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OWL’s 2010 Policy Recommendations:

• Support policies that would provide
for the coverage of patient-centered
counseling about end-of-life care
choices under Medicare, Medicaid
and other public and private health
insurance.

• Support policies that would ensure
patients’ rights to determine the
course of their medical care as well as
other decisions surrounding their
health and well-being, such as who
can visit them.

• Ensure that state and federal
conscience clause rights that apply
to care providers, facilities, or other
employees are not prioritized
above of the rights of the dying
patient.

• Enact legislation protecting patient
advancedirectives and designated
health care proxies.

• Support and protect state aid in
dying rights for patients, family
members and medical providers.

• Expand Medicare and Medicaid
coverage of end-of-life care from six
months to 18 months, and allow
patients to pursue both curative and
palliative treatments concurrently.

• Support development of medical
school curricula and supplemental
physician training in patient centered
palliative care, end-of-life counseling,
and hospice care.

• Undertake public education
campaigns to increase awareness
about the importance of end-of-life
planning and provide adequate
resources to do so.

• Support policies that promote open
dialogue in families, communities,
and at the national level about end-
of-life care and decision-making.

To promote and protect autonomy and control in end-of-life decision-making and
ensure a digni#ed death for each of us, OWL calls on legislators, public health
agencies, non-pro#t organizations, community advocates and health care providers
to take the following steps:



Happy Mother’s Day!

OWL – The Voice of Midlife and Older Women
celebrates Mother’s Day as a “call for action” day to
improve the well-being of today’s older women and
future generations of older women. The topic
selected for the 2010Mother’s Day is of importance to
all women and their family and friends – Choice at the
End of Life.

In the past two decades there
has been a campaign to
improve the quality of the
end-of-life experience and to
educate Americans about
choices at the end of life.
Most people’s preference is
to die at home. And, the Last
Acts campaign believes that
respecting the dying
person’s wishes about where
death occurs is an indicator
of the overall quality of end-

of-life care. Despite that, the percentage of people
who die in hospitals and, increasingly, nursing homes
continues to be high. In a recent study, disparities in
income and geographic location were found to a!ect
the extent to which the individual had a choice in the
place of death. For example, in Oregon, 38%of deaths
occurred in the home compared to Washington, DC,
where only 12% of deaths were home-based in 2004.
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OWL has consistently taken the position that the
end-of-life decisions rest in the preferences of the
individual. Women, the kinkeepers and family
caregivers, are often called upon to be the proxy
decision-maker for others. In those cases, it is
women who may be required to take di"cult
positions in order to ensure that the preferences
of the care recipient are respected.

We havemade signi#cant strides in end-of-life care
in this country over the past two decades.
Palliative care is now common and widely
available. The percentage of people who die in
hospitals has dropped from a high of 80% in the
1990s. Hospice service and bene#ts are widely
available. However, there continue to be barriers
to choice and control at the end of life. This report
is designed to educate and foster dialogue about
these important issues and help you decide for
yourself what action youwill take to improve end-
of-life care for your family, your neighbors and all
of our brothers and sisters around the nation.

Sincerely,

Donna L.Wagner



Dying and death are very much women’s issues.
While all older people (and young ones too) are
a!ected, women have a special stake. The last face
each of us is likely to see as we die is a woman’s. As
OWL approached this issue for the second time in our
thirty-year history, we faced individuals both within
OWL and outside of OWL who felt discomfort
regarding the topic. Dying and death are hard to talk
about. They evoke very di!erent emotions in each
person, and often tap into deeply rooted religious
and political beliefs – thus making it one of those
topics most people try to avoid in good company. I,
too, am uncomfortable with this topic. It causes me
to questionmany things, and forcesme to revisit the
times in my life in which I’ve dealt with loss.

As Executive Director of OWL, I have had the great
privilege of reading themanywritings and speeches
of our co-founder, Tish Sommers. In the early years of

OWL, she discovered that her breast cancer had
returned, and that she was going to die. She used
her story to highlight dying and death – even
testifying on Capitol Hill in the very late stages of her
disease. It is in her honor that on our thirtieth
anniversary, we revisit this di"cult topic.

As a feminist, advocate for older women, lawyer, loyal
daughter and granddaughter and someonewhowill
die, I believe that awareness must be raised
surrounding this issue. I refuse to believe that we, as
a nation, are not strong enough to sit down together
and reasonably talk about end-of-life care, planning,
#nances, health care delivery and fundamental
rights. In health reform deliberations this past
summer, debate in the House over a proposal to let
Medicare pay doctors for time spent discussing end-
of-life planning and decision-making with patients
degenerated when politicians distorted its purpose
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in attempts to undermine health reform by scaring
people. The result was much false rhetoric about
“death panels” and “pulling the plug on grandma,”
notions de#nitely never contemplated.

The fact remains that many are not prepared to die.
Often others make decisions for the dying that do
not re$ect their wishes. Doctors often do not have
these conversations with their patients since there is
little incentive plus a risk that institutions will
override decisions made when conversations are
held. Unfortunately, the #nal version of the health
reform law keeps the status quo. Nevertheless, OWL
believes that doctors should be able to have these
conversations and be paid accordingly for their time.

Mainstream systems of care are disjointed, and we
have only just begun to #x some of the problems.
Access to care and the quality of the care are far
below our expectations, but the cost of treatment
and long-term care continues to rise exponentially.
One quarter of Medicare andMedicaid expenditures
occur during the last year of life, without any
correlation between the money spent and the
quality of care received.1 The fact that some
policymakers tried to address how care is delivered at
the end of life, and how patients and families can
obtain the proper information and make the best
decisions for themselves, demonstrates a concern
about the current culture of dying and death. These
e!orts were falsely manipulated to suggest that
bureaucrats were trying to end our lives early. This
indicates that we, as a society, refuse to address this
issue in a meaningful and compassionate manner.
Yes, in a hypothetical health care cost analysis, the
least expensiveway to handle the last year of life is to
end it. Neither OWL, nor anyone else for that matter,
advocates this absurdity.

OWL wishes to take a critical look, through the
gender lens, at the many issues surrounding dying
and death.

Feminism and the Cost of Dying:

Midlife and older women have a unique and distinct
stake in most topics regarding health, income
security and quality of life. The main factors
accounting for this are their statistically longer life

spans than males, their position as primary unpaid
family caregiver due to societal norms and gender
roles, and cumulative inequities in income security
over the lifetime culminating in higher poverty for
women in old age than men. Older women are
increasingly concerned and aware of choices and
costs of end-of-life care for themselves and the ones
they love and care for.

Women still far outnumber male caregivers even as
moremen take on the role. The National Alliance for
Caregiving released a study in 2009 showing that:
66% of family caregivers are women; women
caregivers average 48 years in age; one-third of
women caregivers care for more than one person at
a time; 262%of the cared for arewomen; and the care
recipient’s average age is 61 years.

In America, women of all ages are poorer than men.
In 2007, 13.8% of females were poor compared to
11.1% of men. Elderly women are much more likely
to end up in poverty than older men. For women 75
and older, 13% are living in poverty versus 6% of
older men. Older minority women are among
poorest individuals in American society with 27.6%
of older African American women and 20.8% of
Hispanic older women living in poverty. For older
women living alone, 44%of those 65+ live in poverty.

Women face higher poverty levels for a number of
reasons. First, women make, on average, 77¢ for
every $1 a man earns – for the same work and with
the same quali#cations. The reason for this wage gap
is discrimination, not lack of training or education.
Second, women are often forced to take lower wage
or part-time jobs due to their family caregiving
responsibilities. When one takes on the role of family
caregiver, it becomes di"cult to maintain a full-time
job. Therefore, women take jobs that are part-time
or drop out of the workforce entirely for a number of
years to provide unpaid care for their families. So,
whilewomen today are amajority of theworkforce in
comparison to men,3 they are still socialized to
become caregivers in a pinch and it is likely that
womenwill be cared for by women at the end of life.

Poverty directly links an olderwoman to the situation
that she will face at the end of her life. Because the
cost of health care is high and access to the best
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long-term care services and supports takes #nancial
resources beyond the reach ofmany, individuals who
are at or near the poverty level may not have access
to the care they need and face increased risk for
disease and fewer treatment options.4 Costs vary for
full time, long-term care, but the average for a private
room in a nursing home is $191 per day, or $70,080
annually, if paid out-of-pocket by the nursing home
resident or her or his familymembers. Manymiddle-
income individuals spend all their assets in the #rst
fewmonths or years of long-term care and then rely
on Medicaid to cover costs.

Medicaid provides a safety net for many older
women. Women comprise 69% of adult Medicaid
bene#ciaries. In order to qualify forMedicaid, women
need to meet health status and income criteria.
Health status categories include pregnancy, having
children under the age of 18 or a disability, and being
65 or older. Within these categories there are
di!erent income eligibility thresholds which vary
between the states.5 For seniors, anyone who
quali#es for Supplemental Security Income (SSI) can
receive full Medicaid bene#ts. Low-income seniors
who do not qualify for SSI are able to receive cost-
sharing assistance through Medicare, but are not
covered under Medicaid for long-term services and
supports.6 Over 4million low-income elderly women
receive long-term services and supports and
Medicare cost sharing through Medicaid. Of all
seniors on Medicaid, women comprise the majority
(70%) in every age group because they live longer
and are disproportionately poorer than men.7

Additionally, there is a direct correlation between
#nancial hardship and an increased risk in mortality,
which varies between the genders.8 The #nancial
hardship most important in predicting mortality for
women is having the level of income associatedwith
the receipt of Medicaid bene#ts, and facing the
barriers to good care associated with factors such as
physicians’ refusal to take Medicaid patients. Of the
1.3 million individuals living in nursing homes who
are 65+, 74% are women9 and two-thirds of
individuals receiving home health care services are
women. Older women also have higher rates of
limitations in activities of daily living (ADLs), higher
rates of chronic disease and are more likely to be
diagnosed with Alzheimer’s disease.10

What DoWomenWant?

Women in America have been #ghting for equality
since before we were a nation – voting rights,
property rights, control over our own decisions and
bodies – and it is OWL’s #rm belief that at the end of
our lives, our choices and decisions should be
respected and honored. Many times these are the
#nal decisionswomenmake and they should be their
own, not determined by government, institutions or
people who do not respect their wishes.

OWL sta! and board members attended the Aging
in America Conference in Chicago in March of this
year. One particularly interesting session was titled,
“Spirituality, A Dimension of Quality Geriatric and
Palliative Care.” The session spoke of the advances
beingmade to ensure comprehensive palliative care
in America’s hospitals. Some of the e!orts are being
lead by the GWish Program at George Washington
University.11 One goal of this project is to ensure that
we have a compassionate system of health care that
not only is premised on concrete scienti#c principles
but also addresses the psychological, social and
spiritual needs of patients. This program is aimed at
not only helping patients with di"cult health care
situations, but also to support people working in the
hospital. When a nurse was asked what she does to
relieve su!ering for a patient, she replied,“I show up,
even when it’s messy and uncomfortable.” The
session encouraged us to educate consumers on
their rights tomore holistic and comprehensive end-
of-life care.

What are our wishes? Some people want aggressive
care to continue life, regardless of its quality. Others
want only palliative care at the obvious end of life.
Others want the choice to pro-actively end their life.
Broad support exists for palliative care since it
emerged as a #eld in the early 1980s. Are people in
favor of aid in dying? Are people in favor of death
with dignity laws? In the United States, it is widely
accepted that starvation and dehydration are a
normal and natural method for carrying out a
person’s decision to end life. This topic has been
widely covered, from the conviction of Dr. Jack
Kevorkian to the case of Terry Shiavo. Each event
prompted a media #restorm from all sides of the
debate, but without some of these highly
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controversial events, the improvements to end-of-life
decision-making and the emergence of an array of
options and new and varying policies and positions
would not have evolved.12

In the early 1990s, most of America was in favor of
some form of aid in dying. In a June 1990 USAToday
poll, , 65% agreed that the terminally ill should be
grantedmedical help to end their lives. Also in 1990,
the United Methodist Reporter revealed that 73% of
its readers believed that it was morally justi#ed for
an individual to commit suicide under certain
circumstances. A year later, Longevity magazine
stated that 86% of respondents answered in the
a"rmative when asked if it was ever proper for a
medical doctor to assist a patient in dying.

By 2005, opinions had shifted. The Pew Research
Center for The People and The Press conducted a
survey that revealed the public deeply divided over
legalizing physician-assisted suicide. Forty-six
percent approved of the existing state laws while
45% were opposed. The views of respondents were
greatly a!ected by the amount of time each had
spent thinking about end-of-life issues. Of those
who had given a great deal of thought to end-of-life
issues, 57% approved of legal assisted suicide.

In 2007, right before the Presidential primary in New
Hampshire, Citizens Forum conducted a poll
regarding aging, serious illness and caregiving.13 Out
of the 463 individuals polled, 80% stated it was very
or extremely important to have their dignity
respected, preferences honored, pain controlled and
to not leave family with debt. Additionally, 80%
strongly endorsed palliative care requirements,
clinical licensure and reimbursement, and expansion
of family caregiver leave, respite care, and
bereavement support. This poll also stated that less
than half of respondents strongly endorsed being
kept alive as long as possible or having assisted
suicide available.

While people want their end-of-life wishes honored,
fewer than 20% of individuals who end up lacking
the capacity to make decisions have an advance
directive in place at the time they become
incapacitated. This indicates that we must raise
awareness of the importance of putting one’s wishes

in writing and discussed with family members prior
to unexpectedly becoming incapacitated.14

Legal and Fundamental Rights:

As Americans we have a right to make our own
medical decisions. The law presumes that a person is
competent and that competent persons have the
right to consent to medical treatment and the right
to refuse it.15 Under the United States Constitution,
Americans have a 14th Amendment liberty interest,
an inferred federal Constitutional right to privacy,
and rights under speci#c state constitutional
provisions. In 1990, the US Supreme Court
recognized the right to die in Cruzan v. Director,
Missouri Dept. of Health. In this case, the court ruled
that the Due Process Clause protects the interest in
refusing life-sustaining treatment. However, the
State may assert an unquali#ed interest in the
preservation of the life of an incompetent person,
which is then weighed against the person’s
constitutionally protected rights; the State can
establish procedural safeguards to ensure that a
surrogate’s decision is in line with the patient’s
wishes.

The only relevant federal legislation enacted to-date
is the Patient Self-Determination Act of 1990.16 This
law amends the Medicare and Medicaid provisions
of the Social Security Act to encourage the use of
advance directives to enable persons to control
health decisions after becoming incapacitated. This
law requires states to develop a written description
of the state’s law concerning advance directives to
distribute to hospitals, nursing facilities, providers of
home health care or personal care services, hospices
and HMOs participating in Medicare or Medicaid
programs. Also, health care providers must develop
written policies and procedures consistent with their
state law, which should enable individuals to exercise
their rights. Health care providers are required to
document in the individual’s medical records
whether or not the individual has executed an
advance directive. Additionally, the health care
provider must provide written information at the
time of admission concerning the patient’s right
under state law to make decisions concerning
medical care – including the right to accept or refuse
treatment and to formulate advance directives.
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With all of these protections in place, it is hard to
understand why individuals are still not planning
ahead for their death. We, and our allies, must also be
aware that advance directives are sometimes ignored
by family members, hospitals and providers.

