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I. INTRODUCTION
A. Scope

Though the strategic planning process sponsored by the
Developmental Disabilities Planning Council is directed at the
need for residential services in New Mexico, such needs cannot be
considered in isolation from other integrally-related support
service requirements. Save their particular handicaps,
individuals with developmental disabilities are no different than
anyone else. All require shelter, food, and clothing. 1In the
event they become ill, they require the services of health
practitioners. To the extent that their impairments limit their
ability to care for themselves (self-care skills), move about
(mobility skills), and carry on activities of daily living,
education and vocational pursuits, they require supervision and
support. At the same time, in the interests of both the
individual and society, persons with disabilities should be
afforded the opportunity to learn those skills necessary to
increase their independence and reduce their dependence on
others.

Stated in terms of particular service requirements, this
translates into six general classifications of services, of which
residential services is only one.

1) Case Coordination Services -- Case coordination services
include needs assessment, planning, service coordination,

and follow-up services necessary to make the delivery
system work well for clients.

2) Residential Services -- Residential services include the
provision of food, clothing and shelter, the basic level




of supervision necessary to insure the safety and well-
being of clients, and the provision of training in self-
care and community living skills. The residential
services are divided into three subcategories for
purposes of this needs assessment:

*

Residences-High Supervision -- Residential

arrangements where extra supervision is required to
manage clients with behavior problems or to assist
physically handicapped clients in activities of
daily living. This category includes residents who
must be carried, wheeled or led from the building by
others in emergency situations. Direct staff/client
ratios range from 0.5:1 to 1:1.

Residences-Moderate Supervision -- Residential

arrangements where 24-hour supervision is provided
by staff (live-in or shift), residents are capable
of basic self help skills only under continual
supervision. Residents require reminding, verbal
instructions or gestures in order to depart from the
residence within a reasonable period of time when
warned of danger by a signal device. This may
include residents who are deaf, if the home is
equipped with special visual warning devices. Staff
client ratios range from 1:3 to 1:6.

Residences—-Minimum Supervision -- In semi-

independent living programs, residents have their
own living quarters (apartments, small homes) with
staff nearby and on-call in the same building or
building complex. Residents take care of their own
housekeeping needs, but some may need intermittent
training or supervision in certain areas of domestic
activity or community independence (e.g., meal
preparation, use of public transportation, banking,
etc.) Daytime activities are most likely to be
vocational in nature and to be in group-supervised
work centers, supervised work placements, or
independent job placements.

Residents do not require any reminding, verbal
instructions, gestures or physical assistance from
staff or other residents to depart fram the
residence within a reasonable period of time when
warned of danger by a signal device (e.g., a fire
alarm).

While living quarters should not exceed three
persons, minimum supervision (less than 24-hour)
programs may include as many as 10-20 living
quarters for 30-60 clients. Direct staff/client
ratios range fram 0:7 to 1l:16.



3) Health Services -- Health services include services for
evaluating the health status of individuals, for
identifying and aleviating acute conditions, and for
managing those chronic disabling conditions to the point
where clients can function at the levels at which they
would be able to function were it not for those
conditions

4) Educational and Vocational Services -- Educational and
vocational services are designed to enhance the physical,
commun icative, social, affective and congnitive
development of persons in order that they achieve and
sustain the behaviors and skills necessary for them to
maintain a lifestyle as culturally normative and as free
of outside support as possible.

5) Client Support Services -- Special client support
services include services designed to ameliorate chronic
and disabling physical and behavioral conditions to the
point where clients can function at the levels at which
they would be able to function were it not for those
conditions.

6) Caretaker Support Services —-- Caretaker support services
include the provision of those services that are
necessary for residential, habilitative and health
programs to work efficiently and effectively.

Thus, while this needs assessment and the residential
services plan [to follow] concentrate on persons with
developmental disabilities who can not be expected to live
independently (in unsupervised residential arrangements), it can
not and does not confine the scope of services needed to
residential services alone.

B. Types of Demand

In assessing the probable demand for services to the target
population, one must distinguish among the components of the
total potential demand for services (i.e., all persons meeting
the target population definition) including expressed demand
(i.e., the number of these persons actually participating in

developmental disabilities programs), and unexpressed demand



latent demand part of which is expressed on waiting lists (i.e.,
persons now demanding but not receiving service), and part of
which is [hidden] or unexpressed, (i.e., persons not now
demanding service but who would demand appropriate services if
they had access to them; and campensated demand (i.e., persons
relying on private supports and who would not presently demand
public services even were they made accessible). These
categories of demand are illustrated in Figure 1.

We believe that planners could profit by devoting less
attention to refining estimates of potential demand and more to
improving estimates of latent demand. The proportion of the
developmentally disabled population receiving publicly-supported
services varies markedly from state to state in spite of the fact
that the prevalence rates per se do not vary significantly from
area to area. For instance, according to 1982 Census of
Residential Facilities for mentally retarded citizens (Hauber,
Bruininks, Hill, Lakin and White, 1984), Nevada reports only 34.2
beds per 100,000 population, while North Dakota reports 104.2.
This distinct difference lends support to the notion that the
level of utilization of publicly-funded residential alternatives
is less affected by changes in the overall size of the
developmentally disabled population (potential demand) than by

changes in the supply of acceptable residential alternatives.
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C. Organization of the Report

Section II of this report presents estimates of the
prevalence of developmental disabilities (potential demand for
residential and related support services) in 1985, 1990 and 1995.

Appendix A describes the methodology used to estimate the
size of the developmentally disabled population in New Mexico
using the 1976 Survey of Income and Education data. Appendix B
describes the procedure used to estimate the number of
developmentally disabled adults on the SSI/SSDI rolls in the
state. Appendix C lists the service providers surveyed by HSRI
and Appendix D contains the provider survey for.

Section III analyzes the expressed demand for residential
and related support services in the state as of March 31, 1985.
This includes active clients in appropriate state-funded
residential programs, and persons awaiting residential placement
-- both those presently residing and those not residing in state-
funded residential facilities. The plan also includes discussion
of the unexpressed demand for residential and related support
services in New Mexico. The analyses of expressed and

unexpressed demand are elaborated in the Plan for the Development

and Improvement of Residential Services for Persons with

Developmental Disabilities.* The references used in preparing

this report are included in the bibliography.

* Prepared for the New Mexico Developmental Disabilities
Planning Council by the Human Services Research Institute
(May, 1986).



II. POTENTIAL SERVICE DEMAND
A. General

The size of the developmentally disabled population can be
represented in terms of the incidence or prevalence. Incidence
refers to the number of new cases that are manifest during a
specified period of time. Incidence rates represent the number
of new cases occurring during a specified period of time relative
to the number of persons at risk during the same period of time.

