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[bookmark: _Toc367952128]Introduction
This annotated bibliography provides a summary of articles available on palliative care, hospice, and end-of-life services for people with dementia. The articles in this bibliography are organized within the following topics:
Policy, which includes how financing and service delivery affect end-of-life care
Models of palliative care, which includes different approaches to providing end-of-life care
Overviews of palliative care, hospice, and end of life services, which provides background information on these services
Palliative care and caregivers/families, which includes the role of informal caregivers
Reviews of the literature
The bibliography was developed using electronic searches. Journal articles were searched using MEDLINE. The MEDLINE search terms were: Care, palliative AND Dementia (Alzheimer’s disease) + Community Health Services Care Services, home + Standards + Health Services, Trends. Palliative treatment AND Dementia (AD) + Case Management + Terminal Care/Methods. Grey literature searches were conducted using Ageline and CINAHL, along with searching topic-related Alzheimer’s Association webpages. Google searches were also conducted. The search was limited primarily to empirical papers in English, mostly published within the last 10 years. Articles reporting on research in countries other than the United States and the United Kingdom were generally excluded.
Policy
1. Citation: Ryan, T., Gardiner, C., Bellamy, G., Gott, M., & Ingleton, C. (2012). Barriers and facilitators to the receipt of palliative care for people with dementia: the views of medical and nursing staff. Palliative Medicine, 26(7), 879-886. http://pmj.sagepub.com/content/26/7/879.long
ABSTRACT: Background: The global prevalence of dementia is set to rise to almost 65 million people by 2030, providing policy makers and practitioners with significant challenges, not least within the realms of end-of-life care. The international literature would suggest that people with dementia may benefit from palliative forms of care, but evidence indicates that many fail to access such provision at the end of life. The role of the health care team is pivotal if people with dementia are to benefit from the transition to palliative care. Aim: This paper reports on qualitative research conducted in the UK that sought to explore the experiences of health care practitioners working in palliative care and sought to establish the issues relating to end-of-life care for people with dementia. Design: Eight focus groups and four individual interviews were held. Data were analyzed using a thematic approach. Setting/Participants: The study included palliative care practitioners (n = 58) including medical, nursing and allied health professionals. Participants were recruited from acute hospitals, general practice, hospices and specialist palliative care units in the UK. Results: Four themes were identified: Making the transition; Competence challenged; ‘The long view’ and Working together. Whilst there exists good practice in this area, the barriers to timely and appropriate transitions to palliative care for people with dementia and their families continue to exist. The paper concludes with recommendations for policy and practice development.
2. Citation: Rolls, L., Seymour, J. E., Froggatt, K. A., & Hanratty, B. (2011). Older people living alone at the end of life in the UK: Research and policy challenges. Palliative Medicine, 25(6), 650-657. http://pmj.sagepub.com/content/25/6/650.long
ABSTRACT: Older people who live alone face particular challenges if they are to age and die well in the place and manner of their choosing. This discussion paper examines the experiences and needs of older people living alone towards the end of life. The paper focuses on the U.K., given recent policy and service development initiatives there which emphasize home as a place of support and care; the promotion of independence; ensuring choice and decision making; and equity. These initiatives do not acknowledge diversity in the older population and make little provision to meet the specific needs that older people living alone may have as they approach the end of life. We identify three broader social factors that influence whether older people who live alone can remain at home until the end of their lives. The first factor is the physical environment; the second concerns their material environment; and the third relates to their social environment and their access to informal and formal care services. In future, palliative care research of relevance to older people should consider living arrangements as an important variable and be cognizant of the way in which wider social issues constrain the quality of end-of-life care that those living alone in older age receive.
3. Citation: Torke, A. M., & Sachs, G. A. (2010). Palliative care for patients with dementia: A national survey. Journal of the American Geriatrics Society, 58(11), 2114-2121. http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3167066/
ABSTRACT: To determine the extent to which hospice and nonhospice palliative care (PC) programs provide services to patients with dementia and to describe barriers and facilitators to providing nonhospice PC. Ninety-four percent of hospices and 72% of PC programs had served at least one patient with a primary diagnosis of dementia within the past year. Based on 80 responses to the online survey, the most highly rated barriers to providing PC were lack of awareness of PC by families and referring providers, need for respite services, and reimbursement policies. Highly rated needs were family information, assistance with caregiver burden, and behavioral symptoms.
