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Withdrawing of Venti-
lator and Nutrition

Robert M. Veatch

about persons with intellectual

disabilities, a Massachusetts court
has authorized the state’s Department of
Social Services to withdraw life support,
including a ventilator and a feeding tube,
from eleven-year-old Haleigh Poutre, a
youngster believed to be in a permanent
vegetative state as a result of a severe
beating allegedly at the hands of her
adoptive mother and stepfather. The case
is unique in putting a state on record
that withdrawing life support from a
permanently unconscious person can be
the best choice when there is no advance
directive from the patient and no family
surrogate qualified to make the choice
based on family beliefs and values.

l n a case of interest to those concerned

The case is a tragic one. The Westfield,
Massachusetts girl was hospitalized last
September after allegedly being kicked
and beaten with a baseball bat to the point
that she was left in what was then believed
to be an irreversible vegetative state. The

(Continued on page 3)
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Quality of Life and
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and Human Difference: Genetic

Testing, Health Care, and Disability,
[Cambridge University Press, 2005,
$20.00] the book’s three editors, David
Wasserman, Jerome Bickenbach, and
Robert Wachbroit, tell us its purpose: to
combine into one anthology viewpoints on
the conceptualization and measurement of
“quality of life” with writings on the ethical
ramifications of testing designed to detect
disabilities before conception or birth
(page 15). Their book accomplishes this
task well, though I have concerns about the
omission of some important perspectives
on these issues.

In the introduction of Quality of Life

Of these two literatures, Quality of
Life and Human Difference best presents
the first. With the ever-increasing cost of
health care, and the inescapable reality
that health care demand exceeds its supply,
attempts have been made to measure, as
objectively as possible, the impact disease
and disability have on the quality of life.

(Continued on page 4)




Symposium on Disability

The journal, Ethics, this last October published an entire issue devoted to
a symposium on ethical issues related to disability. We provide the table
of contents for any who wish to pursue the articles, written by some of the
leading ethicists in the field.
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condition is similar to that of Terri
Schiavo and other patients in a long
line going back to Karen Quinlan
and Nancy Cruzan. Courts have
often authorized withdrawal of
life support in such patients, but
in the past the decision has been

While permanently
vegetative persons
sometimes retain enough
lower brain function to
breathe spontaneously...
it remains unclear what her

level of consciousness is.
.|

based on what the patient herself
had wanted or what the next-of-
kin had determined would be best.
Nancy Cruzan and Terri Schiavo all
involved formerly competent adults
who, the court determined, had
sufficiently expressed their views
that the withdrawal of life support
could be based on the patient’s own
decision. Karen Quinlan left some
evidence of her own wishes and
her parents also supported forgoing
of ventilatory support. [See the
analyses by Hans Reinders in last
summer’s issue of this newsletter.]

Other cases haverecognized that
families sometimes have to make
difficult judgments about life sup-
port. The courts have recognized
a certain familial discretion in such
cases even if the family decides

against life support. The court in
all these previous cases has not had
to decide which option is the best
possible choice, only what the state
can tolerate when an individual or
a family decides to stop treatment.
In the Poutre case, the facts forced
the state to finally make a choice
whether forgoing life support can
be the best choice for a permanently
unconscious person who has never
expressed her views and who has
no family surrogates to express an
opinion. While Haleigh Poutre had
not been mentally impaired prior to
the beating, she was left with total
lack of mental function. Many ad-
vocates for those with intellectual
disabilities are concerned about the
implications for those with severe,
but not total, impairments.

The facts are sad and disturbing.
Haleigh was placed for adoption
by her birth mother and adopted
by the birth mother’s sister, Holli
Strickland. After the beating, Ms.
Strickland and her husband, Jason,
who had never formally adopted
Haleigh, were accused of the attack.
Ms. Strickland was found dead along
with Haleigh’s grandmother in what
was believed to be a murder-suicide.
That removed the adoptive mother
from any possible role in deciding
about the child’s medical care and
avoided the question of whether she
should be disqualified from that role
because of her alleged involvement
in the beating.

