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Disability is often considered

a health outcome dispropor-

tionately experienced byminor-

ity groups. It is also possible to

view people with disabilities as

a minority group that itself ex-

periences health disparities.

Calls to reduce these dispar-

ities necessitate the inclusion of

people with developmental dis-

abilities in research, although

resulting ethical issues can

thwart scientific progress. Us-

ing disability rights principles

can help address ethical chal-

lenges and promote safe, re-

spectful public health research.

Examples include applying hu-

man rights frameworks, provid-

ing accommodations, attending

to power, countering legacies

of deficits-based models of dis-

ability, and transforming access

to science more broadly.

Collectively, these strategies

can encourage broader en-

gagement in safe, respectful,

inclusive public health research

aimed at promoting the health

and well-being of people with

developmental disabilities.

(Am J Public Health. 2013;

103:2165–2173. doi:10.2105/

AJPH.2013.301286)

DISABILITY IS OFTEN CONSID-

ered a health outcome that mi-
nority groups disproportionately
experience; for example, African
Americans and Native Americans
are at greater risk for fetal alcohol
syndrome, which can result in

developmental disability.1---3

However, disability and health
are not mutually exclusive. It is
possible to view people with de-
velopmental disabilities as a mi-
nority group that itself experi-
ences health disparities. Like
other minorities, people with de-
velopmental disabilities experi-
ence marginalization and de-
creased expectations and
opportunities. This results in in-
equalities in relationships, educa-
tion, community access, health
and health care, quality of life,
and civic, economic, and political
participation.4 These social con-
ditions and their consequences as
social determinants of health are
similar to those that other mar-
ginalized groups experience.5

Developmental disabilities in-
volve lifelong impairment in
physical, learning, language, or
behavioral conditions that begin
before the age of 22 years and that
affect functioning (e.g., intellectual
disability, cerebral palsy, autism
spectrum disorder, spina bifida,
hearing loss). Almost 14% of chil-
dren and 5 to 6 million people of
all ages in the United States have
a developmental disability.6---8

Among children, attention-defi-
cit/hyperactivity disorder
and learning disabilities may be
especially prevalent; what is
known about adults is largely re-
stricted to those with intellectual
disability.8,9

Like other minorities, individ-
uals with developmental disabil-
ities experience substantial pre-
ventable health disparities.
These disparities cast a wide net,
covering preventable injuries,
vulnerability in emergencies,
health behaviors, health care
experiences, health outcomes,
and health service and health
promotion program accessibil-
ity.5,10 For example, only about
50% of adults with develop-
mental disabilities exercise com-
pared with 75% of the general
population11; people with devel-
opmental disabilities experience
increased rates of obesity11,12;
and autistic adults have about
twice the odds of experiencing
unmet health care needs and
using the emergency depart-
ment.13 As with reducing health
disparities among other minori-
ties, understanding the origins of
these disparities and addressing
them requires attention to the
lived experience of develop-
mental disability.

THE DISABILITY RIGHTS
MOVEMENT

Many people with develop-
mental disabilities in the United
States have been denied basic
civil rights, warehoused outside
the community in institutions,
and subjected to, among other
things, forced sterilization and

living conditions devoid of dignity
and self-determination (notable
exceptions include those with ac-
cess to specialized education or
community, such as those who
are blind or deaf).14---17 In re-
sponse, and stimulated by previ-
ous civil rights movements, the
disability rights movement has
united people with disabilities
and their allies to advocate in-
clusion, respect, and self-
determination in education, vo-
cation, community living, and
policy.

Although there were earlier ac-
tivists, especially for people with
sensory and physical disabilities,
the broader disability rights
movement started in the 1970s
and emphasized the importance of
inclusion with the slogan “nothing
about us without us.”14,15,17 Dis-
ability rights advocates have
achieved critical civil rights wins,
such as inclusive education pro-
vided in the 1975 Education for
All Handicapped Children Act
and the 1990 Americans with
Disabilities Act, which prohibits
discrimination in numerous set-
tings and argues for disability-
related accommodations to enable
access to them.17 Despite these
wins, individuals with higher sup-
port needs or more marginalized
disabilities, including many with
developmental disabilities, con-
tinue to struggle to fully benefit
from the disability rights
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movement; the fight for civil rights
is ongoing.