Prevalence refers to the number of cases (whether old or
new) that are present in a population for a designated time
interval or point in time. Prevalence rates represent the total
number of cases present in the population relative to the total
population.

Incidence and prevalence are interrelated. Prevalence rates
vary as a function of the incidence and duration of cases.
Theoretically one could estimate the prevalence of disorders
(cases) indirectly from estimates of case incidence and
duration. However, reliable information is scant on the expected
duration or life expectancy of persons with mental retardation
and related developmental disabilities, and thus prevalence rates
are the measures of choice.

Few if any states can afford to mount epidemiologic surveys
or registries comprehensive enough and of sufficient size to
arrive at valid and reliable estimates of the incidence and
prevalence of most developmental disabilities. 1In order to
obtain these data, New Mexico, like other states has had to fund

studies designed to make use of the results of existing

epidemiological data.



HSRI made use of the results of several of these studies
using other data sources as well to camplement and verify these
figures.

Specifically, HSRI used:

(1) national and state estimates of the prevalence of the
developmentally disabled population with no mental
retardation for persons ages 6-64 and of the entire
developmentally disabled population above age 64, derived
by Gollay and Associates, Inc. based primarily on the
1976 Survey of Income and Education (Gollay, 1980 and
1981);

(2) area wide estimates derived primarily from studies
compiled by Kiely and Lubin (1983), PFarber (1970),
Abramowicz and Richardson (1975), and Kiely, Lubin and
Kiely (1984);

(3) estimates based on epidemiologic data on the incidence
and mortality of selected medical conditions that lead to
developmental disabilities;

(4) state estimates of the size of the mentally retarded
population in New Mexico based on the records of adults
receiving Supplemental Security Income payments and
Social Security Disability Insurance benefits by reason
of mental retardation;

(5) counts of the number of infants and preschoolers (ages 0-
5) on high risk infant registries in those states having
mandates to serve disabled children from birth.

As is apparent in our discussion of these estimates, they
are all of limited validity, reliability and scope. However, by
analyzing these estimates in combination, it is possible to
arrive at a more camnplete picture of the developmentally disabled
population in New Mexico than would otherwise be possible, and to
validate concurrently these independent estimates (i.e., to
assess the probable validity and reliability of independent
estimates according to their degree of consistency).

The estimates of the prevalence rates of mental retardation

and other developmental disabilities in New Mexico are shown in



Table 1. The prevalence rates for severe mental retardation are
estimated to be slightly higher than the median values reported
in Table 4.

Estimates of the number of persons statewide and by planning
districts are shown in Table 2. These projections are based on
the prevalence rates in Table 1 and general population
projections. The first three sources noted above were used to
arrive at the estimates, and the latter two, to check the
estimates.

B. Estimates Based on the 1976 Survey of Income and Education (SIE)

Table 3 presents SIE-based estimates of the prevalence of
the developmental disabilities in New Mexico, among the civilian
noninstitutionalized population ages three and above. Persons
were identified as developmentally disabled according to the
"functional" definition operationalizing the definition as much
as possible in terms available in the survey. The identification
criteria are defined in Appendix A.

HSRI used the 1976 Survey of Income and Education-based
prevalence rates to estimate the numbers of persons with
developmental disabilities other than mental retardation for
persons ages 6-64. The survey based estimates for persons aged
three to four in New Mexico appeared spurious, and national rates

were used instead. The survey based estimates for persons ages



ON)

HER
1985%*

TABLE 1
OF PERSONS WITH MENTAL RETARDATION AND OT

AGE-ADJUSTED PREVALENCE RATES (PER 1,000 GENERAL POPULATI
DEVELOPMENTAL DISABILITIES IN NEW MEXICO,

m
n
w3

4.6

4.9

287

7

4

b1

Sch

.8

Loed

u
Lot

(3]

-

L
{1y ]

.-

4501

364

xy
.
~L3

L )
-
©dq

-3
o4

e
PP

-t

oy
o4

_—r

ar

-
=

Ing rata

-

+



I 10K1sIe |} 3ivis |
[} ]
] '

S S ! . H
4S8y J 10z 90 087 | B9E'N 644'C 88S'H) 06 (86 (09I} Z0r sl Z6T'1) OES'E £11°¢ 668°11) §3ay My iol !
NS LI 9 016 1SS Lf1 261 168 0Z2  60C § SS9 £09°1 BSZ'Z) WX 6NS  fuL L IT 060 1SS 8 96S°1 116°C £08°S ! Wi0l 122 "
e I Y 4 o g £§ 9 Y9 oL 90 !9 ST If Y L4 I Y S I 1 2O ¥ T 77 B IS TS TR 1Y i
v sSLIIy 998 LS L2l 091 |98 L0 €62 | 6E9  ECS'I L1282 42 b | usl BLE 908 | BSS'D L2£°C 1B2'S ) SEYIL 19-82 0
| | } ! ! | | H
: ! ! ! ! ! sy
02§ & 910 LS £88 0L 021 061 Y ZIT 98T 862 | 60L 9LI'I SOB'I! 992 8cr W ) 1S &0y 099 1 2h6T 202°C MLtS ) IvI0L SHYIK 12-9 !
ar bo o L st s 9% ST 190 9r 29 jo0r g0z BOE ) bC 66 SCI L IC 68 0Z0 ) O9Z ISL 110°1 | SHYIA 12-8]
0 3962 1y LTL 4S9 b6 ST 196 00l 9E2 | 609 898 L6b'I) 262 6SE 14§ {022 020 0¥S ) Zu9'f ISH'Z ECE'D | SHYIA L1-9
| 1 ! H ! | | |
H H ! H | ! ! ) 39y 100i12S
~eeee}- ! ! ! | ! ~e=-]- e
"y £ ! £ ! sty | M| ! BY2'1 { 101 S¥YI4 §-0
e ! 6 on o saz |} O] ] T 660 ) SUYIA S-[
o0 ! 1 | 9% | 091 | 5 99 | 60y | S¥YA 2-0
! ! ! ! ! ! ! "
i ' i i ] ! 1700135 344/SINY KT 4
WL IO ¥ W D AIMO ¥ TV L ¥MIO M TIV D EMO WM VY [ MO MM VY ) MMMO MW T Loy 1w ) anoyy 8y )
i1 SILIEYSIO A0} SILITIERYSIQ AJQ | SIIAITNGYSIO AJQ | SILATTIGVSIC A3Q § SILIEMEVSIQ AJQ | SILLITNEVSIO A4 }SILLIeYSIa AJe ) SILLTTIeVSIa AJQ ) "
£ 12181814 9 12181510 § 12181510 bLOIBISHE ! £ 101411} T 10181510 "
) [N]
1 "

GE61 O0DIXAW MAN NI d9V X4 ‘SAILITTIGVSIA TVIRANIOTIANG
YdHLO UNV NOLLVUMV.LIY “JIVLNGW HLIM SNOSUId 40 UHMUKWIN (JLVKILSI

¢ dTdv.lL



65 and above in both the United States and New Mexico were
inexplicably high either as an artifact of the survey design or
estimation method. Therefore, prevalence rates based on area-
wide epidemiological studies were used instead for this age
group.

