well for them, what they enjoyed, and what was difficult about living
with advanced, incurable illness. Data was collected by talking informally with participants; conversations were
tape recorded for later analysis. Chapters cover the following themes: communicating about death and dying;
planning and choices; professional care and doctor-patient communication; knowledge of illness and attitudes
toward pain and death; daily life and meaningful activities; the family caregiving experience; support and lack
of support for family caregivers; personal growth, meaning and spirituality; the final days of life; and memorials
at the end of life. Appendices provide technical information on the research design and study methodology.
(RH)
ISBN: 087840841X
Hospitalization patterns and palliation in the last year of life among residents in long-term care; by Shirley S
Travis, Gary Loving, Lue McClanahan (et al).
The Gerontologist, vol 41, no 2, April 2001, pp 153-160.
This study compared patterns of care, including hospitalisation during the last year of life for a group of
American residents in institutional long-term care. These subjects were either implicitly or explicitly in
palliative care modes versus those who remained in active treatment or blended care. The study used a
retrospective chart review and both quantitative and qualitative methods of data collection and analysis, to
examine in depth the end-of-life experiences of 41 nursing home residents who died in the nursing care unit of
one large continuing care retirement community during an 18 month period. Most residents die in palliative care
modes, but their movement into palliation with comfort care and symptom management is often slowed by
indecision or inaction on the part of key decision makers, interrupted by aggressive acute care, or delayed until
the last few days of life. Transitions from active curative care to palliative care are important for residents in
permanent long-term care placements. Improved end-of-life care requires more attention to these transitions and
to the decisions that residents, their families and care teams are called upon to make. (KJ/RH)
ISSN: 00169013
Life and death in English nursing homes: sequestration or transition?; by Katherine Froggatt.
Ageing and Society, vol 21, pt 3, May 2001, pp 319-332.
Nursing homes as care institutions work to offer a home where people can live until their death. A potential
conflict, however, exists as nursing homes are both a place where life is lived and where death is regularly
encountered. It has been proposed that within residential care homes for older people, those who are dying are
separated from the living. Drawing on fieldwork undertaken in four English nursing homes, the management of
the dying process and the relationship between life and death is explored. There is much uncertainty inherent in
the boundary between life and death for many residents in nursing homes. The relationship between life and
death for those residents is less about the sequestration of dying people from living people, rather the creation of
transitional states between these two polarities. (RH)
ISSN: 0144686X
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Life sustaining treatment decisions: health care social workers' attitudes and their correlates; by Perla Werner,
Sara Carmel.
Journal of Gerontological Social Work, vol 34, no 4, 2001, pp 83-98.
Given technological developments available for sustaining life, the role of social workers in interdisciplinary
teams in determining use of life-sustaining treatment (LST) is likely to increase. Results of a survey of 63 Israeli
social workers indicate that they would use cardiopulmonary resuscitation (CPR) significantly less than artificial
feeding or mechanical ventilation. They would also use significantly less LST for patients in a metastatic
condition than for those with mental and severe physical conditions. Social workers' attitudes to using LST were
more associated to beliefs regarding life and death than to sociodemographic variables. (RH)
ISSN: 01634372
From : http://www.tandfonline.com
Living wills and enduring powers of attorney; by Mark Fairweather, Rosy Border. Norwich: The Stationery
Office - TSO, 2001, 148 pp (You need this book first series).
A living will is an advance refusal of medical treatment, but not basic care, which a person intends to have
effect if and when he or she: lacks the physical capacity to communicate refusal; lacks the mental capacity to
refuse treatment; and in either case, quality of life is very poor, and there is no hope of recovery or even
significant improvement. An enduring power of attorney (EPA) is a legal power which is given to someone else,
to handle a person's legal and financial affairs - even if that person becomes mentally incapable of doing so.
This guide defines the "buzzwords", answers frequently asked questions and lists useful contacts for further
information about living wills and EPAs. (RH)
ISBN: 0117028193
Price: £7.99
From : The Stationery Office, St Crispins, Duke Street, Norwich NR3 1PD.
Nutrition in the terminal stages of life in nursing-home patients; by Marcel G M Olde Rikkert, Willibrord H L
Hoefnagels.
Age and Ageing, vol 30, no 6, November 2001, pp 436-438.
The Netherlands has been a pioneer in the field of end-of-life decision-making with regard to euthanasia,
physician-assisted suicide, and forgoing artificial administration of food and fluids. This editorial provides
background to and comment on B D Onwuteaka et al's article, "Withholding or withdrawing artificial
administration of food and fluids in nursing home patients" in this issue of Age and Ageing. (RH)
ISSN: 00020729
Palliative care and nutrition intervention; by Bonnie M Athas.
Journal of Nutrition for the Elderly, vol 20, no 4, 2001, pp 53-60.
This is an introduction to provide health care practitioners with basic information on palliative care and
nutritional needs, to help them better understand the dying process and simple concepts that can make the
patient more comfortable. It provides direction for nutrition professionals who interact with family members,
caregivers, guardians and friends of dying patients. Nutrition is a component part of end-of-life care. It is
crucial for the registered dietitian to consider what is happening within the body, and how best to nourish the
patient without causing further nausea, pain and discomfort. (KJ/RH)
ISSN: 01639366
From : http://www.tandfonline.com
Palliative care in old age; by Raymond S K Lo, Jean Woo.
Reviews in Clinical Gerontology, vol 11, no 2, May 2001, pp 149-158.
In 1987, the Royal College of Physicians (RCP) recognised palliative medicine as a specialty, defining it as "the
study and management of patients with far-advanced disease for whom the prognosis is limited and the focus of
care is quality of life". The authors review research, indicating that palliative care in older people should not be
neglected: older people should have the right to "live until they die". (RH)
ISSN: 09592598
Racial and state differences in the designation of advance directives in nursing home residents; by Dan K Kiely,
Susan L Mitchell, Aimee Marlow (et al).
Journal of the American Geriatrics Society, vol 49, no 10, October 2001, pp 1346-1352.
The study was based on the whether or not 130,308 nursing home residents in California (CA), 59,691 in
Massachusetts (MA), 112,080 in New York (NY), and 98,954 in Ohio (OH) have a living will (LW), a do not
resuscitate (DNR) order, or a surrogate decision-maker (SDM). The proportion of LWs, DNR orders, and SDMs
varied significantly by racial categories in each state. Various resident characteristics explain some of the racial
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differences, although whites are still more likely to have a LW, a DNR order, or an SDM. This pattern is
observed in all states, but with some variation. Some of these differences may be due to distinct cultural
approaches to end-of-life care, or lack of knowledge and understanding of advance directives. Distinctly higher
rates of LWs for all racial groups in Ohio then in other states suggest that states can potentially increase the use
of advance directives through intervention. (RH)
ISSN: 00028614
Reflection in action in caring for the dying: applying organizational learning theory to improve communications
in terminal care; by David Cherin, Susan Enguidanos, Richard Brumley.
Home Health Care Services Quarterly, vol 19, no 4, 2001, pp 65-78.
Currently, single loop learning is the predominant method of problem solving orientation engaged in by
healthcare institutions. This mode of learning is not conducive to fostering the communications needed between
health care providers and terminally ill patients. Reflection in action, second loop learning, focuses on deep
listening and dialogue, and can be critical in opening communications paths between dying patients and their
caregivers. This article discusses organisational learning theory, and applies the theory's double loop learning
technique of reflection in action to end-of-life care. It further explores an exemplar of reflection in action in a
palliative care programme and end-of-life home care programme at Kaiser Permanente. Greater efforts are
needed to incorporate second loop learning into the practice of those caring for terminally ill patients, in order to
meet their needs more effectively. (KJ/RH)
ISSN: 01621424
From : http://www.tandfonline.com
Religion and end of life treatment preferences among geriatric patients; by Oscar Heeren, A Srikumar Menon,
Allen Raskin (et al).
International Journal of Geriatric Psychiatry, vol 16, no 2, February 2001, pp 203-208.
Religion has been found to exert a strong influence in the presentation of illness and choices regarding
treatments. This study focuses on differences between older Catholics and other Christians on a willingness to
undergo a variety of life sustaining procedures in the face of serious medical illnesses. Some 375 male inpatients aged 60 and over at the Baltimore Veterans Affairs Medical Centre were asked about end-of-life
treatment preferences, and what religion meant to them. Only tube feeding showed a significant relationship,
with Catholics less willing to undergo this procedure than other Christians. The same trend was found for other
life saving procedures, but was not statistically significant. (RH)
ISSN: 08856230
Social work and palliative care: critical commentary; by Neil Small.
British Journal of Social Work, vol 31, no 6, December 2001, pp 961-972.
There has been a continuing wish to firmly identify the social work role within palliative care. Indeed, social
workers have made a significant contribution to developing links with and practice in palliative care, there being
some 200 attached to specialist teams in the UK. This critical commentary draws together some of the
contributions to understanding the interface between social work and palliative care. It should be noted that the
amount published in peer reviewed journals is very small. Given the paucity of this literature, this commentary
strays quite far into the past and looks to books as well as journal articles. (RH)
ISSN: 00453102
Social work and palliative care - the early history: critical commentary; by Cicely Saunders.
British Journal of Social Work, vol 31, no 5, October 2001, pp 791-800.
The opening of the St Christopher's Hospice, founded by Dame Cicely Saunders in 1967, has often been given
as the beginning of the modern hospice movement. A review of literature from the late 1950s and early 1960s
reveals how the basic concepts and principles of the hospice movement came together long before the founding
of St Christopher's. (RH)
ISSN: 00453102
Terminal sedation, self-starvation, and orchestrating the end of life; by Erich H Loewy.
Archives of Internal Medicine, vol 161, February 12 2001, pp 329-332.
Physician-assisted suicide, terminal sedation, and patient-selected and not physician-encouraged self-starvation,
may, under some circumstances, all be part of orchestrating the end of life. When, however, orchestration is
skilfully done by a well-trained and practised team, few people will want to take refuge in these options of last
resort. This commentary discusses the issues. (OFFPRINT.) (RH)
ISSN: 00039926
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Withholding or withdrawing artificial administration of food and fluids in nursing-home patients; by Bregje D
Onwuteaka-Philipsen, H Roeline W Pasman, Aline Kruit (et al).
Age and Ageing, vol 30, no 6, November 2001, pp 459-466.
Artificial administration of food and fluids is one of the most frequently forgone treatments, especially among
incompetent (but also among competent) nursing-home patients, generally those with a life expectancy of less
than 1 month. It often occurs in combination with other end-of-life decisions, such as forgoing treatment with
antibiotics. This article is based on results of a questionnaire to 74 Dutch nursing home physicians, regarding
6,060 people who had died in the Netherlands in 1995. A frequently mentioned consideration in forgoing
artificial administration of food and fluids in incompetent patients is the low quality of the patient's life, while
for the competent, most frequently mentioned is the patient's wishes. The decision to forgo artificial
administration of food and fluids is almost always discussed with the patient, or if this is not possible, the
patient's relatives. In general, nursing home physicians were of the opinion that forgoing artificial administration
of food and fluids improved the patient's quality of dying. (RH)
ISSN: 00020729
2000
2000 Directory of hospice and palliative care services in the United Kingdom and Republic of Ireland; by Avril
Jackson, Ann Eve (eds), Hospice Information Service, St Christopher's Hospice. London: St Christopher's
Hospice, 2000, 122 pp (with updating leaflet).
The directory provides a unique reference guide to hospice and palliative care services, and its aim is to help
patients and carers choose the options that are best for them. Equally, it is aimed at those working in health or
social care. The Useful resources section provides key contacts for palliative care professionals, including
professional palliative care associations, academic centres conducting extensive research programmes, and
details of overseas contacts. (RH)
Price: FOC (+ large SAE with 3 first class stamps)
From : Hospice Information Service at St Christopher's, 51-59 Lawrie Park Road, London SE26 6DZ.
Advance directive preferences among subpopulations of Asian nursing home residents in the Pacific Northwest;
by Gina Vaughn, Elizabeth Kiyasu, Wayne C McCormick.
Journal of the American Geriatrics Society, vol 48, no 5, May 2000, pp 554-557.
A chart review was conducted on 423 residents of Asian descent aged 55 and over (199 discharged between
1995 and 1999 and 244 current residents) from two ethnic nursing homes in Seattle, to ascertain advance
directive code status, age, gender, ethnicity, comorbidity and religion. 70% of residents were women, median
age was 83. 43% were Chinese, 40% Japanese, and 17% other Asian (Korean, Filipino, Southeast Asian). The
majority of patients in any subgroup (72% overall) were "no code". In bivariate analysis, ethnicity, increased
age, and comorbidity were correlated with no code status; Japanese residents were more likely to be "no code",
whereas Chinese were more likely to be full code. Code status differs significantly among Asian subgroups in
these ethnic nursing homes, but with Japanese residents, higher age and comorbidity correlated with no code
status. (RH)
ISSN: 00028614
Age, costs of acute and long-term care and proximity to death: evidence for 1987-88 and 1994-95 in British
Columbia; by Kimberlyn McGrail, Bo Green, Morris L Barer (et al).
Age and Ageing, vol 29, no 3, May 2000, pp 249-254.
Decedents in age groups 65, 75-76, 85-87, and 90-95 in 1987-88 and 1994-95 in British Columbia, Canada were
compared with all survivors in the same age groups. Health and social care were measured for each individual
using British Columbia linked data, and costs of care assessed by multiplying the numbers of services by the
unit cost of each service. Costs of hospital care rise with age, but proximity to death is a more important
determinant of cost. The additional costs of dying fall with age. In contrast, costs of nursing and social care rise
with age, but additional costs for those who are dying increase with age. Similar patterns were found for the two
cohorts. Age is therefore less important than proximity to death as a predictor of cases. However, the pattern of
social and nursing care costs is different from that for acute medical care. In planning services, it is important to
take into account the relatively larger impact of ageing on social and nursing care than on acute care. (RH)
ISSN: 00020729
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Are medical ethicists out of touch?: practitioner attitudes in the US and UK towards decisions at the end of life;
by Donna L Dickenson.
Journal of Medical Ethics, vol 26, no 4, August 2000, pp 254-260.
The objective of this research was to assess whether UK and US health care professionals share the views of
medical ethicists about medical futility, withdrawing or withholding treatment, ordinary and extraordinary
interventions, and the doctrine of double effect. An attitudinal questionnaire was completed by 469 UK nurses
studying the Open University course on "Death and dying", and was compared with a similar questionnaire
administered to 759 US nurses and 687 US doctors taking the Hastings Center course on "Decisions near the
end of life". The results showed that practitioners accept the relevance of concepts widely disparaged by
bioethicists e.g. double effect, medical futility. Yet in conclusion, professionals' beliefs differ substantially from
the recommendations of their professional bodies and from majority opinion in bioethics. Bioethicists should be
cautious about assuming that their opinions will be readily accepted by practitioners. (KJ/RH)
ISSN: 03066800
Assessing readiness for death in hospice elders and older adults; by Linda E Moody, Theresa Beckie, Charlene
Long (et al).
The Hospice Journal, vol 15, no 2, 2000, pp 49-66.
Readiness for death may affect the quality of the death experience and influence response to treatments. The
psychological vulnerability of the dying person is a major focus of palliative care. Accurate assessment of
readiness for death may lead to earlier and more appropriate interventions. The purpose of this study carried out
in Southwest Florida was to assess the psychometric properties of the revised McCanse Readiness for Death
Instrument (MRDI). The revised instrument was administered to 52 older people in hospice care with a terminal
diagnosis, and 91 community-dwelling adults without a terminal diagnosis. Results indicated that the revised
instrument has sound psychometric properties, but that further testing with a larger sample of hospice subjects is
needed to confirm the instrument's factor structure. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
Assessing structure, process and outcome in palliative day care: a pilot study for a multicentre trial; by HannahRose Douglas, Irene J Higginson, Kathryn Myers (et al).
Health & Social Care in the Community, vol 8, no 5, September 2000, pp 336-344.
Palliative day care is the most recent development in the evolution of palliative and hospice services in the UK.
Day care allows patients to continue living at home, while regularly attending a specialist care centre for therapy
and counselling, for example. However, the costs and outcomes of services need to be evaluated. A
developmental stage of exploratory research was undertaken at the start of a major multicentre trial of palliative
day care, to identify ways in which service outcomes could be evaluated and measured. In-depth observations at
five palliative day care centres were undertaken across the London health region. This provided better
understanding of the models, outcomes and processes of palliative day care in five different environments.
Centres represent the spectrum of medical and social care models. Findings were analysed using an
organisational systems approach, which showed that, despite the lack of a national strategic approach to
developing the service, the centres all provided a core set of services which were broadly similar. However,
differences in philosophy, ownership and organisation may have an impact on the costs of the service. (RH)
ISSN: 09660410
The challenges of end of life care; by Katherine Froggatt, Jill Hasnip, Pauline Smith.
Elderly Care, vol 12, no 2, April 2000, pp 1-13.
A two-year palliative care pilot education project for staff working in nursing homes registered with the
Registered Nursing Homes Association (RNHA) in north-west England is described. The project was designed
to offer courses to all levels of care staff: 54 nursing homes sent 151 registered nurses; and 16 homes sent all
levels of staff. The starting point was to discover what staff were doing for residents who were dying, how they
did it and why. This article examines the project's impact on learning, communication skills, the role of families
in care giving, and pain management. The authors discuss how appropriate end of life care should be further
developed, the central focus of care work being on the dying person and his or her choices and needs. (RH)
ISSN: 09568115
Cost, quality, and satisfaction with hospice after-hours care; by Karen Fontaine, Robin Rositani.
The Hospice Journal, vol 15, no 1, 2000, pp 1-14.
373 patients enrolled in a health maintenance organisation's (HMO) hospice programme were given two
different models of after-hours nursing care, one using nurse employees and the other using contract nurses.
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Statistically significant differences were found between the two groups in cost, in quality of nursing care, and in
patient/family satisfaction. The cost of hospital days for the organization was less when patients received afterhours care from nurse employees of the organisation, and quality of documentation was better. More patients
who received care from nurse employees were satisfied with nurses' arrival time and understanding of problems
as well as with the service, information, courtesy, follow-up and respect which patients received during their
hospice stay. (KJ//RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Death and the research imperative; by Daniel Callahan.
The New England Journal of Medicine, vol 342, no 9, 2 March 2000, pp 654-656.
(OFFPRINT.)
ISSN: 00284793
Decision-making capacity to execute a health care proxy: development and testing of guidelines; by Mathy
Mezey, Jeanne Teresi, Gloria Ramsey (et al).
Journal of the American Geriatrics Society, vol 48, no 2, February 2000, pp 179-187.
Older people with impaired decision-making capacity are often called on to make decisions, for example, to sign
a consent to treatment or to execute an advance directive (health care proxy (HCP) and/or living will). This
study evaluated the reliability and validity of guidelines to determine the capacity of 200 nursing home residents
to execute an HCP. Results showed that 73% of the participants, of whom three-quarters were cognitively
impaired, showed evidence of sufficient capacity to execute an HCP. Of residents with severe cognitive
impairment, the HCP guidelines were potentially useful in identifying those with the capacity to execute an
HCP. The findings indicated that the guidelines are more predictive than the Mini-Mental State Examination
(MMSE) in identifying residents able to execute an HCP. (AKM)
ISSN: 00028614
Dignity in death; by Audrey Thompson.
Community Care, issue 1333, 3 August 2000, pp 26-27.
Peter Pan described dying as an "awfully big adventure". For older people it is crucial that the adventure is
planned to reduce anxiety at the end of their lives. This article examines the extent to which social and
residential care staff have the necessary skills to prepare clients, residents and relatives for death. (RH)
ISSN: 03075508
Dying in old age: promoting well-being at the end of life; by Liz Lloyd.
Mortality, vol 5, no 2, 2000, pp 171-188.
The circumstances in which older people die in Britain are discussed, focusing on the nature of health and social
care interventions. It is argued that the social context of ageing, reflected in the policy framework of health and
social care, perpetuates a negative view of ageing that is particularly damaging to older people as they approach
the end of life. Drawing on existing evidence of services in palliative care and care of older people and on recent
research findings, the article considers the concept of "tertiary health promotion" as a useful approach to
developing services and with two particular advantages. First, it enables crucial links to be drawn between
individual and collective responsibilities for health. Second, it enables end-of-life care for older people to be
understood in the context of their health and well-being over the whole life course. (OFFPRINT) (RH)
ISSN: 13576275
Elderly patients' perceptions of the readability and content of written information in palliative care; by Sheila
Payne, Shirley Large, Sheila Hawker.
Generations Review, vol 10, no 4, December 2000, pp 6-7.
A qualitative study of written information to patients and their families conducted in the Day Care Units of two
Specialist Palliative Care Units in Southampton and Portsmouth had two aims: to determine patients'
perceptions of content and style; and to collaborate with older service users in developing guidelines for the
production of written information. Responses to the three research questions are outlined. First, how do patients
define what constitutes written information? Second, how do patients use written information? Third, what are
the features of written information which patients describe as most or least useful in contributing to readability
and comprehension? (RH)
ISSN: 09652000
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End of life treatment decisions in people with dementia: carers' views and the factors which influence them; by
Dawn Potkins, Sonia Bradley, Jay Shrimanker, (et al).
International Journal of Geriatric Psychiatry, vol 15, no 11, November 2000, pp 1005-1008.
A survey of 50 carers of people with dementia found that many wish for them to have active treatment in lifethreatening situations. Carers' decisions are not strongly linked to disease parameters affecting quality of life.
Improved discussion of end-of-life decisions and patient advocates may be helpful. (RH)
ISSN: 08856230
The evolution of volunteerism and professional staff within hospice care in North Carolina; by Karen E
Steinhauser, George L Maddox, Judi Lund Person (et al).
The Hospice Journal, vol 15, no 1, 2000, pp 35-52.
Although the pursuit of Medicare certification has been one of the most controversial events in hospice history
in the US, no study has examined its impact using data from a defined population of hospices before, during and
after enactment of federal legislation. This paper revisits the debate on the changing role of volunteers using
such a longitudinal data source. Over time, as the patient population grew, aggregate levels of volunteers and
professional staff increased. However, the ratios of professional staff and volunteers to patients reveal that
regardless of certification status, hospices retained more professional staff per patient and fewer volunteers per
patient over time. These data suggest hospices - particularly certified organisations - have changed from
voluntary organisations to professionally staffed organisations with a strong volunteer component. The most
important issue for future research is whether the observed changes have affected the quality of hospice care.
(KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Families' perception of the added value of hospice in the nursing home; by Wendy M Baer, Laura C Hanson.
Journal of the American Geriatrics Society, vol 48, no 8, August 2000, pp 879-882.
The authors' study in North Carolina determined whether surviving family members perceived benefit from
hospice for their relatives dying in nursing homes. Family members were questioned specifically on: the quality
of care for symptoms before and after hospice; the added monetary value of hospice; the effect of hospice on
hospitalisation; and special services provided by nursing home or by hospice staff. 272 family members
completed surveys. The average age of the nursing home residents who had received hospice care was 79.5
years. 50% had cancer, and 76% were dependent for self-care. In their last 3 months, 70% of decedents had
severe or moderate pain, 56% severe or moderate dyspnoea, and 61% other symptoms. Quality of care for
physical symptoms was rated good or excellent by 64% of family before hospice, and by 93% after hospice.
Dying residents' emotional needs included care for moderate or severe depression (47%), anxiety (50%), and
loneliness (35%). Quality of care for emotional needs was rated good or excellent by 64% and 90% after
hospice. 53% of respondents believed hospice prevented hospitalisations. There was an overall belief in the
distinct special services provided by nursing home hospice. (RH)
ISSN: 00028614
Findings from SUPPORT and HELP: Study to Understand Prognoses and Preferences for Outcomes and Risks
of Treatment; Hospitalized Elderly Longitudinal Project; by Russell S Phillips, Mary Beth Hamel, Kenneth E
Covinsky (et al) (eds).
Journal of the American Geriatrics Society, vol 48, no 5, Supplement, May 2000, pp S1-S233.
This supplement to the Journal of the American Geriatrics Society focuses on findings from the Study to
Understand Prognoses and Preferences for Outcomes and Risks of Treatment (SUPPORT) and its companion
study, the Hospitalized Elderly Longitudinal Project (HELP). Included are 29 articles containing new analyses
and conclusions, reviews of previously published findings, and an annotated bibliography of the 67 previously
published articles from SUPPORT and HELP as of 31 December 1999. (RH)
ISSN: 00028614
Fulfilling lives: rehabilitation in palliative care; by National Council for Palliative Care - NCPC. London:
National Council for Palliative Care - NCPC, 2000, 19 pp (with Briefing update, August 2006).
A rehabilitative approach can help people with advancing, life-threatening disease lead fulfilling lives within the
constraints of their illness; and such approach should be an integral part of all palliative care. This document
was first published by the National Council for Hospice and Specialist Palliative Care Services. It explains why
rehabilitation is central to the concept and scope of palliative care. It challenges some common misconceptions,
such as the belief that the only acceptable goal of rehabilitation is measurable improvement or restoration of
function, or that rehabilitation is a waste of resources for people with life-threatening illnesses. It provides
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advice on how rehabilitation can be incorporated into palliative and supportive care. A 2 pp briefing update
(August 2006) has been published to cover policy changes, particularly the National Council for Clinical
Excellence (NICE) "Guidance on supportive and palliative care" (2004). (RH)
ISBN: 1898915245
Price: £15.95
From : NCPC, The Fitzpatrick Building, 188-194 York Way, London N7 9AS.http://www.ncpc.org.uk
Geographic variation in hospice use prior to death; by Beth A Virnig, Sara Kind, Marshall McBean (et al).
Journal of the American Geriatrics Society, vol 48, no 9, September 2000, pp 1117-1125.
US Medicare administrative data formed the basis for this study of the rate of hospice use per 1000 older
Medicare beneficiary deaths in 1996. Overall, 155 per 1000 who died were found to have used a hospice before
death. The rate is significantly higher among the younger old, those living in wealthier areas, non-blacks, and
those in urban areas. Areas with a higher proportion of non-cancer diagnoses among hospice users have higher
rates of hospice use for cancer and non-cancer reasons than areas for most hospice users having cancer
diagnoses. Hospice use is higher in areas with fewer hospital beds per capita, areas with lower in-hospital death
rates, and areas with higher HMO enrolment. Rates of hospice use are also positively related to average
reimbursements for health care and to physicians per capita. For each state's centre of highest population, rates
of hospice use vary more than 11-fold from a low of 35.15 (Portland, ME) to a high of 397.2 per 1000 deaths
(Fort Lauderdale, FL). The findings suggest that use of hospice services is a complex decision influenced by
patient and community characteristics. (RH)
ISSN: 00028614
A guide to useful resources in palliative care including fact sheets: produced by the Hospice Information
Service; by Avril Jackson, Ann Eve, Hospice Information Service. London: Hospice Information Service,
February 2000, 11 pp.
This guide lists every Fact Sheet produced by the Hospice Information Service, as well as providing guidance
on other useful resources for professionals working in palliative care. (KJ/RH)
From : The Hospice Information Service, St Christopher's Hospice, 51-59 Lawrie Park Road, London SE26
6DZ.
Hospice family caregivers: an experience in coping; by Stephenie V Brinson, Quincealea Brunk.
The Hospice Journal, vol 15, no 3, 2000, pp 1-12.
The purpose of this phenomenological study was to identify coping strategies of rural family caregivers in
Pennsylvania who were caring for an older relative in a home hospice situation. Each of the six participants
were interviewed on two occasions, to explore their caregiving experience focusing on their coping strategies.
Colaizzi's six step phenomenological method was employed for data analysis. Participant caregivers specifically
identified coping strategies of support, adaptive activities, spiritual means and avoidance. The collected data
were analysed and the findings compared to related caregiving literature. Implications for nursing practice and
future research opportunities are discussed. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
Implementation of advance directives among community-dwelling veterans; by David William Molloy, Rosalie
Russo, David Pedlar (et al).
The Gerontologist, vol 40, no 2, April 2000, pp 213-217.
The feasibility and effectiveness of the "Let Me Decide" advance directive education programme was evaluated
with 150 veterans (i.e. pensioners) living in the community in south central Ontario, Canada. 34 with preexisting powers of attorney were excluded. Two methods of systematically implementing the programme were
evaluated after the intervention period and 6 months later. 82 (71%) of the 116 pensioners expressed an interest
in receiving detailed information about the programme, 67 of whom received education. 42 (67%) of the 67
educated pensioners completed directives; at follow-up, almost all reported that receiving the education had
been beneficial and should be offered to other pensioners. (RH)
ISSN: 00169013
Intermittent subcutaneous injections for symptom control in hospice care: a retrospective investigation; by
Marijo Letizia, JoAnn Shenk, Tammy Dee Jones.
The Hospice Journal, vol 15, no 2, 2000, pp 1-12.
An alternative route to oral medications used by some hospices is intermittent injections of medications using an
indwelling subcutaneous butterfly needle. The nurse places the infusion sets and instructs caregivers on
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administration. This study describes the use of this method for symptom relief in a home hospice programme. A
chart review was conducted of the 191 patients who received medications by this route during 3 calendar years;
77% had cancer. Further data is given on hospice care involving this method. Results showed that side effects
from this medication and problems of administration were rarely reported, thereby supporting the practicality of
this method in hospice care. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
The level of need for palliative care: a systematic review of the literature; by Peter J Franks, Chris Salisbury,
Nick Bosanquet (et al).
Palliative Medicine, vol 14, 2000, pp 93-104.
Palliative care services have developed rapidly over the last 30 years, with little evaluation as to how needs have
been met by these new services. This literature view has found 64 articles providing evidence on the need for
palliative care services over the period 1978 to 1997, with a further 9 more recent articles. Need can be assessed
in one of two ways: either by adopting an epidemiological approach, or by examining health service usage. In
the former, evidence is provided on disease-specific mortality, and related to the duration of symptoms prior to
the patient's death. For the latter, estimates might be made of numbers of cases and of the specialised manpower
required. Studies indicate that at present usage, palliative care is being provided by 40-50 hospice beds per
million population. Despite this provision, there remains evidence that in certain areas of care such as pain
control, there still remains a high degree of unmet need. (RH)
ISSN: 02692163
Life choices: a Hastings Center introduction to bioethics; by Joseph H Howell, William F Sale (ed), Hastings
Center. 2nd ed Washington, DC: Georgetown University Press, 2000, 601 pp (Hastings Center studies in ethics).
The book represents what the editors believe to be the best articles published in the Hastings Center Report in
the previous 28 years, but mostly from the previous 15 years. Articles are selected for their consideration of
major bioethical issues of the time, including: the goals and allocation of medicine; biomedicine rights and
responsibilities; and termination of treatment (including consideration of voluntary euthanasia and physicianassisted suicide). Introductory articles examine the role of ethics and ethical decision-making. (RH)
ISBN: 087840757X
From : Georgetown University Press, c/o Plymbridge Distributors Ltd., Estover Road, Plymouth PL6 7ZP.
Macmillan carers scheme in England: results of a multicentre evaluation; by David Clark, Claire Ferguson,
Catherine Nelson.
Palliative Medicine, vol 14, no 2, 2000, pp 129-139.
Maintaining sick and older people at home, particularly as they approach the end of life, is a long-established
challenge for health and social care services. In the past 30 years, palliative care providers have attempted a
variety of innovations in this area. This article is a descriptive study of seven pilot Macmillan Carers Schemes in
England, which sought to provide practical and emotional help to cancer patients and families living in their
own homes. Data are available on 624 referrals to the schemes over a 1-year period. Emphasising comparisons
between schemes, the authors report on reasons for and sources of referral, services offered, number and
durations of visits, and tasks undertaken. They consider the views of informal carers using the service, and the
perceptions of Macmillan carers themselves. Financial costs of schemes are compared. It is concluded that the
schemes have the potential for further development but face problems, which reflect on their borderline position
between 'health' and 'social care'. Current policy changes may be beneficial to the schemes in this respect. (RH)
ISSN: 02692163
Negotiating natural death in intensive care; by Jane Elizabeth Seymour.
Social Science & Medicine, vol 51, 2000, pp 1241-1252.
Recent empirical evidence of barriers to palliative care in acute hospital settings shows that dying patients may
receive invasive medical treatments immediately before death, in spite of evidence of their poor prognosis. This
paper draws on ethnographic research to examine the way in which the problems attendant with such treatment
are resolved during medical work within intensive care. An analysis of observational case study data suggests
that the negotiation of natural death in intensive care hinges on four strategies: establishing a "technical"
definition of dying; alignment of the courses of technical and bodily dying to ensure that the events of nontreatment have no perceived causative link to death; balancing medical action with non-action; and involving a
patient's companions and nursing staff in the decision-making process. (OFFPRINT) (RH)
ISSN: 02779536
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Nurses' work in a hospice and in an oncological unit in Sweden; by Birgit H Rasmussen, Per-Olof Sandman.
The Hospice Journal, vol 15, no 1, 2000, pp 53-76.
This paper presents the results of a Swedish work-sampling study aimed at describing and comparing the
activities of nurses at a free-standing inpatient hospice and a hospital oncological unit. Data suggest that
although patient care at both sites is structured by organisational routines, the content and quantity of the nurses'
physical and emotional labour differed markedly. Hospice nurses spend significantly more of their working
time with patients and/or relatives than the oncological nurses. When they are with patients, the nurses in both
settings are most often performing a physical activity such as helping patients with their daily activities in the
hospice, and helping patients with needs in relation to investigations and treatment in the oncological unit.
(KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Palliative care needs of hospital inpatients; by Polly Edmonds, Saffron Karlsen, Julia Addington.
Palliative Medicine, vol 14, 2000, pp 227-228.
A short case-note survey by the King's College Hospital Palliative Care Team (PCT) confirms that studies
assessing unmet needs of patients with advanced disease should be encouraged, in line with the development of
palliative care services. (RH)
ISSN: 02692163
The palliative care survey 1999; by National Council for Hospice and Specialist Palliative Care Services;
Department of Health - DH. London: National Council for Hospice and Specialist Palliative Care Services,
2000, 28 pp.
