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Message from the Editor: In this issue of “Reviews and Reports,”
(R&R) in addition to my editorial comments, I have invited a
clinician who is familiar with clinical research in people with
intellectual disabilities to comment. Dr. Glick has spent a sig-
nificant portion of his professional career caring for children
and adults with disabilities as well as investigating biological
and biochemical phenomenon that may have unique presenta-
tions in people with disabilities. He notes:

This issue of R&R explores the role of research in the lives
of people with disabilities. Taylor Spencer offers four poten-
tial benefits of such efforts, and the discussion warrants
serious deliberation despite the complex and controversial
nature of the subject. Considering we now know—medical-
ly speaking—that children are not just little adults, that
women are not like men, and that older people are not like
middle-aged people, it is time to recognize that people with

disabilities may not be like their age- and gender-matched
peers. Rather, they are prone to their own unique manifes-
tations of unique diseases. Meaningful, appropriately con-
ducted research may help bridge the enormous gap in
everyday management expertise that now exists

.—Norris R. Glick, MD
Taylor proposes using somewhat different research methodolo-
gy for people with intellectual disabilities. This may reflect the
difficulties of engaging in this kind of research rather than a
clear need to actually change research methodology. However,
the importance of seeing the individual separate from a larger
group as well as part of a larger group is a key concept that
should be considered in any research design. And while Taylor
focuses on social research, the same can be said of basic
research investigating genetics, biochemistry, and neurobiology.

—Steven G. Zelenski, D.O., Ph.D. Co-Editor, R&R
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Research: What have we lost and
what are we losing?
As a medical and public health student, I
have researched quality of life in older
children and young adults with disabili-
ties. In its third year, however, the
research was questioned by a fellow
medical student who had been asked to
help obtain consent from volunteers and
their parents at a summer camp. The
medical student replied that she was
uncomfortable,

“…most importantly having to do
with the kids. I feel that attempting
to get them in the study today…will
jeopardize the relationships that
we’ve spent all week building. I don’t
want them to feel as though the only
reason I came to camp this week
was to collect data ...1.”

The idea that research trivializes per-
sonal relationships established during
the week at camp is very damaging, if
true, but may not be unexpected. The

roots of criticism of social research on
disability can be traced back to the
1960s2 and then later with Hunt’s cri-
tique as an often-cited description of vic-
timization by research. As a resident with
disabilities of Le Court Cheshire Home,
Hunt became disillusioned by the “unbi-
ased social scientists” who followed their
own agenda while ignoring the residents
they consulted3. Qualitative research
interviewing individuals with disabilities
indicates a persistence of this perception,
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and the suspicion that “academic
researchers do not approach a project
from a neutral, objective position but are
situated within constructed and histori-
cally-rooted discourses of knowledge
and power” with predetermined agendas
that may do little to benefit their sub-
jects4.  Oliver goes so far as to condemn it
as “a rip-off that has done little if any-
thing to confront the social oppression
and isolation experienced by disabled
people or to initiate policies, which have
made significant improvement in the
quality of their lives5.” These thought-
provoking opinions challenge research.
Is research defensible?  

The following are thoughts about the
nature of my study, about public health
research, and research with youth with
disabilities. The dialogue on the topic is
probably most developed for those with
intellectual disabilities, with the extra
issues such as guardianship, but can be
extended to a discussion of all disabilities
research. It is an important conversation
to have with those who are the most sig-
nificant–youth, families, and all interest-
ed stakeholders–because the only effec-
tive way to understand the experience
and make improvements is with the
active involvement of all affected.  

1.  Research can show that the
healthcare community takes
interest in individuals with
disabilities.  
Thoughts of research often conjure up

images of pharmaceutical projects fund-
ed by big corporate sponsors or guided
by government agencies. In a culture
largely guided by financial gains, it is not
surprising that disabilities research is
limited. It is not a “popular” research
topic like HIV or cancer. And private com-
panies, including the pharmaceutical
industry, have little to gain in a “niche”
market that may not benefit from drug
treatments. Of the president’s proposed
$2.4 trillion budget for 2005, only $107
million had been designated for the
National Institute for Disability and
Rehabilitation Research (NIDRR)–about
one half of one thousandth of a per-
cent–while the National Institute of Child
Health and Human Development
received $1.281 billion and the National
Institutes of Health, as a whole, was pro-
posed funding at $28.773 billion 6.
Although there is a considerable amount
of money, only a small piece is for dis-
abilities research.  