In other situations where our fundamental rights are
ignored, we have legal recourse. In death, it is much
harder. Litigation can be time consuming, costly and
without a live plainti!, the case is very di"cult to
argue and win.

Conclusion:

Women have the ability to make choices regarding
their end-of-life care.Women need to be aware of the
fact that, statistically, we have a higher likelihood of
ending up in poverty and we overwhelmingly
represent the majority of indiviuals who live in
nursing homes. If this is not what we want for the
ends of our lives, we must agree to educate other
women and to shape policy to ensure better long
term care serivces and supports andmake ourwishes
known legally, and to our families. Through this
report, OWL highlights such issues, as the
importance of family decision-making and advance
care planning for women aswe age. While legally we
have the right to refuse medical treatment and, in
some states request aid in dying, our wishes are not
always honored. Women in same-gender
relationships face federal barriers, have less income
security, legal authority, and community support,
making them less able to best advocate for their
partner. Additionally, women's income insecurity
later in lifemay lead to less access to quality care and
fewer treatment options. At OWL, we believe that
women need to be aware of the array of options
available for end-of-life care, utilize the resources that
exist and educate other women and policy makers
on an issue that most certainly falls within the
purview of our mission to improve the health,
economic security and quality of life (and death) of all
women.
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In closing – and as my life comes to a close after six years
with slow growing, but widespread cancer, my ardor for
justice burns brightest. Is that compensation? Cer-
tainly. Wisdom? At least a longer view. When life is in
jeopardy it takes on new value. Flowers smell sweeter,
friends are dearer. There is so much yet to do, but what
isn’t done, I know, will be carried on by others. Laurie* and
I had dreamed of a “last perch” but life has a way amend-
ing the best laid plans. For me, facing death [I’ve had time
to do that and to help bring another issue, death and
dying, out of the closet], these last years have actually
been the most rewarding, the most self-actualizing of my
life. You don’t fear death as much when you have lived it
to the full. Not like if you feel it has passed by you, that
you have never been engaged in the big issues of the day
– for yourself and others. What gives greatest meaning to
life is helping to build a heritage for younger persons to
draw upon. For me, it ’s been a great show! Now this
evening, in this beautiful place, I wish you each a long life,
a joyous life – filled with love and with struggle. Please
join me in growing older bolder.

*Laurie Shields Co-Founder of OWL

In theWords of Tish Sommers, May 29, 1985
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My Grandmother’s Passing
By Ashley Carson

When I was a senior in college #nishingmy degree in
music, the study of aging wasn’t at all within my
projected career path. I knew I would eventually
attend law school, but intended to become an
advocate on behalf of women and children. It was
winter break and I had just completed my last #nal
of the term when I received a call from my family to
tell me that my grandmother who su!ered from late
stage Alzheimer’s disease and/or severe dementia
had fallen and broken her hip. For someone in this
stage of the disease, they said that she would likely
die from complications surrounding the fall. I had
visited her just a few weeks earlier during
Thanksgiving and I knew that she wasn’t doing very
well. During dinner, I helped her with her food and
tried to help her to understand what was going on. I
was acutely aware that these could verywell be some
of the last moments I would share with her.
Something told me that she was nearing death and
because of the closeness we shared, I wanted to stay
with her for as long as possible.

I drove the two hours to seemy grandmother. When
I arrived at the Continuing Care Retirement
Community, I was already devastated. I didn’t like
going there, because I was forced to accept that this
was the #nal place my grandparents would live, and
that there were so many residents su!ering from
multiple chronic illnesses. As a child I had always
been uncomfortable with nursing homes, the
sadness and loneliness that I saw was often just too
overwhelming for me. I arrived to #nd my father
there with his father and later my two aunts arrived.
My grandmother, was in the convalescent center and
was not conscious. We spent much of our time
holding her hands, singing and talking to her. The
worst part was consoling my grandfather. A strong,
brave WWII vet and family man, he was reduced to
tears and denial that his wife of almost 60 years was
not going to regain consciousness and was going to
die. He repeatedly asked if we could do something to
help her. Luckily, my grandmother had her advance
directive in place and the facility knew exactly what
her wishes were. Despite knowing that my
grandmother wanted pain management, but no
feeding tube or IV, it felt wrong to me. Because of

advances in medicine, I was in denial that death was
coming. As I slept on the $oor of my grandparents
apartment for the next four nights, I had nightmares
that my grandmother was starving and dehydrating
to death and that I could stop it, if only I could give
her food and drink. I would talk to my father and he
would remind me that her quality of life would not
be what it once was, and that we had to honor her
wishes. When she died in the night after #ve days, I
felt an overwhelming sense of relief.

Death is normal and natural, but we are taught to
fear it. Is letting someone dehydrate and starve the
best we can do inmodern day society?With all of the
ways we keep people alive, might there be a better
way to die? I question this all the time.

I helped my grandfather pick out the clothing that
she would wear to be taken to the funeral parlor; he
picked a plaid skirt, because shewore onewhen they
met at a dance some six decades prior. He cried
when he saw her; he said she didn’t look like herself.
We aren’t prepared to see the dead. It was di"cult
to say goodbye, but I was happy to be there for my
father and grandfather. This was my #rst encounter
with loss of a loved one. It changed who I am, and
my views of death.

That convalescent center roomwas something that I
thought I never wanted to see again, but thingswork
out in the strangest ways and I got my #rst post-
college job working there. Within a year and a half,
that wing of the facility was remodeled into the
corporate o"ces. My o"ce, in the human resources
department, was located very near to the exact
location of my grandmother death. I #rmly believe
that my grandmother wanted me to be near my
grandfather to help him in his #nal years, and that
she hoped I’d grow comfortable with the way her
death occurred. Her wishes were honored and her
rights upheld despite it being extraordinarily painful
for those around her to watch. This is the way she
wanted to die and we honored that choice. Not
everyone is that lucky.



I didn’t mean to kill Grandma. I didn’t even mean to
create death panels.

But now that I andmy fellow lawmakers have passed
health care reform, I’m able to re$ect on what I
learned as the author of the now-famous end-of-life
provisions. My experiences during the bizarre
controversies of the summer of 2009 provide both a
note of caution about how these deeply emotional
issues can be manipulated to score political points,
but also that the public is smart enough to see
through such antics.

During my 14 years in the House, I have written and
co-sponsored numerous provisions to change the
way the government pays for health care. Likemany
of my colleagues, I was committed to a vision of
health reform that both extended coverage to the
uninsured and addressed some of the perverse
#nancial incentives that perpetuate fragmentation
and lack of good coordination of health care services.

In this context, I found it troubling that Medicare
would pay for almost anymedical procedure, yet not
adequately reimburse doctors for having a
thoughtful conversation to prepare patients and
families for the delicate, complex and emotionally
demanding decisions surrounding the end of life. So
when I wasworking on the health care bill, I included
language directing Medicare to cover a voluntary
discussion with a doctor once every #ve years about
living wills, power of attorney and end-of-life
treatment preferences.

I was especially committed to this issue because
helping patients and their families clarify what they
want and need is not only good for all Americans, but
also a rare common denominator of health care
politics. Indeed, the majority of Congressional
Republicans supported the similar provisions for
terminally ill elderly patients that were part of the
2003 prescription drug bill. In the spring of 2008, Gov.
Sarah Palin of Alaska issued a proclamation that
stated the importance of end-of-life planning.

With this history in mind, I reached out to
Republicans, including conservative members of

Congress who often expressed support for the
concept, and worked with national experts in
palliative care and advocacy groups in devising the
end-of-life provision. My Republican co-sponsor,
Charles Boustany of Louisiana, told me he hadmany
end-of-life conversations as a cardiovascular surgeon
but unfortunately they often were too late. He
wished that he could have spoken to patients and
their families when they could have re$ected
properly, not when surgery was just hours away.

While continuing to work on other important health
care reform provisions, I was con#dent that in this
area, we had made a contribution that would
ultimately be in the #nal bill. It might even serve as a
bridge for bipartisan compromise as we entered the
frustratingly contentious end game of #nishing the
overall legislation.

But the battle lines were being drawn. Little did I
knowhowdeep the trencheswould be dug, nor how
truth would be one of the #rst, and most obvious,
casualties.

The House Ways and Means Committee “mark-up
session”of the health care bill on July 16, 2009 lasted
all day and into the night. Republican colleagues
o!ered dozens of amendments aimed at numerous
provisions. Nowhere was there a single proposal to
change the end-of-life language, nor a word spoken
in opposition. Not a single word.

Then Betsy McCaughey entered the fray. A former
lieutenant governor of New York, Ms. McCaughey
had gained notoriety in the 1990s by attacking the
Clinton health plan. In a radio interview, she attacked
the end-of-life provisions in the health care
legislation, claiming it “would make it mandatory,
absolutely require, that every #ve years people in
Medicare have a required counseling session that will
tell them how to end their life sooner.” The St.
Petersburg Times’s fact-checking Web site PolitiFact
quickly excoriated her: “McCaughey isn’t just wrong;
she’s spreading a ridiculous falsehood.”

But in today’s vicious news cycle, lies take on lives
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Re$ecting on My Near Death Panel Experience
By Earl Blumenauer
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of every #ve years, more often if the seasoned citizen
is sick or in a nursing home,”was howRush Limbaugh
described the provision a week later. “We can’t have
counseling for mothers who are thinking of
terminating their pregnancy, but we can go in there
and counsel people about to die,”he added.

Two days later, the lie found its way into Republican
politicians’ statements. “This provision may start us
down a treacherous path toward government-
encouraged euthanasia if enacted into law,”declared
the House Republican leader, John Boehner of Ohio,
and Thaddeus McCotter of Michigan. I was shocked.
This really struck at the heart of what I was trying to
do— to build consensus.

Still, nothing could prepare me for what came next.
As luck would have it, on July 28 I was presiding over
the House of Representatives when my Republican
colleagues decided to have a #libuster of one-minute
speeches attacking the Democratic health care
reform proposals, or rather, the proposals as seen
through their skewed vision.

Representative Virginia Foxx of North Carolinamade
the singularly outrageous claim that the Republican
version of health care reform “is pro-life because it
will not put seniors in a position of being put to
death by their government.” More groups and
politicians repeated and exaggerated the claims.
The most bizarre moment came on Aug. 7 when
Sarah Palin used the term “death panels” on her
Facebook page. She wrote: “The America I know and
love is not one in which my parents or my baby with
Down syndrome will have to stand in front of
Obama’s ‘death panel’ so his bureaucrats can decide,
based on a subjective judgment of their ‘level of
productivity in society,’ whether they are worthy of
health care. Such a system is downright evil.”

There was, of course, nothing even remotely like this
in the bill, yet other politicians joined the death panel
chorus. On“ThisWeekWith George Stephanopoulos,”
the former Republican House speaker, Newt
Gingrich, refused an opportunity to set the record
straight. Instead, Mr. Gingrich noted “the bill’s 1,000
pages,” as if the number of pages was an excuse for
his misrepresentation, and then declared, “You’re
asking us to trust turning power over to the

government, when there clearly are people in
America who believe in establishing euthanasia.”The
Speaker Gingrich I served with a decade ago would
have been appalled at the blatant and repeated
falsehoods of the Newt Gingrich of 2009.

Such behavior is a graphic example of how the issue
of health care was hijacked. Town hall meetings
became dominated by people shouting down their
opponents and yelling misinformation. Some town
hall participants even told politicians to keep
government out of their Medicare— something that
would be di"cult to pull o! since Medicare is a
government program.

To be fair, some people sincerely believed what they
were saying to be true, but that only made them
more indignant when others challenged them or
tried to give them correct information.

The news media was a particular culprit in this
drama. This was not just Fox News; seemingly all the
national news organizations monitored any
meetings they could #nd between lawmakers and
constituents, looking for $are-ups, for YouTube
moments. The meetings that involved thoughtful
exchanges or even support for the proposals would
never #nd their way on air; coverage was given only
to the most outrageous behavior, furthering
distorting the true picture.

My o"ce quickly produced testimonials from 300
respected professionals and organizations to set the
record straight. Articles followed about how
Republicans themselves had supported such
provisions. Sites like PolitiFact and Factcheck.org as
well as national organizations like AARP, the
American Medical Association, and faith leaders
pushed back on the lies.

It didn’t matter. The “death panel” episode shows
how the news media, after aiding and abetting
falsehood, were unable to perform their traditional
role of reporting the facts. By lavishing uncritical
attention on the most exaggerated claims and
extreme behavior, they unleashed something that
the truth could not dispel.

There was a troubling new dynamic: People like



Senator Chuck Grassley, an Iowa Republican, were
parroting these falsehoods in their town meetings
and letting it drive their policy decisions. (Mr.
Grassley: “We should not have a government
program that determines if you’re going to pull the
plug on Grandma.”) When the most extreme
elements peddling false information can cow senior
members of Congress into embracing their claims, it
does not bode well for policymaking or governing.

At the end of the day, we were able to combat the
distortions enough to convince the American public
that there are no“death panels” in health reform, but
that wasn’t enough to get the provision into the
Senate bill, which ultimately was signed into law.
While I’m disappointed, I’m not giving up and am
actually more hopeful than ever that when I
introduce this bill again, it will be enacted.

The great irony is that this political storm, which
wreaked havoc on the legislative process, also got
families talking, engaged religious groups, medical
professionals, the national news, and you.

People are now talking and reading about a topic
that under normal circumstancesmost would rather
avoid. Family dialogue is the #rst step to preventing
tragedies like the sad public spectacle with Terri
Schiavo.

Medical professionals whowere dismayed, outraged,
and o!ended by the inference of involvement in
some“government death panel”are speaking out to
explain to the public what hospice and palliative care
really is, its role in the health care system, and how
these voluntary services can help patients and
families. New studies are demonstrating that
advance directives are e!ective and reinforce
patient-centered care. Organizations like OWL are
publishing reports and sharing information with
their membership, empowering and encouraging
individuals to decide for themselves what their
treatment wishes are and to document and discuss
those preferences with their families and doctors.

The importance of advance care planning is out
of the shadows.

Months after the “death panel” myth had been

debunked, Keith Olbermann on MSNBC discussed,
on air, the slow decline of his father. Mr. Olbermann’s
personal, intimate portrayal of dealing with the
complexities and anxieties of caring for a loved one
at the end of life transcended all political boundaries.
We all want to dowhat’s right for our loved ones. Mr.
Olbermann shared how, at a particularly low point,
his father just wanted it all to stop – the pain, being
awakened every 2 hours by nurses checking his
vitals, the invasive procedures, the loss of privacy and
dignity. Unsure of what to do, Mr. Olbermann had a
long talk with his father’s doctor, which resulted in
changing his father’smedical care so that it wasmore
in line with his needs and improved his comfort. As
a result of his family’s experience, Mr. Olbermann
decried that such an important consultation could
bemischaracterized as a“death panel.” Instead, they
should be called“life panels”because they give life –
they help people live the way they want to live in
their #nal days.