4. Citation: Schonwetter, R. S., Han, B., Small, B. J., Martin, B., Tope, K., & Haley, W. E. (2003). Predictors of six-month survival among patients with dementia: An evaluation of hospice Medicare guidelines. American Journal of Hospice and Palliative Care, 20(2), 105-113. http://ajh.sagepub.com/content/20/2/105.short
ABSTRACT: The goal of the present study was to assess the validity of the Medicare hospice eligibility guidelines for dementia patients, as well as identify predictors that could more accurately identify prognosis in dementia patients referred to hospice. A retrospective chart review was conducted, including initial assessment and longitudinal follow-up of patients until the time of death. In addition, a second validation cohort was also followed. Participants consisted of 245 patients admitted to a large community-based hospice with a diagnosis of dementia, including a validation sample of 80 patients. The Kaplan-Meier estimation of survival and a Cox regression analysis (p > 0. 05) revealed no significant relationship between the Medicare guidelines or any component of the guidelines and survival at six months for the initial and validation samples. Significant multivariate predictors of shorter survival in both the initial and validation sample include greater age (p = 0. 02) and anorexia (p < 0. 001), as well as a combination of anorexia and greater functional impairment (p = 0.005). Overall, the results indicated that the Medicare guidelines were not valid predictors of survival in hospice patients with dementia and should be altered to include empirically valid predictors. Advanced age, as well as impaired nutritional and functional status, was associated with shortened survival in these patients. The predictor variables identified are an initial step toward providing improved prognoses for advanced dementia patients, their families, and practitioners. Broader issues in improving access to hospice care for dementia patients are discussed.
Models of Palliative Care
5. Citation: van der Steen, J. T., Radbruch, L., Hertogh, C. M., de Boer, M. E., Hughes, J. C., Larkin, P., Francke, A. L., Jünger, S., Gove, D., Firth, P., Koopmans, & R.T., Volicer, L. on behalf of the European Association for Palliative Care (EAPC). (2013 Jul 5 Epub ahead of print). White paper defining optimal palliative care in older people with dementia: A Delphi study and recommendations from the European Association for Palliative Care. Palliative Medicine. http://pmj.sagepub.com/content/early/2013/07/05/0269216313493685.full
ABSTRACT: Background: Dementia is a life-limiting disease without curative treatments. Patients and families may need palliative care specific to dementia. Aim: To define optimal palliative care in dementia. Methods: Five-round Delphi study. Based on literature, a core group of 12 experts from 6 countries drafted a set of core domains with salient recommendations for each domain. We invited 89 experts from 27 countries to evaluate these in a two-round online survey with feedback. Consensus was determined according to predefined criteria. The fourth round involved decisions by the core team, and the fifth involved input from the European Association for Palliative Care. Results: A total of 64 (72%) experts from 23 countries evaluated a set of 11 domains and 57 recommendations. There was immediate and full consensus on the following eight domains, including the recommendations: person-centered care, communication and shared decision-making; optimal treatment of symptoms and providing comfort (these two identified as central to care and research); setting care goals and advance planning; continuity of care; psychosocial and spiritual support; family care and involvement; education of the health care team; and societal and ethical issues. After revision, full consensus was additionally reached for prognostication and timely recognition of dying. Recommendations on nutrition and dehydration (avoiding overly aggressive, burdensome or futile treatment) and on dementia stages in relation to care goals (applicability of palliative care) achieved moderate consensus. Conclusion: We have provided the first definition of palliative care in dementia based on evidence and consensus, a framework to provide guidance for clinical practice, policy and research.
