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RESOURCES 
 
 
I found the following books and resources helpful. 
 
 
Caregiving and Medical Advocacy 
 
Bailey, Elizabeth. The Patient’s Checklist. New York: Sterling, 2011. A sobering, defensive manual for 

reducing the risks attending hospital stays. 
Byock, Ira. Dying Well: Peace and Possibilities at the End of Life. New York: Riverhead Books, 1997. A 

beautiful  guide to the emotional work at the approach of the end of life. 
Coste, Joanne Koenig. Learning to Speak Alzheimer’s: A Groundbreaking Approach for Everyone Dealing 

with the Disease. New York: Houghton Mifflin, 2003. 
Dunn, Hank. Hard Choices for Loving People. Lansdowne, VA: A & A Publishers, 2009. Written by a 

hospice chaplain, this simple eighty-page pamphlet is worth its weight in gold. A moral and practical 
framework for medical decisions, with sections on palliative care, CPR, feeding tubes, antibiotics, 
respirators, dialysis, and intravenous fluids. 

Gross, Jane. A Bittersweet Season: Caring for Our Aging Parents—and Ourselves. New York: Alfred A. 
Knopf, 2011. Guidance on Medicare, Medicaid, nursing homes, and assisted living. Gross has also 
prepared “caring for the elderly” (http://www.nytimes.com/ref/health/noa_resources.html), an 
exhaustive resource guide from the New York Times’s excellent “New Old Age” blog, which Gross 
pioneered. http://newoldage.blogs.nytimes.com. 

Mccullough, Dennis. My Mother, Your Mother: Embracing “Slow Medicine,” The Compassionate 
Approach to Caring for Your Aging Loved Ones. New York: HarperCollins, 2007. The single best 
manual on medical caregiving in the years stretching from decline to death, by a leading geriatrician 
formerly of Dartmouth Medical School. 

Moyers, Bill. “On Our Own Terms.” Four-part Frontline series on end-of-life care in America, available on 
DVD at libraries and on netflix. 

 
 
 
Caring for the Caregiver 
 
Boss, Pauline. Ambiguous Loss: Learning to Live with Unresolved Grief. Cambridge, MA: Harvard 

University Press, 1999. 
Hargrave, Terry. Loving Your Parents When They Can No Longer Love You. Grand Rapids, MI: 

Zondervan, 2005. Excellent guide to familial caregiving issues, from the perspective of a Christian 
psychotherapist. 

Jacobs, Barry. The Emotional Survival Guide for Caregivers. New York: Guildford Press, 2006. 
Kabat-Zinn, Jon. Full Catastrophe Living. New York: Delacorte Press, 1990.  
Lao-tzu. Tao Te Ching. Translated by Stephen Mitchell. New York: Harper & Row, 1988.  
Satow, Roberta. Doing the Right Thing: Taking Care of Your Elderly Parents Even if They Didn’t Take 

Care of You. New York: Penguin, 1995. Another excellent guide to familial caregiving issues, from 
the perspective of a New York psychoanalyst. 

 
 
 
Government Support 
 
The federal Family and Medical Leave Act guarantees family caregivers unpaid time off from work 
without risking job termination. California and New Jersey go a step further and provide several weeks per 
year of “paid family leave,” akin to unemployment insurance payments, to payroll workers who miss work 
to care for a sick parent or other relative. Washington State has a similar program, but it is restricted to 
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those caring for children. The District of Columbia requires employers to provide some paid family leave. 
California’s program, administered through its employment Development Department, is the most 
generous: family caregivers can be compensated for up to six weeks per year. Work absences don’t have to 
be consecutive, and the program covers caregiving performed in another state or done over the phone. 
 In most states, elderly people poor enough to qualify for Medicaid can pay their family caregivers 
through the National Resource Center for Participant-Directed Services. See “How to Get Financial Help 
for Taking care of Mom, Dad” at AARP.org’s Caregiving Resource Center. 
http://www.AARP.org/relationships/caregiving-resource-center. 
 