I couldn’t agree more.

It is with this sense of purpose that I continue
working on improving the quality of care at the end
of life and promoting “life panels.” I am hopeful that
once the dust settles a bit more, this proposal can
once again be a bipartisan e!ort, because at the end
of the day, it’s just the right thing to do.
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Three years ago this month (April 2007), my 70 year-
old mother went to the emergency roomwith what
she thought was appendicitis. Unfortunately, she
found out that she had stage four appendiceal
cancer that had spread to other organs. Mom
underwent long and invasive surgery to remove the
a!ected organs and to receive a heated
chemotherapy wash to kill remaining cancer cells.
The surgerywas successful. Recoverywas not. Mom
experienced a succession of debilitating
complications that required additional surgery
which also caused complications. Bymid-July, Mom
wanted to stop hermedical care and go into hospice
care because she had had enough.

I actively considered legal intervention in Mom’s
decision because I was not ready to let go of her. This
was in spite of the fact that Mom was perfectly able
tomake decisions for herself. I toldmy husband and
youngest sister about my plan. My middle sister
then called me and begged me not to intervene
because it would devastate my parents. I went no
further with my plans. Eventually, Mom went into
hospice care and died in August withmy dad and all
three of her daughters at her side.

I have struggled over the past three years to forgive
myself formy plans to interferewithmyMom’s life. A
major reason for writing this is to use it to move
forward.

My Story
By Amy Shannon

“AT NIGHT”© Deidre Scherer 2000, thread on fabric, 36 x 48 inches
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Family Decision Making
Lorie Rosenblum, Margaret Huyck and Natale Zimmer

Those who have been with a loved one in their last
days understand the complexity of thoughts and
emotions, wishes and regrets that accompany the
realization that the loss is imminent. Death comes in
many ways: sometimes painful and tragic, other
times peaceful and blessed. Planning ahead and
making ourwishes known can lighten the burden on
our loved ones and help ensure that we can have
death on our own terms.

It is understandable that talking about deathmay be
scary and uncomfortable, but scary or not,
comfortable or not, wewill each likely #nd ourselves
one day having to discuss health, life, and deathwith
our loved ones or doctors.

Family decision-making happens in twoways: before
an acute event or during an acute event. If we plan
ahead, we are preparedwith our ownwishes and the
knowledge of another’s wishes, even if we struggle
to follow through. If we don’t plan ahead, we are not
only unprepared in terms of knowledge, but
unprepared to implement the decisions we may be
called on to make as well. Both options come
complete with laundry lists of details to attend to,
and emotional growth and grief. In this section, you
will #nd several considerations that should be part
of our conversation, from family issues, to hospital
and physician concerns.

If Not Me, ThenWho?

Advances inmedical treatment and technology have
allowed doctors to diagnose and treat diseases that
were not well understood or treatable just a few
decades ago. Public understanding of the
consequences of those treatments has not kept pace.
Even doctors and other professional care providers
may not be fully informed or prepared to lead
patients and families through the thought processes
of deciding what responsible care and treatment at
the end of life means for a given patient. Although
doctors are ethically committed to refraining from
“futile” treatment, medical training programs focus
on treatment, with few programs preparing doctors
for palliative care decisions. For many – doctors,

patients and loved ones alike – it may be di"cult to
acknowledge that just because there is an available
treatment or procedure—a spinal tap to determine
the exact source of infection in a dying cancer
patient, for instance—implementing the procedure
is not always in the patient’s best interests.

Sometimes treatment means more days, but days in
pain. Palliative care couldmean fewer days, but days
that are pain free and happier. It’s important that
patients, doctors and loved ones come together to
make decisions that the patient wants and that are
in the patient’s interests above anyone else’s. This is
not to suggest rationing or euthanasia; rather,
patients, families and providers need to be aware of
all of the options – treatment and non-treatment –
and their consequences, and consider all factors
whenmaking decisions about care, especially at the
end of life.

Recent research, however, has shown that having an
advance directive does make a di!erence.
Researchers at the University of Michigan in Ann
Arbor searched the records of 4,000 patients over the
age of 60 and found that almost a third of these
eventually became too incapacitated to make their
own decisions regarding treatment at the end of life.
Of these, “nearly all with a living will requesting
limited or comfort care only ultimately did receive
such care at the end of their lives.” (See Pauline W.
Chen, M.D., “Doctor and Patient: MakingYourWishes
Known at the End of Life,” New York Times, April 15,
2010.) It is especially important, then, that we have
discussions with our loved ones and our primary
doctors about what kind of care we want at the end
of life, and follow-up with creating the appropriate
documents and disseminating them. Ideally, this
process will have occurred long before the acute
crisis that precedes death.

In the event a loved one #nds her- or himself unable
to make decision about their own care, and without
a legal directive indicating their wishes or a
designated health care proxy, decisions about care
are made for them, often by family members in
consultation with the patient’s doctors.
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Barring certain exceptions (like your spouse being
unable to make decisions due to his or her own
health conditions or being unable to be present for
another reason, such as military deployment, travel
di"culties, etc.), for a patient without a designated
health care proxy or medical power of attorney, a
patient’s spouse is the #rst decisionmaker. A spouse
may include others in their process, but doctors and
hospitals are expected to listen to their decisions,
even if other family or friends disagree. If one does
not have a spouse or the spouse is not available, the
decisions go to your next of kin. Often, adult
children, siblings, and other loved ones struggle to
decide, and to come to consensus as a group, and
based on their own life experiences and personal
wishes, either for themselves or for you, may have
di!erent assumptions about what you would want
or what is the best decision for your care.

While making the decision to talk with doctors and
loved ones is important, actually following through
with it can be di"cult. But consider that if you
should ever be unable tomake decisions for yourself,
having had these conversations – di"cult as they
may be – will help ensure that you get the care and
treatment you would want, and lifts the burden of
wondering from your loved ones. It’s important to
go one step further and also take care of any legal
documentation needed in your state. We’ll talkmore
about this in a later section.

Families share a history of making all kinds of
decisions together: what to have for dinner, where to
go on vacation, or what to name the new pet. Often,
family members have di!erent preferences and
di!erent ideas about the best course of action,
developed from their own, separate life experiences.
Family dynamics may play a role in who leads
decision-making conversations for a patient who
cannot speak for herself: in a large, extended family
it may be the family elder, a brother or a sister rather
than a son or daughter, who may lead decision-
making for the personwho is dying. It is common for
family decision-making to be a conversation among
many voices, including those of the care providers,
even when one person is the designated medical
power of attorney. But both during the planning
process, and in those instances where no advance
directive exists, when we are caught short by an
unexpected crisis, patients, families, and care

providers need to be aware of the ways families
function and the obstacles to smooth decision-
making so that what the patient wants, or would
want if they could say, can be the focus of the
decision-making.

The following are a series of psychodynamic, cultural,
and systemic factors which may a!ect family
decision-making:

1. Denial. Just as the dying person may go through
various stages on the road to acceptance of the
reality of death’s imminence, so, too, may the
family and loved ones, depending on when and
where they enter the picture. Some family
members may not have moved past the stage of
denial, even when the patient has: “I know he
would get better if he would just eat more,” for
instance, or “She seems to have lost the will to live.”
Denial can become particularly troublesome when
the family member insists on intrusive
intervention – a bronchoscopy in someone who is
dying of lung cancer, for example. In some
instances the medical care teammay even
advocate the aggressive intervention, which can
foster denial.

2.Guilt. Even if familymembers understand that their
loved one’s condition is irreversible, they may fear
being stigmatized as the person responsible for
the authorizing the event that precipitates death.
It is common for families to agree to hospice care,
for instance, but not authorize a Do Not
Resuscitate Order, and call emergency services if
the patient at home develops symptoms like
shortness of breath. Others will agree to withhold
exceptional treatment, but will not authorize the
actual withdrawal of such life-sustaining
equipment as a ventilator.

3. Unresolved Con!icts. These may occur between
siblings, for instance, or between adult children
and parents with whom the child has remained
overly involved or overly distant. An adult child
who has been distant both geographically and
emotionally, for example, may arrive on the scene
determined to play the role of savior, and at last
win the parent’s love. Although all concerned are
adults, the con$icts that have their roots in earlier
life may resurface in the stress of the situation.
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4. Uninformed Beliefs. Most people in the 20th and
21st centuries have had little #rst hand experience
with death: they have not touched a dying body
or watched a dying person take their last breath.
The beliefs that prove most troublesome in
ensuring a peaceful, digni#ed death are:

a) Not feeding or hydrating someone who
cannot eat, and whose body is shutting
down, condemns the patient to death by
starvation. However, hospice experts believe
that providing arti#cial feeding or hydrationto
a dying person is actually detrimental to the
patient. Because the organs of a dying person
can no longer absorb nutrients, forced feeing
or hydration will result in uncomfortable
swelling or diarrhea.

b) The amount of sedation required to control
pain e!ectively will “kill” the patient
prematurely, oresult in their inability to
communicate during their last days or hours.
This is an accurate belief, and is very troubling
to some individuals. When the primary goal
is pain control, the hospice will provide the
sedatives needed. Often this results in a
comatose or semi-comatose state. Relatives
who want to communicate with their dying
loved one may feel that their psychological
pain from not being able to communicate
with the dying person overrides the physical
pain resulting from reduced sedatives. This is
an uncomfortable position. In practice, this
use of sedation is common in hospitals, and
is called “terminal sedation.” (See NY Times
article “Hard Choice for a Comfortable Death:
Drug-Induced Sleep,”December 27, 2009.)

In regard to all these stumbling blocks to family
decision-making, the responses of patients, loved
ones and caregivers need to be measured and non-
confrontational. Even in the urgency of imminent
death, there is time for conversation and
compromise, and for unfolding education. If there
has been detailed advance planning, however, the
obstacles are less formidable, and everyone can
focus on the relevant issues of bereavement and
grief.

WhenTreatment Is Not the Best Choice

The concept and the implementation of a relatively
new approach to dying, known as palliative care, can
be helpful to patients and families. Palliative care can
be practiced in a special unit in a hospital, or
anywhere the patient is situated. The foundational
principle of this kind of care involves a shift in focus
from“curing”the disease to alleviating its symptoms,
whatever the #nal outcome.While further treatment
can extend life, the quality of those extra days or
weeks can be greatly compromised. Patients can
receive radiation to palliate bone pain, for instance,
but an intervention like yet another course of
experimental chemotherapy formetastasized cancer
may result in only greater weakness, pain, and
nausea. Patients and their families should be made
aware of all the options by informed care providers,
but they must also get full disclosure of the risks of
treatment and the quality of life following a
treatment choice. How does a patient or family
respondwhen themedical care provider says“This is
your only chance.” It is very often heard as “This is
your only choice,” when in fact the patient should
have the option of palliative care if he or she chooses.
Training for both physicians and patients on end-of-
life decision-making and the value of palliative care
needs to be a priority in order to ensure that when
our time comes, everyone involved is ready to make
choices that are the best for the patient.

Individuals and loved ones also need to educate
themselves about ways of approaching end-of-life
discussions, and about local practices in various care
locations. One widely distributed tool for decision-
making is a document called “Five Wishes.” This
document was created for sale by a Florida-based
organization, AgingWith Dignity. FiveWishes helps
individuals work through their wishes and discuss
their choiceswith family and doctors. It helps people
address who should make health care decisions for
you when you can’t make them, the kind of medical
treatment youwant or don’t want andwhat tools you
want used to make you comfortable.

OWL supports this document as a tool for working
through a di"cult conversationwith loved ones and
doctors. However, because of misleading and
contradictory language in the documents, some
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hospitals, providers, and even loved onesmay #nd it
unclear and therefore substitute their judgment for
your own, and therefore OWL strongly advises that
you do not use the Five Wishes forms as your legal
documents. If you choose to use the Five Wishes
document beyond conversation guiding, OWL
strongly advises that you ensure compliancewith the
state law where you live, and verify that your care
providers will carry out your wishes.

When it comes to end-of-life care, actual standards
and implementationmay vary among institutions. It
is important to know the practice of the hospital or
other care facility where you may receive care, and
how state and federal "conscience clauses" can
impact your care. The complexities can be illustrated
by looking more closely at Catholic hospitals.

It is estimated that Catholic hospitals provide care for
20% of hospital patients each year. Many of these
hospitals serve high-need populations, and provide
valuable services and supports for their
communities. However, Catholic hospitals are
expected to operate under the guidance of the
Catholic Hospital Association (CHA) and the United
States Conference of Catholic Bishops (USCCB). As
related to end-of-life care, the issues are complex and
the following two propositions appear to be
contradictory. According to the Ethical and Religious
Directives for Catholic Health Care Services, Fifth
Edition, issued by the USCCB in November 2009,
Directive 57 states:

A person may forgo extraordinary or
disproportionate means of preserving life.
Disproportionate means are those that in the
patient’s judgment do not o!er a reasonablehope
of bene#t or entail an excessive burden, or impose
excessive expense on the family or the
community.

Directive 58, on the other hand, states:

In principle, there is an obligation to provide
patients with food and water, includingmedically
assisted nutrition and hydration for those who
cannot take food orally. This obligation extends to
patients in chronic and presumably irreversible
conditions (e.g., the "persistent vegetative state")
who can reasonably be expected to live
inde#nitely if given such care.

Directive 57 suggests that patients should be the
able to decide what measures of care they want and
do not want, but this is quali#ed by the "reasonable
hope of bene#t," which in itself suggests that a
patient could make a determination that could be
disregarded if considered unreasonable by the
provider or facility. Directive 58 goes a step further,
usurping the patient's right and ability to make
decisions about assisted hydration and nutrition, and
instead substituting the USCCB's judgment. This
directive in itself couldmean a patient who explicitly
does not want to be kept alive in a persistent
vegetative state, is.While a terminal condition di!ers
from a chronic but irreversible condition, in some
instances these apparent contradictions may
complicate how a hospital or provider treats a
patient’s indicated wishes.

Further complicating this issue is Directive 59, from
the same document, which is exceptionally
concerning regarding autonomy at the end of life:

The free and informed judgment made by a
competent adult patient concerning the use of
withdrawal of life-sustaining procedures should
always be respected and normally complied with,
unless it is contrary to Catholic moral teaching.

This statement, by the addition of the last phrase,
means that in a Catholic-run care setting, an
individual's choices will only be respected if the
patient chooses what the Catholic doctrine dictates
is acceptable. Given the directives on the use of AHN
and removal of feeding and breathing tubes, it is
important to know whether, if you would choose at
any point to forgo those supports, the doctors and
administrators of the facility you are in will respect
your wishes.

