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Contemporary bioethics has been somewhat skewed by its focus on high-tech medicine and the re-
sulting development of ethical frameworks based on an acute-care model of healthcare. Research
and scholarship in bioethics have payed only cursory attention to ethical issues related to disability.
I argue that bioethics should concern itself with the full range of theoretical and practical issues re-
lated to disability. This encounter with the disability community will enrich bioethics and, poten-
tially, society as well. I suggest a number of items that the bioethics agenda should include, such as

the development of a casuistry of the right to healthcare and to community integration and an ad-
vocacy role in fostering an understanding among the public and policy makers of the need to re-
form research and treatment related to disability.

If I were listing the most dangerous people in the U.S. today, bioethicists, aka medical ethicists,

would top my list-way above skinheads,whose beliefs they appear to share.
-Alice Mailhot, Mouth (1994)
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Bioethics has not devoted a good deal of attention
to the study of issues related to disability or to re-
habilitation care. What attention has been given to
disability has largely focused on requests to termi-
nate potentially life-sustaining treatment or re-
quests for assistance in dying such as those of Dax
Cowart, Elizabeth Bouvia, and Larry MacAfee. In
fact, it is probably only in recent years that the
names Dax Cowart and Elizabeth Bouvia would
suggest disability issues to bioethicists, having for
years simply been discussed as right-to-die cases.
This tendency to reduce all questions to those of
life and death has sometimes, as in the quotation
above, been interpreted as advocating death over
life with disability.

The inattention to disability is probably not
due to any genuine malice on the part of ethicists.
Ethicists have been a guest in the house of medi-
cine and, in order to survive in that environment,
have had to align themselves with money and
power. Being present in the intensive care units,
the organ transplantation services, and the molecu-
lar genetics laboratories has had a larger payoff
than rounding in the department of physical medi-
cine and rehabilitation possibly could. Of course,
ethical frameworks tend to reflect the context
within which they take shape. So it is not surpris-

ing that ethicists should see questions of death and
dying wherever they look.

That bioethics has gotten a late start in discov-
ering disability should not deter bioethicists from
joining and fostering the dialogue in this impor-
tant area. As often happens in our society, legal ap-
proaches precede philosophical appreciation of so-
cial problems. Disability issues have followed this
model as the disabled have used the legislative pro-
cess and the courts to try to regain entry to society.
Of course, appeals to law will generally be appeals
to rights claims, especially within a liberal demo-
cratic society. As a result, questions concerning the
disabled are usually seen as questions of rights.

It is my belief that bioethics can be helpful to
the disability community in a variety of ways. The
most obvious of these is to use the rhetorical power
of bioethics to foster a more disability- friendly
treatment and research environment within soci-
ety. Furthermore, bioethicists can contribute to the
philosophical analysis of the rights-based approach
that has dominated public disability advocacy.
This approach, like any framework, has certain
strengths but also brings accompanying weak-
nesses. A rich understanding of disability requires
that the phenomenon does not become lost in the
theory. There are likely to be other more subtle
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contributions that can come from bioethicists en-
gaging the disability community.

And, equally important, the disability commu-
nity can be helpful to bioethicists. Philosophers
first crossed the street and entered the clinic in or-
der to lend a broader perspective to healthcare de-
cision making than medicine affords. In a sense,
philosophers were supposed to be representative of
the perspective of the general public but with more
precise analytic abilities. As philosophers have be-
come bioethicists, that is, specialists in clinical
ethics, this perspective may have been lost. Now
that ethicists have acclimated to the clinical set-
ting, overidentification with the medical profes-
sion may be festering and the concerns and ques-
tions bioethicists address may be those posed by
physicians rather than patients. Disability studies
thrusts the perspective of a grittier consumer front
and center in the discussion of the way the
healthcare system meets or fails to meet patient
and client needs.

