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A review of the literature docunents that disparities exist
between the health of persons with disabilities and the genera
popul ati on. Goal 2 of the Healthy People 2010 calls for the
elimnation of health disparities anbng segnents of the
popul ation, including differences that occur by gender, race or
ethnicity, education or incone, disability, geographic |ocation
or sexual orientation (US Departnent of Health and Human
Services, 2000). The purpose of this article is to review the
literature, exam ne the current state of know edge, and identify
research needs to neet Goal 2 for persons with disabilities.

A "disparity" is defined as difference in quality of health
care received by a segnent of the population (in conparison with
the general population) that is not due to access-related factors
or clinical needs, preferences, and appropriateness of
interventions. People with disabilities are identified as persons
having an activity linmitation, who use assistance, or who
percei ve thensel ves as having a disability. In 1994, 54 mllion
people in the United States, or roughly 21 percent of the
popul ati on, had sone | evel of disability (A tman, 2001). Although
rates of disability are relatively stable or falling slightly for
peopl e aged 45 years and older, rates are on the rise anong the
younger popul ation (Kapell et al., 1998).

Recent Reports

The Surgeon General highlighted disparities for people with
disabilities with the February 2002 publication of C osing the
Gap: A National Blueprint to Inprove the Health of Persons with
Mental Retardation (Blueprint) (US Public Health Service, 2002).
In that publication, the Secretary of Health and Human Services,
Tomry G Thonpson, stated that individuals with nenta
retardation are nore likely to receive inappropriate and
i nadequate treatnment, or be denied health care altogether. Also
in that report, the Surgeon General stressed that a quick glinpse
at the health status of persons with nmental retardation, both
children and adults, reveals glaring deficiencies that nmust be
addressed. Although the Blueprint was specific to nmenta



retardation, as stated in the report, nost, if not all, of the
content of that publication is generally applicable for any
popul ation with disabilities.

O her disparities in health care received further attention
with the publication, in March 2002, of the report by the
Institute of Medicine entitled Unequal Treatnent: Confronting
Racial and Ethnic Disparities in Health Care. Disparities in
health care pose noral and ethical dilemas because health as a
resource is tied to social justice, opportunities, and quality of
life (Snmedley et al., 2002).

The National Organization on Disability addressed the issue
inits "The State of the Union 2002 for Americans with
Disabilities" (ww. nod.org), stating that "health care is | ess
accessible to Anmericans with disabilities, who, ironically are
often the citizens needing it the nost." By providing i nadequate
| evel s of primary and secondary prevention, these disparities
have long-terminplications for health care expenditures. Persons
with disabilities who do not receive adequate preventive care and
routi ne heal th mai ntenance care may require nore expensive
tertiary care. They may al so devel op secondary conditions that
may further limt their functioning, quality of life, and life
expect ancy.

The disability novenent did not becone seriously engaged in
heal t h-policy issues until the 1990s. The nobvenent generally
identified the nedical conmunity as a source of socia
oppression. The novenent rejected the assunptions of the "sick
role" and the medical nodel that rendered individuals with a
di sability passive recipients of services over which they had
little control (Zola, 1997). The novenment viewed the health care
systemas intrinsically paternalistic (DeJong & Basnett 2001).
The disability novenment al so pragmatically understood that unti
there were significant nunbers or nore people of "significance"
it was better to have health care of any quality than to have
none at all. Any attenpt to address this issue was further
conprom sed because of the lack of political will at the Iocal,
state, and national government |evels. The nunmber of voters in
the disability conmunity was considered too small to deserve
attention by policy nakers.

ADA and Heal th

Interestingly, there appear to have been few | awsuits under
the Americans with Disabilities Act (ADA) related to health
services. In 2001, Kaiser Permanente, the nation's |argest non-
profit Health Mai ntenance Organi zation (HMO) settled a cl ass-
action lawsuit, the first of its kind in the nation (Lew n,
2001). In that settlenment, Kaiser agreed to revanp all its
California health facilities and policies to ensure that people
with disabilities have access to the full range of health care.
However, this settlenment only addressed accessibility for one
geographic area for Kaiser and did nothing for people served by
ot her providers in other facilities and | ocations.