While there are documented cases of Catholic-based
facilities refusing to adhere to patients’documented
legal directives, based on con$ict with USCCB
doctrine, not all Catholic hospitals operate the same.
Your right to your own decisions may depend on
your doctor and a particular hospital's
administration. Further, other hospitals, regardless
of a"liation, may have their own governing
doctrines or conscience clause protections that apply
to their sta! and facilities. These factors put the
burden very squarely on the potential patient to #nd



outwell in advance of needed carewhich choiceswill
be honored at your area hospitals.

OWL supports individual autonomy and control in
decision-making, and opposes the imposition of
another person or organization's moral or religious
code when it comes to individual health care
decisions. A patient's right to legal medical services
should not be refused, regardless of the hospital or
care setting. Respecting the freedom to believe and
practice one's religion freely, that practice crosses a
line when it interferes with the self-determination of
another individual. Hospitals and providers have an
obligation to provide patients with as much
information as possible on the full range of treatment
(and non-treatment) options so that patients and/or
their families can make the best decision, according
to their own judgment. No hospital or provider
should force its judgment on a patient.

In many ways, this is a larger problem than just
individual hospital concerns; legal protections
allowing hospitals and providers to disregard your
wishes are written into federal and state laws. These
laws should not protect one person's rights at the
expense of another, but that is just what any
conscience clause – that lets a provider, worker, or
facility refuse the legal care choices of a patient –
does. OWL urges Congress and state legislative
bodies to take serious note of this matter and
reconsider the balance of power when it comes to
individual rights to health care decisions.

In April 2010, President Obama stepped into this
issue and instructed the Secretary of Health and
Human Services to ensure that any Medicare- or
Medicaid-participating hospital complywith all rules,
regulations, and laws, guaranteeing the patients’
advance directives, through livingwills or designated
health care proxies, be respected. Further, the same
order also requires new rules be established (1)
allowing patients to determine who should enjoy
visitation privileges; (2) requiring that such privileges
be no more restrictive than those for immediate
family members; and (3) prohibiting discrimination
against visitors based on race, color, national origin,
religion, sex, sexual orientation, gender identity or
disability. These e!orts are signi#cant steps forward
in respecting patients’ rights, and in adjusting the

scales of justice to ensure patient self-determination
is #rst and foremost in decision-making.

The Culture of Medicine, Death and Dying

Perhaps themost important factor in family decision-
making is awareness of the current medical culture
surrounding treatment of the dying. That culture is
changing. At medical schools across the country,
programs are starting to recognize the need for end-
of-life training for medical doctors and are
developing curricula to teach all medical students
about end-of-life care. For example, Yale Medical
School started integrating palliative care and end-of-
life treatment into its curriculum formedical students
entering in the fall of 2008, and the Medical College
of Wisconsin runs a grant program to support
medical school development and revision of
palliative and end-of-life curricula. The above
changes represent a strong step forward in creating
a new generation of providers who understand
broadly that even as treatment options expand,
palliative care and non-treatment options should be
considered in the interests of truly informed
decision-making. But more than just curriculum
adjustments are needed. A whole culture shift in the
way physicians approach the practice of medicine
has to take place.

This isn’t an simple as it seems. When, during the
legislative work on health care reform in 2009,
Congressman Earl Blumenauer (D-OR) introduced an
amendment that would have allowed Medicare
providers to bill for their time to have conversations
with patients about end of life decisions. Sadly, this
provision, which would undoubtedly have helped
patients and loved ones start discussions about end
of life decisions, was turned on its head and used by
those opposed to health reform to suggest the
government would start determining when people
should die. This, if anything, demonstrates a need for
a greater, more open and honest dialogue about
end-of-life decision making.1

What’s more, Medicare and Medicaid payment
policies need to be revised to meet more realistic
needs and situations for patients at the end of life.
Currently, hospice care is covered by Medicare for
patients with a terminal diagnosis of less than six
months, and once patients enter hospice care,
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curative treatments are no longer covered. Patients
and families often need more support than this
o!ers, and face a di"cult decision to forgo curative
e!orts if palliative care in a hospice setting is chosen.
Medicare should cover a full range of care
management bene#ts, including patient and family
counseling, palliative care consultation, respite care
for caregivers and caregiver training and support,
and patients should be allowed to continue receiving
curative treatments, covered by Medicare, where
they may be e!ective.2

For the smoothest decision-making process, theWise
OlderWoman should initiate a detailed conversation
with her primary physician about her options and
the best choices for her at the end of life. She should
share and continue this conversationwith the family
members whowill bemost closely involvedwith her
at the end of her life. Then, alone or with help, she
should create a document or documents that
express her wishes, indicating a designated health
care proxy. These documents should be distributed
to her physician, her family members and anyone
else she deems important, to be kept on #le until
needed, with a set kept among her own papers in a
place known to at least one other person. She should
keep the original and make multiple copies. She
should take a copy with her every time she is
hospitalized. Then she should go on to live life to the
fullest, knowing that just as she is enjoying a good
life, she will make a good end.

End-of-life decisions and the reality of death involve
many di"cult decisions on all sides. If we are to have
the deathswewant, digni#ed and on our own terms,
we need to get more comfortable talking about the
topic and about our wishes. Planning for a digni#ed
death does not mean we stop living. In fact, done
ahead of time, planning for the end of life can help us
live life without worry, knowing that when the time
comes, we have all our a!airs in order, that our
decisionswill be honored and that we have removed
the burden of wondering from those we will leave
behind. Further, by informed engagement in the
decision-making process, we are leaving a legacy
that will contribute to meaningful changes in the
prevailing culture surrounding death in America.

1 Congressman Earl Blumenauer introduced stand-alone legisla-
tion to address this issue in the House in the 111th Congress
(H.R. 1898).
2 Senator Mark Warner and Congresswoman Tammy Baldwin
and Congressman John Tanner introduced legislation to address
these concerns in the Senate and House of Representatives, re-
spectively, in the 111th Congress (S. 1263/H.R. 3172.)

My mother and father had made plans for the end
of their lives. Both had letters from their doctor and
lawyer indicating their #nal wishes; they were very
clear that no extreme medical measures were to be
taken to save or prolong their lives. They did not
want feeding tubes or any medical treatment to
prolong their lives if they became incapacitated. Our
family knew of their wishes, and was prepared,
di"cult though it may be, to follow through.

However, when at age 81my father su!ered a serious
stroke, his wishes were not followed. But it was not
our family who could not respect his choice. He was
taken by ambulance to a Catholic hospital in
Baltimore, Maryland and put on a ventilator. The
family arrived at the hospital and discussed how to
meet his wishes once he had already been put on the
ventilator. After 24 hours without brain activity ($at
lined), the family requested that he be removed from
the ventilator, per his wishes.

The attending physician pushed aside the request.
We pleadedwith the doctor, showing the doctor the
documents that spelled out my father’s wishes. The
doctor refused to remove the ventilator. He told us
that it was his decision, and that he would not
remove the ventilator because he neededmore time
to address my father’s case. Our family argued with
the doctor to respectmy father’s wishes ahead of his
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If we are to have the deaths we want,
digni!ed and on our own terms, we
need to get comfortable talking
about the topic andabout ourwishes.
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own, but to no avail. Eventually, word of the con$ict
made it to the head of the hospital, a nun, who
intervened. My unconscious father was moved to
another room where the ventilator was removed.
Death quickly followed. But the struggle to honor his
wishes sticks with me, and even today, I feel for the
families who may #nd themselves in the same
situation.

I have my own directives in place and recommend
that everyone else create their own. I support
proposals that honor thewishes of individuals at the
end of their lives, but know frommy experiences that
families and individuals must be very speci#c about
their wishes and need to #nd out in advancewhether
a hospital or hospice that will follow their written
directives, and then take steps to ensure that is
where they are taken for care. My hope is that for
each of us, our wishes are #rst priority in our death.

My dad, Robert (Bob) Gar#eld was diagnosed in
August of 1993 with Stage 4 T-cell lymphoma. It
sounds bad, and at Stage 4, it is. It's a cancer that
starts in the lymph nodes as a tumor and spreads to
organs and other tissues if undiagnosed or
untreated. By the time it reaches a Stage 4 diagnosis,
that's where it is. The prognosis is terminal, and
for my dad, it meant he had about 6 months, even
with typical chemotherapy treatment and
protocols, before his body would give out, although
this was never discussed. He was in pain, but could
manage both pain and treatment as an outpatient,
living at home.

He had established no medical power of attorney,
living will, nor had he has any previous discussions
with his family about his wishes prior to his
diagnosis. In the months following his diagnosis, he
had spoken brie$y about "getting his things in order"
with me. His wife, a woman hemarried after his #rst
wife, my mother, had passed away, called me over
and toldme to stop talking about unpleasant things,
but I continued. He later drafted a basic will and
testament, indicating his wishes for his personal
property, but did not put together a living will,
designate a health care proxy, or have any further
conversations with his family about what kinds of

choices he would want made if he couldn't make
them himself.

In January of 1994, he was hospitalized for a
complication of his treatment, and while he was in
the hospital, su!ered what was thought to be a
stroke. His wife, two daughters, a son, and a
daughter-in-law went to the hospital during this
time, and when he came back from some tests, he
responded to any verbal cueswith only, "Yup." Asked
how hewas doing, he answered, "Yup." Did he know
who we were? "Yup." His name? "Yup."

The doctor came to his roomonce hewas settled and
told him and his family that he had not su!ered a
stroke, but that his tumors had spread to his brain.
The doctor told the family that the new
tumors could be treated with radiation. That he
would likely be able to communicate again and that
treatment would extend his life a little bit. I asked if
treatment was the right choice, given that hewas no
longer in pain and was clearly unaware of his
condition. The rest of the family was appalled at the
suggestion to not treat, and the consensus decision
was made to go ahead with treatments if it would
keep him alive longer. While his wife could have
made these decisions alone, the family participated
in the conversations andmade decisions together. I
speci#cally asked about the quality of life my father
would have with the radiation treatment, and
whether his renewed awareness would
come with more pain. The doctor said he didn't
know if treatment would improve quality of life. He
reminded the family that the disease had progressed
very far and that the prognosis was unchanged, but
suggested treatment might bring my father back to
awareness and give back his ability to communicate
with us.

Treatment started the following day. About three
days later, he was coherent and even went home
again for a few days. But he returned to the hospital
because he could not manage basic living skills, like
dressing or going to the bathroom. He was put on a
morphine drip for pain, and slept almost constantly
until #nally slipping into a coma. After spending
about a week and a half in the hospital during this
stay, he passed away in early February of 1994.
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I recalled an event during the last hospital stay
when my father needed help getting to the
bathroom, undressing, going the bathroom, cleaning
up, redressing and getting back to bed. I look back
on that day and remember the look on his face, after
having had to wipe him after he went to the
bathroom. I saw the sadness in his eyes, the feeling
of being compromised, the loss of dignity he
felt from having his own child perform such an
intimate task. It is something he never wanted,
and the experience was devastating for us both.

The loss of dignity is painful, but the reality is that if
he had been able to speak for himself, he almost
certainly would have made the same decisions that
were ultimately made about his treatment. It's
noteworthy, though, that at no time in the decision-
making process was the discussion about what he
wouldwant. It was only aboutwhat individual family
members thought was the best decision for him. In
the end, I'm grateful that what he would have
wanted and what was decided were in line, but for
me this is an important reminder that when caring
for a dying loved one, the focus of decision-making
should be onwhat theywouldwant, not onwhat we
want for them.

I often have felt that my role – indeed my
responsibility – as a member of Congress is to speak
for those whose voices are often not heard. As the
only out lesbian in Congress and co-founder of the
Congressional LGBT Equality Caucus, I use the stories
of lesbian, gay, bisexual, and transgender (LGBT)
Americans, who fear discrimination and stigma
because of their sexual orientation or gender
identity, to illustrate the need for social change. More
recently, I have spoken out for individuals near the
end of their lives who, because of a lack of
information, resources, or planning, are spending
their last years, months, and hours under
circumstances they would never have chosen.

And so, I give voice to LGBT Americans as they face
the end of their lives. Only in recent years have we

begun to understand the struggles of the aging LGBT
community. Older LGBT Americans were born into a
generation in which the stigma associated with
being LGBT stood in the way of full participation in
their communities. Revealing sexual orientation or
gender identity often resulted in overt
discrimination, exclusion and violence. Many older
LGBT Americans still live their lives with their
sexuality or true gender identity kept secret, silenced
by fear of discrimination by their families, their
friends and their employers. For years, I have heard
stories from friends about struggles with #nances,
health care, and end of life care planning. But now,
LGBT elders are increasingly comfortable speaking
publicly about these issues. Now, we can appreciate
the full e!ects that our discriminatory and
exclusionary policies have on older LGBT Americans
– especially women. And now, researchers,
policymakers and legislators can begin to
understand their needs.

The Williams Institute, a national LGBT think tank at
UCLA Law School, found that older lesbian couples
are twice as likely to be poor as heterosexual couples.
Those relying on retirement pensions often #nd that
employers refuse to cover same-sex partners – and
no federal law o!ers protections to prevent this
discrimination. Social Security is the nation’s safety
net for retirement, but unfortunately, committed
same-sex couples do not receive the same Social
Security bene#ts that opposite-sex married couples
do. Despite relying on the programmore heavily for
#nancial support, lesbian couples receive an average
of 31.5 percent less in Social Security bene#ts than
heterosexual, married couples.

Without personal resources to hire home health
aides or other support when they are very ill, lesbian
and other LGBT couples often turn to the publicly
#nanced health care system to meet their needs.

Medicare is an individual bene#t, and therefore less
impacted by federal marriage laws. However, the
Medicaid program, which exists to serve those with
the lowest level of resources and the most intensive
health care needs, is laden with institutional
discrimination.WhereasMedicaid considers the joint
assets of an opposite-sex couple, and takes care to
see that the spouse in better health is not
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impoverished, same-sex partners have to apply
separately for bene#ts, and are only entitled to
$2,000 in individual assets. Quality of life inevitably
declines for both partners – thewoman facing illness,
and her partner serving as her caretaker.

Unfortunately, those confronting the #nal stages of
illness often face the most heart-breaking
discrimination. Same-sex couples face unique
challenges in a wide range of long term care
environments, su!ering neglect, exploitation and
even blackmail from their hired caregivers. Health
providersmay lack knowledge or harbor stereotypes,
and exclude same-sex partners from information
about the condition and care of their loved ones.
Further, they may deny visitation for same-sex
partners all together. While nursing homes and care
providers are governed under federal law which
requires patients be treatedwith dignity and respect,
we know that these rules are frequently not enforced.

