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Tell me about Mama:
Fac:lltatmg end-of-life decisions, ethics commlttees and
ethics consultations

Nancy Neveioff Dubler

Itis a great honor te join this iegisiature as it grapples with a fair and just process for decision making at the
end-of lifel, These issues are profound and make human consideration difficult and often divisive. Death is
in the realm of tha ineffable, the domain of man and God or, for those without belief, for man alone. No
one is un-ambivalent about death whether a robust afterlife or a void is the postulated next step,

As a bioethics consultant engaged in supporting decisions at the end-of-fife, [ come to you with a plez
from decades of work at a hospital: Structural law is necessary but not sufficient for the development
of a compassionate, supportive and successful process of communication and resolution at the end-of-
life. Dr Tobin has argued, and [ agree, that in the main, proxy appointments are far superior to pieces
of paper in giving effect to the prior wishes and supporting the values and desires of the patient. But
proxy appointments must be understood as creating the need for a new nest of supports for that person
appointed. (f this does not happen, then the proxy is abandoned to struggle with the most awesome and
burdensome decision of her life. | urge that this legislation not only create a proxy-zgent but also address
the lonely status of that proxy. A proxy can only be effective and secure within a doctor-proxy relationship
that not only empowers the proxy’s right to decide but also cherishes the proxy in her struggle, Iwiltargue
that creating a proxy agent to decide for the patient is the first step. Creating the supports for that proxy
is the next.
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Bioethics is about stories and | will relate a few as
illustrations for my argument. End-of-life decision-
making is about patients , family members, close
friends, clergy, physicians and medical professionals
strugeling together to do what is “best” and what is
“right”. Bioethics assumes that medicine is both a
science and an art that the notion of “best”is guided by
professional medical knowledge, experience, wisdom
and skill; the idea of “right” — for the patient - is the
product of the patient’s personal history and values,
and the religious commitments of the patient in the
context of the family.

Medical decisions, especially those at the end-of-
life, are made on a crowded stage. It is not only the
number of players that complicate the picture but also
the fact that each player possesses different stakes and
interests — and to each is owed various obligations.

Consider the following case, taken from my case files
at Montefiore Medical Centre.

EFmma’s case?

The patient, Emma, had been transferred to
the hospital from home, after having spent six
months at @ nursing home for rehabilitation
following her second stroke in ten vears. She
lived with her married daughter, Mary, who
stoted that after Emma’s first stroke she and
Emmd began to talk about what she, Emma,
would want for her health care if she could riot
choose for herself.  She was very clear: ‘No
machines and nothing to pralong my dyving.”

This recent admission: After @ massive stroke,
Emma fost consciousness and had severe
breathing difficulties. Anambulance was called,
The patient received a breathing tube in the
ambulance and was brought to the emergency
room (ER). When Emma was reviewed by the
intensive care trioge team, it was decided that
she should not be sent to Intensive Care as she
was o patient “In the process of dying”. By the
time o Bicethics Consuitation took place, Emma
had been in the ER for two and a half days as
there were no available beds in the hospital.
The Bicethics Consultant/Mediator was called
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because of u “conflict within the family”,

Seven members of the family met in a small
room nearthe ER, including one granddaughter,
a niece, three daughters, and onhe son and his
wife. The staff included two members of the
Palfiative Care team, the patient’s regular
physician in the community (Dr Henriques) and
the Ethics Consultant: truly, a crowded stage!

The Ethics Consultant began by asking the

 medical team and the family, who had been

at the bedside since the patient arrived, to
introduce themselves. Then she said: “Tell me
chout Mama”, a question that elicited tears
agnd memories, hugs and stories. Then Dr.
Henrigues, known to and trusted by the family,
gave the medical history of the putient. She had
beern brought into the ER unconscious, in septic
shock, with mult-system failure including
Jailing kidneys leading to visible edema as the
result of fluid overload. Dr. Hentigues first
said that there was less than a 20% chance
of recovery, then that the chance was about
10%, then revised that to 5%, and finally said,
quietly: “She is not going to get better”

Mary, her Mom’s legal health care proxy, was
convinced that her Mom would not want to
five this way. She said that her Mom’s favorite
TV program had been “ER” and they regularly
watched it together. Emma said that her
maother had never wanted to be an machines
and had "never wanted to be that way”, Emma,
Mary said, was o deeply spiritual Christion who
was not gfraid of dying. Everyone agreed with
this. Mary wanted to remove the breathing
machine immediately. All of the family quietly
agreed... but for the patient’s son, Joseph.

