End-of-Life Care for People with Developmental Disabilities
Bibliography

February 2006

This bibliography is divided into three sections: End-of-life care for individnals with developmental disabilities, grief
and bereavement, developmental disabilities (aging, healthcare, miscellany), advance planning and healthcare decision
mafking, and end-of-life care—general. Pertinent websites are listed at the end.

End-of-Life Care for Individuals with Developmental Disabilities

Barbera, T., Pitch, R. & Howell, M. (1989). Death and dying: A guide for staff serving adults with mental
retardation. Boston: Exceptional Parent Press.

Blackman, N., & Todd, S. (2005). Caring for people with disabilities who are dying. London: Worth
Publishing.

Blanck, P., Kirschner, K., & Bienen, L. (1997). Socially-assisted dying and people with disabilities:
Some emerging legal, medical, and policy implications. Mental and Physical Disability Law
Reporter, 21: 538-543.

Botsford, A. (2004). The status of end-of-life care in organizations and agencies providing services
for older people with a developmental disability. American Journal of Mental Retardation, 109/5:
421-428.

Botsford, A. (20002). Integrating end-of-life care into services for people with an intellectual
disability. Social Work in Health Care, 31(1): 35-48.

Botsford, A. (2000b). Dealing with the end of life. In M. Janicki and E Ansello, (Eds.), Community
supports for aging adults with lifelong disabilities, 415-432. Baltimore, MD: Paul H. Brookes.

Botsford, A. (1998). Devalued deaths: Integrating hospice care into services for people with
disabilities and their families. (Abstract). Gerontologist, 31: 146.

Botsford, A., & Force, L.T. (2000). End of Life Care: A guide for supporting older people with intellectual
disabilities and their families. Albany, NY: NYSARC.

Botsford, A., & Force, L.T. (2000). Cuidado al final de la vida: Una guia de apoyo para envejecientes
con incapacidades intelectuales y sus familias. Albany, NY: NYSARC.

Botsford, A., Force, L., & Janicki, M (1999). Supporting people with intellectual disabilities at the
end of life: Evaluation of a teaching model for carers and implications for policy. (Abstract).
Gerontologist, 39: 180.

Botsford, A., & King, A. (2005). End-of-life care policies for people with an intellectual disability:
Issues and strategies. Journal of Disability Policy Studies.



Brown, H., Burns, S., & Flynn, M. (2003). ‘Please don’t let it happen on my shift!” Supporting staff
who are caring for people with learning disabilities who are dying. Iearning Disability Review,
8/2: 32-41.

Cavanaugh, P. E. (December 2004). At home: Care options at the end of life. Exveptional Parent
34/12: 46-48.

Chaney, R. H., & Eyman, R. K. (June 2000). Patterns in mortality over 60 years among persons with
mental retardation in a residential facility. Mental Retardation 38/3: 289-293.

Chochinov, H. M. (2002). Dignity-conserving care—A new model for palliative care: Helping the
patient feel valued. Journal of the American Medical Association, 287 /17: 2253-2260.

Community State Partnerships to Improve End-of-Life Care. (November 2001). Advance care
planning-Part 1: Approaches for patients from marginalized groups. State Initiatives in End-of-
Life Care, 12. Available at: http://www.midbio.org/mbc-publications.htm.

Craig, L. (August 2005). Last Passages becomes NHPCO’s Office of Disability. New/ine 16/8.
Alexandria, VA: National Hospice and Palliative Care Organization.

DeSantis Ringler, R. (June 2005). A special need for end-of-life care: New project offers adults with
developmental disabilities the care they deserve. Nursing Spectrum. Available at
www.nhpco.org (under NHPCO Programs Improving Care).

Jones, A. (2003). Palliative care and people with learning disabilities. earning Disability Practice, 6/7:
30-37. Binghamton, NY: The Hawthorne Pastoral Press.

Jones, A., & Tuffrey-Wijne, 1. Positive Approaches to Palliative Care Workbook. Worcestershire: British
Institute for Learning Disabilities. Available at http://www.bild.org.uk/publications/
book_pages/ldaf_materials.htm

King, A. (2005). What should we do for everyone? Response to “What should we do for Jay?” In
Gaventa, W. C. & Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with
Person Centered Care, Jonrnal of Religion, Disability & Health 9/2.

Kingsbury, L. A. (July 2005). People Planning Ahead: Communicating Healthcare and End-of-Life
Wishes. Contact: kingsvuryla@ec.rt.com.