This palliative care survey was commissioned by the Department of Health (DH), to obtain a picture of the level
of provision of palliative care and Health Authority views about the adequacy and need for such services. It
brings together data from several sources, also commentary and analysis. The survey focuses on: policies for
developing palliative care; access to specialist palliative care; adequacy of resources; quality of care; and views
on how New Opportunities Fund (NOF) funds could best be used. (RH)
From : National Council for Hospice and Specialist Palliative Care Services, First floor, 34-44 Britannia Street,
London WC1X 9JG.
Palliative day care: what do services do?; by I J Higginson, J Hearn, K Myers (et al).
Palliative Medicine, vol 14, 2000, pp 277-286.
Palliative day care has expanded rapidly in recent years, but the types of care available vary. 40 of 43 day
centres in the North and South Thames Regions responded to a questionnaire. A total of 2,268 day care places
were available per week. Of 2,054 patients recorded by centres during a week of detailed monitoring, 90% had
cancer; the remainder had AIDS or HIV, motor neurone disease or stroke. Most of the centres were managed by
nurses. Most units had doctors, nurses, chaplains, managers, aromatherapists and hairdressers, but the provision
of services of occupational therapists, social workers, chiropodists, dietitians and music and art therapists was
more variable, as was whether these posts were paid. The most common activities were: reviews of patients'
symptoms or needs; monitoring symptoms; bathing; wound care; physiotherapy; and hairdressing and
aromatherapy. Centres describing themselves as more or mostly social were less likely to undertake daily
assessment of new symptoms and wound care. The findings suggest the provision of core activities, but with
variations in medical assessments, nurse-led clinics and therapy-related activities. (RH)
ISSN: 02692163
Participatory action research and hospice: a good fit; by Pamela J Kovacs.
The Hospice Journal, vol 15, no 3, 2000, pp 55-62.
In addition to the more traditional research strategies, hospice researchers are encouraged to use participatory
action research (PAR) in their efforts to better understand, document and evaluate services. This article
describes PAR, and provides an example of a modified usage of PAR with a hospice programme serving people
with AIDS. Whether used primarily in the planning phase of research or in conducting and reporting results as
well, PAR maximizes input from those who know hospice best - staff, volunteers, patients and caregivers.
(KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
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Physician attitudes toward palliative care at a community teaching hospital; by Jamshid Alaeddini, Kell Julliard,
Ashish Shah (et al).
The Hospice Journal, vol 15, no 2, 2000, pp 67-86.
In this US study, physicians' attitudes and opinions about palliative care and its implementation were explored
by four focus groups comprising attending physicians conducted by a professional facilitator at a community
teaching hospital. Audiotapes of the groups were carefully transcribed and analysed according to rigorous
qualitative methodology. Physicians perceived palliative care and pain control as important. Problems they
perceived were a lack of education for physicians, residents, other health care professionals and the general
public; a lack of hospital support systems to implement palliative care appropriately; and a lack of knowledge
and support regarding legal considerations. They believed that a palliative care unit was a reasonable tool to
overcome many obstacles to good end-of-life care. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
Physician Orders for Life-Sustaining Treatment (POLST): outcomes in a PACE Program; by Melinda A Lee,
Kenneth Brummel-Smith, Jan Meyer (et al).
Journal of the American Geriatrics Society, vol 48, no 10, October 2000, pp 1219-1225.
A retrospective review of Physician Orders for Life-Sustaining Treatment (POLST) at ElderPlace, a Program of
All-Inclusive Care for the Elderly (PACE) site in Portland, Oregon, determined whether the preferences of
residents now deceased had been carried out when they had become seriously ill. POLST completion at
ElderPlace was found to exceed reported advance directive rates. Care matched POLST instructions for
cardiopulmonary resuscitation (CPR), antibiotics, IV fluids, and feeding tubes more consistently than previously
reported for advance directive instructions. However, medical intervention level was consistent with POLST
instructions for less than half of the participants. The authors conclude that while the POLST is effective for
limiting the use of some life-sustaining treatments, the factors that lead doctors to deviate from patients' stated
preferences merit further investigation. (RH)
ISSN: 00028614
The place of spiritual well-being in hospice patients' overall quality of life; by Judith E Thomson.
The Hospice Journal, vol 15, no 2, 2000, pp 13-28.
There is an increasing awareness of, and interest in, the relationship between spirituality and health. This
research examines spiritual well-being as one of six components of hospice patients' overall quality of life.
Patients admitted to an American hospice's home care programme over a four month period were surveyed
using the Functional Assessment of Cancer Therapy scale (FACT-G), at admission, and one, three and six
months later. Data showed spiritual well-being to be an important contributor to overall quality of life. The
article concludes by advocating that providing spiritual care to hospice patients makes good business sense.
(KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
A policy for full-time hospice chaplaincy and spiritual care: the experience of Pilgrims Hospice, Kent; by Geoff
Walters, Hospice Information Service. London: Hospice Information Service, 2000, 8 pp (Fact sheet, no 32).
Although the Pilgrims Hospices are secular institutions, the spiritual and religious needs of its patients have
always been taken seriously. The author considers two models of chaplaincy in such institutions (religious care
or spiritual care), also practical issues of full-time chaplaincy. The Rev Dr Geoff Walters is Senior Chaplain at
the Pilgrims Hospice, Canterbury. This paper has been reproduced as a Fact sheet by the Hospice Information
Service, but should not otherwise be reproduced without his permission. (RH)
From : The Hospice Information Service, St Christopher's Hospice, 51-59 Lawrie Park Road, London SE26
6DZ.
Positive partnerships: palliative care for adults with severe mental health problems; by Julia Addington-Hall,
National Council for Hospice and Specialist Palliative Care Services; Scottish Partnership Agency for Palliative
and Cancer Care. London: National Council for Hospice and Specialist Palliative Care Services, 2000, 34 pp
(Occasional Paper 17).
This report examines the palliative care needs of adults with existing severe mental health problems who require
palliative care, and those of adults with dementia. The aims of the report are to raise awareness in both the
palliative care and mental health fields of the needs of these patients. Recommendations related to palliative care
needs of persons with severe mental illness include the following: hospices and palliative care services should
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ensure that staff are familiar with the major mental illnesses and are aware of the needs of these patients; staff
education programmes should include sessions on attitudes towards people with mental health problems; and
long-stay psychiatric units and high security hospitals should appoint palliative care link nurses.
Recommendations related to persons with dementia include: GPs should be educated in the palliative care
approach; initiatives across England, Wales and Scotland aimed at improving care for the dying in nursing
homes should be evaluated and widely disseminated; local care of the elderly and palliative care services should
develop joint training programmes for staff; services should challenge through education the attitudes of staff to
older people and ensure than care is provided on the basis of need, not age. (AKM)
ISBN: 1898915210
Price: £15.95
From : National Council for Hospice and Specialist Palliative Care Services, First Floor, 34-44 Britannia Street,
London WC1X 9JG.
Practical decision making in health care ethics: cases and concepts; by Raymond J Devettere. 2nd ed
Washington, DC: Georgetown UP, 2000, 639 pp.
The ethics proposed concern personal well-being and fulfilment, rather than obligation and duty. Specific US
cases and legislation (e.g. the Patient Self-Determination Act) are referred to throughout on issues including:
making health care decisions; determining life and death; life-sustaining treatments; cardiopulmonary
resuscitation and "do not resuscitate" (DNR) policies; medical nutrition and hydration; euthanasia and
physician-assisted suicide; and managed care. (RH)
ISBN: 0878407634
Predictors of advance directives in institutionalized elderly; by Farida K Ejaz.
Journal of Gerontological Social Work, vol 33, no 4, 2000, pp 67-90.
133 cognitively alert residents from 13 US nursing homes were interviewed regarding predictors of their having
advance directives. A logistic regression examined the effect of Locus of Control (LOC) to predict presence of
an advance directive. LOC was found not to be significant. Rather, two background characteristics - religious
affiliation and knowledge of advance directives - were significant. More specifically, Jews and Catholics, rather
than Protestants, had implemented advance directives. From a practice perspective, educational courses geared
at examining differences in religious affiliation and knowledge of the subject are likely to affect residents'
implementing advance directives. As a note of caution, the study's findings need to be tested with larger, more
generalisable samples. (RH)
ISSN: 01634372
From : http://www.tandfonline.com
Predictors of family members' satisfaction with hospice; by Susan Nolen-Hoeksema, Judith Larson, Michael
Bishop.
The Hospice Journal, vol 15, no 2, 2000, pp 29-48.
This large, long-term study of families served by hospice in the San Francisco Bay area found that nearly 95%
said hospice had been helpful. Still, about 30% of family members said there was something they wish had
been done differently. Those who had some complaint were more likely to be women, than those who had
none. Complaints were: to report the patient had needed a great deal of care; to have a history of depression and
greater levels of distress before and after the patient's death; and to be dissatisfied with the support received
from family members and friends. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580,
USA.
Preferences for surrogate decision makers, informal communication, and advance directives among communitydwelling elders: results from a national study; by Faith P Hopp.
The Gerontologist, vol 40, no 4, August 2000, pp 449-457.
This study is based on data from the Asset and Health Dynamics Among the Oldest-Old (AHEAD) study
conducted by the University of Michigan Institute for Survey Research, and considers the need for greater
information with regard to advance care planning. Older people expect to draw on a diverse array of other
people - spouses, children and grandchildren - to make health care decisions when they are unable to do so.
Completion of advance directives such as living wills and durable powers of attorney for health care was more
usual among Whites and the well-educated. Ways of strengthening knowledge and understanding need to be
developed for other ethnic groups and those with lower educational attainment. More informal communication
among family members on issues concerning advanced care planning needs to be encouraged. (RH)
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ISSN: 00169013
Racial variations in end-of-life care; by Faith P Hopp, Sonia A Duffy.
Journal of the American Geriatrics Society, vol 48, no 6, June 2000, pp 658-663.
Differences between American whites and blacks aged 70 and over in their advanced care planning and end-oflife decision-making are identified, using the 1993 study, Asset and Health Dynamics Among the Oldest Old
(AHEAD). Relatives (proxy respondents - 454 whites and 86 blacks) were interviewed at home by telephone.
Whites were significantly more likely than blacks to discuss treatment preferences before death, to complete a
living will, and to designate a Durable Power of Attorney for Health Care (DPAHC). Treatment decisions for
whites were more likely to involve limiting care in certain situations and withholding treatment before death. In
contrast, the treatment for blacks was more likely to be based on the desire to provide all care possible in order
to prolong life. Logistic regression models revealed that race continued to be a significant predictor of advance
care planning and treatment decisions, even after controlling for sociodemographic factors. Health care
professionals need to be aware of and to understand the preferences of different ethnic groups, with regard to
sensitive issues such as end-of-life decision-making. (RH)
ISSN: 00028614
The role of primary caregiver denial in inpatient placement during home hospice care; by Dona J Reese.
The Hospice Journal, vol 15, no 1, 2000, pp 15-34.
This study conducted with a sample of 68 Maryland home hospice patients revealed that primary caregivers in
denial of the patient's terminal illness were more likely to place hospice patients in inpatient treatment.
Moreover, patients admitted to hospital were more likely to die there, rather than at home as planned. These
findings suggest an impact of primary caregiver denial on patient self-determination, which indicates the
importance of addressing denial in counselling with terminally ill patients' primary caregivers. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Spirituality and palliative care: a model of needs; by Allan Kellehear.
Palliative Medicine, vol 14, 2000, pp 215-221.
This paper provides a theoretical model of spiritual needs in palliative care, based on a review of the palliative
care literature. Three sources of transcendence, the building blocks of spiritual meaning, are identified: the
situational, the moral and biographical, and the religious. Implications for future theory, research and practice
are identified. (RH)
ISSN: 02692163
Views of elderly people on living wills: interview study; by Rebekah Schiff, Chakravarthi Rajkumar,
Christopher Bulpitt.
British Medical Journal, vol 320, no 7250, 17 June 2000, pp 1640-1641.
Living wills or advance statements record people's healthcare wishes in case they are unable to contribute to a
decision concerning their health care in the future. While the views on North Americans on this subject are well
documented, there have been no reports on the views of older people in England. This study aimed to determine
the knowledge of 74 older in-patients in the UK on living wills and their healthcare choices. Despite little
previous knowledge, many were interested in the living will concept. Most had clear views on the issues raised:
92% indicated that they would no longer wish to be prolonged by medical intervention. A living will specially
designed for older people may be appropriate and is being prepared. (RH)
ISSN: 09598138
1999
Advance directives: limitations upon their applicability in elderly care; by A J Treloar.
International Journal of Geriatric Psychiatry, vol 14, no 12, December 1999, pp 1039-1043.
Advance directives (ADs) are increasingly used and are seen as a way of directing care after the loss of mental
capacity. There are, however, major potential problems associated with their use. They may require the
withholding of treatment that will alleviate suffering, and have the potential to cause patients to lose abilities
and live with unnecessary suffering or handicap. In short, they may fail to achieve what the patient intended, and
may cause outcomes that the patient never intended. The requirements for a valid AD are discussed and simple
model for doctors to assess the validity of ADs is proposed. Doctors will need to become much better at
understanding the limitations of mental capacity, and quick mechanisms for rebutting ADs will be needed. In
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general, this is likely to be when ADs appear to conflict with good clinical care and the best interests of the
patient. The prospect of UK legislation on ADs is not welcome by this article's author. (RH)
ISSN: 08856230
Advance elder care decision making: a model of family planning; by Donna L Cochran.
Journal of Gerontological Social Work, vol 32, no 2, 1999, pp 53-64.
Advances in modern technology have resulted in increasing health care options. Unfortunately, many adults do
not think about health and end-of-life decisions until they are faced with a health crisis or long-term care issues.
The lack of planning has left many families devastated or overwhelmed by the decisions they face on behalf of
their loved ones. Social workers and other professionals are observing family members who are ill-prepared for
the decisions they have to make and the roles that they undertake as a result of the failing health of an older
relative. This article describes the Advance Elder Care Family Planning model (AECFP), a social work model
designed to empower families before they face these problems. (AKM)
ISSN: 01634372
From : http://www.tandfonline.com
African American caregivers' preferences for life-sustaining treatment; by Gloria Bonner, Philip B Gorelick,
Thomas Prohaska (et al).
Journal of Ethics, Law, and Aging, vol 5, no 1, Spring/Summer 1999, pp 3-16.
Studies about treatment preferences are often conducted on well people who are asked to imagine they were on
life support. This study focuses on factors influencing treatment decisions made by family members or relatives
who are, for the most part, cognitively disabled. 100 African American caregivers of older patients with stroke,
stroke dementia or Alzheimer's disease (AD) was conducted to identify influences on decisions regarding use of
three life-sustaining measures: cardiopulmonary resuscitation (CPR), mechanical ventilation, and tube feeding.
Logistic regression analysis revealed that CPR and mechanical ventilation were more likely to be recommended
by caregivers who trust the health care system than caregivers who fail to trust the system. Tube feeding was
more likely to be recommended by caregivers who were designated as health care surrogates by the care
recipients. Knowledge about predictors of end-of-life treatment decisions for African Americans provides
insights that may allow health care providers to serve as better advocates for this population. (RH)
ISSN: 10761616
Age is not the crucial factor in determining how the palliative care needs of people who die from cancer differ
from those of people who die from other causes; by Julia M Addington-Hall, Saffron Karlsen.
Journal of Palliative Care, vol 15, no 4, 1999, pp 13-19.
A belief that the hospice philosophy is particularly applicable to younger people may account in part for the
continued focus of palliative care on cancer patients, as it has been argued that age is the crucial factor in
determining how cancer and non-cancer patients differ. The authors conducted a secondary analysis of data
from a UK population-based retrospective survey, the Regional Study of Care for the Dying, to critically
examine this proposition. The sample comprised 2025 cancer and 1471 non-cancer deaths. On average, cancer
patients were younger. However, at all ages, cancer and non-cancer patients differed significantly with, for
example, different patterns of dependency and symptomatology. Cause of death - rather than age - is therefore
the principal difference. The debate within palliative care on whether and how to provide services for noncancer patients must move beyond a focus on group differences such as age; instead, the focus should be on
understanding the varying problems non-cancer patients experience, and how best to organise palliative care
services to meet the individual needs of these patients. (RH)
Age-related variation in roles performed by hospice volunteers; by Beverly Black, Pamela J Kovacs.
Journal of Applied Gerontology, vol 18, no 4, December 1999, pp 479-497.
Age-related variation in the roles performed by volunteers in hospice programmes were examined in this US
study. A postal questionnaire was distributed to 594 volunteers of all ages, of which 259 responded. Findings
revealed that volunteers of all ages displayed much similarity in their motivations for volunteering, how they
learned about the opportunity to do voluntary work, the levels of satisfaction experienced from volunteering,
and various measures of retention. The age of the volunteer significantly influenced the roles they performed at
the hospice. Significantly more younger volunteers provided direct patient care services, and significantly more
older volunteers provided both clerical and fundraising services. Implications for future research and
recruitment and retention of hospice volunteers are discussed. (AKM)
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Attitudes toward assisted suicide: a survey of hospice volunteers; by Phyllis W Zehnder, David Royse.
The Hospice Journal, vol 14, no 2, 1999, pp 49-64.
Technological advances have lengthened our years, and often, the dying process as well. While studies have
been conducted of doctors and dying patients concerning their views on assisted suicide, no prior studies have
examined the attitudes of hospice volunteers. This US survey of 277 hospice volunteers found that, overall, their
attitudes were more supportive of assisted suicide than that of a convenience sample of the public. 37% of the
volunteers endorsed the view that there are situations when assisting death may be morally acceptable; 4% had
been asked to provide assistance to help a patient end his or her life. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Balancing the focus: art and music therapy for pain control and symptom management in hospice care; by
Barbara Trauger-Querry, Katherine Ryan Haghighi.
The Hospice Journal, vol 14, no 1, 1999, pp 25-38.
Pain and symptom management are a major part of hospice care. Literature and direct experience suggest that
pain can be resistant if psychological, emotional, or spiritual issues are not addressed. This article explains how
art and music therapies can work in conjunction with traditional medical treatment of pain control in the hospice
setting. The process of pain modulation through the use of art and music interventions is described. Brief
clinical examples demonstrate the use of art and music therapies for pain reduction with a variety of hospice
patients. Information regarding appropriate education and training necessary for art and music therapists is
presented. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Care at the end of life: restoring a balance; by Diane E Meier, R Sean Morrison (eds).: American Society on
Aging, Spring 1999, 104 pp (whole issue).
Generations, vol XXIII, no 1, Spring 1999, 104 pp (whole issue).
The dying process for the oldest old is characterised by a high prevalence of untreated pain and other symptoms,
due to chronic conditions and the attendant progressive functional dependency and unpredictability of the
disease course. The editors of this issue of Generations suggest that it is time to restore the balance, so that relief
and suffering and cure of disease are seen as obligations of the medical profession that is dedicated to patient
care. Articles on palliative care consider the needs of older patients and their families, the particular challenge of
working with patients with severe dementia, and the training of nurses, doctors and nursing home staff. End-oflife decisions and issues are examined from cultural, ethical and spiritual perspectives, also of relevance in
requests from patients to doctors for "assisted suicide": the arguments for and against are given. The needs of
caregivers and how family members cope with grief and bereavement are examined, as well at nursing home
patients' need for intimacy: many spend the end of their lives in emotional and physical isolation. (RH)
ISSN: 07387806
Communication and awareness about dying in the 1990s; by David Field, Gina Copp.
Palliative Medicine, vol 13, 1999, pp 459-468.
(OFFPRINT.)
ISSN: 02692163
Evaluation of a project providing community palliative care support to nursing homes; by Mark Avis, Jean
Greening Jackson, Karen Cox (et al).
Health & Social Care in the Community, vol 7, no 1, January 1999, pp 32-38.
A 3-year pilot community care project to extend `hospice standards' of palliative care to nursing home residents
in Nottingham is evaluated in this paper. The evaluation involved two questionnaire surveys of all matrons of
nursing homes with registered palliative care beds (39 and 43 matrons, respectively) and 35 interviews with a
sample of local stakeholders. Descriptive statistics were used to summarise the quantitative data and an iterative
procedure to generate themes from the qualitative data. The overall perception of the project's impact was that it
had helped to overcome the barriers that exist between National Health Service (NHS) services and the
independent sector. By providing assistance with individual care and access to specialist advice, equipment and
training, the project was thought to have decreased the isolation experienced by staff and residents and improved
equity of access to specialist palliative care for nursing home residents. Although it was widely agreed that the
nursing home is an appropriate setting for palliative care, concern was expressed about the quality of care that
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can be given with mostly unqualified care staff. Ongoing needs for training and liaison between services were
identified. (AKM)
ISSN: 09660410
Extending specialist palliative care to all?; by David Field, Julia Addington-Hall.
Social Science and Medicine, vol 48, 1999, pp 1271-1280.
(OFFPRINT.)
ISSN: 02779536
Factors that influence elders' decisions to formulate advance directives; by Crystal Dea Moore, Susan R
Sherman.
Journal of Gerontological Social Work, vol 31, no 1/2, 1999, pp 21-39.
In this study, 9 ethnic minority and 11 white, low-income community-dwelling older adults participated in semistructured qualitative interviews regarding end-of-life decision-making related to the completion of advance
directives (living wills and health care proxies). The participants were asked to discuss the role of their own
evaluations and beliefs and their perception of the influence of significant others in their decisions to complete
advance directives. Religious affiliation and a measure of religiosity were also examined. The participants
overwhelmingly evaluated the completion of advance directives as positive, but many reported that discussing
end-of-life issues with their children was difficult. In addition, depth of religious belief figured prominently in
medical treatment planning for some of the participants, particularly those from minority ethnic groups. (AKM)
ISSN: 01634372
From : http://www.tandfonline.com
Health professionals' perception of hope: understanding its significance in the care of people who are dying; by
Rod MacLeod, Helen Carter.
Mortality, vol 4, no 3, 1999, pp 309-317.
Drawing predominantly on work reported from the fields of medicine and nursing, the literature on hope is
examined in order to identify common elements of hope, with a particular emphasis on hope as it relates to care
at the end of life. Various frameworks have been proposed for the maintenance of hope in those who are
critically ill or dying, and these are outlined. Strategies for maintaining or engendering hope - particularly for
those who are dying - are identified. Comment is made on the importance of hope inspiration in maintaining the
quality of life of people who are dying. Although there is a growing body of literature on hope, the principles
enunciated are not always borne out by health professionals in their clinical practice. The common elements of
hope described in the literature as central to maintaining an individual's quality of life are identified. (RH)
ISSN: 13576275
Health-promoting palliative care: developing a social model for practice; by Allan Kellehear.
Mortality, vol 4, no 1, March 1999, pp 75-82.
It is a common misunderstanding that health promotion and palliative care are opposite initiatives when, in fact,
they can and should enjoy a complementary relationship. This paper discusses the core ideals of health
promotion, and outlines the nature and shape of these as they might appear in palliative care practice. The work
of the health-promoting palliative care unit at La Trobe University in Melbourne, Australia is provided as an
example of this public health practice. (RH)
ISSN: 13576275
History of the National Hospice Organization; by Larry Beresford, Stephen R Connor.
The Hospice Journal, vol 14, numbers 3/4, 1999, pp 15-32.
The National Hospice Organization (NHO) grew out of efforts by the founders of the earliest hospice
programmes in the US to protect their emotional investments in hospice care, to advocate for hospice interests in
Congress and other public policy forums, to define standards for the fledgling movement, and to provide
education on the nuts and bolts of running hospice programmes for others interested in starting hospices. Unlike
the model of the St Christopher's Hospice in England, which began as a free-standing in-patient nursing home
and later added home care services, most US hospices started as home care based programmes, often largely
manned by volunteers. Among the crucial issues that have dominated the work of the NHO during its first 21
years were passage and maintenance of the Medicare hospice benefit, ideological battles over the hospice
philosophy, and efforts to extend hospice care to other populations, such as people with AIDS. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
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The hospice heritage: celebrating our future; by Inge B Corless, Zelda Foster (eds).
The Hospice Journal, vol 14, numbers 3/4, 1999, 270 pp.
Major contributors in the field tell the story of hospice in America, not only historically, but as an up-to-themoment state-of-the-art presentation of hospice and palliative care. The origins of the hospice movement in the
US and the UK, and some issues of concern are considered: symptom control, spirituality, access to care, and
end-of-life care and decision making. Issues relating to palliative care, the quality of care for the dying, and the
impact of terminal care for both the family and the individual are discussed. A final section of articles has as its
theme reflections and reminiscences. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Hospice in nursing homes: a facility level analysis of the distribution of hospice beneficiaries; by Ann C
Petrisek, Vincent Mor.
The Gerontologist, vol 39, no 3, June 1999, pp 279-290.
Since 1989, the Medicare hospice benefit has been available to terminally ill individuals residing in nursing
homes. This paper outlines the evolution and nature of hospice care for nursing home residents. Using a recent
On-line Survey and Certification of Automated Records data on a national sample of Medicare/Medicaid
certified nursing homes, merged with hospice Provider of Service and Area Resource File information, it goes
on to examine the distribution of hospice beneficiaries in nursing homes. Bivariate analyses provide descriptive
comparisons of homes with 0%, 0.1-4.9%, and 5% residents on the hospice benefit. Multinominal (i.e.
multinomial) logistic regression reveals the influence of organisational, market, and environmental factors on
the proportion of beneficiaries in nursing homes. Results indicate that significant numbers of homes have
hospice patients and that these institutions may have strong incentives to convert residents to the Medicare
hospice benefit. (AKM)
ISSN: 00169013
The influence of physician race, age, and gender on physician attitudes toward advance care directives and
preferences for end of life decision-making; by Eric W Mebane, Roy F Oman, Leo T Kroonen (et al).
Journal of the American Geriatrics Society, vol 47, no 5, May 1999, pp 579-591.
This study targeted US physicians in primary care (i.e. general practitioners - GPs), selected to to maximise the
number of blacks participating. The 502 of 2000 GPs (28%) returning the questionnaire included 280 white and
157 black GPs. With regard to attitudes toward patient care, 58% of white GPs agreed that tube-feeding in
terminally ill patients is "heroic", agreed with by only 28% of black GPs. White GPs are more likely than black
GPs to find physically-assisted suicide an acceptable treatment alternative (36.6% vs 26.5% of black GPs). With
regard to preferences for future treatment of themselves for a persistent vegetative state scenario, black GPs
were more than six times more likely than whites to request aggressive treatments for themselves. Whites were
almost three times as likely to want physician assisted suicide (29.3 vs 11.8%) in this scenario. For a state of
brain damage with no terminal illness, most GPs did not want aggressive treatment. White GPs, on the other
hand, were more likely to request physician assisted suicide (22.5% vs 9.9%) in this scenario. Results suggest
that, by race, physicians share similar preferences for end-of-life treatment with their patient counterparts. (RH)
ISSN: 00028614
Informal care and terminal illness; by Penny Rhodes, Sandra Shaw.
Health & Social Care in the Community, vol 7, no 1, January 1999, pp 39-50.
This paper is based on a study of the care and services received by people in the year before death in one
Yorkshire health authority. In 1997, in-depth interviews were carried out with bereaved relatives and carers of
33 people who had died in the previous 18 months. Deaths where people were judged to have needed no input
from palliative care services were excluded. The sample covered a wide range of caring arrangements,
experiences of caring for someone who is dying, support from formal services, place and manner of death. All
those interviewed were providing some form of informal care or support to those who died, in some cases 24
hour care. The interviews provided insight into carers' experiences of services to support both the dying person
and themselves in their caring role. The paper discusses the ways in which care of the terminally ill is
distinctive. It explores the role of informal care in relation to the wider character and history of the local
community, in particular the significance of its declining industrial base, and secondly, the availability of
appropriate services to support those caring for the terminally ill. (AKM)
ISSN: 09660410
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Is care of the dying improving?: the contribution of specialist and non-specialist to palliative care; by Simon
Fordham, Chris Dowrick.
Family Practice, vol 16, no 6, 1999, pp 573-579.
A review of published research on the quality of care for dying patients indicates limited evidence of
improvements in the care of selected cancer patients, and a dearth of evidence concerning patients dying from
other, more common causes. The methods of research used to date are of limited current utility, and new
methods are required. (OFFPRINT.) (RH)
Long term patterns of morphine dosage and pain intensity among cancer patients; by Paul Sloan, Ronald
Melzack.
The Hospice Journal, vol 14, no 2, 1999, pp 35-48.
It is believed that people who receive daily doses of morphine to relieve chronic cancer-related pain develop
relatively little tolerance to the drug's analgesic effects. This study documents morphine intake of 17 patients
(mean age 59) with chronic cancer pain in the palliative care unit at the Royal Victoria Hospital, Montreal over
a 64-week period. Those receiving morphine for 30 days or longer and able to complete the pain scale were
included. Those with a confused or clouded censorium were excluded. Daily pain intensity was measured by the
PPI (0-5 scale) of the McGill pain questionnaire, followed up for a mean of 82 days. Mean daily dosage at study
entry was 135 mg, and at study completion 244 mg. There was no evidence that any patient rapidly developed
tolerance to morphine. Pain was well controlled for most patients. 10 of the patients reported 93% of their PPI
scores as 0 or 1; 4 of these reported occasional breakthrough pain. 4 other patients reported 18% of scores as
either 2 (discomforting) or 3 (disturbing). The other 3 patients spent more than 4 months in the unit and had less
than good pain control. More than 82% of patients' chronic cancer-related pain was well controlled with oral
morphine as a main therapy. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Longitudinal changes in attitudes of offspring concerning life-sustaining measures for their terminally ill
parents; by Rena Cooper-Kazaz, Yechiel Friedlander, Avraham Steinberg (et al).
Journal of the American Geriatrics Society, vol 47, no 11, November 1999, pp 1337-1341.
In a recent study conducted in Israel, the attitude of adult children toward terminally ill parents was investigated
to explore their decisions regarding life-sustaining measures. In this study, the 51 subjects who had been
interviewed were reinterviewed six years later, to explore longitudinal changes in their attitudes. In addition, a
control group of 116 participants was generated. Results revealed that the attitudes of adult children in the acute
phase and after six years were strikingly consistent. Twenty-one percent had requested the initiation of
resuscitation in the acute phase and 27.4% said the same six years later. The provision of nutrition and
medication was requested by approximately 70% of participants both at the acute phase and six years later. The
study concluded that exposure to a life event significantly affected the decision-making of the children of
terminally ill parents. However, their attitudes toward extreme solutions - opposing active euthanasia and
requesting the administration of nutrition and medication - was not influenced. (AKM)
ISSN: 00028614
Measurement of advance directive and medical treatment decision-making capacity of older adults; by Lori
Frank, Michael Smyer, Thomas Grisso (et al).
Journal of Mental Health and Aging, vol 5, no 3, Fall 1999, pp 257-274.
The objective of this study was to characterise two components of decisional competence relevant to advance
directive (AD) completion and medical treatment decision-making among a subsample of older adults
hospitalised in acute care settings. Subjects were recruited from four acute care facilities in the northeast US,
and data are reported for 43 adults, mean age 70.7 years (range 62-78). Two main outcome variables were
examined: ability to understand disclosed information, and ability to rationally manage that information.
Independent variables examined include cognitive status, level of depression, medication use, educational level,
and verbal ability. Cognitive status was strongly related to both understanding and rational manipulation of
disclosed information. Verbal ability was related to performance on the understanding task, but not the rational
manipulation task. The relationship of non-documented cognitive impairment in decision-making skills among
hospitalised older people suggests that the current disclosure process in the US may be less than optimal for
many individuals. (RH)
ISSN: 10784470
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The moment of death: is hospice making a difference?; by Robert Kastenbaum.
The Hospice Journal, vol 14, numbers 3/4, 1999, pp 253-270.
The moment of death has been a compelling image and dominant concept through much of history. In recent
years, this term has become destabilised by technological advances and changes in clinical practice. Perhaps
even more significantly, the meanings previously associated with the deathbed scene and the final breath have
become increasingly marginalised. Hospice programmes continue to demonstrate that enlightened and dedicated
care can markedly reduce the suffering of terminally ill people and their families. The vast experience acquired
by hospice programmes, however, has not yet been translated into a vision of the moment of death and the
deathbed scene for our times. Several reasons are identified for the limited interest and even more limited
hospice-based research into the deathbed scene and the moment of death. Courses on health could contribute
much more to our understanding of the final moments of life if this should ever become a priority. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
The New Opportunities Fund [NOF] palliative care - assessor's checklist: prepared by the Department of Health
for the New Opportunities Fund (in association with the National Council for Hospice and Specialist Palliative
Care Services and the Hospice Information Service); by Department of Health - DH; National Council for
Hospice and Specialist Palliative Care Services; Hospice Information Service.: unpublished, December 1999, 17
pp.
This checklist has been drawn up to provide context to New Opportunities Fund (NOF) assessors when
considering applications for palliative care projects. It provides data about palliative care in each health
authority in England, and includes local information about cancer deaths and levels of social deprivation. The
checklist is likely to be of use to commissioners and local providers in developing palliative care strategy for
inclusion in the Health Improvement Programme. The tables provide data on two aspects of palliative care population needs and services currently provided. (KJ/RH)
Nursing home resident use of care directives; by Daesman N Suri, Brian L Egleston, Jacob A Brody (et al).
The Journals of Gerontology Series A: Biological sciences and Medical Sciences, vol 54A, no 5, May 1999, pp
M225-229.