When the state agency considered

withdrawing life support, Jason
Stickland, opposed that choice,
claiming he was the de facto par-
ent who should have the authority
to make the choice. He would stand
to be charged with a homicide if the

|

He would stand to be
charged with a homicide if
the girl died, but claimed
to be on the side of life . . .

girl died, but claimed to be on the
side of life and opposed to the death
of the child and not merely to be in-
sisting on life support to avoid the
legal charge.

The court claimed he failed
to show “that his participation in
(Haleigh’s) life was of a loving
or nurturing nature.” He was thus
disqualified from the medical deci-
sion-making role. This left Haleigh
as ward of the state, which had to
make an independent decision about
what was best for her without any
possibility of letting the next-of-
kin’s opinion shape the choice. There
were no family members left who
might offer such opinion. This odd
and tragic set of circumstances cre-
ated what is believed to be the first
case in which the state had to make a
decision to forgo life support without
the involvement of a patient or surro-
gate. The authorization to forgo the
ventilator and feeding tube is thus a

(Continued on page 4)
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formal recognition that at least in one
state in one set of circumstances it is
really better not to oppose the dying
process, not merely a toleration of
some individual’s preference.

Presumably, this decision will
make it even more important to dis-
tinguish carefully between persons
with mental impairments and
those who are totally and irrevers-
ibly unconscious. Clearly, even if
the state believes that permanent
unconsciousness warrants forgoing
life support, it does not follow that
this would be best for those with
lesser impairments.

In a strange twist, soon after the
court authorization, doctors reported
that new tests revealed that Haleigh
could respond to stimuli and was
breathing on her own. While perma-
nently vegetative persons sometimes
retain enough lower brain function to
breathe spontaneously (Karen Quin-
lan and Terri Schiavo did), it remains
unclear what her level of conscious-
ness is. In the meantime all decisions
to forgo life support have been sus-
pended and Massachusetts governor
Mitt Romney has appointed a com-
mission to review how Haleigh’s
case was handled.

Robert M. Veatch is Professor of
Medical Ethics at Georgetown

University’s Kennedy Institute of
Ethics.

Book Review:
Quality of Life and Human Differences

LEIDER (Continued from page 1)

These measurements, including
“quality adjusted life years” and
“disability adjusted life years,” also
attempt to measure the efficacy of
different treatments by comparing
their ratios of benefits to costs. The
contributors to this book who write
on this topic present many interesting
deficiencies of these measures.

. _________________________________________________|]

. .. is it ever morally
mandatory to abort fetuses
that, if allowed to be born,
will have a short and painful
life, such as those suffering

from Tay-Sachs Disease?
. _________________________________________________|]

Wachbroit, for instance, argues
that these measures are necessarily
value-laden. Because measures for
quality of life appear objective, while
containing normative judgments, he
argues that these imbedded normative
judgments will not be subject to
public deliberation, thereby short-
circuiting the democratic process
(40). He does not object to “clinical
uses” of these measures, however
(41). Ron Amundson, in contrast,
takes a more radical view, basing his
argument on how these “objective”
measures are conceived. He notes
that not having a certain capacity is
irrelevant until society values it. As
a result, the harm caused by disease

and disability must be analyzed
by also looking at how society is
structured (110).

This book presents a variety of
viewpoints on this issue, as well
as providing some suggestions for
reform. While the book contains
a good variety of perspectives in
its objections to measuring health-
related quality of life, unfortunately,
the editors included no selections
that offer a broad-based defense of
the concept. 1 doubt seriously that
any objective measure of health-
related quality of life will be entirely
satisfactory, and I think it would
have been beneficial to include a
defense of what these measures,
in  substantially their current
form, contribute to the health care
debate notwithstanding their short-
comings.

