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e Under "Substantial Rates", a number of states are listed as
considering 100% DD to be substantially handicapped. Two
types of states are actually in this group: those who do
consider all DD persons to be. substantially handicapped; and
those who consider some lesser portion of the population to
be substantially handicapped but dealt with only the sub-
stantially handicapped in the state plan. The latter are
distinguished by the legend, ""SUBSTANTIAL ONLY" in the
Rationale colums for Overall Rates.




RATES OF PREVALENCE OF THE DEVELOPMENTAL DISABILITIES
AND THE SUBSTANTIALLY HANDICAPPED

Rates of prevalence and their rationales or sources are given in Table
1 as used in fifty-three (53) FY 1978 DD state plans. The rates are given
by state and disability (mental retardation, cerebral palsy, epilepsy and
autism). The states are organized by THEW Region; within each Region,
overall rates by disability are listed for all states, followed by the
substantial handicap rates by disability for all states.

In estimating the total or overall DD population, states tended to use
the "'standard" or "nationally accepted'" rates promulgated by the national
consumer organizations and related sources: Twenty-six (26) states used
.03 for mental retardation; nineteen (19) states gave .0035 or .0055 for
cerebral palsy; eighteen (18) states used .02 for epilepsy, and twenty (20)
states used an autistic rate of .0004.

With the exception of autism, which most states agreed is a substantial
disability, few states were in agreement on the rates to be used for sub-
stantial handicaps. This wide variation in substantial rates used by
states occurs mainly because the substantial rates within a given state are
usually dependent on two factors: (1) the policy of definition used by
the state DD council to determine who in the DD population is substantially
handicapped; (2) the overall prevalence rate by disability used by the state
DD council, since the substantially disabled are usually described as some
proportion of the total DD population. Substantial rates used in the plans
did, however, tend to fall into narrow ranges: .01 to .019 for mental
.retardation was used by fifteen (15) states; seventeen {(17) states used
.002 to .0034 for cerebral palsy; nineteen (19) states gave rates between
.001 and .0049 for epilepsy; and as was noted above, twenty-one (21) states,
most of which stated that all autistic are substantially handicapped, cited
the "'standard" rate of .0004 for autism.

ABEREVIATICNS USED IN THIS PAPER

MR = Mental Retardation

CP = Cerebral Palsy

E = Epilepsy

A = Autism

LD = Learning Disabilities (dyslexia)




TABIE 1 Page 1 of 15§
REGICN !
OVERALL PATES ,
STATE MR MR RATIONALE cr CP RATIONALE B E RATIONALE A A RATIONALE
CONN. -,018 | Comnecticut Dept.lof Mentall .0005 | Consultations with UWPA of }.020 EFA estimate, used by the |.0001 {Suggested by authorities in
Retardation; POMR™ cited a Connecticut, and a review majority of other state the fleld of autism; based on
1% to 3% range, of numerous state plans. plans, review of s 1976 survey of a
portion of Comn.;rate includes
only Kanner's syndrome.
MAINE .03 ’ "national incidence'' rate .002 "national incidence" .009 "national incidence' rate; |.0004 | NSAC '
adjusted to exclude multi-
ple hagdicaps. based on
Conley<, (10% of epilep-
tics)
MASS. .03 | Blaet® .005 | UCPA, 1975 .02 EFA, 1975 L0004 | NSAC
N.H. .0058] State survey of the DD .00034{ State survey of the DD .006087 State survey of the DD .000059 State survey of the DD pop-
population population, population. ulation.
RirE IS, | .03 | AavD .002 | Less than 21 yaars} vcPA? | .02 |EFA .0004 | No Info.

.001 21+ years roxinately 1/3 have some
other handicap affecting the
brain or central nervous
system,

VERMONT .0251] Mild .0005 § Mild EFA, as used in 1975 Hawaj |.0004 | EMC Institute
L0011 Moderate NARC .0010 | Moderate UCPA State Plan
.0014] Severe/profound)}- .0005 | Severe/profound 0-6 years: .0025 mild ..
L0017 mod.
.0008 s/p
7-21 years: .0073 mild
. 005 mod.
.0022 s/p
22+ years: .0093 mild
0064 mod.
.0017 s/p
SUBSTANTIAL HANDICAPS
CONN. 8% MR} Severely & profoundly dis- | 20% CP| Consultatians with UCP of | 208 E |Uncontrollabl i ;
abled; based on stete MR Connecticut and review of rate mog,uzidsﬁ;zms’ 008 & g:::eu;;:uby 12-13 other
records. numercus other state plans majority of state plans.
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REGION I
SUBSTANTIAL HANDICAPS (CONT'D)
MASS. .0l Blatt® continuous need of .0017 JUCPA: 1/3 are substantially|.004 EFAS, Karan®: uncontrolled] 100% A
spec. services, disabled. seizures
N.H, 100% 100%CP 100%E 100% A
MR
RHODE IS. | 11% Mental Retardation due .002 .00z Henderson7 100% A
MR to biomedical, rather
than socio-envirenmental
causes.
VERMONT 100% 100%CP 100%E 100%A
MR
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REGION 11
OVERALL RATES
N.J. .0125] All persons in 0-49 1IQ .001 UCPA of New York; those .0031 ] Persons with uncontrolled ] ,004 NSAG
range, plus % of those CP persons who can be or partially contyolled
in 49-69 IQ range. This expected to require seizures.
rate is a combination special services over an
of age-spgcific rates extended pericd of time.
from Imre® and other
sources:
0-4 yrs = .0119
5-9 = 0102
13-14 = .0101
15-19 = ,0207
20-3¢4 = ,0126
35-5¢ = .0116
60+ = 0116
N.Y. L001 | 1) experts believe rate L0035 | UCPA .005 Preliminary estimate of .00033 ] Average of reported rates.

is closer to 1%

2} results of “"California
Studies"

3} AAMD has dropped the
'borderline’ category;
most persons in this
group can adapt to
social living; this
group constituted
most of the 3% pre-
valence

4) mmber of school age MR's
identified in NY public

schools (95% of school
age MR children).