The Patient Self-Determination Act 1991 requires that US nursing homes reimbursed by Medicaid or Medicare
inform all residents on admission of their rights to enact care directives in the event of terminal illness. This
study investigated the relationship between care directive use and a resident's functional status. The authors
analysed a version of the Minimum Data Set (MDS+) from a single state. They selected 2,780 residents
admitted to nursing homes in the first half of 1993 and followed their progress to the end of 1994. Of these, 292
(11%) had advance directives and 446 (17%) had "do not resuscitate" (DNR) orders on admission. Of those
without care directives on admission, 143 (6%) subsequently had an advance directive and 339 (15%)
subsequently had a DNR order. Cross-sectionally, older individuals and whites were more likely to have a care
directive. Having poor cognitive and physical function was associated with having a DNR on admission.
Longitudinally, longer stayers and whites were more likely to have an advance directive. Residents who lost
physical function were more likely to have an advance directive and those who lost cognitive function were
more likely to have a DNR order. (RH)
ISSN: 10795006
Origins: an American perspective; by Zelda Foster, Inge B Corless.
The Hospice Journal, vol 14, numbers 3/4, 1999, pp 9-14.
The birth of hospice in the US was fostered by the work of Florence Wald, former Dean of the Yale School of
Nursing. Her activities are emblematic of the dedication of many other hospice volunteers who made hospice a
reality in the US. This short article outlines their humanitarian and visionary qualities in changing end-of-life
care in the US. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Origins: international perspectives, then and now; by Cicely Saunders.
The Hospice Journal, vol 14, numbers 3/4, 1999, pp 1-8.
It was because a number of people took time to listen to patients and families facing terminal illness that the
Hospice Movement has grown worldwide since it began in the 1960s. The addition of new skills in pain and
symptom control, the understanding of the problems faced by families and the need for research and teaching
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has brought the old traditions in care and caring into the present day. It has shown that it can be relevant in many
settings and cultures, and in countries with widely different resources. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
Predictors of use of chronic care services by impaired members in the Social Health Maintenance Organisation
demonstration; by Marty Lynch, Charlene Harrington, Robert Newcomer.
Journal of Applied Gerontology, vol 18, no 3, September 1999, pp 283-304.
Use of chronic care services by 1,868 impaired members of the first Social Health Maintenance Organization
(SHMO) demonstration was examined using a modified Andersen behavioural model. Services studied included
skilled and intermediate nursing facilities, adult day care, home health, and personal care. A two-part regression
analysis was performed to identify significant predictors of any use and amount of use. Individual needs such as
activities of daily living (ADLs) were important predictors of service use, even by impaired SHMO members.
Variance predicted by enabling variables, especially site, was also particularly significant. This emphasises the
importance of including health plan and market factors in future modelling of service use. Other important
findings were that low-income members were more likely to be placed in nursing homes and only about 65% of
impaired members received any formal home care. (RH)
ISSN: 07334648
Reflections on palliative care: sociological and policy perspectives; by David Clark, Jane Seymour.
Buckingham: Open University Press, 1999, 213 pp (Facing death).
The book, organised into four parts, is aimed primarily at students of palliative care, but is also likely to be of
interest to practitioners, policy-makers and researchers. Part I considers death and dying as social phenomena; it
explores questions of ageing, informal care, bereavement and end-of-life care ethics (including euthanasia). Part
II examines the philosophy and practice of palliative care; it defines the "good death", the limits of palliation,
and routinization and medicalization. Analysis in Part III shifts to broader questions of policy affecting
palliative care and its delivery not only in hospices, but also in hospitals, at home and in institutional settings.
The future of palliative care in the context of recent policy decisions - such as the 1997 White Paper, "The new
NHS: modern, dependable" (Cm 3708) - is considered in Part IV. (RH)
ISBN: 0335194540
Price: £15.95
From : Open University Press, Celtic Court, 22 Ballmoor, Buckingham MK18 1XW.
Residential care for adults: [the case for palliative care]; by Sheila Peace. Sutton: Community Care, October
1998-April 1999, pp 16-18.
Research Matters: a digest of research in social services, issue 6, October 1998-April 1999, pp 16-18.
Every year thousands of older people die in residential homes, yet palliative care is often not available to this
particularly vulnerable group. This article reviews the findings of a new study for the Department of Health
(DoH) by Moyra Sidell, Jeanne Katz and Carol Komaromy, `Death and dying in residential and nursing homes
for older people: examining the case for palliative care' (Open University, 1998). The study was based on the
assumption that this form of terminal care should be available to all dying people. Although staff of homes are
willing to take on terminal care, the quality of that care is currently very variable. To enable staff to develop
their role, the study suggests: a need for change in the internal management of homes to ensure adequate
staffing; education and training to improve knowledge of palliative care; and greater liaison between homes and
primary care teams. Use of the six Trent Palliative Care Core Standards is recommended: collaboration with
other agencies; symptom control; resident/carer information; emotional support; bereavement care and support;
and specialist education for all staff. (RH)
ISSN: 13630105
From : Research Matters Subscriptions, FREEPOST CN2908, Reed Business Information, Quadrant House,
Sutton, Surrey SM2 5BR.
Revisiting medicalisation and "natural" death; by Jane Elizabeth Seymour.
Social Science & Medicine, vol 49, 1999, pp 691-704.
(OFFPRINT.)
ISSN: 02779536
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Social necessity, individual rights, and the needs of the fragile: euthanasia in the context of end-of-life decision
making; by Tom Koch, Kathryn L Braun, James H Pietsch.
Journal of Ethics, Law, and Aging, vol 5, no 1, Spring/Summer 1999, pp 17-28.
Legal and social debates over bioethical issues typically swing between two apparently irreconcilable principles.
The first argues for individual self-determination, while the second argues for the need to diminish the social
cost of maintaining the fragile. A third position, one put forward by disability campaigners, suggests that a
failure to provide social support presents a context in which choices for a continuing quality of life are
restricted. This article conceptualises the "moral space" created by these separate positions, and reports on the
use of a multicultural, multigenerational survey of attitudes toward end-of-life issues to discuss its relative
position. Results reported in this paper focus on responses to survey questions concerning euthanasia as a way
of understanding the relationship between social support, individual decision making, and cultural variables as
perceived by participating older people and their adult children in Honolulu, Hawaii. (RH)
ISSN: 10761616
Spirituality; by Emily Chandler.
The Hospice Journal, vol 14, numbers 3/4, 1999, pp 63-74.
At present, there is a widening search for spirituality as distinct from organised religion, particularly as it relates
to well-being, wholeness, and healing. In both professional and lay contexts, spirituality has come to the
forefront of public consciousness. The place of spirituality within the hospice movement is not unaffected by
this shift in popular priorities. Once the perogative of chaplains and clergy, the nurturing of spiritual journeys is
now becoming a common concern. Experiencing sensory spirituality can provide both caregivers and those for
whom they care a respite for bodies, minds and spirits. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Service, The Haworth Press, 10 Alice Street, Binghamton, NY 139041580, United States.
A survey of psychosocial service provision within hospices; by Mari Lloyd-Williams, Trevor Friedman, Nicky
Rudd.
Palliative Medicine, vol 13, 1999, pp 431-432.
(OFFPRINT.)
ISSN: 02692163
Toward a measure of caregiver satisfaction with hospice social services; by Kathryn Coleman Archer, David P
Boyle.
The Hospice Journal, vol 14, no 2, 1999, pp 1-16.
An evaluation of caregiver satisfaction with social services in a large hospice in a major south-eastern US city
was conducted using an instrument developed for this study. The usual processes for developing an instrument
were followed, resulting in a survey questionnaire which was useful in testing the degree of satisfaction of
caregivers with the hospice's social services. Results indicated that most caregivers were very satisfied with
hospice social services. The instrument is likely to be helpful for others wishing to evaluate caregiver
satisfaction with hospice services. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Volunteerism and older adults: implications for social work practice; by Pamela J Kovacs, Beverly Black.
Journal of Gerontological Social Work, vol 32, no 4, 1999, pp 25-40.
Much has been written about volunteerism in general, and more specifically about the older volunteer. But what
is the motivation, what is learnt from the opportunity, and what factors make for satisfaction with the
volunteering experience? This literature review highlights some of the findings as they relate to volunteering in
general, and to older volunteers at a hospice. (RH)
ISSN: 01634372
From : http://www.tandfonline.com
"What should I say?": qualitative findings on dilemmas in palliative care nursing; by Pam McGrath, Patsy
Yates, Michael Clinton (et al).
The Hospice Journal, vol 14, no 2, 1999, pp 17-34.
The nursing literature suggests that talking and listening to patients about issues associated with death and dying
is both important and difficult, and may be improved with training. This discussion presents the results of recent
nursing research to confirm and elaborate on this theme. In this research, participants touched on many central
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issues in communicating with patients that included articulating a sense of discomfort and inadequacy about the
whole process, detailing the innumerable blocks to open communication (e.g. interference, denial, unrealistic
optimism, resistance, collusion, and anger), and sharing their sense of success and failure. The insights of nurses
participating in this research testify to the ongoing need to prioritise the development of nursing skills and
support for palliative care. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Working with terminally ill older women: can a feminist perspective add new insight and direction?; by N Jane
McCandless, Francis P Conner.
Journal of Women & Aging, vol 11, numbers 2/3, 1999, pp 101-114.
While sexism and ageism in the US health care system have been systematically documented, nowhere is the
treatment of ageing women more androcentric than in care for the terminally ill. In fact, a terminally ill older
woman is too often disadvantaged by a health care system which excludes her from decision-making and
renders her powerless. In response, the authors propose a feminist approach to health care for terminally ill older
women, and argue that it is this approach which will not only put knowledge and power into the hands of older
women, but will change the fundamental ways in which women approach death. (RH)
ISSN: 08952841
From : http://www.tandfonline.com
1998
Advance care directives and end of life decisions: an educational model; by Robert McCann, Joshua Chodosh,
Richard Frankel (et al).
Gerontology & Geriatrics Education, vol 18, no 3, 1998, pp 3-19.
Discussions about end of life care can be difficult for patients and practitioners. Numerous studies have
demonstrated that dying patients often receive care that does not address their suffering adequately, partly due to
inadequate physician-patient communication. In this study, an educational module was developed for graduate
medical residents in New York about the care of dying patients to improve their communication skills,
particularly in the area of end of life discussions with patients. The module contains didactic material as well as
exercises to provide the teachers and students with a framework to explore personal and patient values, and how
those values relate to medical decision making. The module has also been used at seminars for social workers
and nurses. (AKM)
ISSN: 02701960
From : http://www.tandfonline.com
Advance directives and the role of health beliefs; by Elizabeth H Bradley, Leslie C Walker, Terrie T Wetle (et
al).
Journal of Mental Health and Aging, vol 4, no 3, Fall 1998, pp 379-392.
The role of health beliefs in determining individuals' decisions to complete advance directives, such as living
wills or health care proxies, were examined in this study. Using both quantitative and qualitative data from faceto-face interviews with 35 alert and oriented nursing home residents, the study demonstrates that health beliefs
are important factors in residents' completion of advance directives. Residents reporting more versus less trust in
the medical system were 5.38 times more likely to complete advance directives. Residents reporting a desire for
more versus less control in medical decision-making were 8.42 times more likely to complete advance
directives. Qualitative data analyses revealed four unique resident "voices" which help define individual
approaches to advance directive completion: "taking charge", "delegating autonomy", "denial", and "wanting to
die". The results suggest that better understanding of individual health beliefs related to personal autonomy and
underlying trust of the medical system is required for not only explaining but also supporting individuals'
decisions regarding advance directives. (AKM)
ISSN: 10784470
Age awareness: understanding the spiritual needs of older people; by Jeffrey Harris (convenor), Albert Jewell
(ed), Methodist Homes for the Aged; Christian Council on Ageing. Derby: Methodist Homes for the Aged;
Christian Council on Ageing, 1998, Boxed set of 10 booklets.
The Age Awareness project was set up in 1995 by Methodist Homes for the Aged and the Christian Council on
Ageing, facilitated by a grant from the Sir Halley Stewart Trust. The main objective of the project is to increase
the understanding of the spiritual needs of older people. This set of 10 booklets is aimed at churches, local
community groups and individuals for reflection, discussion, and action. Topics covered include: spirituality in
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the later years of life; adapting our lifestyle in retirement; the ageing single person; ageing in a strange land
(ageing of older immigrants); facing terminal illness; older people and bereavement; spiritual needs of people
with dementia; a future home (residential care and staying put); those who care for others (informal carers); and
the Church's ministry to ageing people. Each booklet ends with a section to encourage discussion and action by
local churches and groups. (AKM)
ISBN: 095262396X
From : Methodist Homes for the Aged, Epworth House, Stuart Street, Derby DE1 2EQ.
AIDS capitation; by David Alex Cherin, G J Huba (eds).
Home Health Care Services Quarterly, vol 17, no 1, 1998, 109 pp.
This special volume is the first of a thematic series featuring innovative programmes in specific fields of
community-based care and service delivery, and focuses on the transprofessional model of end-stage care in
HIV/AIDS. This model was developed and tested by the Visiting Nurse Foundation of Los Angeles, and was
one of 27 demonstration projects working under the co-operative agreement with the US Health Resources and
Services Administration on a national, cross-cutting evaluation of service delivery, training projects, and
managed service provision. The transprofessional model featured is a home-based case management and direct
service care model which blends curative and palliative modalities in care of end-stage AIDS patients, in order
to provide seamless, effective and efficient services to patients. Qualitative and quantitative results of the
evaluation demonstrate cost savings achieved by this model of care as compared with more traditional models of
care. (RH)
ISSN: 01621424
From : http://www.tandfonline.com
Assisted suicide and the courts: spotlight on palliative care; by Vivien B Shelanksi.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 1, Winter 1998, pp 1728.
This article surveys points of US law on assisted suicide (i.e. euthanasia), starting with a brief overview of antisuicide laws. Opinions on key cases from New York and Washington States are examined. State-based
initiatives - including Oregon's assisted suicide law - highlight issues for legal attention nationally, such as the
use of controlled drugs for medical purposes. Improving palliative care and attending to the psychological,
spiritual and social needs of dying patients must be a priority. (RH)
ISSN: 10724281
Capitated risk-bearing managed care systems could improve end-of-life care; by Joanne Lynn, Anne Wilkinson,
Felicia Cohn (et al).
Journal of the American Geriatrics Society, vol 46, no 3, March 1998, pp 322-330.
In the US, capitated or salaried managed care systems offer an important opportunity to provide high quality,
cost-effective end-of-life care - but have strong incentives to avoid provision of such care. The main alternative
is hospice, but access is limited and length of stay short. The authors propose a special, comprehensive system
of managed care - MediCaring - for seriously ill people nearing the end of life. MediCaring would encompass
the best elements of palliative care within a managed care structure: comprehensive, supportive, communitybased services that meet personal and medical needs, a focus on patient preferences, symptom management,
family counselling, and support. Other programmes, such as hospice, have shown that continuity and coordinated care, financed through a capitated payment and directed at a special population, are both feasible and
effective. What is being sought is a seamless approach whereby capitated payments from managed care are
directed at commitment to enhanced end-of-life care. (RH)
ISSN: 00028614
Community physicians describe management issues for patients expected to live less than twelve months; by
Sarah J Goodlin, Anne M Jette, Joanne Lynn (et al).
Journal of Palliative Care, vol 14, no 1, 1998, pp 30-35.
(OFFPRINT.)
Comparison of the high-tech service delivery experiences of hospice and non-hospice home health providers; by
Lenard W Kaye, Joan K Davitt.
The Hospice Journal, vol 13, no 3, 1998, pp 1-20.
This study examined the degree to which national samples of (154) hospice and non-hospice home health care
agencies in the US present different organisational profiles and grapple with different patient capacity issues
when delivering technology-enhancing services to incapacitated older people. Hospice agencies employ more
part-time staff, make more in-home visits, see more high-tech patients, and provide a wider range of high-tech
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services than non-hospice providers. Factor analysis of index data confirms that hospice staff have more
experience (p < .05) addressing the legal/ethical dimensions of care. Specifically, hospices deal with `right to
die' issues more often (p < .05), but not with `delegation of authority' and `patient rights' issues. More agencies
of both types have policies for handling decisions about life-sustaining treatment than for dealing with patients
having questionable decision-making capacity. Needed agency policies for dealing with limited patient decisionmaking capacity in hospice and non-hospice home care agencies are reviewed. (RH)
ISSN: 0742969x
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Complementary therapy: aromatherapy with massage for geriatric and hospice care: a call for an holistic
approach; by Carol Howdyshell.
The Hospice Journal, vol 13, no 3, 1998, pp 69-75.
The medical profession in the US would benefit from including aromatherapy with massage in its care of older
and hospice patients, enhancing the quality of patient care, and being complementary to conventional treatment
regimens. Currently, the US medical profession treats pathophysiological diseases of patients, but falls short of
treating their emotional needs. Aromatherapy and massage can be used to fill this gap, and to improve the
patient's response to traditional treatment routines. While there is an abundance of literature extolling the use of
essential oils, this article reflects subjective, individual findings, and does not account for the multitude of
environmental factors influencing such factors as the patient's degree of pain, personality of the person
administering care and that of the patient, or even the temperature of the room itself. Further research is needed,
so that scientific, qualitative measurements can be proven and documented. (RH)
ISSN: 0742969x
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Death, dying and inequality; by Denise Bevan.
Care: the Journal of Practice and Development, vol 7, no 1, December 1998, p 27.
As a hospice worker, the author has developed an interest in what is often referred to as a "good death". This
paper explores the social context of the practical and cultural implications and expectations of what a good death
may mean, as viewed by contemporary modern society. The author quotes Ivan Illich, who introduced the
phrase, "the medicalisation of death", to describe western attitudes to death which, he argues, have become
secularised and institutionalised, coupled with a loss of the rituals and traditions of coping with death and dying.
It is this loss to the individual and society that the hospice and palliative care approach strives to counteract,
supporting and respecting people's right to die or grieve in their own way. By examining theories of death and
dying and using practice examples, the author highlights the complexities of delivering this approach within
current social and health care policies. (RH)
ISSN: 14646900
Death, society, and human experience; by Robert J Kastenbaum. 6th ed Boston: Allyn and Bacon, 1998, 441 pp.
This textbook aims to provide an understanding of thanatology - the study of death, dying and bereavement. It
covers a wide range of topics: attitudes, beliefs and feelings about death; ideas about the nature and meaning of
death; dying; terminal care and hospices; acquired immunodeficiency syndrome (AIDS); suicide; violent death;
assisted death and the right to die; children and death; bereavement, grief and mourning; the funeral process;
near-death experiences; and death education and counselling. A list of organisations in the United States (US)
with interests and expertise in issues related to death is included, as well as a list of journals (US) and selected
videos.
ISBN: 0205264778
Price: £21.95
From : Prentice Hall Europe, Campus 400, Maylands Avenue, hemel Hempstead, Herts., HP2 7EZ.
Discussions about end-of-life care in nursing homes; by Elizabeth H Bradley, Vasum Peiris, Terrie Wetle.
Journal of the American Geriatrics Society, vol 46, no 10, October 1998, pp 1235-1241.
The Patient Self Determination Act (PSDA) 1990 is a federal law that requires health care organisations to
educate patients and staff about patients' rights to accept or refuse medical treatment. This study aimed to
measure the frequency with which nursing home residents and their surrogates discussed with clinicians the
resident's wishes concerning future treatment, and to assess the influence of the PSDA on the frequency and
nature of such discussions. Documented discussions concerning future treatment wishes were abstracted from
600 randomly selected nursing home residents. Findings revealed that a large majority of residents (71.5%) had
no discussion of future treatment wishes documented in their medical records, although the percentage of
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residents with document ed discussions and increased since the implementation of the PSDA. Of those in the
post-PSDA cohort who had had discussions, 90% had only one discussion within the first year of admission,
and more than half of those who had discussions discussed only life support systems rather than preferences for
future treatment, including proxy decision-making. (AKM)
ISSN: 00028614
The experience of living-dying in a nursing home: self-reports of black and white older adults; by Veronica F
Engle, Emily Fox-Hill, Marshall J Graney.
Journal of the American Geriatrics Society, vol 46, no 9, September 1998, pp 1091-1096.
The purpose of this study was to describe and compare the experiences, needs, priorities, and concerns reported
by black and white nursing home residents during the living-dying interval, defined as the time between the
knowledge of one's impending death and death itself. Purposive sampling was used to identify 8 black and 5
white residents with terminal cancer. Verbatim transcripts of interviews were coded, codes were placed in
categories, and a conceptual model was developed. The model identified six care needs: day-to-day living;
inadequate pain relief for black residents; difficulty chewing and swallowing; importance of religious activities;
giving care to others; appreciation of respectful and prompt care. Residents validated all components of the
conceptual model. (AKM)
ISSN: 00028614
Facing terminal illness; by Mary Groves, Methodist Homes for the Aged; Christian Council on Ageing. Derby:
Methodist Homes for the Aged; Christian Council on Ageing, 1998, 12 pp (Age Awareness project, booklet 5).
The Age Awareness project was set up in 1995 by Methodist Homes for the Aged and the Christian Council on
Ageing, facilitated by a grant from the Sir Halley Stewart Trust. The main objective of the project is to increase
the understanding of the spiritual needs of older people. This fifth booklet of ten is written for people facing
terminal illness and those who care for them. The feelings and needs of the terminally ill person are explored,
including the physical, psychological, emotional, social, and spiritual needs. The way in which terminal illness
changes priorities and enhances the importance of the present moment is acknowledged. (AKM)
ISBN: 0952623978
From : Methodist Homes for the Aged, Epworth House, Stuart Street, Derby DE1 2EQ.
God and the search for meaning among hospice caregivers; by Jacqueline Ruth Mickley, Kenneth I Pargament,
Curtis R Brant (et al).
The Hospice Journal, vol 13, no 4, 1998, pp 1-18.
One context in which caregivers can appraise stressful situations is through religious views about God. The
purposes of this study were: to describe both religious and non-religious appraisals of caregiving for a
terminally ill patient; and to explore the relationship between these appraisals with caregivers' situational,
mental health and spiritual health outcomes. 92 caregivers completed a questionnaire consisting of religious and
non-religious appraisals, general and religious outcomes, depression, anxiety and purpose in life. Caregivers
who appraised their situation as part of God's plan or as a means of gaining strength or understanding from God
reported positive outcomes. Caregivers who viewed their situation as unjust, as unfair punishment from God, or
as desertion from God had low scores on mental and spiritual health outcomes. Religious appraisals made a
significant and unique contribution to the prediction of situational, mental and spiritual outcomes above and
beyond the effects of non-religious appraisals. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
A good dying: shaping health care for the last months of life: [proceedings of a symposium held at the Corcoran
Gallery of Art, Washington, DC, on 25th April 1996]; by Joan K Harrold, Joanne Lynn.
The Hospice Journal, vol 13, nos 1/2, 1998, 180 pp.
The Corcoran Symposium, held in conjunction with the opening of an exhibition, "Hospice: a Photographic
Inquiry", brought together American advocates for better end of life care. The aim was for participants to begin
to develop a shared language and agenda identifying barriers to progress, and to enable collaboration. The
symposium was divided into five sessions. First, "Ars morendi: illuminations on 'The Good Death' from the arts
and humanities", examined death and dying through art and the ages. Three participatory sessions followed:
Hospice: current practice, future possibilities; Managed capitated care: opportunities for good and evil; and
Pain, symptoms and suffering: possibilities and barriers. A final session on visions and strategies suggested the
following: focus on the patient; educating professionals and the public; teamwork; continuous improvement of
quality; and encouraging research into dying and better care for the dying. Also included are papers
commissioned for the symposium, with additional chapters illustrating efforts to improve end of life care. (RH)
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ISSN: 0742969X
From : Haworth Document Delivery Service, Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Increasing cancer: increasing care; by Desmond Curran.
EAGLE Journal, vol 7, no 2, Oct/Nov 1998, pp 10-12.
An interesting aspect of nursing cancer patients both in a hospice and in an acute elderly care ward is that the
outcome for each group of people depends to a certain extent on how they came there to be cared for. The need
for hospices is very important, to maintain the rights of those with a limited life expectancy - and age should be
irrelevant. A UN convention on the rights of elderly people would provide a standard of care agreed by those
countries willing to participate. (RH)
ISSN: 1360239X
Intensive care, old age, and the problem of death in America; by Sharon R Kaufman.
The Gerontologist, vol 38, no 6, December 1998, pp 715-725.
This article - part of a larger anthropological investigation of how death occurs in the hospital - explores the
relationship of deaths in old age in the intensive care unit (ICU) to the cultural conversation about the desire for
"death with dignity". Based on participant observation, it provides three case studies that focus on the unfolding
of events surrounding patient treatment, decision making, and family involvement. Cases are interpreted in the
context of four sources of the culturally defined "problem" of death: how medicine operates as the dominant
conceptual framework for understanding both old age and health; the power of the technological imperative to
determine events; ambivalence regarding end-of-life goals; and the incommensurability of lay and medical
knowledge. (RH)
ISSN: 00169013
Issues in prison hospice: toward a model for the delivery of hospice care in a correctional setting; by Fleet W
Maull.
The Hospice Journal, vol 13, no 4, 1998, pp 57-82.
Issues in prison hospice care are examined, based on the author's nine years experience as a prison hospice
worker and trainer, and on data gathered by the US National Prison Hospice Association (NPHA). The paper
discusses "do not resuscitate" (DNR) orders and curative vs palliative care decisions, pain management, AIDS
care, interdisciplinary care teams, staff and volunteer training and supervision, and the need for compassionate
early release and community placement programmes. The author proposes a set of preliminary guidelines for
the delivery of hospice care in the correctional setting. (KJ/RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
"It's not like the family going is it?": negotiating friendship boundaries towards the end of life; by Elizabeth
Young, Clive Seale, Michael Bury.
Mortality, vol 3, no 1, 1998, pp 27-42.
The role of friends, family and professionals in the community care of people with terminal illness is
considered, highlighting a trend towards informal social relationships in palliative care. Where relationships
were once promised on a generalised sense of duty and obligation, they are now more complex and open to
individual negotiation. The paper suggests that rigid boundaries between different relationships leads to the
possibility of the potential exclusion of one group by another. In the context of informal care, friends in
particular may be excluded by professionals and/or family members, a process of "disenfranchisement".
Secondary analysis is presented from Cartwright and Seale's retrospective survey of bereavement which focused
on the nearest person at the time of death. The data presented in this paper are taken from responses to open
questions in semi-structured interviews. The focus is on 67 respondents who identified themselves as "close
friend" or "friend/neighbour". The paper argues that friends and neighbours provide a small but significant
source of support for dying people in the community. However, there are boundaries to friendship which are
constantly being negotiated in the face of changing social norms and expectations of family members and
professionals. These friendship negotiations can involve self-recrimination and/or justification, leaving caring
friends with with complex and sometimes unrecognised grieving processes. (RH)
ISSN: 13576275
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A new health care directive for long-term care elderly based on personal values of life; by Najmi Nazerali,
Bernadette Ska, Yvette Lajeunesse.
Canadian Journal on Aging, vol 17, no 1, 1998, pp 24-39.
Deciding on the appropriate intensity of investigation and treatment for individual older patients in long-term
care settings can prove complex for physicians, especially when patients are incompetent to decide for
themselves. However, respecting established intervention levels may represent an even greater challenge, given
the realities of coverage by on-call physicians. This article describes a new intervention level scale for
competent and incompetent older patients in long-term care, and its validation as a communication tool between
attending and on-call physicians. Specific areas studied were: concordance of interventions; whether prior
knowledge of an intervention level by an on-call physician was considered useful; applicability of the scale in
different institutions; and necessity of physician training for optimal use. The authors conclude that the scale's
uniqueness lies in the fact that it is based on personal values of life, rather than institutional resources, and it
includes directives on family contact. (AKM)
ISSN: 07149808
Palliative care: promoting the concept of a healthy death; by Philip Russell, Ruth Sander.
British Journal of Nursing, vol 7, no 5, 1998, pp 256-261.
A positive approach to palliative care can help the individual and/or his family to approach the last stages of life
with hope. This article explores a positive health promotion approach to palliative care that is underpinned by
the principles of the Ottawa Charter (World Health Organization - WHO, 1986), which specifies advocacy,
enabling and mediacy (i.e. mediating) as the three central elements of health promotion. The nurse as patient
advocate can ensure that the wishes of the dying person are met. Through this approach, the nurse can play a
pivotal role in the multidisciplinary team, both as an agent of change, and as providers of care and support to the
dying person and his/her family. (OFFPRINT.) (RH)
ISSN: 09660461
Palliative care: overview of the major hospice movement: some issues and some answers; by James E Cimino.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 4, Fall 1998, pp 26-32.
The hospice movement in the US was inspired by the work of Dame Cicely Saunders and the St Christopher's
Hospice with she founded in 1967. This article summarises standards developed in 1981 by the National
Hospice Organisation. It also gives the definitions of palliative care drawn up by a World Health Organization
(WHO) Expert Committee on Cancer Pain Relief and Active Support Care in 1989. Physicians involved in
primary care should be aware of principles of pain management and issues concerning palliative care, which are
discussed. (RH)
ISSN: 10724281
Palliative medicine: a case-based manual; by Neil MacDonald (ed). Oxford: Oxford University Press, 1998, 318
pp.
Aimed at medical students and others involved in palliative care, this textbook contains a series of cases which
illustrate the various principles of palliative medicine. A total of 27 symptom problems and psychosocial issues
are discussed, and the basic attitudes, skills and knowledge base which a physician should demonstrate in the
care of patients with the problems are outlined. The following topics are covered: anorexia-cachexia syndrome;
anxiety and depression; asthenia; bowel obstruction; cognitive impairment; constipation; pressure sores;
dehydration; dyspnoea; genito-urinary symptoms; lymphoedema; mouth care; multifocal myoclonus; nausea and
vomiting; management of cancer pain; bone pain; neuropathic pain; visceral pain; sleep disorders;
communication in terminal illness; impact of cultural differences in care of the terminally ill; ethical issues;
grief and bereavement; home care of dying patients; the social impact of illness; and meeting the spiritual needs
of terminally ill patients. (AKM)
ISBN: 0192626574
Price: £16.95
From : Oxford University Press, Saxon Way West, Corby NN18 9ES.
Panel on physician-assisted suicide and euthanasia: a family member; by Marion Malakoff.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 2, Spring 1998, p 50.
A woman with power of attorney for her sick 96-year-old aunt who has refused food and medication but not
liquids, is looking for a doctor not to actively assist in suicide, but rather not to encourage life. (RH)
ISSN: 10724281
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Participation of chronically ill older adults in their life-prolonging treatment decisions: rights and opportunity;
by Sarah Shidler.
Canadian Journal on Aging, vol 17, no 1, 1998, pp 1-23.
The right of the individual to participate in his or her life-prolonging treatment decisions, either as a decision
maker or by having his or her treatment wishes used as a decision making criterion, is the result of development
in legal guidelines over the last two decades in Canada. This article describes the legal guidelines, and argues
that although they are necessary, the guidelines are not sufficient to assure the individual's opportunity to
participate. For the chronically ill older person residing in a health care institution, the opportunity to participate
in decisions concerning life-prolonging treatments implicitly depends on the effective communication among
three key actors - the individual, the physician, and the proxy. The necessity of this communication has
important implications for clinical practice and future empirical research. (AKM)
ISSN: 07149808
Perceived benefits and burdens of life-sustaining treatments: differences among elderly adults, physicians, and
young adults; by Kristen M Coppola, Joseph H Danks, Peter H Ditto (et al).
Journal of Ethics, Law and Aging, vol 4, no 1, 1998, pp 3-13.
Understanding both the risks and benefits of life-sustaining treatments is critical to making informed decisions
about these treatments. This US study examined how older adults who had and had not completed living wills,
physicians, and young adults, perceived the benefits and burdens of cardiopulmonary resuscitation (CPR) and
artificial nutrition and hydration (ANH). Overall, older and younger adults perceived CPR and ANH as having
more benefits than burdens compared to physicians. Older adults who had living wills viewed ANH as having
more burdens compared to older adults who did not have living wills. When comparing perceptions of CPR to
perceptions of ANH, the study found that physicians viewed ANH as a more beneficial treatment than CPR,
while older adults perceived CPR as more beneficial than ANH. The study concluded that patient education
concerning these life-sustaining treatments should focus on possible outcomes and burdens, in order to ensure
informed consent. (AKM)
ISSN: 10761616
Physician-assisted suicide and euthanasia: the human dimension of legalization; by Herbert S Hendin.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 2, Spring 1998, pp 2937.
In doctor-assisted suicide, the patient self-administers the lethal dose which has been prescribed by a doctor who
knows that the patient intends to use it to end his or her own life. This article outlines the historical background,
and considers the status of euthanasia in the Netherlands. (RH)
ISSN: 10724281
Physician-assisted suicide and euthanasia's impact on the frail elderly: something to think about; by Robert C
Abrams.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 3, Summer 1998, pp 1927.
The author frequently has reminders about doctor-assisted suicide in the course of his work as a hospital-based
geriatric psychiatrist. A fundamental problem in interpreting patients' wishes regarding the end of life is the
influence of pathological mental states on judgement. The author discusses problems in recognising geriatric
depression that could be interpreted as requests to die. A case study illustrates the difficulties and benefits of
clinical listening. Doctors are deficient in their training in knowing how and when to discuss feelings about
death with patients. (RH)
ISSN: 10724281
Physician-assisted suicide and euthanasia's impact on the frail elderly: a physician's reply; by Ellen Olson.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 3, Summer 1998, pp 2833.
The author does not believe that legalisation of physician-assisted suicide (PAS) in the US, with all the proposed
safeguards, would in and of itself affect the way frail older people die. (RH)
ISSN: 10724281
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Physician-assisted suicide and euthanasia's impact on the frail elderly: a social worker's response; by Marjorie
Hornik.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 3, Summer 1998, pp 3441.
The author proposes that the social worker response to a patient who seeks aid in dying, is to help the patient
and caregivers to understand the nature of suffering which leads the patient to that request. She also explores
obstacles that often arise for caregivers when they are assessing and responding to the patient who is asking for
help in dying. Should doctor-assisted suicide become more routine and more widely available, the challenge for
social workers will be help patients to finding meaning or worth in their lives. (RH)
ISSN: 10724281
Physician-assisted suicide and euthanasia's impact on the frail elderly: the perspective of a hospice nurse; by
Barbara DiCicco-Bloom.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 3, Summer 1998, pp 4250.
