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Aswomenwithintellectual and devel opmental
disabilities (I/DD) becomevisibleand empowered
through policiesthat support grester community
integration and longevity, they andtheir families,
professionalsand advocates need accurateinformation
about their health concernsand options. They need to
know, for example, expected hedthtimelines(e.g., age
of menopause), risksfor secondary conditions(e.g.,
medication-related osteopoross), health-enhancing
behaviors(e.g., health screening tests), and utilization
of and satisfaction with services. Suchinformationis
crucia inplanning supportsfor successful community
living and for decision-making on both theindividua
andpublicpolicy levels.

Thefindingsfrom cross-sectiond studiesshould be
viewed asstudiesof “survivors’ who arerelatively
hedlthy and who have good functional skills(Moss,
1991; Anderson, 1993), in contrast to large
longitudina studies, which moreaccurately show the
rate of decline (Eyman & Widaman, 1987). In
addition, some health conditions may be undiagnosed
and underreported in survey research on peoplewith
cognitiveimpairments (Anderson et al., 1987). Findly,
ahost of other factorsinfluence health conditionsand
mortdity rates, including severity and type(s) of
disability andresidentia versuscommunity placement
(Chaney, Eyman, Givens& Valdes, 1985; Strauss &
Eyman, 1996; Strauss & Kastner, 1997).

A nationa study of adultslivinginresdentia
facilitiesreported that women were significantly more
likely than mento have manuitrition/obesity and to

have seenanutritionist, but lesslikely to have had liver
problems, brain damage and gum disease (Anderson,
1996). TheNational Medical Expenditure Survey’s
(1987), whichincluded only 19 older womenwith
mentd retardation (MR) livinginthecommunity,
indicated that only 20% had received apap smear
within the past year, 26% had received onewithintwo
years but more than one year ago, 58% had received
one more than two years ago, and 16% had never had
one. One-quarter had never received abreast
examination and only 15% had ever had a
mammogram.

Studiesalso found that the age of onset for
menopause may beyounger inwomenwith Down
syndrome (DS) (Schupf, et al., 1997; Carr & Hoallins,
1995). Thisfindingiscons stent with the notion of
accel erated aging in peoplewith DS. Although these
finding areinformative, systematic researchisneeded
toinvestigatethe health trgjectories of
noningtitutionalized aging women with 1D and compare
them to thetrgjectories of aging womenwith other
disabilities, agingwomeningenera, and aging men.

Study Purposeand Obj ectives

Thecentra goal of thisproject wastofill the
knowledge gap regarding the health status and needs of
older womenwith 1D by analyzing and disseminating
relevant information from the 1994-1995 National
Hedth Interview Survey coreand disability supplement
(NHIS-D). Specifically, the study developed abroad,
national framework of information about thehealth care
statusof womenwith I/DD during their middieand

LivingArrangement

Women with I/DD were 4.3 times more
likely to beliving with relativesthan were

adultswith only functional limitations.
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older years. Thestudy had thefollowing research
questions:

1. Whatisthe prevalenceof varioustypesof
hedlth-rel ated conditions, limitations, needsand
servicesamong older womenwith ID?

2. Doolder menandwomenwith D
differ from oneancther in hedlth
conditionsor health serviceutilization?

3. Howdowomenagingwith ID differ
fromwomen aging with other
disabilitiesand womeninthegenera
population?

4. How areeducation and employment
related to health issuesfor older
womenwithID?

5. What factorsaremost strongly
associated with good or poor health?

SamplePopulation and M ethodol ogy

TheNational Health Interview Survey (NHIS) isa
household survey administered annudly toa
representative sample of over 40,000 households, and
over 100,000 civilian, noningtitutionalized adultsin the
U.S. todicit detailed health information about the U.S.
population. In 1994 and again in 1995, atwo-stage
Disability Supplement (NHIS-D) wasadded tothe
Core Survey to provide policy-relevant information
about personswith disabilities. TheNHIS-D identified
respondentswith disabilitiesand dicited additiona
information about their health perceptions, their health
care experiences, service usage, and other health-
related concerns (National Center for Health Statistics
(1997, 1998).