the National Commission
for Control of Epilepsy
and its Consequences.
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REGICN II
OVERALL RATES

STATE MR MR RATIONALE CP CP RATICNALE E E RATICNALE A A RATIONALE
P.R. .0193 | Average of age-specific L0055 | Commonwealch of Puerto Rico, Average of age-specific | .0004| Neac'!

rates from Muestra Basica del Governor's statewide rates from Muestra Basica

Degartamento de Salud Fecha, Comission for Rehabilitation del Departamento de

7 65;r5 = 0313 Services: Final Report, Salud Techa, 7/75:

i _ Survey of the FEntEIiy -

7- 13 = 0840 + 0-6 yrs = .0104

1424 = .0564 Retarded Population, 12/69, 7-14 = L0164

25-44 = ,0099 15-24 = ,0098

45-64 = ,0042 25-44 = Q070

65+ = ,0058 45-64 = ,0042

65+ = ,0014

V.1, .025 | Based on record review, . 005 See MR 005 See MR .0002) See MR

services rendered, reports,
and judgement of &

council comittee which

met in a training session
provided by EMCI consultants

and the regional office.
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SUBSTANTIAL HANDICAPS
STATE MR MR RATIONALE P CP RATIONALE E E RATIONALE A A RATIONALE
N.J. 100% 100%CP 100%E 100%A
N.Y. 25%vR |Moderate § severe MR (20%) § 80%CP { Persons who cannot be self |25%E Persons with seizures 100%A
plus profeundly retarded sustaining which are difficult to
{54MR control.
ALL DISABILITIES: prevents individual from participating in or benefiting
from social, economic, educational, recreational or other opportunities
ayvailable in the community.
P.R. 5%MR | Severe (3.5%) and profound | 20%CP | Persons with motor invelve-|Z0%E Persons with seizures which Ji00%A | Too little substantiated
(1.5%)MR; NARC. ment and IQ of 45 or less; are not controlled (In information to determine
ucpall Puerto Rico, 95% of known if some can live 811 indepen-
epileptics have control ovey dent life; NSAC.Y
seizures}; FFA consensus of
professionals.
V. 1. . 0063 ] Approximately 25% of MR; ,0025 | Approximately 50% of CP; L0013} Approximately 25% E; See D002 | 100% A; see rational for
see rationale for overall see rationale for overall rationale for overall MR overall MR rate.
MR rate. MR rate rate
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REGION 111 2ge & of 15
OVERALL RATES
STATE MR MR RATIONALE CP CP RATIONALE E E RATIONALE A A RATIONALE
DEL. .03 NARC .001 Uce .02 Delaware Epilepsy L 00047 NSAC, Delaware Chapter
Assocfation
MD. .021 "general incidence" |[.G05 UCP of Central .01 EFA concensus {.0% L 0005 w1ng13
rate (as accepted by Maryland to 1.0 per 10040)
the Maryland DD
Council & presently
used by the state
MR Administration);
based on age-specif-
ic rates quoted by
MR Administration
Annual Report, based
on "recent epideimo-
logical studies,"”
PA, .028 NARC .007 UCP of Pennsyl- .01 EFA (range = 1% to . 0003 NSAC (midpoint of .01%
vania 2%) to .05% range).
W, va. .03 " ,004 14 .02 " . 0004 Based on Lindberg,'?
(.0081)} Lindberg 1.0009) Lindberg (70035)] Lindberg (. 008) actual prevelance may be
cleser to .008.
Ty .03 NARC, ! rounded off |.003 UCP of Washington, .02 |EFA .0003 NSAC
from the 2.82% cited D.C.
D.cC. LLpa AAMD .003 uce .01 EFA L0004 NSAC
SUBSTANTIAL HANDICAPS
DEL. 100% require services to obtain and sustain maximum functioning potential.
MD. 6%MR MR Administration of [20%4CP UCP of Central 40%E |1)Director of Pedia- 50%A Rutterls: L of autistics

Maryland (4% severe
plus 2% profound MR}

Maryland {(10% to
20% range)

tric Seizure clini
of Kennedy Insti-
tute: 30-40% need
substantial medical
assistance; 2-3%
need 1iving assis-
tance; 40% need
learning assistanc
Z)EFA consensus (Ma-
Jority professional

view):

have a very severe dis-
ability.
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SUBSTANTIAL HANDICAPS (CON'T)

STATE MR MR RA{IONALE cp CP RATIONALE E E RATIONALE A A RATIONALE
WD, T5-20% have uncontroll- '
able seizures; an
additional number have
seizures which will
interfere with education,
work, etc.
PA. .018 Arthur Bolton Assoc.IG .0018JEstimate: 25% of CP pop- LO02]EFA: uncontrolled sefz- {.0003
ulation. ures
VA. 015 Moderate, severe & .0015{Moderate or low adaptive .o08]epa: partially controll-{.0003 J(VDDPC)
profound MR{VDDPC}) behavior {VDDPC). ed or uncontrolled
p.C .01 1/3 MR; based on EMCI L0015%% CP; see MR .005)%E; see MR ., 0004 R100%A; See MR

