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 2011 
  

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 semi-

structured 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/ 

  

'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 

  

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 

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 
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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/ 

  

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 

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 

  

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 
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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 

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/ 

  

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 

  

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 

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 

  

Analysis of library associated information needs of staff in a specialist palliative and gerontological care centre 

in Mid-West Ireland; by Joanne Callinan, Kathleen McLoughlin, Pauline McCarthy.: Wiley-Blackwell, 

December 2010, pp 286-294. 

Health Information and Libraries Journal, vol 27, no 4, December 2010, pp 286-294. 

Milford Care Centre is a major centre for specialist palliative and gerontological care in the Mid-West of 

Ireland. In August 2008, a Librarian was employed to support the information, research, teaching and 

professional development needs of staff and students. In planning associated with this role, it was necessary to 

undertake an analysis of the information needs of staff.  The objectives: (1) To understand the information needs 

of staff with regard to the new Library and Information Service. (2) To identify current access to and levels of 

skill in information literacy and ICT. (3) To ascertain the need for training in those skills.  A web-based 

questionnaire was disseminated by email and printed copies were left at other locations.  Assistance with 

obtaining journal articles was rated most highly by respondents as being an important service. Eighty-three per 

cent indicated that they did not have access to online health databases. Small group classes were considered the 

preferred method of providing training. Afternoons were also considered more convenient for visiting the 

library.  The results will be used to plan the development of the library with a better insight of users needs and 

assist us to utilise resources more effectively.  (KJ) 
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ISSN: 14711834 

From : http://www.interscience.wiley.com/journal/hiljDOI: 10.1111/j.1471-1842.2010.00908.x 

  

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/toc/wjne21/current 

  

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. E-

mail: enquiries@ncpc.org.uk  Website: www.ncpc.org.uk 

  

Challenges to improving end of life care of people with advanced dementia in the UK; by Ingela C V Thuné-

Boyle, 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 
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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) 

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, well-

informed 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 
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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 

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) 
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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 

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 non-

cancer 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. E-

mail: 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. E-

mail: 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 
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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.gmc-

uk.org/guidance/ethical_guidance/6858.asp). (RH) 

ISSN: 09598138 

From : www.bmj.comBMJ2010;340:c3231 

  

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 : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 

USA.www.tandf.co.uk/journals 

  

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 
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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. 

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. E-

mail: 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 2008-

2009; 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 
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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. E-

mail: enquiries@ncpc.org.uk  Website: www.ncpc.org.uk 

  

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 day-

to-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 
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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 

  

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. E-

mail: enquiries@ncpc.org.uk  Website: www.ncpc.org.uk 

  

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. E-

mail: 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-to-

face 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 
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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 : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 

USA.www.tandf.co.uk/journals 

  

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 

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. E-

mail: 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: http://www.endoflifecare-intelligence.org.uk/resources/publications.aspx(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 life-

threatening, 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 1190-

1198), 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) 
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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) 

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. E-

mail: 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 

  



14 

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) 

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/NHS-

EoLC_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 
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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 

  

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 
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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 

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 end-

of-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 : Taylor & Francis Group, 325 Chestnut Street, Philadelphia, PA 19106, USA.    email: 

haworthpress@taylorandfrancis.com(www.taylorandfrancis.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 cost-

effective 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) 
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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 

  

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 non-

treatment 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. E-

mail: 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 
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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 

  

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 
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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-

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. E-

mail: 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. E-

mail: 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 
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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) 

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 
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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 

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 age-

matched 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 : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 

USA.http://www.informaworld.com/smpp/title~content=t792322386~db=all 

  

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 
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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 : Taylor & Francis Group, 325 Chestnut Street, Philadelphia, PA 19106, USA.    email: 

haworthpress@taylorandfrancis.com(www.taylorandfrancis.com) 

  

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 
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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, cross-

national comparative studies  (KJ/RH) 

ISSN: 08856230 

From : http://www.interscience.wiley.com/journal/gps 

  

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 end-

of-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 : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 

USA.http://www.informaworld.com/smpp/title~content=t792322386~db=all 

  

Transforming research into action: a European Parliament report on palliative care; by Jose M Martin-Moreno, 

Meggan Harris, Lydia Gorgojo (et al). 