Joseph said that his mother was a fighter, that
she loved life and that she would have wanted
every chance. Therefore, he said, he could not
agree to the removal of the machine.

Joseph and Mary faced off. Everyone else sat
silent,

They all agreed that they did not want their

Plunkett Centre for Ethics 2



mother in pain.  The Pallictive Care service
assured the family that the patient was not
suffering.

After a while the Ethics Consultant asked
Joseph what might help him to bridge the
divide between himself and his sister. “Time”,
he said.

The Consultant then pointed out that, in fact,
staff would be reluctant to remove a ventilator
in the ER where there was so little guiet and
privacy, and proposed that Emma be moved to
a private room and extubed on the following
day. The palliative care nurse explained that
the family should be prepared for the fact
that once the potient was moved to a calm
setting death sometimes followed swifily. The
Consultant then asked Joseph if this would
be acceptable to him, "Yes®, he soid. But his
sister Mary disagreed: she thought her mother
should be extubated immediately.

Searching for a solution, hoping to gain some
time, the Consultant asked the family if their
Mom loved all of her children. All agreed
that she did. She then asked whether Mom
would want this extra time for Joseph to be
comfortable. Mary thought that she would.

So, alithe family then agreed that Emma would
be moved tc a private room ond would be
extubated the following day according to her
wishes. Joseph wgreed and said that he and
his brother, an Episcopal priest, would begin
preparing for the funeral,

This patient was not feeling any pain or discomfort.
Had she been, her right to be shielded from suffering
might have demanded a different outcome. in this case
her legal wishes were clearly presented by her health
care proxy and would be honored - but in a way and at
a time and place that would be most comfortable and
most healing for her family.

In this case the Bioethics Consultant acted as a
mediator, that is, an impartial third person who:

+ facilitated a negotiation between people in
conflict and assisted them to find solutions

e
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that met their Interests and needs;

¢ worked with the parties - in this case the care
providers and members of the patient’s family
- and heiped them identify their goals and
priorities, to generate and explore the available
optians, and to exchange information that was
necessary in formulating a solution; and

e was an optimist - searching for a solution that
could ease the family through the death of the
patient.

The doctor-proxy relationship

{t is by now commonplace in law and ethics that the
physician owes the patient duties of skififul care,
information about the opticns of care and the risks
and benefits of those options, and support in the
process of deciding. These obligations are central
te the doctor-patient relationship, and supported hy
diverse ethical theories that emerge from an analysis
of duties, best consequences and virtuous behavior, all
of which support rebust doctor-patient interactions.
But what if, as in the case of a proxy, the patient is no
longer interactive? In that case, all of these duties and
ohligations of support and communication, | would
argue, flow to the proxy.

Consider the following brief tale:

On evening at about 7 pm the Bicethics Consultant
found a woman sobbing in the waiting room of the
intensive Care Unit. The young woman, Sara, sat alone
by the door. When asked if she could help, the Bioethics
Consultant was toid that this womon, aged 24, was the
granddaughter of a very ill patient, was her only living
relative and was her health care proxy. The Bioethics
Consultant soid, “Tell me about grandma.”

Her grandmother, whom she loved deeply, was 94
and untif recently, when hit by a boy on a bicycle, had
lived afone. Every day she had dressed, put on make
up, gone shopping and out to funch and then on to the
Senior Citizens Center.

o A ANt Antebmebe b bemp ]
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The gecident resulted in complex hip fracture and there
had been major complications following the initial
surgery. Now the patient wos facing her third, and
quite risky, surgery for undiagnosed gastro-intestinal
bieeding.

The surgical care team had been urging surgery, The
geriatric consultent had been suggesting a palliative
care plan and hospice. The geriatrician argued that
with substantial kidney and cardiac compromise the
risk of the surgery was extremely high and the patient’s
abifity to recover very low, if any. He argued that, even
if she survived the surgery, she would never return to
her prior independent, active life.