Thisstudy selected the sample of women age 30
and older with either developmental disabilities(DD),
intellectud disability (1D) or both (ID/DD). Theage
range selectedinthisstudy reflectsthedifferencesin
mortdity and morbidity risksfor adultswith certain
disabilities, permitsstudy of womenwithawider range
of moreseveredisabilities, someof which are
underrepresented in the older ageranges, and permits

observation of early age-related changes.
DataAnalysis

Each personinthesurvey received an
individuaized weight factor, reflecting thefact that
survey respondentswere selected to be representative
of geographica
aress, age, Sex,
race, and ethnicity,
necessitating
andyssof
weighted datain
order for the
correct
proportions. The
NHIS-D’s
complex design
required specia
proceduresfor
varianceestimation

for unbiased
estimates of nationd preva encerates. Population
estimateswere developed using the Taylor linear
variance estimation method, with weighted datafrom
1994-1995 combined. Statistical comparisonsare
based upon weighted data, usng SUDAAN.

Findings

Ddinesating asampleof older womenwith 1D/ DD
required refinement of the databaseto provide samples
which optimaly reflected both the survey’ sintent and
themandatesgoverning thedefinitionsof 1D and DD.
Respondentswereidentified ashaving ID but not a
DD, aDD but not ID or both (ID/DD). Resultshave
been obtained for popul ation and demographic
satistics. Additionally, analyses have been doneon
hedlthindicators, including women'’ sperceptions of
their health status, activitiesof daily living (ADL) and
ingrumental activitiesof daily living (IADL) status,
hedlth careservicesutilized intheprior year, activity
limitationsdueto health problems, and indicators of
psychological functioning were used to provideabroad
pictureof hedth and hedth-related functioning. The
impact of having adevelopmental disability wasmost
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evident inthe hedth area, whereastheimpact of an
intellectua disability, particularly when combined witha
developmental disability, wasmost apparent inthearea
of dally living kills,

Proxieswerethe solerespondentsfor 16%, 22%,
and 46% of respondentswith DD, ID, and both,
respectively, and another 9-16% were partia
respondents.

Thefollowing resultswere obtained for the
population, sample demographics, and the health and
related i ssues affecting women
agingwith 1D/DD.

*  Womenwith DD and/or
ID comprisean
increesngly smaler
proportion of thenon-
indtitutionalized population

ADLYIADLS

Women with both ID and DD were
seldom independent in IADL s (17%),
and the areas in which they were most

over one-quarter reporting family incomesof less
than $10,000. Onein four (26%) womenwith 1D
lived bel ow the poverty level, which was about 2.5
timesthe percentage of womenin general age 30
and ol der below the poverty threshold (10%).

Thehigh rate of poverty was one of themore
troubling findings. Extremely low incomesarelikely to
cause multiplestrainsthat may affect hedth, including
difficulty in paying for uncovered hedlth care services
and goods, in transportation for medical care, inhaving
aufficientincomefor ahedthful diet, supplements,
medications, preventive
care, medical devices, etc.,
andfor dliedmedical
servicesthat may be
needed. Poverty may bea
disncentivetoliving
independently. Inaddition,

livinginthecommunity as likely to report difficulty werein numerousresearch findings
they age (1% of the “managing money” and “shopping.” attest tothe adverse health
populationof civilian, effectsof poverty, athough
non-inditutiondized the aspectsof poverty
femaesunder theage of involved and how these

30, but only 0.2% over the age of 30).

*  Themajority of women (62%) age 30 and older
with 1D aone had married at some point, although
only oneinfour weredtill living with their spouse.
In contrast, 70% of women with both ID/DD had
never married. Theimpact of havinga
developmental disability aswell asID was
cons derable—womenwith both ID/DD were
likely to have never married, weremorelikely to
belivingwithrelatives (69% versus51%
respectively), and weremorelikely to report
having had no forma education (54% versus
40%).

* Oneinfive(21%) womenwith D wereworking.
Reported family incomesweretypically quitelow,
with 60% of womenwith D reporting 1994-95
family incomesof lessthan $20,000, and dightly
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effectsaretrand ated into health outcomesare not
clear. Relative affluence may be protectivefor genetic
risk factorsby early nutritional enhancement of brain
devel opment. Poverty may aso contributeto stress,
which, if prolonged, isassociated through cortical
steroidswith adverse health outcomes.

