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 Express an appreciation for the vital roles of family caregivers in caring for family
members facing serious illness and the end-of-life.



Byock, I. (2012). The best care possible: A physician’s quest to transform care through
the end of life. New York: Avery/Penguin Group.
List: $16.00 ISBN-10: 1583335129

Didon, J. (2007). The year of magical thinking. New York: Knopf. (Available on e-
reserves)
List: $14.95 ISBN-10: 1400078431

Hitchens, C. (2012). Mortality. New York: Twelve.
List: $22.99 ISBN-






need(s) do they meet on the part of the bereaved? On the part of society? What effect
do they have on the reader? On society as a whole? Should the practice be encouraged
or discouraged? Why?

b. Widows — Discuss the realities of the plight of widows around the world. Begin your
research by looking at the subjective experience of a widow you know well or to whom
you have ready access. Think about the customs, statistics, and relevant laws effecting



FINAL ASSIGNMENT: Due at Session 12

Select one of the below topics for in-depth analysis. At least five scholarly references, in
addition to your texts, should be used; websites may be used, but they do not count
towards the five scholarly references. The paper must be in APA format.

Page length: 8-10 pages
Topics:

a. Cultural Perspectives — Select a culture or community with which you are unfamiliar.
Discuss the cultural meaning of illness and death, including the culture’s rituals
surrounding death and the mourning process. You may be creative, but discuss your
ideas with your professor.

b. Alzheimer’s Care — Explore the ethical issues faced by families/surrogates making
end-of-life decisions on-behalf family members with

Alzheimer’s Disease. Include a description of the biological process of this

disease. Give special consideration to the ethics of withholding or withdrawing artificial
nutrition and hydration (food and fluids).

c. Advance Care Planning — Research whether or not advance care planning has been
an effective tool for documenting individual wishes regarding end-of-life care. Consider
the tools that are used for advance care planning, including the POLST approach. What
has worked and what has not. Explore challenges presented by cultural perspectives, or
practices around family decision-making (as opposed to decisions made by individual
patients).

d. Other topics must be pre-approved by your professor.



COURSE OUTLINE

Session 1 — Introduction to End-of-Life Care

- Professor and student introductions
- Course overview
- Attitudes & experiences about death -



Download from: https://reportcard.capc.org/wp-content/uploads/2020/05/CAPC State-
by-State-Report-Card 051120.pdf

Glajchen, M., Berkman, C., Otis-Green, S., Stein, G.L., Sedgwick, T., Bern-Klug, M.,
Christ, G., Csikal, E., Downed, D., Gerbino, S., Head, B., Parker-Oliver, D., Waldrop, D.,
& Portenoy, R.K. (2018). Defining core competencies for generalist-level palliative social
work. Journal of Pain and Symptom Management, 56(6), 886-892.

National Hospice and Palliative Care Organization (2023). NHPCO: Fact and figures,
2023 Edition. Download from: https://www.nhpco.org/wp-content/uploads/NHPCO-
Facts-Figures-2023.pdf

Recommended:

Harper, B.C. (2011). Palliative social work: An historical perspective. In Altilio, T. & Otis
Greene, S. (Eds).


https://reportcard.capc.org/wp-content/uploads/2020/05/CAPC_State-by-State-Report-Card_051120.pdf
https://reportcard.capc.org/wp-content/uploads/2020/05/CAPC_State-by-State-Report-Card_051120.pdf
https://www.nhpco.org/wp-content/uploads/NHPCO-Facts-Figures-2023.pdf
https://www.nhpco.org/wp-content/uploads/NHPCO-Facts-Figures-2023.pdf

Cagle, J.G. & Altilio, T. (2011). The social work role in pain and symptom management.
In Altilio, T. & Otis-Greene, S. (Eds). Oxford textbook of palliative social work. 271-
286, Section Ill, Chapter 25.