While disabilities research does not
need to be constrained by financial inter-
ests, we must also be cautious of other
motivations which ultimately will not
benefit people with disabilities. Such
research can be plagued by the academic
greed of researchers who focus more on
their own advancement than their sub-
jects. Mohan describes a system of “sys-
tematized selfishness” in which the
oppressed group is “mined” for informa-
tion without being given anything in
return7.  New models for the research

process and interactions seem to be tak-
ing steps in addressing this concern.

A small select group of researchers
shares a genuine interest in the health of
those with disabilities, and awareness of
its significance is growing. Healthy
People 2010, the set of national health
objectives for this decade, is the first time
the initiative specifically addresses the
range of physical and cognitive disabili-
ties. Chapter 6 entitled “Disability and
Secondary Conditions” establishes goals
of promoting the health of people with
disabilities, preventing secondary condi-
tions, and eliminating disparities be-
tween people with and without disabili-
ties. In fact, elimination of health
disparities for people with disabilities
(and others) is one of the program’s two
explicit goals8.  

The research project which was ques-
tioned by the other medical student is
part of a long term project. The project
consists of survey and interview data
assessing the relationship between func-
tional independence, family dynamics,
and quality of life. Additionally, it has
expanded to include qualitative research
on the transition from adolescence to
adulthood and pediatric to adult health-
care. Each year, medical or dental stu-
dents participate on the research team, in
part to foster their education. Training of
public health professionals is an identi-
fied need9, and while little more than half
of US public health schools (60 percent),

For CME Credit read the editorial at the top of page 78 and
the article that follows and complete the Content Test and
CME Evaluation Form at the end. Please read “Information
and Instructions” following the article.

Specific learning objectives for this CME activity (please
refer to general objectives).

Upon completion of the reading of this article the learner
will be able to:

1. Appreciate the importance of research in providing opti-
mum care to people with disabilities

2. Describe the challenges that continue to interfere with
research for people with neurodevelopmental/intellectual dis-
ability creating a significant health care disparity.

3. Describe key factors that might be changed to enable
research with people with disabilities.

Upon receipt and acceptance of the completed evaluation
form/post-test,  the AADMD CME Program will maintain on
file a record for six years designating your credits earned.  If
you should need a written verification, contact Philip May,
M.D., at 908 510-3062.

I N S T R U C T I O N S

continued on page 80



80 May 2007 • EP MAGAZINE/www.eparent.com

offer graduate-level courses focused on
disability, less than 15 percent have grad-
uate-level tracks or concentrations in dis-
abilities10.  Reflecting the need for greater
training by the medical field for disabili-
ties, Canadian psychiatric residents have
little interest or comfort with intellectual
disabilities11.  Research is an opportunity
for healthcare to show an interest in indi-
viduals with disabilities and address an
individual physician’s discomfort with
physical or cognitive disabilities.
Although financial resources are limited,
it does not mean that the interests and
concerns of the medical community and
students should be. To overlook or other-
wise marginalize the population of those
with disabilities cannot be justified.  

2. Research can allow for a voice
While conducting the study, I noticed
that participants were truly receptive and
supportive. Perhaps the fact that research
was occurring at all was encouraging.
They eagerly awaited results. A major
reason those with disabilities distrust
research is the feeling that they do not
get a return on their involvement4.
Research of this nature provides the par-
ticipants with a voice, to be counted for
something that might amount to more
than individual voices, and a chance to
share their concerns. Individuals with
disabilities have stories to share about
their healthcare. Too often, they are sub-
ject to a healthcare system that doesn’t
listen to them or understand them, that
doesn’t meet their needs, and that ulti-
mately drives them away12. In interviews
with young adults with disabilities, par-
ticipants have been incredibly open with
their experiences, their hopes, and
lessons. They want validation that their
voice is heard.

Qualitative data amongst those actively
involved in the disability movement
shows their appreciation for active
involvement in research as “a platform
from where disabled people can speak
for themselves, to seek the services and

support they want, to explicitly influence
social policy and fight for disabled
rights4.”  The participants in research are
no different from anyone else–when
they see an opportunity to be heard and
make a difference on an issue that mat-
ters to them, they tend to feel empow-
ered. Healthcare in general–not just for
those with disabilities–could learn from
these stories. To do so, actively engaged
participants drive successful research
that is more than averages and correla-
tions and capture aspects of their greater
experiences. Everyone need not choose
to take the opportunity, but we all lose
when a would-be voice is ignored.  