analysis of FY 1977
plans




REGION IV Page 8 of 15
OVERALL RATES
STATE !MR MR RATIONALE cP CP RATIONALE E E RATIONALE A A RATIONALE
ALABAMAL. 03 | Hollingsworth'’, atso Hollingsworth'’; overall & age-specific rates: .00071
age-specific rates.
FLORIDA J.03 Base rate; national pre- |.004 |Base rate; national pre- .016Y Base rate; national 0003} Base rate & adjust-
valence studies valence {UCP} prevalence (EFA) ed to provide un-
. 009 0-4yrsyCalifornia Study [.0024 § UCP, adjusted to provide un- .0029 | 0-4yrsy adjusted to duplicated count.
. 026 5-19\_}Comm1ss1un on duplicated coumt. About 40% .0063 ) 5-19 ‘} eliminate NSAC midpoint of .01%
. 180 20+ Mental Retar- of CP persons have MR. . 0067 | 20+ duplicated to ,05% range.
dation {used in counts and
Hawaii State Plan) epileptics with
overall rate=,0193 onset after age
these are rates for un- 18 (about %E};
duplicated counts. about 10% of
epileptics have
GEORGIA [.0193/[ age,degree, and poverty § 005 .01 L0004
.0790 | non-poverty-specific
rates; this rate is the
average of all county
estimates {overlapping
counts) for 1978/71980.
Details in Weber,3/77, available at small charge from Georgia DDC.
KENTUCKY .03 [Baroff T8 L0035 JUCP of Kentucky .02 [EFA of Kentucky .0002 [Baroffl8
miss. |.03'? .0035|See MR .0062 see MR .0004 | NSAC
N.C. .03 Routh20 0035 |UCP, quoted by Routh2® .005 | EFA, quoted by Routh?® | o004 NSAC, guoted by
Routh<¥,
s.C. L 068 $.C. Department of
Health & Social Develop- -0002 | NSAC
ment2l
(Due to risk, poverty, L 0075 [National health organiza- .01 EFA
other factors in S.C., tion data.
may be up to 10% NARC,
other professionals and/
or studies.
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OVERALL RATES

STATE MR MR RATIONALE cp CP RATIONALE E E RATIONALE A A RATIONALE
TENN. .03 |Commonly accepted .006 | Commonly accepted .002 |Commonly accepted L0005 | Commonly accepted.
SUBSTANTTAL HANDICAPS
ALA. 100% DD: "such an interpretation is justified until there exists within
the State an array of services sufficient to assure that these disabled
individuals can fimction effectively within the mainstream of our society"
FLORIDA .0193}100% MR .0024 | 00% CP .0063| Partial control or no L0003 | 100% A.
control of seizures.
GECRGIA 100% DD: since DD is a lifelong condition, all DD persons require an
array of specialized services over an extended (not necessarily
continuous) period of time.
KENTUCKY .0215{A11 mederate, severe § .0035 | 100% CP; based on profess- .013 [65% E who are handicapped [.0002 [ 100%A; based on professional
profound MR; plus 67% of onal judgement. by a second disability, judgement.
mild MR (who are handi- geographic isolation, or
capped by a second dis- some other disadvantage.
ability, geographic Based on professional
isolation, poverty, or judgement.
some other disadvantage);
based on professional
judgement,
MISS. .0201)66% MR; based on litera- 70%CP { See MR ,0012} 20%E; see MR L0004 | 100%A; See MR.
ture review and on dis-
cussions with persons in
Miss. knowledgeable
about the mumber of
people in the state with
a substantial DD handicap.
N.C. 100% DD: planning should concern itself with services for all such persons.
s.C. .03 [National prevalence .0045 |Natignal prevalence ,0035|National prevalence |.0(}02 l NSAC
TENN. 100% DD: any degree of DD constitutes a "substantial handicap to such

persan's ability to function normally in society,"
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OVERALL RATES
STATE MR MR RATIONALE CP CP RATIONALE E E RATI(NALE A A RATICNALE
INDIANA |.01371 Wist:onsin22 (adjusted for L0035 | See MR .00329] See MR L0006 |See MR
multiple handicaps)
TLLINCIS 1.03 L0035 02 0004
MICHIGAN |.03 NARC; SUBSTANTIAL ONLY L0034 | UCPA; SUBSTANTIAL ONLY .01 Michigan Epilepsy Center L0005 INSAC; SUBSTANTIAL ONLY
SUBSTANTIAL ONLY
MINN, .01276) MR only 00093 | See MR; unduplicated rate; .00064] See MR; wnduplicated rate |.0006 |See MR; unduplicated
L00095 other related conditiensh - SUBSTANTTAL ONLY SUBSTANTIAL ONLY rate, SUBSTANTIAL ONLY
.00257) CP + MR
L00265] E + MR
. Wisconsin § Minn, are similar
: in magnitude § age distribution
of population,
SUBSTANTIAL ONLY
CQHIO .02 Commissioner of MR & DD, Dept. |.0016 | CP study’>; SUBSTANTIAL ONLY |.0057 |Kurland®® SUBSTANTIAL ONLY | .0g0s NSAC, 1976;
of Mental Health § Mental SUBSTANTIAL ONLY
Retardation, 1976
SUBSTANTIAL ONLY
WISCONSIN|total | 1) DD surveys in Burmett, Brown | .00074 ] 1) 3 county DD surveys (see MR){.00064]3 county DD surveys {see .00045] Div. of Commmnity
0145 Fond du Lac and Taylor 2) Rock Co. assessment of CP MR). E only; Services, Task Force on
Counties, Wisc. service needs SUBSTANTIAL ONLY Autism, A only;
.01 MR}« 2) Dept. of Public Instruction CP only; SUBSTANTIAL ONLY SUBSTANTIAL ONLY
data.
3) Conversations with commmity
board staff
Adjusted to reflect the higher
rates for minorities
.0008 | Other related conditions
002 P+ MR
L0021 E+ MR SUBSTANTIAL ONLY
CUBSTANTTAL HANDICAPS
ILLINOIS [.01 L0016 .005 .0004
MIHIGAN [50%MR | Literature review 50%CF | Literature review midpoint SUSE  |Michigan Epilepsy Center, | 100%A | Complex service needs &
(28-78% with multiple handi- for planning § public the state of the art of
caps} ed. purposes. intervention.
WISC] 100% “only substantial rates are used
MINN, CHIQ DD: in plan




REGION V_(Cont.)
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SUBSTANTTAL RATES

"estimates by each state agency of number of DD people needing plan year services in the following