6. Citation: Iliffe, S., Davies, N., Vemooij-Dassen, M., van Riet Paap, J., Sommerbakk, R., Mariani, E., Jaspers, B., Radbruch, L., Manthorpe, J., Maio, L., Haugens, D., & Engel, Y. (2013). Modelling the landscape of palliative care for people with dementia: A European mixed methods study. BMC Palliative Care, 12, 30. http://www.biomedcentral.com/1472-684X/12/30
ABSTRACT: Background: Palliative care for people with dementia is often sub-optimal. This is partly because of the challenging nature of dementia itself, and partly because of system failings that are particularly salient in primary care and community services. There is a need to systematize palliative care for people with dementia, to clarify where changes in practice could be made. To develop a model of palliative care for people with dementia that captures commonalities and differences across Europe, a technology development approach was adopted, using mixed methods including 1) critical synthesis of the research literature and policy documents, 2) interviews with national experts in policy, service organization, service delivery, patient and caregiver interests, and research in palliative care, and 3) nominal groups of researchers tasked with synthesizing data and modeling palliative care. Discussion: A generic model of palliative care, into which quality indicators can be embedded. The proposed model includes features deemed important for the systematization of palliative care for people with dementia. These are: the division of labor amongst practitioners of different disciplines; the structure and function of care planning; the management of rising risk and increasing complexity; boundaries between disease-modifying treatment and palliative care and between palliative and end-of-life care; and the process of bereavement. Summary: The co-design approach to developing a generic model of palliative care for people with dementia has placed the person needing palliative care within a landscape of services and professional disciplines. This model will be explored further in the intervention phase of the IMPACT project.
7. Citation: Scott, S., & Pace, V. (2009). The first 50 patients: A brief report on the initial findings from the Palliative Care in Dementia Project. Dementia, 8, 435. http://dem.sagepub.com/content/8/3/435
ABSTRACT: The St. Christopher’s Hospice Palliative Care in Dementia Project, funded for 3 years by the King’s Fund, aims to investigate the palliative care needs of patients with advanced dementia and their families; to clarify the role of specialist palliative care for this patient group; and to examine the usefulness of one model of working. This interim report outlines findings from the first 50 patients taken on by the project. Early results indicate that both patients and their caregivers have a high level of unmet need. The model of care chosen for this project appears to meet many of these needs, and appears to be both cost efficient and effective in terms of improving end of life care for dementia patients and their caregivers.
8. Citation: Small, N., & Downs, M. (2007). Living and dying with dementia: Dialogues about palliative care. Oxford, England: Oxford University Press. http://books.google.com/books?hl=en&lr=&id=PiYNSoaBHAYC&oi=fnd&pg=PR7&dq=Small,+N.,+%26+Downs,+M.+(2007).+Living+and+dying+with+dementia&ots=nEIp_Q4DPI&sig=95v8LIDlPBNaYstDSKwNeRYbCMw#v=onepage&q=Small%2C%20N.%2C%20%26%20Downs%2C%20M.%20(2007).%20Living%20and%20dying%20with%20dementia&f=false
ABSTRACT: Explores what is known about dying with dementia, using a narrative approach with personal experiences and examples of palliative care initiatives, from a United Kingdom context. Examines the specific possibilities and challenges faced by individuals (and their caregivers) dying with dementia and looks at the interaction of individual experience with social context.
9. Citation: Dalsania, P. (2006). Dementia Dashboard: A proactive risk reduction management guideline. Topics in Geriatric Rehabilitation, 22(3), 228-242. http://www.lww.com/webapp/wcs/stores/servlet/product__11851_-1_9012052_Prod-08827524
ABSTRACT: Discusses the Dementia Dashboard, a guideline for the management of persons with dementia over a continuum, from diagnosis to death. The guideline is based on a 3-step process (anticipating, identifying, and evaluating potential risks) for each of the 15 risk factors, including unsafe home environment, driving, firearms, wandering, falls, abuse, delirium and acute change in function, dehydration and malnutrition, caregiver stress and burden, medication errors, depression and behavioral disorders, nocturnal sleep disorders.