Assisted suicide is defined as providing, at patients' requests, the means for them to end their own lives.
Arguments favouring assisted suicide are presented, which have been influenced by the author's education and
nursing philosophy, and her personal experiences with the terminally ill as a home care and hospice nurse. This
article reviews the effect of religion and culture on the development of negative attitudes about assisted suicide
in the US. The author concludes that end-of-life choices should be no different to those which we make
throughout our lives: we all deserve to be respected and supported in our individual decisions. (RH)
ISSN: 10724281
Physician-assisted suicide and euthanasia's impact on the frail elderly from the viewpoint of an Episcopal priest
and also a Chinese; by Franco C H Kwan.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 2, Spring 1998, pp 3841.
Most people who ask for assisted suicide are not necessarily suffering pain, but mental and psychological
depression. The author states his opposition to any form of doctor-assisted suicide or euthanasia for any age
group, however frail. (RH)
ISSN: 10724281
Physician-assisted suicide and euthanasia's impact on the frail elderly: autonomy or a license to kill?: some
ethical perspectives; by William B Smith.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 17, no 2, Spring 1998, pp 4249.
The context for this article is the 1994 report of the New York State Task Force on Life and the Law, "When
death is sought: assisted suicide and euthanasia in the medical context." (RH)
ISSN: 10724281
Place of death and access to home care services: are certain patient groups at a disadvantage?; by G E Grande, J
M Addington-Hall, C J Todd.
Social Science & Medicine, vol 47, no 5, 1998, pp 565-579.
Research indicates that fewer people die at home than would wish to do so. This paper reviews research
investigating the relationship between patient characteristics and home deaths. It considers whether these
variables influence place of death by virtue of association with differential access to services, with a focus on
access to palliative home care. Patients with informal carer support were both more likely to die at home and to
have access to palliative home care. Cancer patients in higher socioeconomic groups were both more likely to
die at home and to access home care. Home deaths may increase by improving access for lower socioeconomic
groups to the services available. (RH)
ISSN: 02779536
Problems in implementing the Patient Self-Determination Act in nursing homes; by Leslie Walker, Elizabeth
Bradley, Barbara Blechner (et al).
Journal of Mental Health and Aging, vol 4, no 1, Spring 1998, pp 83-96.
The Patient Self-Determination Act (PSDA) requires that all US health care organisations receiving Medicare or
Medicaid funds provide patients with written information about advance directives and document existing
advance directives in patients' medical records. Implementation of this law in nursing homes is particularly
important, yet challenging, due to the prevalence of cognitive impairment and deaths, and a history of limited
resident autonomy. This study uses qualitative research techniques to examine implementation of PSDA five
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years after its passage. Despite reported enhanced public awareness concerning advance directives and
improved institutional processes for end-of-life decision-making, problems concerning the roles of institutions,
families and staff in promoting resident autonomy via the PSDA persist. (RH)
ISSN: 10784470
Promoting partnership: planning and managing community palliative care: report of a joint conference: NHS
Confederation and the National Council for Hospice and Specialist Palliative Care Services; by National
Association of Health Authorities and Trusts (NHS Confederation); National Council for Hospice and Specialist
Palliative Care Services (NCHSPCS). London: NCHSPCS, 1998, 55 pp (Occasional paper 15).
The conference considered factors affecting the planning and management of palliative care services with
particular reference to those services in the community. It also considered how new strategies and alliances can
be developed between statutory and voluntary bodies; and looked at the assessment of need for services and the
particular roles of people involved in those teams. The conference endorsed the following action points:
assessment of the educational needs of a locality with regard to the palliative care approach; establishing
partnerships between NHS providers and commissioners, voluntary agencies, GPs, primary health teams, and
social services departments (SSDs); and agreement of service plans for setting target dates for completion of
palliative care strategies. Other issues discussed included: seamless working and partnerships between service
providers; developments in evidence-based clinical strategies; and implementation of `A policy framework for
commissioning cancer services': report by the Expert Advisory Group on Cancer to the Chief Medical Officers
of England and Wales. (RH)
Price: £5.00
From : National Council for Hospice and Specialist Palliative Care Services, 7th floor, 1 Great Cumberland
Place, London W1H 7AL.
A prospective study of the efficacy of the physician order form for life-sustaining treatment; by Susan W Tolle,
Virginia P Tilden, Christine A Nelson (et al).
Journal of the American Geriatrics Society, vol 46, no 9, September 1998, pp 1097-1102.
The Physician Orders for Life-Sustaining Treatment (POLST), a comprehensive, one-page order form, was
developed to convey preferences for life-sustaining treatments during transfer from one care site to another. This
study examined the extent to which the POLST form ensured that 180 nursing home residents' wishes were
honoured for `do not resuscitate' requests and requests for transfer only if comfort measures fail. Results showed
that no study subject received cardiopulmonary resuscitation (CPR), intensive care unit (ICU) care, or ventilator
support, and only 2% were hospitalised to extend care. Of the 38 subjects who died during the study year, 62%
had an order for narcotic, and only 5% died in an acute care hospital. A total of 13% were hospitalised during
the year. In 85% of all hospitalisations, patients were transferred because the nursing home could not control
suffering. In 15% of hospitalisations, the transfer was to extend life, overriding the POLST orders. (AKM)
ISSN: 00028614
Psychosocial needs of patients and families; by Mary L S Vachon.
Journal of Palliative Care, vol 14, no 3, 1998, pp 49-56.
(OFFPRINT.)
Reaching out: specialist palliative care for adults with non-malignant diseases; by Julia Addington-Hall,
National Council for Hospice and Specialist Palliative Care Services; Scottish Partnership Agency for Palliative
and Cancer Care. London: NCHSPC, 1998, 32 pp (Occasional paper 14).
This paper examines the palliative care needs of patients dying from progressive non-malignant diseases and
those of patients living with chronic non-malignant diseases. It aims primarily to promote discussion and action
amongst and between: providers of specialist palliative care; health service commissioners; providers of
education to health, social and pastoral care professionals; and health professionals caring for people with a
wide range of life-threatening diseases. (RH)
Price: £5
From : National Council for Hospice and Specialist Palliative Care Services, 7th floor, 1 Great Cumberland
Place, London W1H 7AL.
Retention of clients in service under two models of home health care for HIV/AIDS; by G J Huba, David
Cherin, Lisa A Melchior.
Home Health Care Services Quarterly, vol 17, no 3, 1998, pp 17-26.
Data were collected from 549 AIDS patients admitted for medical/surgical home care services to the Visiting
Nurse Association of Los Angeles (VNA-LA), to determine if a transprofessional, care management approach
(experimental group) produces different patterns of retention in home treatment compared to a traditional
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treatment approach (control group). The care management group approach uses an interdisciplinary mix of
allied health professionals, who adhere to a service delivery protocol based on an active medical, surgical
treatment (curative services) as well as on pain, symptoms, and emotional care (palliative services). On
admission to home-care services, patients were randomly assigned to the experimental (transprofessional) or
control (traditional) treatment group. In the earliest stages, transprofessional patients tend to be more likely to
stay in treatment, probably due to greater bonding to the programme, but are more likely to leave after about a
year, as they are transferred to hospice care. An integrated model of service delivery, based on interdisciplinary
care management, provides a quality of life enhancing and cost-effective method in provision of home-care
services for terminally ill AIDS patients. (RH)
ISSN: 01621424
From : http://www.tandfonline.com
A review of 20 years of dedicated work at a Midlands hospice for cancer patients; by W F Rogers.
Ageing and Health: the Journal of the Institute of Ageing and Health (West Midlands), no 3, 1998, pp 19-20.
This article outlines the further development of hospice services as envisaged in 'Hospice planning in North
Staffordshire', reported in the Journal of the Royal College of Physicians, January 1981. Information presented
concerns the Douglas Macmillan Hospice, Stoke-on-Trent, which opened in 1973, and has expanded to include
a home care service in 1983, and a day care centre in 1992. Attention is drawn to the increased turnover in the
past 20 years, and the discharge arrangements. General practitioners had the opportunity to comment on hospice
services available to the community through a questionnaire.
ISSN: 13649752
The role of the Macmillan carer in a new community care service; by Claire Ferguson, Catherine Nelson, Penny
Rhodes (et al).
International Journal of Palliative Nursing, vol 4, no 1, 1998, pp 6-13.
Care in the community has become a central feature of government policy for health and social care in the
1990s. There is now widespread interest in the provision of palliative care services in the community and
domiciliary settings. In 1995, Macmillan Cancer Relief embarked on a programme of development projects
concerned to provide support in the home to patients with palliative care needs, together with their informal
carers. The key workers in this scheme are specially trained health care assistants, known as Macmillan Carers.
An evaluation of the English schemes has been conducted, and this paper draws on one distinct element of the
study. Based on interviews with 37 Macmillan Carers, the paper highlights the following key issues: the role of
the qualified and unqualified nurse; the implications of the health and social care divide for this type of service;
and wider concepts of formal and informal care. (RH)
Stability of preferences for treatment among nursing home residents; by Jeffrey T Berger, Deborah Majerovitz.
The Gerontologist, vol 38, no 2, April 1998, pp 217-223.
The stability of preferences for medical treatments was assessed serially in 37 non-demented, non-depressed
nursing home residents over a six-month period. Preferences for cardiopulmonary resuscitation (CPR),
intravenous (IV) antibiotics, mechanical ventilation, and artificial nutrition. Findings revealed that the
participants preferred more treatment for their current health concerns than for all hypothetical conditions.
Indefinite artificial nutrition and mechanical ventilation were devalued compared to time-limited trials. All
preference changes were toward less intervention; the participants preferred limited treatment. (AKM)
ISSN: 00169013
Variations by age in symptoms and dependency levels experienced by people in the last year of life, as reported
by surviving family, friends and officials; by Julia Addington-Hall, Dan Altman, Mark McCarthy.
Age and Ageing, vol 27, no 2, March 1998, pp 129-136.
Data from the Regional Study of Care for the Dying (RSCD), a large retrospective survey of people who had
died in 1990, were used to explore relationships between age, symptoms and dependency in the last year of life.
In cancer patients, the mean number of symptoms reported to have been experienced in the last year of life
decreased with age, while the number of symptoms reported to have lasted longer than 6 months increased. In
both cancer and non-cancer patients, the proportion of symptoms reported to have been "very distressing"
decreased with age. In non-cancer patients, the mean number of self-care tasks the deceased had needed help
with increased substantially with age. In cancer patients, the mean level was higher, and there was no age
gradient. The prevalence of dependency on most of the seven self-care tasks in cancer patients was comparable
with or higher than that in older and most restricted non-cancer patients. The study provides some indication of
the need for community health and social services to be accessible to and appropriate for cancer patients of all
ages. (RH)
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ISSN: 00020729
Views of elderly people concerning end-of-life decisions; by Victor G Cicirelli.
Journal of Applied Gerontology, vol 17, no 2, June 1998, pp 186-203.
The aim of this study was to examine older people's views regarding the acceptability of seven end-of-life
decision options; existing research provides only partial information. A sample of 447 black and white older
Americans, aged between 60 and 100 years responded to 17 decision situations depicting conditions with a low
quality of life, rating acceptability of each decision option. Mean percentage (over 17 decision situations) of
participants finding each decision option acceptable were: striving to live, 52%; refusing or withdrawing
treatment, 47%; letting someone close decide, 36%; suicide, 7%; assisted suicide, 12%; voluntary euthanasia,
12%; and allowing the physician to decide to end life, 19%. Views were related to age, ethnicity, education,
occupation, and religious affiliation using MANOVA analyses. (AKM)
ISSN: 07334648
Which terminally ill cancer patients receive hospice in-patient care?; by Julia Addington-Hall, Dan Altmann,
Mark McCarthy.
Social Science and Medicine, vol 46, no 8, 1998, pp 1011-1016.
Results of secondary analysis of data from the Regional Study of Care for the Dying (RSCD) are used to
investigate how cancer patients who receive in-patient care differ from those who do not in terms of their sociodemographic characteristics, site of cancer, symptom experience and dependency levels in the last year of life.
Five factors were found to independently predict hospital in-patient care: having pain in the last year of life;
having constipation; being dependent on others for help with activities of daily living (ADLs) between one and
six months before death; having breast cancer; and being under age 85. A third of patients with all five factors
were admitted, compared with no patients with some of these factors. It was found that symptom severity, age,
dependency level, and site of cancer played a role in determining hospice admission but have limited predictive
value. Admission seems to be governed more by chance than by need. Further research is needed to identify
which patients benefit more from in-patient care in hospices and other specialist palliative care units as the
present arrangements appear to be both inequitable and insupportable. (RH)
ISSN: 02779536
Whose death is it anyway?: the Abbeyfield Lecture 1998; by Alison Kitson. St Albans: Abbeyfield Society,
1998, 19 pp.
In this lecture, the author considers what it means to have a good death. She argues that to understand what
constitutes a good death, one has to understand what constitutes a good life. She suggests that good lives are
characterised by a wholeness or a completeness experienced through an understanding of the importance of
context, narrative and promises. This contrasts with social relationships encountered with those looking after
people's personal needs, where self-interest and lack of respect for the integrity of others are all too often the
norm. A final theme is the need for relationships based on mutual giving and receiving of gifts and promises:
professional, volunteers and lay people need to understand what such relationships mean, if they are to be of
help to the dying. (RH)
ISBN: 1872380433
Price: £3.00
From : The Abbeyfield Society, 53 Victoria Street, St Albans, Herts AL1 3UW.
Whose dying? A sociological critique of the "good death"; by Bethne Hart, Peter Sainsbury, Stephanie Short.
Mortality, vol 3, no 1, 1998, pp 65-77.
The ideology of the "good death" is central to the modern hospice movement and underpins many of the
challenges to the medical management of dying and death. The development of the concept of the "good death"
will be traced from the work of the French historian, Aries, through the influential writings of Kübler-Ross, to
the contemporary contributions within the sociology of dying and death. The good death concept now holds a
diversity of definitions and meanings that unify around the ideal of dying with dignity, peacefulness,
preparedness, awareness, adjustment and acceptance. This paper's central concern is the dominance of the "good
death" ideology, leading to the labelling of "good" and "bad" patients, and consequent attempts by caregivers to
shape the lives of dying people. The paper suggests that the ideology legitimates a new form of social control
within which society approved dying and death are characterised by proscribed and normalised behaviours and
choices. The ideology dominates the social management of dying and death within the hospice movement, and
increasingly within the broader community, and powerfully constrains dying people's choices. (RH)
ISSN: 13576275
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The work of volunteers in home care services for terminally ill people; by Lesley Cullen, King's Fund. London:
King's Fund, 1998, 108 pp.
This report outlines findings of a study which mapped services that organised volunteers to visit terminally ill
patients and their carers at home in the UK. This report summarises the information given by the 88 volunteer
co-ordinators who responded about the services they organise, the nature and range of services, and the kind of
support offered by volunteers. It lists the agencies contacted, detailing the services provided when they visit
patients and carers at home. (RH)
ISBN: 1857171721
From : King's Fund Publications, 11-13 Cavendish Square, London W1N 6AN. E-mail:
publications@kingsfund.org.uk
1997
ABC of palliative care: principles of palliative care and pain control; by Bill O'Neill, Marie Fallon.
British Medical Journal, vol 315, no 7111, 27 September 1997, pp 801-804.
In palliative care, the control of pain, of other symptoms, and of psychological, social and spiritual problems, is
paramount. Its goal is achievement of the best quality of life for patients and their families. This article outlines
the development and components of palliative care, and the drug treatments for managing cancer pain.
ISSN: 09598138
ABC of palliative care: depression, anxiety, and confusion; by Jennifer Barraclough.
British Medical Journal, vol 315, no 7119, 22 November 1997, pp 1365-1366.
Emotional disorders in patients with incurable disease should never be dismissed as inevitable or untreatable.
This article outlines the causes, symptoms, prevention and management of depression, anxiety and delirium. For
more severe cases, drug treatment is indicated in addition to, but not instead of, the general measures described.
(RH)
ISSN: 09598138
Active voluntary euthanasia or physician-assisted suicide?; by Bregje D Onwuteaka-Philipsen, Martien T
Muller, Gerrit van der Wal (et al).
Journal of the American Geriatrics Society, vol 45, no 10, October 1997, pp 1208-1213.
In this study, general practitioners (GPs) and nursing home physicians in the Netherlands were asked (by means
of anonymous questionnaires) about their and their patients reasons for opting for active voluntary euthanasia
rather than for physician-assisted suicide, or vice versa. Findings revealed that in about 75% of all cases,
euthanasia was preferred to physician- assisted suicide, however, in 38% of all cases for GPs and 57% of the
nursing home physicians' there was no actual choice - physician-assisted suicide could not be performed due to
the patient's condition. In cases where there was a choice, most GPs performed euthanasia while most nursing
home physicians assisted in suicide. Overall, active voluntary euthanasia was chosen mainly for medicotechnical reasons, whereas physician-assisted suicide was selected mainly for moral reasons.
ISSN: 00028614
Advance directives for seriously ill hospitalized patients: effectiveness with the Patient Self-Determination Act
and the SUPPORT intervention; by Joan Teno, Joanne Lynn, Neil Wenger (et al).
Journal of the American Geriatrics Society, vol 45, no 4, April 1997, pp 500-507.
Advance directives (ADs), or living wills, are legally endorsed documents that set out instructions for care or
name a proxy decision-maker in the event of future decisional incapacity. In the United States (US), the use of
such directives was further promoted in the Patient Self-Determination Act (PSDA) 1990. However, little is
known about the performance of ADs in practice. This study assessed the effectiveness of ADs in the care of
seriously ill hospitalised patients. In particular, it aimed to conduct an evaluation after ADs were promoted by
the PSDA and enhanced by the effort to improve decision-making in the Study to Understand Prognoses and
Preferences for Outcomes and Risks of Treatments (SUPPORT), focusing on the impact of ADs on decisionmaking about resuscitation. Results showed that ADs did not substantially enhance physician-patient
communication or decision-making about resuscitation, and that increasing the frequency of ADs is unlikely to
improve the care of seriously ill patients.
ISSN: 00028614
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American Geriatrics Society on physician-assisted suicide: brief to the United States Supreme Court; by Joanne
Lynn, Felicia Cohn, John H Pickering (et al), American Geriatrics Society.
Journal of the American Geriatrics Society, vol 45, no 4, April 1997, pp 489-499.
The controversy over physician-assisted suicide (PAS) has become a focal point of American law since the
United States Supreme court accepted two PAS cases in October 1996, both filed by terminally ill persons and
physicians to overturn state laws prohibiting PAS. The lower courts involved in both cases found a right to PAS.
The American Geriatrics Society (AGS) submitted a legal brief as an "amicus curiae" (friend of the court) to the
Supreme Court on both cases, urging the court not to recognise a constitutional right to PAS. The aim of the
brief was to provide the court with the views of geriatricians and their patients. It suggested that the lower courts
relied on misperceptions about dying and dying persons, countered the claims that PAS is no different from
refusing life-sustaining treatment, and argued that limits on PAS will be difficult to establish and sustain.
ISSN: 00028614
Approaching death: improving care at the end of life; by Marilyn J Field, Christine K Cassel (eds), Committee
on Care at the End of Life, Division of Health Care Services, Institute of Medicine, National Academy of
Sciences (United States). Washington DC: National Academy Press, 1997, 437 pp.
This US Institute of Medicine report is intended to stimulate health professionals and managers, researchers,
policymakers, funders of healthcare, and the public at large to develop more constructive perspectives on dying
and death, and to improve practices and policies under their control. It presents a profile of death and dying in
America. It focuses on caring at the end of life and considers: the health care system and the dying patient;
accountability and quality in end-of-life care; and the financial, economic and legal issues. The report considers
the education of clinicians and other professionals, to better prepare them for care at the end of life. Strategies
for research to improve care at the end of life are also suggested. Seven recommendations are made with regard
to: receiving reliable, skilful and supportive care; prevention and relief of pain and other symptoms by health
professionals; `whole community' approaches to quality of life, quality of care, finance, and reform of drug
laws; changes in education to improve attitudes, knowledge and skills to care well for dying patients; palliative
care as a defined area of expertise; strengthening research; and public discussion for a better understanding of
death. (RH)
ISBN: 0309063728
Price: £28.95
From : National Academy Press, 2101 Constitution Avenue NW, Washington DC 20418, USA.
Assessing capacity to participate in discussions of advance directives in nursing homes: findings from a study of
the Patient Self Determination Act; by Elizabeth Bradley, Leslie Walker, Barbara Blechner ( et al).
Journal of the American Geriatrics Society, vol 45, no 1, January 1997, pp 79-83.
Compliance with the PSDA (Patient Self Determination Act) requirement to provide written information about
advance directives was assessed for some 600 residents randomly selected from 6 randomly chosen nursing
homes and 19 key informants selected from 5 purposely sampled nursing homes in Connecticut (CT, US).
Compliance with the PSDA requirement to provide information at admission is high (90.7% had received
information within one week of admission). However, in nearly 70% of such cases, someone other than the
resident had received the information. Staff often cited the resident's cognitive impairment as a reason for
exclusion from this informing process. Even among those judged to be alert at admission, someone else received
the information 47% of the time. Substantial numbers of residents may thus be excluded from participating in
discussions because of difficulties in determining decisional capacity to discuss future treatment wishes. The
research highlights the difficulties of enhancing resident participation and autonomy in long-term care through
procedural regulations such as the PSDA; and more reliable methods of determining cognitive capacity are
needed. (RH)
ISSN: 00028614
Attitudes of the critically ill toward prolonging life: the role of social support; by Elizabeth J Mutran, Marion
Danis, Kathleen A Bratton (et al).
The Gerontologist, vol 37, no 2, April 1997, pp 192-199.
As further advances in medical technology are being made, researchers are beginning to focus attention on the
attitudes of critically ill patients toward the extension of life, and in the factors which affect these attitudes. In
this study, desires to prolong life were investigated in 212 patients at a hospital in North Carolina, US, aged 50
years and over. All participants had severe illnesses and had a life expectancy of six to twelve months. The
importance of social support was emphasised in defining the context in which the stressors of unfinished
business and fear of death prompted desires to prolong life. Findings showed that family contact moderated the
relationship between fear of death and unfinished business with a desire to prolong life. Family contact and
salience increased the desire to live longer for African Americans, but not for white Americans. (AKM)
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ISSN: 00169013
Attitudes toward life-sustaining treatment of older persons in Hong Kong; by Elsie Hui, Suzanne C Ho, June
Tsang (et al).
Journal of the American Geriatrics Society, vol 45, no 10, October 1997, pp 1232-1236.
There have been few studies of the attitudes of older Asians toward life-sustaining therapies. This study
investigated the knowledge of and attitudes toward cardiopulmonary resuscitation (CPR) and life support in a
cohort of older residential home residents and geriatric ward in-patients in Hong Kong. It found that knowledge
of life-sustaining procedures was poor, with approximately 80% of home residents and 60% of in-patients had
no knowledge of such therapies. The majority wished to be resuscitated, and the success rate of CPR was
overestimated, although up to 20% changed their minds and declined CPR when they knew the true outcome of
the procedure.
ISSN: 00028614
Awareness of dying: prevalence, causes and consequences; by Clive Seale, Julia Addington-Hall, Mark
McCarthy.
Social Science and Medicine, vol 45, no 3, 1997, pp 477-484.
Analysis of a subset of the Regional Study of Care for the Dying carried out in 1990 is reported. Using the
typology of awareness contexts developed in "Awareness of dying" by Glaser and Strauss (1965), the
prevalence of different awareness contexts is described and compared with an earlier survey done in 1969. Open
awareness of dying, where both the dying person and the respondent relative or friend knew that the person was
dying, is the most prevalent awareness context. This is particularly so for cancer, and represents a change since
1969 when closed awareness (where the respondent knows, but the dying person does not) was more common.
Compared with people in closed awareness, those dying in full awareness are more able to plan for death, so that
they are less likely to die alone, and are more likely to die in their own homes. These individuals are also more
likely to have spoken of their wishes for euthanasia, another indicator of their desire to control the manner and
timing of death. If dying from cancer, those with full awareness are also more likely to have received hospice
care. (RH)
ISSN: 02779536
Barriers to hospice care: family physicians' perceptions; by Karl E Miller, Martha M Miller, Nancy Single.
The Hospice Journal, vol 12, no 4, 1997, pp 29-41.
This study examines barriers faced by family physicians (general practitioners) in the US. The authors
developed a questionnaire which they sent to 1,013 randomly selected AAFP (American Academy of Family
Physicians) members. Respondents felt comfortable with hospice care, but also felt that they did not receive
adequate education in this area, stating that they did not have access to hospice programmes. They generally
believed that their education in death and dying issues and in hospice care was inadequate. They did, however,
feel comfortable in providing hospice care. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Changes in advance care planning in nursing homes before and after the Patient Self-Determination Act: report
of a 10-state survey; by Joan M Teno, Kenneth J Branco, Vincent Mor (et al).
Journal of the American Geriatrics Society, vol 45, no 8, August 1997, pp 939-944.
The Patient Self-Determination Act (PSDA) implemented in 1991 has focused national attention in the US on
the rights of patients to be involved in decision-making on the use of written advance directives (living wills). In
1990, 2175 nursing home residents in 270 long-term care facilities were sampled, and 2088 different patients
from the same facilities were sampled in 1993, with 6-month follow-ups for both samples. Advance care
planning was defined as the documentation in the medical record of a living will, an enduring power of attorney,
a 'Do Not Resuscitate' (DNR) order, a 'Do Not Hospitalise' (DNH) order), or an order to forgo artificial nutrition
or hospitalisation. Living wills increased from 4.2% in 1990 to 13.3% in 1993; and DNR orders increased
dramatically from 31.1% to 51.5%. Striking variations in advance care planning were found: in 1990, DNR
orders varied from 10.1% to 69.2% across the 10 states. With the exception of Oregon where 69.2% of patients
already had a DNR order, states saw a 1.5 to 3.1 times increase in the rate of DNR orders in 1993 compared
with 1990. The geographical variation in changes in advance care planning since implementation of the PSDA
merits further research. (RH)
ISSN: 00028614
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Changing gear - guidelines for managing the last days of life in adults; by Derek Doyle (chairman), Working
Party on Clinical Guidelines in Palliative Care, National Council for Hospice and Specialist Palliative Care
Services. London: National Council for Hospice and Specialist Palliative Care ..., 1997, 30 pp.
The title used for these guidelines refers to the care needed when death is imminent, which differs from the
previous palliative care in that it resembles a 'gear change'. The guidelines - which will be reviewed in
December 1999 - have been designed for the use of health care professionals who are caring for dying patients
in primary care and institutional settings, including acute hospitals and nursing homes. The principles are as
applicable to the care of people dying of non-malignant conditions as of cancer.
ISBN: 1898915105
Price: £1.50
From : National Council for Hospice and Specialist Palliative Care Services, Heron House, 322 High Holborn,
London WC1V 7PW.
A comparison of spiritual care provided by hospice social workers, nurses, and spiritual care professionals; by
John E Babler.
The Hospice Journal, vol 12, no 4, 1997, pp 15-28.
This study examined the differences between hospice social workers, nurses, and spiritual care professionals in
their provision of spiritual care to hospice patients and families. An instrument adapted for this study, the
Spiritual Care in Hospice Survey, was used to measure provision of spiritual care, which was sent to a
nationwide sample of hospice professionals. One-Way Analysis of Variance and the Least Significant
Difference multiple comparison procedure were computed and indicated significant differences in the scores of
all three groups. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
A comparison of the use of sedatives in a hospital support team and in a hospice; by Patrick Stone, Clare
Phillips, Odette Spruyt (et al).
Palliative Medicine, vol 11, 1997, pp 140-144.
(OFFPRINT.)
ISSN: 02692163
Criteria for enrolling dementia patients in hospice; by Daniel J Luchins, Patricia Hanrahan, Kathleen Murphy.
Journal of the American Geriatrics Society, vol 45, no 9, September 1997, pp 1054-1059.
Because survival time varies greatly, it is difficult for dementia patients to meet a key criterion for eligibility for
US Medicare hospice benefit: a 6-month survival time. The authors have developed criteria for Medicare
hospice benefit which include the characteristics of advanced dementia and related medical complications. This
study aimed to determine survival time among dementia patients who met these criteria. Additionally, because
the National Hospice Organization (NHO) developed its own guidelines while the study was in progress, their
application to the sample was examined retrospectively. 47 patients from home hospices and institutional
hospices were studied over 2 years. Enrolment criteria predicted a median survival time of 4 months; mean
survival 6.9 months. 38% survived more than 6 months. FAST scores (Functional Assessment Staging) and
mobility ratings were significantly related to survival time; however, 41% could not be scored on FAST as their
disease progression was not ordinal. Using NHO criteria relying on the FAST allows identification of a subgroup with very high mortality and a short time until death. However, sole reliance on FAST might decrease
access to hospice care for many dementia patients. (RH)
ISSN: 00028614
Cultural clash between providers of majority culture and patients of Chinese culture; by Betty K Cheng.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 16, no 2, Spring 1997, pp 3943.
Chinese people have come to the US from various parts of the world, and although they share the same roots
with similarities in beliefs and values, there are differences within the group dependent on their upbringing.
Because of language barriers and cultural differences, many health care providers in the US experience
difficulties when trying to discuss issues such as end-of-life decisions. The author suggests how these problems
might be sensitively tackled. (RH)
ISSN: 10724281
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Death in England and Wales; by Ann Cartwright.
Reviews in Clinical Gerontology, vol 7, no 3, 1997, pp 265-272.
This article reviews research and official statistics on older people, death and dying. Death certificates provide
information about the age, sex and marital status at death, and about the cause and place of death. Three ad hoc
random studies on death are described, which examined people's circumstances in the year before their death,
their restrictions and symptoms, the care they received, the quality of their lives, and the communication
between them and their formal carers. Studies on the development, quality and effectiveness of palliative care
are also reviewed, as are studies on euthanasia and non-treatment (decisions not to resuscitate). The author
concludes that people dying when they are older have less support from relatives and more long-term problems
than people dying at a younger age. In addition, they are less well cared for by formal services in relation to
their needs, and discriminated against by the specialist palliative care services, which concentrate on short-term
problems.
ISSN: 09592598
Differential utilization of hospice services in nursing homes; by Bent Jones, Larry Nackerud, David Boyle.
The Hospice Journal, vol 12, no 3, 1997, pp 41-58.
The differences in the rates of dying patients using hospice services between nursing homes were examined
during the course of an evaluation project. Rates were found to vary between 2% to 29% in 23 nursing homes
owned by one company. Twenty of the 23 administrators responded to a survey regarding attitudes toward
hospice care in the nursing home. Nursing homes with administrators most sympathetic to hospice care had rates
three times higher than nursing homes with administrators least sympathetic. Specific concerns were discussed
in interviews with four of the least sympathetic administrators. The findings are congruent with programme
implementation theory, which describes the discretionary power of local administrators to limit access to new
programmes that they find problematic. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Differentiating recruitment strategies for direct patient care, clerical, and fundraising hospice volunteers; by
Pamela J Kovacs, Beverly Black.
The Hospice Journal, vol 12, no 4, 1997, pp 43-56.
A US survey of direct and non-direct patient care volunteers in two hospice programmes generated information
about various aspects of their volunteer experience. This paper focuses on the effectiveness of identified
recruitment strategies for direct patient care, clerical, and fundraising volunteers. People learned about the
opportunity to volunteer at hospice most frequently from personal experiences, friends and newspapers.
Significantly more direct patient care volunteers learned about the volunteer opportunity through newspaper
feature stories than did non-direct volunteers. Friends recruited significantly more fundraising volunteers than
direct patient care or clerical volunteers. The events triggering direct care and clerical volunteers to serve were
most often personal experiences, whereas friends appear to have triggered direct care and fundraising volunteers
to serve. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Dignity to the end; by Sarah Russell.
Nursing Times, vol 93, no 48, 1997, pp 34-35.
The author, a Macmillan nurse, gives a detailed account of care in the last few months of life for a woman with
pancreatic cancer, and who also wanted to share her thoughts and feelings on her illness. (RH)
ISSN: 09547762
Dilemmas and directions: the future of specialist palliative care: a discussion paper; by Derek Doyle, Working
Party on the Future of Palliative Care, National Council for Hospice and Specialist Palliative Care Services NCHSPCS. London: NCHSPCS, 1997, 23 pp (Occasional paper, 11).
Palliative care is a central feature of all good clinical practice, whatever life-threatening illness and its stage,
wherever the patient is receiving care. Specialist palliative care services can therefore include voluntary or NHS
provision, from in-patient units to specialist community services. This paper discusses factors which have
influenced past and present care provision and development, and suggests future models of provision.
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Price: £3.00
From : National Council for Hospice and Specialist Palliative Care Services, Heron House, 322 High Holborn,
London WClV 7PW.
Do advance directives provide instructions that direct care?; by Joan M Teno, Sandra Licks, Joanne Lynn (et al).
Journal of the American Geriatrics Society, vol 45, no 4, April 1997, pp 508-512.
Advance directives (ADs), or living wills, are legally endorsed documents which set out instructions for care or
name a proxy decision-maker in the event of future decisional incapacity. However, if ADs are to be effective,
they must contain explicit instructions about when to use or not to use life-sustaining medical treatment. This
study examined the contents of ADs submitted by patients participating in the Study to Understand Prognoses
and Preferences for Outcomes and Risks of Treatments (SUPPORT), a five hospital project to describe and
improve decision-making and outcomes for seriously ill patients. Findings showed that the documents analysed
did not guide medical decision-making beyond naming a proxy decision-maker or documenting general
preferences in a standard living will format.