Ultimately, this opportunity to speak
out is supported by the emerging para-
digm for disabilities research. There is a
preference for less rigid research meth-
ods, with open qualitative data providing
the opportunity to add the individual’s
voice and context with greater indepen-
dence from researcher manipulation.
The disabilities studies literature also val-
ues empowerment, seeking positive
change in the individual through partici-
pation. Both these ends are not simply a
consequence of the research topic, but
also the research strategies, including a
strong emphasis on including those with
disabilities in consultant, partner, or even
lead researcher roles. Exposure and
involvement in research can be an edu-
cational and empowering tool for subject
or caregiver. For those able to engage in
the discussion, it raises awareness of lit-
erature often reserved for academics “in
the know,” breaks down barriers between
academia and the “real world,” and
develops a sense of ownership. Although
many are at first intimidated, participa-
tion benefits the participant as much as
the researcher by developing and refin-
ing their voice4.  

3. Research can have
a broader goal in mind
I will admit it: there is selfish motivation
in my research. I chose to do something I
would enjoy. I wanted to work with indi-

viduals with disabilities because of my
own experience as a summer camp
counselor. And I am eager to benefit my
research population. 

My advisor and I have discussed the
possible outcomes for our study. This
research is designed to clarify the nature
of health-related quality of life, with the
broader purpose of benefiting individuals
with disabilities in today’s world. I was
excited to realize that, no matter the
results, we could contribute meaningful
answers to the literature. 

Stone and Priestly include the surren-
der of claims to objectivity in their core
principles for a reformulated research
strategy. Instead, they endorse overt
political commitment to the struggle for
self-emancipation, removal of disabling
barriers, and practical benefit to the dis-
abled subjects13. “Action-led” research
explicitly aims to use research to guide
actions that change social relationships4.
This is fundamental in the social model
of disablement, which identifies disability
as a consequence of society’s organiza-
tion and responses rather than a direct
consequence of physical impairment (as
it is in the World Health Organization’s
International Classification of Impair-
ments, Disabilities and Handicaps)2. The
Union of the Physically Impaired Against
Segregation (UPIAS), formed in Britain
after the uproar over the research at Le
Court Cheshire Home, were early sup-
porters of this model and focused on
“overcoming the disabilities which are
imposed on top of our physical impair-
ments by the way this society is orga-
nized to exclude us14.” Given this context,
research on disabilities is not significant
for any potential to change the disabled
subject, seen in normalization theory’s
efforts to reduce stigmatization and
devaluation15. Rather, it is the potential to
change social organization that gives
meaning to “emancipatory research4.”

Disabilities research is particularly
demonstrative of this potential for
research. Perhaps research in general
should be more open to its broader appli-
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cations, rather than trying to ignore
them. It might be better if researchers
and healthcare professionals were a bit
less uncomfortable with the interplay
between their professional obligations
and their personal motivations, such as
the desire to benefit their research popu-
lation. Cold objectivity in research may
not be the best answer and is not a pre-
requisite for academically rigorous work.
Disabilities research allows for research
with a heart.  

4.  Research identifies areas for
improvement and leads to more
questions
Research projects only capture a frag-
ment of a broad and complex subject
matter. My research will not definitively
answer all questions regarding quality of
life or the transition process, for exam-
ple. And no one project can stimulate or
redirect a broader research agenda.  But
research is not worthwhile simply for the
extent to which it understands a phe-
nomenon. It is worthwhile because of
the context. There is inadequate research
that describes how we can improve the
quality of life for people living with dis-
abilities, and because of the frequent dif-
ficulty in communication, many assump-
tions exist. In fact, the potential is bound-
less. Each study raises new meaningful
questions, as much as it answers others.
Research stimulates discussion, pro-
motes new research, and changes poli-
cies that may benefit individuals with
disabilities. If interest is raised through
the results and by including others in the
process, this may benefit society. New
services arise only when there are strong
supportive voices16, and these voices
need something to discuss.

Much of this discussion-generating
potential depends on the strength of the
data. Strong data serves as the foundation
for more strong data. Some researchers
anticipate a standardized disability status
indicator to allow for comparisons with-
in or between those with disabilities and
who are non-disabled, or between differ-

ent conditions. This might promote a bet-
ter understanding of issues but requires
subject participation throughout the
process and at various levels. “Inter-
ventions targeting people with disabili-
ties can then be justified” as reliable evi-
dence highlights needs12. Currently, there
are few large epidemiological studies of
the health of adults with intellectual dis-
ability, for example, despite valid con-
cerns of poor health17, 18.