IMPACT ON SCIENCE

Scientific advances are needed
to reduce health disparities
among people with developmen-
tal disabilities. We have learned
from the exclusion of other
groups from health research (e.g.,
women, children, people of color)
that such practices leave these
groups less able to benefit from
scientific advancements.18 To ad-
dress disparities and create more
effective interventions, it is nec-
essary to increase the inclusion of
individuals with developmental
disabilities in public health re-
search. Shifts in society’s percep-
tion of disability also encourage
novel scientific endeavors. For
example, there is increasing de-
mand to move from biomedical
research focused on preventing
disability to public health re-
search promoting health equity.
However, the developmental dis-
abilities population faces unique
ethical and social challenges to
participation, including unwill-
ingness to participate because of
distrust toward public health
stemming from past transgres-
sions.

These challenges can discour-
age research and thwart efforts to
promote well-being. To meet these
challenges, attention to the com-
plex relationships among multiple
perspectives, especially the con-
cerns and priorities of people with
developmental disabilities, is
needed so we do not unknowingly
create or approve practices per-
ceived as patronizing or harmful.
In time, new knowledge may

encourage scientific advance-
ments that lead to positive health
outcomes.

We reviewed these key ethical
issues and considered strategies
to help foster safe, respectful
public health research that in-
cludes people with developmen-
tal disabilities. Table 1 provides
a summary of issues and solu-
tions. These ideas are applicable
to public health research focused
on both the health of all individ-
uals and the health of the sub-
population of those with devel-
opmental disabilities. We take
a broad view of this goal; we hope
that individuals with develop-
mental disabilities will see in-
creasing representation in public
health research as study partici-
pants, members of the research
team, and stakeholders in re-
search policy and administration.
Although these issues and strate-
gies are presented sequentially,
they are dynamically interrelated.
We are in a unique position to
examine these topics through our
work as community and academic
researchers active in develop-
mental disabilities health and
ethics research and through our
experience on institutional review
boards.

ETHICAL CHALLENGES
AND RESPONSES IN
PUBLIC HEALTH
RESEARCH

Research holds a history of
transgressions against minorities,
among them using people with
developmental disabilities in
high-harm, low-benefit research
sometimes without fully informed
consent. Examples include

eugenics research and the delib-
erate infection of individuals with
developmental disabilities with
hepatitis.19

In response to these and other
abuses, the US government inter-
vened, establishing principles for
ethical research and oversight.20,21

An unintended consequence has
been a shift to overprotective atti-
tudes toward individuals per-
ceived as at risk for exploitation,
which may exclude people with
developmental disabilities from
research.22---24 Coupled with insti-
tutional exclusion from
research-related policy, public
health research agendas often re-
main mismatched with the priori-
ties of people with developmental
disabilities.

At a crossroad with the disabil-
ity rights movement’s call for in-
clusion, the public health commu-
nity must learn how to interpret
and apply ethical principles in
ways that protect human rights
and respect inclusion. We believe
this balance is best achieved not
through further regulation but
through strategies like those we
have presented.25,26

Like other minorities, many
people with developmental dis-
abilities harbor feelings of suspi-
cion and distrust toward research,
which may influence participation
decisions.27---29 To address this,
public health research practice
needs to be brought in line with
human rights frameworks.14,15,30

This means respecting the auton-
omy and dignity of people with
developmental disabilities.27,31 Re-
searchers must demonstrate that
respect, and people must have op-
portunities for positive interactions
with researchers, including

receiving appreciation such as
compensation for their contribu-
tions.