Thefindingsregarding marital statusreflect some
important differencesbetween womenwhoremainin
thecommunity, who arelikely to have morefreedomin
their life (and health) choices, and womenlivingin
licensed residentia facilities. Although marriageisoften
viewed associa support, which can beabuffer to
stressand an aid in encouraging appropriate health
care, itislessclear that thisisthe casewith women
with 1D, both because of traditiona caretaking roles
being assigned towomen and the high rate of disrupted
marriagesamong thisgroup, suggesting that there may
be cons derable stresses on such rel ationships.




Health indicators. Most women (84%) in
general age 30 and older without ID or DD rated their
overal health asgood to excellent. Fewer (64%)
womenwith I D indicated this, and womenwith DD
a onewere most negative about their health, only 38%
soindicating.

using fingers, or writing withapenweredifficult for 9-
10%. Over three quarters of the estimated population
of women in generd of thisage, but very few women
with 1D, reported no activity limitations (78% and 13%
respectively). Most commonly, “ activity limitations’
meant being unableto perform amgjor activity (e.g.,

ADLsand IADLs. Women m:g;%mst@ndai ly,
inthegeneral population (without . . . ' '
about one quarter of
ID or[?D) Werealmost aways Social Relationsnips womenwi?hIDaHdS%
(96%) independent inADLSs, Fifteen percent of women with ID, of womenwithout

whereasabout 2in 3with 1D
reported independenceinal
ADLSs(69%). An examination of
specificADL areasfound that
90% or more of womenwith ID
reported no problemseating,
gettinginand out of achair, getting around inside, and
using thetoilet. Themost difficult tasksweredressing
and bathing (about 1 in 3womenwith 1D needed
help). IADLs(e.g., meal preparation, shopping,
managing money, us ng thetel ephone, doing heavy
work around the house and doing light work) were
problematic for many respondents and group
differencesweremuch larger thanfor ADLs. Just over
half (55%) of womenwith 1D aonewereindependent
inal IADL areas. Womenwith both ID and DD were
seldomindependent inlADLs(17%), and theareasin
whichthey weremost likely to report difficulty werein
“managing money” and* shopping,” both of which
involvefairly complex cognitiveskills. WWomen without
either of thesedisabilitieswereby far themost
independent, almost 9in 10 reporting independencein
al IADLs(89%). Inwomen between 18 and 34 years
oldwith 1D/DD, themaost common limitationwasin
learning limitations (87.3%), closdly followed by
limitationsin economic saf-sufficiency (85.5%). Over
half (51.3%) reported difficultiesin IADLsand 45%
reported substantial limitationsin saf-direction.

Mobility and activity limitation. Slightly more
than one-quarter of womenwith 1D reported difficulty
walking and going up steps, and about 13% used some
typeof mobility aid. Lifting wasdifficult for 23%,
bending for 16%, standing for 19%, and reaching,

compared with less than 1% of
womenin general, indicated serious
difficultieswith friendships.

disabilitiesindicated that
they werelimitedin
engaginginthekindor
amount of activity.

Prior sudieshave
demonstrated that disability, inactivity, and weak

muscle strength serveto reinforce each other inaspira
of further disability, and adultswith ID living at home
arepaticularly likely to be physicaly inactive. Greater
attention needsto be paid to theissuesof obesity and
fitness

Communication and sensory concerns. Among
adult womenwith ID/DD, 36.3% reported problemsin
understanding othersand 25.2% reported difficulty in
communicationwith personsoutsidethelr immediate
family. Although nearly oneinfour womenwith 1D had
trouble communicating with othersoutsidethefamily,
and 20% had difficulty understanding others, only 12%
reported communication difficultieswithinthefamily.

Mental Health. Psychological distresswasmuch
more widespread among womenwith 1D than among
womenin genera. Theextent of reported
psychological and socid difficultiessuggeststhat thisis
an extraordinarily distressed group, in contrast to
womenwithout I D. A substantial minority (27%) of
womenwith 1D reported seriousdifficulty copingwith
day to day stresses, but thiswasrarefor womenin
genera (3%). Womenwith 1D had somewhat greater
successinthesocid sphere, including making and
keeping friendsandin getting alonginsocia settings,
but they still had agreat deal moredifficulty than
women without such disabilities (15% of womenwith
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ID, compared with lessthan 1% of womeningeneral
indicated seriousdifficultieswithfriendships, 13%and
5% respectively had socid difficulties).