The patient hod been always been clear with her
granddaughter: for her, only the independent
life was worth living...those words echoed in her
granddaughter’s thoughts. The physicians had just
come and asked her whether to do this next surgery or
not...the choice was devastating.

Prexy appointments are necessary component in
any schema of end-of-life legisiation. They assure
the medical care team, and society, that the person
making the decision has the legal right to do so. For
the person appointed, however, this obligation is
often overwhelming. The patient is generally a toved
one for whom the proxy is faced with life and death
decisions - an awesome and terrifying prospect. And,
unfortunately, the medical care system often deals
with the proxy as a sort of junior colleague - requesting
a decision as a crisp and tailored response to a set of
medicat facts. “Shall we do this next surgery on your
grandmother?” The compassionate, careful respectful
presentation and support that we owe to, and most
times provide to, the patient is often absent from the
proxy discussions.

Deciding for another may be more difficuit than
deciding for oneself. Medicine needs to cherish the
patient’s proxy, to support her, to help her to bear her
burden without disempowering her. The relationship
of the proxy to the patient is not only a contract. It
is a covenant: | will be with you untit the end. The
relationship between the doctor and the proxy needs
the same covenantal commitment: | wilt be with you
until the end.

The remainder of my remarks address the ways in
which this covenant of caring can be supported by
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developing structures in the hospital to educate staff,
to facilitate decisions and to mediate in instances of
conflict.

The Major Role of the Bioethics Committee:
Education

Bioethics Committees have traditionally engaged in
retrospective case review, policy development and
education. Some also participate in prospective case
consultation, although training in facifitation, dispute
resolution or mediation training is needed for this
intervention once conflict has emerged.

Bioethics Committees have a long history in the United
States. The first was probably the committee, called
a Bioethics Committee but more properly a Prognosis
Committee, that a Court required in 1976 in the case
of Karen Ann Quinlan. in that case, the New Jersey
Court ruled that, in order to withdraw a ventilator from
Karen who could not make the decision for herself, a
committee at the hospital had to declare that the
prognosis was “hopeless”. Then Karen’s father, who
had been appgointed her guardian, could decide to
withdraw care based on what Karen would have wished
if she could have told him - a legal standard referred to
as ‘substituted judgment’. This case was one of the
early cases that provided a spur for the development
of advance directives as a way of avoiding long, costly
and public litigation. In the 80s and 90s, Bioethics
Committees spread widely in the United States but
are, even now, of most varied quality and skill.

The primary goal of Bioethics Commitiees is to
educate. Inthe matter of end-of-life care, an enormous
literature exists that can help to train health care
professionals to facilitate compassionate, culturally
sensitive, religiously appropriate end-of-life decision-
making. The Bioethics Commitiee is the natural locus
for this training. tn order to be effective it must acquire
or develop curricula for end of life care, reference the
literature, and present training that prepares the staff
for the tasks. it can serve as the forum for didactic
presentations and, even more valuabie, for role plays
~ an invaluable resource for preparing staff for actual
discussion with patients and with family members.

Consider, for a moment, the power of a hospital-wide
staff intervention cafled “Tell me zbout Mama”. The
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point of the intervention is to train physicians to ask
ahout the patient hefore ever asking for permission
for any particutar surgical or medical treatment for the
patient.... aiways begin a discussion with the family that
makes the patient, otherwise moribund and silent, a
part of the conversation. This patient, overwhelmed
now by disease, may have been talking, laughing,
baking and caring for others just a day or two ago. She
must be made present in the conversation. A Bioethics
Committee can spearhead the intervention. There is
now a vast literature on end-of-life care, Research has
documented what patients and families most want in
care provided:

e Patients, family, physicians and other care
providers consider the following the most
important at the end of life: pain and symptom
management; preparation for death; achieving
a sense of completion; decisions about
treatment preferances, and being treated as a
“whole person™.

» People dying in institutions have unmet needs
for symptom amelioration, communication,
emotional support, and being treated with
respect. Dying at home or in hospice provides
a more favorable dying experience.

» Bereaved family members are most concerned
about failures in communication and pain
control which are more important than
decisions about specific treatments.

o Arranging the shift from life-prolonging to
more palliative approaches, focused on
guality of life and comfort, is best facilitated
by a structured approach that assesses the
patient’s prognosis, physical, psycholegical
and spiritual needs, in the context of supports
and patient-specific goals, in discussions that
are truthful and support patient choices within
clear medical recommendations.