Respect can be shown by en-
tering into reciprocal relation-
ships, including the community in
research, and building visible
opportunities for individuals and
communities to benefit from re-
search through, for example, op-
portunities for self-enrichment
and life improvement. It can be
shown by promoting indirect
benefits, such as providing data
to influence public health policy
and advocate improved quality of
life, for example, by using find-
ings to advocate more inclusive
health promotion programs.
Lastly, respect can be shown by
creating public health research
aims and dissemination materials
that promote disability rights
principles and use respectful,
community-supported language
(e.g., framing participants in
terms of strengths instead of def-
icits, using terms such as “intel-
lectual disability” instead of “re-
tarded”).

Addressing Coercion and

Comprehension

Including people with develop-
mental disabilities as direct re-
spondents in public health re-
search means moving away from
the invalid and, at times, ethically
questionable practice of using
proxy reports (having others re-
spond for the person with the
developmental disability).18,32

Still, people with developmental
disabilities may experience com-
prehension challenges and vul-
nerability to coercion associated
with their disability and reduced
power over their lives.19
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This presents novel challenges
to foundational concepts of ethical
research21 and may require spe-
cific strategies to obtain informed
consent from people whose diffi-
culties may be linguistic or social
(e.g., low literacy or a tendency
to take instructions too literally).
Known barriers include compre-
hensibility and accessibility of
consent materials and instru-
ments, issues with communicating
decisions, and struggles around
power dynamics, including coer-
cion to participate and mandatory
reporting of abuse.27,28,33---36 Of
note, there is disagreement on
how to proceed because of differ-
ent ideas about how to balance
inclusion, autonomy, and safety,
and people with developmental
disabilities are rarely included in
the conversation.27,28,31,35,37---43

There are ways to address bar-
riers to comprehension, accessi-
bility, and self-determination in
informed consent by modifying
language to be simpler or more
concrete, demonstrating research
procedures, changing instrument
delivery formats (e.g., oral admin-
istration, computer-assisted tools
use), using visuals, working with
people with developmental dis-
abilities to design research mate-
rials, affording opportunities for
potential participants to consult
with those whom they trust, and
so on.27,28,33---37,44 We can im-
prove accessibility by providing
study materials in alternative for-
mats (e.g., Braille, electronic for-
mats with text-to-speech capability
or that interface with participants’
assistive technology), translating
materials into American Sign
Language, and asking participants
what will enable them to make
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informed decisions. It may also be
useful to spend extra time in the
consent process or to ask partici-
pants if they wish to continue after
the study has started.

These methods recognize that
many people with developmental
disabilities are able to make their
own decisions and express their
preferences and broaden oppor-
tunities for more people to do so.
Moreover, these models can de-
couple autonomy from consent
capacity so that self-determination,
or people’s freedom to make their
own choices about research partic-
ipation, is preserved even when
decisional incompetence is present
and there is thus a need for another
person to legally sign research
consent. These models can also be
used to show that diminished com-
prehension does not always indi-
cate decisional incompetence.45

Mitigating coercion challenges
requires researcher sensitivity
to power issues affecting self-
determination. Researchers can
help those who work with people
with developmental disabilities
appreciate the value of assisting
them to make their own partici-
pation decisions and encourage
acts that support autonomy and
direct access to the population.
Related, researchers can use
meaningful assent procedures
(including honoring participants’
decisions), if appropriate, and
monitor for compromised volun-
tariness by attending to nonverbal
cues, seeking explicit signs of
agreement, and privileging the
preferences of the person with the
developmental disability.37,46---48

Because some may worry about
the consequences of their honest
responses to research questions,

researchers can devise data col-
lection strategies that minimize the
need for mandatory reporting
(e.g., using computer-assisted tools,
not pressuring participants to
answer questions), promote self-
determination in mandatory
reporting, and help everyone un-
derstand that participant re-
sponses are private.36,37,44 These
strategies may require study-
specific protocols and the (ongo-
ing) training of research personnel.