Health insurance coverage. Healthinsurance
coverageisan areainwhichlittleinformation hasbeen
availableon* non-ingtitutionalized” peoplewith1/DD.
Topicscoveredinthisreport includetypeof insurance,
itemscovered by insuranceplans, overdl satisfaction
with care, and theimpact of insurance coverageon
four hedth-related outcomes. Thirty-two percent of
womenwith no functiond limitationswere HM O only
userscompared to 18% of womenwith ID, 18.2% of
womenwith DD, and 10.8% of womenwith I/
DD. Fifty-three percent of womenwith no
functiond limitations, 25.8% of womenwith
ID, 24.9% of women with DD, and 21.3% of
womenwith I/DD reported using feefor
serviceor mixed plan. Only 15.2% of women
withnofunctiona limitationsused other public
health care services compared to 56.2% of
womenwith 1D, 56.9% of womenwith DD,
and 67.9% of womenwith1/DD.

Implicationsfor Resear ch and Practice

In comparisonwithwomeningenerd,
womenwith ID/DD haveconsiderable
vulnerability —acombination of very poor
financia and educational resources, physica
limitations, and psychological distress,
particularly depression and anxiety, but also
marked confusion or forgetfulness, difficulty
concentrating, difficulty copingwithlife sstresses, and
socid difficulties. Thesefindingspresent apicture of
women with few coping skills, whose sense of well-
being and ability to plan andimplement strategiesto
deal with challengesisoften poor, and who may not
have adequatefinancial, emotiona and practical
support (the magjority had no case coordinator; many
werenot living with their families; and few worked).
High levelsof depression and stresshave been shown
inmany studiesto bearisk factor for diseaseand
disability. Themarkedly elevated ratesof severd risk

factorsfor diseaseand disability strongly suggest that
more attention needsto be paid to the social context,
andin particular to psychological health. However,

therewerea so differencesamong thethree disability

groups.

Having adevel opmenta disability had lessimpact
on educational attainment than 1D or both, and women
with DD weremost likely to be self-respondents, to
liveapart fromtheir family, and to havemarried. They
werealso most likely to be bel ow the poverty index, to
have negative perceptionsof their health, to belimited
inmajor activities, and to experienceADL difficulties,
aongwith substantia IADL
difficulties. Womenwith 1D
adonewereamost aslikely to
havemarried aswomenwith
DD, athoughthey did not share
their relaively high educationa
levels, they weremuch more
likely to beindependentin
|ADLsthanwomenwith either
ID or DD, and they werethe
least likely toindicatelimitations
inmaor activities.

Womenwith both
disabilities(ID/DD) appearedin
most respectsto be more
severdly affected, having some
of theimpairmentsof both
intellectua and physicd
disabilities. They weremost likely to have aproxy
respond for them, they declined precipitoudy fromthe
community intheage 30 and over group, and they
werealsoleast likely to berepresented inthe 60 and
70 agegroup. A large percentage had no education,
they tended to livewith their families, and most had
never married. Very few wereindependentinIADLS,
smilar toindividuaswith DD, but thetasksthey had
themost difficulty with tended to betasksinwhich
both cognitive skillsand physica skillswere needed,
such as shopping, whereaswomenwith DD more




typicaly had difficulty with|ADLswithmore
demanding physica requirements, such aslifting. A
large percentageindicated that their disability had
impacted mgor lifeactivities. However, they were
smilar tothelessseverely affected womenwithMR on
ADL’s, they had themost positive assessment of their
hedlth status, and they weretheleast likely to beliving
bel ow the poverty level of thethreedisability groups.

The study demonstratesahighlevel of certain
typesof limitations, some of which are affected by both
cognitiveand physical factors, including many of the
|ADL s, and suggeststhat the needs of these groups of
women aremultipleinnature, involving economic
resources, work-related disability, education, and
socid andfamily supports, in additionto rehabilitative
supportsmoredirectly linked to specific disabilities.
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