In essence, bioethicists must do what they do
best. Bioethicists long ago abandoned top-down
theoretical approaches to problems and have fo-
cused on balancing considerations and delineating
the scope and limits of principles. In practice this
has often taken the form of facilitation of consensus
among viewpoints. By including a disability per-
spective in this societal roundtable, any ethical
consensus will be built on a firmer, more broadly-
based foundation.

I believe that these are good reasons for
bioethicists to take disability more seriously. Of
course, bioethicists have not been able to escape
this encounter altogether, and some important
work has been done (Asch 1998). Because bio-
ethicists are colleagues of the healthcare providers,
this work has generally been written from the per-
spective of rehabilitation professionals. A rehabili-
tation ethics literature that is akin to the medical
ethics literature has sprung up (Gervais, Vawter,
and Spilseth 1995). This literature has, of course,
made thematic a number of ways that rehabilita-
tion care differs from acute-care medicine (Caplan,
Callahan, and Haas 1987), including rehabilita-
tion's greater emphasis on educational and event
models of informed consent (Haas 1993; Purtilo
1984); its need for the family to take an active role
in decision-making and care-giving (Kuczewski
and Pinkus 1999, esp. 143-155); and its substitu-
tion of the healthcare team-patient relationship for
that of the traditional doctor-patient model (Pur-
tilo 1988). Such a corpus stands in striking con-

trast to the disability literature that is generally
written from the perspective of the consumer (Da-
vis 2000; Frank 2000; Robillard 1999). Neverthe-
less, this encounter is sufficient to engender a
number of conclusions about the agenda for an ex-
tended encounter between disability studies and
bioethics. In one sense these are conclusions that
are in search of good arguments. They are rather
obvious and hard to dispute. But, they are also con-
victions that require courage to implement. They
call for a lived response.
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Five Convictions to Guide Bioethicists

Conviction I: Bioethics should concern itself with the
full range of theoretical and practical issues related to
disabilitV.
Bioethicists should not confine their discussion to
the "sexy" issues of medicine that attract media at-
tention and copious funding. We must not simply
foster a bioethics of the rich and famous. To do so is
wrong on two counts. First, such a focus will al-
ways skew the work of bioethicists. The profession
that was born to give voice to the perspectives of
the sick and dying and to thereby empower pa-
tients will have the opposite effect. That is, a fail-
ure to give a prominent place to the consideration
of disability issues does not only mean that impor-
tant areas of healthcare go unconsidered; it also
means that many issues bioethicists consider will
be distorted. Since many of the fundamental con-
cerns of persons with disabilities are not about
medicine at all but about the living of life, they
point the way to transcend medical ethics and re-
store the original meaning to bioethics.

Second and closely related, the field of bio-
ethics must itself develop a conscience and dedi-
cate itself to advocacy for those who have no money
or power to offer this new profession. Bioethicists
routinely chastise medicine for being too con-
cerned with cure and ignoring the duty to care. For
25 years, bioethicists have denounced the medical
profession's preoccupation with technology and in-
tervention at the expense of the autonomy and best
interests of patients. Yet, in our preoccupation
with the life-and-death dilemmas that technology
poses, we mirror medicine's failures. As a disci-
pline that is both philosophical and a contributor
to public policy-a "demi-discipline" in the words
of Al Jonsen (1997)-bioethics must concern itself
with health services and strategies that affect peo-
ple where they live. Bioethicists must pay more at-
tention to rehabilitation care, long-term care,
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home care, and respite care. Unless bioethicists do
so, not only will their philosophical picture con-
tinue to be out of focus and incomplete, but their
policy recommendations will be skewed and will
underemphasize the services that most contribute
to the common good.