The Survey of Income and Education estimates are based on a
1976 sample survey of 151,170 households containing 160,975
families and 440,815 individuals. It is the largest survey by
far conducted in the past decade that contains the basic
information necessary to identify adults and children who are
developmentally disabled. The overriding problem with the Survey
of Income and Education, as with all national surveys, is the
large sampling error associated with estimating the size of the
developmentally disabled population and subpopulations,
particularly within less populous states (such as New Mexico) and
substate areas, and particularly by age and sex ~- two variables
known to be associated with significant differences in the
prevalence of particular developmental disabilities. The limited
reliability of the state estimates by age is indicated by the
large confidence intervals associated with estimates of the
developmentally disabled population in New Mexico as shown in
Table 3.

Other design limitations are that the Survey of Income and
Education does not cover those infants and children under age
three, and covers only the civilian noninstitutionalized
population.

Information on the chronicity of disabling conditions is



limited, and there is no breakout available by type of
developmental disability (e.g., cerebral palsy, autism, epilepsy.,
or spina bifida). These and lesser limitations notwithstanding,
the Survey of Income and Education is the only reasonably current
national survey with a state-sensitive sampling scheme that
allows for state-specific estimates, and that includes.a wide

range of information on activity limitations.
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C. Estimates Based on Epidemiological Studies

HSRI used epidemiologic study-based prevalence rates for
estimating the size of the severely mentally retarded population
ages six and above and for estimating the size of that segment of
the mildly mentally retarded population likely to require public
or private support services over the long term. These studies
could not be used to derive estimates of the numbers of other
developmentally disabled persons since the studies focus only on
the major mental retardation-related disabling conditions, and
undercount significantly the size of the non-mentally retarded
developmentally disabled population (e.g., persons with severe
hearing or orthopedic impairments). Moreover, unlike the Survey
of Income and Education, these studies do not capture or report
sufficient information to distinguish the level of disability
associated with these conditions and thus the extent to which
they might be considered developmentally disabled according to
the functional definition.

These surveys vary in sample design, size, and
identification procedures. Most are also limited in terms of the
information available on the extent or severity of the disabling
condition and on its duration. Nonetheless, they do provide
prevalence estimates by type of disabling condition, and
considered together provide a picture of how varied the
prevalence of different developmental disabilities can be. Large
differences are generally attributable to differences in the case
finding procedures or to variations in the survey or registry

methods used. Many also provide reasonably reliable estimates of



age—- and sex-specific, prevalence rates.

Knowing that the prevalence of developmental disabilities —--
particularly those disabilities associated with low birthweight
and premature births, maternal infections, and psychosocial
factors —- varies with socio-economic status, the preferred
"synthetic" estimation technique would have been to apply
prevalence rates specific to socio-demographic subpopulations in
the source study areas to like subpopulations in the New Mexico
planning areas. HSRI employed a less exacting, but more
practical method given the paucity of data on the
sociodemographic characteristics of the epidemiologic study
populations. HSRI developed age-specific prevalence rates
assuming that age-specific prevalence rates are reasonably stable
across areas/populations. Because the validity of this
assumption cannot be established, these "synthetic" estimates
carry a uniform and inestimable bias.

HSRI, in synthesizing the studies reported in the
literature, drew heavily from the compilations prepared by Kiely
and Lubin (1983), Farber (1968), Abramowicz and Richardson
(1975), and Kiely, Lubin and Kiely (1984). The age-specific
prevalence rates employed are summarized according to four types
of developmental disabilities: mental retardation, epilepsy,
cerebral palsy, and autism.

1. Mental Retardation

Mental retardation refers to significantly subaverage (two
standard deviations below the mean) general intellectual

functioning according to intelligence Quotient (IQ) tests, and



concurrent deficits in adaptive behavior (according to age-
appropriate standards of personal independence and social
responsibility), and manifested during the developmental period
(prior to age 18) (American Association for Mental Deficiency,
1977).

Most epidemiologic studies of mental retardation confine the
measures of mental retardation to the intelligence dimension; few
studies examine the adaptive behavior dimension. This is a major
drawback for planners since the adaptive behavior scores tell
more about the need for support services than do the intelligence
scores. In fact, most epidemiologic studies report only two
categories of intelligence: mild mental retardation and severe
mental retardation, the latter encompassing persons with IQ's
below 50 or 55.

a. Severe Mental Retardation (Table 4)

Table 2 summarizes the high, low and median age-adjusted
rates (per 1,000) of severe mental retardation reported in those
community epidemioclogic studies judged reliable based on the
reviewers' evaluations of the methods used for case finding and
for enumerating the general population.

Persons with severe mental retardation, as opposed to mild
mental retardation, require considerable support since these
individuals have severe activity limitations (Baird and Sadowvnik,
1985). Because severe mental retardation appears to be less
subject to socio-economic influences and to demographic
differences than does mild mental retardation, prevalence rate

estimates for severe mental retardation tend to be more
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consistent (Birch et. al., 1970; Abramowicz and Richardson,
1975).

The observed prevalence rate for severe mental retardation
varies markedly with age with the highest rates occurring in the
early teens (Kiely and Lubin, 1983). There is a consistently
higher rate of mental retardation among males than among females
owing in part to the role of the "X" chromosone in genetically
linked disorders (Kiely and Lubin, 1983; Turner and Oppitz, 1980;
Baird and Sadovnik, 1983).

b. Mild Mental Retardation

Estimates of the prevalence of mild retardation vary
widely. Unlike the prevalence of severe mental retardation, the
prevalence of mild mental retardation appears to be strongly
associated with socioeconomic status (Kiely and Lubin, 1983;
Richardson & Abramowicz, 1975; Birch et al., 1970; Jackson,
1965). Differences may also be explained by variations in the
case identification procedures employed.

Prevalence rates of mild mental retardation based largely on
health registers and medical records tend to be relatively low
because they exclude a large segment of the mentally retarded
population with minimal medical involvement. Prevalence
estimates of mild mental retardation based largely on education
records and household surveys tend to be much higher since they
include the sizeable learning disabled subpopulation, as well as
persons with behavior problems -- problems that color rater
judgement of the learning ability (Stanford Research Institute,

1978; Mercer, 1973).