ISSN: 00028614
The doctor's role in discussing advance preferences for end-of-life care: perceptions of physicians practicing in
the VA; by Lawrence Markson, Jack Clark, Leonard Glantz (et al).
Journal of the American Geriatrics Society, vol 45, no 4, April 1997, pp 399-406.
Discussion and documentation of patients' preferences for medical care in advance of incapacitating illness has
been promoted widely as a means of enhancing autonomy and facilitating end-of-life decisions. Research has
shown that physicians support such advance directives, however, little is known about how they actually
participate in decision-making. Using data from a postal survey of physicians practising in the Department of
Veterans Affairs in the United States, this study examined their experience of discussing and following advance
preferences, and how they perceived their role in the advance decision-making process. Results showed that
82% of respondents though physicians should be responsible for initiating discussions about end-of-life care.
The majority would try to persuade a patient to change a decision that was not well informed, not medically
reasonable, or not in the patient's best interest; few would try to change decisions that were in conflict with their
own moral beliefs.
ISSN: 00028614
Dying and bereavement, spirituality and social work in a market economy of welfare; by Margaret Lloyd.
The British Journal of Social Work, vol 27, no 2, April 1997, pp 175-190.
This paper - which draws on a research study conducted by the author - examines the contribution of social
work practice to the care of people who are dying and bereaved. It considers current challenges to traditional
practice arising from societal and organisational change, and reaffirms the importance of the social work role.
The author argues that, to face such challenges, social workers should incorporate a spiritual dimension in their
holistic care of the dying or bereaved.
ISSN: 00453102
Dying and dementia: report of a Conference jointly organised by the Centre for Gerontology and Health Studies,
Paisley University and the Dementia Studies Development Centre ...; by Sylvia Cox, Mary Gilhooly, Jane
McLennan, Centre for Gerontology and Health Studies, University of Paisley; Dementia Services Development
Centre - DSDC, University of Stirling. Stirling: Dementia Services Development Centre, 1997, 49 pp.
This conference comprised a series of short presentations by professionals and academics working in the fields
of palliative and dementia care. The topics covered raised a number of issues: 'social death' and anticipatory
grief' in relation to dying dementia patients; the emotional effects on relatives; pain and dementia; the
contribution of social work; environmental features; information disclosure; and advance directives. The report
includes a survey of delegates' views, which suggests that all the issues selected need further research and
development.
Price: £5.50
From : DSDC, Department of Applied Social Science, Faculty of Human Sciences, University of Stirling,
Stirling, FK9 4LA.
The effect of hospital admission on the opinions and knowledge of elderly patients regarding cardiopulmonary
resuscitation; by Daniel R Watson, Tim J Wilkinson, Richard Sainsbury (et al).
Age and Ageing, vol 26, no 6, November 1997, pp 429-434.
This study aimed to assess older people's opinions and knowledge of cardiopulmonary resuscitation (CPR), how
much they wished to be involved in decision-making, and whether their opinions changed during a hospital
admission. In a hospital in New Zealand, 95 older inpatients without a terminal illness who could give informed
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consent were interviewed after hospital admission, and 67 patients were interviewed again at hospital discharge.
Findings revealed that there was a poor understanding of CPR, although this improved after education.
Nevertheless, the success of CPR was overestimated. The majority of patients on admission and following a
hospital stay wished to have CPR. On admission, 74% stated that the patient should make the decision regarding
CPR, and this increased to 84% after a hospital stay. Finally, the study found that patients were reluctant to have
their preference committed to paper or to tell their general practitioner (GP).
ISSN: 00020729
Elders' end-of-life decisions: implications for hospice care; by Victor G Cicirelli.
The Hospice Journal, vol 12, no 1, 1997, pp 57-72.
Older people's views on various end-of-life decision options were studied to determine each option's
acceptability, were they faced with the need for such decisions. In this US study, 388 older people (black or
white) aged 60 to 100 responded to 17 decision scenarios depicting situations with a low quality of life, rating
acceptability of each of seven options for each scenario. Factor analysis was used to work out three outcomes to
the responses: maintaining life, ending life, and letting others decide. Profile types were identified and related to
demographic background and personality variables. Older people's views on end-of-life decisions were found to
be complex, and even contradictory or ambivalent. Hospices may need to consider not only broader admission
policies, but also broader goals than comfort care to meet the wishes of future patients. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
End of life decisions: Who would you chose? Appointing an agent with a medical power of attorney; by M
Brown.
Australian Journal on Ageing, vol 16, no 4, November 1997, pp 147-150.
Appointing an agent with a medical power of attorney in the event of future incompetency is a relatively new
concept in Australia. This qualitative study examined some of the associated issues raised in focus groups and
interviews with 62 healthy older people in South Australia. Findings revealed some confusion about current
rights and responsibilities and concerns about selecting the most suitable person, the burden this would impose
and the degree of trust implicit in such an arrangement. The majority favoured a written form of advance
directive, with or without an agent. The authors conclude that clarification and further discussion are required to
ensure that the wishes of individuals are respected when dying. (AKM)
ISSN: 07264240
Ethics in hospice care: challenges to hospice values in a changing health care environment; by Bruce Jennings
(ed).
The Hospice Journal, vol 12, no 2, 1997, 91 pp.
The papers presented were originally commissioned for the Hastings Center project on Ethical and Policy Issues
in Hospice Care. Their aim is to address the economic, social and cultural challenges facing US hospice care,
and to contribute to the continuing discussion of ethical issues and values with regard to terminal care. One
paper considers whether the movement towards assisted suicide will become an alternative to hospice care;
while another points to the role of the hospice in developing palliative care. Other papers consider the role of
nurses and ethical dilemmas of patients dying at home; the legal requirements for confidentiality in hospice
care; the roles of doctors and ethics committees in hospices; the role of hospices in health care improvement;
and hospices and `managed care'. Concerns are expressed about changes being imposed on the hospice
movement in the US by market-based reforms in the wider health care industry. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Ethnic differences regarding life and death in the care of the frail elderly: a West Indian perspective; by Delrose
Bennett.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 16, no 2, Spring 1997, pp 4446.
For West Indians, death is an accepted part in the cycle of life, especially for those aged over 50. However, the
younger generation is resistant to this fact. Those who have died need to be remembered, by putting up a
tombstone, or keeping pictures in prominent places at home. (RH)
ISSN: 10724281
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Euthanasia and old age; by Bregje D Onwuteaka-Philipsen, Martien T Muller, Gerrit van der Wal.
Age and Ageing, vol 26, no 6, November 1997, pp 487-492.
This descriptive, retrospective study explored the relationship between euthanasia and physician-assisted suicide
(EAS) and the age of patients to whom it was administered. Data was collected from cases of EAS reported
between 1984 and 1993 in the province of North Holland in The Netherlands. Between 1984 and 1993, 1707
cases of EAS were reported to the Public Prosecutor in North Holland. The average age of the female patients to
whom EAS was administered was 65 years; for men the average was 62 years. For both men and women EAS
was most frequently performed in the age categories of 60-69 years and 70-79 years, and less frequently in the
age group of 80 years and older. The percentages of cases of EAS among all deaths are largest for the age
groups of 25-44 and 45-54, and smallest for the age group of 80 years and older. The suggestion that EAS is
mainly performed on older people in The Netherlands was not supported by this study.
ISSN: 00020729
Euthanasia: a clinical perspective; by J Zalcberg.
Australian Journal on Ageing, vol 16, no 1,, 1997, p 9.
The author puts the case that society must demand a more informed debate about the medical and psychological
realities of serious illness, before accepting the legislation of euthanasia as a variable option. Euthanasia
represents an inadequate solution to a complex set of issues, putting at risk the frail and most vulnerable.
ISSN: 07264240
Factors associated with utilization of specialist palliative care services: a population based study; by Jacqueline
D Gray, D P Forster.
Journal of Public Health Medicine, vol 19, no 4, December 1997, pp 464-469.
Palliative care services have been criticised for providing specialist care for a privileged few, but no information
is routinely available to prove or refute these criticisms. A survey aimed to identify and describe patients using
specialist palliative services in a health district, and factors distinguishing them from eligible patients not using
these services. Clinical and demographic data were collected retrospectively for all residents of the health
district who died of cancer in 1991. Comparisons were made between palliative care service users and nonusers. Of 521 cases studied, 157 (30%) had used services (Group 1); compared with the remainder (Group 2)
were statistically significantly (p < 0.05) different in terms of age at death (mean age, Group 1 was 66.6 years;
73 years for Group 2), survival times from diagnosis (Group 1, median 242 days; Group 2 110 days) and general
practitioner practice. There were no significant differences between groups in terms of ward of residence, social
class, cancer site, or gender. Cases in Group 1 were more likely to die at home (39%), compared with 27% in
Group 2. The authors suggest that local studies of needs and utilisation are required for guiding sensitive
contracts. (RH)
The failed Patient Self-Determination Act and policy alternatives for the right to die; by Jeffrey L Yates, Henry
R Glick.
Journal of Aging & Social Policy, vol 9, no 4, 1997, pp 29-50.
The empirical evidence regarding the implementation of the federal Patient-Self-Determination Act in the
United States (US) is examined in this article. The Act was designed to increase the use of advance medical
directives in light of the US Supreme Court's Cruzan decision. Research shows that the law has had little effect
and that the use of advance directives has scant relation to medical treatment and care. Various policy
alternatives for the right to die are also examined. The authors conclude with an analysis of the likely impact of
medical costs, fruitless treatment, and rationed health care on limiting life-prolonging treatment.
ISSN: 08959420
From : http://www.tandfonline.com
Feeling better: psychosocial care in specialist palliative care: a discussion paper; researched by Olivia Dix and
edited by Myer Glickman on behalf of the Working Party on the Provision of Psychosocial Care in Specialist
Palliative Care, [chairman Carolyn Brodrib; by Olivia Dix, Myer Glickman, Carolyn Brodrib, Working Party on
the Provision of Psychosocial Care in Specialist Palliative Care, National Council for Hospice and Specialist
Palliative Care Services. London: National Council for Hospice and Specialist Palliative Care Services, 1997, 24
pp (Occasional paper, 13).
Psychosocial care is concerned with the psychological and emotional well-being of patients, their families and
carers, including issues of self-esteem, and insight into and adaptation to an illness and its consequences. As
such, it is an integral part of palliative care. This report is based on the deliberations of a multiprofessional
Working Party, and aims to contribute to the debate amongst providers of specialist palliative care about what
constitutes high quality psychosocial care, and its delivery. There is an increasing body of evidence pointing to
the effectiveness of interventions which do not rely on pharmaceutical methods for improving quality of life. In
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Part I, psychosocial care is defined and placed in the context of palliative care as a whole; and the psychosocial
needs of patients, families and carers are outlined. In Part II, principles of psychosocial assessment are
discussed; the key skills and professional roles described; and importance of adequate support and supervision
for both staff and volunteers is emphasised. The final section discusses evaluation and quality improvement in
psychosocial care. (RH)
ISBN: 1898915148
Price: £5.00
From : National Council for Hospice and Specialist Palliative Care Services, 7th Floor, 1 Great Cumberland
Place, London W1H 7AL.
Health care law; by Jonathan Montgomery. Oxford: Oxford University Press, 1997, 476 pp.
This book - which describes the law in force as in October 1996 - covers public health law and the workings of
the NHS (National Health Service), including handling of complaints. It explores the general framework for
regulating health care practice, the workings of relevant professional bodies, malpractice law, and the law
governing the use of medicines. A section on the legal status of patients covers the law of consent,
confidentiality, and access to health records, those with mental illnesses, and those involved in research. The last
part examines ethical problems, including transplantation, terminal care and euthanasia.
ISBN: 0198762593
Price: £19.99
From : Oxford University Press, Saxon Way West, Corby NN18 9ES.
Hospice care for dementia patients; by Ladislav Volicer.
Journal of the American Geriatrics Society, vol 45, no 9, September 1997, pp 1147-1149.
Despite recent advances in our understanding and treatment of Alzheimer's disease (AD), it is unlikely that a
cure will be available in the near future. Even if a cure were available, it is unlikely that it would be effective for
all conditions. Therefore, a large number of demented people will have to be cared for in the foreseeable future.
This editorial outlines the strengths and limitations of two studies in this issue of Journal of the American
Geriatrics Society by Luchins et al, and by Murphy et al. Volicer concludes that care for those with advanced
dementia must not be left to hospices alone: all healthcare professionals need to recognise the basic needs of
dementia patients and their families. (RH)
ISSN: 00028614
The ideology and organization of spiritual care: three approaches; by Tony Walter.
Palliative Medicine, vol 11, 1997, pp 21-30.
The development of holistic, multidisciplinary care of the terminally ill has prompted discussion of what
spiritual care might mean. But how can this be done in what is largely a secular context? This paper analyses the
three options. First, the idea of the hospice as a religious community enables total care to be given, but conflict
can develop as such institutions expand and take on less devout staff. Second, an organisationally less
problematic approach, leading to a widespread understanding of religion, is that only some people are religious,
and they may be referred by staff to the chaplain - but this undermines the goal of holistic care. Third, recent
discussion of spiritual needs, however, argues that everyone has a spiritual dimension, entailing a search for
meaning. All staff can help in this area, so this approach is welcomed by nurses seeking to practice holistically,
and also by chaplains seeking to expand their domain, but it also has certain costs. The article concludes by
raising some problems that may emerge if this third approach becomes institutionalised. (RH)
ISSN: 02692163
The illusion of end-of-life resource savings with advance directives; by Joan M Teno, Joanne Lynn, Alfred F
Connors Jr, (et al).
Journal of the American Geriatrics Society, vol 45, no 4, April 1997, pp 513-518.
This study examined whether increasing documentation of advance directives (ADs), or living wills, results in a
reduction in use of resources for patients who are dying. It assessed the changes in use of resources among
patients who died in a hospital before and after the implementation of the Patient Self-Determination Act
(PSDA) in 1991, which require health care institutions to ask about and document existing ADs at the time of
admission, and before and after interventions carried out by the Study to Understand Prognoses and Preferences
for Outcomes and Risks of Treatments (SUPPORT) to facilitate patient-physician communication about end-oflife treatments. Results showed that an increase in the documentation of pre-existing ADs was not associated
with a reduction in hospital resource use.
ISSN: 00028614
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Implementation of the Patient Self-Determination Act (PSDA) in nursing homes in New York City; by Mathy
Mezey, Ethel Mitty, Michael Rappaport (et al).
Journal of the American Geriatrics Society, vol 45, no 1, January 1997, pp 43-49.
A survey of US social workers in 109 nursing homes and their knowledge of the Patient Self Determination Act
(PSDA) is presented. Nearly all stated that they made what they perceived to be a `serious effort' to inform
residents about advance directives (living wills) and to have residents execute directives (preferably a health
care proxy). Social workers in most homes informed residents about directives through face-to-face discussion.
Most homes, however, did not inform residents who were thought to lack decision-making capacity about their
right to execute a directive. Only 37% of homes had written procedures to determine decision-making capacity;
most relied on physician and social work assessments. Voluntary homes and other homes more likely to have an
ethics committee were more assiduous in implementing the Act and in having written procedures. Residents'
understanding concerning end-of-life decisions is likely to improve with the involvement of social workers.
Concern is expressed that most homes do not have clear procedures for determining residents' cognitive capacity
to execute a directive. There is a need to replicate the benefits of those homes with ethics committees in
implementing PSDA in other homes. (RH)
ISSN: 00028614
Implementation of the Patient Self-Determination Act: a comparison of nursing homes to hospitals; by Melissa
D Zwahr, Denise C Park, Thomas A Eaton (et al).
Journal of Applied Gerontology, vol 16, no 2, June 1997, pp 190-207.
The Patient Self-Determination Act (PSDA) requires all health care facilities receiving Medicare or Medicaid
funds to provide information about advance directives and the right of patients to refuse medical treatment.
Administrators of 155 nursing homes in the state of Georgia completed surveys to assess implementation
practices employed to comply with the PSDA mandates, knowledge of the law and perceived effects of the
passage of the PSDA. Responses from nursing home administrators were summarised, reported and compared to
results obtained from Georgia hospitals. Important differences were discovered. Nursing homes routinely
provided more types of information to residents and spent more time with residents explaining relevant
information than did hospitals, but hospital administrators demonstrated better knowledge of the PSDA and
state law than nursing home counterparts. The implications of findings regarding the implementation of the
PSDA and its overall effectiveness are discussed. (AKM)
ISSN: 07334648
Issues concerning end-of-life care; by Connie Zuckerman.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 16, no 2, Spring 1997, pp 2634.
The author outlines, what in her view, are the critical components necessary for quality care when end-of-life
decisions are considered: respect for values, ongoing communication, and palliation. It is acknowledged that
reality is unlikely to be anything like the ideal, particularly for those living at home. Two risks are identified: the
impact of "managed care" on end-of-life care; and the increased attention being given to physician-assisted
suicide as a legitimate alternative to, or option for, end-of-life care. (RH)
ISSN: 10724281
Last rights: death, dying and the law in Ireland; by Patrick Hanafin. Cork: Cork University Press, 1997, 114 pp
(Undercurrents 12).
The author examines the degree to which it is necessary or acceptable to apply legal standards of fault and
liability to complex ethical problems which arise in the care of the terminally ill or incurable patient. There is an
analysis of the way in which death is perceived in society, and the competing moral and cultural viewpoints.
Whilst this book is aimed at readers in Ireland, references are made to the law and its application in other
jurisdictions. The theoretical model on which this book is based is that of the ethical understanding of a right to
life, and the circumstances, if any, for that right to be waived. A more patient-oriented approach by the law in
resolving medical dilemmas is suggested.
ISBN: 1859181562
Price: £4.95
From : Cork University Press, Crawford Business Park, Crosses Green, Cork, Ireland.
Late-stage dementia care: a basic guide; by Christine R Kovach (ed). London: Taylor and Francis, 1997, 236 pp.
The aim of this book is to address the palliative care needs of people with late-stage dementia in the United
States (US). As opposed to people with mid-stage dementia, who are served by special care units in long-term
care facilities, people with late-stage dementia are often transferred to general nursing home units, which are not
equipped to deal with their special needs. The first part of the book provides an overview of the stages of
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dementia, focusing on the late stage. It also provides a background to the hospice movement and hospice
concepts, and describes the administration of a late-stage care unit. The importance of maintaining personhood
in people with dementia is maintained throughout. The second part focuses on various treatment approaches,
including medical and physical care, communication and psychopharmacology. The final part looks at familycentred care, legal and ethical issues, programme evaluation and future opportunities.
ISBN: 1560325151
Price: £16.95
From : Taylor and Francis Ltd., 1 Gunpowder Square, London EC4A 3DE.
Later stages of dementia [with insert on: Donepezil Hydrochloride (Aricept): a new drug for Alzheimer's
disease]; by Alzheimer's Disease Society. London: Alzheimer's Disease Society, March 1997, 4 pp (Information
sheet 18).
During the later stages of dementia, most people will become increasingly frail, due to progress of the illness.
This fact sheet will help families to think through some of the questions that may well arise in the final stages.
The insert on Aricept (TM) gives information on the effectiveness and side effects of donepezil in the treatment
of Alzheimer's disease (AD).
Price: FOC
From : Alzheimer's Disease Society, Gordon House, 10 Greencoat Place, London SW1P 1PH.
Moving forward: the challenge for hospice and palliative care: a consultation document: report of the Working
Party on Council's Future Strategy; by Norman Blacker (chairman), National Council for Hospice and Specialist
Palliative Care Services. London: National Council for Hospice and Specialist Palliative Care ..., 1997, 8 pp.
This paper outlines in detail the Council's current activities. Six key issues are identified for its future strategy:
encouraging the provision of a full range of high quality palliative care services for all; promoting the
recognition of individual patient, carer and family needs; promoting good practice in palliative care; building on
Council's influence and knowledge to enhance co-operation and co-ordination; encouraging education and
training opportunities; and increasing public understanding. Each is outlined in terms of a broad aim, and the
priorities for achieving each aim.
Price: FOC
From : National Council for Hospice and Specialist Palliative Care Services, Heron House, 322 High Holborn,
London WC1V 7PW.
Needs assessment and palliative care: the views of providers; by David Clark, Helen Malson, Neil Small (et al).
Journal of Public Health Medicine, vol 19, no 4, December 1997, pp 437-442.
Data presented are from a larger enquiry into the impact of NHS reforms on the hospice movement: results from
a national postal survey of NHS units and private hospices with a 63% response rate; and detailed case studies
of 12 hospices. In the survey, 49% of those responding reported that their main purchaser had conducted a needs
assessment for palliative care in the last 5 years. Palliative care needs assessment was seen as valuable by
providers: 73 considered it very important; and 28% of hospices had requested a needs assessment from their
health authority. 66% of those responding to an open-ended question on the impact of health needs assessment
stated that the impact had been or would be positive. The case studies revealed a more mixed picture: few
providers had participated in design of needs assessment; there were low levels of knowledge about the
findings; and high expectations of the value of assessments were often not fulfilled. There was also a tendency
for providers to view needs assessment in a way which would promote their own interests. Purchaser-provider
dialogue on needs assessment should focus on raising awareness of appropriate techniques, and debating `ethical
neutrality' about the outcome. (RH)
Palliative care: new challenges for advanced practice nursing; by Jeanne M Weggel.
The Hospice Journal, vol 12, no 1, 1997, pp 43-56.
The terminally ill are emerging as a specialised patient population requiring the expanded skills and knowledge
of advanced practice nurses, who can follow patients across a variety of settings in an integrated system of
health care, and over a continuum of living and dying. This paper examines the concept of palliative care and
the advantages of advanced practice nurse leadership in this area. Four major criteria in the American Nurses
Association's `Nursing: a social policy statement' (1995) serve as a framework: the area lies within the scope of
nursing practice; a documented need exists; there is a body of knowledge on which to base the practice; and the
field of nursing would be diminished if the need were ignored. The author maintains there is sufficient evidence
for the creation of a new role: advanced practice nurse in palliative care. (RH)
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ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Parenting classes as a part of a hospice bereavement program; by Hilda R Glazer, Myra D Clark.
The Hospice Journal, vol 12, no 3, 1997, pp 33-40.
The impact of a loss is felt throughout the family system, with the parent-child relationship being particularly
vulnerable. The experience of the parenting programme run by the Mount Carmel Hospice Evergreen Center in
Columbus, Ohio, is presented. Responding to the concerns of grieving parents, a five-week parenting class was
held. The quantitative and qualitative results are presented. The class also provided the opportunity for parents
to enhance skills and learn about the need to respect the individuality and uniqueness of grief work with
children. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Perceptions by family members of the dying experience of older and seriously ill patients; by Joanne Lynn, Joan
M Teno, Russell S Phillips (et al).
Annals of Internal Medicine, vol 126, no 2, 15 January 1997, pp 97-106.
Based on two US studies of very sick older people, many of whom died in the follow-up period, this article
reports the ways in which the patients' surrogate decision makers who were usually close family members,
recalled the patients' health, symptoms, functional state, emotional state, preferences for care, use of lifesustaining treatments, and site of death. In the last 3 days of life, 55% of patients were conscious. Among these
patients, pain, dyspnoea and fatigue were prevalent. Four in ten patients had severe pain most of the time.
Severe fatigue affected almost 8 in 10 patients. More than 1 in 4 had moderate dysphoria. 63% of patients had
difficulty tolerating physical or emotional symptoms. While there were examples of final resuscitation attempts
and use of a feeding tube, most patients (53%) were reported to prefer a treatment plan that focused on comfort,
but care was reported to be contrary to the preferred approach in 10% of cases. Most older, seriously ill patients
died in acute care hospitals. Pain and other symptoms were commonplace and troubling to patients. Family
members believed that patients preferred comfort, but life-sustaining treatments were often used. (RH)
ISSN: 00034819
Preferences for different life-sustaining treatments among elderly persons in Israel; by Sara Carmel, Elizabeth
Mutran.
The Journals of Gerontology Series B: Psychological sciences and social sciences, vol 52B, no 2, March 1997,
pp S97-S102.
The aim of this study was to assess older persons' wishes regarding the use and choice of different lifesustaining treatments (LST). Data were collected from a random sample of 987 Israeli older persons aged 70
years and over. Interviewees were questioned about their wishes for artificial feeding, mechanical ventilation,
and cardiopulmonary resuscitation (CPR) in five different illness conditions. Results indicate that significantly
more of the respondents would want to prolong their life in mild rather than in severe illness conditions.
Significant differences were found, however, among sub-groups who differed on religiosity, gender, education,
and health status. The findings also indicate that in all five illness conditions, older people were more likely to
want CPR than artificial feeding. This is explained by the fact that the public's main source of information is
television dramas, and that there is a lack of communication about the use of LST among physicians and
patients and their families. (AKM)
ISSN: 10795014
Provision of recreational activities in hospices in the United States; by Sue Ann DeMong.
The Hospice Journal, vol 12, no 4, 1997, pp 57-67.
Quality of life issues encompass the philosophies of both the hospice movement and recreation participation.
This study examines the status of recreational activities provision in hospices in the US. The offering, frequency
of offering, and location of offering of 39 recreational activities in a random sample of hospices in the US were
surveyed. The functional levels of participating patients were also recorded. Reading to patients at bedside daily
was determined to be the most frequently provided recreational activity. Recreational activities are being offered
in 40% of the larger US hospices on a varying schedule in different locations. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
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Psychosocial and spiritual care in hospice: differences between nursing, social work, and clergy; by Dona J
Reese, Dean R Brown.
The Hospice Journal, vol 12, no 1, 1997, pp 29-42.
A cross-sectional survey of recent home visits from nursing, social workers and clergy to 37 home hospice
patients in Peoria, Illinois, US indicated that all but two psychosocial and spiritual issues examined were
addressed by hospice staff on home visits. Spirituality, followed by death anxiety, were the most frequently
discussed variables. Clergy dealt with more spiritual issues than the other two professions; and social workers
dealt with more psychosocial issues than the other two professions. These findings underscore the importance of
clergy and social work roles in the hospice team. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Psychosocial palliative care: good practice in the care of the dying and bereaved; by Frances Sheldon.
Cheltenham: Stanley Thornes, 1997, 156 pp.
For many health professionals, giving sensitive and appropriate care for the dying and bereaved is one of the
most difficult aspects of their work. Drawing on palliative care research and practical experiences of care staff,
this handbook provides practical guidance on a variety of aspects of psychosocial palliative care. The cultural
and spiritual context of death and bereavement is emphasised throughout. Specific topics covered include: social
and health care policy and the development of palliative care; working with an individual facing death; issues
that may confront families and carers before the death; bereavement theory and interventions; and team work
and support among staff caring for people who are dying.
ISBN: 0748732950
Price: £14.95
From : Stanley Thornes (Publishers) Ltd., Ellenborough House, Wellington Street, Cheltenham, Glos. GL50
1YW.
Putting spirituality on the agenda: hospice research findings on the `ignored' dimension; by Pam McGrath.
The Hospice Journal, vol 12, no 4, 1997, pp 1-14.
Karuna Hospice Service (KHS) is a Buddhist, community-based hospice service in Brisbane (Queensland,
Australia), which has a reputation for its innovative and caring work with the dying and their families. During
recent research which looked at the `uniqueness' of this hospice service, the notion of spirituality surfaced as a
central concept. The author discusses this notion, using a post-modern approach, and focusing on discourse
rather than positivist demands for proof and objectivity. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
A referred pain: reflections on family life and cancer; by Penny Snow. Newmill, Cornwall: Patten Press, 1997,
67 pp.
The author shares her experiences in coping with the deaths of both parents from cancer, in the hope of helping
those who have lived or are living in similar situations.
ISBN: 187222914X
Price: £6.95
From : Patten Press, The Old Post Office, Newmill, Penzance, Cornwall TR20 8XN.
Residents' management of the symptoms associated with terminal cancer; by Paul A Sloan, Michael B
Donnelly, Richard W Schwartz (et al).
The Hospice Journal, vol 12, no 3, 1997, pp 5-16.
This US study used performance-based testing to evaluate the skills of resident physicians (i.e. house doctors in
hospitals) in managing four clinical symptoms of a patient with advanced cancer: nausea and vomiting
associated with regular morphine use; lack of appetite in the last weeks of life of a terminally ill patient;
constipation associated with codeine analgesia; and dyspnoea associated with diffuse lung metastases. The
management plan for the symptom problems was evaluated using a pre-defined checklist. A significant number
of the physicians showed deficits in managing common symptoms of advanced cancer. Scheduled dosing of
anti-emetics was infrequently prescribed for opioid-related nausea and vomiting. Most physicians
inappropriately managed lack of appetite by using forced feeding. Opioids were infrequently used in the
management of terminal dyspnoea. The absence of difference in score between junior and senior physicians
suggests that adequate management of the symptoms of terminal cancer is not being effectively taught in
postgraduate training programmes. (RH)
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ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
Rites of passage and the hospice culture; by Katherine Froggatt.
Mortality, vol 2, no 2, 1997, pp 123-136.
The life-death boundary is an integral part of hospice work. In this article, the rites of passage framework is used
to explore how the hospice as an institution manages the transition between life and death for patients and their
kin. In particular, V W Turner's theoretical development of the concept of liminality illuminates understanding
of the experience of hospice and hospice care for patients and their families. This model is described, critiqued,
and applied to the ideology of the hospice culture and their care of patients and kin, by drawing on empirical
work in the author's thesis, "Crossing the boundaries: hospice work, death and emotions" (1995). (RH)
ISSN: 13576275
Seduced by death: doctors, patients, and the Dutch cure; by Herbert Hendin. London: W W Norton, 1997, 256
pp.
Euthanasia and assisted suicide have been advocated as giving patients greater control over their deaths and
improving the circumstances in which they die. In this book, the author puts the argument against, based on
studied cases of assisted suicide and euthanasia in the Netherlands and the United States, where he believes
doctors' power and control to make decisions have increased.
ISBN: 0393040038
Price: £19.95
From : W W Norton and Co. Ltd., 10 Coptic Street, London WC1A 1PU.
Society's search for a legal and ethical basis of physician-assisted suicide; by Rebecca C Morgan, D Dixon
Sutherland.
Journal of Aging & Social Policy, vol 9, no 4, 1997, pp 51-70.
A review of the way physician-assisted suicide (PAS) is being addressed in the United States (US) reveals three
models, each functioning out of distinctive concepts of autonomy: litigation, which utilises philosophical
autonomy; legislation, which utilises political autonomy; and act of conscience, which utilises consumer
autonomy. Each model raises a correspondingly distinct set of ethical questions and challenges centred around
their point of reference - the judicial system, voters, or the doctor-patient relationship. However, efforts to
resolve the challenge of PAS will falter if they do not go beyond these models of autonomy. Religious
institutions offer a more constructive setting for facing the life and death decision making of PAS. The
challenge for religion is to address PAS in solidarity with sufferers, physicians and the community, rather than
retreating into iconoclastic dogmas.
ISSN: 08959420
From : http://www.tandfonline.com
Special care hospice units in nursing homes; by Nicholas G Castle, Vincent Mor, Jane Banaszak-Holl.
The Hospice Journal, vol 12, no 3, 1997, pp 59-69.
There is little information available regarding the trend towards hospice care in nursing homes in the US. As a
first step to a more comprehensive examination, the authors provide a descriptive analysis of nursing homes
which contain special care hospice units, and a preliminary examination of the determinants of nursing homes
with special care hospice units. They found a significant relationship between small nursing homes, run for
profit, part of a chain organisation, and located in areas with more hospital beds, and nursing homes which have
a hospice special care unit. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
The spiritual and psychological explanations for loss experience; by Myra A Kazanjian.
The Hospice Journal, vol 12, no 1, 1997, pp 17-28.
This paper examines differences in the ability of patients to utilize supportive resources offered through hospice
care, depending on the individual's ego strength and spiritual resources. The author surveys psychological and
spiritual theories for differences in how patients respond to terminal illness. The responses of three dying
patients are analysed relative to their ability to utilise emotional and spiritual support in the face of loss.
Strategic approaches for hospice staff providing care are suggested. (RH)
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ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
The stereotypical fallacy: a comparison of Anglo and Chinese Australians' thoughts about facing death; by
Charles Waddell, Beverley McNamara.
Mortality, vol 2, no 2, 1997, pp 149-161.
A community sample is used to compare Anglo and Chinese Australians' thoughts about three dimensions of
facing terminal illness and death. The results conform to the anecdotal expectation that Anglo-Australians are
more likely to favour living wills, euthanasia and truth-telling about having a terminal illness than are Chinese
Australians. While there is a necessity for awareness of ethnic variation, particularly in the sensitive area of
dying and death, there is also individual variation within different cultures. This paper thus makes the important
point that there is a danger involved in making the stereotypical fallacy of treating all Anglo-Australians one
way, and all Chinese Australians another. Health and palliative care practitioners need to be aware of cultural
differences, but sensitive to individual nuances. (RH)
ISSN: 13576275
A survey of grief and bereavement in nursing homes: the importance of hospice grief and bereavement for the
end-stage Alzheimer's disease patient and family; by Kathleen Murphy, Patricia Hanrahan, Daniel Luchins (et
al).
Journal of the American Geriatrics Society, vol 45, no 9, September 1997, pp 1104-1107.
126 nursing homes in Michigan were asked questions regarding their grief and bereavement services, services
routinely offered by licensed hospice agencies in the US. 55% of the homes sent sympathy cards after a patient's
death. 99% did not provide information to the family or primary caregiver on the grieving process or
bereavement after a death; and none sent a letter informing them of local, community, or on-site bereavement
support group meetings. 66% were not able to offer a referral to a counselling or psychiatric professional when
bereavement intervention was deemed appropriate. 54% of homes usually went to the funeral home or the
funeral of a patient who died in their care. 98% of the nursing homes neither visited, made phone calls, nor
provided written communication (i.e., bereavement newsletter) to the family members after a patient's death.
This study demonstrated few grief and bereavement services for families of patients in long-term care homes.