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 
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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. 

  

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. E-

mail: enquiries@ncpc.org.uk  Website: www.ncpc.org.uk 
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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 

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 2-

year 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 

  



26 

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. 

  

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 
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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) 

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 : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 

USA.www.tandf.co.uk/journals 

  

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) 
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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. E-

mail: 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 

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 33-

41). 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 
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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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From : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 
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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 : Taylor & Francis Group, 325 Chestnut Street, Philadelphia, PA 19106, USA.    email: 

haworthpress@taylorandfrancis.com(www.taylorandfrancis.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) 
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From : Taylor & Francis Group, 325 Chestnut Street, Philadelphia, PA 19106, USA.   email: 
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"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 

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) 
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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 end-

of-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 
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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 : Taylor & Francis Group, LLC, 325 Chestnut Street, Philadelphia PA  19106, 

USA.www.tandf.co.uk/journals 

  

Listening to the experts: a summary of 'User involvement in palliative care: a scoping study'; by Sian Maslin-

Prothero, 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) 

Price: £15.00 

From : National Council for Palliative Care, The Fitzpatrick Building, 188-194 York Way, London N7 9AS. E-

mail: 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. E-

mail: 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. E-

mail: 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) 
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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) 
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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 

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) 
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From : Taylor & Francis Group, 325 Chestnut Street, Philadelphia, PA 19106, USA.    email: 
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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) 
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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 
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trust in the medical system and knowledge about advance directives may partially account for these findings. 

(RH) 
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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. E-
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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) 
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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) 
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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) 
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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 

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) 
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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) 
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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. E-

mail: 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 Cohen-

Mansfield, 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) 
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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) 

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 

  



36 

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) 
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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 

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 
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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 

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) 
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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 
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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 : Haworth Document Delivery Service, The Haworth Press, Inc., 10 Alice Street, Binghamton, NY 13904-

1580, USA.  http://www.HaworthPress.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 

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) 
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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) 
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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) 
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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 

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) 
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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 
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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 

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) 
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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 
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Chinese elders as beliefs about 'contamination' of the domestic home (and, by implication, of the family) by the 

dying and dead body.  (KJ/RH) 
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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 
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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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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. E-

mail: 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) 
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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 

  

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/mental-

capacity/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 



43 

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 

  

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 : The Haworth Pastoral Press, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 13904-1580, 

USA.  http://www.HaworthPress.com 
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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 

  

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 : Haworth Document Delivery Service, The Haworth Press Inc, 10 Alice Street, Binghamton, NY 13904-

1580, USA.http://www.HaworthPress.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 
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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 

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 : The Haworth Pastoral Press, The Haworth Press Inc., 10 Alice Street, Binghamton, NY 13904-1580, 

USA.  http://www.HaworthPress.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 
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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 

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. E-

mail: 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 
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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 

  

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. E-

mail: enquiries@ncpc.org.uk  Website: www.npcp.org.uk 
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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 in-

depth 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 

  

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 



49 

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 : Haworth Document Delivery Service, Haworth Press, 10 Alice Street, Binghamton, NY 13904-1580, 

USA.  www.HaworthPress.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 

  

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 
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(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 

  

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 13904-

1580, 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 
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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 

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. Co-

morbidities 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 
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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 

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 

  



53 

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) 
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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 high-

suffering 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 Temkin-

Greener, 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 

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 
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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. Non-

White 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 self-

development 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 

(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 
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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) 
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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) 
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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) 
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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. 
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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) 
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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) 
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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-of-

life 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) 
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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) 
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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 

tha 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) 
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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) 
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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 

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) 
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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) 
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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 
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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) 
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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) 
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