Attitudes of Health Professionals

Primary care for people with disabilities often concentrates
on nmedi cal conditions relating to the disability to the exclusion
of preventive health services (lezzoni et al. 2000; Chan, 1999).
Providing nedical care for patients with nental disabilities may



be chal |l engi ng and financially unappeali ng because of the need
for extra time and effort (Councilman, 1999). People with
disabilities report vignettes of negative encounters with health-
care providers (French & Swain, 2001). Nurses questioned the

rel evance of health pronotion to those with spinal cord injuries,
describing themas "clients who will never get well" (Allen-
Wight, 1999).

One of the nobst poighant stories in the literature is by a
physi ci an, who was abl e-bodi ed at the begi nning of his career
but becanme quadriplegic following a spinal cord injury while
pl ayi ng rugby (Basnett, 2001). He describes how health
prof essi onal s can develop a view of disability that is at
substantial variance fromits reality for many di sabl ed peopl e.
This variance can affect vital decisions at an individual
clinical level, at a policy level, and at a health-system|evel.
One reason for the inadequate, inproper, and insensitive
attitudes may be the relatively few persons with disabilities who
are enployed in health professions. Little affirmative action to
recruit persons with disabilities into health-care professions
has occurred.

Over the past decade, a great deal of training to change
attitudes has occurred with pediatricians and health-care
provi ders of services to young children with disabilities.
Currently 36 progranms are funded in 29 states to provide
Leader shi p Education in Neuro-devel opnental and Rel ated Di sorders
(LEND) by the Maternal and Child Health Bureau. These programns
have trai ned pediatricians and graduate allied-health
practitioners to better understand the needs of children with
disabilities and their famlies.

However, no conparabl e outreach has been made to train
providers of adult health-care and nedical specialists to
understand the needs of persons with devel opnental disabilities
and to equip themto respond to those needs nore effectively. As
aresult, transition frompediatric care to adult nedical care is
an issue. Many pediatricians continue to provide primary care to
adults with devel opnental disabilities into their second, third,
and fourth decades of life. As one parent of a twenty-something
said recently, "Turning the care of Brian over to anyone ot her
than his pediatrician would be the sane as signing his death
certificate.”

But while persons with disabilities and their famlies may
feel nore confortable remaining with their pediatrician, the
pedi atrici an many not always have the know edge and skills to
respond to adult nedical needs. Wiereas in previous decades, nany
i ndi viduals with devel opmental disabilities lived in institutions
where staff physicians provided care, the current national trend
is to deinstitutionalize adults with nmental retardation and pl ace
themin community residential settings, which requires that
communi ty- based primary care physicians assune responsibility for
their nedical care (Tyler & Bourguet, 1997). One report suggested
t hat because nedical services have declined with conmunity
pl acenents, the death rate is higher for people with nenta
retardation living in the community than for those living in
institutions (Smith, 2002).

Research and Dat abase
The Centers for Disease Control and Prevention (CDC) fund 26



Preventi on Research Centers; however, a review of their research
t hemes indicates that no Center is addressing issues of health
disparities in persons with disabilities. Mst of what is known
about the health status of people with disabilities across the
nation is based on information gleaned fromthe Disability

Fol | ow- back Survey of the National Health Interview Survey

(NHI S-D) conducted each decade by the US Bureau of the Census,
nost recent in 1994-95.

The child questionnaire is 39 pages |long and addresses a
nyriad of issues, which include hone care services, work/child
care, nedical services, assistive devices and technol ogi es, other
servi ces, educational services, coordination of services,
physi cal activity, personal adjustnment and role skills, inpact on
the famly, nental health, housing and transportation, health
i nsurance, and respondent information. The adult questionnaire is
89 pages long. It questions the respondent about initia
screeni ng, housing and |long-term care services, transportation
social activity, work history/enploynent, vocationa
rehabilitation, assistive devices and technol ogies, health
i nsurance, assistance with key activities, other services, self-
direction, famly structure, relationships, and |iving
arrangenents, conditions and inpairnments, health opinions and
behavi ors, community services, and intervi ewer observations.

The shear size of these questionnaires is daunting. The
guestions are answered by an informant or by the disabled
i ndi vi dual . Al though the questionnaires are conprehensive, the
quality of the information is dependent on the know edge and
attitude of the respondent. No objective data based on a nedica
exam nation are provided. Since data fromthe questionnaires are
avail able to researchers on a CD-ROM this data forms the basis
for much of the published research on this popul ation. The
information is aggregated at the national |evel, but not
di saggregated to paint a local picture of the health status of
persons with disabilities in a state or conmunity. Although these
surveys are a major source of health information on this
popul ati on, the surveys are not participatory action research in
whi ch persons with disabilities and their famlies participate in
t he planning and inpl enentati on. Perhaps this is why there has
been little research on practice occurring.