INDIANA 37% DD:
services to provide an undiplicated count: Domiciliary Care, Special Living Arrangements, Preschool
Education/Training, Education, School Age Training, and Sheltered Employment."
REGI(N VI
OVERALL RATES
STATE MR MR RATIONALE P CP RATICNALE E E RATICGNALE A A RATICNALE
ARK .03 | Stedman? 004 | ucpa?® .02 {ERAZ7 .0004 | NsAC
IOUISIANA]. O3 General rate ,004 General rate .02 General rate .0005 | Consistant with that
used by other states
NEW MEX. |.03 NARC L 004 UCP of Albuguerque § DHI. .02 EFA .0004 | NSAC
TEXAS .03 Average, based on Stedman®>: ,0012 ] Unduplicated count (excludes ,0105 finduplicated count .0004 | (note: possible dupli-~
.07 of poverty population MR); based on gemeral 0035 (excludes MR); based on cated count, since up
are MR; .02 of non-poverty prevalence (the 1/3 who are general .02 prevalence, to 2/3 manifest
population are MR. not retarded), adjusted to reflect only intellectual deficits
SUBSTANTTAL ONLY SUBSTANTTAL ONLY those who need specialized severe enough to class
services (75% of the 704 whoi them as MR). General
are not retarded), prevelance,
SUBSTANTIAL ONLY SUBSTANTIAL ONLY.
SUBSTANTTAL HANDICAPS
ARK., 100%8MR [100%CP 100% 100%CP,
LOUTSIANAQ. (G023 | Unclear 0024 Cruickshankzs: 91% of all CP's|.004 §30% of all E's are severely|.0005 | LDDC
need extensive services= 0036 impaired by comvulsive dis-
substantially handicapped; orders =.006 substantially
.0036 minus the 1/3 (.0012) handicapped; .006 minus the
who are also retarded. 1/3 (.002) who are also re-
Unduplicated coumt, tarded. Unduplicated count.
NEW MEX. f11%MR | All moderate (0.6%), severe 60%CP | High end of 20% - 60% range 40%4E | Need substantial medical & | 100%A
(3.5%) and profound (1.5%) MR. quoted by other states; UCPA; learning assistance; EFA §
National percentages J.Pauid Kemnedy Institute {See Mary
land)
TEXAS 100%0D Only persons needing specialized

services were included in overall

rates.
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OVERALL RATES

STATE

MR RATIONALE

CP_RATIQNALE

E RATICNALE

A RATIONALE

TOWA

.03

Discussions with state §
national organizations

.0035

See MR

.02

See MR

.00005

See MR

KANSAS

.03

Nationally accepted rates

.0035

See MR

005

See MR

.0004

See MR

MISSOURT

.02

SUBSTANTIAL ONLY

Formula prepared for MODPC by

Arthur Bolton Associates, based

upon Bolton research in Mo, §

throughout the nation:

NO(X+Y) = (NX)X + (NY)Y,

X = percent of county pop. below
poverty level

Y = percent of county pop. above
poverty level

NX = prevalence rate for those
below poverty level

NY = prevalence rate for those
above poverty level

NO = prevalence rate for whole

county pop.

.01

See MR; alsoc UCP.
SUBSTANTIAL ONLY

.005

See MR; Also EFA;
SUBSTANTIAL ONLY

.00005

See MR, SUBSTANTIAL ONLY

NEBRASKA

Overall rates not given; state surveys used to count population: Nebraska Investment in Services for the Developmentally Disabled;
a Statewide Survey, Wergin, 4/73, using national prevalence rates and state demographic dafa; data collecfion from state
Information g Referral Projects, 4/75; and questionnaire distributed by Nebraska Council and Nebraska NSAC.

SUBSTANTIAL HANDICAPS

I0WA

All severely & profoundly retard-
ed based on professional obser-
vations by consumer group
Tepresentatives.

. 0016

Multiply handicapped; See MR

.005

Multiply handicapped;See MR

.00005

Multiply handicapped;
See MR (100% A)

KANSAS

100% of DD: All are liable to experience socizl, legal or economic constraints to some degree at some point in time, thus requiring
provision of specialized services,

MISSOURI

100% DD, by definition; enly substantial population is considered in the plan.

NEBRASKA

13,6% DD: all multiply handicapped identified in state surveys (see Nebraska Overall Rates); 2 disabilities occuring together would
seriocusly impair an individual's life functians; also, few resources exist to provide appropriate services to the multiply handicapped.
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OVERALL RATES
STATE MR MR RATTONALE cp CP RATIONALE E E RATICNALE A A RATICNALE
COLORATO .01 Tarjanso; assumption of 3% is .0006 | Kurtzke § l(l.xrlam:l?’1 .02 EFA of Colorado .00045 Wing,et.alsz; median of
not supported by clinical 3 rates which resulted
experience, Average of age and from the most compre-
level-specific rates, hensive identification
techniques in the study.
MONTANA .03 National rate . 005 National rate .02 National rate .0005 | National rate
N.D. 03 Naticnal rate .005 | National rate .02 |PNaticnal rate .0005 | National rate
S.D, .03 NARC .0056 | UCPA .004 {EFA . 0004 | NSAC
UTAH .03 "National incidence" rate .005 "National incidence" rate .02 'National incidence'" rate (.0005 | "National incidence"
rate.
WYQMING .03 National rate - POMR 005 National rate - UCPA .02 National rate - EFA .00005 National rate - NSAC
SUBSTANTIAL HANDICAPS
COLORADO [.00724 | All persons diagnosed as MR 00683 .01 Al]l persons with ne or 00045 100%A
based on an assessment of both partial seizure control.
their intellectual ability and
their level of adaptive be-
havior. Adjusted to exclude
multiple handicaps of CP or E,
MONTANA 22.5% DD: rationale unclear
R ,0081 | Lindbergl® .0009 | Lindberg? .0035 | Lindberg'* ,00033 Bdward Rizzo, 1971
NSAC annual meeting:
1/3 will always require
special living assistane
S.D, .0077 | Based on a state survey of ser- |.0056 | See MR .004 | See MR .0004 | See MR
vice needs for the handicapped
in Brookings § Codington Co's,
and Sioux Falls, 1972, using
a Calif. Identification of
Keed for Service study.
WYCMING 1.7% of the general population over 5 years old; 100% DD under 5 years old. Adapted from Lindberg.14

/ MR




plans.

