
MODULE 
 

 

 

Dementia Curriculum 
for Health Care Professionals 

 
 

Module 12: References 
 
 
 

Palliative and End-of-Life Care for Persons Living 
with Dementia 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

1 2 3 5 6 7 8 9 10 11 13 14 15 16 
4 

12 

1 



MODULE  
Module 12 References 

 

Albrecht, J. S., Gruber-Baldini, A. L., Fromme, E. K., McGregor, J. C., Lee, D. S. H., & 
Furunu, J. P. (2013). Quality of hospice care for patients with dementia. Journal of the 
American Geriatric Society, 61(7), 1060–1065. 
American Association on Intellectual and Developmental Disabilities.(2012). Caring at 
the end of life: a position statement of the AAIDD. Washington, DC: AAIDD 
(https://aaidd.org/news-policy/policy/position-statements/caring-at-the-end-of- 
life#.W09mZPZFyUk) 
American Geriatrics Society (AGS). (2014). American Geriatrics Society’s (AGS) Ethics 
and Clinical Practice and Models of Care Position Statement on Feeding Tubes in 
Advanced Dementia. Journal of the American Geriatrics Society, 62(8), 1590–1593. 
Arcand, M. (2015). End-of-life issues in advanced dementia. Part 2: management of poor 
nutritional intake, dehydration, and pneumonia. Canadian Family Physician, 61, 337– 
341. 
Bonner, G. J., Wang, E., Wilkie, D. J., Ferrans, C. E., Dancy, B., & Watkins, Y. (2014). 
Advance care treatment plan (ACT-Plan) for African American family caregivers: a pilot 
study. Dementia (London), 13(1), 79–95. 

Brown, M. A., Sampson, E. L., Jones, L., Barron, A. M. (2012). Prognostic indicators of 
6-month mortality in elderly people with advanced dementia: a systematic review. 
Palliative Medicine, 27(5), 389–400. 

Chen, J. H., Lamberg, J. L., Chen, Y. C., Kiely, D. K., Page, J. H., Person, C. J., & 
Mitchell, S. L. (2006). Occurrence and treatment of suspected pneumonia in long-term 
care residents dying with advanced dementia. Journal of the American Geriatric Society, 
54, 290–295. 
Connolly, A., Sampson, E. L., & Purandare, N. (2012). End-of-life care for people with 
dementia from ethnic minority groups: a systematic review. Journal of the American 
Geriatric Society, 60(2), 351–360. 

Costa-Requena, G., Espinosa Val, M. C., & Cristófal, R. (2015). Caregiver burden in 
end-of-life care: advanced cancer and final stage of dementia. Palliative and Supportive 
Care, 13, 583–589. 
Davies, N., Maio, L., Rait, G., & Iliffe, S. (2014). Quality end-of-life care for dementia: 
what have family carers told us so far? A narrative synthesis. Palliative Medicine, 28(7), 
919–930. 
Friedman SL, Helm DT, Woodman AC. (2012). Unique and universal barriers: hospice 
care for aging adults with intellectual disability. Am J Intellect Dev Disabil. 2012 
Nov;117(6):509-32. doi: 10.1352/1944-7558-117.6.509. 
Friedrich, L. (2013). End-of-life nutrition: is tube feeding the solution? Annals of Long- 
Term Care: Clinical Care and Aging, 21(10), 30–33. 
Hanson, L. C., Carey, T. S., Caprio, A. J., Lee, T. J., Ersek, M., Garrett, J., … Mitchell, S. 
L. (2011). Improving decision making for feeding options in advanced dementia: a 
randomized, controlled trial. Journal of the American Geriatric Society, 59(11), 2009- 
2016. 2 

1 2 3 5 6 7 8 9 10 11 13 14 15 16 
4 

12 

https://aaidd.org/news-policy/policy/position-statements/caring-at-the-end-of-life
https://aaidd.org/news-policy/policy/position-statements/caring-at-the-end-of-life
http://www.theaftd.org/life-with-ftd/managing-health-care/hospice-end-of-life/considerations-in-ftd