10. Citation: Shega, J. W., Levin, A., Hougham, G. W., Cox-Hayley, D., Luchins, D., Hanrahan, P., Stocking, C., & Sachs, G. A. (2003). Palliative Excellence in Alzheimer Care Efforts (PEACE): A program description. Journal of Palliative Medicine, 6(2), 315-320. http://online.liebertpub.com/doi/abs/10.1089/109662103764978641
ABSTRACT: Hospice is the standard method for providing quality end-of-life care in the United States. However, studies reveal that persons with dementia are infrequently referred to hospice, that barriers exist to increasing hospice utilization in this population, and that patients with dementia would benefit from hospice or hospice-like services earlier in the disease course. The Palliative Excellence in Alzheimer Care Efforts (PEACE) program responds to these deficiencies, striving to improve end-of-life care of persons with dementia and to integrate palliative care into the primary care of patients with dementia throughout the course of the illness. The PEACE program is a disease management model for dementia that incorporates advance planning, patient-centered care, family support, and a palliative care focus from the diagnosis of dementia through its terminal stages. PEACE is coordinated through the primary care geriatrics practice of the University of Chicago. Patients and caregivers are interviewed every 6 months for 2 years, and a post death interview is conducted with caregivers. These interviews assess care domains important for the optimal care of persons with dementia and their caregivers. A nurse coordinator reviews interviews and provides feedback to physicians, facilitating enhanced individual care and continuous quality improvement for the practice. Initial feedback suggests patients have adequate pain control, satisfaction with quality of care, appropriate attention to prior stated wishes, and death occurring in the patient’s location of choice. Families voiced similar high marks regarding quality of care. This program demonstrates an innovative model of providing quality palliative care for dementia patients and their caregivers.
Palliative Care, Hospice, and End of Life Services
11. Citation: Coleman, A. M. (2012). End-of-life issues in caring for patients with dementia: The case for palliative care in management of terminal dementia. American Journal of Hospice and Palliative Care, 29(1), 9-12. http://ajh.sagepub.com/content/29/1/9.long
ABSTRACT: The number of people suffering with dementia is increasing in the general population and the trend is projected to continue as people live longer, especially in countries with developed economies. The most common cause of dementia (among the many other causes) is Alzheimer’s dementia, which is considered a terminal illness. The disease could eventually lead to death, or death could occur as a consequence of co-morbid physical complications. The problem of end of life (EOL) care for patients suffering from dementia though spoken of and written about, does not get the attention and system support as for example patients suffering from cancer receive. Many reasons have been advanced for the current state of affairs where EOL issues for patients suffering from dementia are concerned. This article attempts to revisit the issues, and the reasons, that may contribute to this. Some guidelines on palliative management in cases of patients suffering from severe dementia exist; the evidence base for these guidelines though is relatively weak. The ethical and legal issues that may influence or impact on the decision to initiate the palliative care pathway in the management of EOL issues for dementia patients in the terminal or end stage of the illness is highlighted. Initiatives by the department of health in England and Wales, and other bodies with interest in dementia issues and palliative care in the United Kingdom to ensure good and acceptable EOL pathways for patients with dementia are mentioned.
12. Citation: Lawrence, V., Samsi, K., Murray, J., Harari, D., & Banerjee, S. (2011). Dying well with dementia: Qualitative examination of end-of-life care. British Journal of Psychiatry, 199(5), 417-422. http://www.ncbi.nlm.nih.gov/pubmed/21947653
ABSTRACT: Background: People with dementia often die badly, receiving end-of-life care of poorer quality than that given to those who are cognitively intact. Aims: To define good end-of-life care for people with dementia and identify how it can be delivered across care settings in the UK. Method: In-depth interviews were conducted with 27 bereaved family caregivers and 23 care professionals recruited from the community, care homes, general hospitals and continuing care units. Data were analyzed using the constant comparison method. Results: The data highlighted the challenge and imperative of ‘dementia-proofing’ end-of-life care for people with dementia. This requires using dementia expertise to meet physical care needs, going beyond task-focused care and prioritizing planning and communication with families. Conclusions: The quality of end-of-life care exists on a continuum across care settings. Together, the data reveal key elements of good end-of-life care and that staff education, supervision and specialist input can enable its provision.
13. Citation: McCarty, C. E., & Volicer, L. (2009 Dec-2010 Jan). Hospice access for individuals with dementia. American Journal of Alzheimer’s Disease, 24(6), 476-485. http://aja.sagepub.com/content/24/6/476.long
ABSTRACT: Involvement in a hospice program is important because it may allow individuals with dementia to delay or prevent institutionalization as well as provide psychosocial support for their families. Once used mostly by patients with a terminal cancer, now more than one half of the hospice patients have diagnoses other than cancer. Yet hospice is still underused for individuals dying with advanced dementia. We conducted a pilot study of hospice agencies to determine barriers and characteristics of dementia hospice enrollment. Using a mailed questionnaire and interview, we looked at demographics, accessibility, training, referral sources, and marketing. Our analysis divided the agencies based on dementia census and availability to non-Medicare eligible individuals. Results showed hospices having Bridge and Transition programs had on average 4 times higher Alzheimer’s disease (AD) and dementia census than hospices without these programs. The highest rated barriers to hospice use for individuals with dementia were prognosis, education, and finance.