Estimates of the prevalence of mild retardation range from
21 to 25 per thousand (Farber, 1968; Kaufman and Payne, 1975;
Maloney and Ward, 1979). However, most of these individuals,
while they have IQs from 55-69 (have relatively low scholastic
aptitude), are able to achieve independence and personal self
sufficiency in their adult years (Charles, 1953; Richardson,
1978), and thus will not demand extraordinary public or private
supports.

Tarjan (1970) estimates that only about 20% of these people
have some organic impairment. It is only this segment which is
likely to show adaptive deficits throughout life and to warrant
continuous classification as mentally retarded (Baroff, 1982).
According to these judgements, HSRI's estimates of potential
demand include only 20% of the mildly retarded population.

2. Epilepsy (Table 5)

Epilepsy is defined to include chronic conditions of the
nervous system characterized by recurrent seizures (involuntary
motor activity or change in consciousness and behavior) for
purposes of estimating the prevalence of rates of the disability
(Blackman, 1983). Not included are febrile seizures
(precipitated by fever) or single nonrecurrent seizures. Most
studies report that 60% to 80% of the cases of epilepsy are grand
mal or petit mal seizures which are generalized throughout the
body. Less canmon are local seizures which occur in particular
areas of the body (Kiely and Lubin, 1983).

In reviewing the dozens of studies campiled by Kiely and
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ESTIMATED PREVALENCE RATES (PER 1,000) OF EPILEPSY, BY AGE
AND SEX BASED ON EPIDEMIOLOGIC SURVEYS AND REGISTRIES
IN AREAS OUTSIDE NEW MEXICO

fAige/sex Low Median High
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Note: Rates are based on the size of the general population
within each age group.



Lubin (1983), no noteworthy age or sex specific patterns of
occurrence can be found. However, we did find wide variation in
age-specific prevalence rates from study to study. This can be
attributed to sampling error, case finding differences, and
possibly to actual differences in the prevalence of epilepsy in
different geographic areas. Table 5 presents the rangé of age-
specific prevalence rates found in the surveys and registries
reviewed by Kiely and Lubin (1983).

Sk Cerebral Palsy (Table 6)

Cerebral palsy is a chronic disorder of muscle control or
coordination resulting from injury to the brain during fetal,
perinatal or early childhood stages of development. Incidence is
strongly associated with low birth weight, intra-uterine growth
retardation and adverse prenatal factors. As Table 6
illustrates, there is a wide variation in the prevalence of
cerebral palsy found in different areas probably due to
incomplete case identification (e.g, Hansen, 1960), inconsistent
case definitions and actual regional differences. U.S. rates
appear higher than rates found in other countries;: according to
Kiely, Lubin and Kiely, (1984), this may be partly a function of
more complete case identification procedures in the U.S studies
and partly a function of etiologic differences such as low
birthweight.

Most studies of the prevalence of cerebral palsy are limited
to children. The highest rates appear to be among children five
to 14 years of age. The few studies done on adults show rates

declining with age -- perhaps a function of age-specific
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mortality among adults with cerebral palsy. Most studies found a
higher rate of prevalence among males than females. Only one
study looked at the prevalence of cerebral palsy by race and
found a higher prevalence among white children (Nelson and
Ellenberg, 1978) -- a surprise given that low birth weight and
perinatal mortality are highef among black neonates (Niswander
and Gordon, 1972). Kiely, Lubin and Kiely (1984) could identify
no clear secular trends in cerebral palsy -- trends that have
been hypothesized by some researchers in light of recent advances
in newborn intensive care.
4, Autism

Autism is a developmental disorder with severe distortions
of social and language development that begin at an early age.
According to the American Psychiatric Association, a child is
diagnosed as having infantile autism only if all of the following
features appear during the first 30 months of life (Schora,
1983):

o lack of responsiveness to other people;

o} grossly impaired development of language;

o] peculiar speech patterns, when speech is present, such as
echolalia (repeating the speech of others); pronominal
reversal (e.g., the use of "you" and "I"); or
metaphorical language (e.g., the repetition of words or
sound with unclear or "private" meanings);

o) bizarre interactions with, or responses to, the
enviromment, such as extreme fascination with unusual
objects; resistance to even minor changes; and behavior
rituals (often involving repetitive acts such as flicking
the fingers) which, if interfered with, lead to great

distress or tantrums;

o) absence of hallucinations, delusions, and other features
of schizophrenia.



Based on a review of five studies, Kiely and Lubin (1983)
found the reported prevalence of rates of autism among persons
below 19 years of age to vary from 0.21/1000 to 0.48/1000. They
found approximately three times as many males as females with a
diagnosis of autism.

5. Other Less-Prevalent Developmental Disabilities

Some of the less prevalent developmental disabilities are
generally accompanied by mental retardation and thus are counted
as part of the larger mental retardation population. These
include bronchopulmonary dysplasia, stroke, severe cranio-facial
disfigurement, deaf-blind, Huntington's disease, hereditary
progressive muscular dystrophy, spina bifida, systemic Lupus
ery-themotosus and tuberus sclerosis (Gollay, 1981(2)).
Reasonably reliable estimates of the age-specific prevalence of
most of the less-prevalent developmentally disabling conditions
are not available. They are too few in number to support the
calculation of age-specific prevalence rates from campleted
surveys and registries.

The incidence of some of these conditions can be identified
at birth. Still others can be identified in early infant
monitoring and screening programs. However, while the duration
and disabling effects of some of these conditions can be
predicted, the duration and disabling effects cannot be predicted
for most others. Consequently, it is not possible to derive
reliable prevalence rates for most of these conditions,
particularly lifetime prevalence estimates (Gortmaker and

Sappenfield, 1984).



6. Mult i-Handicapped

Persons who have one developmental disability are likely to
have others. Conseguently, in order to obtain an unduplicated
count or estimated prevalence of developmental disabilities, one
cannot simply total the categorical prevalence estimates. One
must first factor out the numbers of persons who have multiple
disabling conditions.

The predominant area of overlap is between mental
retardation and other developmental disabilities. Cerebral
palsy, epilepsy and autism also co-occur (Pond, 1979; Hopkins,
Bice and Colton, 1954; Jacobson and Janicki, 1983). 1In their
analysis of approximately 50,000 persons in New York known to be
receiving or known to need specialized interventions or
developmental disabilities services during the period November
1978 through June 1982, Jacobson and Janicki (1983) found that
persons with mental retardation accounted for 68% of the persons
with autism, 71% of the persons with cerebral palsy, and 91% of
the persons with epilepsy were mentally retarded. Thirty-five
percent of adults (age 22 and above) and 25% of children (under
age 22) with mental retardation also had epilepsy, cerebral
palsy, and or autism.