MODULE 
 
Hendriks, S. A., Smalbrugge, M., Hertogh, C. M. P. M., & van der Steen, J. T. (2014). 
Dying with dementia: symptoms, treatment, and quality of life in the last week of life. 
Journal of Pain and Symptom Management, 47(4), 710–720. 
Hildreth, K. L. & Church, S. (2015). Evaluation and management of the elderly patient 
presenting with cognitive complaints. Medical Clinics of North America, 99(2), 311–35. 
Jox, R. J., Denke, E., Hamann, J., Mendel, R., Förstl, H., & Borasio, G. D. (2012). 
Surrogate decision making for patients with end-stage dementia. International Journal of 
Geriatric Psychiatry, 27, 1045–1052. 
Kiely, D. K, Givens, J. L., Shaffer, M. L., Teno, J. M., Mitchell, S. L. (2010). Hospice use 
and outcomes in nursing home residents with advanced dementia. Journal of the 
American Geriatric Society, 58, 2284–2291. 
McCarron, M., Stemp, S., Coppus, A., Fortea, J., Janicki, M.P., Reilly, E., Watchman, 
K., McCallion, P., and the Summit Working Group on Advanced Dementia., (2018). 
Defining advanced dementia in people with Down syndrome and other intellectual 
disabilities: Consensus Statement of the International Summit on Intellectual Disability 
and Dementia. Journal of Palliative Care, in press. 
Merel, S. E., DeMers, S., & Vig, E. (2014). Palliative care in advanced dementia. 
Clinical and Geriatric Medicine, 30, 469–492. 

Miller, S. C., Gozalo, P., & Mor, V. (2001). Hospice enrollment and hospitalization of 
dying nursing home patients. American Journal of Medicine, 111, 38–44. 
Miller, S. C., Lima, J. C., Looze, J., & Mitchell, S. L. (2012). Dying in U.S. nursing 
homes with advanced dementia: how does health care use differ for residents with, 
versus without, end-of-life Medicare skilled nursing facility care? Journal of Palliative 
Medicine, 15, 43–50. 
Miller, S. C., Mor, V., Wu, N., Gozalo, P., & Lapane, K. (2002). Does receipt of hospice 
care in nursing homes improve the management of pain at the end of life? Journal of 
the American Geriatric Society, 50, 507–515. 
Mioshi, E., Hsieh, S., Savage, S., Hornberger, M., & Hodges, J. R. (2010). Clinical 
staging and disease progression in frontotemporal dementia. Neurology, 74, 1591– 
1597. 
Mitchell, S.L. (2015). Advanced dementia. The New England Journal of Medicine, 372, 
2533–2540. 
Mitchell, S. L., Miller, S. C., Teno, J. M., Davis, R. B., & Shaffer, M. L. (2010a). The 
Advanced Dementia Prognostic Tool (ADEPT): A risk score to estimate survival in 
nursing home residents with advanced dementia. Journal of Pain and Symptom 
Management, 40(5), 639–651. 
Mitchell, S. L., Miller, S. C., Teno, J. M., Kiely, D. K, Davis, R. B., & Shaffer, M. L. 
(2010b). Prediction of 6-month survival of nursing home residents with advanced 
dementia using ADEPT vs hospice eligibility guidelines. Journal of the American 
Medical Association, 304(17), 1929–1935. 
Mitchell, S. L., Teno, J. M., Kiely, D. K., Shaffer, M. L., Jones, R. N., Prigerson, H. G., 
… Hamel, M. B. (2009). The clinical course of advanced dementia. The New England 

 