Respecting Disability Rights

in Public Health Research

Similar to revised understand-
ings of health determinants among
other minority communities, par-
adigmatic shifts in the under-
standing of disability are chal-
lenging entrenched models and
practices, although their uptake in
mainstream public health is slow.5

Early medical models viewed dis-
ability as a defect to be remediated
or prevented. More recent models
advance disability as a limitation
in function. Countering both
views, social models frame dis-
ability as something barriers em-
bedded in social, political, and
built environments have created;
for example, whereas accessible
buildings and public transporta-
tion do not remove all barriers,
they have reduced limitations in
function and greatly improved
available opportunities. Today,
public health increasingly reflects
integrated models of disability that
take into account function and
environment.5,49,50

Despite advances, deficits-based
models of disability remain per-
vasive in society. People with de-
velopmental disabilities are per-
ceived as tragic or pitiable,

requiring charity and protection,
or as broken and incomplete,
made whole only by therapy or
medicine.14,15,17 These culturally
entrenched mental models are
particularly difficult to recognize
and overcome because of their
pervasiveness and social norma-
tiveness.51 The legacy of deficits-
based thinking permeates health
research,5 producing low expecta-
tions of interest and ability to
participate, including narrower
views of who can consent and
what constitutes harm.24,52,53

This can lead to the belief that
anyone able to consent and par-
ticipate in research is not “really
disabled” enough to represent the
population. This belief fails to ac-
count for advances in attitudes,
community supports, assistive
technology, and life opportunities
that have changed the implications
of living with developmental dis-
ability.15,32

As society broadens its idea of
what people with developmental
disabilities can do, these ideas
need to penetrate science. Indeed,
people with developmental dis-
abilities emphasize the importance
of inclusion in research generally
and as a civil right.27,28,54 Uptake
of these ideas among researchers
can foster data collection strategies
that allow people to share their
perspectives, focus on their
strengths, foster direct and indirect
benefits, and secure privacy and
confidentiality.18,27,31,35,38,41,54---62

Moreover, these shifts require the
public health community to un-
derstand that disability and
health can coexist, to address
disability prevention in ways that
promote dignity, and to focus
public health interventions on

removing social and environ-
mental barriers.5,49

As noted, respecting disability
rights principles in science may
bring about a change in mindset
and behavior for some re-
searchers, including environmen-
tal changes to augment decisional
competency. There is no step-by-
step guide for how to become
more focused on disability rights;
however, getting to know people
with developmental disabilities in
informal settings, learning about
the disability rights movement,
and being aware of disability
models can all foster a shift of
thinking.

Accessibility and Scientific

Practice in Public Health

Civil rights legislation,63,64 dis-
ability rights advocacy, and shift-
ing attitudes have resulted in in-
creased community access for
individuals with disabilities.14,15,17

To achieve these changes, people
with disabilities ask for better
treatment as do other minorities,
but they also need accommoda-
tions to address functional limita-
tions and enable environmental
access. Likewise, accommodations
are often necessary to safely and
consensually involve people with
developmental disabilities in pub-
lic health research. Scientific prac-
tice is not always conducive to
accommodating needs and rarely
considers making disability ac-
commodations an ethical impera-
tive.37,65 Moreover, expectations
and common practices among
universities, institutional review
boards, and funding agencies can
apply pressures or create restric-
tions that challenge the provision
of accommodations.
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Making a study accessible may
involve modifying previously val-
idated instruments, including their
delivery13,44; offering instruments
in alternative formats; making
physical changes to the research
setting; allowing people who sup-
port those with developmental
disabilities access to research set-
tings; and finding ways to remove
those supporters in situations in
which their presence may increase
risk, for example in violence re-
search in which the supporter may
be the perpetrator.33,36

Fortunately, compromises to
scientific quality may not be as
much of a concern as it first seems.
Small wording or formatting
changes or the inclusion of items
such as comment boxes to reduce
participant frustration can im-
prove accessibility without nega-
tively affecting reliability or valid-
ity. In these cases and cases in
which more substantial modifica-
tion is needed, careful pilot testing,
or repiloting and revalidation, can
help ensure materials are accessi-
ble while retaining reliability and
validity.13,44,65 In rare cases in
which modifications may compro-
mise validity, finding alternative
methods is generally preferable to
exclusion or to presenting mate-
rials participants cannot under-
stand, as occurs when an English
measure is presented to a
Spanish-reading participant.

