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Life throws you curves.

Beloved parents with Alzheimer’s disease who no
longer recognize you. Beloved children who can’t focus and
are failing in school. Infertility. New genetic tests that give you
information you don’t know what to do with. Advanced cancer and
questions about coping with it.

There are facts to gather when confronted with such challenges, and
it is important to do so. We have a mantra at The Hastings Center:
Good ethics begin with good facts.

But sometimes—often—facts can only take you so far. Facts about
the diagnosis of attention deficit hyperactivity disorder do not pro-
vide an answer about how to treat your child. Facts about the course
of Alzheimer’s disease do not help you with the difficult decision of
whether to put a parent with the condition who needs constant care in
a nursing home. Facts about infertility do not tell you what to do with
leftover frozen embryos.

That’s because the “facts of life” do not tell you how to live—or
how to die. What they provide is information that you must then filter
through your personal value system to determine a course of action
that makes sense for you and for your family.

This is where bioethics comes in. It can provide moral guidance on
common medical dilemmas that individuals face in the beginning of
life, at the end of life, and in between. People tend to think that ethics
imposes an answer on you—thou shalt not steal. Well, there are some
ethical rules, it’s true. But ethical solutions often are not absolute. They
involve carefully examining your values and balancing competing in-
terests and demands, in particular situations, in light of the most reli-
able facts.

The Hastings Center’s Help with Hard Questions series is designed
to help you think through bioethical problems raised by advances in
medicine and technology in a way that leads you to solutions that
are consistent with your values. These solutions will, of course, be in-
formed by the facts, and also weighted by the experiences of others
and the expectations of society at large. Understanding these variables
is critical if you are to find ways to live with difficult and sometimes
fluid situations that maintain your integrity and dignity, as well as the
integrity and dignity of those you love.



The Patient-Care Partner
Relationship

Consider the story of the anthropologist, the old lady and the very
tough meat. An anthropologist was preparing for his first visit to a
remote village. His studies had taught him that the inhabitants of this
village subsisted on the meat of a local bird, and that this meat was
notably tough and hard to digest. On his first night in the village, the
inhabitants invited their visitor to a festive meal. He was presented
with a plate of the local specialty. He steeled himself and took a bite.
To his surprise, it wasn't as tough as he'd feared. He looked at his hosts,
who gestured to an elderly woman at the table, who smiled at the
anthropologist. “I chewed it for you,” she said.

A woman undergoing treatment for advanced cancer told this
story to her friend. “I'm the anthropologist,” the woman said. “I have
to listen to my doctors tell me how sick | am. It's tough to hear this
about your own health, your own life. It can be hard to take in new
information during an appointment, especially if I'm feeling lousy that
day, or worried about my family, about money, about all the things
you worry about when you're sick.”

The woman then told her friend: “You're the old lady in the story.
You chew things for me. You look up medical information to help
me understand what I'm going through, and that helps me figure out
what questions to bring up during appointments. If | forget to ask
a question, | can rely on you to ask it. You write up the notes so we
can keep track of what we know and what we have to stay on top of.
And sometimes, it’s easier for me to digest bad news when we have a
chance to talk it over later.

“These are things | wish | could do for myself. It's hard to accept
help. It's hard not to have as much privacy as a healthy person does.
But it’s also a relief not to have to go through this by myself”

People who are seriously ill often face decisions not only
about medical treatment, but how they will manage medical treat-
ment. One of the first decisions they face is how and with whom
they want to share information about their health and health care.




While some patients choose to manage all details on their own,
many patients entrust another person or a small group of people
with this information and with the responsibility of providing sup-
port during medical treatment.

The person (or team) in this role is sometimes called a “care
partner.” The phrase describes a relationship—a partnership—be-
tween a patient and another person, one that has been created in
response to a health care need. (A patient may or may not use this
exact phrase to clarify who plays this role.) The role of care partner
is often filled by a patient’s spouse, an adult child, a sibling, a close
friend or another loved one. A hospital’s intake staff may ask a new
patient if he or she has a care partner.

The following questions are examples of the sorts of ethical
issues that can arise around sharing information and supporting
values in the patient and care partner relationship:

Why is truth-telling so important when a person is
facing medical decisions?

Telling the truth is integral to most people’s understanding of
what it means to act ethically in everyday life. In relationships, in-
cluding health care relationships, truthfulness tends to build trust
while lying or evasion tends to undermine trust. Patients also need
accurate information to make informed choices about treatment.

A patient and care partner should talk about how the patient
prefers to receive information, including what level of medical de-
tail the patient wants and what level of detail the patient wants
the care partner to have. For example, in the care partnership de-
scribed previously, the patient wanted the care partner to seek
out further information about the patient’s disease and treatment
options. The patient also did not want every conversation with
this loved one to be about disease and treatment. Figuring out
how she wanted to receive different types of medical information,
and sharing these preferences with her care partner as well as with
health care professionals, was one of this patient’s first tasks.
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New forms of communication, and devices such as smart-
phones and tablets, make it easier to share health information.
Patients may use email, Facebook, or blogs both to share infor-
mation and to let concerned others know what kinds of material
they prefer not to receive. For example, some patients seek out
blogs and other first-person accounts written by others facing ill-
ness and medical treatment. Other patients prefer not to read this
kind of material, or may rely on care partners to vet material that
is potentially distressing.