When it comes time for the most di"cult end of life
decisions, same sex couples are too often ripped
apart. Because opposite-sex partnerships are
federally recognized, a husband serves as the default
decision-maker should his wife become too ill to
make her own health care decisions. Not so for
same-sex couples. Across the country, states vary in
who they allow to be designated as a decisionmaker.
Those states that recognize same-sex marriage
clearly permit such designations; other states include
domestic partners, and still others include a “close
friend” option. Yet in too many states, a woman’s
lifetime partner could be considered a legal stranger
when it comes to supporting her through end of life
decisions.

My ultimate goal is to repeal the Defense ofMarriage
Act (DOMA) and ensure that same-sexmarriages and
partnerships are recognized under federal law, so
that all Americans have equal access to Social
Security bene#ts, Medicaid, and other federally
provided health bene#ts. Until that day comes, we
need to educate lesbian and other LGBT Americans
about the steps they should take to plan for their
#nal days. Experts stress that completing a livingwill
as well as a health care proxy is vital – and an
advanced health care directive can often su"ce for
both. It is critical to keep a copy of this directive with

you at all times, especially when seeking medical
care. At a national level, we must educate and build
the cultural competency of our long-term care
providers to ensure inclusive and digni#ed care.And
we must continue to support the many health
centers across the country that are striving to
promote wellness and prevention programs in the
LGBT community.

I am often asked to re$ect on how far we have come
as a gay rights movement from earlier days of
violence, discrimination, and injustice. I imagine a
lesbian who is 70 years old – what struggles and
victories she has seen in her lifetime! This woman is
not necessarily a #gure you will read about in a
history book, but she has inevitably taken huge risks
to gain a few more rights for her herself and her
family or change a fewminds in her community. My
goal for her—and for all Americans—is that we will
all be able to live out our #nal years surrounded by
the people we love in exactly the way we choose.
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LBT End-of-Life Issues
By Laurie Young, Ph.D.

For many lesbian, bisexual and transgender (LBT)
seniors the path of aging and facing end-of-life issues
is a complicated by the biases of individuals as well as
structural inequalities born of anti-LBT policies. In the
aggregate, LBT women’s experiences of aging are
fraught with challenges that parallel those of their
heterosexual peers. However, institutional
discrimination based on sexual orientation and/or
gender identity creates many speci#c obstacles to
empowered aging. One outcome of institutional bias
is that little research exists describing the lives of LBT
women; most studies of lesbian, gay, bisexual and

transgender (LGBT) people foreground the
experiences of gay men. Nonetheless, whenever
possible, this paper will reference speci#c data
regarding LBT women.

In the absence of research and hard numbers, neglect
and even prejudicial treatment of LBT elders is
ignored and justi#ed. LBT elders express tremendous
fear and anxiety about aging within housing and
long-term care situations that are culturally
insensitive at minimum, and in the worst cases,
aggressively abusive. The scant federal research



available indicates that LBT women face their elder
years with greater economic vulnerability than their
heterosexual counterparts, encumbered by
unchecked wage inequities and job discrimination
over the lifespan. Finally, barriers to family
recognition leave LBTwomen at risk for poor end-of-
life decision-making, as partners and extended
family members may be barred by hospital and
nursing home personnel from implementing an LBT
woman’s #nal directives.

Very recently, President Obama announced that he
was mandating hospital visitation rights for same-
sex partners and enabled them to make critical
health care decisions. Thememorandumwas sent to
Health and Human Services Secretary Kathleen
Sebelius with the subject, “Respecting the Rights of
Hospital Patients to ReceiveVisitors and to Designate
Surrogate Decision Makers for Medical
Emergencies.”1 This is a critical step forward, but we
must continue to work toward full equality.

Growing Aging Cohort

It is well understood that the general population of
adults in America over the age of 65 is growing, in
large part due to increased life expectancy. During
the last century, the American population has tripled.
Today nearly 37.9 per cent of the population is over
65. This currently represents 12.6 percent of the
general population. Most older Americans are
women. 2

The National Gay and Lesbian Task Force’s aging
policy primer, Outing Age 2010, has suggested that
between now and the height of the baby boomers
becoming seniors there will be approximately
anywhere from 2 million to 7 million LGBT elders. 3

It should be noted that today’s LGBT elders have
reached the ages of 65 and older having lived
through very di!erent and di"cult times. Those over
70 today spent the majority of their lives in a nation
where living openly was unlawful and dangerous.
Many stayed protected by hiding their sexual
orientation, gender identities and families; the
e!ects of this kind of long-term fear and duplicity
have never been adequately studied. Today’s LGBT
elders moved through much of their lives worrying

about job loss, incarceration, and involuntary
psychiatric treatment and psychiatric hospitalization
in the event of exposure. Many early treatments for
mental illness included electric shock treatments,
and medications with terrible side e!ects. Lesbian
and bisexual elders were consideredmentally ill until
1973, when the American Psychiatric Association
removed homosexuality from its list of mental
disorders; transgender elders are still considered
mentally ill within the APA’s framework.

The late 20th and opening of the 21st Century
ushered in dramatic changes in the culture, resulting
in greater openness, relationship recognition and the
ending of the repressive and damagingmedical and
mental health treatments. LBT women over 65 may
or may not bene#t from these shifts as the aging
apparatus in this country has been slow to adapt to
such cultural shifts; the Administration on Aging’s
recent awarding of funding for an LGBT aging
resource center is a #rst step in moving aging policy
and local planning e!orts for seniors to incorporate
and serve the needs of LGB women.

The aging cohort in America is increasingly diverse
as the general population increases in racial and
ethnic diversity. The Administration onAging reports
startling statistics on poverty, a key component to
having power and control over end-of-life issues. It
is clear that women of color across the board are at
severest risk for poverty in their elder years. Many
older adults rely on Social Security bene#ts to avoid
poverty. Without support from Social Security, the
o"cial poverty rate among elders would rise from9.7
percent to nearly 40 percent. 4 Since LBT women in
same-sex couples qualify for none of the federal
“safety net” bene#ts that their heterosexual peers
accrue, their risk for poverty is greatly increased.

Legal Status of Relationships

Over the past decade, several states have come to
recognize same-sex relationships, conferring
di!erent types of legal status.

• States conferring full marriage recognition are;
Massachusetts (2004); Connecticut (2008); Iowa
(2009); Vermont (2009); New Hampshire (2009);
District of Columbia (2010).
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• States with broad relationship recognition laws civil
unions: Vermont (2000); New Jersey (2006); New
Hampshire (2007) domestic partnerships: California
(2005); Oregon (2007); Washington (2008);

• States with limited relationship recognition laws
include: Colorado (2009) domestic partnerships;
Maine (2004) Maryland (2008); Wisconsin (2009);
Hawai’i (1997)

• States which recognize same-sex marriages
performed in other states include NewYork (2008)
and Maryland (2010).

Some of these legal recognitions are a bit
complicated. In 2008, the Maryland Legislature
established “domestic partnerships” granting
minimal bene#ts, but the state does not maintain a
domestic partner registry; in 2010, the Maryland
attorney general determined that out-of-state
marriages should also be recognized.

California recognizes same-sex marriages legally
registered inside or outside of CA prior to November
5, 2008 as marriages. It recognizes same-sex
marriages registered outside of CA on November 5,
2008 or after as domestic partnerships. 5

All this information is presented to show that while
progress has been made in a number of states there
is still no uniformity of de#nitions of same-sex
relationships. And most importantly, regardless of
state recognition, there is no federal recognition of
same-sex partnerships, which leaves LGB women
without basic federal safety net protections
including Social Security and veteran’s survivor
bene#ts.

As of January 1, 2009, thirty states have
constitutional amendments explicitly barring the
recognition of same-sex marriage, de#ning civil
marriage as a legal union between a man and a
woman. More than forty states explicitly restrict
marriage to two persons of the opposite sex,
including some of those that have created legal
recognition for same-sex unions under a name other
than "marriage", e.g., civil unions and domestic
partnerships. Nineteen states ban any legal
recognition of same-sex unions that would be

equivalent to civil marriage. 6

In terms of end-of–life care, same-sex partners must
produce a plethora of documents to allow partners
or other extended family members to make end-of–
life decisions. The National Center for Lesbian Rights
(NCLR) published Planning with Purpose in June
2009, a guide for same-sex LGBT couples to legally
plan for the end-of-life. According to NCLR, due to
stigma and legal prohibitions, the following
represents rights and responsibilities automatically
a!orded heterosexual couples and denied to same-
sex couples without speci#c legal planning:

• Being legal next of kin for all purposes;
• The right to inherit without a will if your partner or
spouse dies;

• The right to have a partner or spouse, oranother
person you choose,makemedicaldecisions for you;

• The right to have your partner or spousemake
decisions about the disposition of your body when
you die, and to have yourpartner or spouse decide
whether to authorize an autopsy;

• The right to make funeral arrangements for your
partner when he or she dies; and,

• The right to have your partner make funeral
arrangements for you when you die.7

In states without partnership recognition, all LGBT
couples must prepare legal documents to provide
these protections for their partners, spouses, and
children. In states where marriages or relationships
are recognized, couples will be entitled to state
recognition and bene#ts, but as noted there is a
continuum of recognition across the states. Travel
out of state for LGB elders who need care or are close
to end-of-life can be fraught with uncertainty.
Appropriate execution of powers of attorney for
health care and other end-of-life planning
documents can be as shaky as a roll of the dice.

Stigma and Institutional Bias

Stigma and institutional bias remain signi#cant
barriers to empowered, digni#ed aging for LGBT
elders. Many report a reluctance to approach aging
agencies for appropriate services for fear of
discrimination and rejection, or even outright
hostility. Many LBT women report fear of bias and
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abuse by providers – from home care aids to nursing
providers in long-term care settings. There are a
handful of LGBT-driven or LGBT-centric programs
around the country that provide care and other elder
services in a safe, respectful setting with highly
quali#ed and culturally competent sta! and
volunteers. However, the vast majority of LBT
women will access senior services and care through
mainstream providers, making the training of elder
legal advocates, social workers, nurses and other
service providers in LBT cultural competency a
paramount concern. Culturally sensitive service
provision is especially important as eldersmove into
end-of-life decision making.

Due to the lack of legal uniformity around family and
relationship recognition, LBT elders face uncertainty
at the state level and legalized discrimination at the
federal level when planning for end-of-life with
family members. Most protections and economic
securities provided for surviving spouses of
heterosexualmarried couples are denied to all same-
sex couples married or not, adding to planning
pressures and considerations for LBT women,
especially those who have served as economic
providers for their family units.

Medicaid

Outing Age 2010 addresses the lack of bene#ts for
partners or spouses of same-sex couples that are
assured for heterosexual couples. When one
member of a heterosexual couple becomes in#rm
and is entering an end-of-life process in a nursing
home, he or shemay requireMedicaid to help defray
the enormousmedical costs of institutionalized care.

To qualify for Medicaid payments for long-term care,
an individualmust have signi#cantly low income and
low assets. Elders are often faced with having to sell
their homes and spending down their assets to reach
the level at which Medicaid will cover expenses.
Heterosexual married couples are protected. When
one spouse requires long-term-care but the other
does not, the couple’s principle residence is excluded
from the asset inventory, to avoid impoverishment
of their spouse. Medicaid is funded jointly through
state and federal governments, and three states so
far have taken steps to address those inequities;

Massachusetts, Vermont and Washington achieve
this by using only state funds forMedicaid coverage.7

Long-Term Care

It is acknowledge that expenses may skyrocket for
people in the end-of-life process, often leaving
families in poverty. However the newly passed
healthcare reform legislation contains the provisions
of the CLASS Act ,which enables all working people
to buy long-term-care insurance which will help to
ameliorate the spend-down requirements in
Medicaid for those who participate in this insurance.
LBT women who are already at risk of #nancial
insecurity in agingwill #nd this insurance reassuring
during times of loss and trauma.

Social Security

As a starting place, it should be recognized that 62%
of all elders use Social Security payments for half or
more of their annual income. 26% of them use their
bene#ts for up to 90% of their incomes and for 15%
of elders, Social Security bene#ts are their only
income.8 Those most reliant on these bene#ts are
older women, including LBT women.

However, there are three main bene#ts provided for
heterosexual married people when their spouse
passes away, which are denied LGBT people as these
are federal bene#ts and outlawed for same-sex
married couples by theDefense ofMarriage Act. First,
spousal bene#ts, which allow a spouse to collect up
to 50%of their spouse’s bene#t if it is larger than their
own bene#t, apply only to heterosexual married
spouses and are denied to same-sexmarried couples.

Second, survivor bene#ts are paid to surviving
spouses and surviving divorced spouses and
disabled orminor children of thosewho have passed
on. This bene#t is based on the deceased spouse’s
earnings record. Currently about 5 million people
receive this bene#t and are able to avoid
impoverishment.9 Third, each surviving spouse in a
heterosexual marriage also receives a one-time
death bene#t of $250. These funds may be needed
to defray funeral costs. Neither of these bene#ts
applies to same-sex married couples.

The three bene#ts denied to same-sex married
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couples represent a basic lack of fairness and equality
in our current laws and systems. All working people
pay into the Social Security system through payroll
taxes. Yet, there is clearly a lack of equity in bene#ts.
In fact stay at home spouses who may have never
paid into the system will receive survivors’ and the
death bene#t. This is an injustice which must be
addressed.

Key Policy Recommendations

• Require the federal government and the states to
fund and include questions regarding sexual
orientation and gender identity on all research
surveys.

• Amend the policies of the Social Security Act to
provide equal bene#ts to same-sex couples and
families. This is critical and the Respect forMarriage

• Act, introduced in September 2009, would end the
discrimination against same-sex married couples.

• Equalize Medicaid spend-down rules to end
discrimination for same-sex couples.

• Ensure that Social Security and Medicare bene#ts
are preserved. Protecting these critical safety net
programs – especially women who rely so heavily
on their bene#ts to escape impoverishment – is
essential.

In 2011, the Older American’s Act will be
reauthorized. Language inclusive of the LGBT aging
community should be included during the
reauthorization.

These are a few of the policies that must be
addressed to begin to change the aging process of
LBT elders to one with grace and dignity.
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I was a closeted lesbian in almost all aspects of my
life from the time I foundmy sexuality to when I was
nearly 60 years old: in my various increasingly
responsible jobs for the City of New York; as a
member of the Board of OWL, founder of the
Northeast Regional Organization and President of
the New York Chapter; at my synagogue. I was
almost 60, long since divorced, 18 years cancer free –
and just out ofmy #rst (only) long term same-gender
relationship when I told my children – and they told
me – they had wanted to talk to me about it for 8
years.

With OWL in the 80s, I was aware – from an activist
standpoint of end-of-life issues. As a breast cancer
survivor, I knew the risks and the importance of
making end-of-life decisions. As a good OWL
advocate, I had a living will, health care proxy, a will
– and toldmy childrenwhat I did and did not want at
the end of my life. It was mostly an intellectual
exercise, for them and for me. I went in and out of
relationships – and theywere happiest when I was in
them they had their own lives, growing children, etc.,
and“in a relationship,”meant someone to take care of
me. But my son remained my health care proxy.