Special A ynpics, as an organi zati on, has done significant
research on the health status of persons with disabilities (Spar
2001; Bl ock, 1997; Feldman, 1997). In March 2001, Specia
A ynpi cs published The Health Status and Needs of |ndividuals
with Mental Retardation (Horwitz et al.). In addition to this
t horough review of the literature, Special O ynpics has
conmi ssi oned a nunber of other draft discussion papers.
Unfortunately, this information has not been published in
refereed journals, and the results have not been widely
di ssemi nat ed.

Disability has not been a major research area in nedica
soci ol ogy (Turner, 2001). Studies of disability typically appear
in research on aging, where the studies are |listed under the
headi ng of "dependency" (Hocking and Janmes, 1993). Wthin this
setting, disability becane associated with the negative inmages of
agi ng (Feat herstone and Wernick, 1995). Access to primary health
care anong people with physical disabilities has also been a
negl ected research area in Canada (Canpbell, 1998). Veltman



(2001) found that in Canada, 17.4% of the persons with
disabilities who were surveyed had difficulty obtaining services,
and 8% had been refused nedical treatnment because of their
disability.

Di ffering Needs

People with disabilities experience nost of the sane health
conditions as others but are at greater risk for certain conmon
conditions. Many adults with disabilities, their fanmlies or
guardi ans were never told of these risk factors or told how they
m ght be prevented. While health-care needs are not unique to
this patient population, those needs become conpounded or
exacerbated in people with disabilities (Thomas, 1999). DeJdong
(1997) outlined eight ways in which the health needs of persons
with disabilities differ fromthe general population: 1) a
thinner margi n of health, which nmust be carefully guarded; 2)
| ack of opportunities for health mai ntenance and preventive
health care; 3) an earlier onset of chronic health conditions; 4)
with a new health condition, individuals nmay acquire a secondary
functional loss; 5) individual may require nore conplicated and
prol onged treatnent; 6) may required sustained pharmacol ogi c
support; 7) may need durabl e nedical equi pnment and ot her
assi stive technol ogy; and 8) may require | ong-term services,

i ncl udi ng personal assistants.

Co-norbidity is another condition facing persons with
disabilities; however, very little work has been done on the
causes of co-norbidity. Co-norbidity is defined as the presence
of a coexisting or additional condition to the index condition
(e.g., hypertension in a person with cerebral palsy). Co-
norbidity in general has been associated with higher nortality,
lower quality of life, and poorer health care (G jsen et al.
2001). According to Healthy People 2000, people with disabilities
have increased health concerns and susceptibility to secondary
conditions. Health pronotion progranms for people with
disabilities should reduce co-norbidity from secondary conditions
(obesity, hypertension, pressure sores) to maintain functiona
i ndependence, to provide an opportunity for |eisure and
enjoyment, and to enhance the overall quality of |ife by reducing
environnental barriers to good health (Ri mnrer, 1999).

Chi l dren and Adol escents

Based on data fromthe 1994 NHI S-D, children with chronic
conditions were less likely than other children to receive the
full range of needed health services, a situation that exists
across incone levels (Silver & Stein, 2001). Children with
functional limtations were more likely to live in famlies with
limted resources and have greater exposure to secondhand snoke.
They were also less likely to have access to health care and have
a |lower health status. Additionally, these children were nore
often del ayed or prevented fromgetting necessary health care due
to cost or lack of insurance (Hogen et al., 2000).

In January 2002, a review was published that identified the
strengths and weaknesses of private health insurance coverage for
children with special needs (Fox et al., 2002). That review found
that for about one-fifth of the children covered under private
heal th i nsurance, although they have access to benefits for npst
basi ¢ medi cal services, they are unable to have their extended



needs met for behavioral health and npst specialized health care
services. Services frequently needed by children with

di sabilities, audiology, optonmetry, nental health and substance

abuse, partial hospitalization services, nutritional counseling

services, and nedical supplies, were not covered in a quarter or
nore of the plans that were exam ned.

At the Special O ynpics Wrld Ganmes in 1995, dentists and
optonetrists screened participating athletes. The results and
attitudes uncovered were appalling, indicating previously
unrecogni zed di sease and health-care neglect. Half the athletes
had eye problens, and one in three had untreated dental decay,
with one in five reporting dental pain. Nearly 15 percent of the
at hl etes screened suffered from acute pain or disease. One of the
screeners suggested the followi ng reason why so many athl etes had
probl ens.