14. Citation: Long, C. O. (2009). Palliative care for advanced dementia. Journal of Gerontological Nursing, 35(11), 19-24. http://www.healio.com/nursing/journals/jgn/%7B0b0f924b-a33c-42fa-a757-b45fa3f9cf58%7D/palliative-care-for-advanced-dementia-approaches-that-work
ABSTRACT: This article reviews selected approaches that support personhood, explain behavior management principles, assure meaningful connections for activities of daily living, minimize weight loss, and explain advance directives and medical management best practices in palliative care for advanced dementia.
15. Citation: Stein, G. L. (2008). Providing palliative care to people with intellectual disabilities: Services, staff knowledge, and challenges. Journal of Palliative Medicine, 11(9), 1241-1248. http://online.liebertpub.com/doi/abs/10.1089/jpm.2008.0130
ABSTRACT: People with intellectual disabilities require access to compassionate, quality, and effective palliative and end-of-life care when facing serious, life-limiting illness. This study was designed to document the degree to which hospice and palliative care services were provided to New Jersey residents with intellectual disabilities, and the challenges in providing this care. Surveys were designed to assess the provision of hospice and palliative care services to this population, staff knowledge and training needs, experiential and communication challenges, and financial concerns. Twenty-two hospice and palliative care providers, 50 group home/community living sponsors, and 5 state-run developmental centers completed this survey. Twenty-two percent of group home sponsors and 60% of developmental centers report ever using hospice services, with 1-2 residents using hospice care during the previous year. Ninety-one percent of palliative care providers reported providing services to the community, with hospices providing care to approximately 3 individuals during the prior year. Challenges to providing services included: low levels of knowledge about palliative care among residential providers; need for knowledge about people with intellectual disabilities among hospice providers; communication difficulties; and costs concerns regarding reimbursement, staffing, and training. Results support the need to increase awareness and knowledge about intellectual disabilities, including provider communication skills; promote hospice outreach to residential providers; and develop innovative services and policies that address the challenges in caring for this population.
Palliative Care and Caregivers/Families
16. Citation: Holley, A. P. H., Gorawara-Bhat, R., Dale, W., Hemmerich, J., & Cox-Hayley, D. (2009). Palliative access through care at home: Experiences with an urban, geriatric home palliative care program. Journal of the American Geriatrics Society, 57(10), 1925-1931. http://onlinelibrary.wiley.com/doi/10.1111/j.1532-5415.2009.02452.x/full
ABSTRACT: The aging of the U.S. population has resulted in a large number of persons with multiple, chronic illnesses and gradual functional decline. Many older adults with these conditions are homebound and have great difficulty accessing medical care. They are also more likely to suffer from unaddressed symptoms and end-of-life care needs. Certain groups, such as African-American patients and patients with dementia, are even less likely to access palliative care and hospice services. Although the informal caregivers attending to such persons may become overwhelmed without adequate support, palliative care, which covers a broad population, is an optimal way to address many of these needs. This article describes a unique, urban, home-based geriatrics palliative care program (Palliative Access Through Care at Home (PATCH)) designed to address some of these unmet needs. After 1 year of providing service, a mixed-methods study consisting of chart review, telephone interviews, and face-to-face interviews was conducted to assess caregiver expectations of and satisfaction with the program. Caregivers for the elderly, mostly African-American patients, more than half of whom had dementia, were overall very satisfied with their experience, despite the large amount of time necessary to provide the care that patients required. Themes extracted during qualitative analysis were the desire to remain at home, the need for easy access to a practitioner specializing in geriatrics and palliative medicine, and the challenges of transitions of care. PATCH was able to address many of these needs and provide high levels of caregiver satisfaction.