Session 6 — Psychological Aspects; Effective & Ethical Communication

- Resilience and meaning

- Psychological distress

- Truth-telling

- Informed consent

- Delegating decision-making to family members
- Social work and physician codes of ethics

Required readings:

From Sumser:


https://www.socialworkers.org/About/Ethics/Code-of-Ethics/Code-of-Ethics-English
https://www.socialworkers.org/About/Ethics/Code-of-Ethics/Code-of-Ethics-English
https://www.ama-assn.org/delivering-care/ethics/informed-consent

Viewing:

The Farewell (2019). Director, Lulu Wang.

Required Readings:

From Sumser:
Colon, Y., Ch. 7: Cultural aspects of care, pp. 148-164.

Koenig, B., & Gates-Williams, J. (1995). Understanding cultural difference in caring for
dying patients. Western Journal of Medicine, 163(3), 244-249.

Gonzales-Ramos, G. (2007). On loving care and the persistence of memories:
Reflections of a grieving daughter. Chapter 2. From C. Levine & T.H. Murray (eds.). The
cultures of caregiving: Conflict and common ground among families, health
professionals, and policymakers. Baltimore: Johns Hopkins University Press.

Stein, G. L., Berkman, C., Acquaviva, K., Woody, I., Godfrey, D., Javier, N. M.,
O’Mahony, S., gonzalez-rivera, c., Maingi, S., Candrian, C., & Rosa, W. E. (2023).
Project Respect: Experiences of seriously ill LGBTQ+ patients and partners with their
health care providers. Health Affairs Scholar. 1(4), 1-9.
https://doi.org/10.1093/haschl/gxad049

Recommended readings:

Bullock, K. (2006). Promoting advance directives among African Americans: A faith-
based model. Journal of Palliative Medicine, 9(1), 183-195.

Leung, P.P.Y. & Chan, C.L.W. (2011). Palliative care in th3(iv)12( 308.45 TmQlgl G[IL)9-BDC 010000
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https://doi.org/10.1093/haschl/qxad049
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https://theconversationproject.org/wp-content/uploads/2020/12/ChooseAProxyGuide.pdf
https://theconversationproject.org/wp-content/uploads/2020/12/ChooseAProxyGuide.pdf

Sessions 10-11 — Assisted Suicide and the Right to Die

- Understanding distinctions between assisted suicide and euthanasia

- Understanding distinctions between assisted suicide and foregoing life supports
- Terri Schaivo and disorders of consciousness

- Legal background

- What social workers may do with requests for help in dying

Required Readings:

Washington v. Glucksberg, 521 U.S. 702 (1997).

Oregon Health Authority/Public Health Division (2023). Oregon Death
with Dignity Act: 2022 Data Summary. Download at:

https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRE
SEARCH/DEATHWITHDIGNITYACT/Documents/year25.pdf

Kozlov, E., et al. (2022). Aggregating 23 years of data on medical aid in dying in the
United States, Journal of the American Geriatrics Society, 70(10), 3040-3044.

Hartocollis, A. (2009, December 27). Hard choice for a comfortable death: Druginduced
sleep. The New York Times. Download at:
https://www.nytimes.com/2009/12/27/health/27sedation.html

Session 12 — The Critical Role of Family Caregivers

- Appreciating the roles and responsibilities of family caregivers
- Who are family caregivers?

- What family caregivers do

- Cultures and values implicated in home care

Required readings:

From Sumser:
Conceicao, S., & Swenso0100000912 0 612 792 reWnBTIF3 12 TfII0 0 1 318.77 261.89 TmQIgOk61.¢
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https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEATHWITHDIGNITYACT/Documents/year25.pdf
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEATHWITHDIGNITYACT/Documents/year25.pdf
https://www.nytimes.com/2009/12/27/health/27sedation.html

Family caregivers providing complex care. Retrieve from:
https://www.aarp.org/content/dam/aarp/ppi/2019/04/home-alone-revisited-family-
caregivers-providing-complex-care.pdf

Surpin, R., & Hanley, E. (2007). The culture of home care: Whose values prevail?
Chapter 6. From C. Levine & T.H. Murray (eds.). The cultures of caregiving: Conflict and
common ground among families, health professionals, and policymakers. Baltimore:
Johns Hopkins University Press.