Baird and Sadovnik, (1985) report even higher rates of
multiple handicaps among severely and profoundly mentally
retarded persons: fram 71.7% to 91.6% of severely mentally
retarded persons registered in the British Columbia Health
Surviellance Registry from 1952 through 1966 had other disabling

conditions including cerebral palsy, epilepsy and autism. The
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proportion of retarded persons with multiple handicaps was found
to increase dramatically with the degree of retardation. Fifty-
six percent of children with profound mental retardation as
opposed to 21% with mild mental retardation had multiple
handicaps. Thirty-seven percent of adults with profound mental
retardation as opposed to 25% of adults with mild mental
retardation had multiple handicaps (Jacobson and Janicki, 1983).

Other researchers report generally lower estimates. For
instance, the Oregon State Board of Health (1962) reports that
15.75% of severely mentally retarded children were found to have
cerebral palsy and 17.27% had epilepsy. Drillien et al. (1966)
found 22.94% of mentally retarded persons with cerebral palsy and
8.72% with epilepsy. Lindberg (1979) found that 21.3% of persons
with mental retardation also had epilepsy and 4.7% also had
cerebral palsy, and Pond (1979) found that 33% of severely
mental ly retarded persons had epilepsy and three to six percent
of mildly mentally retarded persons had epilepsy.

In estimating the prevalence of multi-handicapped persons as
shown in Table 7a, HSRI assumed that Jacobson and Janicki's
figures* (Table 7b) are an acaurate reflection of the co-

occurrence of mental retardation, cerebral palsy, epilepsy and

Note: Because Jacobson's and Janicki's figures represent persons
served or awaiting developmental disabilities services in New
York, and do not include developmentally disabled persons who
have chosen not to enter or have previously exited the system
(who as a general rule would probably be more capable and have a
lower proportion of multiple handicaps), the figures probably
represent a higher rate of co-occurence than would be true were
the population to include those unserved as well as those served
or awaiting services.
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ESTIMATED PREVALENCE RATES (PER 1,000) OF SEVERE MENTAL
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TABLE 7b

PERCENT OF CASES OF SELECTED DEVELOPMENTAL
DISABILITIES OCCURRING ALONE OR IN SOME COMBINATION
(MULTI-HANDICAPPED), BY TYPE OF DISABLING CONDITION

AND AGE: NEW YORK STATE, 1978-1982

Children Adults
Disabling condition (under age 21) {age 22 +)
a Autism B65%% 89%
b Cerebral palsy 79% 86%
o] Epilepsy 92% 93%
a Mental retardation 35% 25%
e Multi-handicapped 47% 32%

SOURCE: Jacobsen and Janicki (1983).

¥ By way of explanation: this statistic indicates that 865% of the persons
in New York State under age 21 with autism had autism alone and not in
combination with any of the other four major developmentally disabling
conditions{a-d).



autism generally. Accordingly, HSRI first reduced the generalized
prevalence rates for mental retardation, epilepsy, cerebral palsy
and aﬁtism presented earlier by the percentages shown in Table 7b
(rows a through d) in order to arrive at the prevalence of cases
of each condition alone. Then HSRI multiplied the sum of these
prevalence rates by 47% in order to obtain the prevalehce rates
for multiply handicapped persons.

D. Estimates Based on the Incidence, Associated Mortality, and

Probable Disability Associated with Selected Pre- and Post-
natal Medical Conditions (Table 8)

For purposes of developmental disabilities planning these
children are commonly termed medically fragile. Medically
fragile children considered at risk of being developmentally
disabled are infants and preschool-aged children up to 36 months
of age who have a high probability of manifesting in childhood a
sensory or motor deficit and/or mental handicap. This group
includes:

o} children with syndromes that are known to result in later
mental retardation and other developmental disabilities;

o children with identified developmental delays, as
determined by a standard assessment.

Identifying these children, however, is difficult. As
Arango (1983) points out, "physicians are reluctant to call a
child disabled' until they are certain that what is obviously a
developmental delay is not simply a case of slow growth" (p.
19). About the best one can do is to rely on the available
condition-specific incidence and mortality data and the educated
guesses of pediatricians, neonatologists and other practitioners

in the field on the probability of associated disability.



TABLE 8a

PREVALENCE OF SELECTED DEVELOPMENTAL DISABILITIES -AMONG
CHILDREN AGES 0-5 BASED ON THE INCIDENCE, ASSOCIATED
MORTALITY, AND PROBABLE DISABILITY ASSOCIATED WITH
SELECTED MEDICAL CONDITIONS: NEW MEXICO
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This is the approach taken by HSRI in estimating the number
of developmentally disabled children under age six who will be
identified as developmentally disabled each year (Tables 8a &

b). The approach is modeled upon earlier work done by Arango,
Price and Krchmar (1983). As shown in Table 8b, most of these
cases are expected to be identified by age three.

The chief limitations of this method are:

o} the incidence and mortality rates have not been adjusted
for ethnicity and socio-economic status (SES) even though
the incidence of developmental disabilities and related
mortality rates associated with maternal infections and
diseases, fetal alcohol syndrame, birth complications and
acquired postnatal factors are known to vary by race and
SES (Public Health and Preventive Medicine, 1985; Mayre,
1982; Morris and Heady, 1955; Morrison, Heady and Matrix,

1959). Race specific and SES specific rates would yield
more reliable estimates.

o Some conditions are omitted or underrepresented.
Included are mostly those conditions having some
associated mental deficiency.

o) More accurate representations of the incidence and
mortality associated with developmental disability
related conditions could be made by subdividing these
categories and conditions (e.g., conditions associated
with obstetric complications such as cerebral palsy from
conditions such as idiopathic seizure disorders).

Obtaining sizeable samples of children under four years of
age with particular developmental disabilities can be especially
difficult. Many disabilities are not easily detected until a
child enters school (e.g., mild mental retardation, learning
disabilities), and early diagnostic signs may be attributed to
normal developmental lags rather than to disability. As a
result, epidemiologists are forced to deal with few identifiable

cases in this age range, and sampling error becomes a major issue

(Sower and Covert, 1975; Baird and Sadnovnik, 1985).



E. Validity and Reliability of these Estimates

1. validity and Reliability

The validity (i.e., the extent to which prevalence estimates
truly represent the prevalence of developmental disbilities) is
largely a function of how developmental disabilities are
defined. If the definitions are relatively loose, the prevalence
estimates will be relatively high. If the definitions are
relatively tight, the prevalence estimates will be relatively
low.

As Kiely and Lubin (1983) explain, one of the reasons for
the relatively wide variations in the reported prevalence rates
is that different researchers employ different definitions. For
instance, a study of the prevalence of mental retardation that
focuses on individuals with I.Q.'s below 50 or includes measures
of adaptive behavior will result in a prevalence rate that is
considerably lower than a study that defines mental retardation
solely on the basis of an I.Q. below 70.