None of us gave it too much thought until 2006,
when, at age of 73, I had a retinal stroke. For a
number of reasons my partner and I did not get me
to a hospital until 4 hours later – when we were told
that the #rst 3 hours were crucial. My son was in the
air on the way home from a trip to California.
Althoughmy directives were on #le –my health care
proxy would not arrive for several hours.

It all worked out okay; but it made me double think
how I wanted life to end.

This has becomemore of an issue this year. I am now
without a partner – which saddens my daughter,
who was happier when I presumably had “someone
to take care of me.” Recently, I have su!ered some
neurological problems – the doctors are still trying
to sort them out. At the same time, I have become
part of a “care team,” a term developed by SAGE
(Services and Advocacy for GLBT Elders). Care team

members come together as a group when a GLBT
older person, who has no partner or family, needs
care: #nancial help, personal care, shopping help, etc.
With the care team, no one person has the sole job of
“caregiver.” It is, perhaps, a unique development of
the GLBT community, wheremost of us do live alone
and do not have or are estranged from our families –
at our age, the children.

The particular care team I am part of visits an older
lesbian, who after a vigorous life in the newspaper
world now has dementia and is in a nursing home.
We visit because she is alone and“lonely.” Each time
we visit, we are in the midst of other patients in
similar states of medication or dementia. It was
during one of these visits that for the #rst time, I
became very aware that I was “alone,” that I did not
want to be a burden to my children, that I did not
want them or my grandchildren or my friends – or a
care team that might gather around me – to see me
in the same condition in such a place. I have begun
to fear that reality and rethink my living will and
health care proxy – and wonder how I tell my son
that, given a stroke – please letme go. Do not let that
lingering life happen.

Yes, there are pieces of paper that are important for
me to write, sign and give to my doctors, lawyers,
clergy and friends. In the 1980s, OWL called it“taking
charge until the end of our lives.” It was an
intellectual exercise back then, a cause for advocacy
at all levels of government. Now it has become the
cause for my own advocacy, requiring my own
decisions and the ability to share them with my
children, especiallymy son, who I have chargedwith
carrying them out. In the life of “compulsory
heterosexuality,” it was the reason to marry and, if
possible, stay married. As a late life lesbian, it could
be the cause for seeking another partner - not a
choice I care to make.

I saw a friend threatened with eviction from her
home and placed under Adult Protective Services.
The agency designed to protect her refused to
acknowledge her loved ones as caregivers because
they were not legally “family.” Shirley’s partner had
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passed away, and this small, close knit group of
friendswas her support network, her de facto family.
Even at Shirley’s request, APS would not work with
these friends, to Shirley’s detriment.

It’s this story and others like it that make me even
more concerned for what will happen to me in my

last days. I want to be surrounded by the ones I care
about, even if my son is charged with the #nal
decision, and I hope that I will be able to stay in my
community, to grow old in place, and not be forced
into a care setting that may be hostile to who I am. I
have taken steps to make this possible, and I hope
mywishes can be granted in the last phase ofmy life
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Aid in Dying: A Matter of Elder Justice and Civil Rights
By Kathryn Tucker*

I. Introduction

Some terminally ill patients confront a dying process
so prolonged and marked by such extensive,
progressive loss of bodily function and integrity that

they decide aid in dying is their best option. Aid in
dying refers to a physician's prescribing of
medication to a mentally competent, terminally ill
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patient, which the patientmay ingest to bring about
a peaceful death. This option is broadly supported by
the American people, across all demographic
categories, and by medical and health policy
organizations, as discussed below. It is an end-of-life
choice that should be available to terminally ill
patients, among other options such as hospice care,
aggressive pain and symptom management, and
forgoing or removing life-prolonging interventions.
The need for this compassionate option has grown
as modern medicine's ability to fend o! death has
advanced, sometimes leaving patients trapped in a
prolonged dying process which they #nd
unbearable.

Most terminally ill persons are seniors who confront
terminal illness at the end of long lives, and, likewise,
most of those who choose aid in dying are seniors.1
Accordingly, this is an issue of concern tomany older
women.

II. Preface onTerminology

Opponents of aid in dying refer to the practice as
"assisted suicide." This term is emotionally charged
to patients and their families, and has been rejected
by a broad range ofmedical and health policy groups
which recognize that the term "assisted suicide" is
inaccurate and value laden. Oregon's Death With
Dignity Act (the Dignity Act), which permits and
regulates the practice of aid in dying, explicitly states:
"Actions taken in accordance with ORS 127.800 to
127.897[the Dignity Act] shall not, for any purpose,
constitute suicide, assisted suicide, mercy killing or
homicide, under the law."2 The Oregon Department
of Human Services (DHS) has explicitly rejected the
term "assisted suicide" in describing deaths under
the Dignity Act.3 Washington's similar law contains
a similar provision.4 Assisting a “suicide” remains a
crime in both Oregon andWashington.

Leading health policy organizations such as the
American Public Health Association have also
addressed the terminology issue, recognizing that
"[t]he term 'suicide' or 'assisted suicide' is
inappropriate when discussing the choice of a
mentally competent, terminally ill patient to seek
medications that he or she could consume to bring
about a peaceful and digni#ed death."5

Mental health professionals readily appreciate that
"suicide" and the choice of a dying patient to hasten
impending death in a peaceful and digni#edmanner
are starkly di!erent from a mental health
perspective. Profound psychological di!erences
distinguish suicide from deaths under the Dignity
Act. One psychiatrist summarized the di!erences as
follows:

The term 'assisted suicide' is inaccurate and
misleading with respect to the [Oregon Dignity Act].
These patients and the typical suicide are opposites:
The suicidal patient has no terminal illness but wants
to die; the death with dignity patient has a terminal
illness andwants to live. Typical suicides bring shock
and tragedy to families and friends; death with
dignity deaths are peaceful and supported by loved
ones. Typical suicides are secretive and often
impulsive and violent. Death in death with dignity is
planned; it changes only timing in a minor way, but
adds control in a major and socially approved way.
Suicide is an expression of despair and futility; death
with dignity is a form of a"rmation and
empowerment.6

Statemental health associations have also addressed
the issue of accurate terminology. For example, the
Washington State Psychological Association advises:

A person with a terminal illness is going to die even
with, or despite, the best medical treatment
available. The designation of suicide is disrespectful
to individuals with terminal illness who wish to have
choice regarding death with dignity, and can be
distressing and problematic emotionally, socially,
psychologically, and #nancially, for family members
and loved ones of dying individuals.7

Medical organizations also recognize that the terms
"suicide" or "assisted suicide" are inappropriatewhen
discussing the choice of a mentally competent,
terminally ill patient to seek medications that he or
she could consume to bring about a peaceful and
digni#ed death. For example, the American Medical
Women's Association Position Statement on Aid in
Dying provides:

The terms "assisted suicide" and/or "physician
assisted suicide" have been used in the past,
including in an AMWAposition statement, to refer to



35

the choice of a mentally competent terminally ill
patient to self administermedication for the purpose
of controlling time and manner of death, in cases
where the patient #nds the dying process intolerable.
The term "suicide" is increasingly recognized as
inaccurate and inappropriate in this context and we
reject that term. We adopt the less emotionally
charged, value-neutral, and accurate terms 'Aid in
dying' or 'Physician Assisted Dying'.8

The American Academy of Hospice and Palliative
Medicine Policy on Physician Assisted Death also
rejects the term Physician Assisted Suicide as
"emotionally charged" and inaccurate.9

III. Overview of Aid in Dying in the United States

A. Federal Constitutional Right?

The choice for aid in dying can be viewed as amatter
of privacy and/or liberty and, as such, could be
appropriate for protection under the guarantees of
the Due Process Clause of the Fourteenth
Amendment to the United States Constitution. Two
cases were presented to, and decided by, the United
States Supreme Court in the mid-1990s making this
claim.10 The Court declined to #nd a Federal
Constitutional right for the time being, reserving the
possibility that it may do so in the future, and
referring thematter to the "laboratory of the States."11

B. The Laboratory of States

1. Oregon

Oregon became the #rst such "laboratory." Aid in
dying has been openly permitted in Oregon since
that state's implementation of its Death with Dignity
Actmore than a dozen years ago.12 The experience in
Oregon is discussed in detail below.

Over the dozen years that aid in dying has been
openly practiced in Oregon, an average of about 30
terminally ill patients per year have gone through the
process, obtained and taken the medication, and
died peacefully.13 Family members and others
present at these deaths report that the patient was
enormously relieved to be able to choose the
circumstances surrounding death.14 Patients

choosing aid in dying may, at a time chosen by the
patient, gather loved ones for a #nal goodbye. The
patient consumes the medication, becomes drowsy,
falls deeply asleep, and after a short period of time
ceases to breathe. The long road from diagnosis to
curative treatment to palliative care to death has
ended on terms acceptable to this patient. More
patients obtain the medication than ultimately
decide to use it: an increasing percentage each year
obtain themedication, put it in themedicine cabinet,
and never take it.15

Oregon's dozen years of demographic data about the
patients who choose aid in dying show that most
patients have cancer.16 The next most common
condition is ALS (LouGehrig's Disease). Patients using
the law are, overwhelmingly insured, well educated,
and receiving comprehensive pain and symptom
management, typically through hospice services.17

This is a senior's issue: Eighty percent of those
who access aid in dying are between 55 and 84
and themedian ageof patients has beenbetween
65 and 70.18 Opponents of the Dignity Act had
argued that such a law would be forced on
uninsured, the poor, minorities, of disabled persons.19

2. Washington

In 2008, citizens of the state of Washington adopted
a similar law, theWashingtonDeathwith Dignity Act,
by the signi#cant margin of 58% to 42%.20 Both
Oregon andWashington enacted their laws through
the direct democracymechanismof a ballot initiative,
an option available in some twenty states.

3. Montana

In December 2009, theMontana Supreme Court held
that a terminally ill Montanan has the right to choose
aid in dying and no prosecution of a physician for
providing this intervention would be permissible
under existing Montana law.21 Montana does not
impose the same detailed regulatory scheme as inOR
andWA, and it is likely that either the practice will be
governed by standard of care or, if the Montana
legislature enacts a regulatory scheme, subject to
that.
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4. Connecticut

Connecticut may become the next state where
patients can openly request aid in dying from their
physicians. A court case #led in 2009 asks the court to
hold that the conduct of a physician in providing aid
in dying is not subject to a statute making a crime of
assisting another to "commit suicide."22 The
argument is that the choice of amentally competent
terminally ill patient for aid in dying is not "suicide."
Such a ruling by the Connecticut court could reach
beyond the state to other states with similar laws.

C. Medical and Health Policy Organization
Support for Aid in Dying

In addition to these developments in the States, four
major national medical and health policy
organizations, including the American Public Health
Association, after closely examining Oregon's
experiencewith aid in dying, adopted formal policies
supporting the practice.23 Some medical
organizations, including the American Medical
Association, maintain opposition to aid in dying.24
Some medical associations, recognizing the split in
views on the issue amongmembers, have adopted a
neutral position, such as that taken by the American
Academy of Hospice and Palliative Medicine
(AAHPM).25 The growing and broad based support
for aid in dying rests in signi#cant part on the data
from Oregon, which has dispelled concerns that aid
in dying would jeopardize patient care, put patients
at risk, or undermine the practice of medicine. After
more than a dozen years, it has become clear that
making aid in dying an option available to terminally
ill individuals has not put patients at risk, has
galvanized improvements in end-of-life care, and has
largely eliminated the underground and unregulated
practice of aid in dying known to be prevalent in
other jurisdictions. Advocates for seniors, most of
whom will confront death due to terminal illness,
should be allowed to consider a full array of options
regarding their end-of-life care.

D.Where Aid in Dying Is Not Openly Available,
Patients Su!er

It is well known that terminally ill patients across the
nation ask their physicians, and most often their

cancer doctors, for aid in dying.26 Some physicians
agree to help.27 Many, however, in an unclear legal
environment, decline to assist, even if theywould if it
were more clearly safe for them to do so.

Researchers have found that with aid in dying
practiced covertly, complications are more likely to
occur.28 For example, there is greater chance of an
extended time until death after consuming the
medications.29 In addition, the stress and anxiety for
the patient and family is much higher when no
physician can participate openly to counsel the
patient and family and provide a prescription.30

When a patient does not feel able to discuss the
desire for aid in dying with his or her physician, or
cannot #nd a physician willing to provide it, the
patient may seek assistance in precipitating death
from a family member or loved one. Unfortunately,
these incidents often involve violent means, such as
gunshot. Cases of this nature appear with disturbing
frequency in the newspapers. For example, in March
of 2005, headlines in Connecticut newspapers
detailed the death of John Welles, an elderly man
who was dying of prostate cancer and asked his
friend, also a senior, to clean and hand himhis gun so
he could self-in$ict a fatal gunshot.31 Such deaths are
not peaceful or digni#ed and are a tragedy for all
involved.

E. The Opposition

E!orts to pass statutes a"rmatively making aid in
dying an option and regulating the practice have
fallen prey to special interest politics and have been
unsuccessful in the legislatures of states including
California, Hawaii, Vermont, Wisconsin, Arizona, and
Pennsylvania. The opposition to these e!orts has
come from a coalition comprised of the Catholic
Church, Evangelical churches, disability groups, and
conservative foundations, think tanks and political
groups.32 Although amajority of individual Catholics
support end-of-life choice, the United States
Conference of Catholic Bishops, the leadership body
of the Roman Catholic Church in the United States,
has been steadfastly opposed.33 The Church has been
the largest single contributor opposing aid-in-dying
legislation.34 Also, certain disability rights groups
continue to oppose passage of laws permitting



37

physician aid-in-dying.35 Vocal, well-funded
opposition from such opponents succeeded in
limiting the open practice to the state of Oregon for
many years. That is now changing with passage of
Washington's law and theMontana Supreme Court's
recognition of a right to choose aid in dying in
Montana. The opposition to aid-in-dying by certain
religious and disability groups does not re$ect the
actual views of most religious persons. For example,
in California "Roman Catholics (64%), Protestants
(65%), people who subscribe to non-Christian faiths,
or no single religion (80%), and even born-again
Christians (54%) all support individual choice for the
terminally ill at the end of life."36 Opposition of
factions of the disability community is based on
discredited claims that aid-in-dying laws harm
vulnerable groups. The data showno adverse impact
on persons with disabilities when aid in dying is an
openly available option.37 It is likely that over time
this opposition will be seen as less compelling as a
basis for rejecting the position that aid in dying is a
matter of civil rights of particular importance to
seniors.