Let me be clear on two points. First, bioethics
will be as enriched by a greater emphasis on dis-
ability issues as disability studies will be by a dia-
logue with bioethics. While bioethicists will gain
a broader context for their research, the disabled
will benefit from the spotlight, complete with its
media and policy-maker access, that bioethicists
enjoy. Furthermore, by engagement with a policy-
oriented field such as bioethics, disability studies
may be able to augment its intensely subjectivist
approach with an understanding of the meaning of
disability that has pragmatic implications. Second,
despite this potentially symbiotic relationship, en-
gagement between the two worlds requires that
bioethicists give from their substance. The institu-
tional structures that have sustained bioethics
within the acute-care setting are not available be-
yond acute care. Grant funding is usually far more
available for the study of issues raised by technol-
ogy than those raised by social barriers. Similarly,
as easy as it is to deride the culture of continuing
medical education (CME), CME has been an inroad
to dialogue with physicians. It is much harder to
find widely attended educational forums that are
utilized by healthcare professionals who work in
home care, rehabilitation care, and long-term care.
Thus, encounters with the world of the disabled
generally must be classed as part of a bioethicist's
service mission rather than his or her research or
educational duties.

Although all educational institutions espouse a
tripartite mission of education, research, and serv-
ice, clearly the least of these is service. Academics
are seldom rewarded for excellence in service. As a
result, any substantial undertaking in this area
must generally be seen as rewarding to the profes-
sion of bioethics rather than to individual bio-
ethicists. I suggest that bioethicists consider the
model of the legal profession and have a guideline
for an amount of time, e.g., 5 to 10%, which is
tithed to work that is not remunerated in the tradi-
tional manner. As I noted, this is not actually char-
ity work since it will enrich bioethics. However,
unless bioethicists approach it in the commitment
and spirit of pro bono work, it is unlikely to be sus-
tained and ongoing. Thus, bioethicists should rou-
tinely make a point of spending a fixed percentage

of time in work related to venues such as independ-
ent living, long-term care, rehabilitation care, and
care of the indigent.

Conviction I: Bioethicists should develop a casuistry
of the right to healthcare and the right to community
integration.
Disability has been dealt with in the United States
in a way that is analogous to the civil rights move-
ment for minority groups. It is conceived first and
foremost in terms of antidiscrimination legislation.
One can easily see the central piece of disability
legislation, the Americans with Disabilities Act
(ADA), as an extension of the Civil Rights Act of
1964. In a sense, the ADA simply adds one more
category, the disabled, to the list of those people
specifically protected from discrimination. As a re-
sult, our thinking about disability embodies the
strengths and weaknesses of that kind of rights-
based thinking.

This kind of thinking is literally correct. It is
wrong to discriminate against giving someone a
particular job simply because he or she has an im-
pairment. Similarly, many things in society are ar-
bitrarily designed and do not serve the majority.
For instance, the heights at which grocery shelves
are stocked and the clothing sizes commonly found
on store racks are not necessarily appropriate for
most persons. Analogously, choices that mainly af-
fect impaired minorities-such as curbs as opposed
to curb cuts, the amount of pressure it takes to
open a door, and the heights at which pay phones
are mounted-are all arbitrarily made when left to
free enterprise. A particular choice is and should be
judged discriminatory if it excludes a particular
segment of society from participation in society's
benefits without clear justification.

The ADA also set forth the concept of "reason-
able accommodation" regarding access to employ-
ment and public accommodations. This concept
places disability within the context of the spec-
trum of human variation and requires that the
most fundamental of society's goods be available to
the sizable minority known as the disabled. In this
way it treats impairments in the way society has
come to treat pregnancy, as a condition of a sizable
minority that must be accommodated in the work-
place and the public square, where possible. This
kind of thinking accords nicely with the high pre-
mium placed on individualism in the self-under-
standing of Americans.

Americans are quick to tout the virtues of self-
reliance and hard work. Artificial and discrimina-
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tory barriers that impede individual initiative are
seen as unfair. This kind of reasoning is much
quicker to gain widespread acceptance than is rea-
soning that is dependent on notions such as the
common good or the community's responsibility
to the less fortunate. Such reasoning is also easily
codified and can be objectively applied. Thus, law
can be the engine of change rather than waiting for
the hearts or minds of the populace to change.

Of course, rights-based thinking also has its in-
herent limitations. Although it can guarantee an
access ramp to a place of employment, it does not
guarantee the provision of a wheelchair or prosthe-
sis to enable the use of the ramp. This is a glaring
theoretical inadequacy and an enormous practical
problem.