REGION IX JBage 14 of 18
COVERALL RATES
STATE MR MR RATIONALE cP CP RATIONALE E E RATIONALE A A RATIONALE
ARTZONA | 042 0-5 yrsi Floyd O'Brian: a .goz 0-5 yrs 006 |[0-5 yrs .002 [ 0-5 yrs
036 | 6-18 conprehensive review .00z | 6-18 See MR .005 | 6-18 See MR L002 |6-18 See MR
-032 19+ and analysis of nation-],002 | 19+ L004 |19+ L002 19+
al and state publications and
studies, for ADDPAC
CALIF, .03 Developed through research, L0055 | See MR .02 See MR L0002 | See MR
field experience and analysis
of relevent information by
EMC Institute and DD/TAS:
selected as most appropriate in
the judgement of the planning
staff,
GUAM .02 .003 combined; no source or rationale given.
HAWALT L009 0-4 yrs . 002 0-4 yrs .003 | 0-4 yrs ,0004 | A1l ages
.026 5-19 derived from Tarjan, 002 5.19 .0042 | 5-19
.004 {20+ et. alld .001 | 20+ .0038 | 20+
NEVADA .028 mean rate of all FY 1977 state |.0035| See MR L0124 | See MR .00037 See MR
plans
SUBSTANTIAL HANDICAP
ARTZONA .0428 of total population; based on O'Brian (See MR overall rates).
CALIF. .018 See overall MR rate. .0013 | See overall MR rate .004 |See overall MR rate .0001 | See overall MR rate
GUAM .003 of total population.
HAWAIT Not calculated; used service target populations calculated from total DD population
NEVADA .0131 ] Mean rate of all FY 1977 state ].0016| See MR .0058 |See MR L0017 | See MR




REGIN X _Page 15 of 15

OVERALL RATES
STATE MR MR _RATICNALE cp CP_RATTONALE E E RATICNALE A | A33 RATIONALE
-ALASKA .009 0-2 yrs FY 1976 Hawaii State L 002 0-20 yrs] UCPA .0034 J0-2 yrs ; .00045 JLotter
Plan Lol {21+ .0068 [3-5 = (LPA rates, showing !

026 |3-5 yrs .0142 |6-20 variable of age of

026 |6-20 }Calif. Study Commission 026 |21+ onset.

.018 21+ on MR

Validated by literature review

IDAHO | .0229 |Shrang’®, pius assumptien that |.002 J0-19 yrs 0032 10-4 yrs)ppy ooy |.000a fnsac

aduit and preschool rates are .001 20+ UCPA L0142 |5-19 iable age of on-
the same as school age rate, L0014 }[all ages .0251 |20+ v-a? &
0157 ] 211 ages®

OREGON (. 0168} (calculated from state plan) (. 0009 total; calculated from state plan)

WASH. .03 Generally used rate .002 UCPA .01 JWDDPC (note that .02, .0004 JAverage rate from 13
Commission for the Control different state studies;
of Epilegsy § Its Conse- accepted by NSAC,
quences3s may be more
accurate).

L]

ALASKA 35% MR A1l moderate, severe § profound |100%CP ICouncil's best estimate |40%E IEFA & Good Smaritan Hospital 1003AJCouncil's best estimate
MR plus 25% of mild MR; Council's Portland, Oregon |
best estimate
A handicap is substantial if a person with that handicap needs assistance in obtaining those services that the
populaticn as a whole accepts as being necessary and desirable.

TDAHO 100% DD are tentatively substantially handicapped

| OREGON (.0038 of general population; calculated from state plan)

WASH. 1/3MR LCP LE 10054




LEVELS OF DISABILITY

Nineteen (19) FY 1978 DD state plans contained definitions and/or
prevalence rates for levels of the disabilties as shown in Table 2.
All of these states gave at least some definition of levels of mental
retardation; seven (7) described levels of cerebral palsy; five (5) gave
levels for epilepsy, and one (1) state gave levels for autism. One (1}
state also described levels of dyslexia.

Sixf6) states used approximately the same proportions of the DD popula-
tion, based on different definitions, to describe levels of disability
for mental retardation:

LEVELS OF DISABILITY PROPORTICON

Mild MR 88.0% to 89.0% of the MR
population

Moderate MR 6.0%

Severe MR 3.5% to 4.0%

Profound MR 1.5% to 2.0%

Two other states used similar proportions, with Mild MR being 85%
and 83.4% of the MR population in these two states.

Of the seven (7) states which described levels of cerebral palsy,
five (5) states assumed that more than half of this population were
moderately disabled; in four (4) of these states the moderate proportion
was cited as either 54.6% or rounded to 55.0% CP, from a University of
Minnesota study4l which defined moderate (P as "verbal and non-ambulatory."

Four of the five (5) states which gave levels of disability for
epilepsy listed the following from various sources:

LEVEL PROPORTION "DEFINITION"
Mild E 50% to 52% of Seizures are controllable
E population from 90% to 100% of the time,
with medication.
Moderate E 30% to 40% E Partial seizure control.
Severe/Profound E 10% to 20% E Seizures are controllable

less than 20% of the time
or are not controlled at all.

Note that six of the states on Table 2 definitely used their rates
and/or definitions by level of disability to determine the prevalence of
substantial handicaps, for at least scme of the four primary disabilities.

Most of the rates given in Table 2 are couched in temms of a proportion
of the total population by disability, rather than a rate of the general
population. Displaying these proportions is more meaningful than dis-
playing the rates which result by applying these proportions to state
overall prevalence rates (as with substantial handicaps, that rate depends
on the definition and proportion of each level as well as the overall
rate used by the state). Because states tended to use similar proportions
of each disability in describing levels of disability, displaying these
proportions allows the user to make comparisons.




