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Women'shedthinitiativesof the 1990’ saddress
thehistoric neglect of women’ scomplex hedlthissuesin
our nation’ sresearch agenda. A number of recent
conferences, articlesand research effortshave
underscored the particular neglect of womenwith
disabilities (Krotoski, Nosek & Turk, 1996). In
contrast towomeninthegenera population, health
research onwomenwith disabilitiesisstill sparse, most
of it focusing on working-agewomenwith physica
disabilities. Additiondly, existing studiesof womenwith
ID focusonwomen
livinginresdentia
fecilitiesrather thanin
natural settings.

Limited dataon
personswith physica and
specificdeve opmenta
disabilitiessuggeststhet
discbility gdatusand
related trestmentscan
sgnificantly effect the
processof agingfor
women. For example,

had not discussed aging i ssueswith them, such asphysica
fithessor trestment for osteoporosis. Although most
received routine heal th screening tests, such aspap smears
and mammograms, asubstantia minority had suchtests
infrequently because of accessproblems(Gill, 1996).

Thisstudy respondsto twotrends: 1) womenwith
intellectud disabilitiesarelivinglonger and 2) they are
increasingly integrated into the community rather than
being placed iningtitutions. Thesetrendsindicate that
thisgroup of womenisbecoming moresocidly active
and independent. Consequently, they and their families,
caregivers, and health professional sneed better
information about health and aging to support healthier
futuresfor womenwith ID asthey age. Littleresearch
documents how thesewomen understand their health
needsor the
implication of theaging
process, yet such
informationiscritical
for developing hedlth
education programs
andclinical services.
Thisinformationis
critical for counsding
familiesonhow to
support the health and
well-being of the
womenwith /DD and
for training hedlth

preliminary reports
uggest that osteoporosis
may occur earlierinwomenwith disabilitiesthaninthe
nondisabled population (Turk et d., 1995). Thismay be
associaed withlongtimeuseof anticonvulsves, whichisa
knownrisk factor for osteoporosi sin men and women.
Womenwith cerebra palsy may beat increased risk of
complicationsfrom cervica spind senosisand inadequete
pain management, whichmay affect their functiona
mobility (Turk etd., 1995). A study by Gill (1996) found
thet themgjority of women sheinterviewed with physica
disabilitieswhoweremiddlieageor older expressed
concern about wei ght gain and reported that their doctors

sarviceprofessonas.
Study Purposeand Obj ectives

The purpose of thisproject wasto conduct astudy
inwhich the health status, needs, and experiences of
older womenwith ID areexamined quditatively. The
findingswould alow womenwith I D to convey
information about their health needsand concerns.

The specific objectivesof thisresearch project
wereto: 1) usefocusgroup methodology to explore
and document the views and experiences of women
with 1D, age 30 and above, regarding health concerns,




hedlth status, accessto hedlth information, aging,
health services, hedlth practices, women' shedth
issues, psychologica well-being, and the
experienceof disability; 2) anadyzeand interpret
thesedatainthe context of quantitativeresearch
findingsabout this population; 3) incorporatethe
resulting information inthedesign and eval uation of

Health Care Needs

Women with I/DD want explanations about
health care procedures and need information
that empowersthem to expresstheir
personal rightsand managetheir own health.

professional training to address documented
deficienciesin health provider knowledgeregarding
womenwithintellectual disabilities, and; 4) plan
andimplement acomprehensvedissemination effort to
convey critica information about health and aging to
womenwith ID, their families, advocates, service
providersand policymakers.

SamplePopulation and M ethodol ogy

Six focusgroupswere conducted with women
with D regarding their perceptionsof health and aging.
Theresultsof these groupswere analyzed to determine
how womenwith ID frametheir own health and aging
issues. Thisprojectisanexploratory qualitative
research project, utilizing asemi-structured focusgroup
format designed to collect, summarize, analyze, and
interpret information as provided by the participants
verba responsesto open-ended questions. The study
conceptualized disability asacomplex socia category
determined by the interaction of socid, cultura,
political, and physiological phenomena. Consistent with
agrounded theory approach to quaitativeresearch, the
investigators alowed the perspectivesof the
participants, rather than apre-selected theory, to shape
theresearch discussionsand guidetheinterpretations.