Bioethicists have often been concerned with
the issue of access to healthcare (Daniels 1994).
U.S. bioethicists seem to have arrived at a general
consensus that morality requires universal access to
a basic package of healthcare benefits in this society
(Churchill 1994). This consensus seems to cut
across theoretical commitments, as the conclusion
follows from pragmatic, deonotological, and utili-
tarian considerations. However, proposed schemes
for just allocation of healthcare resources are gener-
ally unable to deduce exactly which healthcare ser-
vices should be covered. Furthermore, the kind of
assistance that the impaired require does not neatly
fall within the category of healthcare. That is,
assistive devices such as a wheelchair, personal as-
sistance such as an attendant, or a van that is
adapted to be driven by a person who uses a wheel-
chair are not obviously healthcare in the same way
that antibiotics are, especially when considered
from the vantage point of a medical insurer.
Healthcare or not, they are tremendously impor-
tant to the health and well-being of many, many
Americans.

Because theories generally fail to yield the kind
of specificity in resource allocation that we would
like, bioethicists may wish to think of their role as
fostering a societal dialogue that yields a casuistry
of the services that promote not only health but
also community integration (Kuczewski and Fied-
ler n.d.). Bioethicists must set a course between
creating a theory that yields too much in the way
of entitlements and giving in to a despair that sur-
renders to a facile libertarianism. The theoretical
contributions bioethicists make will be largely
negative in derailing ideological and dogmatic
challenges to society's responsibility to provide for
such services. But, exactly which services should be

provided, and how, are matters that only a dialogue
that crosses the divides among academia, govern-
ment, and the citizenry can provide.

Such a dialogue will begin with the idea of
equal opportunity but will soon require opening a
Pandora's box of equity issues. The public has
sometimes demanded the provision of a service, for
example, extended maternity stays after delivery,
when that service is seen as likely to be used by
them or by people envisioned to be just like them.
Because many would prefer to think of themselves
as impervious to impairment, they may not have
an immediate empathy with the needs of persons
with disabilities. This leads to our next point.

Conviction II1: Bioethics must assist in the public's
understanding of disability in the life cycle.
Developing an effective casuistry of the provision
of resources requires that those deliberating are
able to appreciate the perspective of those affected
by the outcome of the deliberative process. Clearly
the evidence shows that even those who work most
closely with the disabled underestimate their qual-
ity of life (Albrecht and Devlinger 1999; Cushman
and Dijkers 1990). As a result, when a community
is asked to rank the effectiveness of treatments for
various conditions, the ranking of services for the
disabled is likely to be deflated (Menzel 1992;
Capron 1992; Nelson and Drought 1992; Mason
1992). The able-bodied fail to appreciate how
much they would enjoy their life if they acquired
an impairment.

Able-bodied persons are likely to actively court
denial regarding disability. Being injured in an ac-
cident or losing the ability to do certain activities
of daily living are things one would not generally
pursue imagining. Furthermore, those who are
able-bodied may have additional difficulty relating
to persons from different economic circumstances
such as African-American teenage males who be-
come disabled from gunshot wounds or those who
have congenital disabilities. Bioethicists must
work with the community to overcome an us-
versus-them mentality regarding the needs of
those with disabilities.

In general, bioethicists can perform a valuable
service to society by fostering an appreciation of
the place of disability in the life cycle. The way
that bioethicists have handled death is in some
ways a paradigm for this effort. The first genera-
tion of work regarding death focused on develop-
ing a widespread consensus on a legal framework to
govern decisions regarding life-sustaining treat-
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ment (Meisel 1992). Only in recent years have
bioethicists and healthcare professionals begun to
foster a consciousness of what death is actually like
and provided thick descriptions of the context of
decision making and the process of death (Byock
1997; Barnard et al. 1999). Similarly, the efforts of
disability advocates have focused largely on legal
antidiscrimination efforts. Bioethicists can assist
the next generation of disability advocacy by fos-
tering a more widespread understanding of the role
of disability in the lives of millions of Americans.