F. Public Support for Aid in Dying

Public support for aid in dying is strong. A poll
conducted in 2006 re$ected that 60% of Americans
"believe a person has a moral right to end their [sic]
life if they [sic] are su!ering great pain and have no
hope of improvement," an increase of nearly 20
percentage points since 1975. Fifty-three percent
"believe a person has a moral right to end their [sic]
life if su!ering from an incurable disease."38 Another
poll, published in January 2002, found that 65% of
respondents support legalization of the right to aid
in dying.39 In Oregon , polling conducted after the
1997 campaign revealed support for the Dignity Act
cut across party, religious, and gender lines. Seventy-
two percent of Democrats and 51 percent of
Republicans supported the Dignity Act, with the
strongest support—83 percent—coming from
nona"liated independents. The same survey also
showed strong support across gender lines—60
percent of women and 70 percent of men—
supported the law. As for faith a"liations, 56 percent
of Catholics, 60 percent of Protestants, and 89
percent of those professing no religion were
supportive.40

IV. Call to Action

Every day, a small number of terminally ill patients–
including those receiving excellent pain and
symptommanagement--confront a dying process so
prolonged and marked by such extreme su!ering
and deterioration that they conclude aid in dying is
preferable to any alternative. Having the option of
aid in dying harms no one, and greatly bene#ts both
the relatively few patients in extremis whomake use
of it and a great many more who draw comfort from
knowing it is available should their dying process
become intolerable.

It is important to empower terminally ill individuals
to choose the course of care most consistent with
their own values and wishes, and ensure a broad
range of choice at the end of life, including the
option of aid in dying.
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Support for Doctor-Assisted Suicide, at 2 (Mar. 15, 2006)).
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http://www.apha.org/advocacy/policy/policysearch/default.htm?
id=1372.
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2006), http://people-press.org/reports/pdf/266.pdf.
39 Humphrey Taylor, Press Release, Harris Interactive, 2-to-1
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Doctor-Assisted Suicide (Jan. 9, 2002),
http://www.harrisinteractive.com/harris_poll/index.asp?PID=27
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Thoughts on the End of Life
By Ruth Nadel, OWL Volunteer and Founding Member,Washington, D.C.

My son Gordon is my Power of Attorney, and we are
in constant touch about my a!airs. The truth is, he
feelsmost helpful when he can take over some of the
responsibility, and it also gives me peace of mind. I
urge all members of OWL to communicate their
wishes with their families and designate a Power of
Attorney.

While Gordon is my Power of Attorney, all of my
family members know what my wishes are. It is
important to have trust and con#dence in those that
will carry on for you.

Despite the distance, my family is as loving and close
as possible. We are constantly in touch with each
other and love each other very much. Maybe that is
reason that I don’t feel particularly concerned about
when I’m no longer here physically.

I was very close to my grandmother when I was
growing up, and I still have her here withme, even at
this late date inmy life. For example, whenHarry and
I became engaged, wewere too young andwe didn’t
have verymuchmoney, somy grandmother gaveme
her engagement ring. I still wear that ring, to this day.
People are with you, even when they aren’t with you



physically. I am not at all afraid of death, because I
feel that the physical presencemay be gone, but the
emotional attachment is still there with those who
you treasure and treasure you.

Fairly recently I became injured and had to spend an
extended amount of time at a nursing home for
rehabilitation. I also decided that once I was
rehabilitated, I would move into a retirement home.
While I was being “put together,” I went along with
the experience, and remarkably, I am in as good
shape now as I have ever been. In my situation, the
most important thing was remembering that
regardless of your age, you can be whole again.

Being at the retirement home now is an unexpected
delight. The services here are exactly what we all
need – they have wonderful transportation,
activities, meals and meetings. Even after all of this
time, I am D.C. Commissioner on Aging and will be
going to that meeting on Wednesday. Thursdays I
head to the Women’s National Democratic Club for
wonderful speakers and once a month on Fridays, I
meet with my “lunch bunch.” The “lunch bunch” is a
group of women who are each alumni of the
Women’s Bureau at the Labor Department. I certainly
enjoyed the 21 years of my paid work, but I have
equally enjoyedmywork as a professional volunteer.
I have been fortunate to have a lot of love in my life,
and it’s been privilege to work with OWL.

In conclusion, I will repeat my motto, “Age is just a
number, and it’s unlisted!”
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Many of us feel we are
so independent, but
it’s really important
share information

about your end-of-life
wishes and planning
with your family while

you still are
independent. When

we share this
information, we are

doing so in hopes that
there will not be any
complications at a

later date.



My family is a dynamic one. Most of my immediate
family is involved with medicine in some form and
my uncle is an ex-pharmacist turned preacher. My
grandparents owned a pharmacy when I was a child
(my grandpa was a pharmacist), and my mom is a
family practice physician. When my grandmother
died of lung cancer in 2001, this range of careers
made for interesting and varied interpretations of
how to handle her discomfort and impending end to
this lifetime. I should start by saying that my
grandma, unlike many dying people, had the rare
bene#t of having my mom and the aid of home
health nurses to care for her in the most advanced
stages of her disease at home. I am not under the
impression that the majority of our society’s dying
receives the comforts of a home versus a hospital
setting. I imagine the skill and cost are often very
limiting factors. I oftenwonder if the situations I saw
played out betweenmymom, her brother and father
would have ended in the same way if my grandma
had been in a hospital.

Listening to my grandma struggle to catch her
breath, as she drowned in her own lung $uid, was
beyond torturous to me. She was completely
unconscious and unable to give us any indication of
her pain level. We had only very primal sounding
moans to go on and it was truly fascinating tome the
very di!erent way inwhich every person in the room
interpreted these moments. My grandfather was
naturally beside himself and not really participating
in the situation.

I was overcome with concern for whether my
grandma was experiencing any pain and trying to
process how everyone around me was reacting. My
biggest concern was in knowing whether I should
press my grandma’s morphine pump for her again,
so soon after the last dose. I was concerned that too
many doses would become lethal. This was not my
decision alone and I don’t believe it would even be
an option for family in a hospital, since there are strict
medical codes of conduct in these situations to
prevent lawsuits, and immoral behavior. But, this is
precisely the debate isn’t it? What exactly constitutes

immoral behavior? Watching someone su!er for the
sake of rules or to honor wishes? Upholding the
Hippocratic Oath? To what end was that oath
intended?

I was starting to feel the intensity of collective
emotions and impending death in the room like
electricity. It was thick and heavy and I was
becoming increasingly anxious that things were
going to turn into a #ght over what to do. My
grandmother did not want to be resuscitated but
what if we accidentally gave her an overdose? Would
her wishes change at that point or remain the same
becausewewere trying tomake her comfortable? It
is exceedingly important to know how these things
work, what the rules are, what your wishes are for the
end of your life and to properly document these
things, including the conversations about the many
possible scenarios, so that they are not
misunderstood or left open to debate.

42

My Experience with the Intricacies of Death
By Shannon Fitzpatrick, OWL Member, Portland, OR.

My uncle, the preacher, believed that

Godwasn’t ready for her yet and that she

was struggling to stay here on earth. My

mom, the physician, was trying her best

to remove her very valid emotions and

assess the situation from a clinical

standpoint, feeling it was a natural

process of the body and not an

indication ofmygrandma’s orGod’swill.



Advance Care Planning – the Personal Side

Too often, Americans live as if deathwere optional. It
isn’t. At some point we all cope with the reality of
serious and eventually fatal illness in our families. We
also live in a culture in whichmost people want a say
in all life’s important decisions. This applies as well
to decisions surrounding death, such as decisions
about what kind of medical treatment you receive.
But what if you are unable tomake your decisions or
wishes known? Suppose, for example, you are
unconscious and can’t speak or hear. Unless you have
spoken with your loved ones and taken certain legal
actions, theremay be confusion and stress over what
those decisions will be and who can make them for
you.

When people think about this topic, we tend to think
about the legal documents that are available to use
to express your wishes: living wills and health care
powers of attorney. These documents are known
more generally as health care advance directives. It
is important to know what the documents are and
what they do. As explained below, the documents
are not the most important part of planning ahead
for health care decisions.

In fact, health care advance directives are only as
e!ective as the thought, discussion and planning
that goes into them. It is more accurate to think of
advance directives as part of a process commonly
referred to as Health Care Advance Planning. This
task encompasses discussions with your health care
agent, family members, and physicians about your
goals of care in the face of serious illnesses. It
requires you to think about how you want your
beliefs and preferences to guide decisions, and how
concerns like #nances, family matters, spiritual
questions, and other issues should be taken into
account. This planning process needs to go on at
every stage of one’s adult life, because one’s
circumstances and goals change. Fortunately, there
are tools to help you through this process.

If done reasonably well, health care advance
planning accomplishes four things:

1. It helps ensure that the person you want to
speak for you has the legal authority to do so

2. It helps ensure your wishes about your health
care are known and respected;

3. It avoids unnecessary, intrusive, and costly
medical treatment at the point you no longer
want it;

4. It reduces the su!ering experienced by your
loved ones, because they will have your
guidance. Making serious medical decisions
on a loved one’s behalf without their guidance
is an agonizing experience.

How do you actually do e!ective advance planning?
It is not rocket science, nor is it a complex legal task.
Advance planning requires two things: talking and
writing.

Thewriting part is actually the easier part,
because there are advance directive forms
widely available that you can use, including
Health Care Powers of Attorney and LivingWills.
But signing a document without talking to those
people who will likely be involved in decisions
will not accomplish much. The document is only
worth the discussion it is based on.

Documents that are recognized in your state can
usually be obtained from local hospitals, bar
associations, or o"ces on aging. Many lawyers
routinely assist with the preparation of these
documents. You can also #nd a chart with links to
free state-speci#c forms produced by state bar
associations or other authoritative groups below.

The talking you need to do is with your health
care agent or proxy, with your loved ones, and
with your doctor. Those discussions provide the
crucial background that people need to
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understand your wishes. These are not easy
discussions. There are, however, good aids and
workbooks to help you, such as the ABA’s Toolkit
for Health Care Advance Planning. This is available
free online as well as other workbooks and aids
listed under Resources at the end of the report. A
good workbook will walk you through the
questions you need to think about, discuss, and
decide.

Suppose you have no ideawhat youwouldwant. Do
not let that get in the way of the process. You do not
have to have speci#c instructions about your health
care. Many people have very mixed feelings about
these decisions and just are not sure. That is normal.
You can still do e!ective advance planning by
thinking about your most important values and
priorities and by appointing a health care agent.

After you have gotten well into the talking part, the
most important document to consider is theHealth
Care Power of Attorney. It ensures that the person
you choose will have the authority to make health
care choices if you cannot make them yourself.
Unless you appoint such an agent, your relatives or
health care providers may be called upon to make
medical decisions for you by default. Although this
might not be a problem for some people, it increases
the likelihood of disagreement among family
members, it often results in your wishes being
unknown or ignored, and it places a tremendous
burden on your close relatives. It also increases the
likelihood of needing to get a court appointed
guardianship or conservatorship.

Appointing an agent is the single most important
planning task you can accomplish. And the single
most important question to answer is, “who is the
best choice of agent?” It may not be the personwho
#rst comes tomind – your closest loved one – unless
that person has the capacity to be an e!ective agent.
A good choice of agent is someone who:

• Meets the legal criteria in your state for acting as
agent, proxy, or representative.
(In some states, one’s treating healthcare provider
or the sta! of a treating health care facility cannot
serve as agent.)

• Would be able to act on your wishes and separate

his/her own feelings from yours.
• Lives close by or could travel to your side if needed
now and into the future.

• Knows youwell and understandswhat is important
to you.

• Is someone you trust with your life.
• Will talk with you now about sensitive issues and
will listen to your wishes.

• Would be able to manage con$icting opinions
among family members, friends, and medical
personnel.

• Can be a strong advocate in the face of an
unresponsive doctor or institution.

Being a health care agent is not a jobmost of us have
any training for, so it is good to have some guidance.
You and your agent can "nd that guidance in Making
Decisions for Someone Else: A How To Guide, listed in
the Resources. If it is feasible, name one or two
alternate agents in case your primary agent becomes
unavailable, andmake sure they are just as prepared
as your primary health care agent.

Alongwith choosing a health care agent, think about
what guidance you would like to give your agent.
Living will forms are full of various canned
instructions that you can check o! or initial for
inclusion in your health care advance directive. Be
cautious about using them, because instructions
about unknown events thatmay occur in the distant
future are seldom accurate or useful. Using a
workbook that helps $esh out your most basic
values, goals, and priorities in life may providemuch
richer insight for your decision-makers to follow. You
normally do not need to put that kind of information
in your health care directive as long as your agent
and other decision makers are familiar with it. Your
health care agent along with your health care
provider, will be best able to understand the
complexities of your condition, your prognosis, as
well as the pros and cons of alternatives when a
decision about a course of treatment needs to be
made.

The one exception in which speci#c instructions are
meaningful occurs when you currently have a serious
chronic condition in which you know that certain
treatment decisions are inevitable and approaching.
For example, someone with advanced chronic
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obstructive pulmonary disease (COPD) may know
that decisions about the use of a ventilator will soon
be needed. If he or she is familiar with implications
of its use and the alternatives, then speci#c
instructions can be realistic and most helpful at that
stage.

Advance planning is not a one-time look at the
future. It is an ongoing process that has to be shaped
according to your age and life circumstances. At age
18, it may involve little more than naming an agent.
At age 50 and in good health, you may have no
speci#c instructions to give, but you have certainly
embraced some guiding values and have experience
the death of friends or loved ones. At age 80 with a
fatal chronic illness, you may want to express very
speci#c instructions along with your goals of care
and guiding values. At each of these stages, be sure
that your health care agent and physician are
involved in the discussion, because honoring your
wishes requires that the right people know them.

A good rule of thumb is to re-examine your health
care wishes whenever any of the “Five D’s”occur:

Decade – when you start each new decade of your
life.

Death – whenever you experience the death of a
loved one.

Divorce – when you experience a divorce or other
major family change.

Diagnosis – when you are diagnosed with a serious
health condition.

Decline – when you experience a signi#cant
decline or deterioration of an existing
health condition, especially when it
diminishes your ability to live
independently.

Advance Care Planning – the Policy Side

Congress’s enactment of Health Care Reform almost
included a simple provision that would have
provided amajor boost to advance care planning. It
was a relatively minor provision in the House reform
bill that was shunned by the Senate after it received
distorted media attention during the summer of
2009. It would have authorized reimbursement to
physicians for advance care planning consultations

with patients under Medicare on a periodic basis (at
least every 5 years). One year earlier, the Medicare
Modernization Act of 2008 put an advance care
planning counseling component into the one-time
Welcome to Medicare initial wellness exam. The
proposed provisions would have expanded the
availability of this counseling to a periodic service –
an important step since advance care planning can’t
be done well on a one-time basis.

Instead of receiving broad-spread support, the
proposal was attacked by some as government
encouraged euthanasia and even as a mandate for
“death panels.” Even as the falsity of the claims
became clear, theweight of controversy nevertheless
thwarted any chance of the provision staying in the
Senate version of health reform. The proposal will
most likely be revived in both Senate and House for
consideration as futureMedicare reforms take shape.