Session 13 — Pediatric Palliative Care

- Special needs of children

- Decision-making by minors
- Family approaches

- Innovative service models
- Social work roles
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https://www.aarp.org/content/dam/aarp/ppi/2019/04/home-alone-revisited-family-caregivers-providing-complex-care.pdf
https://www.aarp.org/content/dam/aarp/ppi/2019/04/home-alone-revisited-family-caregivers-providing-complex-care.pdf

Delisle, S., Heller, F.E., & Blinderman, C.D. (2020). Prolonged critical illness and
demoralization: Curative factors in hospice care in the age of Covid-19. Journal of
Hospice & Palliative Nursing. 22(6), 428-431.

Wallace, C., Wladkowski, S., Gibson, A., and White, P. (2020). Grief during the covid-19

pandemic: Considerations for palliative care providers. Journal of Pain and Symptom
Management, 60(1), e70-76.

Session 14 — Self-Care for Caring Professionals
- Protecting ourselves against burnout

- Supporting bereaved staff

- Family and professional caregivers

Required readings:

Clark, E. J. (2011). Self-care as best practice in palliative care. In Altilio, T. & Otis-
Greene, S. (Eds). Oxford textbook of palliative social work. 771
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http://www.palliativecarefordham.com/uploads/9/3/7/2/93725736/resources_for_palliative_social_work_-_6-23-23.pdf
http://www.palliativecarefordham.com/uploads/9/3/7/2/93725736/resources_for_palliative_social_work_-_6-23-23.pdf




Heiney, S. P., & Hermann, J. F. (2013). Cancer in our family: Helping children cope with
a parent's illness (2nd ed.). Washington, D.C.: American Cancer Society.

Holland, J. C., Breitbart, W. S., Jacobsen, P. B., Lederbarg, M. S., Loscalzo, M. J., &
McCorkle, R. S. (2010). Psycho-oncology. New York: Oxford.

Holland, J. C., & Lewis, S. (2001). The human side of cancer: Living with hope, coping
with uncertainty. New York: Harper Perennial.
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https://d2cauhfh6h4x0p.cloudfront.net/s3fs-public/end_of_life_helping_with_comfort_care_0.pdf
https://d2cauhfh6h4x0p.cloudfront.net/s3fs-public/end_of_life_helping_with_comfort_care_0.pdf
https://d2cauhfh6h4x0p.cloudfront.net/s3fs-public/end_of_life_helping_with_comfort_care_0.pdf
https://d2cauhfh6h4x0p.cloudfront.net/s3fs-public/end_of_life_helping_with_comfort_care_0.pdf
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php
http://acs.bookstore.ipgbook.com/social-work-in-oncology-products-9781604431711.php

Matzo, M. L., & Sherman, D. W. (2015). Palliative care nursing: Quality care to the end
of life. Spring.

McCue, K., & Bonn, R. How to help children through a parent's serious illness:
Supportive, practical advice from a leading child life specialist (2nd ed.). New York: St.
Martin's Griffin.

McPhee, S.J., Winkler, M.A., Rabow, M.W., Pantilat, S.Z., & Markowitz, A.J. (eds.)
(2011). JAMA evidence: Care at the Close of life: Evidence and experience. New York:
McGraw Hill Medical.

Miller, J. E., & Cutshall, S. (2001). The art of being a healing presence: A guide for
those in caring relationships. Willowgreen.

