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Data Trends and Policy Program: The
Demographic Status of Americans with
Intellectual and Developmental Disabilities
and Related Disabilities

GLENN FuJiura AND KiYosHI YAMAKI

Ananadysisof thedemography of family carefor
adultswithintellectud and developmentd disabilities
(1/DD) (Fujiura, 1998) summarized thejuxtaposition of
threemajor national trends: 1) thedramaticincreasein
public sector spending for long-term carefor persons
with1/DD, 2) low to moderategrowthinresidentia
system capacity, and 3) alarge, home-based
population. Theanays ssuggested critica questions
about the character of demographicsamong Americans
with1/DD. These arenot new observations; the
burgeoning attention to residentia trangtionsfromthe
homesof aging caretakersreflectsabroad recognition
of theaging of the American populationandthe
concomitant aging of family caretakers (Freedman et
al., 1997; Heller & Factor, 1991). Thestudy of
nationa dataidentified over one-quarter of thoseliving
infamily settings(excluding livingwithaspouseandin
one' sown residence) werein households headed by a
family member 60 yearsof ageor older. Another 35%
areadultsin the households of middle-aged caretakers
for whom transition issuesare near term
considerations. Thesize of the cohort suggest
sgnificant and asyet unredized demandson the states
service systems. | dentification of the scopeand
character of the potential demand fromimpending
trangitions-from-homeisaresearch task of
cons derableimportancein light of contemporary fisca
constraintson long-term care expansion and extant
waiting lists(Hayden, 1994).

Weareinaperiod of great uncertainty and
sgnificant experimentation. Onecentra implication of
these undercurrentsistheneed to monitor changesin
stateand federa policy and evauatetheir impact on
thelivesof older AmericanswithI/DD. Thisisthe




context of the proposed program and theimplicit issue
addressed inthe NIDRR priority on analyses of
nationa datasets— toinform policy by measuring,
tracking, and reporting on the extent towhich society is
progressing in addressing the health care, education,
and employment needs of personswith 1/DD. During
theyearsof great reforminour nation’ s1/DDpalicy,
researchersand policy makers decried the absence of
quality dataonthe size or characteristicsof the
population (Bruininks, 1979; Conley, 1973; Rowitz,
1984). Decades after the early policy-making efforts of
the President’ s Panel on Mental Retardation (1962),
accessto “hard” data— that is, information on
demography and service outcomes— continuesto be
anissue. Themost basic of questionsonthesizeand
characteristicsof the population arethe most frequently
asked of researchersby legidators, policy-makers, and
consumer advocates. Infact, impetusfor thelandmark
1994 National Hedlth Interview Survey (NHIS)
Disability Supplement wasinlarge part dueto the
interest of federal agenciesin gaining accessto greater
policy relevant informationon1/DD.

Study Purposeand Obj ectives

Demography of Americanswith 1/DD and their
families

1. Whatisthemagnitude of family-based careand

support of older Americanswith 1/DD (1994
NHIS-DS, 1993 SIPP)?

2. What are coredemographics (age, SES, ethnicity
and race) of caretakersof older Americans (1993
SIPP)?

3. Haveage cohort distributions changed (1983-
1995 NHIS)?

Economic status of Americanswith I/DD

4. Havetherebeen changesinthereativeincome
levelsand accessto means-tested benefitsduring
the 1984-93 period (1983 and 1993 SIPP)?

Ethnic and racial variationsin 1/DD status

5. How do demographic and economic status
variablesinteract withracial and ethnic
condtituencies?

Employment and educational status of Americans
with 1/DD

6. Whatistheemployment statusand earned income
of Americanswith /DD (1993 SIPP)?

7. What istheprofile of welfare accessand other
means-tested benefits (1993 SIPP)?

8. What istheprofileof accessand use of educational
and vocational rehabilitation services(NHIS-DS
phasell)?

Access to health care for Americans with
I ntellectual Disabilities (1D)

9. Whatisthehedth profileof AmericanswithID,in
particular, the prevalence of secondary conditions
(1994 NHIS-DS)?

10. Havethere been changesin the pattern of chronic
conditions between 1983 and 1995 (1983 through
1995 NHIScorefiles)?

11. Towhat extent andinwhat form doAmericans
with 1D accessambulatory care, emergency care,
and hospital caresystemsinAmerica(NAMCS,
NHDS, NHAMCS, and MEPS)?