Kingsbury, L. A. (2005). Person-centered planning and communication of end-of-life wishes with
people who have developmental disabilities. In Gaventa, W. C. & Coulter, D. L. (Eds.). End-
of-Life Care: Bridging Disability and Aging with Person Centered Care, Jonrnal of Religion, Disability &
Health 9/2.

Kingsbury, L. A. (November 2004). Person centered planning in the communication of end-of-life
wishes with people who have developmental disabilities. Exceptional Parent 34/11: 44-46.

Lohiya, G., Tan-Figueroa, L., & Crinella, F. (2003). End-of-life care for a man with developmental
disabilities. Journal of the American Board of Family Practice, 16/1: 58-62.



Meisel, A., Snyder, L., & Quill, T. (November 15, 2000). Seven legal barriers to end-of-life care:
Myths, Realities, and grains of truth. Journal of American Medical Association (reprinted) 284/19:
2495-2500.

Phan, A., Edwards, C. L., & Robinson, E. L. (2005). The assessment of pain and discomfort in
individuals with mental retardation. Research in Developmental Disabilities 26: 433-439.

Pugh, G. (2005). The challenges of living and dying well: Response to “What should we do for Jay?”
In Gaventa, W. C. & Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with
Person Centered Care, Jonrnal of Religion, Disability & Health 9/2.

Rader, R. (June 2003). Editor’s Desk: Last Passages. Exceptional Parent Magazine.

Reinders, H. S. (2005). Euthanasia and Disability: Comments on “What should we do for Jay?” In
Gaventa, W. C. & Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with
Person Centered Care, Journal of Religion, Disability & Health 9/2.

Barriers for people with disabilities. (April 2005). State Initiatives in End-of-Life Care 24.

Stein, G. (2003). Promoting palliative care for people with a disability. Social Work Leadership
Development Awards - In the Spotlight. Available at: http://swlda.org.

Stein, G., & Esralew, L. (2004). Palliative Care for People with Disabilities. In J. Berzoff & J.
Silverman (Eds.), Living with Dying, 499-507. New York: Columbia University Press.

Sterns, H.L., Kennedy, E.A., Sed, C. (2000). Person-centered planning for later life: A curvienlum on death and
dying for adults with mental retardation. Chicago: RRTC Clearinghouse on Aging and
Developmental Disabilities.

Stollee, P., et al. (2005). Instruments for the assessment of pain in older adults with cognitive
disabilities. Journal of the American Geriatric Society 53: 319-326.

Tuffrey-Wijne, 1. (1997). Palliative care and learning disabilities: The particular palliative care needs
of people with learning disabilities are being overlooked. Nursing Times, 93: 50-51.

Tuffrey-Wijne, 1. (2003). The palliative care needs of people with intellectual disabilities: A literature
review. Palliative Medicine, 17: 55-62.

Tuffrey-Wijne, 1. (2004). Longer lives mean clients must be eased through longer deaths: 2004-10.
Learning Disability Practice, 7/8: 7.

Turnbull ITI, R. H. (2005). What should we do for Jay? The edges of life and cognitive disability. In
Gaventa, W. C. & Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with
Person Centered Care, Journal of Religion, Disability & Health 9/2.

Wetherow, D. (2005). Our last months with Amber: An email reflection. In Gaventa, W. C. &
Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with Person Centered Care,
Journal of Religion, Disability & Health 9/ 2.



Wolttis, S. H. (2005). Former columnist’s final words inspire. In Gaventa, W. C. & Coulter, D. L.
(Eds.). End-of-Life Care: Bridging Disability and Aging with Person Centered Care, Journal of Religion,
Disability & Health 9/ 2.

Grief and Bereavement
Cassin, C. Saying Goodbye: Supporting People with Developmental Disabilities Through Loss and
Grief. Contact: Candace.cassin@dmr.state.ma.us.

Carder, M. (1987). Journey into understanding mentally retarded people’s experiences around death.
Journal of Pastoral Care, 41: 18-31.

Clements, P. T., Focht-New, G., Faulkner, M. J. (2004). Grief in the shadows: Exploring loss and
bereavement in people with developmental disabilities. Issues in Mental Health Nursing 25: 799-
808.

Deutsch, H. (1985). Grief counseling with the mentally retarded clients. Psychiatric Aspects of Mental
Retardation Review, 4/5: 17-20.