 
 
 
 
Organizations 
 
The American Association of retired Persons (AARP) has excellent tips and articles in its Caregiving 
Resource Center under the “Home and Family” tab on its Web site, http://www.AARP.org. 
 Your local Alzheimer’s Association, listed in the white pages, offers sup- port groups for families 
coping with all forms of dementia. http://www.alz.org. 1-800-272-3900. 
 The Family Caregiver Alliance offers classes and legislative advocacy for a huge, neglected interest 
group. http://www.caregiver.org. 785 Market Street, Suite 750, San Francisco, CA 94103. 415-434-3388; 
1-800-445-8106. 
 The Center to Advance Palliative Care (CAPC) has an excellent, user-friendly Web site for families 
that explains palliative care and lists programs by city and state. http://www.getpalliativecare.org. 1255 
Fifth Avenue, Suite C-2, New York, NY 10029. 1-212-201-2670. 
 The National Hospice and Palliative Care Organization can refer you to local hospice providers, and 
its Web site features guides to palliative care, Medicare coverage, and how to open a discussion of end-of-
life wishes. http://www.nhpco .org. 1731 King Street, Suite 100, Alexandria, Virginia 22314. 1-800-658-
8898. 
 Compassion and Choices, which advocates for right-to-die laws and the legalization of physician-
assisted suicide, provides free counseling for families seeking to withdraw or refuse medical treatment and 
facing institutional resistance. We used their service, and found it helpful. http://www.compassionand 
choices.org. P.O Box 101810, Denver, CO 80250. 1-800-247-7421. 
 
 
 
General Readings 
 
For an overview of the death-ways we’ve lost, and where that loss has taken us, I recommend: 
 
Aries, Philippe. Western Attitudes toward Death from the Middle Ages to the Present. Baltimore: John 

Hopkins University Press, 1974. 
Brownlee, Shannon. Overtreatment: Why Too Much Medicine Is Making Us Sicker and Poorer. New York: 

Bloomsbury, 2007. 
Nuland, Sherwin B. How We Die: Reflections on Life’s Final Chapter. New York: Vintage Books, 1993. 
 
 
 
Legalities 
 
You have a constitutional right to refuse any medical treatment or ask for its withdrawal on your own 
behalf or on behalf of someone who has legally entrusted you with that role. Some family members have 
even called an ambulance and signed someone out of an intensive care unit against medical advice. Your 
right to medical autonomy trumps any doctor’s conception of his or her Hippocratic oath to act with 
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beneficence, which doctors may wrongfully interpret as meaning that they should always do more (and that 
you should go along). If a doctor is unwilling to do as you ask, he or she is obligated to refer you to 
someone who will. If you and the doctor aren’t on the same page, find another. Any request on behalf of 
incommunicado patients should legally be phrased in terms of your understanding of their wishes, not your 
own sense of what is best for them. (You may be guided by their “best interests” only if their wishes are not 
known.) 
 Having your paperwork in order is often promoted as the be-all and end-all of a good death. 
Unfortunately, it’s not that simple. But it is a start. 
 
 
 
Do Not Resuscitate 
 
Signed by both patient and doctor, a DNR affirms your right to a natural death free of electrical 
defibrillation and chest pounding. Given the dismal survival rates of those resuscitated outside hospitals, it 
isn’t as radical as it sounds. If you call 911 in a panic, however, emergency medical technicians will 
resuscitate you or your family member, even if you have a DNR, unless you have further, state-approved 
DNR identification, usually an official plastic bracelet. Regulations vary by state, but all recognize a metal 
bracelet purchasable from the Medic-Alert Foundation. http://www.medicalert.org. 1-888-633-4298. 
 
 
 
 
Advance Directives (“Living Wills”) 
 
Better than nothing, the outdated, boilerplate versions of these documents offered by many lawyers ask for 
no life support only when you are comatose or within six months of death. For a tailored document that 
includes more specific instructions on gray-area issues such as dementia, antibiotics, feeding tubes, and 
devices like pacemakers, see an elder lawyer or a doctor specializing in palliative care or geriatrics. One 
such nationally known specialist is Jennifer Brokaw, MD, at the group medical practice Good Medicine in 
San Francisco, CA. 
 