Because grief and bereavement is part of the career of most Alzheimer's disease (AD) caregivers, access to
Medicare hospice benefit should be encouraged for families of those with end-stage AD resident in nursing
homes. (RH)
ISSN: 00028614
Treatment termination in long term home health care: What about the physician? What about the family?; by
Ellen Olson.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 16, no 1, Winter 1997, pp 1421.
Under what circumstances is it appropriate to consider limiting treatment in the long-term care setting, and how
can decisions be made? The views of doctors and the family on life and death are likely to differ. Medical
education on ethics and end-of-life decisions should discuss such dilemmas. (RH)
ISSN: 10724281
Using computer technology with older adults: a pilot study on advanced directives; by Zena B Mercer, David
Chiriboga, Mary Anne Sweeney.
Gerontology & Geriatrics Education, vol 18, no 1, 1997, pp 61-76.
The effectiveness of a CD-ROM based interactive multi-media program to teach older people about advanced
directives was tested in a pilot study conducted with 44 people aged 55 to 87 in a US community-based senior
citizens centre. 30 of the group completed the interactive program, the remaining 14 serving as a control group,
in a pre-test post-test design. Older people using the interactive program showed an increase in knowledge
scores, but those in the control group did not. Attitudes about advanced directives showed some improvements
in both groups. This pilot study suggests that interactive multi-media computer technology can be an effective
method of teaching important information to older people, such as advanced directives, and their rights
regarding living wills and enduring power of attorney. (RH)
ISSN: 02701960
From : http://www.tandfonline.com
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Voluntary euthanasia: the Council's view: approved by Council on 17th July 1997; by Working Party on Ethics,
National Council for Hospice and Specialist Palliative Care Services. London: National Council for Hospice and
Specialist Palliative Care ..., 1997, unnumbered.
This document endorses and elaborates on some conclusions reached by the House of Lords Select Committee
on Medical Ethics in their report in 1994. The National Council for Hospice and Specialist Palliative Care
Services reaffirms that the intention of good palliative care for dying patients is to relieve their physical,
emotional, social and spiritual suffering in the context of respect for their individuality, and without intent to
shorten life. The Council believes that there is no place for the direct killing of patients at their own request.
Price: FOC
From : National Council for Hospice and Specialist Palliative Care Services, Heron House, 322 High Holborn,
London WC1V 7PW.
What is wrong with end-of-life care?: opinions of bereaved family members; by Laura C Hanson, Marion Danis,
Joanne Garrett.
Journal of the American Geriatrics Society, vol 45, no 11, November 1997, pp 1339-1344.
It is generally agreed that terminal care could be improved, however, there are varied perspectives on how this
should be done. In this study, 461 recently bereaved family members were interviewed about the care received
by their older relatives who died from chronic diseases. In particular, their perceptions of treatment decisions,
treatment intensity and symptom relief, as well as their priorities to improve terminal care were sought. Findings
showed that they were generally satisfied with life-sustaining treatment decisions. Perceptions of hospice care
were mainly positive, whereas terminal care provided by nursing homes received the smallest proportion of
positive comments. Their main concerns were physicians' poor communication skills and the limited time and
attention they give to dying patients, and pain control.
ISSN: 00028614
When the hospice patient is manipulative; by Carolyn Oiler Boyd, Josephine Cantone, Patricia Gambino (et al).
The Hospice Journal, vol 12, no 1, 1997, pp 1-16.
Oncology and hospice literature have addressed the problems of psychiatric complications, secondary to the
stressors of diagnosis and treatment. This literature focuses particularly on depression and anxiety, which not
only compounds patients' suffering, but may also interfere with optimal care. Little attention has been given,
however, to the unique challenges of providing hospice care to patients with pre-existing psychiatric conditions
- and it is likely that there will be more patients with such conditions, as hospice care becomes a more
mainstream part of healthcare. This article presents a case study of the process of care for a hospice patient with
a pre-existing psychiatric condition. Interventions are suggested, using a theoretical matrix of hospice
philosophy and principles of care for manipulative patients. (RH)
ISSN: 0742969X
From : Haworth Document Delivery Center, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 139041580, USA.
1996
Advanced medical technology: the ethical implications for social work practice with the dying; by Nancy
Beckerman.
Practice, vol 8, no 3, 1996, pp 5-18.
Using case studies, explores the ethical issues and impact of CPR (cardiopulmonary resuscitation) on the
patient, the family and social workers. The article also discusses 'rational suicide', as regards the rights of those
with HIV or AIDS.
ISSN: 09503153
Awareness and modern dying; by David Field.
Mortality, vol 1, no 3, 1996, pp 255-265.
A modern role of dying is emerging, based mainly on the experiences of cancer patients. This paper takes as its
starting point sociological research which conceptualised modern dying as a status passage. Most deaths in
modern Britain result from long-term disease conditions over a period of months or even years, so are likely to
be predictable. The certainty of death may develop slowly over a long period of time: even when the fact of
death is certain, its timing may remain in doubt. Although such uncertainty applies to all long-term terminal
conditions, they are more readily resolved for cancer deaths than for other types of terminal conditions. (RH)
ISSN: 13576275
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Betting your life: an argument against certain advance directives; by Christopher James Ryan.
Journal of Medical Ethics, vol 22, no 2, April 1996, pp 95-99.
Presents an argument against those advance directives in which a person chooses withdrawal of active treatment
in a future situation where he or she is incompetent to consent to conservative management but where that
incompetence is potentially reversible.
ISSN: 03066800
Counseling the terminally ill: sharing the journey; by George S Lair. London: Taylor and Francis, 1996, 207 pp
(Series in death education, aging, and health care).
This American text is written for those who work in hospices and other settings that provide care for those with
terminal illness. The theme is that the focus of counselling with the terminally ill should be on the
psychospiritual aspects of death and dying, and is based on two assumptions: that death anxiety, not pain, is the
most critical issue for the dying person; and that the time of dying is an opportunity for growth and
transformation.
ISBN: 1560325178
Price: £15.95
From : Taylor & Francis, Rankine Road, Basingstoke, Hampshire RG24 8PR.
Counselling in terminal care and bereavement; by Colin Murray Parkes, Marilyn Relf, Ann Couldrick, British
Psychological Society. Leicester: BPS Books, 1996, 205 pp (Communication and Counselling in Health Care).
In discussing the impact of terminal illness, this book considers the different viewpoints of family members - the
patient, partner, parents, children and significant others. Counselling in the context of this book means a number
of things, including problem-solving, active listening and emotional support; but a distinction is made between
professional counselling and the use of counselling skills by nurses and doctors. Practical guidance is given to
enable health-care workers to think through their roles and set realistic objectives. The breaking of bad news,
dealing with fear and grief, coping with pain (physical, psychological, social and spiritual) and the handling of
anger, guilt and avoidance are all included.
ISBN: 1854331787
Price: £14.99
From : BPS Books, St Andrews House, 48 Princess Road East, Leicester LE1 7DR.
A cross-cultural study of beliefs, attitudes and values in Chinese-born American and non-Chinese frail
homebound elderly; by Madeleine Crain.
The Journal of Long Term Home Health Care : the PRIDE Institute Journal, vol 15, no 1, Winter 1996, pp 9-18.
The general perception is that many minority ethnic groups are unwilling to discuss "taboo" subjects such as
death and end-of-life choices. This investigation's main purpose was to ascertain whether Chinese-born frail
older people in New York City wish to take part in medical decision-making regarding life-support interventions
in the same way as other frail older people. The article reports on the attitudes to death and dying of 55 Chineseborn and 47 non-Chinese. Also reported are their attitudes to life-sustaining treatments, opinions concerning
personal health, and attitudes towards life and past events. Although Chinese culture is believed to be familycentred, about half would choose to speak to a doctor about end-of-life issues. (RH)
ISSN: 10724281
Death: breaking the taboo; by Anna Howard. Evesham: Arthur James, 1996, 126 pp.
A collection of personal interviews with people who have in some way confronted death: through work with the
dying, experience of bereavement, terminal illness, or because their own age brings them close to the idea of
death. Included are: Dame Cecily Saunders, founder of the hospice movement; Sir Isiah Berlin, the philosopher;
Dr Anthony Storr, psychiatrist and author; two Buddhist Lamas; a couple who have made their own coffins and
booked their own burial ground; and a prisoner serving a life sentence for murder.
ISBN: 0853053433
Price: £6.99
From : Arthur James Ltd., 70 Cross Oak Road, Berkhamsted, Hertfordshire HP4 3HZ.
District nurses' perceptions of palliative care at home; by Stella Hatcliffe, Penny Smith, Ruth Daw.
Nursing Times, vol 92, no 41, 9 October 1996, pp 36-37.
This article reports on a survey of district nurses to explore their experiences of terminal care, their views of the
palliative care team, and their perceived educational needs in relation to palliative care. There was a desire to
provide high quality care, which was hindered by size of caseload, lack of knowledge and experience in
managing difficult symptoms, and time constraints, all leading to stress. High levels of satisfaction with the
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palliative care team were recorded, but a need for further education and improved communication were
identified.
ISSN: 09547762
Do the ward notes reflect the quality of end-of-life care?; by Daniel P Sulmasy, Maureen Dwyer, Eric Marx.
Journal of Medical Ethics, vol 22, no 6, December 1996, pp 344-348.
In this American study, the authors reviewed hospital medical charts of 19 in-patients with `Do Not Resuscitate'
(DNR) orders, for evidence that staff dealt with patient care needs known as Concurrent Care Concerns (CCCs),
such as withholding treatments other than resuscitation, and attending to their comfort. Patients, consultants,
house officers and nurses were interviewed, and the ward notes were compared with the understandings of these
members of staff. Results indicate that chart review for attention to CCCs reflected understandings of patients,
house officers, and nurses. However, consultants report more attention to CCCs than is recorded in the ward
notes or understood by other observers. Better communication regarding end-of-life care plans should be
encouraged. (RH)
ISSN: 03066800
Eligibility criteria for continuing health care: palliative care; by National Council for Hospice and Specialist
Palliative Care Services. London: National Council for Hospice and Specialist Palliative Care ..., 1996, 4 pp.
Examines health authorities' documents outlining their criteria for continuing health care, as to definition,
availability, criteria for NHS-funded respite care, and joint NHS-local authority funding.
Price: FOC
From : National Council for Hospice and Specialist Palliative Care Services, Heron House, 322 High Holborn,
London WC1V 7PW.
Ethical and legal issues in home health and long-term care: challenges and solutions; by Dennis A Robbins.
Gaithersburg, MD: Aspen, 1996, 236 pp.
Covers, from an American perspective, the legal and ethical issues which home health care and long-term care
poses. The contents are also applicable in hospice, community health, and other post-acute settings. The book is
designed to assist the reader in preventing problems and in resolving conflict.
ISBN: 0834207834
Price: £59.00
From : Aspen Publishers, Inc., 200 Orchard Ridge Drive, Suite 200, Gaithersburg, Maryland 20878, USA.
Ethical issues in the care of the dying and bereaved aged; by John D Morgan (ed). Amityville, NY: Baywood,
1996, 346 pp (Death, Value and Meaning Series).
Considers various ethical, moral and religious issues in the care of dying and bereaved older people. Specific
topics covered include palliative care of older people in Canada; hospice care in South Africa; elder abuse; and
caring for people with HIV and AIDS.
ISBN: 0895031361
Price: US$44.95 + $3.00 p+p
From : Baywood Publishing Company, Inc., 26 Austin Avenue, Amityville, New York 11701, USA.
Facing death: where culture, religion, and medicine meet; by Howard M Spiro, Mary G McCrea Curnen, Lee
Palmer Wandel (eds), Program for Humanities in Medicine, Yale University; Goethe-Institut (Boston, Mass).
London: Yale University Press, 1996, 212 pp.
This book brings together US medical experts and distinguished authorities in the humanities to reflect on
medical, cultural and religious responses to death. The first half of the book discusses the clinical setting for
dying, with attempts to find the balance between alleviating suffering and providing life support, the problem of
finding a peaceful death, and the differences AIDS has made in our attitudes toward dying. In the second half of
the book, theologians, historians of religion, anthropologists and literary scholars describe Christian, Judaic,
Islamic, Hindu and Chinese perceptions of death and rituals of mourning.
ISBN: 0300063490
Price: £18.50
From : Yale University Press, 23 Pond Street, London NW3 2PN.
Facing death: issues of care for older people and their carers; by Jackie Powell, Jane Bray, Helen Roberts.:
University of Birmingham, 1996, pp 29-38.
Social Services Research, no 4, 1996, pp 29-38.
This study, which focused on wards in the Elderly Care Unit at Southampton General Hospital, sought to obtain
the views of informal carers on the care of dying patients. It also aimed to identify areas of good practice and
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problems with the process of care in an acute medical setting, and to provide feedback to staff, so that changes
in practice could be considered. This paper highlights the critical components necessary to develop a palliative
care approach in an environment primarily concerned with acute treatment, including symptom management,
contact and communication between staff, patients and carers, and follow-up support for bereaved carers.
ISSN: 02656957
Factors influencing life-sustaining treatment decisions in a community sample of families; by Michele J Karel,
Margaret Gatz.
Psychology and Aging, vol 11, no 2, June 1996, pp 226-234.
Reports on a study which examined the issues people would expect to consider when making decisions to
receive or refuse life-sustaining treatment, for themselves or for their parent.
ISSN: 08827974
The final exit: the practicalities of self-deliverance and assisted suicide for the dying; by Derek Humphry. 2nd
ed New York: Dell Publishing, 1996, 206 pp.
In the wake of court cases and legislation in the US since the 1991 edition, this revised edition provides new
information about the legality of euthanasia and assisted suicide, and examines the personal issues involved.
Appendices include Oregon's Death with Dignity Act 1995 (which permits physician-assisted suicide under
certain limited conditions), and an example of a living will and durable power of attorney for health care. (RH)
ISBN: 0440507855
Price: £8.99
From : Publishers Marketing Services Ltd., 2 Barratt Way, Harrow, Middlesex HA3 5TJ.
The good and bad death perceptions of health professionals working in palliative care; by Joseph T S Low,
Sheila Payne.
European Journal of Cancer Care, vol 5, 1996, pp 237-241.
Palliative care aims to cater for both psycho-social needs and alleviation of physical symptoms of dying
patients. This is reflected by the good and bad death perceptions of palliative care workers, though increasing
signs of institutionalisation in palliative care have challenged the idealisation of a good death. This study of
health professionals' perceptions of a good death depended on controlling patients' physical symptoms and
psychologically preparing them, whilst a bad death was perceived as an inability to control pain or deal with any
psychological distress. Factor analysis revealed three main factors in the perception of a good death: lack of
patient distress; patient control; and staff's supporting role perceptions. Four factors are identified with the
perception of a bad death: the negative effects of death on the family; a patient's non-acceptance of death; not
dealing with patients' fears; and the age of the dying person. Overall, health professionals perceived themselves
to be open and sensitive in communicating with patients, although most respondents felt poorly supported by
other staff. (RH)
A good death: conversations with East Londoners; by Michael Young, Lesley Cullen. London: Routledge, 1996,
249 pp.
Based on interviews with terminally ill patients at St Joseph's Hospice in East London, this book raises
questions about death and dying, pain, the role of health care professionals, and euthanasia.
ISBN: 0415137977
Price: £13.99
From : Routledge Ltd., Cheriton House, North Way, Andover, Hampshire SP10 5BE.
A graceful exit: life and death on your own terms; by Lofty L Basta, Carole Post. New York: Insight Books,
1996, 350 pp.
Explores some of the dilemmas and ethical and legal controversies surrounding medical treatment at the end of
life, discusses the inadequacies of existing living wills in the United States, and proposes a new standardised
living will.
ISBN: 0306452707
Price: US$27.95
From : Plenum Publishing Corporation, 233 Spring Street, New York, N.Y. 10013, USA.
Impact of witnessing death on hospice patients; by Sheila Payne, Richard Hillier, Alison Langley-Evans (et al).
Social Science and Medicine, vol 43, no 12, 1996, pp 1785-1794.
There has been a radical change in hospital policies and medical practice since the concept of "awareness" was
introduced to describe the nature of communication between dying patients and their carers. Most cancer
patients are given full information about their disease and prognosis, with hospices providing a model of care in
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which death and dying are dealt with openly. This pilot investigation compared psychological morbidity,
perceptions of comfort and/or distress, and descriptions of a "good death" in hospice cancer patients who
reported witnessing a fellow patient's death, with patients who did not have this experience. Patients were
assessed using the Hospital Anxiety and Depression Scale, an Events Checklist, and a semi-structured interview.
Patients witnessing a death were significantly less depressed than those who did not. Awareness of dying was
found to be both comforting and distressing. A "good death" was defined by patients in terms of symptom
control, including dying in their sleep, being pain free, quietness and dignity. (RH)
ISSN: 02779536
Into the valley of the shadow of death: a personal therapeutic journey; by Cicely Saunders.
British Medical Journal, vol 313, no 7072, 21-28 December 1996, pp 1599-1601.
The author outlines her career since her early training as a nurse. In her work in palliative care in the hospice
movement, she has witnessed an extraordinary growth in drug treatments for pain and other symptoms. The
challenge of educating others on their use remains.
ISSN: 09598138
Introducing palliative care; by Robert Twycross. 2nd ed Oxford: Radcliffe Medical Press, 1996 reprint, 147 pp.
Emphasising the needs of the whole person, this book examines the systems of care in hospices and at home, the
ethics of palliative care, communicating with dying patients and their relatives, meeting their psychological and
spiritual needs, and pain and symptom management including drug profiles.
ISBN: 1857752600
Price: £16.50
From : Radcliffe Medical Press Ltd., 18 Marcham Road, Abingdon, Oxon OX14 1AA.
Life-sustaining treatment decisions by spouses of patients with Alzheimer's disease; by Mathy Mezey, Malvina
Kluger, Greg Maslin, Mary Mittelman.
Journal of the American Geriatrics Society, vol 44, no 2, February 1996, pp 144-150.
Presents findings from a study which explored the anticipated decisions by spouses of patients with Alzheimer's
disease to consent to or forgo life-sustaining treatment.
ISSN: 00028614
Limiting risks by curtailing rights: a response to Dr Ryan; by Steven Luttrell, Ann Sommerville.
Journal of Medical Ethics, vol 22, no 2, April 1996, pp 100-104.
Argues that advance directives refusing treatment during periods of temporary incapacity should be respected.
ISSN: 03066800
Living wills - an Eastern and a Western perspective; by Chia Swee Hong, Julia Havers.
Elders: the Journal of Care and Practice, vol 5, no 2, July 1996, pp 31-40.
Provides a definition of `living wills' and describes the historical context leading to the development of living
wills and the legal position regarding their use in Singapore and Britain.
ISSN: 09646914
Managing death and bereavement: a framework for caring organisations; by Samia al Qadhi. Bristol: Policy
Press, 1996, 59 pp (Policy innovations).
This study examines the social context for death and dying, the process of grief and loss, and the emotional
reactions which arise when working in an organisation where bereavement is a regular occurrence. The author
makes recommendations for best practice, in which feelings are acknowledged, boundary issues are considered,
and practical support systems and policies are reinforced.
ISBN: 1861340141
Price: £4.95
From : The Policy Press, University of Bristol, Rodney Lodge, Grange Road, Bristol BS8 4EA.
Managing terminal illness: based on the Interfaces in Medicine conference organised by the Royal College of
Physicians of London; by Gillian Ford, Ian Lewin (eds), Royal College of Physicians - RCP. London: Royal
College of Physicians, 1996, 64 pp.
Contains papers on various aspects of palliative care. Topics covered include management of late stage
respiratory disease, terminal heart disease, the role of general practice, heart disease and stroke, pain control,
quality of life in palliative care, and terminal illness and the family.
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ISBN: 1860160263
Price: £6.00 (overseas £7.50)
From : Royal College of Physicians of London, 11 St Andrews Place, London NW1 4LE.
Medical care in old age: what do nurses in long-term care consider appropriate?; by Muriel R Gillick, Marc L
Mendes.
Journal of the American Geriatrics Society, vol 44, no 11, November 1996, pp 1322-1325.
The views of nurses in long-term care regarding limitations of treatment in older age were explored in this US
study. Participants were asked to complete an intervention-specific advance directive for themselves, with
scenarios representing terminal illness, dementia plus chronic illness, chronic illness in a nursing home resident,
chronic illness in a community-dwelling older persons, and a robust community-dwelling older person. The unit
of analysis was the refusal rate, defined as the mean number of refusals for interventions for each respondent.
The overall refusal rate for all five scenarios taken together was 72.1%. The refusal rate in the case of terminal
illness was 90.9%, in the case dementia plus chronic illness 81.8%, in the case of dementia in a nursing home
69.1%, for a community-dwelling person with chronic illness 70.9%, and for a previously healthy older person
living in the community 50%. Findings indicate that nurses working in long-term care institutions have strong
preferences about limiting a variety of interventions in older age. (AKM)
ISSN: 00028614
A midwife through the dying process: stories of healing and hard choices at the end of of life; by Timothy E
Quill. Baltimore: Johns Hopkins University Press, 1996, 239 pp.
The author explores questions faced daily by patients, families and their doctors in confronting terminal illness
and choosing between aggressive medical therapy and hospice-oriented approaches emphasising quality of life.
He gives accounts of the lives and deaths of nine very different patients whom he cared for, and the decisions
they made, circumscribed by their medical condition. He discusses doctors' obligations to attend to patients'
deaths as much as their lives; this includes physician assisted death and examples of advance directives (living
wills).
ISBN: 0801855160
Price: US$24.95
From : Johns Hopkins University Press, 2715 N. Charles Street, Baltimore MD 21218-4319 USA.
Mortally wounded: stories of soul pain, death and healing; by Michael Kearney. Dublin: Marino Books, 1996,
189 pp.
This book explores the nature of soul pain and healing in people who are close to death. Drawing on personal
experience of caring for people who are terminally ill, the author describes and reflects on the stories of a
number of individuals. A theory and technique of inner care based on mythological and psychological models is
developed, to complement the physical or outer care of dying patients.
ISBN: 1860230334
Price: £9.99
From : Mercier Press, 16 Hume Street, Dublin 2, Republic of Ireland.
On spiritual pain in the dying; by L H Heyse-Moore.
Mortality, vol 1, no 3, 1996, pp 297-315.
Spiritual pain in the dying is part of their total pain: physical, mental, social and spiritual. Spirit is beyond
definition, but is a phenomenon that can be studied like any other. Spirit refers to inspiration, and soul to depth,
though both terms are often used synonymously. Spiritual characteristics include: life force; the essence of a
person (an unchanging centre, meaning, depth, the numinous, relationship and intimacy); immortality
(memories, spiritual experiences and near-death experiences); and levels of consciousness. Spirituality is
common to all people of any or no belief. Religious distress is about problems relating to a pre-existing set of
beliefs. Spiritual pain is recognised in physical and psychological symptoms, disorders of relationships, and
specifically spiritual symptoms (meaninglessness, anguish, duality and darkness). Intuition and 'bifocal vision'
(using symptoms both literally and symbolically) are needed in discerning spiritual distress. Effective help
involves being present (attending, relating). Facilitating this process includes listening, reminiscing, imagery,
finding meaning, letting go, touch, symbolism, rituals, prayer and contemplation. (RH)
ISSN: 13576275
Palliative care: the community role of the specialist nurse; by Pauline Turner, Katherine Penn.
Geriatric Medicine, vol 26, no 5, May 1996, pp 39-43.
Explains how specialist palliative care nurses can help the primary health care team in caring for older people
dying from cancer at home.
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ISSN: 0268201X
Palliative care enrichment in geropsychology fellowships; by Gerald Strauss, Barbara J Nelson.
Educational Gerontology, vol 22, no 8, December 1996, pp 775-780.
A survey of 10 Veterans Affairs (VA) geropsychology postdoctoral fellowships offered in the US was
conducted to assess the extent to which courses examined issues of death and dying. Only 30% of fellowships
offered palliative care or hospice training. Two courses required fellows to follow patients in a hospice setting.
A third course had fellows consult on medical and surgical in-patients through a palliative care team. These
findings indicate that few VA hospitals offer training in palliative or hospice care for geropsychology postdoctoral fellows. However, as the numbers treated in VA hospitals for terminal illness increase, the need for
professionals familiar with issues of death and dying will become imperative.
ISSN: 03601277
Patients' willingness to accept life-sustaining treatment when the expected outcome is a diminished mental
health state: an exploratory study; by Dennis J Mazur, Jon F Merz.
Journal of the American Geriatrics Society, vol 44, no 5, May 1996, pp 565-568.
Presents findings from a study which assessed patients' willingness to accept intubation and ventilatory support
when the expected outcome could be impaired cognitive function, such as diminished memory and problems
speaking and writing clearly.
ISSN: 00028614
Perceptions of a 'good' death: a comparative study of the views of hospice staff and patients; by S A Payne, A
Langley-Evans, R Hillier.
Palliative Medicine, vol 10, 1996, pp 307-312.
The literature suggests that health professionals working in palliative care have developed an idealised concept
of dying which has been labelled the "good" death. This paper reports results of a preliminary qualitative study,
based on semi-structured interviews, comparing the concepts of a "good" death used by patients and staff in a
palliative care unit. There were major differences between the views of patients and staff. Patients' descriptions
of a "good death" included dying in one's sleep, dying quietly with dignity, being pain free, and dying suddenly.
Staff characterised a "good death" in terms of adequate symptom control, family involvement, peacefulness and
lack of distress, while a "bad death" was described as involving uncontrollable symptoms, lack of acceptance,
and being young. (RH)
ISSN: 02692163
Service standards for care of the dying; by Health Services Accreditation, National Health Service - NHS.
Battle: Health Services Accreditation, 1996, 56 pp.
This report sets out standards for the care of the dying and their carers in a wide range of situations and settings.
The standards' basic objectives are to ensure that dying patients are well cared for, and as comfortable as
possible. This entails organising and delivering services to free patients from physical and psychological stress,
and to give them the maximum amount of choice regarding their care.
ISBN: 1900366037
Price: £15.00
From : Health Services Accreditation, Rutherford Park, Marley Lane, Battle, East Sussex TN33 0EZ.
Tea and sympathy; by Suzy Croft, Lesley Adshead.
Community Care, no 1137, 12-18 September 1996, pp 30-31.
The authors describe the idea of 'bereavement teas', a group work and community development approach
developed at St. John's Hospice, London, as a way of helping people whose loved ones had died a few month
before.
ISSN: 03075508
The trend toward specialization in nursing care facilities; by Vincent Mor, Jane Banaszak-Holl, Jacqueline
Zinn.: American Society on Aging, Winter 1995-1996, pp 24-29.
Generations,, Winter 1995-1996, pp 24-29.
Looks at how regulatory policy and changes in the nursing home industry in the United States have stimulated
the emergence of different types of special care within nursing homes, such as Alzheimer's disease special care
units and hospice care.
ISSN: 07387806
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1995
Access to hospice programs in end-stage dementia: a national survey of hospice programs; by P Hanrahan, D
Luchins.
Journal of the American Geriatrics Society, vol 43, no 1, January 1995, pp 56-59.
Examines the extent to which hospices provide services to older people with dementia. Concludes that few
dementia patients receive hospice care except in cases of additional terminal illness.
ISSN: 00028614
Active euthanasia and physician-assisted suicide in Dutch nursing homes: patients' characteristics; by Martien T
Muller, Gerrit van der Wal, Jacques T M van Eijk, Miel W Ribbe.
Age and Ageing, vol 24, no 5, September 1995, pp 429-433.
Presents findings from a study which explored the characteristics of nursing home patients who were given
euthanasia or assisted suicide.
ISSN: 00020729
Advance directives: the American experience; by Denzil Lush.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 10-13.
Provides a brief history of advance directives.
ISSN: 1360239X
Advance directives: problems and solutions; by Andrew Grubb.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 14-15.
Looks at the legality of living wills and introduces the Terrence Higgins Trust's form.
ISSN: 1360239X
BMA views on advance statements; by Ethics, Audit and Careers Department, British Medical Association BMA. Rev ed London: British Medical Association, 1995, 6 pp.
Describes the aims and legal scope of advance directives, discusses the use of health care advocates and proxy
decision-makers, and outlines the responsibilities of doctors.
Price: FOC
From : British Medical Association, BMA House, Tavistock Square, London WC1H 9JP.
Care for the dying; by J Jackman, P Millard.
Geriatric Medicine, vol 25, no 1, January 1995, pp 39-41.
Discusses the different roles of primary care, hospitals and voluntary organisations in palliative care.
ISSN: 0268201X
Decision-making by proxy - who knows best?; by J Grimley Evans.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 24-25.
Examines who should represent patients who cannot speak for themselves, and suggests than both family
members and health professionals underestimate the value older people put on life.
ISSN: 1360239X
Decisions and care at the end of life; by Michael Gordon, Peter A Singer.
The Lancet, vol 346, no 8968, 15 July 1995, pp 163-165.
Reviews clinical issues and ethical dilemmas which may arise at the end of life, including consent to treatment,
advance directives, resuscitation, palliative care and euthanasia.
ISSN: 01406736
Depression in life-threatening illness and its treatment; by Pete Saunders.
Nursing Times, vol 91, no 11, 15 March 1995, pp 41-43.
Examines how nursing interventions may help to improve the quality of life of terminally ill patients suffering
from depression.
ISSN: 09547762
Dialysis discontinuation: a "good" death?; by Lewis M Cohen, Jack D McCue, Michael Germain (et al).
Archives of Internal Medicine, vol 155, January 1995, pp pp 42-47.
By the authors' largely subjective criteria, most of a prospective cohort of patients studied who discontinued
dialysis experienced a good death. Improved palliative therapy for some of these dying patients, however, could
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have ameliorated prolonged suffering, delirium, and inadequately treated pain that led to a poor quality of death.
(OFFPRINT.) (RH)
ISSN: 00039926
Disability, dependency and palliative care 1995 - 2005: workshop held at the Royal College of Physicians,
London, January 1995; by Continuing Care at Home - CONCAH; Research for Ageing Trust. Exeter:
CONCAH, 1995, 20 pp.
This workshop identified five key problems relating to informal care of disabled people: communication and
provision of information; inability of service purchasers and providers to judge users' needs; inter-professional
barriers leading to failure in collaboration; confusion about provision of palliative care for non-malignant
conditions; and no clear central strategy for caring for the disabled. Recommendations made called for: higher
political priority for a national strategy for people with disability; more `user-friendly' one-stop shops for
information; education of purchaser and provider agencies on services needed; improved education for all health
and social service professionals on needs of the disabled and their domestic carers; registers of people with
disabilities; promotion of action to prevent disabilities occurring or getting worse; and support for initiatives to
improve inter-professional co-operation in primary care, community health services and social services. (RH)
ISBN: 0951739840
From : CONCAH, 54 Glasshouse Lane, Countess Wear, Exeter, Devon EX2 7BU.
Dying from cancer: results of a national population-based investigation; by Julia Addington-Hall, Mark
McCarthy.
Palliative Medicine, vol 9, 1995, pp 295-305.
(OFFPRINT.)
ISSN: 02692163
Dying well in the hospital: the lessons of SUPPORT (the Study to Understand Prognosis and Preferences for
Outcomes and Risks of Treatment); by Hastings Center. Briarcliff Manor, NY: Hastings Center, NovemberDecember 1995, 36 pp.
Special Supplement, Hastings Center Report 25, no 6, November-December 1995, 36 pp.
The Study to Understand Prognosis and Preferences for Outcomes and Risks of Treatment (SUPPORT) aimed
to increase understanding of dying in US hospitals and to devise an intervention to promote more humane care.
It involved 9,000 terminally ill patients in five teaching hospitals over a four-year period. In the first two years
of the study, the various procedures and services provided to terminally ill patients were examined. The final
stage of the study was intended to address the perceived shortfalls identified in the first stage. An intervention
was tested by means of a two-year controlled trial involving both patients and their doctors. The unexpected
findings revealed that there was little change in procedures and patients' perceptions of care following the
intervention. This special supplement examines the SUPPORT findings and conclusions. (AKM)
From : The Hastings Center, Publications Department, 255 Elm Road, Briarcliff Manor, NY 10510, USA.
Easeful death: caring for dying and bereaved people; by Jeanne Katz, Moyra Sidell. London: Hodder &
Stoughton, 1995, 182 pp.
Examines the caring needs of dying people and the support needs of the bereaved.
ISBN: 0340595140
Price: £8.99
From : Hodder & Stoughton Educational, 338 Euston Road, London NW1 3BH.
The economics of healthcare; by Leon Kreitzman.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 6-9.
Assesses the cost of caring for older people and raises questions about the financial context of advance
directives.
ISSN: 1360239X
Fading away: the experience of transition in families with terminal illness; by Betty Davies, Joanne Chekryn
Reimer, Pamela Brown, Nola Martens. Amityville, NY: Baywood, 1995, 140 pp (Death, Value and Meaning
series).
The purpose of this study was to examine the impact on families having a member with advanced cancer who
was receiving palliative care either at home or in hospital. Research was based on interviews which focused on
how the family was managing the illness situation, the patient's care, and the family's perceptions of care. This
book presents the results of the research, offering a description of the experience of terminal cancer from a
family perspective.
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ISBN: 0895031272
Price: US$23.95 + $3 p+p
From : Baywood Publishing Co., Inc. 26 Austin Avenue, Amityville, New York 11701 USA.
Going well: six projects on death and dying assisted by the Phoenix Fund; by Jef Smith, Counsel and Care.
London: Counsel and Care, December 1995, 46 pp.
Describes and evaluates the work of six projects associated with death or dying: a non-residential hospice
service; a respite care scheme, a bereavement counselling service for dementia carers; the Natural Death Centre;
a training project on older people and AIDS; and the work of the National Funerals College.
ISBN: 189809215X
Price: £6.00
From : Counsel and Care, Twyman House, 16 Bonny Street, London NW1 9PG.