The reliability of estimates of the prevalence of
developmental disabilities is heavily a function of the size of
the survey sample upon which the prevalence estimates are
based. To understand the role of sample size in the
determination of reliability, the notion of "sampling error"” must
be addressed. Such error is the difference between the
characteristics of a sample and the characteristics of the
population from which the sample was drawn. This is because a
particular sample used in a survey is one of a large number of

possible samples of the same size that could have been selected



using the sample design. Likewise, an estimate of some parameter
(e.g., the number of persons having cerebral palsy) derived fraom
a particular sample is one of many estimates that could have been
derived from other possible samples from the same population.
These estimates form a distribution that is centered around the
true value for the given parameter. Most estimates, tﬁerefore,
differ from the mean value of the estimate by some amount. The
deviation of a sample estimate from the mean or average of all
possible sample estimates is defined as the sampling error.

Sampling error is represented or measured by a statistic
called the standard error. Hence, the standard error of an
estimate is a measure of the precision with which an estimate
from a sample measures the true value of the parameter, the true
value being the mean of all possible sample estimates, assuming
no unsuspected bias or nonsampling error. The precision of an
estimate in turn is affected by the size of the sample from which
the estimate is based. Specifically, the size of the standard
error is inversely related to the square root of the size of the
sample upon which an estimate is based.

Because the prevalence of developmental disabilities is
relatively low, the size of the sample must be gquite large in
order to derive reasonably reliable estimates of the prevalence
of most developmentally disabling conditions. This is
particularly so in the case of those disabling conditions
ocurring infrequently such as Tourette's syndrome, spina bifida
and neurof ibromotosis. For this reason, even the larger surveys

must group such low incidence disabilities as "other."



As was seen in Table 3 the standard error of the estimates
of the prevalence of developmental disabilities generated from
even the largest surveys is too high to use these estimates
unchecked. Standard errors of the prevalence estimates derived
from many of the smaller area surveys done in other areas of the
country and the world are relatively low when generalizing only
to the areas studied. However, the inestimable error involved in
assuming, as one must, that these area estimates can be
generalized to New Mexico and to its planning districts is
probably equally as great as or greater than the sampling error
indicated for the 1976 Survey of Income and Education.

For these reasons, HSRI checked these estimates against
three independent estimates, two of which are based on state-
specific data -- specifically, (a) estimates based on the numbers
of adults participating in the Supplemental Security Income (SSI)
and Social Security Disability Insurance (5SDI) Programs for
reason of mental retardation, (b) counts of the numbers of
children participating the special education programs in the
state as prepared by the Department of Special Education, and (c¢)
estimates based on prevalence rates of disabled infants and pre-
schoolers ages 0-5 as reported in high risk infant registries in
other states.

2. Estimates Based on Social Security Data

Estimates based on Social Security data are shown in Table 9
along with estimates based on other methods. The quadrant method
is so named because it uses known estimates of the size of three

segments (quadrants) of the adult mentally retarded population in



TABLE 9

ESTIMATED SIZE OF THE DEVELOPMENTALLY DISABLED POPULATION
IN NEW MEXICO, USING DIFFERENT ESTIMATION METHODS
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a state to estimate a size of the fourth unknown quadrant.* As
shown in Figure 2, the quadrants are divided according to SSI and
SSDI participation and participation in state-funded
developmental disabilities services.

The signal feature of the method involves estimating the
size of that segment of the mentally retarded population in the
state that is neither participating in the SSI or SSDI programs
nor in state funded services for developmentally disabled persons
(Figure 2, quadrant D) based on the assumption (or variation
thereof) that adults with mental retardation participate in the
SSI/SSDI entitlements at the same rate regardless of whether they
are known or unknown to the state developmental disabilities
system. More specifically, in the case of New Mexico, it is
assumed that the ratio of the number of these non-developmental
disabilities system clients not participating in the SSI or SSDI

programs (quadrant D) to the number of non-developmental

*Note: Because eligibility determination procedures are known to
differ to some extent from region to region in the case
of Social Security Disability Insurance, and from state
to state in the case of Supplemental Security Income, the
quadrant method can only be applied on a state by state
basis. 1In this way the estimates are not affected by
whether a state or region has relatively strict or
liberal SSI or SSDI eligibility requirements. The
formula is such that liberal jurisdictions will show more
individuals with developmental disabilities as
participating the SSI and SSDI programs (quadrants A and
B) and fewer not participating (quadrants C and D). In
conservative jurisdictions, fewer individuals with
developmental disabilities would be identified as
participating in SSI or SSDI (quadrants A and B), while
more would be indicated as not participating (quadrants C
and D).
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disabilities system clients participating in the SSI or SSDI
program (quadrant B) is the same as the ratio of the number of
developmental disabilities system clients not participating in
the SSI or SSDI programs (quadrant C) to the number of
developmental disabilities system clients participating the SSI
or SSDI programs (quadrant A).* The sum of quadrants A and C,
the number of clients by SSI and SSDI status, was obtained from a
survey of state-funded providers of residential and day services
to developmental disabled adults in New Mexico conducted by HSRI
in May and June of 1985, and fram the Client Option Oriented
Profile (COOP) management information system. Quadrant B was
calculated by subtracting the number of developmental
disabilities system clients participating in the SSI or SSDI
programs (quadrant A) from the total number of mentally retarded
adults estimated to be participating statewide (quadrants A and
B). These estimates were calculated for New Mexico by the Human
Services Research Institute using data obtained from the Social
Security Administration. This procedure is explained in Appendix

BI

This assumption leads to a conservative estimate of the
developmentally disabled population. This is because the
rates of SSI and SSDI participation among developmental
disabilities system participants are generally higher than,
not equal to, the rates of participation among non-
developmental disabilities system participants; most states
assist or at least encourage clients to apply for SSI and/or
SSDI benefits at the time they first apply for service as a
means of helping defray the cost of care to the state and/or
the client.



3. Estimates Based on State High Risk Infant Registries (Table 10)

In order to obtain prevalence rates for the 0-5 age group,
HSRI conducted a telephone survey of those states having high
risk infant registries and having mandates to serve disabled
children from birth. It was assumed that the registries in these
states would have cause to be more complete than would any
registries existing in other states.

The results of HSRI's survey of high risk infant registries
are shown in Table 10.