¢ Advance directives can be helpful in planning
for care at the end of life but must be focused
more on goals and less on specific treatments,
They exist in the context of trust, uncertainty,
emotion and hope and are complicated
by multiple medical providers and medicai
institutional contexts. Their use suggests the
following lessons: encourage patients and
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families to talk; do net contradict other health
care providers; be humble; demonstrate
respect; do not force decisions, acknowledge
emotion and uncertainty; identify loss; offer
support; hope for the best but prepare for the
worst.

» Advance directives should be part of end-of-life
conversations that must become routine and
should be linked te (1) enhanced physicians’
interpersonal communication skills, {2} a
patient-centered model of care, {2) a focus
on the quality of the remaining life, and (4)
innovative models for introducing these
discussions earlier in the care process.

These messages are but a few from the vast
literature that an ethics commitiee can make
available to the care team.

Bioethics Consultation

Some Bioethics Committees actually engage in hioethics
consultation. Many have rotating sub-committees
that involve themselves in prospective cases as a way,
according to the classic formulation of the goals of
consultation, of improving the guality of patient care
by identifying, analyzing, and attempting to resolve the
ethical problems that arise in practice.

Patients, families, and heaith care providers have a right
toexpect that ethics consultants should be available at
hospitals that provide end-of-life care. In the United
States this development has been supported by the
fact that Joint Commission on the Accreditation of
Hospital Organizations, which accredits hospitals
for government financing, requires hospitais to have
some capacity to address ethical dilemmas, Bioethics
Committees and bioethics consultatiots services fuifill
that standard.

Professionals, oncommittees and consultation services,
should be trained to deal competently withthecomplex
issues that patents and families face at the end of life,
to facilitate conversations within the context of the
law and to refer to and incorporate morally relevant
principles. Consultants need to be sensitive to the
power that they wield and to the possible conflicts of
interest that their positions permit. They must striveto
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empower patients and family members to express their
values and idiosyncratic histary, and to incorporate
these values and moral commitments, rather than
their own, into the outcome of the consultation. The
consuitation service must have a means for evaluating
their processes, together with measurable outcomes,
s0 that quality can be ensured.

Theliteratureindicatesthat,inmostEuropeancou ntries,
Bicethics Committees and bicethics consultation
services are not as commgn as in the United States,
The reascns for this can only be speculated upon, but
are likely to Include: the existence of universal access
to care that makes medicine less contentious; the
continued existence of an academic and social structure
supporting the physician as professor and decider, and the
refative lack of litigiousness in society. More simply, tha idea
has just not caught on in the same way, and has not been
mandated by nationat accraditing bodies.

Whatever the origins, recent articles about care in Norway,
Switzerland, lsaly, the United Kingodm, Canada, and
Germany indicate that Bioethics Committees and bicethics
consultation services are less developed In Europe than in the
United States. As ltaly embarks on this new venture in end-
of-life care legislation, implementation may be as important
as passage. Creating the possibility of proxy appointments,
! would argue, demands attention to what will happen once
these become the norm. In end-of-life decision making the
process is as importunt as the product.

Bioethics consultation generally  situates commonly
accepted moral reasoning within generally accepted paths
of elinical reasoning, including a plain statement ofthe initial
problem, careful gathering of data, a differential diagnostic
assessment, and articuiation and confirmation of a justified
pian. This approach pays speciai attention to the goals of
medical care, because so much depends ch whether or not
physician and patient share the same goal.

There are many kinds of clinical ethics consultation but
all strive to provide a forum for discussion and 2 method
of careful analysis that promote health care practices
consistent with high ethical standards. Consuitation shouid
help to create and foster consensus and resolve conflict in an
atmosphere of respect, It should honour the participants’
authority - patient, proxy and provider - while respecting
theirvalues and preferences in the decision-making process.
An effective consultation structure is a toof for education
and fosters the notion of justice by ensuring that like cases
will be treated in similar ways.