Emerson, P. (1977). Covert grief reactions in mentally retarded clients. Mental Retardation, 15/6 : 46-
47.

Fauri, D., & Grimes, D. (1994). Bereavement services for families and peers of deceased residents of
psychiatric institutions. Social Work, 39: 185-190.

Harper, D.C., & Wadsworth, J. S. (1993). Grief in adults with mental retardation: Preliminary
tindings. Research in Developmental Disabilities, 14: 313-330.

Hedger, C., & Smith, M. J. D. (1993). Death education for older adults with developmental
disabilities. Activities, Adaptation and Aging, 18: 29-36.

Hollins, S. (1995). Managing grief better: People with developmental disabilities. Habzlitative Mental
Healtheare Newsletter 14/3. Available at: www.thearc.org/fags/grief.html.

Hollins, S., Dowling, S., & Blackman, N. (June 2003). When Someone Dies. .ondon: Royal College of
Psychiatrists and St. George’s Hospital Medical School. Order @ http://www.
tepsych.ac.uk/publications/bbw

Kauffman, J. (2005). Guidebook on Helping Persons with Mental Retardation Mourn. Amityville,
NY: Baywood Publishing Company.

Kauffman, J. (1994). Mourning and mental retardation. Death Studies, 18: 257-271.

Kloeppel, D., & Hollins, S. (1989). Double handicap: Mental retardation and death in the family.
Death Studies, 13: 31-38.

Lavin, C



. (1989). Disenfranchised grief and the developmentally disabled. In K. Doka (Ed.), Disenfranchised
grief- Recognizing hidden sorrow, 229-237. Lexington, MA: Lexington.

Luchterhand, C. (1998). Mental retardation and grief following a death loss: Information for families and other
caregivers. Arlington, TX: The Arc.

Luchterhand, C., & Murphy, N. (1998). Helping adults with mental retardation grieve a death loss.
Philadelphia, PA: Taylor & Francis.

Ludlow, B. (1999). Life after loss: Legal, ethical, and practical issues. In S. Herr & G. Weber (Eds.),
Aging, rights, and quality of life: Prospects for older people with developmental disabilities, 189-221.
Baltimore: Paul H. Brookes.

Morales, A. (accessed 9/2005). Grief among individuals with developmental disabilities. In UNM
Continnum of Care (COC), Your Healthcare Primer for Long Term Care. Available at: www.
unmcoc.org/manual/grief/index.htm

Murray, G. C., McKenzie, K., Quigley, A. (2000). An examination of the knowledge and
understanding of health and social care staff about the grieving process in individuals with a
learning disability. Journal of Learning Disabilities 4/1: 77-90.

Powell, J. (2000). Grieving in the context of a community of differently-abled people: The
experience of I”Arche Daybreak. In Complicated Grieving and Bereavement: Understanding and
Treating People Experiencing Loss. Amityville, NY: Baywood Publishing Company. Available at
http:/ /www.larche.ca/en/members/aging/internal_resoutces.

Raji, O., & Hollins, S. (2003). How far are people with learning disabilities involved with funeral
rights? British Journal of 1earning Disabilities, 31: 42-45.

Service, K., Lavoie, D., & Herlihy, J. (1999). Coping with losses, death, and grieving. In M. P. Janicki
& A. Dalton (Eds.), Dementia, aging and intellectnal disabilities, 330-351. Philadelphia, PA: Taylor
and Francis.

Stoddard, K. P., Burke, L., & Temple, V. (2002). Outcome evaluation of bereavement groups for
adults with intellectual disabilities. Journal of Applied Research in Intellectual Disabilities, 15: 28-35.

Summers, S. J., & Witts, P. (2003). Psychological intervention for people with learning disabilities
who have experienced bereavement: A case study illustration. British Journal of Learning
Disabilities, 31: 37-41.

Wadsworth, J., & Harper, D. (1991). Grief and bereavement in mental retardation: A need for a new
understanding. Death Studies, 15: 281-292.

Yanok, J., & Beifus, J. (1993). Communicating about loss and mourning: Death education for
individuals with mental retardation. Mental Retardation, 31: 144-147.



Developmental Disabilities—Aging, Healthcare, and Miscellany

American Association of Mental Retardation. (October 1998). Mortality, 345-422 (Special Issue)
Mental Retardation, 36/5. historical perspective on, 237-239(37)

Botsford, A., & Rule, D. (2004). Evaluation of a group intervention to assist aging parents with
permanency planning for an adult offspring with an intellectual disability. Socia/ Work,
49/3: 423-432.