Depending on a patient’s diagnosis, a patient may rely on a care
partner for a relatively short time (for example, during a course of
treatment that is expected to resolve a health problem), or for ex-
tended periods of time (for example, during treatment to manage a
recurrent condition), or for an open-ended period. Some care part-
ners are also involved in nonmedical aspects of health care, such as
helping to resolve insurance problems. A care partner is frequently a
patient’s advocate inside a fragmented health care system.

Sometimes, a patient’s care partner is also the patient’s desig-
nated surrogate (also known as a health proxy or agent) who is
responsible for making medical decisions on behalf of the patient in
the event that the patient does not have the capacity to make these

Should a patient ever withhold medical information from a
care partner, or vice versa?

A patient has no obligation to share all medical information with a
care partner. The patient’s full medical history, for example, may include
information that is not relevant to the patient’s current condition, and
that the person prefers to keep private. However, a care partner who
lacks basic information about a patient’s current condition and treat-
ment will find it difficult to provide support and to be an effective advo-
cate. Establishing some ground rules for sharing information is helpful.

Sometimes, the care partner will receive information at a time when
the patient is not present. (For example, a surgeon may speak with a
care partner while a patient is recovering from a procedure.) The patient
and care partner should talk about how the patient wants situations like
this to be handled, and they should share the patient’s preferences with
health care professionals.

If a patient and a care partner disagree, should the care
partner go along with the patient, or challenge the patient?

Like most human relationships, care partnerships may include areas
of disagreement and need ways of resolving or managing them. A pa-
tient may welcome a care partner’s opinion at some times, and at other
times may feel that the care partner is being too critical or has failed to
understand the patient’s perspective. A care partner may worry about
being overly critical, and may be uncertain what to do if the patient
seems to be making a choice that is at odds with his or her other choices.

Mutual respect, clarity about the patient’s values and preferences,
and candid discussion about what the patient wants from the care
partner—a sounding board? a devil’s advocate? a cheerleader? different
things at different times?—may prevent some disagreements and help
resolve others. Having others to talk with (including professionals as
needed) may support both the patient and the care partner and prevent
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decisions. A key difference between these roles is that a patient
who is able to make his or her own decisions may want someone to
help manage the flow of medical information, the details of medi-
cal treatment, and, often, the emotional aspects of being sick and
needing care.

As the population ages and advances in medicine allow many
patients to live longer with serious illness, the experience of care
partnership will be part of the lives of more and more people. This
publication describes the ethics of care partnerships—the moral
questions and challenges raised by this relationship. These questions
are at the heart of what we value as human beings: How should we
live our lives? What do we owe one another? What kinds of social

» continued from previous page
minor disagreements from escalating.

If a care partner thinks he or she cannot support a patient’s preferences,
the care partner must talk directly with the patient about this, as it may
be necessary for another person to share or take over the care partner’s
responsibilities.

What if the patient doesn’t want to talk with the care partner
about something that seems important, like pain?

A care partnership exists because of a person’s need for medical care
and his or her desire and willingness to work with another person to meet
these needs. It is an intimate relationship in which difficult topics are likely
to be discussed: the reality of illness, the benefits and burdens of treatment,
concerns about dependence, worries about the future, and, in some cases,
an uncertain prognosis or the prospect of worsening health. The patient
and care partner will also have to figure out the boundaries of the care
partnership. For example, a patient may tell a care partner to “stop wor-
rying about me.” Does the patient mean that the care partner is being in-
trusive or controlling? Or is the patient expressing a concern that the care
partner is overburdened? The care partner may be unsure, and may also
not know how to “stop worrying.”

Sometimes a care partner will observe that something seems wrong. For
example, the patient appears to be in pain, or describes pain or symptoms
that were not expected or are worsening, and yet does not want to talk
with anyone about this. Pain is a complicated problem and it can be diffi-
cult to talk about. Palliative care—the care of the “whole person,” including
the treatment of pain and symptoms—offers a way to address this problem
no matter what type of medical treatment a patient is receiving. Making
sure that palliative care is always available to the patient may prevent suf-
fering. It also gives care partners something concrete to suggest when a
patient appears to be in pain.



relationships can help prevent suffering and promote well-being in
the lives of others? The questions of the ancient philosophers are
the questions that continue to shape ethics in everyday life.