Let me provide a facile, almost silly, example
that has some resonance. In the United States we
pride ourselves in polite company on using non-
offensive and politically correct terminology. We
sometimes refer to persons with disabilities as be-
ing "differently abled" in order to connote that
they have their own particular strengths and abili-
ties. We try to pretend that we think that athletic
events for the disabled are real athletic events but
often hold that these are things "normal" people
would not actually do. Of course, this duplicitous
attitude is sometimes just plain wrong, as in the
case of the use of wheelchairs and wheelchair races.

In the United States, as a result of our duplic-
ity, we artificially restrict entry to wheelchair divi-
sions of marathons to the "physically challenged."
We see the winners of the wheelchair competitions
at marathon races as somehow not genuine ath-
letes. This attitude ignores the fact that if you took
the runners who compete in the footrace and asked
them to compete in the wheelchair division, they
would not do very well. The athletes who compete
in wheelchairs are genuinely "differently abled."
Of course, the development of this ability is usu-
ally precipitated by an impairment that leads the
person to use a wheelchair. As a result, if we
opened the division to all who could compete, as is
the case in Canadian marathons, those who have an
impairment that necessitates the use of a wheel-
chair in daily living would still usually win the
competition. Failure to recognize the legitimate
nature of this athletic competition and these ath-
letes has some practical consequences for the gen-
eral populace.

If wheelchair races were seen as genuine ath-
letic competitions, young, able-bodied persons
might learn to navigate a wheelchair and compete
in gym class and other venues. This would have the
benefit of reducing the tendency of those who can
walk to see those who use wheelchairs as "other."
And, it would mean that many persons who will
come to use wheelchairs at some point in their lives

due to injury or aging, would already have the skill
of using this instrument. This would make adjust-
ment at that point in their lives much simpler.
Wheelchair racing, if seen for what it is, is a genu-
ine "life sport" in a way that those that are usually
so heralded-for example, tennis and aerobic
dance-simply are not.

Conviction IV Bioethics should aid in the
understanding and reform of research and treatment
related to disabilitv.
Bioethicists are quite often seen to be far more
powerful than they are. If truth be told, it is
difficult to imagine a less powerful profession. As
academics, bioethicists generally have far fewer
members with the kind of tenure protections that
are routine in most liberal arts specialties. As
healthcare professionals, the power of clinical eth-
ics consultants is, at best, derivative of the power of
key administrators or physicians within the partic-
ular institution in which they operate. However,
this lack of intrinsic power also highlights the
fact that bioethicists have often been successful
through their powers of persuasion. Policy makers,
healthcare professionals, and the popular media
have all shown an interest in making the practice
of medicine more ethical and therein show interest
in the insights bioethicists have to offer. Bio-
ethicists have a responsibility to use these pow-
ers of persuasion to reform the orientation of
healthcare treatment and research regarding dis-
ability.

The analytic ability of bioethicists and their
rhetorical abilities can reform disability- related re-

search and care by becoming the ally of "disability
culture." Although virtually all involved in such
research and care now espouse a social model of dis-
ability, this paradigm has not impacted on the re-

search and care agenda (Oliver 1996).
The transformation from a medical model to a

social model means that disability is no longer con-
ceived in terms of an illness of an individual to be
cured by medical treatment or rehabilitation. The
social model sees impairment as a physical mani-
festation but disability as a result of the person
with the impairment encountering an unsup-
portive environment. If this environment is un-
yielding and unaccommodating to the point that
important life opportunities are denied to the per-
son with an impairment, that impairment becomes
a handicap. The importance of this model is that it
takes the focus off the individual and does not see a
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handicap as inevitable (World Health Organiza-
tion 1980; Institute of Medicine 1997).