Braddock, D. (2002). Disability at the dawn of the 21" Century and the state of the states. Washington, D.C.:
American Association on Mental Retardation.

Braddock, D. (1999). Aging and developmental disabilities: Demographic and policy issues affecting
American families. Mental Retardation, 37/2: 1555-161.

Braddock, D., et al. (2005). State of the States in Developmental Disabilities: 2005. Boulder, CO: University
of Colorado. Available at: http://www.cu.edu/ColemanlInstitute/stateofthestates/.

Edgerton, R. B. (1967). The cloak of competence: Stigma in the lives of the mentally retarded. Berkeley:
University of California Press.

Flower, C. D. (1994). Legal guardianship: The implications for law, procedure, and policy for the
lives of persons with developmental disabilities. In M. F. Hayden & B. H. Abery (Eds.),
Challenges for a service system in transition, 427-447. Baltimore: MD: Paul H. Brookes.

Gritzer, G., & Arluke, A. (1985). The making of rehabilitation: A political economy of medical specialization,
1890-1980. Berkeley: University of California Press.

Groce, N.E. (1997). Women with disabilities in the developing world: Arenas for policy revision and
programmatic change. Journal of Disability Policy Studies, 8: 177-93.

Hanson, K.W., Neuman, P., Dutwin, D., & Kasper, J. (2003). Understanding the health care needs and
experiences of people with disabilities: Findings from a 2003 survey. Kaiser Family Foundation Report,
available at http://www.kff.org/medicare/121203package.cfm and in a recent online edition
of Health Affairs, available as Uncovering the health challenges facing people with disabilities: The role of
health insurance, available at: http:/ / content.healthaffairs.org/cgi/reprint/hlthaff.w3.552v1.pdf.

Hauerwas, S. (2005). The writing on the wall: Resources for further reflection. In Gaventa, W. C. &
Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with Person Centered Care,
Journal of Religion, Disability & Health 9/ 2.

Herr, S. & Weber, G. (Eds.), Aging, rights, and quality of life: Prospects for older people with developmental
disabilities, 189-221. Baltimore: Paul H. Brookes.

Tozzio, M. J. (2005). The writing on the wall...Alzheimer’s Disease: A daughter’s look at mom’s
faithful care of dad. In Gaventa, W. C. & Coulter, D. L. (Eds.). End-of-Life Care: Bridging
Disability and Aging with Person Centered Care, Journal of Religion, Disability &> Health 9/2.



Janicki, M., and Ansello, E. (Eds.). (2000). Community supports for aging adults with lifelong disabilities.
Baltimore, MD: Paul H. Brookes.

Janicki, M., & Wisiewski, H. (Eds.). (1985). Aging and developmental disabilities: Issues and approaches.
Baltimore, MD: Paul H. Brookes.

Kennedy, J. (2002). Disability and aging—beyond the crisis rhetoric: Introduction to the special
issue. Journal on Disability Policy Studies, 12/4: 226-228.

Luckasson, R., Barthwick-Duffy, W, Coulter, D. L., Craig, E., Reeve, A, Schalock, R. L., Snell, M. E.,
Speat, S, Spitalnik, D. M., & Tasse, M. (2002). Mental retardation: Definition, classification, and
systems of supports. Washington, DC: American Association on Mental Retardation.

National Institute on Disability and Rehabilitation Research. (2003). Changing concepts of health and
disability: State of the science conference and policy forum. Available at: www.ed/gov/offices/
OSERS/NIDRR 14-17.

Neri, M., & Kroll, T. (2003). Understanding the consequences of access barriers to health care:
Experiences of adults with disabilities. Disability and Rebhabilitation, 25/2: 85-96.

Nerney, T. (2000). Challenging incompetence (1-3): The meaning of self-determination. Ann Arbor,
MI: The Center for Self Determination. Available at: www.self-determination.com/
publications/incompetencel.html

Pearlman, R. A. (August 1996). Challenges facing physicians and healthcare institutions caring for
patients with mental incapacity. Journal of the American Geriatrics Society, 44/8: 986-7.

Rizzolo, M. C., Hemp, R., Braddock, D, & Pomeranz-Essley, A. (2003). The State of the States in
Developmental Disabilities: 2004. Washington, DC: American Association on Mental
Retardation. Available at www.cu.edu/ColemanlInstitute/stateofthestates

Scheer, J., Kroll, T., Neri, M., & Beatty, P. (2003). Access barriers for persons with disabilities: The
consumers’ perspective. Journal of Disability Policy Studies, 13/4: 221-230.