Good care of dying patients: the alternative to physician-assisted suicide and euthanasia; by Greg A Sachs,
Judith C Ahronheim, Jill A Rhymes, Ladislav Volicer (et al).
Journal of the American Geriatrics Society, vol 43, no 5, May 1995, pp 553-562.
Discusses a variety of issues relating to the care of dying patients, including palliative care in acute hospitals,
barriers to effective care of dying patients, and palliative care for people with severe dementia.
ISSN: 00028614
A good death: a guide for patients and carers facing terminal illness at home; by Elizabeth Lee. London:
Rosendale Press, 1995, 188 pp.
Aimed at people who are dying at home and those who care for them, this guide explains what services and
support are available, and describes the management and treatment of common problems such as depression,
bed sores, pain, incontinence and confusion. Includes a list of useful organisations.
ISBN: 1872803164
Price: £8.99
From : Rosendale Press Limited, Premier House, 10 Greycoat Place, London SW1P 1SB.
Guidelines on research in palliative care: getting what is known to be good practice into practice is as important
as moving forward the leading edge; by Tony Crowther (chairman), Working Party on Guidelines on Research
in Palliative Care, National Council for Hospice and Specialist Palliative Care Services. London: National
Council for Hospice and Specialist Palliative Care ..., 1995, unnumbered.
These 16 guidelines follow recommendations made in the Council's Occasional paper number 5, "Research in
palliative care". The ethical challenge in all health care, and in all research, is to achieve a balance between four
principles of medical ethics: respect for autonomy; beneficence - helping the patients; non-maleficence - not
harming the patients; and justice.
Price: FOC
From : National Council for Hospice and Specialist Palliative Care Services, Heron House, 322 High Holborn,
London WC1V 7PW.
Hospice hope; by Lynn Eaton.
Community Care, no 1059, 16-22 March 1995, p 24.
Examines how hospices can meet the needs of ethnic and cultural minorities.
ISSN: 03075508
Information for purchasers: background to available specialist palliative care services; by Gillian Ford, Working
Party on Clinical Guidelines in Palliative Care, National Council for Hospice and Specialist Palliative Care
Services - NCHSPCS. London: NCHSPCS, 1995, 23 pp.
This paper aims to help purchasers - particularly health authority staff - responsible for planning and contracts,
who may not be fully aware of the range and variety of public and voluntary bodies concerned with palliative
care. It describes the background to development of palliative care services, assessment of needs, the types of
people involved, specialist palliative care services, and quality costs and effectiveness.
ISBN: 1898915059
Price: £3.00
Living will; by Terrence Higgins Trust. 2nd ed London: Terrence Higgins Trust, 1995, Unnumbered.
A living will form with explanatory notes.
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Price: FOC
From : Terrence Higgins Trust, 52-54 Grays Inn Road, London WC1X 8JU.
Living wills in a hospital situation; by Andrew Andrews.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 16-17.
Discusses the use of advance directives in hospitals from the viewpoint of an NHS legal adviser.
ISSN: 1360239X
Opening doors: improving access to hospice and specialist palliative care services by members of the black and
ethnic minority communities; by D Hill, D Penso, National Council for Hospice and Specialist Palliative Care
Services. London: National Council for Hospice and Specialist Palliative Care Services, 1995, 60 pp
(Occasional paper, 7).
Examines the provision of specialist palliative services for black and ethnic minority communities and the
factors that affect their access to, and take-up of, those services. Sets out a strategy to promote ethnic and racial
sensitivity in service delivery and to assist health care purchasers and providers in adopting policies to improve
the services.
ISBN: 1898915040
Price: £8.00
From : National Council for Hospice and Specialist Palliative Care Services, 59 Bryanston Street, London W1A
2AZ.
Outcome measures in palliative care; by Irene Higginson, Working Party on Clinical Guidelines in Palliative
Care, National Council for Hospice and Specialist Palliative Care Services - NCHSPCS. London: NCHSPCS,
1995, 12 pp.
In palliative care, outcomes cannot be measured using mortality or disability. Rather outcomes need to reflect:
the patient's quality of life; quality of dying; the needs of the family; and bereavement outcome. Although none
are perfect, many measures have been developed for palliative care, and are reviewed in this document. No
single measure is recommended; several are sufficiently tested and could be piloted locally through agreement
between purchasers and providers.
ISBN: 1898915067
Price: £2.00
Palliative and cancer care in a multicultural society; by M Mossadaq (ed), Bradford Community Health NHS
Trust. Bradford: Bradford Community Health NHS Trust, 1995, 32 pp.
This report presents summaries of papers given at a conference at the Bradford Community Health NHS Trust in
December 1994. It examines reasons why relatively few ethnic minorities seem to take advantage of hospice or
other specialist services, by reference to the East London Hospice Study, and a report for the National Council
for Specialist Palliative Care Services. The nature of provision of services - such as day centres in Leicester - is
described.
Price: £2.00
From : Race and Health Directorate, Bradford Community Health, Leeds Road Hospital, Madsley Street,
Bradford, West Yorkshire BD3 9LH.
Quality control; by C Brodribb.
Community Care Inside, 26 January 1995, p 2-3.
Analyses a study of palliative care workers and their views on the quality of community care for terminally ill
people.
ISSN: 03075508
Serious reservations; by Trisha Greenhalgh.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 20-23.
A general practitioner's view on living wills.
ISSN: 1360239X
Source of knowledge; by Avril Jackson.
Nursing Times, vol 91, no 14, 5 April 1995, pp 55-57.
Outlines the work of the Hospice Information Service, which provides information on all aspects of palliative
care.
ISSN: 09547762
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Specialist palliative care: a statement of definitions; by National Council for Hospice and Specialist Palliative
Care Services. London: National Council for Hospice and Specialist Palliative Care Services, 1995, 16 pp
(Occasional paper, 8).
This statement aims to provide information and guidance for those who purchase, provide or need to access
palliative care, and to describe the various types of palliative care.
ISBN: 1898915083
Price: £2.00
From : National Council for Hospice and Specialist Palliative care Services, 59 Bryanston Street, London W1A
2AZ.
Terminal care of the very old: changes in the way we die; by Katherine A Hesse.
Archives of Internal Medicine, vol 155, 24 July 1995, pp 1513-1518.
The use of advance directives (living wills), limitations of treatment, and medical interventions during terminal
hospitalisation of the oldest old are examined. Study periods before and after the implementation of the Patient
Self-Determination Act 1990 in the US were chosen, to determine if there has been a change in terminal care.
Patients aged 85+ are receiving fewer high-intensity interventions during their terminal hospitalisations. More
attention is being paid to comfort, and few are receiving cardiopulmonary resuscitation (CPR). There is little
reference to formal advance directives in decision-making for these patients. (OFFPRINT.) (RH)
ISSN: 00039926
Threats to the good death: the cultural context of stress and coping among hospice nurses; by B McNamara, C
Waddell, M Colvin.
Sociology of Health & Illness, vol 17, no 2, March 1995, pp 222-244.
Examines how nurses perceive stress in their work environment and how their coping strategies and choice of
support relate to their system of shared values.
ISSN: 01419889
A time to die: ethics of prolonging life; by L Nazarko.
Elderly Care, vol 7, no 1, Jan/Feb 1995, p 10.
Discusses the ethical issues surrounding the discontinuation of medical treatment, and asks whether it is morally
defensible to prolong life in some cases, and whether older confused patients have the same rights to have
treatment discontinued as younger lucid patients.
ISSN: 09568115
When the right to choose is not enough; by Fiona Randall.
EAGLE Journal, vol 3, issue 4, February-March 1995, pp 18-19.
Looks at the problems of writing and interpreting advance directives.
ISSN: 1360239X
1994
Can home care maintain an acceptable quality of life for patients with terminal cancer and their relatives?; by
John Hinton.
Palliative Medicine, vol 8, 1994, pp 183-196.
A study of 77 cancer patients and their relatives found that 90% of their care was at home, 29% died at home,
but 30% were finally admitted for one to three days, and 41% for longer. In the final eight weeks, tolerable
physical symptoms were volunteered by a mean of 63% of patients each week, and psychological symptoms by
17%. Some distress was felt by 11% of patients; this was usually from pain, depression, dyspnoea, anxiety or
weakness, and generally did not persist. Relatives suffered grief, strain or their own ill health. Patients' and
relatives' reports generally matched, except for strain on carers. Various proportions of patients coped by
optimism, fighting their disease, partial suppression or denial, but 50% reached positive acceptance. Relatives
were more aware and accepting. Home treatment was usually praised; but realistic preference for home care fell
steadily from 100% to 54% of patients and 45% of relatives. At follow-up, most relatives approved of where
patients had received care and died. (RH)
ISSN: 02692163
Care of dying patients in hospital; by Mina Mills, Huw T O Davies, William A Macrae.
British Medical Journal, vol 309, no 6954, 3 September 1994, pp 583-586.
Presents findings from a study of the quality of care of dying patients in a general hospital.
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ISSN: 09598138
Caring for someone who is dying; by Penny Mares, Age Concern England - ACE. London: Age Concern
England, 1994, 120 pp (Caring in a crisis series).
Aimed at informal carers of terminally ill people, this book provides practical information on how to find out
about the illness, services, financial and legal matters, and how to deal with bereavement and grief.
ISBN: 0862421586
Price: £6.95
From : Age Concern England, 1268 London Road, London SW16 4ER.
Clinical decision-making and the "treat or not to treat" dilemma in geriatrics: ethical implications; by P
Cattorini, N Marchionni.
Aging: Clinical and Experimental Research, vol 6, no 6, December 1994, pp 391-398.
Looks at the use of age-based criteria in decisions on whether or not to provide treatment, and discusses the
ethical responsibilities in relation to under-treatment and over-treatment.
ISSN: 03949532
Contracting with the national health service: revised guidelines for voluntary hospices; by John Appleby
(compiler), National Council for Hospice and Specialist Palliative Care Services. London: National Council for
Hospice and Specialist Palliative Care Services, 1994, 16 pp (Occasional paper, 6).
Aimed at managers in hospices and palliative care services, these guidelines explains the contracting process.
ISBN: 1898915032
Price: £3.00
From : National Council for Hospice and Specialist Palliative Care Services, 59 Bryanston Street, London W1A
2AZ
Dignity at last; by C Mihill.
The Guardian, 31 August 1994, pp 12-13.
Discusses the developments made in palliative care, in particular in hospice care.
ISSN: 02613077
Dying at home; by Liz Bingham.
Care of the Elderly, vol 6, no 10, October 1994, p 372.
Discusses the value of allowing patients to remain at home during final stages of their illness.
ISSN: 09554262
The elderly cancer patient and his spouse: two perceptions of the burden of caregiving; by O Gilbar.
Journal of Gerontological Social Work, vol 21, nos 3/4, 1994, pp 149-158.
Assesses factors influencing caregiver burden of spousal caregivers to cancer suffers.
ISSN: 01634372
From : http://www.tandfonline.com
Euthanasia: can be part of good terminal care; by A P M Heintz.
British Medical Journal, vol 308, no 6945, 25 June 1994, p 308.
Discusses the need for regulations to safeguard against misuse of euthanasia in terminal care.
ISSN: 09598138
Impact of special care unit for patients with advanced Alzheimer's disease on patients' discomfort and costs; by
L Volicer, A Collard, A Hurley, C Bishop (et al).
Journal of the American Geriatrics Society, vol 42, no 6, June 1994, pp 597-603.
Compares outcomes for Alzheimer's patients treated in a Dementia Special Care Unit based on a philosophy of
palliative care, and those in traditional long-term care.
ISSN: 00028614
Independent hospice care in the community: two case studies; by D Clark, B Neale.
Health & Social Care in the Community, vol 2, no 4, July 1994, pp 203-212.
Looks at the possibilities for the future development of the hospice movement, and assesses which models of
care would be most appropriate to current needs and existing patterns of provision.
ISSN: 09660410
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Indicators of quality medical care for the terminally ill in nursing homes; by T Keay, L Fredman, G Taler, S
Datta (et al).
Journal of the American Geriatrics Society, vol 42, no 8, August 1994, pp 853-860.
Identifies medical care indicators for nursing home terminal care, provides a literature review and defines
terminal care for the purposes of total quality management and reviews the role of the physician.
ISSN: 00028614
The institutionalization of the good death; by Beverley McNamara, Charles Waddell, Margaret Colvin.
Social Science and Medicine, vol 39, no 11, 1994, pp 1501-1508.
There has been concern in the UK and North America that the increasing institutionalisation of hospice care
may compromise the movement's founding ideals. This study uses Australian data based on interviews with
nurses and participant observation in an in-patient hospice unit and a community-based hospice service, to
investigate whether the "good death" ideal, as central to the hospice philosophy, is compatible with the
institutionalisation of hospice care. Five challenges to the philosophy of hospice care are identified:
encroachment of mainstream medicine and the medical technical imperative to treat; competing motivations;
delineation of intellectual structures; organisational maintenance; and routinisation of the "good death". This
conceptual framework is based on the way in which nurses and other health care professionals have used shared
logic and strategies to negotiate the daily demands of their work, and illustrate the tension that arises between
maintaining the ideal and maintaining the organisation. (RH)
ISSN: 02779536
Last chance to care; by Michael Day.
Nursing Times, vol 90, no 37, 14 Sept 1994, pp 20.
Report on plans to carry out a national audit of current provision in palliative care.
ISSN: 09547762
Living wills: anticipatory decisions and advance directives; by Charles Erin, John Harris.
Reviews in Clinical Gerontology, vol 4, no 3, August 1994, pp 269-275.
Discusses the moral issues, societal views, the implications for clinical practice and various legal questions
which arise as a result of living wills.
ISSN: 09592598
Medical treatment and older people: Part II: The right to refuse treatment; by Gordon R Ashton.
EAGLE Journal, vol 3, issue 3, December-January 1994, pp 4-9.
Looks at the legal position in relation to the right to refuse medical treatment, and discusses the validity, legality
and practical issues surrounding durable powers of attorney and advance directives.
ISSN: 1360239X
A model response; by Jeanette Webber.
Nursing Times, vol 19, no 25, 22 June 1994, pp 66-68.
Describes and discusses the role of the Macmillan nurse in cancer care.
ISSN: 09547762
Palliative care 1994: service provision for Black and ethnic groups: specific issues for consideration; by South
Thames Regional Health Authority. London: South Thames Regional Health Authority, 1994, 20 pp.
Sets out some of the key areas for consideration in relation to service provision that may be required for black
and minority ethnic groups, including access to care, interpreters, dietary needs, pain management and care at
and after death.
From : North Thames Regional Health Authority, 40 Eastbourne Terrace, London W2 3QR.
Palliative care : needs, definitions, standards: a consultative document ... report prepared by a Working Party
chaired by Dr John Wiles; by John Wiles, National Council for Hospice and Specialist Palliative Care Services.
London: National Council for Hospice and Specialist Palliative Care Services, 1994, 18 pp.
This document is intended to provide information and guidance for those who purchase terminal and palliative
care services as well as those who might need them. It is also designed to help those who provide health and
social care to dying people to understand the nature and value of a still relatively new range of services. The
report draws particular attention to the need to recognise the important contribution of specialists and of
specialist palliative care services. (RH)
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From : National Council for Hospice and Specialist Palliative Care Services, First floor, 34-44 Britannia Street,
London WC1X 9JG.
Passing the buck: cost-shunting from the NHS to local authorities: a Labour Party survey on the effects of the
health market on community care; by D Hinchliffe, Labour Party. London: Labour Party, 1994, 5 pp.
Presents findings from a survey of community care service provision in local authorities. Argues that palliative
care is being pushed on to local authorities and privatised following the Government's changes to the NHS.
From : The Labour Party, 150 Walworth Road, London SE17 1JT.
Patterns of predeath service use by dementia patients with a family caregiver; by C Collins, K Ogle.
Journal of the American Geriatrics Society, vol 42, no 7, July 1994, pp 719-722.
Family caregivers who experienced the death of their relative were surveyed about service use patterns in the 90
days before the death.
ISSN: 00028614
A policy for palliative care: report of the SETRHA Palliative Care Policy Development Steering Group; by
Palliative Care Policy Development Steering Group, South East Thames Regional Health Authority
(SETRHA).: SETRHA, 1994, 22 pp + appendices.
The STRHA Palliative Care Policy Development Steering Group was established with the aims of defining
palliative care, assessing need and potential demand for such services, and comparing existing supply patterns in
the South East Thames Region. Other aims of the Steering Group were: the development of quality standards,
audit and contracting skills. This report outlines the development of these policy areas. (RH)
Privileged position; by Eva Garland.
Nursing Times, vol 90, no 44, 2 November 1994, pp 62-63.
Charts the development of Marie Curie Cancer Care, and describes the role of it's nurses.
ISSN: 09547762
Registered nursing homes and people with a terminal illness: a guide to good practice: report of a Working
Group of the Scottish Partnership Agency for Palliative and Cancer Care; by Scottish Partnership Agency for
Palliative and Cancer Care. Edinburgh: Scottish Partnership Agency for Palliative and Cancer Care, 1994, 16
pp.
This guidance relates to the standards and resources which registered nursing homes seeking to care for people
with terminal illness should provide, in relation to meeting individual needs, management and philosophy of
care, accommodation, furniture and equipment, staffing, drugs, complaints and deaths and bereavement.
From : Scottish Partnership Agency for Palliative and Cancer Care, 1a Cambridge Street, Edinburgh EH1 2DY,
Scotland.
Report of the Select Committee on Medical Ethics: Volume 1: Report; by Select Committee on Medical Ethics,
House of Lords. London: HMSO, 1994, 70 pp (HL Paper 21-I, session 1993-94).
Examines the ethical and clinical implications of any changes to the law relating to euthanasia, assisted suicide,
and the circumstances in which medical treatment may be withdrawn, limited or not initiated. The role of the
hospice movement, advances in medical care of the terminally ill, and the experience of other countries, in
particular Western Europe and the USA are also considered.
ISBN: 010481294X
Price: £12.95
From : HMSO Publications Centre, PO Box 276, London, SW8 5DT.
Sounding it out; by Marion Garnett.
Nursing Times, vol 90, no 34, 24 August 1994, pp 64-68.
Investigates the past experience and future demand for aromatherapy, guided imagery, relaxation and massage
as forms of complementary therapy in terminal care.
ISSN: 09547762
The spiritual component of palliative care; by Alison Grey.
Palliative Medicine, vol 8, 1994, pp 215-221.
The underlying aim of palliative care is to help people to die well, in comfort and in dignity, by meeting their
physical, emotional, social and spiritual needs. Whilst physical, social and emotional components are reasonably
clearly understood, the spiritual component is far less well defined and given little consideration in nursing
education. This article discusses the concept of spirituality within palliative care. It considers aspects of religion
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and creativity in relation to spirituality, which may be inter-related as well as being significant in their own
right. The nurse's role within the multi-disciplinary team is explored. The expertise required as well as the
emotional effect on nurses offering spiritual support is described. (RH)
ISSN: 02692163
Terminal care in old age psychiatry: a survey of professionals' attitudes and approaches; by Josephine Anne
Richards, James Lindesay.
Psychiatric Bulletin, vol 17, no 4, April 1994, pp 207-209.
Investigates psychiatrist's attitudes and approaches to the withholding of treatment for patients who are unable
to make this choice for themselves.
ISSN: 09556036
Towards a compassionate model of care; by Roger Watson.
Journal of Dementia Care, vol 2, no 6, Nov/Dec 1994, pp 18-19.
Argues that the skills of hospice care provide an appropriate and helpful model for care of people in the terminal
stages of dementia.
ISSN: 13518372
The troubled dream of life: in search of a peaceful death; by Daniel Callahan. New York: Simon and Schuster,
1994, 255 pp.
The author examines why the care of the dying, and the termination of treatment, have proved to be such
difficult issues, despite intensive reform efforts in the US. Euthanasia is discussed, and it is suggested there are
other ways of achieving a peaceful death: we need to examine the way we view death and the care of the dying
and the critically ill. (RH)
ISBN: 0671887211
Price: £11.95
From : Georgetown University Press, P O Box 4866, Hampden Station, Baltimore, MD 21211-4866, USA.
Voluntary benefits; by Joy Ogden.
Nursing Times, vol 90, no 25, 22 June 1994, pp 64-66.
Looks at voluntary and NHS hospices and the implications of new contracts which must be established between
the voluntary sector and the NHS by 1995.
ISSN: 09547762
Which patients with terminal cancer are admitted from home care?; by John Hinton.
Palliative Medicine, vol 8, 1994, pp 197-210.
The factors relating to admission of 415 patients with terminal cancer from a reputable home care service to
hospice are examined. Reasons given by staff for immediate admissions were mostly to improve symptom
control or to provide respite; for final admissions, the reasons were symptom control, patients' deteriorated state,
and relatives needing relief. Independent weekly assessments usually concurred in showing increased problems
or distress preceding final admission, particularly patients' weakness, pain, depression and anxiety, and relatives'
fatigue, anxiety or depression. Few patients living alone or with unfit relatives stayed at home. The proportion
of patients admitted steadily increased as care lengthened. Recognition of both immediate and underlying causes
of admission can indicate where further treatment or assistance is needed, and also improve understanding so
that patients and relatives may be suitably supported or helped to adjust. (RH)
ISSN: 02692163
The year before death; by Clive Seale, Ann Cartwright. Aldershot: Avebury, 1994, 241 pp.
Over the past 30 years death, and the care of people who are dying, have increasingly become subjects of public
discussion. However, the debate has mainly focused on terminal care from the perspective of the care providers,
rather than focusing on the circumstances and experiences of people who are facing death. This book explores
the impact of demographic and policy changes on the situation of people who die, focusing on the period
between 1969 and 1987, the dates of two British research studies which are the focus of the book. In part one,
the experience of illness, death and bereavement is explored, focusing on communication and awareness,
religious belief, caring, social class differences, and older age. The second part examines people's experiences of
the care they receive in the year before death, covering hospices, hospitals, residential and nursing homes, and
day centres. Part three considers the views of the health care professionals who participated in the surveys,
concerning issues of care in the community. In addition, the role of general practitioners (GPs), community
nurses, and the experiences of these services by dying people, their relatives and friends is considered. Finally,
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relationships and communication between different professionals involved in the care of dying people is
examined. (AKM)
ISBN: 1856286045
From : Ashgate Publishing Group, Gower House, Croft Road, Aldershot, Hampshire GU11 3HR.
1993
Capacity to complete an advance directive; by M Silberfeld, C Nash, P Singer.
Journal of the American Geriatrics Society, vol 41, no 10, October 1993, pp 1141-1143.
Differentiates between the capacity to make a living will and the capacities to make treatment decisions or
testamentary wills, and makes suggestions for guidelines on the assessment of capacity to make a living will.
ISSN: 00028614
Changes in death and dying: the past 25 years; by Clive Seale.
Critical Public Health, vol 4, no 3, 1993, pp 4-11.
Looks at the changing care needs of people who are dying over the last 25 years.
ISSN: 09581596
Death and dying; by Clive Seale, David Field, David Clark, Irene Higginson, Nicky James, Jeanne Samson
Katz, Glennys Howarth.
Critical Public Health, vol 4, no 3, 1993, 53 pp (whole issue).
Special issue on death and dying. Articles on education for terminal care, hospices, palliative care, ethnic
minorities, and AIDS.
ISSN: 09581596
Death, dying and bereavement; by Donna Dickenson, Malcolm Johnson (eds). London: SAGE; Open
University, 1993, 321 pp (Open University K260 Reader).
"Death, dying and bereavement" is the Course Reader for the Open University course K260 "Death and dying",
and addresses both the practical and metaphysical aspects of death. An interdisciplinary approach is adopted,
including perspectives from literature, theology, sociology and psychology. Contributions - many of which were
commissioned for this book - are from professionals, with more intimate accounts from carers and bereaved
people. The book is in four parts. Part 1 contextualises the contemporary experience of dying and death. Part 2,
on preparation for death, considers law and ethics in medicine. Part 3, on caring for dying people, focuses on
treatments, therapies and palliative medicine. Part 4 concerns bereavement and grief, and what can be done to
diminish their pain. (RH)
ISBN: 0803987978
From : SAGE Publications Ltd, 6 Bonhill Street, London EC2A 4PU.
Discussions about limiting treatment in a geriatric clinic; by S Dorr Goold, R Arnold, L Siminoff.
Journal of the American Geriatrics Society, vol 41, no 3, March 1993, pp 277-281.
Study to assess the frequency and content of discussions about withholding treatment between doctors and
elderly outpatients, identifying age and prognosis as factors which are sometimes, but not consistently,
influential.
ISSN: 00028614
Dissociation between the wishes of terminally ill parents and decisions by their offspring; by M Sonnenblick, Y
Friedlander, A Steinberg.
Journal of the American Geriatrics Society, vol 41, no 6, June 1993, pp 599-604.
Looks at the treatment decisions made by the offspring of terminally ill patients, considering influencing factors
such as demographic and educational characteristics, closeness of relationship and religiosity, and discusses the
ethical considerations inherent in the decision process, particularly where the decision of the offspring differed
from that of the patient.
ISSN: 00028614
Drafting a living will; by Denzil Lush.
EAGLE Journal, vol 2, no 2, Oct/Nov 1993, pp 4-9.
Guidelines on how to prepare and draft a living will.
ISSN: 1360239X
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Key ethical issues in palliative care: evidence to House of Lords Select Committee on Medical Ethics; by
National Council for Hospice and Specialist Palliative Care Services. London: National Council for Hospice and
Specialist Palliative Care Services, July 1993, 17pp (Occasional paper, 3).
Presents the views of specialists in palliative care.
Price: £2
From : NCHSPCS, 59 Bryanston Street, London W1A 2AZ
A living will precedent; by Denzil Lush.
EAGLE Journal, vol 2, no 3, Dec/Jan 1993, pp 4-7.
Guidelines on how to prepare and draft a living will.
ISSN: 1360239X
Medical treatment preferences of nursing home residents: relationship to function and concordance with
surrogate decision-makers; by K Walker, S Gilliland, K Vance-Bryan, J Moody (et al).
Journal of the American Geriatrics Society, vol 41, no 9, September 1993, pp 953-960.
The objectives of the study were to compare the treatment decisions made by patients with those made by their
self-selected proxy, to establish the effect of health status on treatment decisions and to explore the relationship
of residents sociodemographic characteristics, functional status, depressive symptoms, cognitive ability and risk
aversion to their own and the proxy's decision.
ISSN: 00028614
Needs assessment for hospice and specialist palliative care services: from philosophy to contracts: papers
presented at a conference sponsored by Janssen Pharmaceutical Ltd, held in London on 19 April 1993; by
Margaret Robbins (ed), National Council for Hospice and Specialist Palliative Care Services. London:
NCHSPCS, 1993, 34 pp (Occasional paper, no 4).
Addresses the issues involved in assessing the need for palliative care and relating the needs to the process of
contract setting.
ISBN: 1898915008
Price: £3.00
From : National Council for Hospice and Specialist Palliative Care Services, 59 Bryanston Street, London W1A
2AZ
Palliative care; by Janet Doyle.
Elders: the Journal of Care and Practice, vol 2, no 1, January 1993, pp 31-44.
Discusses the availability of palliative care, identifies effective practice and areas for improvement, and
describes established organisational standards for the dying and bereaved.
ISSN: 09646914
Palliative care: a review of past changes and future trends; by Irene Higginson.
Journal of Public Health Medicine, vol 15, no 1, March 1993, pp 3-8.
Looks at the role and development of palliative care in the NHS.
Partners in care; by Michael Connolly.
Nursing Times, vol 90, no 44, 2 November 1993, pp 58-61.
Describes the ideals of palliative care which encompass holism, teamwork, patient and family centred care.
ISSN: 09547762
The purposes of a living will; by Denzil Lush.
EAGLE Journal, vol 1, no 6, Jun/Jul 1993, pp 4-8.
Considers the purposes of a living will, such as to safeguard dignity, to save resources and to plan for
incapacity.
ISSN: 1360239X
Supporting life through tube feeding: factors influencing surrogate decision-making; by Donna Wilson.
Canadian Journal on Aging, vol 12, no 3, Fall 1993, pp 298-310.
Many individuals have tube feeding implemented in the end stages of life. It is also common to have surrogates
making life support decisions for others. When family members are placed in the role of decision-maker for an
incompetent patient, what factors influence life support decisions? A case study and ethnomethodological
inquiry provide an in-depth understanding of factors that influenced one daughter in her decision to have tube
feeding implemented for her incompetent and severely debilitated mother. The decision was difficult and

184

constituted a time of crisis. Unfortunately, the most influential factors were: urgency in the face of impending
death; lack of insight into the mother's values and preferences in relation to life support through tube feeding;
lack of knowledge as to what tube feeding involved; and the belief that tube feeding would not prolong her
mother's life and suffering. Nine other, less influential, factors were also found. Improving the sensitivity of
health care professionals to the agony of decision-making and to the decision-making process for life support
are the major focuses of this paper. (RH)
ISSN: 07149808
What is appropriate health care for end-stage dementia?; by D Luchins, P Hanrahan.
Journal of the American Geriatrics Society, vol 41, no 1, January 1993, pp 25-30.
Study to determine the level of medical or palliative care which professional and family caregivers viewed as
appropriate for end stage dementia patients.
ISSN: 00028614
1992
The Appleton International Conference: developing guidelines for decisions to forgo life-prolonging medical
treatment; by John M Stanley (ed), Institute of Medical Ethics; British Medical Association - BMA.
Journal of Medical Ethics supplement, vol 18, September 1992, 22 pp.
The Appleton Conference Project began in 1987 with an international working conference for practising
clinicians regarding decisions to withhold or withdraw life-sustaining treatment. This document presents the
ethical background and the guidelines in four parts. Part I concerns decisions involving patients who have
decision-making capacity, or patients who have executed an advance directive (or living will) before losing this
capacity. Part II deals with decisions involving patients who have lost the capacity to make decisions and who
have not executed an advance directive. Part III addresses decisions involving neonates and other patients who
have never achieved decision-making capacity. Part IV, discusses decisions to forgo life-sustaining treatment
under conditions of scarcity. (RH)
ISSN: 03066800
Attitudes toward discussing life-sustaining treatments in extended care facility patients; by N Lurie, A Pheley, S
Miles, S Bannick-Mohrland.
Journal of the American Geriatrics Society, vol 40, no 12, December 1992, pp 1205-1209.
Examines the attitudes of nursing home patients toward discussing life-sustaining treatment plans with their
physicians and the factors associated with those attitudes.
ISSN: 00028614
Depression in the elderly: effect on patient attitudes toward life-sustaining therapy; by M Lee, L Ganzini.
Journal of the American Geriatrics Society, vol 40, no 10, October 1992, pp 983-987.
Examines the effect of depression on preferences for life-sustaining treatment in older people. Results suggest
that depression is associated with treatment refusal in situations with good medical prognosis.
ISSN: 00028614
Discussion paper on treatment of patients in persistent vegetative state: for consultation; by Medical Ethics
Committee, British Medical Association - BMA. London: BMA, 1992, 26 pp.
This discussion paper attempts to define the persistent vegetative state, and examines the practical and ethical
questions associated with the condition, including uncertainties with diagnosis. It considers the principal
treatment options and some attitudes to them, and draws attention to the vital need for early rehabilitative
measures. The legal position in the UK is reviewed as far as it can be clarified. The needs of patients' 'relatives'
are also considered.
From : Secretary, Medical Ethics Committee, British Medical Association, BMA House, Tavistock Square,
London WC1H 9JP.
Geriatricians' attitudes toward assisting suicide of dementia patients; by D Watts, T Howell, B Priefer.
Journal of the American Geriatrics Society, vol 40, no 9, September 1992, pp 878-885.
Examines the attitudes of geriatricians toward assisting suicide of dementia patients.
ISSN: 00028614
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The influence of treatment descriptions on advance medical directive decisions; by T Malloy, R Wigton, J
Meeske, T Tape.
Journal of the American Geriatrics Society, vol 40, no 12, December 1992, pp 1255-1260.
Examines whether the wording of the descriptions of life-sustaining interventions affects the choices older
people make when making a living will.
ISSN: 00028614
Life sustaining interventions in frail elderly persons: talking about choices; by F Russell Kellogg, Madeleine
Crain, June Corwin (et al).
Archives of Internal Medicine, vol 152, November 1992, pp 2317-2320.
There is controversy concerning the use of life-sustaining measures such as cardiopulmonary resuscitation
(CPR) and tube feeding. The authors studied the short-term emotional impact of a doctor-initiated discussion
with frail housebound older patients. Most welcomed the discussion which proved therapeutic for some,
possibly because their personal control was enhanced. Clear choices usually emerged regarding their future care.
On follow-up, however, several were indecisive about their choices. (RH)
ISSN: 00039926
The physician's decision to use tube feedings: the role of the family, the living will, and the Cruzan decision; by
J Ely, P Peters, S Zweig, N Elder (et al).
Journal of the American Geriatrics Society, vol 40, no 5, May 1992, pp 471-475.
Examines the factors which influence physicians to use tube feeding in patients lacking decision-making
capacity. Concludes that the opinion of the family is the most influential factor.
ISSN: 00028614
Predictors of advance directive restrictiveness and compliance with institutional policy in a long-term-care
facility; by A Batchelor, D Winsemius, P O'Connor, T Wetle.
Journal of the American Geriatrics Society, vol 40, no 7, July 1992, pp 679-684.
Examines the factors influencing patients' decisions regarding life-sustaining treatment in the event of future
incapacity.
ISSN: 00028614
Quality, standards, organisational and clinical audit for hospice and palliative care services; by National Council
for Hospice and Specialist Palliative Care Services. London: National Council for Hospice and Specialist
Palliative Care Services, 1992, 20 pp (Occasional paper, 2).
Guidelines on how to introduce audit and quality measures into hospice and palliative care environments.
Price: £2.50
From : National Council for Hospice and Specialist Palliative Care Services, 59 Bryanston Street, London W1A
2AZ
A time to live or a time to die?; by Stephanie Sanders.