It is obvious that the social model of disability
is behind the public access and employment provi-
sions of the ADA. However, by their very nature,
medicine and biomedical research operate in terms
of the medical model. When a person has a life-
changing injury or illness, medicine responds ag-
gressively. Minimizing the effects of the injury and
restoring health and function are the goals. Care
may initially be delivered in an intensive care unit
or medical/surgical unit followed by an inpatient
stint of rehabilitation care. During this period, the
patient is treated primarily in the sense of being
the passive recipient of interventions that are deliv-
ered. As the rehabilitation phase progresses, the
patient must become a more active agent, a partici-
pant in his or her regimen. During the acute and
rehabilitation phases of care, the emphasis is on
technology. Whether that technology is being used
on the patient in the acute phase or is the assistive
device that is manipulated in the rehabilitation
phase, the technology is "delivered" in the treat-
ment setting, but outcomes will be judged as fa-
vorable or unfavorable based on the degree of func-
tional independence and community integration
the patient achieves after leaving these settings.
Research follows a similar paradigm.

Biomedical research regarding disabilities is
likely to focus on interventions at the acute phase
that can improve survival or minimize the loss of
functional status. In other words, it is literally
medical research. Research regarding assistive de-
vices follows a similar pattern. A need is perceived
or assessed by the healthcare professionals who de-
sign the technology (e.g., a toilet seat or lapboard)
that is then introduced to the patient in the acute
or immediate postacute phase of care. Of course,
how helpful such research ultimately is for the cli-
ent's community integration is not something that
can be immediately determined. But, common
sense indicates that this methodology is too re-
moved from its ultimate end to be maximally ef-
fective.

If the goal of intervention is the community in-
tegration of the client, the community should
probably be the locus of research. Because assistive
devices are meant to be used in the home and com-
munity environment, they should be introduced
there and assessed for their effectiveness. They are
probably best designed there as well. For instance,
one can change the research paradigm such that the
focus is on finding devices that individuals have

designed and use within their homes; then refining
those devices for widespread use. Rather than in-
troducing such devices in the acute-care phase,
peer education within the home or community en-
vironment could potentially lead to more effective
use.

Similarly, while high-tech interventions in the
trauma setting are welcome, the emphasis on the
delivery of services in the acute and immediate
postacute phase is probably less than optimal.
When a person suffers a traumatic injury, the
change in life prospects may be radical. One must
not only undergo acute treatment and then partici-
pate in rehabilitation care, but there is an enor-
mous amount of health and living information to
process, cognitively and emotionally. As our dis-
cussion regarding assistive devices has suggested, a
greater focus on the delivery of information and
meeting the health needs of clients who have re-
turned home is needed.

The disability literature documents an animos-
ity toward the medical establishment. This tension
is between the agenda of researchers and providers
and the disabled. However, bioethicists are posi-
tioned to see that this tension is not the product of
a conspiracy of medical professionals but simply a
by-product of the way medicine and research are
organized. The evolution of medical care has sim-
ply been geared toward acute rather than chronic

care, and this trend is only beginning to be tem-
pered. The focus on acute care as defining
healthcare has, in many ways, been exacerbated by
some insurance schemes. Furthermore, managed
care and evidence-based medicine have increased
the demand for immediately quantifiable outcomes
and results. This reinforces the tendency toward a
research agenda that is only minimally helpful to
persons with disabilities. As we said earlier, it is
easier to fund a project on building the better lap-
board than on the sharing of homemade tech-
nology.

Bioethicists must use their access to policy
makers to explain the need to reorient the research
establishment. The efficient delivery of services be-
yond the acute phase is likely to follow the collec-
tion of qualitative and quantitative data that dem-
onstrates effective strategies for empowerment and
community integration. Research funding must
not always be tied to traditional outcome require-
ments (e.g., for short-term quantifiable data) that
thwart the pursuit of new and novel strategies. Re-
sults will be forthcoming in the long run.