Recruitment and enrollment ended with atotal of
34womenwith ID having participated in the study.
Subjectswererecruited through agenciesproviding
servicesfor personswith developmental disabilitiesina
metropolitan area. Eligiblestudy participantswere
women age 30 or older, currently receiving services
through adevel opmentd disability serviceagency.
Participantshad diversedisability typesand cultura
backgrounds and were ableto respond to s mply
stated open-ended questions. Each focusgroup was
composed of 4to 8 participants, and project research
saff (facilitators). TheRRTCADD consumer and

professiona advisorsparticipated in developing the
focusgroup questionsand interpreting theresults.

Data Collection and M easur es

Prior to joining thefocus group, each participant
(and guardian, if applicable) wasasked to read (or
haveread to her/him), and sSign aconsent form
describing the nature of the research and study
procedure. All participantsand legal guardianswho
were contacted gave assent and consent to participate.

Participantswere asked questionsby facilitators
about their health, aging, disability, lifeexperiences, and
viewsof health servicesand hedlth professonals. They
were a so asked questions about work and home, the
peopleintheir lives, the choicesthey make and overal
well-being. Each focusgroup lasted gpproximately 90
- 120 minutes. Discussionswere audiotaped by project
staff. Thewomen had opportunitiesto expresstheir
ideas, opinions, and feelingsrel ated to each topic.

DataAnalysis

Audiotaped responseswere converted to printed
transcriptsand analyzed according to the constant
comparativemethod. Thisanadysismethodis
characterized by aprocessof categorizing responses
into meaningful segments, assigning descriptive code
wordsto the segments, comparing coded segments
within and acrosstranscriptsto devel op aset of mgjor
themes, and noting rel ationshi ps between themesthat
have potential theoretical importance. Focusgroup
participantswere al so asked to keep the discussion
privateand wereinformed that they werefreeto
withdraw from the study at any time.
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Findings

Themajor themesthat emerged fromthe dataanalysis
included thefollowing:

issuesof agingingenera

knowledge of women’ shedth

health promotion

concernsabout health care servicesand hedlth
professonds

perception of disability

vulnerability and abuse

protection and empowerment issues

Theresults suggested that women held mostly
negative perceptionsof aging, had misconceptionsand
limited knowledgeregarding age-
related physical and psychosocia
changes (bothin genera andfor
women). They also expressed a
desirefor moreinformation about
their bodiesand wanted
explanationsof health service
procedures. Also, participants
tended not to identify ashavinga
disability, and lackedinformation
on hedlth promoting behaviors.
Women discussed engaging in high-risk behaviors
without aclear understanding of potential
consequences. Lastly, participantslacked information
and autonomy regarding personal rightsand
empowerment in managing their own hedlth.

Implicationsfor Resear ch and Practice

Theresultsof our work can beused to plan
consumer/professiona collaborativewomen’ shedth
programs. Our findings can also beused to guide
hedlth servicefor womenwith ID (e.g., usng more
peer support in health services, making health
information moreaccessible, andtraining family
membersto support health promotion).

Presentationsto consumers, family members, and
professionalsaim to improve health education and

health care servicesfor womenwith ID. Theresponses
from consumers, family members, and professionas
have been enthusiagtic. Information regarding these
presentationsisa so availablethroughthe RRTCADD
Aging & DD/MRWbmen's Health Forum
(Womhlithaging-dd@listserv.uic.edu), which
disseminatesinformation and expandsthe network of
consumers, researchersand professiona sinterested in
the health of womenwith devel opmental disabilities
Thislist currently has between 100 and 150 subscribed
memberswho are peoplewith disabilities, researchers,
students, advocates, families, agency staff, and other
interested membersof thegenera public.

Women'’s Per ceptions and Knowledge

Women with 1/DD had negative perceptions of aging,
along with limited knowledge about age-related physical
and psychosocia changes, health promoting behaviors,
and high-risk behaviors.
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