The second major topic
in Quality of Life and Human
Difference concerns the ethical
issues surrounding prenatal and, in
some cases, preconception testing
for genetic disability. With the
legalization of abortion, prospective
parents often decide to abort
abnormal fetuses, and this leads
to several ethical questions. For
instance, when, if ever, is it wrong
to abort a fetus because it will be
disabled? Conversely, is it ever
morally mandatory to abort fetuses

(continued on next page)
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that, if allowed to be born, will
have a short and painful life, such
as those suffering from Tay-Sachs
Disease? And, one question I found
particularly interesting, do members

. ___________________________________________|

Although these authors
generally come from a
philosophical background,
they approach these ques-

tions in very different ways.
. ___________________________________________|

of the disabled community have
standing to complain when parents
choose to abort fetuses that will have
disabilities (Asch and Wasserman
183-184)?

With one notable exception,
described below, the editors do an
excellent job of collecting different
answers to these questions. Although
these authors generally come
from a philosophical background,
they approach these questions in
very different ways. Asch and
Wasserman, for example, argue that
decisions to abort abnormal fetuses
result from “harmful stereotypes,
unreasonable  expectations, or
relentless institutional pressures”
(209). They call this phenomenon
“synecdoche” (173). McMabhan,
in contrast, thinks different
considerations can support both

“preventing the existence of a
disabled person” (142) and the
retrospective judgment that parents
who have had disabled children
lead better lives by ‘“having had
a disabled child” (161). The
philosophers’ contributions, though
varying in complexity, remain
accessible to all readers.

One chapter was written by Tom
Shakespeare, who is a sociologist
rather than a philosopher. Shake-
speare defends allowing individual
choices on whether to abort since he
does not believe there is a “universal
response” to this ethical dilemma

___________________________________________________|

in giving “a clear
inroduction to what is at
stake, practically, concep-
tually, and ethically,”... I
think they have succeeded.

(Shakespeare 219). I thought having
a contribution from a sociologist
provided a good rounding to the
perspectives.

Nevertheless, while I generally
thought that the editors collected
opinions from a wide spectrum,
I found troubling the lack of
opposition to selective abortion
based on the sanctity of life.

Dan Brock does not oppose the
use of abortion to prevent some
disabilities, and in fact, he claims
some diseases, including Tay
Sachs and Lech Nhyan, make life
unbearable and not “worth living
from the standpoint of the person
whose life it is” (70). And even
though Asch and Wasserman,
as noted above, generally argue
against selective abortion, they
“remain uncertain at the margins”
(209). I was disappointed that
the editors included no argument
from this perspective, especially
given the fact that arguments
based on sanctity of life currently
hold considerable influence in the
political debates on these issues.

Of course, in the end, it is
important to keep in mind that it is
notthe editors’ purpose to provide the
complete spectrum of views. This
remains a book with a mission: in
giving “a clear introduction to what
is at stake, practically, conceptually,
and ethically,” the editors of Quality
of Life and Human Difference
“hope that this volume succeeds
in persuading scholars, advocates,
and policy makers of the value of
examining any of those issues in the
context of the other two” (21). In
this, I think they have succeeded.

Robert Leider is a Ph.D. candidate,
concentrating in bioethics, in the
Philosophy Department at George-
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New Edition of Wolfensberger’s
“Guideline on Protecting the Health and Lives of Patients.”

The History of This Monograph

€ Introduction
L 4 Dangers to Patient Health in
Contemporary Hospital Settings
4 Special Dangers to Societally
Devalued People
L 2 Conceptualizing the Functions of
Advocates/Protectors
@ Measures to Protect People
in Hospitals
@ General Considerations
@ Measures to Prepare a Patient
for Hospitalization or Visits to
an Emergency Service
® Advantages and Disadvantages
of Different Rooms in a Hospital
@ Suggested Guidelines for
Carrying out the Functions
of Advocates/Protectors
@ General Points
® Special Consideration
During the Hospital
Admission Process, or in
the Emergency Room
@ Keeping the Environment
Clean
@ Assuring or Providing
Bedside Care
@ Uplifting the Patient’s Spirit
@ Promoting the Patient’s
Mobility and Independence
@ Protecting Patient Rest
@ [ssues of Food, Feeding,
and Nutrition
#® Orienting the Patient to
Reality
@ Enhancing and Monitoring the
Quality of Medical/Nursing Care
@ Monitoring the Prescription
(Mind) Drugging of the Patient
@ Dealing with Visitors