The ability to identify new issues and
ask relevant questions is strengthened by
involvement of those with disabilities 19
more than through the research alone.
Exclusive research is “conducted by a (or
team of) non-disabled or disabled re-
searcher(s)” whereas inclusive includes
both groups on the same team4. This
involvement of researchers with disabili-
ties would mean the individual with dis-
abilities enters a “third-space” between
researcher and researched, academic
and activist20. They provide context, iden-
tify concerns as “expert knowers”2, and
escape the dominant power relation-
ships. They give research an extra degree
of flexibility to pursue new and meaning-
ful directions. The emancipatory poten-
tial of such a position, by shaping the dis-
cussion on the research and guiding
future directions, can be profound.

Disabilities research is subject to dis-
comfort and uncertainty. This is a com-
bination of a perception of research as
cold and self-serving, treating partici-
pants as “guinea pigs,” and a mispercep-
tion of individuals with physical or cog-
nitive disabilities as fragile or needing
protection. In response to this senti-
ment, the “Common Rule” (Federal
Policy for the Protection of Human
Subjects) can be applied to assure com-
pliance by research institutions, estab-
lish requirements for informed consent,
and outline the elements of Institutional
Review Boards (IRBs)21. The Common
Rule labels “handicapped or mentally
disabled persons” as a vulnerable cate-
gory of subjects and states “considera-
tion shall be given to the inclusion [in

the IRB] of one or more individuals who
are knowledgeable about and experi-
enced in working with these subjects21.”
But the biases of the medical communi-
ty may be apparent in the IRB review
process–evidence indicates that such
reviews are not objective22, and that
physicians are significantly more likely
to have a negative prognosis for individ-
uals with cognitive disabilities.23,24,25 It is
reasonable, although unproven, to
assume that this extends to physical dis-
abilities and that, in fact, they may
obscure the differences between physi-
cal and cognitive functioning. IRBs may
be further discouraged by court cases
such as Maryland’s Grimes v Kennedy
Krieger Institute, Inc which ruled “other-
wise healthy children should not be the
subjects of non-therapeutic research
that has the potential to be harmful to
the child...consent of parents can never
relieve the researcher of this duty26.”
Requiring absolutely no potential for
harm of any degree when guardians pro-
vide consent becomes very restricting to
the research process. The case of TD vs.
NY also found that the state’s Office of
Mental Health can not issue regulations
allowing experiments to be performed
on patients in psychiatric facilities with-
out the patients’ knowledge or consent
violate the federal and state constitu-
tions, state statutes and the common
law27. These cases are cited as evidence
of the legal and judicial barriers to some
research. Perceptions of vulnerability
have led to insufficient research on pop-
ulations with disabilities–it is thought to
be not worth the risks (or the modifica-
tions needed to avoid risks), and there-
fore an emphasis on the principle of
non-malfecience (avoiding harm) over
the principle of justice.  

But neglect is not a suitable substitute
for protection from harm. Research may
be a powerful tool to change polices that
may improve quality of life. And quite
often, individuals with disabilities are
excited to participate in this process.

continued on page 82
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Vulnerable individuals in general—
defined by economic, social, psycholog-
ical, physical health, or child maltreat-
ment status–-had a stronger emotional
reaction to research but were not less
willing to continue to participate in a
lengthy and intrusive in-person inter-
view and blood sample collection28. If
willing, they should be afforded the
opportunity to participate. But it can
often be difficult to recruit within this
select population, regardless of their
willingness. A three-tier process of
negotiating access has been described,
involving first the permission of various
organizations and ethics committees,
second with professionals who facili-
tate access, and third with the individu-
als with disabilities themselves19. This

can be overwhelming and could vary
significantly based on the social frame-
work around the individual and the rel-
ative strengths of the three tiers.
Recruiting those with intellectual dis-
abilities, in particular, can be further
complicated by “frequent need for sub-
stituted decision making, the occasion-
al limited literacy of both person and
caregiver, and organizational gate-keep-
ing practices29.” Even in IRB-approved
research, these difficulties can deter
positive research and can make neglect-
ing such research an easier alternative,
regardless of the wishes of the study
population29,30.  

When these barriers are overcome,
research itself is not a “magic potion.”
But when pursued in an enlightened
way, its role can be profound. You may

lose the deeper understanding when you
fail to see those with physical or cogni-
tive disabilities on an individual level.
But you also lose something when you
are not able to connect them to a larger
system or understand the role and expe-
rience of the collective in all its com-
plexities. To avoid research (and to avoid
providing the opportunity to actively
participate) out of fear, no matter how
well-intentioned, is a disservice to those
we hope to serve. •
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