SamplePopulation and M ethodol ogy

Thecentral goal of the Data Trendsand Policy
Programisan extensiveand systematic program of
secondary analysisfocused on the 1994-1995
Nationa Hedlth Interview Survey - Disability
Supplement (NHIS-DS), 13-years of the NHIS core
and family surveys, and the 1983-93 Surveys of
Incomeand Program Participation (SIPP). Thisisa
significant program of research. Thecombined 1994
and 1995 NHIS-DSisthe most comprehensive survey
of non-ingtitutionalized personswith | D and other
disabilitiesever conducted inthe US, andisthefirst
nationd survey toinclude peoplewith disabilitiesof all
ages. TheNHIS-DSPhasell dataincludesinformation
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about approximately 40,000 peoplewith disabilities. astheNational Medical Expenditure Survey) isa

The SIPPisthe second major nationaly representative representative survey of health careuse,
probability-based survey explicitly incorporating expenditures, sourcesof payment and insurancefor
Americanswith 1D and other disabilities. Theemphasis the U.S. population.

of the SIPPison the demographicsand economic DataAnalvs

statusof householdsand individuals. Although surveys ataAnalysis

have been conducted by the Bureau of the Census Thecapacity to evaluate each of the questions
annually since 1983, the SIPP hasbeenlittleusedin ID depended on the stability of sample estimates;
research (inlarge part dueto the complexity of thefile standard errors of estimate can be excessively largeif
system). The SIPPisnotablefor itsextensive the defined subgroupsaretoo smal - a common
employment and income datathat until recently hasnot problemin secondary andysesof ID (Fujiura&
been evaluated inthefield of ID (Yamaki, 1998). Y amaki, 1997). Exploratory analysesof these data

setsindicatevery limited sample sizesfor low-

Four other health care datasystemsare of potentia orevelencegroupssuchasID. The aggregation of

vaueinexplicating accessto hedlth care: the National

Ambulatory Medical Care Survey (NAMCS, Centers filesacrossyearswasemployedtoincrease sample
for Disease Control), the National Hospital Ambulatory Szeandthusest matgstabl lity. Vgn mgeestl mat! on
Medical Care Survey (NHAMCS, Centersfor was based on speciaized error estimation algorithms

Di Control), the National Hospital Discharge designed for national datasetsusing complex sample

Survey (NHDS, Centersfor Disease Control), and the designs(eg., SUDAAN).
Medica Expenditure Pand Survey (MEPS, Agency for Findings

Health Care Policy). While none of these data sets
weredesigned for disability-specific analyses, they are
rich in dataon access ng various components of the

The seriesof studiesconducted under the Data
Trendsand Policy Program resulted inthefollowing

American hedlth care system. Diagnogticinformationis key findings.

availableinvarying quality acrossthesedatasets. We Employment and economic status of
anticipate heavy reliance on |CD-9 codesfor subject Americans with |/DD and related developmental
Seection. disabilities. TheY amaki & Fujiura(2002) study

found approximately 40% of theidentified MRDD

- e lation was 45 yearsor older (19.6% aged 45-
basic event dataon the provision and use of popu
ambulatory medicd care, including officevigtsto 54; 18.8% aged 55-65). Unemployment rates, low

- - earnings, and dependence onincome benefit
%eggl I;;Lr:f/?:c/ee)iggga?rl ; r} 69d? i]tg]\ﬂ gxizrbseggth - programstended .to bg more pronounced among the
dataon aone-week period. In paralld fashion, the .OI dest cqhort. Mgor findingsind uded; (1) thegeneral
Nationa Hospital Ambulatory Medica Care Survey impover! shment (.)f t.he M RDD popyl aion gef‘e“"" 1y
produces statisticson U.S. hospital emergency and (2) mgjor varial onsineconom cwell be| g
departmentsand outpatient clinics; thesurvey hasbeen between sub-groupswithin the DD population—in

TheNational Ambulatory Care dataset provides

conducted since 1992, The National Hospita particular, between thosewith and without ID.
Discharge Survey, conducted annually since 1965, Construct validity of mental retardation and
roundsout the portrait of highrisk eventsthroughthe developmental disabilities. Demographic features
characterization of inpatient utilization. Findly, the of the population of Americanswith mildintellectua

Medica Care Expenditure Survey (formerly referredto
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disabilitieswereestimated in an analysisof the National
Health Interview Survey. The cohort was compared to
thegenera U.S. population, personswith specific
learning disabilities, and personswith adiagnosisof
mental retardation. Group profileson basicindicesof
adaptivefunctioning, and social and economic status
suggest alarge cohort of Americansat the margins of
current conceptuali zationsof mentd retardation (MR)
who share many support needsand socia and
economic vulnerabilitieswiththoselabeled“MR.”
Implicationsare discussed intermsof the*“forgotten
generation” report of the President’ s Committee on
Menta Retardation and evolving conceptionsof MR.
Argumentsare presented that policiesrelevant to
personswith MR would berelevant to those under a
broadened conception of intellectua disability.