It is obvious that these strategies for healthcare
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delivery and community integration build upon
the successes that the disabled themselves have
had. The strategies are an attempt to work with
the disabled rather than to have the biomedical es-
tablishment determine what is best for them. In
one sense this is about liberating healthcare profes-
sionals from the dominant paradigm of financing
and delivery so that they can create new innova-
tions. Of course, this is also about using the tools
of healthcare and research to foster disability cul-
ture by drawing upon its innovations and making
them accessible to others. This approach can draw
upon the culture of congenital disability as well as
acquired disability.

Conviction V Bioethicists must not be scared away
from disability scholarship.
I noted at the outset that there are a variety of rea-
sons that bioethicists have not had a good deal of
interaction with patients beyond the acute-care
setting. These were largely practical and institu-
tional. But, there are a variety of other, more delib-
erate reasons that bioethicists might shy away from
the encounter with disability.

The opening quotation indicates that bio-
ethicists might not receive a warm welcome from
the disability community. To engage disability is-
sues, bioethicists must be willing to deal with con-
frontation with impassioned and sometimes angry
activists. Our quiet, academic meetings may no
longer be so quiet and academic (and they certainly
will be less self-congratulatory). Furthermore, we
must overcome the idea that the study of ethical is-
sues relating to disability must be left to the dis-
abled alone. Although one should never seek to
usurp the right to speak for any disenfranchised
group, the failure to engage in dialogue with that
group about issues of concern is a more serious
problem. For instance, although it might be ridic-
ulous for white, male healthcare professionals who
sit on institutional review boards to consider them-
selves feminists or Black studies experts, they must
certainly be concerned with the representation of
women and persons of color in research. And the
more they can engage those communities in dia-
logue, the better the research community will un-
derstand the needs and concerns of those commu-
nities. A research establishment run by white
males that is only concerned with research on
white males would be an impoverished research
community. The same is true of the relationship of
bioethics to the disability community.

There are fundamental value judgments that

divide the mainstream of the bioethics community
from many in the disability community. Bioethics
has made much of its name in asserting the right of
patients to refuse treatment, including life-sustain-
ing treatment. Bioethicists have also been advo-
cates of universal health insurance. In advocating
for such reform, they have been interested in elimi-
nating ineffective treatment in order to make re-
sources more widely accessible. Both of these ef-
forts have been the targets of derision by members
of the disability community.

In advancing the right to refuse treatment and
rational allocation of healthcare resources, bio-
ethicists face the charge that they devalue the lives
of the disabled. Behind the right to refuse life-sus-
taining medical treatments, the disabled hear a
voice saying, "I would rather be dead than live like
you." Behind resource -allocation schemes, they see
a conspiracy to deprive them of what few resources
the system provides. For, if the majority see their
lives as not worth living, they will not rank the
efficacy of their treatments high on any list of
financing priorities.

I think that bioethicists can benefit from this
encounter. We may have to ask that those with
whom we engage not vilify us. Nevertheless, such
an encounter will call us to examine, in a more
penetrating way, the values behind the recommen-
dations we make. For instance, the current consen-
sus on forgoing life-sustaining treatment can be
supported by a vision of individual autonomy, a
view of what constitutes a good death, a vision of
the proper ends of medicine, or a view of what con-
stitutes a reasonable quality of life. But, not all of
these foundations lead to the same conclusions
when applied to difficult cases or to related issues
such as assisted suicide. Dialogue with persons
with disabilities calls into question our assump-
tions about meaningful autonomy. Our ethic of au-
tonomy, an ethic that is in danger of becoming a
vision of the good life, will be challenged when en-
countering others who value dependency differ-
ently.

Bioethicists claim that autonomy is an instru-
mental good, not a vision of the good life, but a
survey of the bioethics literature can readily convey
the impression that bioethicists are implicitly
working with an ideal of the good life that favors
complete choice, control, and any needed assis-
tance in reproducing; a lifespan that includes ac-
cess to multitudinous information regarding one's
health status and future risks; fully informed but
easy access to the latest clinical trials when one is
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seriously ill; and advance care planning that leads
to a quick and painless death when one is very sick.
Little mention is made of life with a long-term
chronic illness or life with various impairments.
Perhaps this is a misimpression. But only through
genuine dialogue can that be determined. I do not
wish to prejudge the results of such a dialogue, but
I suspect that both groups will be changed, per-
haps transformed, by the encounter.