Few eye doctors want or know how to treat these patients.
But even when they do, it's "quick and dirty": Gve thema
qui ck 1 ook, give them sone gl asses and send themon their
way. They're not driving, they' re not readi ng. What
difference does it make whether they see clearly. (Shriver,
2002) .

Adol escents with devel opnental disabilities face specia
problens in getting the confidential care they need to address
i ssues of puberty (Quint, 1999). A 1995 survey of teens with
disabilities found that nmany had no one to talk to about typica
teen concerns such as drugs, alcohol, sexuality, anger, or
despai r (Shapl and, 2000). Youth with disabilities are four tines
nore |ikely to be sexually abused or exploited than their typica
counterpart (Focht-New, 1996; Shapland, 2000). Few adol escents
with disabilities, who have frequent health encounters, are
taught to question health providers who nmay perform persona
procedures inappropriately. Some report feelings that they have
no control over their bodi es because of their dependency on
havi ng these procedures done routinely. A disproportionate nunber
of special education teens beconme pregnant (Wagner, 1993). Youth
with disabilities are nore likely to experience depression
(Huurre & Aro, 2000) and disability-related eating disorders
(Neumar k- Szt ai ner et al., 1998). To address these needs, a nanual
was devel oped to provide a forum for professionals to becone
sensitized to issues of health and wellness for teens with
disabilities (Krahn et al. 2001).

Wonmen

Di sparities appear to be greater for disabled wonen than for
di sabl ed nen. O der wonen experience a high burden of chronic
illness, disability, and co-norbidity, and this burden is highest
anong soci o-econom cally di sadvantaged and minority women
(Bierman & Clancy, 2001). At ol der ages, wonen are nore likely to
be di sabl ed than nen (lezzoni et al., 2001). The NHI S-D, | ooking
at screening and use of preventive service for adult wonen with
disabilities living in the comunity, denpnstrated that
preventi ve needs and wel | -wonen needs were not being net (MRae,
1997). Disability was associated with higher age-adjusted rates
of poverty, living alone, |ow education, inability to work
obesity, and being frequently depressed or anxious.



Accordi ng to Shabas and Weinreb (2000), the health
mai nt enance of wonmen with disabilities and chronic conditions has
been negl ected by the nedical professions. They found that
di sabl ed wonen with major nobility difficulties in |ower
extremties had nmuch | ower rates of Pap snears, mammograns, and
snmoki ng queries. Interest in their health pronotion has been
eclipsed by a narrow focus on underlying conditions. In a survey
of 220 wonen with nultiple sclerosis, 50%did not have regul ar
preventive check-ups, 25% did not have regul ar pelvic
exam nations, and 52% di d not have yearly mamograns. Despite
hi gher risk for osteoporosis, 85% had never had bone density
testing, 50% were not taking cal cium supplenents, and 71% were
not taking vitamin D. The npbst severely disabled reported fewer
Pap snears and manmograns when conpared with abl e-bodi ed wonen
(Chan et al., 1999).

A recent study has exami ned the effects of race and poverty
on breast cancer outcones (Brawl ey, 2002). That article found
that "it is bad to have cancer; it is worse to be poor and have
cancer; and it is even worse to be poor, black, and have cancer."”
Unfortunately, the study found that the poorest outconmes were
anong those with comorbid conditions which m ght have played a
role in preventing those wonen fromreceiving what is considered
standard care for breast cancer screening and treatnment (Bradley
et al., 2002). Anpbng those conorbid conditions were chronic
heal th probl ens and di sabling conditions.

The inportance of having a health-care provider with whom
one is confortable is inportant to wonen with disabilities
because of their increased vulnerability to violence and abuse.
One study reported than nore than 70 percent of wonmen with
devel opnental disabilities are sexually assaulted in their
lifetime. This rate is 50 percent higher than the rest of the
popul ation (Petersilia, 2000). Sobsey and others (1995) reported
that nearly 50 percent of those who had been raped had been
sexual ly assaulted ten or nore tines. Revictinization is frequent
because a hi gh percentage of perpetrators are care providers or
fam |y menbers, and certain disabilities can prevent a victim
fromverbally reporting, running from or fighting the attacker
Especially for nore significantly devel opnental |y di sabl ed women,
it is uncertain whether known cases of rape are reported by the
fam |y, caregivers, or physicians, even though it is a crime that
by law requires reporting. The extent to which crisis services
are available for devel opnentally di sabl ed wonen who have been
raped i s unknown. Equally unknown is the anount of training
police personnel receive in howto sensitively process the rape
of devel oprmental |y di sabl ed wonen.