Nursing Times, vol 88, no 45, 4 November 1992, pp 34-36.
Explains the concept of passive euthanasia.
ISSN: 09547762
1991
Care of people with terminal illness; by Joint Advisory Group National Association of Health Authorities and
Trusts - NAHAT. Birmingham: NAHAT, 1991, 30 pp.
Discusses the definitions of terminal illness and palliative care, issues of quality of care within the contract
culture and standards of adequacy of care in the context of the requirements of the Registered Homes Act 1984.
ISBN: 0946832811
Price: £12.00
From : NAHAT, Birmingham Research Park, Vincent Drive, Birmingham B15 2SQ
Dying from cancer: the views of bereaved family and friends about the experiences of terminally ill patients; by
J M Addington-Hall, L D MacDonald, H R Anderson (et al).
Palliative Medicine, vol 5, 1991, pp 207-214.
80 carers of cancer patients in inner London who died between 1987 and 1989 were interviewed eight weeks
after a cancer patient's death. Anorexia, breathlessness, pain, insomnia and depression were all experienced by
more than half of patients in the last week of life. 20% of patients in pain were reported to have had no effective
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treatment. Carers of patients dying at home were significantly more likely to feel that the place of death had
been right for the patient than carers of those dying in hospital (97% vs 53%). Half (36) of the carers were
dissatisfied with hospital care; the main reason given was that the nurses were too busy to provide adequate
care. Other major areas of dissatisfaction were the information received from the hospital (including timing of
death); care provided by GPs; lack of continuity of care provided by district nurses who appeared to be rushed;
the need for equipment to help with nursing the patient; and withholding of help at night. More attention should
be paid to ensuring that good symptom control is achieved for all patients. More support from GPs, community
nursing and social services is needed to enable patients to remain at home. (RH)
ISSN: 02692163
A framework for the care of the terminally ill; by South West Thames Regional Health Authority. London:
South West Thames Regional Health Authority, 1991, 73 pp.
This document identifies good practice in care of the dying, particularly the needs of those who die of causes
other than cancer. It discuses the context within which care services are provided; factors affecting patient care;
the accepted principles which should direct care for dying people, and the application of these principles to
differing patient groups; and education and training. (RH)
ISBN: 0905133102
A home care service for terminally ill patients in Edinburgh; by D Doyle.
Health Bulletin, vol 49, no 1, January 1991, pp 14-23.
Describes the work of the St Columbus Hospice home care service 1977-1987, covering it's aims, the services it
provided and the results it obtained.
ISSN: 03748014
Hospice care: Jewish reservations considered in a comparative ethical study; by Peter Byrne, G R Dunstan, Lord
Jakobovits (et al).
Palliative Medicine, vol 5, 1991, pp 187-200.
Hospice care, the origin and growth of which is described, now has its own regimen and philosophy of care.
Elements of this were believed to be contrary to Rabbinic prescriptions for the care of the dying, particularly the
duty to sustain hope. A philosophical study shows that the practice and Rabbinic principles are not necessarily
contradictory. Beliefs about life, death and dying in Eastern religions and in Christianity are outlined to show
that these too are compatible with the goals and methods of hospice care. (RH)
ISSN: 02692163
Nursing home care of terminally ill people: a handbook for health authorities; by National Association of Health
Authorities and Trusts - NAHAT. Birmingham: NAHAT, 1991, 16 pp (Registration and inspection of nursing
homes supplement).
These guidelines are concerned with the attributes and services needed to meet the standard of adequacy if care
of the terminally ill is to be provided.
ISBN: 0946832803
Price: £8.00
From : NAHAT, Birmingham Research Park, Vincent Drive, Birmingham B15 2SQ
The old man's friend?; by Joe McGhee.
Nursing Times, vol 81, no 39, 25 Sept 1991, pp 44-45.
Discusses the decision to treat elderly patients who are chronically or terminally ill.
ISSN: 09547762
Palliative care: the nurse's role in helping families through the transition of "fading away"; by Joanne Chekryn
Reimer, Betty Davis.
Cancer Nursing, vol 14, no 6, 1991, pp 321-327.
A fundamental tenet of palliative care is that the entire family, not just the patient, is the unit of care. This
Canadian paper expands on nursing approaches, so that nurses may be better prepared to help families through
the transition of fading away. (OFFPRINT.) (RH)
The role of hospitals in caring for people in the last year of their lives; by A Cartwright.
Age and Ageing, vol 20, no 4, July 1991, pp 271-274.
A longitudinal study (1969-1987) examining the extent and distribution of hospital or hospice care and the
characteristics of those admitted. Results raise questions about traditional emphasis on diagnosis and cure in
hospital care, training of medical students, and adequacy of care for the elderly.
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ISSN: 00020729
To be partners in care?; by David Clark.
The Health Service Journal, vol 101, no 5234, 17 January 1991, pp 26 - 27.
Hospice care.
ISSN: 09522271
Towards partnership in palliative and cancer care; by Tom Scott.
Health Bulletin, vol 49, no 1, January 1991, pp 24-26.
Describes the meeting between a range of organisations and service providers in Scotland to discuss how they
might act together for the enhancement of palliative care available to cancer patients and their families.
ISSN: 03748014
1990
Care of the terminally ill; by Hospitaller Order of St John of God.: Brothers of St. John of God, 1990?, 19 pp.
Looks at terminal care by general practitioners, pastoral care workers and church ministers.
Fostering hope in terminally-ill people; by Kaye Herth.
Journal of Advanced Nursing, vol 15, 1990, pp 1250-1259.
Hope was defined as an inner power directed towards enrichment of "being". In this particular study, overall
hope levels among the 30 terminally ill subjects were high - with the exception of those diagnosed with AIDS and were found to remain stable over time and across background variables. Based on interview responses,
seven hope-fostering and three hope-hindering categories were identified. (OFFPRINT.) (RH)
ISSN: 03092402
The last 48 hours of life; by Ivan Lichter, Esther Hunt.
Journal of Palliative Care, vol 6, no 4, 1990, pp 7-15.
Though patients usually die peacefully, problems may arise in the last period of a terminal illness. In the final
days, new symptoms may arise, or there may be an exacerbation or recurrence of symptoms previously well
controlled. An awareness of the nature of the problems that may arise in the last 48 hours of life makes it
possible to keep the patient comfortable to the end. (OFFPRINT.) (RH)
On death without dignity: the human impact of technological dying; by David Wendell Moller. Amityville, NY:
Baywood, 1990, 116 pp (Perspectives on Death and Dying, 6).
Critically examines attitudes towards death and dying in medical care and in society at large, and argues that the
faith in science and technology and the cultural commitment to individualism underlie the social isolation of
dying in the United States.
ISBN: 0895030675
Price: US$24.95 + $3.00 p+p
From : Baywood Publishing Company, Inc., 26 Austin Avenue, Amityville, New York 11701, USA.
Slow euthanasia?: the deaths of psychogeriatric patients; by D Black, D Jolley.
British Medical Journal, vol 300, no 6735, 19 May 1990, pp 1321-1323.
Examines the role of psychogeriatric services in managing deaths of their clients, and suggests that it may be
improved if lessons learnt from hospice practices are adopted.
ISSN: 09598138
1989
Hospices now: part two; by Jenny Peterson.
Charity, vol 6, no 8, June 1989, pp 10-14, 16.
Reviews hospice activity in 1989.
Palliative care of the terminally ill; by J F Hanratty. Oxford: Radcliffe Medical Press, 1989, 81 pp.
The first part of this book is concerned with the philosophy of terminal illness and will assist with the
compassionate approach to patient care. The second part is a guide for the control of distressing symptoms in
the dying patient. (KJ)
ISBN: 1870905016
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Problems of terminal care in elderly patients; by A M Blackburn.
Palliative Medicine, vol 3, 1989, pp 203-206.
(OFFPRINT.)
ISSN: 02692163
Till death do us part: pets in tbe ward; by Elizabeth McKee.
Nursing Times, vol 85, no 39, 27 Sept 1989, pp. 57 - 58.
The benefits of allowing a patient to have her dog with her in a hospice
ISSN: 09547762
1988
AIDS and the hospice; by Howard Berliner.
The Health Service Journal, 14 April 1988, pp 424.
Looks at the provision of hospice care for people with AIDs within the American healthcare system.
ISSN: 09522271
Life-sustaining technologies and the elderly; by Office of Technology Assessment Taskforce (US).
Philadelphia: Science Information Resource Center, 1988, 459 pp.
Aims to provide an array of public policy options that will support clinical decisions about the use of lifesustaining technologies, such as CPR (cardiopulmonary resuscitation), in older people. Discusses cost of
equipment, legal and ethical issues, the experience of patients and their families and training of health
professionals.
ISBN: 0397530242
Price: £27
The living will: consent to treatment at the end of life: report by Age Concern Institute of Gerontology and
Centre of Medical Law and Ethics, King's College, London. London: Edward Arnold, 1988, 90pp.
Current legal and medical practice
Path to a more dignified death; by Richard Green.
The Health Service Journal, vol 98, no 5100, 12 May 1988, pp 538-539.
Provides guidelines for district plans for care of terminally ill people and their relatives.
ISSN: 09522271
1987
Caring for Kathleen; by Janet Worswall.
Nursing Times, vol 83, no 35, 2 Sept 1987, pp 28-30.
Caring for a dying relative at home.
ISSN: 09547762
Death and bereavement; by Robert Kastenbaum.: American Society on Aging, Spring 1987.
Generations, vol XI, no 3, Spring 1987.
Topics include hospices, grief, suicide.
ISSN: 07387806
Taking the dignity out of dying; by Paul Burgess.
Community Care, no 667, 2 July 1987, p 17.
The inadequacy of the social security system's response to terminal illness with particular reference to the
defects in the attendance allowance scheme.
ISSN: 03075508
The treatment of terminally ill geriatric patients; by J A Wilson, P M Lawson, R G Smith.
Palliative Medicine, vol 1, 1987, pp 149-153.
A retrospective study of 150 patients who died in assessment and long-stay wards in a geriatric unit to assess
problems during their terminal illness found that 32% of long stay and 41% of the assessment patients were
considered to have been distressed during the last week of life. Agitation was the commonest form of distress.
The authors identify the following potential problems: dehydration; the prescription of unnecessary drugs; and
respiratory symptoms. These factors indicate that more attention to comfort is required in terminal care. (RH)
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ISSN: 02692163
1986
The dying patient: what to say: when to listen; by Nigel C H Stott.
Geriatric Medicine, vol 16, no 3, May 1986, pp 30-32.
Positive management of communication with the dying and their relatives can be rewarding for both sides.
ISSN: 0268201X
Easing emotional distress; by Margaret Webster.
Nursing Times, vol 82, no 44, 29 Oct 1986, pp 43-44.
How nurses can help the terminally ill cope with their imminent death.
ISSN: 09547762
East end doc: hospices and the dying; by Richard Lamerton. Cambridge: Lutterworth Press, 1986, 105pp.
The author describes his work whilst based at St Joseph's Hospice - caring for the needs of those who are dying
both in their own homes and in the hospice.
A family concern; by Chris Woodhall.
Nursing Times, vol 82, no 43, 22 Oct 1986, pp 31-33.
The family plays an important role in the care of the terminally ill both at home and in the hospital.
ISSN: 09547762
The hospice: a place to die in peace and dignity; by Jennifer Nichols.
Social Work Today, no 42, 30 June 1986, pp 22-23.
Hospice in the US - a programme of integrated care for the dying with the family as the main part.
ISSN: 00378070
The last refuge; by Cicely Saunders.
Nursing Times, vol 82, no 43, 22 Oct 1986, pp 28-30.
How hospices have evolved.
ISSN: 09547762
Survey of private and voluntary residential and nursing homes for the Department of Health and Social Security;
by Ernst and Whinney. London: Ernst and Whinney, 1986, unnumbered pages + appendices.
A survey of the market, costs and charges of residential and nursing homes for elderly, mentally ill, mentally
handicapped, terminally ill, etc, people.
Terminal care: a better way to die; by Jenny Kent.
Nursing Times Community Outlook, May 1986, pp 11, 13.
Traces the development of home care teams for the dying, and explains how they can work in harmony with
GPs and district nurses.
ISSN: 09547762
From : 4 Little Essex Street, London WC2R 3LF
1985
A better deal for the dying; by Jane Jackman.
The Health and Social Service Journal, no 4976, 28 Nov 1985, pp 1502-1503.
Trinity, a recently opened hospice near Blackpool.
ISSN: 09522271
Death and dying in residential and nursing homes for older people: examining the case for palliative care; by M
Sidell. J T Katz, C Komaromy, School of Health and Social Welfare, Open University. [Milton Keynes]: School
of Health and Social Welfare, Open University, 1985, 163 pp + appendices.
This report is based on the findings of a 2-year project funded by the Department of Health (DH), which focused
on the quality of care for dying people and their carers in residential and nursing homes. It includes: case studies
of deaths in four homes; the involvement of other professionals in caring for dying residents; and factors which
influence the quality of terminal care. It makes the case for residential and nursing homes adopting the
principles and practices of palliative care. (RH)
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From : School of Health and Social Welfare, Open University
The final transition; by Richard A Kalish (ed). Amityville, NY: Baywood, 1985, 383 pp (Perspectives on death
and dying, 5).
Aimed at those with major interests in death education and/or death counselling, these papers are reprints of
articles which first appeared in 1978, 1979, 1980, 1981, 1982, 1983, and 1984 issues of Omega - Journal of
Death and Dying. This volume discusses issues surrounding death, dying and grief; the influences of culture;
and interventions to improve the quality of life for those bereaved, through counselling, education and
institutional care.
ISBN: 0895030438
Price: US$37.95 + $3 p+p
From : Baywood Publishing Co. Inc., 26 Austin Avenue, Amityville, New York 11701 USA.
Public knowledge of hospices: a street survey of general knowledge of hospices and specific knowledge of a
local National Health Service continuing care unit; by Mary L M Gilhooly, Kathryn McCann.
Health Bulletin, vol 43, no 5, September 1985, pp 233-239.
This survey in Aberdeen found low levels of knowledge of hospices in general and of the local continuing care
unit in particular. The study was part of a larger project on doctors' decision making in the placement of
terminally ill cancer patients. (RH)
ISSN: 03748014
1984
Charity relieves the distress of dying; by Barry Lunt.
Charity, vol 1, no 6, April 1984, p 5, pp 8-9.
The growth of hospice care.
Cicely Saunders: the founder of the modern hospice movement; by Shirley du Boulay. London: Hodder and
Stoughton, 1984, 27pp.
Biography of Cicely Saunders
Cicely Saunders: founder of the modern hospice movement; by Shirley du Boulay. London: Hodder and
Stoughton, 1984, 268pp.
Biography of Dame Cicely Saunders. Includes a 'directory of hospices and homes, home care teams and hospital
support teams in the UK and Republic of Ireland'.
Enrolled House Bill no. 4624. Michigan
Hospice licensing legislation.
Gentle into the goodnight; by Sheila Mackie Bailey.
Care Concern, May 1984, pp 21-23.
Care of the dying person and the needs of their families.
ISSN: 02664933
Grieving before death; by Jenny Pardoe.
Social Work Today, vol 16, no 6, 8 Oct 1984, p 28.
Anticipatory grief, as a concept, can be misleading and unhelpful and needs some re-examination.
ISSN: 00378070
Has expectation outpaced reality?; by Hedley Taylor.
Charity, vol 1, no 6, April 1984, pp 8-9.
Those involved in the hospice movement need to be more critical about their own provision.
The Home Service Project for the care of the terminally ill: first annual report 1983-84; by Liverpool Personal
Service Society. Liverpool: Liverpool Personal Service Society, 1984, 20 pp.
Extra support through trained volunteers to enable patients to be cared for or to care for themselves in their own
homes.
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Hospice; by Bureau of Health Facilities, Department of Public Health.: Department of Public Health, 1984, 17
pp (6/22/84).
Rules concerning licensure and services.
Living with death; by Sian Blanchflower.
Nursing Times, vol 80, no 47, 21 Nov 1984, pp 34-37.
The difficulties of nursing a dying patient who had not come to terms with her imminent death.
ISSN: 09547762
Managing to care in community services for the terminally ill; by Prue Clench. Richmond: Patten Press, 1984,
56pp (Patten papers on health care 2).
An account of the Dorothy House Foundation in Bath - a caring service for those dying in their own homes.
No unfinished business; by Elizabeth Kubler Ross.
Listener, 3 May 1984, pp 7-9.
The author discusses her work with the terminally ill.
Source of funds; by Frank Hill.
Charity, vol 1, no 6, April 1984, pp 6-7.
Funding of hospices
Terminal care: the role of the general practitioner hospital; by A. Lyon, D. T. Love.
Journal of the Royal College of General Practitioners, vol 34, no 263, June 1984, pp 331-333.
Terminal care in a community (Peebles) where GP's could care for a patient either at home or in a local general
practitioner hospital.
ISSN: 00358797
We did everything we could; by Robin Pugsley, Jenny Pardoe.
Community Care, no 532, 4 Oct 1984, pp 16-17.
Helping families cope with caring for the dying at home.
ISSN: 03075508
1983
Coping with a dying relative; by Derek Doyle. Edinburgh: Macdonald, 1983, 96pp.
A guide for families setting out to care for someone who is dying whether at home or in a hospital or hospice.
Hospice care: principles and practice; by Charles A Corr, Donna M Corr. London: Faber and Faber, 1983,
364pp.
Contributions from UK, USA and Canada
The hospice movement in Britain: its role and its future; by Hedley Taylor, Centre for Policy on Ageing - CPA.
London: Centre for Policy on Ageing - CPA, 1983, 61 pp (CPA reports no 2).
A review of the nature of the hospice movement, its contribution to terminal care practice and its needs for
funding.
ISBN: 090413931X
The hospitalisation of death: should more people die at home?; by Ann Bowling.
Journal of Medical Ethics, vol 9, 1983, pp 158-161.
The implications of home care for the dying.
ISSN: 03066800
Living with dying: the management of terminal disease; by Cicely Saunders, Mary Baines. Oxford: Oxford
University Press, 1983, 74pp (Oxford Medical Publications).
General ethical and medical principles in the care of dying patients. Includes details of control of pain and other
symptoms.
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1982
Care of the dying patient at home; by Harriet Copperman.
Nursing Focus, May 1982, p 133-134.
Management of the services for care of the dying at home.
Care studies in a hospice.
Nursing Times, vol 78, no 29, 21 July 1982, pp 1241-1244.
Four nursing care studies from St. Christopher's Hospice.
ISSN: 09547762
A correct compassion; by Caroline Jeffree.
Nursing Times, vol 78, no 47, 30 Nov 1982, pp 1981-1983.
A description of some of the problems encountered while nursing a terminally ill patient in a geriatric
rehabilitation and acute medical ward.
ISSN: 09547762
Death and dying: individuals and institutions; by Barbara A Backer, Natalie Hannon, Noreen A Russell. New
York: John Wiley, 1982, 332pp.
A multidisciplinary approach to the patterns and responses to dying and death in American society.
Development of the United Kingdom hospice movement, 1976-1981, as reflected in the growth of relevant
literature, and investigating the information needs of hospice medical staff; by Barbara Greenall, School of
Librarianship and Information Studies, Polytechnic of North London. London: Polytechnic of North London,
1982, 164 pp (Occasional publication, no 6).
This study is divided into three parts. Preliminary chapters outline the nature of hospice care, the historical
development of of the Hospice Movement in the United Kingdom and elsewhere, and the social and medical
factors contributing to the development of this type of terminal care. Part 2 investigates the methods used to
disseminate the Movement's principles between 1976 and 1981. Bibliometric techniques have been used, to
analyse growth in the literature. Part 3 investigates the library and information needs of hospice medical staff,
based on the results of a postal survey. Proposals are made for improving access to information sources for this
group of users.
ISBN: 0900639288
A different kind of day unit; by Marjory Cockburn.
Nursing Times, vol 78, no 33, 18 Aug 1982, pp 1410-1411.
A day hospital for pre-terminal patients.
ISSN: 09547762
Domiciliary terminal care: demands on statutory services; by Derek Doyle.
Journal of the Royal College of General Practitioners, no 32, May 1982, pp 285-291.
Report of a specialist advisory home care service for the terminally ill.
ISSN: 00358797
Dying in hospital: the residents' viewpoint; by S. Ahmedzai.
British Medical Journal, vol 285, no 6343, 11 Sept 1982, pp 712-714.
A survey of residents' (junior house officers') experiences and attitudes to the terminal care part of their work.
ISSN: 02670623
The dying patient: the medical management of incurable and terminal illness; by Eric Wilkes (ed). Lancaster:
MTP Press, 1982, 336pp.
Details of symptom control, and terminal care.
From prep school to hospice; by Betty Irwin.
The Health and Social Service Journal, 26 August 1982, pp 1025.
Looks at the background to a project in Northern Ireland to convert a school building into a centre for the care of
terminally ill patients.
ISSN: 09522271
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The hospitalisation of death: should more people die at home?; by Ann Bowling, London Medical Group
Symposium.: unpublished, 1982, 10 pp.
Home care is a viable alternative providing there is sufficient community and professional support.
Legal and ethical aspects of treating critically and terminally ill patients; by A Edward Douders, J Douglas
Feters. Michigan: AUPHA Press, 1982, 344pp.
An investigation of the problems associated with deciding whether to withdraw or withhold life-sustaining
treatment based on studies in the US.
Nursing care for the dying patient and the family; by Winifred Hector, Sarah Whitfield. London: Heinemann
Medical Books, 1982, 142pp.
Details of effective and compassionate nursing care methods.
Nursing education in terminal care; by Derek Doyle.
Nurse Education Today, vol 2, no 4, 1982.
There is a need for additional professional training in care of the dying.
Patient care: personal approach to the dying patient; by Hugh Savill.
Update, vol 24, no 7, 1 April 1982, pp 1249-1253.
An introduction to some aspects of the care of the dying.
Proceedings from the first National Conference on Hospice Finance and Administration, London - April 1981;
by National Conference on Hospice Finance and Administration, 1st, London, 1981. London: St Christopher's
Hospice, 1982, 68 pp.
Includes the history and philosophy of the hospice movement, staffing levels, formation and management,
appeals and fund-raising.
A time to care : a study in terminal illness: book two: relatives; by Margaret M McKerrow, St Joseph's Hospice,
London. Devon: Rowcroft House Foundation, 1982, 28 pp.
Advice and thought for relatives of dying patients.
1981
Hospice: the living idea; by Cicely Saunders, Dorothy H Summers, Neville Teller. London: Edward Arnold,
1981, 198pp.
A collection of papers from a conference held at St Christopher's Hospice, June 1980 - subjects include 'the
hospice movement worldwide'
Hospice administrators' conference: formation of a hospice and management structure; by Derek Spooner (et
al).: unpublished, 1981, various pagings.
Papers on all aspects of starting and running a hospice.
Hospice planning conference; by Derek P Spooner.: unpublished, 1981, 9pp + appendices.
Planning, costing, designing and commissioning a hospice.
A living place.
The Health and Social Service Journal, 18 Sept 1981, pp 1136-1137.
Discusses the role of the hospice in the provision of physical, emotional and spiritual care.
ISSN: 09522271
A patient who wanted to die at home; by Madeline Wallis.
Nursing Times, vol 77, no 2, 9 Jan 1981, pp 75-77.
Caring for a terminally ill patient at home can put a great deal of strain on the relatives.
ISSN: 09547762
Problems related to death : care for the dying: final report; by European Public Health Committee, Council of
Europe. Strasbourg: Council of Europe, 1981, 78 pp.
A study of the attitude of health profession members caring for the dying.
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A protohospice at the turn of the century : St Luke's House, London, from 1893 to 1921; by Grace Goldin.
Journal of the History of Medicine, vol XXXVI, no 4, October 1981, pp 383-415.
Offprint.
Terminal cancer care: specialist services available in Great Britain in 1980; by Barry Lunt. Southampton:
University of Southampton & Wessex Regional Cancer Organisation, 1981, 131pp.
Survey of hospices and continuing care services specialising in the care of terminally ill cancer patients.
Terminal illness and those in chronic pain; by South East Thames Regional Health Authority. Croydon: S.E.
Thames Regional Health Authority, 1981, 16pp + appendices.
Report on the care of the terminally ill, and provision of services.
Towards death with dignity: caring for dying people; by Sylvia Poss. London: Allen and Unwin, 1981, 144 pp
(National Institute Social Services Library, no 41).
Practical guide for terminal care social work which considers both psychosocial and spiritual care.
ISBN: 0043620426
1980
Alive to death at St Joseph's; by Terry Philpot.
Community Care, no 340, 18/25 Dec 1980, pp 18 - 20.
Caring for the terminally ill at a hospice in London.
ISSN: 03075508
Care of the dying; by Richard Lamerton. Rev ed London: Penguin Books, 1980, 240 pp.
In this revised and expanded edition (first published Priory Press, 1973), the author draws heavily on articles
written by him in Nursing Times and World Medicine, and argues against euthanasia.
ISBN: 0140130632
Price: £5.99
Caring relationships: the dying and the bereaved; by Richard A Kalish (ed). Amityville, NY: Baywood, 1980,
160 pp (Perspectives on Death and Dying Series, 2).
Brings together the writings of a number of US experts working with the dying, which are reprints of articles
from issues of Omega - Journal of Death and Dying, first published in 1971, 1972, 1973, 1975, 1976, and 1977.
Chapters cover relationships with the dying, relationships of health professionals, and the effects of death on
survivors and the bereaved.
ISBN: 0895030101
Price: US$31.95 for 3 volume set + $3 p+p
From : Baywood Publishing Co., Inc. 26 Austin Avenue, Amityville, NY 11701, USA.
Hospice and health policy; by Robert W. Buckingham.
Health Policy and Education 1, 1980, pp 303-315.
A review of the hospice concept of care
Hospice at home; by Kent and Sussex Hospice Project. Tunbridge Wells: Tunbridge Wells Health District ; Care
Foundation, 1980, 18 pp.
Description of home care services for the terminally ill and those with severe intractable pain.
The hospice way of death; by Paul M. Dubois. New York: Human Sciences Press, 1980, 223pp.
An examination of new approaches to the understanding and treatment of the terminally ill and the subsequent
development of hospices in the US and Europe.
'hospice' versus 'hospital' care: re-evaluation after ten years as seen by surviving spouses; by Colin Murray
Parkes, Jenny Parkes.: unpublished, 1980, 16pp + appendices.
No significant difference between the amount of pain suffered in St Christopher's Hospice as compared to other
hospitals; but spouses of dying patients are less anxious in the hospice.
Social care for the terminally ill at home and the bereaved: report to the Kent County Council Social SErvices
Committee; by Kay Wells. Maidstone: Kent Voluntary Service Council, 1980, 63pp.
'Small-scale initiatives' were found to be the most appropriate ways of offering help in the care of the dying.
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A time to care : a study in terminal illness: book one: for doctors, nurses and social workers; by Margaret M
McKerrow, St Joseph's Hospice, London. Devon: Rowcroft House Foundation, 1980, 28 pp.
A handbook of terminal care.
A way to die: living to the end; by Rosemary Zorza, Victor Zorza. London: Deutsch, 1980, 254pp.
An account of the care of a hospice.
1979
Comparison of places and policies for terminal care; by John Hinton.
The Lancet, 6 January 1979, pp 29-32.
Patients receiving different types of terminal care were compared by assessment of their moods and opinions.
ISSN: 01406736
Dilemmas of dying: a study in the ethics of terminal care; by Ian Thompson (ed). Edinburgh: Edinburgh
University Press, 1979, 227pp.
Part I looks at professional involvement and Part II describes various case studies.
Dying, death and grief: a critically annotated bibliography and source book of thanatology and terminal care; by
Michael A Simpson. New York: Plenum Press, 1979, 288pp.
Includes sections on audio-visual materials and European literature.
Home care: living with dying; by Elizabeth R. Pritchard (et al eds). New York: Columbia University Press,
1979, 284pp.
Home care viewed as an alternative to institutional care for the aged and terminally ill.
The hospice movement: a better way of caring for the dying; by Sandol Stoddard. London: Cape, 1979, 266pp.
The work of the hospice movement and its historical context.
Learning about death; by Una MacLean.
Journal of Medical Ethics, vol 5, June 1979, pp 68-70.
Describes some of the research on attitudes to terminal illness and its care.
ISSN: 03066800
The psychiatrist in the terminal care unit; by Averil Stedeford, Sidney Bloch.
The British Journal of Psychiatry, vol 135, July 1979, pp 1-6.
The types of problems of patients referred to a psychiatrist are reported and their management reviewed,
concluding that the psychiatrist can play a useful role in the unit.
ISSN: 00071250
A resting place for pilgrims as life's pilgrimage ends; by Derek Spooner.
The Health and Social Service Journal, vol 89, no 4664, 19 Oct 1979, pp 1342-3.
Describes the work of a new hospice.
ISSN: 09522271
She died at home...: all possible support; by David Thompson.
Nursing Times Community Outlook, 14 June 1979, pp 169-172.
Two contrasting descriptions of caring for the dying in their own homes revealing the importance of the
relatives attitudes.
ISSN: 09547762
Terminal care; by Derek Doyle. Edinburgh: Churchill Livingstone, 1979, 70pp.
Papers given at a multidisciplinary conference on many aspects of care for the dying.
Why being prepared counts in home care of the dying; by Derek Doyle.
Geriatric Medicine, vol 9, no 10, Oct 1979, pp 77-78.
Terminal care in the home is possible if local resources are known about and used.
ISSN: 0268201X
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1978
Arrangements for terminal care in the NHS (especially those for cancer patients; by Gillian R Ford, G Pincherle,
Department of Health and Social Security - DHSS.
Health Trends, vol 10, no 4, Nov 1978, pp 73-76.
Reviews the need for, present provision of and future development of terminal care services.
ISSN: 00179132
Home or hospital?: terminal care as seen by surviving spouses; by Colin Murray Parkes.
Journal of the Royal College of General Practitioners, vol 28, 1978, pp 19-30.
Terminal care at home is found to be associated with more pain and more problems in the relief of pain than
hospital care although inconclusive proof that hospital care is preferable.
ISSN: 00358797
The hospice: development and administration; by Glen W Davidson. Washington, DC: Hemisphere Publishing
Corporation, 1978, 232 pp.
A study of the hospice movement in North America.
I want to die at home: a study of alternative models of care for the frail aged, the handicapped and the dying; by
Katherine Kingsbury. Fitzroy, Australia: Author, 1978, 189pp.
The report of a study tour to examine domiciliary and hospice care of the dying in England, Holland, USA and
Canada.
The management of terminal disease; by Cicely M Saunders (ed). London: Edward Arnold, 1978, 210pp (The
Management of Malignant Disease Series 1).
Papers on the physical, mental, social and spiritual problems of dying patients and their families.
ISBN: 0713143169
1977
Effects of the knowledge of diagnosis in terminal illness; by Eric Wilkes.
Nursing Times, vol 73, no 39, 29 Sept 1977, pp 1506-1507.
A study of the quality of life of terminally ill patients.
ISSN: 09547762
How do we cope with death?; by P M J Tombleson, M P Garsod.
Journal of the Royal College of General Practitioners, 27 Jan 1977, pp 33-36.
Urges a change in attitude of general practitioners towards more active counselling for their dying patients.
ISSN: 00358797
1976
Control of pain in terminal cancer: (Care of the dying 4); by Cicely Saunders.
Nursing Times, 22 July 1976, pp 1133-35.
One of a series of seven articles.
ISSN: 09547762
George; by K A Handley.
Nursing Times, vol 72, no 43, Oct 1976, pp 1694-95.
A fictitious story illustrating the unintentioned suffering inflicted during an old man's retirement and death by
efficient but unsympathetic social and medical services.
ISSN: 09547762
The last achievement: (Care of the dying 7); by Cicely Saunders.
Nursing Times, 12 Aug 1976, pp 1247-49.
Last in a series of seven articles.
ISSN: 09547762
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Mental distress in the dying: (Care of the dying 5); by Cicely Saunders.
Nursing Times, 29 July 1976, pp 1172-74.
One of a series of seven articles.
ISSN: 09547762
National Health Service: code of practice for handling suggestions and complaints. Cardiff: Welsh Office, 1976.
Draft report to accompany Welsh Office Circular WHN(76)92
The nursing of patients dying of cancer: (Care of the dying 6); by Cicely Saunders.
Nursing Times, 5 Aug 1976, pp 1203-5.
One of a series of seven articles.
ISSN: 09547762
The problem of euthanasia 2: (Care of the dying 2); by Cicely Saunders.
Nursing Times, 8 July 1976, pp 1049-51.
One of a series of seven articles.
ISSN: 09547762
Should a patient know...?: (Care of the dying 3); by Cicely Saunders.
Nursing Times, 15 July 1976, pp 1089-91.
One of a series of seven articles.
ISSN: 09547762
1975
The need for hospices; by R C Lamerton.
Nursing Times, 23 Jan 1975, pp 155-157.
Most people would prefer to die at home, but if this is not possible, care in a hospice - which is organised to
provide a whole system of terminal care - would seem to be the next best thing.
ISSN: 09547762
1974
A very nice place; by Mary-Kay Wilmers.
New Society, 12 December 1974, pp 669-670.
Describes the care provided by hospices such as St Christophers Hospice, Sydenham, which was founded by
Cicely Saunders in 1973.
ISSN: 00286729
1973
Help for the dying; by Ann Cartwright, John L Anderson.
New Society, 21 June 1973, pp 66-68.
Comments on the quality and availability of services for those requiring care in the final years of life.
ISSN: 00286729
Helping the terminal patient: the problems faced ... were considered at a Scottish Hospital Centre conference.
Health and Social Service Journal, December 15 1973, p 2950.
The problems faced by terminal patients, their relatives and the members of staffs who have the care of them
were considered at a Scottish Hospital Centre conference. This meeting was held under the title of "Preparing
the way". (KJ)
ISSN: 09522271
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