4, Concurrent Validity

Table 9 campares the developmentally disabled population
estimates by age and disability category. As shown in Table 9,
the number of adults with severe mental retardation as estimated
using the Survey of Income and Education, and as estimated using
the median prevalence rates from area wide epidemiologic studies
are in close agreement. Likewise, the number of adults with
mental retardation (severe and mild) as estimated using the
median prevalence rates from area wide epidemiologic studies and
as calculated using the quadrant method are in close agreement.
Accordingly, we would judge that these estimates are reasonably
valid and reliable.

The Survey of Income and Education estimates are the only
acceptable estimates of the number of adult non-mentally
retarded, developmentally disabled persons. These estimates do

not include persons residing in institutions and other group
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TABLE 10

AGE-ADJUSTED PREVALENCE (RATES PER 1,000 GENERAL POPULATION)
OF DISABLING CONDITIONS AMONG CHILDREN AGES 0-5

Ages
State 0-2 3-5
Iowa 6.0
Massachusetts 10.0
Maryland 4.7
Michigan 4.5 10.0
Nebraska 1.8 15.3
New Jersey
Rheode Island 10.0
South Dakota 5.7
Median 5.7 10.0

Source: State High Risk Infant Registries.

b3

The rates are based on the size of the general population within
each age group.



quarters, and thus must be considered under-estimates. The
estimates based on area-wide epidemiologic studies include only
mental retardation-related developmental disabilities and thus
reflect only a small portion of the "other" developmentally
disabled population.

The size of the developmentally disabled population age five
and under as estimated from the high risk infant registries is
about the same as the size estimates based on available
epidemiologic data on the incidence and mortality associated with
selected potentially disabling conditions, and expert judgment of
the probability of their resulting in a disability. As earlier
explained both sources must be considered to yield under
estimates or at least conservative estimates of the prevalence of
developmental disabilities among this age group, though not
nearly as conservative as estimates based on prevalence rates
reported in epidemiologic studies. Arango (1983) came up with
higher estimates using incidence data, and (as shown in Table 10)
Nebraska's registry likewise reported a higher prevalence.

Officials responsible for these registries invariably
reported that the registries were incomplete; their systems have
not yet evolved to the point of 100% participation. Also many
disabilities are simply not easily detected and diagnosed. Some
states such as Iowa, in fact, postpone formal diagnoses until the
child reaches age three.

The prevalence rates for children in the next age bracket
(ages six through 17) according to the Survey of Income and

Education child counts is roughly 15 per thousand -- a rate



slightly lower than the prevalence rate for children ages three

through five.

F. Developmental Disabilities Population Trends

The principal feature that distinguishes between those
developmentally disabled persons who can not be expected to ever
live independently in unsupervised residential arrangements, and
other developmentally disabled persons, appears to be the level
of mental dysfunction that inhibits the ability to learn
independent living skills and to exercise that judgement
necessary to apply these skills. This is to be expected. A very
high proportion of persons in residential placements in all
states for which HSRI has statistics show similar proportions.

In New Mexico, according to COOP, over 90% of the persons in out-
of-home caommunity-based residential arrangements have some degree
of mental retardation and over 99% of persons in the two
institutions are likewise disabled.

Thus in projecting changes in the potential demand for
residential and related support services in New Mexico, the most
significant segment of potential demand comes from those with
mental retardation and associated handicaps of biologic origin,
90% of which are manifest at birth or early infancy (Grossman,
1983). The causal factors include infectious disease, genetic
disease, birth complications associated with low birth weight,
and other biomedical causes. Some of the factors are on- the
increase, some on the decrease, but the incidence of most is
relatively steady (Birth Defects Monitoring System, unpublished

data, 1981).
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According to unpublished statistics compiled as part of the
Birth Defects Monitoring Program, there has been little
significant change in the incidence of mental retardation-
associated birth defects over the past decade. At the same time,
the incidence of total congenital anomalies (nervous system) has
declined very slightly. The incidence of Down's Syndrome appears
relatively steady; the effects of advances in prenatal diagnostic
capabilities are likely being of fset by increases in maternal age
and improved intensive neonatal care.

Exceptions are the incidence of anencephaly (brain defects)
and spina bifida, which have declined about 40% from 1970-73 to
1984. The incidence of congenital rubella has also declined
dramatically and the incidence of hemolytic newborn disease has
been halved during this period.

In contrast the incidence of hip dislocations with central
nervous system defects has increased threefold, and the
recognized incidence of autosomal abnormalities (excluding Down's
Syndrome) has doubled (though this may be a function of increased
recognition rather than increased incidence).

There has been only a slight decline in the prevalence of
premature births and low-weight births (under 1,500 grams) over
the past decade. 1In past years low birth weight infants
accounted for a substantial proportion of all developmental
handicaps. 1In the 1950s and early 1960s infants weighing less
than 2000 grams accounted for about 10-15% of all severe mental
retardation (Drillien, 1968; Birch et al., 1970; Gustavson et

al., 1977) and about 30-40% of all cerebral palsy (Lillenfield



and Parkhurst, 1951; Childs and Evans, 1954; Eastman and Deleon,
1955; Foster, Guy and Perry-Jones, 1956; Fuldner, 1957). The
risk of cerebral palsy was 6.5% in McDonald's survey of infants
under 1800 grams (McDonald, 1967), and 9% in the Collaborative
Perinatal Project's survey of infants under 1500 grams (Ellenberg
and Nelson, 1979).

However, while the incidence of premature and low-weight
births and of most biological factors associated with mental
retardation and associated nervous system disorders have remained
relatively steady, survival rates continue to increase. Philip,
et al. (198l) estimate, based on a survey of neonatal care
centers throughout England and North America, that the neonatal
survival of infants weighing less than 1500 grams at birth has
increased from about 38% in the 1960s to 51% in the 1970s to
about 69% in the late 1970s (Gortmaker and Sappenfield, 1984).
Elwood and Elwood (1980) report an increase in the survival of
children with spina bifida fram four to eight years owing to
advances in surgical treatment. As Grossman (1983) observes
"much progress has been made during the past two decades in
developing facilities and treatment for the intensive care of
such high-risk infants. Biochemical abnormalities such as
hypoglycemia and hypoxia can now be diagnosed readily and treated
effectively. Respiratory distress and anoxia, once major causes
of brain damage, are now also subject to treatment without
consequent morbidity in most cases."

What is unknown is the net affect of these advances on the

prevalence of neurologic impairments. According to reports by
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Shapiro, McCormack and Stanfield (1983), and Hack, Faranoff and
Merkatz (1979), overall rates of severe impairment among
surviving low birthweight infants currently appear to be less
than 20% (Gortmaker and Sappenfield, 1984). While some suspect
that these advances are leading to decreases in the prevalence of
neurologic impairments (Gortmaker and Sappenfield, 1984;
Grossman, 1983), others (Drillien, 1958; Hold, 1970) suspect that
an increased number of handicapped children are surviving. Still
others (Kiely, Paneth and Susser, 1981) are uncertain.