Systemic barriers to accessible
research may require changes in
policy or practice. Projects that
include stakeholder input, com-
munity engagement, or translation
and cultural tailoring to ensure
that modifications are helpful
(rather than what researchers
think would be helpful) require

more time, larger funding, and
different development processes.
This reality requires adjustments
in funding levels, academic pro-
ductivity expectations, acceptable
research methodologies, and uni-
versity and institutional review
board practices for community
member involvement and com-
pensation.38,58,66 Although the
need for greater fiscal resources is
not a justification for ignoring
ethical directives, it is worth noting
that many modifications to enable
access for people with disabilities
are low or no cost.67 Critical re-
view of current systems can facil-
itate changes to better support re-
search with minorities.

Broader Impacts and

Community Engagement

Power, policy, funding,
dissemination, and public
perception. Thus far we have pri-
marily addressed ethical consid-
erations with including people
with developmental disabilities as
research participants. However,
ethical public health research
practice extends to questions of
who makes research decisions
about what is studied and funded
and what is presented in dissemi-
nation.23,24,68 Scientific knowl-
edge can influence decision-
making in society, what is decided
on, and what is considered im-
portant to address.69 Research in-
fluences public policy, funding
priorities, and public perception.

People with developmental dis-
abilities are frequently excluded
from the larger context of public
health knowledge production—for
example, gubernatorial research
advisory boards, grant review
boards, and journal peer review

processes. Furthermore, individ-
uals with developmental disabil-
ities are underrepresented in aca-
demic and scientific occupations,
public office, and other settings in
which stakeholder input is soli-
cited and respected.70,71 And,
whereas family members or de-
velopmental disability profes-
sionals may be included in some of
these settings, they cannot always
predict others’ perspectives,72---78

and their priorities and agendas
can conflict with those individuals
with developmental disabilities
hold.65,68,79

Coupled with the legacy of
deficits-based thinking, this gener-
ates a great risk of public health
research priorities being at odds
with the goals of the population as
well as research that may further
stigmatize, marginalize, and dis-
empower people,4 including a fo-
cus on potentially profitable bio-
medical research at the expense of
research on quality of life.68

The solution to many of these
issues lies in the increased pres-
ence of people with developmen-
tal disabilities in the larger milieu
of knowledge production. Again,
to improve representation on in-
stitutional review boards, on grant
review committees,80 and in pub-
lic health occupations, attention to
accessibility and accommodations
is needed. In addition, policy
changes requiring the representa-
tion of individuals with develop-
mental disabilities in stakeholder
settings and to provide support
and incentives for inclusion could
be useful. Research findings must
be made accessible to self-
advocates for effective use in pol-
icy, advocacy, and community-
based interventions, for example,

producing a plain language re-
search brief or policy briefs along
with academic articles.81

Community-engaged research
may also prove beneficial to these
aims.
Questions of benefits. Ethical

public health research with people
with developmental disabilities
also means pursuing research they
feel is worthwhile, important, and
needed.28 Ethical research means
asking research questions people
with developmental disabilities
feel are relevant (which may or
may not reflect the values and
priorities of the general popula-
tion) and delivering interventions
the recipients desire—which may
be, as with other minorities, dif-
ferent from what outsiders think is
appropriate.27,28,65,68,82,83