Journal of Medicine, 361(16), 1529–1538. 3 

1 2 3 5 6 7 8 9 10 11 13 14 15 16 
4 

12 



4  

MODULE 
 
National Hospice and Palliative Care Organization (NHPCO). (2017). Palliative and 
Hospice Care. Retrieved from 
https://www.nhpco.org/sites/default/files/public/2014_Facts_Figures.pdf  
Nicolle, L. E., Bradley, S., Colgan, R., Rice, J. C., Schaeffer, A., & Hooton, T. M. (2005). 
Infectious Diseases Society of America guidelines for the diagnosis and treatment of 
asymptomatic bacteriuria in adults. Clinical Infectious Diseases, 40, 643–654. 
Ortman, J. M., Victoria A. Velkoff, V. A., & Hogan H. (2014). An Aging Nation: The Older 
Population in the United States, Population Estimates and Projections, Current 
Population Reports. Retrieved from https://www.census.gov/prod/2014pubs/p25- 
1140.pdf 
Peck, G. E., Dani, M., Torrance, A., & Mir, M. A. (2014). Artificial feeding in patients with 
advanced dementia. British Journal of Hospital Medicine. 75(Sup1):C2. doi: 
http://dx.doi.org/10.12968/hmed.2014.75.Sup1.C2 
Rose, K. & Lopez, R. (2012). Transitions in dementia care: theoretical support for 
nursing roles. The Online Journal of Issues in Nursing, 17(2):4. 

Schafirovits-Morillo, L. & Suemoto, C.K. (2010). Severe dementia: a review on 
diagnoses, therapeutic management and ethical issues. Dementia and 
Neuropsychology, 4(3), 158–164. 
Sekerak, R. J. & Stewart, J. T. (2014). Caring for the patient with end-stage dementia. 
Annals of Long-Term Care: Clinical Care and Aging, 22(12), 36–43. 

Sloane, P. D., Zimmerman, S., Williams, C. S., & Hanson, L. C. (2008). Dying with 
dementia in long-term care. Gerontologist, 48(6), 741–751. 
Tjia, J., Briesacher, B. A., Peterson, D., Liu Q., Andrade, S. E., & Mitchell, S. L. (2014a). 
Use of medications of questionable benefit in advanced dementia. Journal of the 
American Medical Association -Internal Medicine, 1774, 1763–1771. 

Tjia, J., Cutrona, S. L., Peterson, D., Reed, G., Andrade, S. E., & Mitchell, S. L. (2014b). 
Statin discontinuation among nursing home residents with advanced dementia. Journal 
of the American Geriatric Society, 62(11), 2095–2101. 
Tjia, J., Rothman, M. R., Kiely, D. K., Shaffer, M. L., Holmes, H. M., Sachs, G. A., & 
Mitchell, S. L. (2010). Daily medication use in nursing home residents with advanced 
dementia. Journal of the American Geriatric Society, 58(5), 880–888. 
Tilly J. & Fok, A. (2007). Quality end of life care for individuals with dementia in assisted 
living and nursing homes and public policy barriers to delivering this care. Retrieved 
from http://www.alz.org/documents/national/End_interviewpaper_III.pdf 
Todd, S., Barr, S., Roberts, M., & Passmore, A. P. (2013). Survival in dementia and 
predictors of mortality: a review. International Journal of Geriatric Psychiatry, 28, 1109– 
1024. 
Torke, A. M., Holtz, L. R., Hui, S., Castelluccio, P., Connor, S., Eaton, M. A., & Sachs, 
G. A. (2010). Palliative care for patients with dementia: a national survey. Journal of the 
American Geriatric Society, 58(11), 2114–2121. 