A second edition of A Guideline
on Protecting the Health and Lives of
Patients in Hospitals, Especially if the

. ___________________________________________|

Though not the most
catchy title, the volume by
Wolf Wolfensberger addresses
many issues critical to those
with mental retardation.

Patient Is a Member of a Societally
Devalued Class has been published
by the Syracuse University Training
Institute for Human Service Planning,
Leadership, and Change Agentry.

Though not the most catchy title,
the volume by Wolf Wolfensberger
addresses many issues critical to
those with mental retardation. As
abstracted by the publisher, the
volume covers central issues for
vulnerable populations:

Several trends in society have
been greatly increasing the risks
to health and life of patients in
hospitals, and especially in patients
who are members of a societally
devalued class, such as the mentally
retarded, mentally disordered,
physically impaired, elderly, poor,
racial minorities, homeless people of
the streets, et al. Recent reports by

numerous prestigious authors and
bodies on the dangers of hospitalization
(e.g., hard-to-treat infections, drug
errors, “medical misadventure”’) have
underlined this risk. Therefore, in
order to maximize the likelihood that
a person who goes into a hospital as
a patient will come out of it alive,
and hopefully well, special protective
measures have to be taken. This
monograph  provides  extensive
instruction on how to protect, and
advocate for, hospitalized patients
and it should be in the possession
of anyone likely to be in the role of
advocate for a vulnerable person who
is in a hospital. A great deal of this
material spells out specifically what
can or should be done by those who
in the Guideline are called advocates
or protectors of a patient who is a
member of a societally devalued class.
But the Guideline has also proven
enormously helpful in instances who
hospital patients were not members of
devalued groups, and were therefore
merely at “ordinary” risk.

The first edition of this monograph
was published in 1992, and reprinted
several times since. This is a new
revised edition and is longer by
about 25% than the earlier edition. It
includes much that has been learned
from the experience of people who
have done such hospital protection

(continued on next page)
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of devalued patients. The sidebar on
page 6 shows a table of contents.

A great deal of this material
spells out specifically what can
or should be done by those
who in the Guideline are called
advocates or protectors of a
patient who is a member of a
societally devalued class.

The volume is available from
the Syracuse University Training
Institute, 800 South Wilbur Avenue,
Suite 3B1, Syracuse, NY 13204, for
$10 plus $2 postage and handling. The
volume is available from the Syracuse
University Training Institute, 800
South Wilbur Avenue, Suite 3BI,
Syracuse, NY 13204, for $10 plus $2
postage and handling.
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College for Persons with
Intellectual Disabilities

Academic programs for students
with intellectual disabilities are
being developed at two colleges in
New Jersey. The National Down
Syndrome Society is providing
$50,000 grants to Mercer County
Community Collect and the College
of New Jersey on a yearly basis
for them to develop programs
designed to integrate students with
mental retardation into the college
environment.

Six to eight students a year
are to be admitted to take or audit
courses, which will be part of the
regular curriculum of the schools.

The program will include a faculty
mentor and pairing of the enrollees
with other students to ease the
transition.

According to the story by
Rebecca Aronauer in the Chronicle
of Higher Education, the students
will pay fees to take classes. The
Down Syndrome Society is seeking
federal financial aid and other
sources of funds for this purpose.
Other college programs for those
with intellectual disabilities have
begun at the University of Southern
Maine and Bellevue Community
College in Washington State.
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