Ethical research also means
questioning the potential for harm
in research traditionally thought of
as beneficial, such as studies fo-
cusing on prevention of disability
to improve population health. Al-
though the full complexities of the
following example are outside the
scope of this article, it provides
a particularly clear example of
how ethics can shift with perspec-
tive and why many self-advocates
with developmental disabilities
find prevention research trou-
bling. With the discovery of bio-
markers for Down’s syndrome, an
estimated 92% of potential
Down’s syndrome births are
aborted.84 Because of this and sim-
ilar practices in biomedical research
that can lead to questionable pub-
lic health practices, self-advocates
are concerned that this type of
genetic research could lead to a
new kind of normative, rather than
law-driven, eugenics.79,83,85,86
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The community has also raised
concerns about interventions with
intent to remediate or “normalize”
disability characteristics to make
a person appear less disabled, as
opposed to focusing on quality of
life and accepting behavior that
may improve functioning. To
some, these normalizing therapies
further marginalize and op-
press.87,88 Others express concern
over the lack of research on their
possible long-term side effects,
such as loss of self-esteem, de-
pression, or sucidality.89 Ironi-
cally, such interventions may fur-
ther fuel health disparities. Again,
community-engaged research can
help address these concerns.
Community-engaged research.

Participatory approaches to re-
search were created in part in
response to ethical issues minori-
ties face in research, including
those discussed here. These ap-
proaches change the relationship
between a minority community
and the scientists who study it by
placing members of the commu-
nity in the role of coinvestigators.
There are a variety of approaches
to community-engaged re-
search,82,90---98 from informal col-
laborations to more formal ap-
proaches such as community-
based participatory research.99,100

In community-engaged research,
there may be explicit and implicit
policy or social justice aims to the
research. As is true elsewhere,
effectively including people with
developmental disabilities as
members of a research team
requires attention to accommoda-
tions.44,65

There are substantial benefits to
community-engaged research,
particularly for individuals with

disabilities.90,101---103 In alignment
with “nothing about us without
us,” community-engaged practice
includes people in research about
them. It assists with developing
research aims and interventions
that the recipients feel are relevant
and useful. It helps promote public
health research that is respectful
and mindful of human dignity, and
it incorporates civil rights framing.

Having community input on
study materials can make sub-
stantial improvements in compre-
hensibility and accessibility, in-
cluding to informed consent
and dissemination materials.
Community-engaged practice en-
ables people with developmental
disabilities to benefit from partici-
pating in the research process
itself and helps ensure dissemi-
nated materials do not perpetuate
stigma and oppression. And
community-engaged practice has
the potential to produce better
science because of increased ac-
cess to the population, better
designed studies, more trustwor-
thy conclusions, and a pool of
participants who are motivated to
take part because they trust the in-
vestigators and are invested in the
study’s outcomes.13,65,90,101---104

But even as participatory re-
search helps promote ethics, it
introduces new ethical con-
cerns.65,69,102---104 For example,
scientists are compensated finan-
cially for their work, but what
about community members?
Power sharing requires constant
vigilance, and facilitating it may re-
quire scientists to give up more
control than they find comfortable
or have been trained to allow.
Community-engaged projects risk
tokenism, in which community

members have little or no power or
do not fully represent the interests
and priorities of the larger commu-
nity. The question of who can speak
for whom has no easy answers.

CONCLUSIONS

In line with principles of ethical
public health practice, our goals
are to encourage public health
science that is sensitive to the
ethical and social dimensions of
research with an important and
underattended minority group
and to include this group more in
public health research and knowl-
edge production more generally.
We hope the ideas advanced
herein contribute to the develop-
ment of more effective, ethical
means of facilitating participation
by people with developmental
disabilities in science, thereby ad-
vancing the reduction of health
disparities.

On a related note, we hope the
number of public health re-
searchers who take up these
ideas, particularly by using
community-engaged science,
grows as we identify ways to nav-
igate ethical minefields. These
strategies can improve the ability
of the public health community to
work with people with develop-
mental disabilities to monitor their
health status (e.g., in the new field
of disability epidemiology), inter-
vene to promote health and well-
being in ways that preserve re-
spect and dignity, and promote
inclusion in general population
studies. j
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