1 2 3 5 6 7 8 9 10 11 13 14 15 16 
4 

12 

https://www.nhpco.org/sites/default/files/public/2014_Facts_Figures.pdf
https://www.census.gov/prod/2014pubs/p25-1140.pdf
http://dx.doi.org/10.12968/hmed.2014.75.Sup1.C2
http://www.alz.org/documents/national/End_interviewpaper_III.pdf


5  

MODULE 
 
University of California, San Francisco (UCSF), Memory and Aging Center. (2016). 
Forms of Frontotemporal Dementia. Retrieved from 
http://memory.ucsf.edu/ftd/overview/ftd/progression/multiple/endstage 
Wolf-Klein, G., Pekmezaris, R., Chin, L., & Weiner, J. (2007). Conceptualizing 
Alzheimer’s disease as a terminal medical illness. American Journal of Hospital and 
Palliative Medicine, 24(1), 77–82. 
World Health Organization (WHO). (2016). WHO definition of palliative care. Retrieved 
from http://www.who.int/cancer/palliative/definition/en/ 

 
 

Module 12 Additional References 
Arrighi, H. M., Neumann, P. J., Liebergurg, I. M., & Townsend, R. J. (2010). Lethality of 
Alzheimer disease and its impact on nursing home placement. Alzheimer Disease and 
Associated Disorders, 24, 90–95. 
Clare, L., Quinn, C., Hoare, Z., Whitaker, R., & Woods, R. T. (2014). Care staff and 
family member perspectives on quality of life in people with very severe dementia in 
long-term care: a cross-sectional study. Health and Quality of Life Outcomes, 12:175. 
Cohen-Mansfield, J., Marx, M. S., Freedman, L. S., Murad, H., Thein, K., & Dakheel-Ali, 
M. (2012). What affects pleasure in persons with advanced stage dementia? Journal of 
Psychiatric Research, 46(3), 402–406. 
Li, Q., Zheng, N. T., & Temkin-Greener, H. (2013). Quality of end-of-life care of long- 
term nursing home residents with and without dementia. Journal of the American 
Geriatric Society, 61, 1066–1073. 

 
 

Module 12 Resources 
AGS 2015 Updated Beers Criteria for Potentially Inappropriate Medication Use in Older 
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Center to Advance Palliative Care https://www.capc.org/about/palliative-care/  
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from: http://www.theaftd.org/wp-content/uploads/2011/10/Hospice-and-FTD_Hospice-
of-the-Valley-2011-ppt-online-version.pdf   
 
National Hospice and Palliative Care Organization http://www.nhpco.org  
 
National Hospice Foundation http://www.nationalhospicefoundation.org  
 
National Institute of Aging. End of Life: Helping with Comfort and Care. (2012)  
https://www.nia.nih.gov/health/end-of-life   
 
National Transitions of Care Coalition http://www.ntocc.org/Home.aspx   
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American Academy of Hospice and Palliative Medicine http://aahpm.org/  
What is hospice? http://hospicefoundation.org/Hospice-Care/Hospice-Services  
 
Consider recommending a bereavement support group. 
Refer to a trained bereavement counselor or other mental health professional in 
cases of complicated grief, whose signs include nightmares and long-lasting feelings 
of guilt or hopelessness. 
 

https://www.assistedlivingfacilities.org/resources/quiz-what-type-of-care-
is-right-for-me-/hospice-care/ 
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A hospice locator is available at https://agencylocator.nahc.org/  
Advice on how to choose a hospice is available at https://hospicefoundation.org/End-
of-Life-Support-and-Resources/Coping-with-Terminal-Illness/How-to-Choose  
Alzheimer’s Association. Hospice Care for Alzheimer’s (2016). 
http://www.alz.org/care/alzheimers-dementia-hospice.asp 
American Academy of Hospice and Palliative Medicine http://aahpm.org/  

Center for the Advancement of Palliative Care https://www.capc.org/  
Hospice and Palliative Nurse Association https://advancingexpertcare.org/  
Information on paying for hospice is available at 
http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3358 
Lewy Body Dementia Association. The Role of Palliative and Hospice Care in Lewy 
Body Dementia http://www.lbda.org/content/role-palliative-and-hospice-care-in-lbd 
National Consensus Project for Quality Palliative Care 
http://www.nationalconsensusproject.org/ 
National Hospice and Palliative Care Organization http://www.nhpco.org/ 
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