 
 
Physician’s Orders for Life-Sustaining Treatment (POLST) 
 
Signed by both physician and patient, and printed on bright-pink attention-getting paper, POLST orders 
carry more weight with doctors and hospitals than living wills and DNRs. They are more specific and cover 
respirators, unnecessary transfers and hospitalizations, feeding tubes, antibiotics, and intravenous fluids. 
They have a box to check for “comfort measures only.” 
 POLST California has a downloadable version. http://www.capolst.org. 
 The Coalition for Compassionate Care of California has an excellent guide to legal-medical 
paperwork. http://www.coalitionccc.org/advance-health-plan ning.php. 
 For a clear, quick introduction to advance planning, see the San Jose Mercury News’s excellent 
“cost of Dying” pages by Lisa Krieger. http://www.mercu rynews.com/cost-of-dying. 
 
 
 
Medical Guardianship 
 
A Durable Power of Attorney for Health care gives someone you trust the authority to make your medical 
choices when you can no longer make your own. Like the other legal documents, this is only a start, and 
not a substitute for expressing your wishes and getting agreement in careful family meetings. Unless all 
family members are on the same page, doctors often override the “health care proxy” and provide 
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maximum treatment due to fear of litigation. 
WHEN COMMUNICATION BREAKS DOWN 

 
Hospitals are worlds unto themselves, with fragmented, tribalistic, and often nonexistent chains of 
command. Essentially they provide operating rooms, nursing, and diagnostic services, while each doctor 
uses the facility and bills separately as an independent contractor. If auto-repair shops were organized like 
hospitals, you would get one bill from the mechanic who fixed the radiator, another from the guy who did 
the brakes and fixed the sunroof, and yet another from the one who provided the shop floor and the lift. 
Each would focus on his own specialty, and nobody would supervise anyone else. 
 The result is often fragmentation of care and too many cooks, each narrowly focused on repairing a 
single vital organ, with no overall plan. A palliative care physician can help provide a coherent plan. A 
patient liaison, hospital social worker, hospice physician, hospitalist, or staff bioethicist can also help you 
negotiate this confusing culture. If your relative is getting too much, too little, or the wrong kind of care, 
ask for a bioethics or palliative care consult. Some hospitals have anonymous bioethics hotlines. 
 
 
 

 
PACEMAKERS AND DEFIBRILLATORS; YOUR LEGAL AND MORAL 

RIGHT TO DEACTIVATION 
 
Experts appointed by the American Heart Association, the Heart Rhythm Society, and the American 
College of Cardiologists have stated that disabling a pacemaker or defibrillator is neither assisted suicide 
nor euthanasia. Refer your physician to: 
Lampert, Rachel, et al. “HRS expert consensus Statement on the Management of Cardiovascular 
Implantable Electronic Devices (CIEDs) in Patients Nearing the End of Life or Requesting Withdrawal of 
Therapy.” Heart Rhythm. 7, no. 7 (July, 2010): 1008–1026. Available from the Heart Rhythm Society 
online under the section “clinical Guidelines and Documents.” http://www.hrsonline.org/Practice-
Guidance/clinical-Guidelines-Documents/Expert-Consensus-Statement-on-the-Management-of-CIEDs. 

 
 
 
 

BAD DEATHS 
 
These cautionary tales show what is in store for the unprepared: 
 
Krieger, Lisa. “The Cost of Dying: It’s Hard to Reject Care Even as Costs Soar.” San Jose Mercury News, 

Feb. 5, 2012. http://www.mercurynews.com/cost- of-dying/ci_19898736. A blow-by-blow account 
of her eighty-eight-year-old father’s ten-day, $323,000 death in an intensive care unit. 

Windrum, Bart. Notes from the Waiting Room: How to Survive a Parent’s End- of-Life Hospitalization. 
Boulder, CO: Axiom Action, 2008. This confusingly organized book contains valuable practical 
advice starting on page 60. 

Wolff, Michael. “A Life Worth Ending: The Era of Medical Miracles Has Created a New Phase of Aging, 
as Far from Living as It Is from Dying. A Son’s Plea to Let His Mother Go.” New York, May 20, 
2012. http://nymag.com/ news/features/parent-health-care-2012–5. Heart-valve surgery fixed his 
mother’s heart and worsened her dementia. 
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BEREAVEMENT 
 
Hospice programs provide free bereavement groups and counseling to family members of their patients for 
a full year after death. Others can pay out of pocket, often on a sliding scale. See also: 
 
Safer, Jeanne. Death Benefits: How Losing a Parent Can Change an Adult’s Life—for the Better. New 

York: Basic Books, 2010.	  