TABLE 2

LEVELS OF DISABILITY
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*Used to determine substantial rate

Dis- Mild Moderate Severe Profound
State ability | Rate | Rationale/Definition | Rate Rationale/Definition Rate Rationale/Definition Rate Raticnale/Definition
REGION I
|CONN. MR* Combines borderline 37 37
(IQ 68-83) and mild IQ 35-51 I1Q 0-34
(IQ 52-67); DD/TAS3?
Region I1
" 11 11
P.R. MR 3.5%MR| NARC 1.5%MR NARC
Region III
DEL. MR 1Q 55-70 IQ 35-55 IQ 20-35 IQ 0-20
MD. MR* 88%MR | Md. MR Administration; | 6%MR MRA; IQ 36-52 (S-B). 45MR MRA; IQ 20-35 (S-B). 25MR MRA; IQ 0-20. Dependent on
IQ 53-68 (5-B). With Many attend public Can learn self-care 24-hour care; many respond
Ed. § Training, the school, can benefit to a large extent; to minimal training;
majority can be self- from simple work unless physical in- Terman
sufficient, if not training, § work well volvements interfere,
self-maintaining, ,:J;n in a sheltered environd can engage in usggul
adult life; Terman ment; are able to use activity; Terman
public_transportaticn;
Terman38
PA. MR IQ 53-85; NARC1L, HEW- IQ 36-5211,39 I1Q 21-3511,3° 1 0-2011+39
SRS
Cp* 25%CP | UCP, Washington, D.C. | 25%CP | UCP 25%CP JUCP 25%CP ucp
LD* 25%LD | Penna. Assoc. for 25%LD | PACLD 25%1D | PACLD 25%LD PACLD
Children with LD
Region IV
ALA, MR BOWR | Dybwad a1 [0 | Dybwad®® 3.50R [Dywad'0 T.58R | Dybwad '’
CP 31.7% | University of Minn; 54.6% | U. of Minn™"; non- 13.7%CP{U. of Minn ~; non-
CP | ambulatory § verbal cP ambulatory § verbal ambulatory § nonverbal
E 52%E | EFA; seizures are 90% | 36%E EFA 12%E EFA; seizures are con-
controllable trollable less than 20%
of the time.




Dis- Mild Moderate Severe Profound Page 2 of 4

State ability Rate Rationale/Definition Rate Ratiorale/Definition Rate Rationale/Definition Rate Rationale/Definition

GA MR L0045 | 0-4 Y Based on overall |.00035| 0-4 years .00109] 0-4 years L0005 0-4 years’

.0245 [ 5-19{ 3% rate in school|.004 5-24 See Mild |.00105) 5-19 See Mild ,00045 5-19 See Mild
.018 [R0-244 years, and with 1.0035 { 25+ .00101J20-24 .0004 20-24
.01 25+ ~ other adjustments .00004] 25+ .00001 25+
based op critique of
Stedman
MR: .00765| 0-4 years 0035 | 0-4 years .00297F 0-4 years .00136 0-4 years
Poverty .04165) 5-19 See Mild .004251 5-19 See Mild ,00287] 5-1% See Mild L00123 5-19 See Mild
Counties .0306 | 20-24 hove 004 Je0-24 .0027720-24 .00110 20-24
.017 | 25+ 035 35+ .00012§ 25+ L0002 25+
cp 20%CP 20%CP 60%CP
E Q0%E 10%E

Region V

ILL. MR,CP E} 85% 10% 5%

MICH. 1 MR MR not readily apparent Shows developmental Pronounced developmental delay, often concurrent with physical,
at early age, often delay before school age. emotional and behavioral conditions. Provision of systematic
only detected during With appropriate support training to teach basic skills may sometimes allow adults to
school age. Given § services in developmental live semi-independently and work in sheltered employment.
appropriate skills, years, can function in
can be absorbed into commmnity,
commmity life and
labor market.

MINN. MR 89%MR | EQ 60-75; POR 63MR IQ 40-60; POMR 3.5%MR] IQ 20-40; POMR 1.5%MR I1Q 0-20; POMR

Region VI

ARK. MR ~02503] 1Q50-70; Stedman?®  |.00395 [ 1Q 35-50; Stedman’>  |.00098 | IQ 0-35; Stedman
(83.43 MR) [16.6!&[5 {3.3%1)@)

CcP 103CP | Keats42 80%CP ] Keats™; can be re- 10%CP | Keats
stored to some degree
of a happy § useful
life.
E S0SE | Sands & Seaver?3; 354E | Sands § Seaverd3; 15%E | Sard §Seaver43
seizures completely seizures markedly
controlled by medica- decreased by medication
tion
A 1734 |Rutterld; good adjust- J17%A }hrtterls; fair adjust- |66%A Rutterls, this group remains severely handicapped
ment ment, with some degree
of independence,
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Dis- Mild Moderate ‘ Severe Profound
State ability] Rate | Rationale/Definition Rate Rationale/Definition Rate Rationale/Definition Rate Rationale/Definition
N.M, MR* 89%MR | NARC 63MR | NARC 3.5%MR | NARC 1.5%MR NARC
Region VII
MO, MR B9%MR ; Capable of effective 6%MR | Capable of social § 3.53MR | Respond to limited FI.S%MR [ Have gross physical handi-
social § economic economic functioning environmental stimuli & capps or fimction like the
fimctioning in a low in a partially com- interpersonal relation- [ grossly physically handi-
demand competitive petitive environment, ships; dependent upon ‘ capped; need continuous
environment; need some to limited fimctioning supervision for daily i medical nursing care for
support an.d supervision in a sheltered environ-’ maintanence § routines; " survival; IQ 0-20; AAMD.
1.Q. 50-67;ARMD ment; need partial or IQ 34-21; AAMD, ’
continuing support § i
supervision in manage-
ment of their affairs. i ‘i
May need sheltered j \
{living. IQ 35-49; AGMD. 5 [
Region VIII
COL. MR .02083 0-4 years | .01 0-4 years ) 1 .00667 0-4 years 12
.61417] 5-21 . ]12084 5-21 Tarjan, et.al.}? | 02093 5-21 Tarjan,et.al.'c,
,11500] 22+ Tarjan,et.al “ogs |22+ percent of MR .‘ |.0224 | 22+ percent of MR
percent of MR i I i
CP* 31.7%CP { Ambulatory §& verbal 54,6%CP|Non-ambufatory § verbal |13.7%CP|Non-ambulatory § Non-
verbal :
MONT. MR¥ 45,5%MR | IQ more than 50; 33%MR  |IQ 25-50; modified NARC 22.58MR LIQ less than 25; modified
modified NARC NARC
WYO, MR 65.44%MR | Kansas/EMCI survey 25.3% 6.3%
1972 E MR MR
Region IX ‘
NEV. MR iCan perform simple self-help tasks; may need total life support.
cp* Results in major commmication or mobility handicap.
E* iSeizures not controlled.
Region X
ALA. MR¥* 88%MR | IQ 68-52 (S5-B) or 64MR IQ 51-36 (S-B) or A%MR iIQ 35-20 (5-B) or 39-25 WZ%MR IQ 19 or less (S5-B) or 24
- 63-55 (w) 54-40 (w) 1 (w) less (w)
CP 32%CP { Ambulatory § verbal 55%CP [Non-ambulatory § 13%CP |Non-ambulatory § Non-verbal
verbal i
E 50%E [Complete Seizure 40%E Partial seizure centrol {10% No seizure control
control
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Dis- Mild Moderate Severe Profound
State ability | Rate | Rationale/Definition Rate Rationale/Definition Rate Rationale/Definition Rate Rationale/Definition
IDAHO MR 78%MR| Learns at % to 3/4 20%MR | Learn at % to % normal Learn at less than % May be able to perform
normal rate; even- rate, Can learn self- normal rate. Need simple self-help tasks;
tually can attain help, socializatiam, self-help and simple or may need total life
academic skills oral language and work task supervision, support.
equivalent to 4th or simple occcupational
5th grade. Difficulty skills, but only
in dealing with tasks limited academic or ’
involving abstract vocational skills,
reasoning. Independent
or semi-independent
adults,
CP 32%CP | Ambulatory & verbal 55%CP | Non-ambulatory § 13%CP | Non-ambulatory & non-
verbal verbal
E S0%E | Complete seizure 303E Partial seizure 20%E No seizure control