Conclusion

I have asserted that bioethics needs to be more con-
cerned with issues related to disability and to en-
gage the disability perspective. I have made fairly
strong claims both concerning the need for this re-
orientation and the benefits to be derived there-
from. Those benefits will be distributed across the
bioethics community, the disability community,
and society at large.

I anticipate two criticisms. First, some may say
that much of the work I am calling for has been
done by health educators, psychologists, social
workers, and a variety of related professions that
have examined the presentation of information in
the home setting and clients' perceptions of their
quality of life. These professions may have already
departed significantly from the acute-care para-
digm of disability. No doubt there is merit to this
point. I certainly do not wish to argue that
bioethicists must ride to the rescue and single-
handedly save the day. However, what work has
been done has not generally impacted public pol-
icy, the attitudes of healthcare professionals, or the
general public in the way that it could. Bio-
ethicists, true to their hybrid calling of scholarship
and public policy, can contribute to the research
agenda directly but can contribute more by help-
ing healthcare professionals, policy makers, and
the general public understand the need to reform
the research and healthcare agenda.

The main challenge I anticipate is that I have
reified disability-that is, that I have made it a
"thing" in its own right, when it really is simply a
name that applies to any of a large number of phys-
ical ailments or impairments. These often have dif-
ferent characteristics and defy conceptual general-
izations. Some impairments involve an ongoing
disease process that is best treated on a medical
model; others do not. Some impediments open the
opportunity for the development of valuable alter-
native skills; others do not. Some disabilities are
best construed as a part of the dying process; others
are not. Meanwhile, I have spoken of engaging the

"disability community" as if disability is a homog-
enous phenomenon with representative
spokespersons. These criticisms are salient and I
accept them as valid. However, rather than doom
my convictions, they form part of the research
agenda for the future.

Understanding the concerns and needs of the
disabled involves both quantitative data gathering
that provides generalizations and qualitative data
gathering that highlights subtle differences among
the various lived experiences. It will involve exer-
cises and information for the general public that
highlights the similarities between those with dis-
abilities and other members of the larger society
and also shows the special needs of some persons.
Bioethicists must facilitate dialogue that engages
disability advocates as well as less agenda-oriented
members of the many disability communities. This
is grounds for optimism, not pessimism.

In many ways, understanding disability mir-
rors understanding the women's movement in the
United States or the approach bioethicists have
taken to reforming the phenomenon of death in
America. To truly understand the situation of
women in the United States, one must engage
leaders of women's organizations and women from
across the full range of socioeconomic and demo-
graphic variables. Similarly, the fact that dying is
not a uniform phenomenon and that not everyone's
attitudes are the same about it have not prevented
bioethicists from doing enormously valuable work
on death and dying. This work has included advo-
cacy for types of care (i.e., palliative and hospice
care) that accord with a vision of death that is or
can be widely appreciated and, if generally accessi-
ble, will improve the lives of millions. But this
does not rule out discussion and appreciation of al-
ternative cultural and religious ideals of a good
death.

I am arguing for a dialogue on disability that
brings together the best of bioethics-that is, a
concern for the model of the person that underlies
our deliberations and a pragmatic casuistry that is
sensitive to differences among types of cases and
situational variations. This is probably best de-
scribed as a "communitarian casuistry" (Kuczewski
1997). The communitarian aspect asks us to make
clear the vision of the person presupposed when we
consider disability. Clearly, engaging the disability
community will make explicit the relationship be-
tween the traditional autonomy of bioethics and
the place of dependency, dignity, and opportunity
in personhood. But, such a refinement of our self-
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understanding should not be used deductively to
answer all questions from a few premises. Rather,
the model serves as a heuristic tool to help us ap-
preciate the many values at stake in the multifari-
ous phenomena. This is bioethics at its best. This is
bioethicists being true to their calling. *
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