17. Citation: Diwan, S., Hougham, G. W., & Sachs, G. A. (2004). Strain experienced by caregivers of dementia patients receiving palliative care: Findings from the Palliative Excellence in Alzheimer Care Efforts (PEACE) program. Journal of Palliative Medicine, 7(6), 797-807. http://online.liebertpub.com/doi/pdf/10.1089/jpm.2004.7.797
ABSTRACT: Background: Programs that provide palliative care to individuals with dementia, which is a progressive terminal illness, are likely to encounter different issues (e.g., management of problem behaviors, caregiver strain extending over years) from those typically addressed by hospice programs. Little research is available on palliative care for individuals with dementia who live in the community. Objective: This study examines predictors of types of strain experienced by caregivers of community-dwelling patients with dementia enrolled in a unique demonstration program titled Palliative Excellence in Alzheimer Care Efforts (PEACE), which moved palliative care “upstream,” integrating palliative care into the primary care of patients with dementia. Design: Data were collected through structured, face-to-face interviews with 150 community-dwelling, predominantly African American patient-caregiver dyads who were enrolled in the PEACE program. Measurements: Established measures, including the Caregiver Strain Index, the Revised Memory and Behavior Problems Checklist, and the Katz Index of Activities of Daily Living, were used in addition to other measures assessing caregiver, patient, and situational characteristics. Results: Factor analysis of the Caregiver Strain Index revealed three dimensions of strain (role, personal, and emotional) related to caregiving. Using a stress process model, regression analyses examined stressors and resources related to patient, caregiver, and support system characteristics in predicting these three dimensions of strain among caregivers. Patient problem behaviors predicted all types of caregiver strain. Perceived lack of support from the health care team predicted personal and emotional strain, whereas higher income, surprisingly, predicted role strain. Patient functional limitations predicted personal and role strain. Conclusions: Findings suggest that effective palliative care programs for patients with dementia need to understand and address the various sources and types of caregiver strain; provide adequate support to caregivers for the management of problem behaviors; provide counseling to help cope with the emotional reactions to the cognitive and behavioral changes associated with dementia progression; facilitate communication with the health care team; and broker access to community and other resources for assistance with functional limitations. Further research examining changes in strain over time will provide useful insights on the delivery of care and services for patients with dementia and their families in a palliative care framework.
18. Citation: Albinsson, L., & Strang, P. (2003). Existential concerns of families of late-stage dementia patients: Questions of freedom, choices, isolation, death, and meaning. Journal of Palliative Medicine, 6(2), 225-235. http://online.liebertpub.com/doi/abs/10.1089/109662103764978470
ABSTRACT: Several studies focus on palliative aspects of the caregiver burden of dementia families. However, only few studies have addressed the existential perspective in this situation. The aim of this study was, therefore, to focus on issues of freedom/responsibility, existential isolation, death, and issues of meaning/meaninglessness. Method: Qualitative tape-recorded in-depth interviews with 20 family members were conducted. The transcripts were analyzed with a hermeneutic approach. Results: To take responsibility (faithfulness; paying back) was generally perceived as rewarding, but in some cases it was more a matter of duty with elements of guilt and obligation. Existential isolation dealt with the hampered or ended communication with a spouse or parent who was no longer able to communicate; the situation of having no other relatives left in life or, the role-reversal (i.e., to parent your own parent). Thoughts about the impending death were affected by previous experiences, not only by the actual situation. Anticipatory grief was commonplace. Some informants described an increased awareness of the shortness of life, which made them live more intensely in the present. The illness itself was discussed in terms of meaninglessness. Still, many respondents were able to identify meaning in the past (memories), present (daily routines, positive aspects of responsibility) and future (to pass on the patient’s lifework). Discussion: The study underlines the importance of not only seeing the physical and psychosocial caregiver aspects, but also the existential ones that emerge when confronting impending death. Staff need to be more aware of existential issues in order to support families also in existential crisis.
Reviews
19. Citation: Goodman, C., Evans, C., Wilcock, J., Froggatt, K., Drennan, V., Sampson, E., Blanchard, M., Bissett, M., & Iliffe, S. (2010). End of life care for community dwelling older people with dementia: An integrated review. International Journal of Geriatric Psychiatry, 25(4), 329-337. http://onlinelibrary.wiley.com/doi/10.1002/gps.2343/abstract;jsessionid=DDB3494526400BA12A613FED6FD29581.d04t01
ABSTRACT: Objective: To review the evidence for end-of-life care for community dwelling older people with dementia (including those resident in care homes). Design: An integrated review synthesized 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/relief, respite and educational interventions for community dwelling older people with dementia were included. A user representative group informed decisions on the breadth of literature used. Each study selected was screened independently by two reviewers using a standardized check list. Results: Sixty eight papers were included. Only 17% (12) exclusively concerned living and dying with dementia at home. Six 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. The majority of 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 done. Conclusions: 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.