control

control




MULTIPLE HANDICAPS

Determination of the prevalence of multiple handicaps in the DD popula-
tion is an extremely important step for DD planners and councils ~for
several reasons. First, persons with multiple handicaps, most states agree,
are substantially handicapped due to the complexity of the problems which
arise from multiple disabilities. This population may require specially
designed services, such as the Special Education Multiply Handicapped Program,
to deal with these complex needs. The West Virginia Survey found that 24.2%
of the substantial population (Moderately § severely/profoundly disabled)
had multiple disabilities; other estimates are even higher. Therefore, the
mltiply handicapped must receive strong attention from DD Councils, as part
of the target population.

Second, as the West Virginia Survey pointed out, ignoring the multiply
handicapped leads to inflated estimates of the size of the DD population,
while playing down the severity of the handicaps that result from multiple
disabilities. Prevalence estimates used by each of the four national
associations tend to encompass all persons in the target groups, and there-
fore these estimates overlap to some extent due to the presence of multiple
handicaps in each of the target groups. The West Virginia study provides
a graphic example of this problem, by counting the overall prevalence of
each disability in its sample as follows:

RELATIVE PREVALENCE OF THE DEVELOPMENTAL DISABILITIES - LINDBERGL4

Mental Retardation 73.0% of all developmentally disabled persons,
regardless of severity of handicap

Down's Syndrome 8.7% |

Epilepsy 28.7%

Cerebral Palsy 9.5%

Autism 0.8%

Multiple Handicaps 8.4%

The above 1list obviously contains double counts; if the general popula-
tion prevalence rate for each of the above disabilities was calculated
separately, without adjusting each rate for multiple handicaps, the resulting
overall rate summed over all disabilities would be almost 1/3 Eﬁeater than the
actual overall rate found by the survey. In practical terms, $ may cause
DD plamners and councils to over-estimate some service needs and gaps while
under-estimating others, while also making wrong assumptions about service
needs and appropriate corrective activities.




TABLE 3-1
PREVALENCE RATES § FORMULAS FOR MULTIPLE

HANDICAPS CITED IN FY 1978 STATE DD PLANS BUTNOT USED

STATE MENTAL RETARDATION CEREBRAL PALSY EPILEPSY AUTISM OTHER
MAINE 50%CP=MR (Georgia State | 10%E=MR (Conley2)
Plan) '
MASS. 30% MR have physical | 2/3 CP=MR (Conley?) 103E=MR (Conley%)
disabilities; 40% MR
have psychiatric pro-
blems ({Conley?).
PENNA, 22%ld)D=mlt§p1e
handi e
R
ALASKA MR+CP=.00072 MR+E=.002(10%, or | MR*A=,00029
(50% CP) Severe E) {Literature
» review)
7 (middle literature review range)
IOWA CP+other handicap=.0016 E+other handicap=
.005
(no rationale given; while not discounted, multiple handicaps are included in the substantially handicapped.}
TABLE 3-2
PREVALENCE RATES § FORMULAS FOR MULTIPLE
HANDICAPS USED TO REDUCE DOUBLE COUNTS IN FY 1978
DD STATE PLANS
STATE MENTAL, RETARDATICN CEREBRAL PALSY EPILEPSY
TEXAS 2/3 CP=MR (Conley?2); 30% E=MR; discounted from
discounted from CP E estimate
estimate
COLORAIO 14% MR=E 36y,
: 13.6% MR=CP}(BoggS )3
discoumted from MR
estimate
IDAHO 2/3 CP=MR (Conley?); dis- 15% E=MR (Epilepsy League of

counted from CP estimate

Idaho); discounted from E

estimate.



TABLE 3-3

PREVALENCE RATES § FORMULAS FOR MULTIPLE
HANDICAPS USED TO ELIMINATE DOUBLE COUNTS IN FY 1978
DD STATE PLANS

Note: (with the exception of Nebraska and West Virginia, which used other para-
meters based on survey results, discounting does not need to be done as
it was in Table 2-2: the overall rates for these states, given in Table
1, excluded multiple handicaps of any kind).

STATE RATIONALES

New Hampshire Multiple handicaps = .0008 (results of a
' state survey of DD); calculated separately
from MR, CP, E, A.

Nebraska Multiple handicaps = 13.6% of DD population =
the substantially handicapped (results of
a state survey of DD).