Morrissey, MB, Lang, M, & Newman, B. (2019). A Public Health Strategy for Living,

Aging and Dying in Solidarity: Designing Elder-Centered and Palliative Systems of
Care, Environments, Services and Supports. London and New York: Routledge.
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https://www.amazon.com/LGBTQ-Inclusive-Hospice-Palliative-Care-Transforming/dp/1939594146/ref=sr_1_1?ie=UTF8&qid=1507042252&sr=8-1&keywords=lgbtq-inclusive+hospice+and+palliative+care



https://doi.org/10.26099/jjme-gb35
https://doi.org/10.1093/haschl/qxad049

Berkman, C., Stein, G. L., Godfrey, D., Javier, N. M., Maingi, S., & O’'Mahony, S.
(2023). Disrespectful and inadequate palliative care to lesbian, gay, and bisexual
patients. Palliative and Supportive Care, 21(5), 782 - 787.
https://doi.org/10.1017/S1478951523001037

Berkman, C., Stein, G. L., Javier, N. M., O’'Mahony, S., Maingi, S., & Godfrey, D.
(2024). Disrespectful and inadequate palliative care to transgender persons. Palliative
and Supportive Care, 22(1), 3-9. https://doi.org/10.1017/S1478951523001104

Maingi, S., Radix, A., Candrian, C., Stein, G. L., Berkman, C., & O’'Mahony, S. (2021).
Improving the hospice and palliative care experiences of LGBTQ+ patients and their
caregivers. Primary Care: Clinics in Office Practice. 48(2), 339-349.
https://doi.org/https://doi.org/10.1016/j.pop.2021.02.012

Candrian, C., O’'Mahony, S., Stein, G.L., Berkman, C., Javier, N.M., Godfrey, D.,
Thomson, R.M., Liantonio, J., & Maingi, S. (2021). Let's do this: Collecting sexual
orientation and gender identity data in hospice and palliative care. Journal of Palliative
Medicine. 24(8), 1122 1123. https://doi.org/10.1089/jpm.2021.0160

Stein, G. L., Berkman, C., O'Mahony, S., Godfrey, D., Javier, N. M., & Maingi, S. (2020).
Experiences of lesbian, gay, bisexual, and transgender patients and families in hospice
and palliative care: Perspectives of the palliative care team. Journal of Palliative
Medicine. 23(6), 817-824. https://d0i:10.1089/jpm.2019.0542

Designated as a “highly-cited article” by Journal of Palliative Medicine

Stein, G.L., Berkman, C.S., & Pollak, B. (2019). What are social work students being
taught about palliative care? Palliative & Supportive Care. 17(5), 536-541. DOI:
https://doi.org/10.1017/S1478951518001049

Berkman, C.S., & Stein, G.L. (2018). Palliative and end-of-life care in the MSW
curriculum. Palliative & Supportive Care, 16(2), 180-188. DOI:
https://doi.org/10.1017/S147895151700013X.

Glajchen, M., Berkman, C., Otis-Green, S., Stein, G., et al.
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https://doi.org/10.1017/S1478951523001037
https://doi.org/10.1017/S1478951523001104
https://doi.org/https:/doi.org/10.1016/j.pop.2021.02.012
https://doi.org/10.1089/jpm.2021.0160
https://doi:10.1089/jpm.2019.0542
https://doi.org/10.1017/S1478951518001049
https://doi.org/10.1017/S147895151700013X



http://www.aahpm.org/
http://www.aahpm.org/
http://www.aahpm.org/



http://www.cityofhope.org/prc/
http://www.iasp-pain.org/AM/Template.cfm?Section=Publications&Template=/CM/HTMLDisplay.cfm&ContentID=2307
http://www.iasp-pain.org/AM/Template.cfm?Section=Publications&Template=/CM/HTMLDisplay.cfm&ContentID=2307
http://www.iasp-pain.org/AM/Template.cfm?Section=Publications&Template=/CM/HTMLDisplay.cfm&ContentID=2307
http://www.iasp-pain.org/AM/Template.cfm?Section=Publications&Template=/CM/HTMLDisplay.cfm&ContentID=2307
http://www.iasp-pain.org/AM/Template.cfm?Section=Publications&Template=/CM/HTMLDisplay.cfm&ContentID=2307
http://www.iasp-pain.org/AM/Template.cfm?Section=Publications&Template=/CM/HTMLDisplay.cfm&ContentID=2307
http://www.swhpn.org/
http://www.sswlhc.org/