20. Citation: Sampson, E. L. (2010). Palliative care for people with dementia. British Medical Bulletin, 96, 159-174. http://bmb.oxfordjournals.org/content/96/1/159.long
ABSTRACT: The number of people with dementia will rise dramatically over the next 20 years. Currently, one in three people over the age of 65 will die with dementia. A PubMed search using MeSH headings for ‘dementia’ AND ‘palliative care’ and for specific areas, i.e. enteral feeding. National reports, UK guidelines and policies were also consulted. Advanced dementia is now being perceived as a ‘terminal illness’ with a similar symptom burden and prognosis to advanced cancer. People with dementia have poor access to good quality end-of-life care. Interventions such as antibiotics, fever management policies and enteral tube feeding remain in use despite little evidence that they improve quality of life or other outcomes. Research is required on the effectiveness of ‘holistic’ palliative care, outcome measures and the impact on caregivers and families.
21. Citation: van der Steen, J. T. (2010). Dying with dementia: What we know after more than a decade of research. Journal of Alzheimer’s Disease, 22(1), 37-55. http://iospress.metapress.com/content/454w7g4vx7q48453/?genre=article&issn=1387-2877&volume=22&issue=1&spage=37
ABSTRACT: Death with dementia is increasingly common. Although prognostication is difficult, it is an incurable life-limiting illness for which palliative care for the patient is often appropriate. Dementia patients are otherwise at risk of overtreatment with burdensome and possibly non-beneficial interventions and undertreatment of symptoms. Although recent studies indicate encouraging trends of improved palliative care, little evidence supports effectiveness of specific treatments. As of January 2010, at least 45 studies, almost all performed after 2000, have reported on treatment, comfort, symptom burden, and families’ satisfaction with care. Over half (25; 56%) of these studies were in US settings, and most were small or retrospective. Few randomized trials and prospective observational studies have been performed so far, but several promising studies have been completed recently or are underway in various countries. Guidelines for care and treatment, still mostly consensus-based, support the benefits of advance care planning, continuity of care, and family and practitioner education. Assessment tools for pain, prognosis, and family evaluations of care have been developed and some have been shown to be effective in clinical practice. With increasing numbers of well-designed, large-scale studies, research in the next decade may result in better evidence-based guidelines and practice.
[bookmark: _GoBack]22. Citation: Birch, D., & Draper, J. (2008). A critical literature review exploring the challenges of delivering effective palliative care to older people with dementia. Journal of Clinical Nursing, 17(9), 1144-1163. http://onlinelibrary.wiley.com/doi/10.1111/j.1365-2702.2007.02220.x/abstract;jsessionid=E3099E8240CA6CF48AA36C413F0F70C8.d04t01
ABSTRACT: Aim: This paper considers the challenges of delivering effective palliative care to older people with dementia and the possible strategies to overcome barriers to end-of-life care in these patients. Background: In UK alone, approximately 100,000 people with dementia die each year and as the number of older people increases, dementia is set to become even more prevalent. Dementia is a progressive terminal illness for which there is currently no cure. Patients dying with dementia have significant health-care needs and in recent years it has been recognized that palliative care should be made available to everyone regardless of diagnosis, as this improves comfort and quality of life. Despite this, patients dying with dementia are often still not given access to palliative care services. Method: A review of English language literature published after 1996 to the present day relating to older people with dementia during the terminal phase of their illness. Results: Twenty-nine articles met inclusion criteria for the review. Most originated from North America and UK and were mostly quantitative in nature. Four key themes were identified: difficulties associated with diagnosing the terminal phase of the illness (prognostication); issues relating to communication; medical interventions; and the appropriateness of palliative care intervention. Conclusions: This review reinforces the importance of providing appropriate palliative care to individuals suffering from end-stage dementia and identifies some of the barriers to extending such specialist palliative care provision. Relevance to Practice: There is an urgent need to improve palliative care provision for older people with end-stage dementia and, in addition, more research is required on the needs of patients entering the terminal phase of dementia to assist the allocation of appropriate resources and training to ensure quality and equality in the provision of end-of-life care.
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