Georgia MR+E = .0007
MR+CP = ,00215 results of review of
MR+CP+E = .0003 existing studies
CP+E = .00017

Minnesota, Indiana MR+E = .00265 . .

o MR+CP = .00257 } (Wisconsin 22)
Lovisiana l‘bf;:gp} 00224
West Virginia Lindberg 14 statistics on the percentage of

each disability which involves a second
disability.
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The staff of each regional developmentz] disabilities office have contributed guidsnce as well as many hours of assistance to both
the states snd EMCI techmical assistance staff. Regional officers of the Developmental Disabilities Program shared in the primary develop-
ment of the developmental disabilities state plams,

At the mationzl level there has been continued direction, awarencss of the importance of the comprehensive planning mandate and sup-
port for the operaticnal effort to enhance state and regional offices capability to implement the plaming guidelines. The Developmental
Disabilities Office Director, executive staff and these in the Program Cperations and Resesrch and Evaluation Divisions were key contri-
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RATES OF PREVALENCE OF THE DEVELOPMENTAL DISABILITIES

INTRODUCTION

This document contains rates of prevalence and rationales or sources
used by fifty-three(53) FY 1978 DD state plans. This information is
intended to be used as a resource by state DD councils and planners in
determining and validating DD prevalence in individual states.

The material in this document was collected to facilitate an analysis
of trends in state DD council perceptions of DD prevalence. The results
of that analysis are presented in a separate issue paper in this series,
"Prevalence of the Developmental Disabilities.'" Rates and formulas are
given here for four types of DD characteristics:

(1) the overall DD populafidn by disability;

(2) the substantially handicapped DD population, by disability; -
(3) level of disability by type of disability;

(4) multiple handicaps and other disabilities.

Cautions and limitations on state use of this information are given

below, followed by a display of the prevalence rates by states. A
biblography of sources cited in the state plans are at the end of this paper.

Unless otherwise indicated, all rates are given as a decimal fraction

of the general population; that is, 3% appears as .03, the form that is
used in the calculation of DD populaticn data,

USES OF DATA

This document can be used in the following ways:

1. To facilitate state Developmental
‘Disabilities council choice of prevalence
rates of the developmental disabilities,
as the basis for estimating the size of
the Developmental Disabilities population.

2. To provide additional decumentation to

support a prior choice of prevalence
rates. : '

3. 2As a developmental disabilities resource
guide, the bibliography for this paper
contains numerous references which can
be used as council and staff orientation
"materials. ’



4. As a technical guide to means of calcu-
lating multiple handicaps and levels of
disability. Used in conjunction with
the EMC Institute paper, "A Compilation
of Approaches to Service Needs Assessment,"
it provides a method for calculating the
service needs of DD people according to
the DDO state DD Plan Guidelines.

LIMITATIONS ON USES OF THE DATA

vhile this information is presented as a potential planning resource,
the user should exercise caution in adopting any of the rates contained
herein:

e Most of the rates reviewed in this paper are based on slightly
different methodologies, assumptions and definitions, some of
which are not even cited in the state plans., The resulting
prevalence rates of each state thus depend to a certain extent
tn a unique combination of methodology, policy, research,
assumptions, and definitions. Therefore, individual rates from
different state plans (for example, the MR rate from State A
and the CP, E, and A rates fram State B) should not be used
together without intensive review of the actual study reports
and other sources cited in the plans,

e Close attention should be given to factors - geographic, socio-
economic, demographic, etc. - which might affect prevalence
‘within a state or within geographic regions of a state. The
results of a2 study in one state may not be applicable to all
or even most states due to interstate differences in these
factors; thus the rates stated in survey results or state
plans may or may not be justifiably used by another state.

Additional limitations are imposed by the circumstances surrounding
the compilation of this information. The original purpose of these lists
of prevalence rates was to provide a natianal profile of state DD council
perceptions and policies on the prevalence of DD, as expressed in the FY
1978 DD state plans. Therefore, the quoted rates do not form an exhaustive
list, and no judgments are made or implied on the validity of these rates.
They merely illustrate state DD council choices. Because of the literal
nature of this compilation, several other cautions should be kept in mind:

® Sources or rationales are given as cited by the state plans
and some of these citations may be unclear or incomplete;
attempt has been made to clarify citations referenced in the
bibliography, but this has not been possible in all cases.
A few state plans cite "national incidence" rates, when they
are actually referring to national prevalence rates. Some ‘
rates on the charts are not accompanied by rationales or
sources because this information was not given in the state
plans,

\



OTHER DISABILITIES

Only five (5) states included disabilities other than mental retardation,
cerebral palsy, epilepsy and autism in their estimates of the DD population:
three states used dyslexia, one_used muscular dystrophy and one used "other

disabilities" as given by Boggs36.

One of these states also made a point of

the multiply handicapped by giving separate calculations for this group as
though they possessed a separate disability (while other states which calcu-
lated multiple handicaps included such handicaps in their estimates of the

four primary disabilities).

DISABILITY

Dyslexia
(Learming
disabilities)

Maiscular
dystrophy

All other
mental disorders

All other
nervous/sensory
disorders

A1l physical
(muscular)
disorders

(Multiple
handicaps)

TABLE 3-4

OTHER DISABILITIES INCLUDED IN DEVELOPMENTAL

DISABILITIES IN FY 1978 DD STATE PLANS

STATE

N.H.
PA.

COL.

MINN.
INDIANA

- MINN.

MINN.
INDIANA

N.H.

RATE
. 0001
.02

.005
.02
.00004

. 00049

.00093

.00224

RATIONALE

Results of a state survey of DD.
Pa. Bureau of Special § Compensatory
Education

Substantial dyslexia; PDDC estimate
No rationale

Danieli, et.a1.44, review of seven
studies: three of the studies, with
larger sample sizes, gave this rate.

WisconsinZZ/Boggs36

Wisconsipzleoggs36

Wisconsinzz/Boggs36

Results of a state survey of DD.
Since these are all grouped together
and are calculated separately from
the four (4) primary disabilities,
for estimation purposes they may

be considered an '"‘other disability"
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