Silverman, W., Zigman, W., Kim, H., Krinsky-McHale, S., & Wisniewski, H. (1998). Aging and
dementia among adults with mental retardation and Down syndrome. Topics in Geriatric
Rebabilitation, 13: 49-64.

Turnbull, 111, H. R., (2005). Theological, personal, universal: Responses to “Writing on the wall”. In
Gaventa, W. C. & Coulter, D. L. (Eds.). End-of-Life Care: Bridging Disability and Aging with
Person Centered Care, Jonrnal of Religion, Disability & Health 9/2.

Wittenburg, D. (September 2004). A health-conscious safety net? Health problems and program use
among low-income adults with disabilities. New Federalism: National Survey of America’s Families
Series B: B-62. Washington, DC: The Urban Institute.



Advance Planning and Healthcare Decision Making

Cox, R.., & Parkman, C. (March/April 2002). The end-of-life movement: Advance care planning.
Continning Care, 20-30.

Day, L. J. (Aptil 2000). Decision making by sutrogates. Critical Care Nurse, 20/2: 107-11.

Friedman, R.I. (1998). Use of advance directives: Facilitating health care decisions by adults with
mental retardation and their families. Mental Retardation, 36/6: 444-456.

Kapp, M. B. (1990). Evaluating decisionmaking capacity in the elderly: A review of recent literature.
Journal of Elder Abuse and Neglect, 2/3-4: 15-29.

Kapp, M. B. (1991). Health care decision making by the elderly: I get by with a little help from my
tamily. Gerontologist, 31: 619-623.

Keywood, K., Fovargue, S., & Flynn, M. (1999). Best practice? Health care decisionmaking by, with and for
adults with learning disabilities. Manchester, UK: National Development Team.

McKnight, D. K., & Bellis, M. (1992). Foregoing life-sustaining treatment for adult, developmentally
disabled public wards: A proposed statute. Awmerican Journal of Law and Medicine, 18/3: 203-32.

Midwest Bioethics Center. (Fall 1996). Health care treatment decision-making guidelines for adults
with developmental disabilities. Bioethics Forum, S/1-8.

Midwest Bioethics Center. (Undated). Guidelines for the determination of decisional incapacity. Procedures for
ethics committees. Self-assessment tool and resonrce sheet: A guide to assist in case consultation. Case review
checklist. Kansas City, MO: Midwest Bioethics Center.

Robert Wood Johnson Foundation. (2001). Grant results brief: National leadership summit on self-
determination, consumer direction and consumer control among people with disabilities. Available at:
http:/ /www.rwjf.org.

Volicer, L., et al. (2002). Advance care planning by proxy for residents of long-terms care facilities
who lack decision-making capacity. Journal of the American Geriatrics Society, 50/4: 761-7.
End-of-Life Care—General

Beltran, J. E. (Fall 1996). Shared decision making: Ethics of caring and best respect. Bioethics Forum,
17-25.

Bradley, E., Walker L., Blechner, B., & Wetle, T. (1997). Assessing capacity to participate in
discussions of advance directives in nursing homes: Findings from the study of the Patient
Self-Determination Act. Journal of the American Geriatrics Society, 45: 79-83.

Field, M. J., & Cassel, C. K. (Eds.) (1997). Approaching death: Improving care at the end of life. Washington,
D.C.: National Academy Press.



Martin, D., Emmanuel, L., & Singer, P. (2000) Planning for the end of life. Lancet, 356: 1672-16806.

Meckin, Sharon; Klein, Jason; Fleishman, Alan; and Fins, Joseph. "Development of a palliative
education assessment tool for medical student education." Academic Medicine.

October2000, 75(10): 986-992. View article abstract at the National Library of Medicine's PubMed
Web site.

Montagnini, M.; Varkey, B.; Duthie, E. Jr; Palliative care education integrated into a geriatrics
rotation for resident physicians. | Palliat Med 2004 Oct;7(5):652-9. View article abstract at the
National Library of Medicine's PubMed Web site.

Okon TR. Evans JM. Gomez CF. Blackhall L]. Palliative educational outcome with implementation
of PEACE tool integrated clinical pathway. Journal of Palliative Medicine. 7(2):279-95, 2004 1 dew article
abstract at the National Library of Medicine's PubMed Web site