Demography of Americanswith 1D and their
families. Theaging of parents, siblings, and other
relaivesproviding support withinthefamily household
has potentidly profoundimplicationsfor thefuture
character of disability services, supports, and paolicy.
Towhat extent areadultswithintellectual and related
devel opmentd disabilitiessupported, either partialy or
fully, infamily householdsby elderly family members?
The demographic features of family-based carewere
summarized in asecondary analysisof the 1999 and
2000 Nationa Hedlth
Interview Surveys. Results
were cong stent withgrowing
concernsregarding theaging
of family households. Over

800

40% of familiessupportinga Persons ey |
child or other relativeinthe withDD |
homewere headed by in

persons aged 60 yearsor Thousands 20"

older. Study resultswere
discussed intermsof the
importanceof thefamily as
thetarget of policy concerns.

0+

(Fujiura, 1998)

Health profiles of Americans with intellectual
disabilities. Using the Body MassIndex (BMI) asa
measure, the percentage of adultswith 1D inthe obese
category appearshigher than that for the general

popul ation and appearsto beincreasing over the 16-
year period (Yamaki, inpress). Therewasno similar
detectabletrend for adultswith ID who wereinthe
overweight category. Compared to their counterparts
inthegeneral population, asmaller proportion of
women and young adultswith |D maintained their
welghtsinthehedthy weight range.

Yamaki (in press) noted thefollowing trends
related to obesity among adultswith I D:

Theoverdl percentage of hedlthy weight adults
with I D decreased from 48% between thetime
period of 1985-1988 to 34% between thetime
period of 1997-2000.

The prevaence of obesity among womenwith
increased from 22% between 1985-1988time
period to 44% during the 1997-2000 time period.
During the sametime period, womeninthegeneral
population increased from 12%to 21%.

The prevaence of obesity among adultswith ID
ages 18to 39 increased from 19% between 1985-
1988 time period to 34% during the 1997-2000
time period. During the sametimeperiod, adults
ages 18to 39inthegeneral populationincreased
from 9% to 17%.

Emerging Challenges:
Age of Family Caregiver

<4lyrs

Ageof Household Head
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Demogr aphicWildcards

Approximately 25% of the
home-based population
live in homes headed by
elderly parents or other
relatives.

The average age of the
family member with1/DD
inthesehouseholdsis 39.

41-59yrs 60+ yrs
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Implicationsfor Resear ch and Practice

Oneof thecore RRTC purposesidentifiedinthe
originad NIDRR announcement wasto “ analyzeand
disseminateinformation from national datasetsand
public health surveillance dataon adultswith 1D to
identify hedlth care utilization, educeation, and
employment patterns.” TheDataTrendsand Policy
Program, established withintheRRTC, isaseriesof
discrete studies designed to measure, track, and report
on major nationa population trendsamong persons
withID and their families. Theintent of eachanadysisis
to evaluatelarger demographictrendsand their
implicationsespecialy for agingwith 1D. Todatewe
have completed two reportsintended for scientific
peer-review publication—one has been published and
oneiscurrently under review. It isour expectation that
al fivestudieswill be published.

But thedisability worldischanging and now more
than ever itiscritical that theissuesof disablementin
Americaextend beyond thetraditiond disability and
rehabilitation audiences. Thenew paradigm of disability
requiresamoreuniversal approach. Such approaches
will not developinisolation of general domestic policy.
Tothisend, outcomesand potential impact of the
project work areindicated by recent massmedia
interviewsgiven by Dr. Fujiura. Theseincludethe
following newspaper articles, radiointerview, and
popular pressmagazinearticle:

National Public Radio. (July 9, 2002). Housing
First: Peoplewith Disabilities. URL : www.npr.org/
news/specia shous ngfirst/whoneeds/physdissbled.html.
Housing First exploresthe difficulty faced by
Americanswith specia needsto find good housing,
whichwould enhancetheir effortstojoin, and flourish
in, themainstream of society.

Washington Post. (July 5, 2002). U.S. Counts
Onein 12 Children AsDisabled by D’ Vera Cohn,
Washington Post Staff Writer. p. BO1. URL.:
www.bridges4kids.org/articles/7-02/WashPost 7-5-

02.ntml. Thisarticledescribesthe 2000 U.S. Census
datafor disabled children.

Severa other articlesappeared inthefollowing
newspapers and apopular pressmagazine: Chicago
Tribune (July, 2001) - article on the demography of
medically fragile children; USA Today (March, 2001),
an articleon the health and economic status of persons
with ID; and Rosie (May, 2001) an articleonthe
demography of ID.
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