Managed Care

Fi nanci al incentives in managed care may threaten access to
the health care services that persons with disabilities need to
mai ntain their health and functional independence (Sutton &
DeJong, 1998). Managed care is how health plans and providers
organi ze and manage the delivery of health services in a nore
coordi nated fashion, often at a fixed price. As high-cost users
of health care, people with disabilities or chronic conditions
are vulnerable to risk selection

The ADA prohibits nost fornms of risk selection, but it does
not prevent all disability-based distinctions in insurance



practices (Batavia & DeJong, 2001). The 1994 NHI S-D i ndi cated

t hat wor ki ng- age persons who are linmted in one or nore
activities of daily living constitute only 1.1% of the working-
age popul ations, but they account for 7.5% of all physician
visits, 9.1% of hospitalizations, and 15.8% of hospital days.

Conmpoundi ng Ri sk Factors

Having a disability is only one of the characteristics by
whi ch persons define thensel ves. Age, gender, soci o-economc
status, ethnicity, and sexual orientation represent significant
ot her characteristics of persons with disabilities that may
further contribute to increased health disparities.

Poverty increases risk for disabilities (Fujiura & Yamaki,
2000; Seel man & Sweeney, 1995). Poverty al so increases risk for
nore adverse educational outcones for students with disabilities
(Park, Turnbull & Turnbull, 2002). Health is inpacted by hunger,
under-nutrition during pregnancy, and linted access to health
care. Snedley et al. (2002) found that |ower socioecononic status
is nore inportant than race in determ ning the nedical care for
wonmen with breast cancer. Wonen on Medicaid were 41% nore |ikely
to be diagnosed with breast cancer at a |ater stage and were 44%
less likely to receive radiation therapy.

Race and ethnicity are also inportant facets of disability.
Because of continuing concerns about racial and ethnic
di sparities in special education, the 1997 Anendnents to | DEA
required a study of the issue. That study, conducted by the
Nat i onal Academnmy of Sciences, was rel eased in January 2002. The
study enphasi zes the rel ati onship of poverty to the over
representation of mnority students in special education
(Reschl ey, 2002). Mnority sexual orientation, anong persons with
disabilities, can also add an additional factor associated with
i ncreased health risks (Mays et al., 2002).

Sunmmar y

The test of any health care systemis not how it addresses
the needs of the mpjority who are fairly healthy, but how it
neets the needs of the mnority who need it nost (DeJong &
Basnett, 2001). An analysis of existing information suggests
that, by this test, the nation's health care systemis found
wanting in howit neets the needs of persons with disabilities in
at least the follow ng dinensions:

Heal th disparities anobng persons with disabilities are a
reality;

Those disparities are further exacerbated by gender, age,
race, sexual orientation, and poverty;

Hei ght ened vul nerability of persons with disabilities to
vi ol ence, sexual assault, and abuse and negl ect create a greater
need for a consistent health-care provider who is understanding
and know edgeabl e;

Heal t h-care personnel are often reluctant to treat persons
with disabilities because of preconceived perceptions of
i nadequate training to neet their health-care needs;

Health facilities and equi pnent are often not accessible to
persons with disabilities;

Information on health status is I[imted and not avail able at
a community-Ievel

Current research efforts are inadequate to address the need.



Hopefully the publication of Closing the Gap: A Nationa
Blueprint to Inprove the Health of Persons with Menta

Ret ardati on (2002) will spur renewed interest in the funding of
research with the findings to be translated into policy and
practice to renedy this situation. |Included amobng the questions
that need to be addressed are the foll ow ng:

What is known about the health of persons with disabilities
and what resources are available to inprove their health?

What health-care barriers do persons with disabilities
encounter?

What is the know edge and attitudes of health-care providers
regardi ng serving persons with disabilities?

What changes in policies, training, and resources could
reduce and eventually elimnate health disparities encountered by
persons with disabilities?

How can persons with disabilities contribute to inproving
the health-care system for thensel ves and ot hers?

2010 is less than eight years away. If Goal 2 is to be
achieved relative to persons with disabilities, rmuch work remains
to be done. Persons with disabilities and their famlies nust be
actively involved in all aspects of this effort.
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