The House bill also included support for a protocol,
sometimes referred to as Physician Orders for Life-
SustainingTreatment (POLST) that would ensure that
the goals for Medicare care patients currently facing
chronic, life-threatening conditions are translated
into care plans with teeth – that is, medical orders
that specify what is to be done in the event of high
probability medical emergencies.

POLST is a protocol that originated in Oregon in the
early 1990s. It started with the recognition that
patient wishes, no matter how communicated, will
have little impact unless they are systematically
factored into themedical decision-making engine of
the health care system – that is, doctor’s orders. This
occurs bymaking sure patient’s goals andwishes are
translated into actual medical orders on a
standardized form that does not get lost when
patients move across care settings.

There are three key parts to the protocol:

1. A discussion must take place between health
care providers and a de#ned group of patients –
those with progressive, life-limiting medical
conditions, for whom you would not be surprised
if they were to die within a year. The objective of
the discussion is to learn the patient’s goals and
wishes in light of his or her current condition and
to inform the patient of all the available care
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options.
2. The patient’s wishes are incorporated into a set
of doctor’s orders specifying treatment directions
in the event of certain high-probability treatment
scenarios. The orders are recorded on a unique,
visible (bright pink in Oregon) form. The form
covers several key decisions that are common for
seriously chronically ill patients, for example:
cardiopulmonary resuscitation; the level
of aggressive care desired in the event of
emergency (full treatment; limited; or comfort
only/do not hospitalize); and the use of arti#cial
nutrition and hydration. The POLST form is
outcome neutral. That is, the form can indicate
maximum to minimum utilization of any or all
treatments. It does not promote a particular
outcome.

3. Providersmust ensure that the POLST form travels
with the patient whenever the patient transfers
from one setting to another, thus, promoting
continuity of care in decision making. At the same
time, the orders are reviewed periodically and as
needed.

It is important not to confuse POLSTwith an advance
directive. They are not the same. POLST is a set of
doctor’s orders that re$ects the patient’s here-and-
now goals for medical decisions that could confront
the patient in the immediate future. It builds upon
one’s advance directive but can also bene#t those
patients who have no advance directives. Research
on the Oregon experience with POLST has shown
positive outcomes in ensuring treatment consistent
with patients’ wishes. About ten other states have
adopted versions of POLST. The proposed federal
provision would have provided incentives for all
states to adopt POLST.

As these proposals come back around in Congress,
as they should, there are four features about these
advance care planning proposals that need to
remain at the heart of deliberations:

First, advance care planning helps ensure that
patients’wishes are known and honored. Since 1990,
federal law has required that patients be asked
whether they have an advance directive and be
given information about them at the time of

admission. But that approach never succeeded in
making sure that patient’s wishes are known and
honored. Our current health care systems still too
often ignore discussions about patients’ goals and
preferences, and even if discussed, treatment still too
often tramples over patients’needs and desires.

Second, the proposals do not and should not
promote any agenda favoring the stopping and any
kind of treatment. The proposals are goal neutral
with respect to treatment. Rather, they are fully
patient-centered with respect to giving patient’s a
voice in their care and having their voice heard.

Third, the proposals do not mandate counseling.
They mandate an only opportunity for discussion
and counselingwith patients who are very sick about
the patient’s goals of care and the naming of a proxy
of the patient’s choosing to speak for the patient if
the patient loses capacity in the future.

Fourth, nothing in these proposals provides for
government-encouraged euthanasia, quite the
contrary. These proposals reinforce and strengthen
the consumer knowledge about their care options
and control over which they chose at the very time
they most need this knowledge and control.

The goal in health care decision-making today is the
same as was characterized almost 30 years ago by
the President’s Commission for the Study of Ethical
Problems inMedicine. That Commission recognized
that, ultimately, the goal is, “How to foster a
relationship between patients and professionals
characterized by mutual participation and respect,
and by shared decision-making.
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Sidebar: Advance Directives

A Health Care Power of Attorney is a document that names someone to make medical decisions for you,
should yoube unable tomake themyourself. Depending on your state, the person youappointmay be called
your “health care agent,” “health care proxy,” “surrogate,” or “attorney-in-fact” for health care. The document
itselfmay also be called a “health care proxy,” “medical power of attorney,” and “durable power of attorney for
health care,” or “Appointment of health care representative.”

A Living Will or Health Care Directive is a document that spells out any wishes or preferences you have
about end-of life care.

You may combine the two types of documents into one document referred to generally as a Health Care
Advance Directive.

It’s very helpful to consider organ donation as part of your advance planning. You can do that by completing
anOrganDonor Form or simply including Organ Donation instruction in your Advance Directive.

Links to State-Specific Advance Directive Forms
STATE LINK TO FORMS FREE BOOKLETS AND INFORMATION
Alabama http://www.alaha.org/resources.aspx?id=33
Alaska http://www.hss.state.ak.us/dph/director/living_will/
Arizona http://www.azag.gov/life_care/LCP_Packet.pdf
Arkansas http://www.caringinfo.org/UserFiles/File/Arkansas.pdf http://www.arkbar.org/whats_new/Ad

vance%20Directive%20Information%20-
%20for%20ABA.pdf

California http://www.slocounty.ca.gov/Assets/MHS/Forms
/Advance+Health+Care+Directive+Form.pdf

Colorado http://www.cobar.org/index.cfm/ID/1073/dpwfp/
Advance-Medical-Directive-Information/

Connecticut http://www.ct.gov/ag/cwp/browse.asp?A=2130
&BMDRN=2000&BCOB=0&C=19278

Delaware http://dhss.delaware.gov/dhss/dsaapd/advance.html
District of
Columbia http://www.whcenter.org/body.cfm?id=555685#

Florida http://www.floridahealthfinder.gov/reports-guides/advance-
directives.shtm

Georgia http://www.gha.org/publications/public/other/AdvanceDirective.pdf http://aging.dhr.georgia.gov/DHR-
DAS/GEORGIA%20ADV
VANCE%20DIRECTIE%
20FOR%HEALTH%20CARE-07.PDF

Hawaii http://hawaii.gov/health/disability-services/neurotrauma/key-
services-health.html

Idaho http://www.abetterwaycoalition.org/index.htm
Illinois http://www.ihatoday.org/consumer/directives/index.htm
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Indiana http://www.ecarediary.com/advanceddirectives/Indiana%20Advance
%20Directive.pdf

http://www.in.gov/isdh/files/advanced
directives.pdf

Iowa http://www.caringinfo.org/UserFiles/File/Iowa.pdf http://www.aging.iowa.gov/Documents/Publi
cations/GiftofPeaceofMind.pdf

Kansas http://www.kansashealthethics.org/index.php?topic=advdirect
Kentucky http://www.ecarediary.com/advanceddirectives/Kentucky%

20Advanced%20Directive.pdf http://www.agingkansas.org/Choices
/faq/faq_advance_direct.htm
http://www.uoflhealthcare.
org/Portals/12/pdf/ethics/ky.pdf

Louisiana http://www.lmhpco.org/caregivers/
Maine http://www.themha.org/
Maryland http://www.oag.state.md.us/healthpol/AdvanceDirectives.htm
Massachusetts http://www.boydandboydpc.com/estate-planning-

massachusetts-downloads.asp
Michigan http://www.michbar.org/elderlaw/adpamphlet.cfm#c
Minnesota http://www.mnhealthcaredecisions.info/hcd_information.html
Mississippi http://www.mshealthcaredecisionsday.com/
Missouri http://www.mobar.org/535a6273-a632-4566-ae96-

1443851e3568.aspx
http://ago.mo.gov/publications/life
choices/lifechoices.pdf

Montana http://www.dphhs.mt.gov/sltc/services/aging/legal/index.shtml
Nebraska http://www.nehospice.org/displaycommon.cfm?an=5
Nevada http://www.nvlivingwill.com/
New Hampshire http://www.healthynh.com/fhc/initiatives/pformance/eol

/endoflifecare.php
New Jersey http://njhospice.org/displaycommon.cfm?an=8
New Mexico http://www.nmaging.state.nm.us/AHCD.html http://www.nmbar.org/Public/pub

licpubs/LREPSeniorHandbook.pdf
New York http://www.compassionandsupport.org/index.php

North Carolinahttp://www.secretary.state.nc.us/ahcdr http://www.caringinfo.org/userf
iles/File/NorthCarolina.pdf
http://www.ncdhhs.gov/dma/medicaid/
AdvancedDirectCondensed.pdf

North Dakota http://www.altru.org/body.cfm?id=267#Links
Ohio http://www.osbf.net/advancedirectives/about_tools.html
Oklahom http://www.okbar.org/public/brochures/
Oregon http://egov.oregon.gov/DCBS/SHIBA/advanced_directives.shtml
Pennsylvania http://www.haponline.org/quality/eol/advance/
Rhode Island http://www.rihlp.org/resources/index.cfm?id=30
South Carolin http://www.aging.sc.gov/seniors/AdvanceDirectives/
South Dakota http://www.regionalhealth.com/Our-Locations/Regional-Hospitals/

Rapid-City-Regional-Hospital/Patients-Visitors/Patient-Guides/People-
Who-Can-Help/Advanced-Directives.aspx

Tennessee http://health.state.tn.us/AdvanceDirectives/index.htm
Texas http://www.texaslivingwill.org/downloads.php
Utah http://aging.utah.edu/utah_coa/directives/index.html
Vermont http://healthvermont.gov/regs/ad/advance_directive.aspx
Virginia http://www.vsb.org/site/public/healthcare-decisions-day
Washington http://www.wsma.org/patient_resources/advance-directives-qa.cfm http://depts.washington.edu/bioethx/top

ics/advdir.html
West Virginia http://www.hsc.wvu.edu/chel/wvi/forms.html
Wisconsin http://dhs.wisconsin.gov/forms/AdvDirectives/
Wyoming http://wdh.state.wy.us/aging/seniors.html
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Advance Care Planning Resources

SelectedWork Books and Planning Tools

Caring ConversationsWorkbook, published by the Center for
Practical Bioethics, is both aworkbook and advance directive. It
can be downloaded for free from their web site:
www.practicalbioethics.org/cpb.aspx?pgID=986

Consumer's Tool Kit for Health Care Advance Planning, by
the ABA Commission on Law and Aging is available for free
download at:
http://new.abanet.org/aging/Pages/HealthDecisions.aspx

Finding Your Way: A Guide for End-of-Life Medical
Decisions, by the Center for Healthcare Decisions,
Sacramento Healthcare Decisions (1998). Available for
purchase at: www.chcd.org/contact-purchasepubs.htm.

“Good to Go” Toolkit and Resource Guide, published by
Compassion and Choices. It can be downloaded free at
http://www.compassionandchoices.org/g2g

ThinkingAhead:MyWay,MyChoice,My Life at the End. This
workbook and video was created by California advocates with
developmental disabilities from three regional centers.
Available for free at:
www.dds.ca.gov/ConsumerCorner/Publications.cfm

TheGoWishGame -- a card game for sorting out values related
to end-of-life decision-making, created by the Coda Alliance, a
community organization in Santa Clara County, California. It
gives you an easy, entertaining way to think and talk about
what's important to you if you become seriously ill. Available
for purchase at: www.codaalliance.org

For Health Care Proxies/Agents:

Making Decisions for Someone Else: A How To Guide,
published by the ABA Commission on Law and Aging, this
guide is for anyone serving in the role of health care decision
maker for someone else:
http://new.abanet.org/aging/Pages/HealthDecisions.aspx

Selected Advance Directive Forms

Caring Connections is a program of the National Hospice and
Palliative Care Organization (NHPCO). It provides free
downloadable state advance directive forms for every state and
D.C. with instructions at:
www.caringinfo.org/AdvanceDirectives.
Compassion and Choices also provides state speci#c advance
directives at:
http://www.compassionandchoices.org/ad_page/

Five Wishes Advance Directive. Published by Aging with
Dignity. This nationally used and very popular advance directive

focuses onways of talking about health care wishes and needs.
Available for purchase and download from their web:
www.agingwithdignity.org . Also available by mail order from
P.O. Box 11180, Tallahassee, FL 32302-3180.

A Guide to LivingWills and Health Care Proxies, by Harvard
Medical School. This guide and formprovides amoremedically-
oriented advance directive addressing six illness scenarios. For
each, you consider possible medical interventions and goals of
care. It also includes a proxy designation form. Available for
purchase and download from their web site:
www.health.harvard.edu/special_health_reports/the-health-
care-power-of-attorney-and-living-will

The Halachic Living Will, a directive that comports with
orthodox Jewish law and custom: www.jlaw.com/Forms

National Right to Life“Will to Live”:
www.nrlc.org/euthanasia/willtolive/StatesList.html

Jehovah'sWitness' health care advance planning information
available at:
http://www.jw-media.org/aboutjw/medical.htm

EthicalWills: PuttingYourValues onPaper, by Barry K. Baines
(Perseus Publishing, 2001). This is a guide to the process of
writing and sharing an ethical will, a document designed to
preserve a lasting legacy of your most cherished personal
values. Ethical wills are not health care advance directives, but
they can serve as a valuable supplement to communicate one’s
values and priorities. Can be purchased at: www.ethicalwill.com
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There is no age requirement to join OWL! We advocate for:

HEALTH
 Universal, a!ordable, accessible, and quality physical and mental health care

 Expansion of Medicare and Medicaid to include the full range of services needed by midlife and older women

 Long-term and chronic care assistance

ECONOMIC SECURITY
 Preservation of the social insurance principles of Social Security

 Better pensions and other retirement plans for women

 Laws barring age and gender discrimination

 An adequate, equitable wage for women

 Monetary credit for caregiving

QUALITY OF LIFE
 Safe, accessible, non-discriminatory and a!ordable housing

 Public transportation that meets the needs of older persons

 The elimination of exploitation and abuse of older women

 The right of all persons to remain in control of decisions throughout their lives

 Improving the image of midlife and older women

1828 L Street NW Suite 801 Washington, DC 20036  202.329.3607 or 1.800.825.3695 www.owl-national.org 
OWL - The Voice of Midlife and Older Women was founded in 1980; OWL is the only national grassroots organization dedicated entirely to
addressing the concerns of midlife and older women.  Become an OWL member and show policymakers that we won't rest until the
Medicare and Social Security systems truly serve the needs of older women! 

 Enclosed is my contribution of: ___$25 ___$50 ___$100 ____$250 ___ Other $______ (annual membership dues - $25)   

Isn't it time you joined?
Visit us on the web:  www.owl-national.org

Name____________________________________________________________________________________________________________________ 

Address___________________________________________________City_____________________________State______________Zip___________

Phone_________________________________________________________E-mail______________________________________________________

Your contribution to OWL is tax deductible to the extent allowed by law. Make your check payable to OWL or charge your contribution to your credit card:

Card: Visa AMEX Mastercard

Acct. Number:__________________________________________________Exp. Date:_________________ Signature___________________________

O
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Acct. Number:_________________________________________________ Exp. Date_________________Security Code_______________________



1828 L Street NW, Suite 801
Washington, DC 20036

1.800.825.3695
www.owl-national.org