Historically, committees began by retrospectively reviewing
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cases to gain a common vocabulary and create 2 shared
experience. Increasingly as committes members gain
experience with each other and with the ethical norms
in their institution, as they become more comfortable
with reflective analysis, they are prepared to engage in
prospective consultation and to intervene in czses that are
just unfolding,

Role of the Mediator: a special sort of bioethics
consultation

Bioethics mediation is a process of building consensus,
It is designed to be inclusive and empowering, It is
one of a category of skills often grouped as dispute
resolution. Its goals are:

e to identify the parties to the sorts of
disagreements that can develop among care
providers, and between care providers and the
tamily as the patient is dying;

* tomanage that conflict;

* tomaximize the number of options for building
tohsensus; ahd

* to help parties to reach an agreement on the
goals of care, the process of caring and the
desired outcome.

Bioethics Mediation uses the clinical substance
of mediation and the perspectives of bicethics
analysis.  One reason it is effective Is that there
is an armamentarium of skills and technigues in
dispute resolution that can be taught in the context
of bioethics. These tools include: listening and
repeating back to clarify; framing and reframing - a
20% chance of dying may appear different from an
80% chance of living -; complimenting the various
parties and emphasizing their positive contributions
to the discussion, maximizing options and helping the
parties to reach a “principied resolution”. In Bioethics
Mediation, neutrality equals respect for the patient,
the family, and the care providers and an impartial
stance regarding what should be the outcome in
any particular case. The process is a key part of the
product. And the process focuses on respect for the
unarticulated vatues and preferences of the particular
patient and family.

Let us return to the case of Emma with which this
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discussionbegan. Emma had been quite clear abouther
wishes. Her daughter, who was her health care proxy,
relayed her wishes, It would not have constituted a
principlad resclution toignore those wishes. Emma had
been capable of making decisions and had determined
what she wanted. But delaying that decision by a few
days, when Emma was not suffering, respected both
her wishes for her own health care and her deep love
for her children.

Now consider Sara, the ethically abandoned
granddaughter.  The medical team was treating
her somewhat as a junior colieague—asking, quite
reasanably, what should we do now? But she was
not a junior colleague but rather a grieving, loving
relative, overwhelmed by the conflicting opinions and
suggestions. Ina meeting of the entire care team, prior
10 a meeting with the proxy, all of the physicians agreed
that the ocutcome of the surgery was so uncertain that
a less aggressive plan of comfort care at the end-of-life
was likely the best for the patient. Therisks and possible
penefits of the surgery were explained and comfort
care and hospice, instead of surgery, were suggested
to the proxy. The granddaughter-proxy grieved but
was comforted and supported. Furthermorg, she was
not asked to shouider the enormous burden of feeling
that she alone was choosing between life and death.

in Bioethics Consultation/Mediation the process
always begins with the care team. A meeting of that
whole team, which may be the first such meeting in
the care of the patient, is often instructive. Many times

there is serious disagreement among the members
of the medical team which is reflected in confusion,
discomfort or conflict among family membets.
Hope and denial, levels of which always vary among
individual famity members, inevitably lead to selective
hearing and understanding. When different medical
messages about prognosis are offered, consensus
slips away. Meetings where mediczgl providers hear
each other, and subsequent meetings where family
members together consider the medical facts and
discuss the goals of care, are all simple but powerful
means of achieving consensus.

Bioethics Mediation differs from classical mediation
in a number of key ways. The mediator/bioethics
consultant works for the hospital and knows the
staff; she is not a true neutral. As a bioethicist, she
must ensure that the agreement fits the rules for a
“arincipied solution”. In Emma’s case this meant that
her wishes, as communicated to her heaith care proxy,
should pe followed. And the process, which permitted
the family to go on together after Emma’s death, was
entailed in the obligation of good end-of-life care.

in bioethics mediation, time is of the essence and
failure to reach an agreement simply facilitates a
different plan. Life and death are often in the balance,
emotions run high, and calm and support are as
important as knowledge and intellectual skills. Finatly,
the patient, about whom all are gathered, is generally
not present in the room. Thus, let us all hegin, Telf me
about Maoma.

Notes

1.Nancy Neveloff Dubler LL.B. Director, Division of Bloethics
Montefiore Medical Center, Professor of Family and Social
Medicine, The Albert Einstein College of Medicine, Brony, New
York. This paper is based on a talk given in the Senate of the
italian Parliament, March, 2007,

2.\dentifying factors have been changed in all cases to protect
the privacy of patient and family.
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