Setting ethical ground rules when a loved one is sick

“Doing the right thing” is a common way to express what it
means to act ethically. However, ethical questions involve uncer-
tainty: Am | doing the right thing? Did | do the right thing? Will I do
the right thing? Is there more than one right thing? When a person
is sick, these questions may present themselves with urgency—
sometimes, something must be done now. For example, a treatment
that could provide benefits that a patient wants may also carry
burdens (such as side effects or monetary costs) that the patient
wants to avoid. What's the right thing to do? Comparing benefits
and burdens in terms of a patient’s own values and goals, and the
experience of illness and treatment, is something that a patient may

A relationship between a patient and
another person that has been created in
response to a healthcare need is
sometimes called a “care partnership.”

do regularly. The ethical questions that may arise in the relationship
between a patient and care partner may be particularly complex, as
these two people usually have some other close relationship with
one another.

Two areas that may involve ethical issues in serous illness are
sharing information and respecting values. Honoring a patient’s
right to information about his or her own health and life is central
to medical ethics. Health care professionals are also accountable
for protecting patients’ personal privacy and the confidentiality
of medical information. A great deal of medical information flows
from health care professionals to patients: test results, diagnostic
information, and so on.

A care partner frequently helps a patient manage this flow
of medical information. A patient or care partner may also col-
lect other information about a patient’s condition and treatment
options, from Web sites, articles, books, organizations, and peers.
According to the Pew Internet & American Life Project, 61 percent
of adults in the U.S. were searching for health information online by




“Doing the right thing” is a common way
to express what it means to act
ethically. However, ethical questions
involve uncertainty.

2009, more than half of them doing so on behalf of someone else,
and most adults discussed the results of their searches with a loved
one. So, some of the ethical “ground rules” of a care partnership are
likely to be about information sharing—recognizing that these rules
reflect what a patient wants right now, and may need to be updated
should the patient’s situation and preferences change. Examples

of the sorts of questions about sharing medical information that
patients and care partners should work out are:

« What kinds of information will the patient share with the
care partner?

«  What information does the care partner think he or she will
need to know?

«  What information does the patient prefer to keep private? If
a person who is close to the patient asks the care partner for
information about the patient, how should the care partner
respond?

- Does the patient want information from sources other than
health care professionals?

« What kinds of information or advice does the patient find
unhelpful or distressing?

The ways in which a patient and care partner will settle on how
information is shared depends on the patient’s personal values,
which care partners need to understand, so they can offer knowl-
edgeable support, both in the medical context and in a patient’s
day-to-day life. For example, a patient who has children may be con-
cerned about how to continue to be a good parent while undergo-
ing medical treatment. A patient who works, or who volunteers in
his or her community, may be uncertain whether he or she can keep
up these commitments, and about how much information to share
with others. A care partner who is aware of these values may be able
to help the patient balance personal commitments and concerns
with the demands of treatment.

A care partnership can have core values of its own that can sus-



tain both the patient and the care partner amid the uncertainty and
stress of illness and treatment. For example, the value of solidarity
may be useful in sustaining a care partnership, because it represents
the reciprocal connection between a sick person and a healthier
person, and encompasses their shared interests and aspirations. Cer-
tain other values, such as honesty and trustworthiness, are crucial
both to care partnerships and to relationships between patients and
health care professionals.

The test of our values is how well they perform under difficult
conditions. In the care partnership described at the start of this
booklet, the patient and her care partner used the story of the an-
thropologist, the old lady, and the very tough meat to check in with
each other about how they were managing shared information and
how the patient wanted to receive new information while under-
going treatment. The care partner was grateful to the patient for
telling this story, as it provided insight into the patient’s values and
what she trusted the care partner to do. The story—their story—
also reinforced their solidarity with each other.

The Hastings Center Guidelines on End of Life Care

The Hastings Center is producing a revised, updat-
ed, and expanded version of its historic publication:
Guidelines on the Termination of Life-Sustaining Treatment
and the Care of the Dying (1987). The new publication,
which will be released in 2012, aims to improve the qual-
ity of end of life care in the United States by providing
ethical guidelines for the current generation of health care
professionals on the decisions dying patients, their fami-
lies, and other caregivers may face. It will also describe the
practices, policies, and other systems that support com-
munications and decision making and promote access
to palliative care, hospice care, and other services. The
project is supported by Sussman Charitable Trust and the
Patrick and Catherine Weldon Donaghue Medical
Research Foundation.




Practical suggestions for
care partnerships

Recognize the patient and the care partner as individuals
whose lives are not limited to the experiences of illness,
medical treatment, and caregiving.

Talk candidly about the patient’s values and preferences,
including any specific preferences about treatment.

Patients should introduce their care partners to their
health care providers and explain their role. (If the
patient has designated a health proxy, this information
should also be shared with health care providers.) Clarify
whether and to what extent the care partner may, with
the patient’s consent, communicate directly with health
care providers.

Find out how to consult with palliative care experts to
address pain and other symptoms.

Establish ground rules for sharing information that
comes from medical professionals and other sources.

Recognize that patient preferences and care partner re-
sponsibilities may change. Discuss changes as they arise.
Address and try to resolve sources of tension.

Acknowledge emotions related to illness, treatment, and
caregiving, as they may be experienced by the patient or
the care partner.
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