The positive advances in stemming the prevalence of lead
encephalopathy (mostly among low income children) are being
offset to some degree by increases in the incidence of other
acquired postnatal factors such as bacterial meningitis
(Underman, Overturf, Leedmon, 1978).

There is increasing evidence that the extent to which mental
retardation and associated neruologic impairments of biologic
origin result in adaptive and maladpative behavior is heavily
influenced by biosocial and psychosocial factors. Children in
supportive and stimulating environments appear to be able to
compensate for the biologic defects to a greater extent than
children not having such benefits (Grossman, 1983). The
beneficial affects of early intervention programs are well
documented.

Studies of handicapped infants and their parents (Moore,
1979; Stedman, 1977) as well as of "high risk" children (Lazar,
1979; Weikart, Bond and McNeil, 1978) have shown that early

intervention can produce gains in children in all developmental



areas —-- motor, language, social/emotional, cognitive, and self
help. Gains were even produced in such traits as intelligence
(as measured by standardized tests) which were once thought to be
"fixed" at birth. Another study (Garland, Stone, Swanson and
Woodruff, 1980) has shown the obverse: delaying intervention may
aggravate a child's handicap by creating secondary conditions,
such as emotional disturbance" (Arango, 1983).

Considering the relative stability of most biologic factors
leading to mental retardation and associated neurologic
impairments and the unsettled question of the increased survival
of low birthweight infants on the prevalence of mental
retardation and neurologic impairments, HSRI can only assume that
the prevalence of moderate, severe and profound mental
retardation and other developmental disabilities will continue at
the same rate in future years. This assumption is reflected in
our projections of the size of the developmentally disabled
population (potential demand) in New Mexico statewide and by
pPlanning district in the years 1990 and 1995. (Tables 11 and

12).
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ITI. EXPRESSED DEMAND

A. Source Data

In order to make a reasonable assessment of the service and
related resource requirements of developmentally disabled persons
receiving services and awaiting services in New Mexico} HSRI
divided the population into seven level-of-functioning
categories: (1) seriously medically and physically disabled, (2)
moderately medically and physically disabled, (3) endangering
behavior (4) disruptive behavior (5) minimally adaptive (6)
moderately adaptive and (7) highly adaptive. Each of these
categories was further divided into three age groups (1) 0-5, (2)
6-21, and (3) 22 and over. 1Individuals were assigned to one
category only.

Data were collected on the number of persons receiving
services in each of the seven planning districts and at the two
state institutions by level-of-functioning and age and by the
type of residential and day (training) service(s) in which they
were participating as of March 31, 1985. These data were
obtained from two sources: (1) HSRI's mail/phone survey of 30
providers with contracts with the Developmental Disabilities
Bureau (Health and Environment Department); (2) the state's
Client Oriented Option Profile (management information system) .
Public forums in each of the seven planning districts provided
information that served as a check and complement to these data.

An individual could be assigned to one category only.
Persons fitting into more than one category were assigned to the

lowest (most dysfunctional) division.



1. Provider Survey

A list of the 30 service providers surveyed is shown in
Appendix C. The survey form is shown in Appendix D.

The survey served two purposes: (1) to obtain information
that were not available from COOP, most importantly:

(o} a more detailed breakout of residential and training
services;

o] an assessment of the relative urgency of the situations
of persons on waiting lists for services;

o the number of full time equivalent staff;

o] the number of clients not registered in COOP.

(2) to verify information available in COOP specifically:

o) the client levels of functioning (defined globally) --
the client level-of-functioning definitions and service
definitions are shown as part of Appendix D.

o} the number of clients receiving Supplemental Security
Income (SSI) or Social Security Disability Insurance
(SSDI) benefits

2. Client Oriented Option Profile (COOP) Data

The COOP data were used in lieu of the HSRI survey for those
few providers not responding to the HSRI survey, and for the two
institutions. Clients were categorized into one of the seven
levels-of-functioning using indicators available in the COOP data
base. The indicators used in assigning individuals to the level-
of-functioning categories are presented in Appendix E.

Where COOP data and HSRI survey data were inconsistent, HSRI
contacted the providers by phone for explanations. Twenty two of
the 29 providers responded to the survey. Not all responses were

complete, and missing data could not always be obtained by phone.



3. District Planning Meetings

During the initial phases of the preparation of the
residential plan, HSRI conducted public forums in the seven state
planning districts. The forums, which were intended to attract
family members, professionals, and others interested in the
provision of services to persons with developmental disabilities,
were held to solicit information regarding local needs for
residential services. Participants were also asked to rank
service needs in terms of their priority locally. The areas most
commonly mentioned included the following:

o increased and improved residential opportunities for
persons with severe and profound mental retardation,
persons who are non-ambulatory and individuals with both

mental retardation and behavior problems;

0 adequate salaries to attract and retain residential
staff;

e} respite care for families who have maintained a family
member with developmental disabilities at home;

o increased staff training opportunities;

o expanded "real world" work opportunities and job training
programs for persons with developmental disabilities;

o increased vocational training programs in the public
schools;

o training and support programs for families with
developmentally disabled family members;

o} greater public awareness of the needs and capabilities of
persons with developmental disabilities.

Though attendance at the forums varied from district to
district, the information gained provided a useful foundation for
further data gathering. 1In order to augment and build on the
information, forum reports were sent to an expanded group of

district planning participants, an overview of the New Mexico



developmental disabilities system was prepared and circulated,
and district by district profiles were prepared which included
information on current service utilization and demand and
projections for future service requirements. These subsequent
activities reinforced the need for increased living arrangements
with a capacity to serve persons with more serious disabilities,
and the need to provide expanded family support services, in
addi tion to other system reforms.

4, Data Validity and Reliability

While the Provider Survey and COOP data on individuals in
and awaiting developmental disabilities services in New Mexico
are the best data available at this time, are somewhat
problematic. The method used to classify clients in this study
has important limitations worth noting. The classification
scheme as designed force fits clients with severe behavior,
medical and physical disabilities into categories other than the
categories distinguishing clients by adaptive skill level when in
fact a client could fit into both types of categories. This was
purposely done in order to identify the principal problem(s) that
dictate client service regquirements. However, resource
limitations did not allow for the training of provider staff on
how to camplete the survey, and providers could not afford the
time or were not inclined to spend a lot of time studying the
written instructions. The resulting confusion, coupled with the
inherent difficulty associated with making global judgments on
client levels of functioning, put the validity of client

classifications in some question.



Fortunately, the survey ratings of client levels of
functioning could be checked against the ratings computed from
the COOP data were found to be quite consistent. The global
survey ratings of clients were only slightly higher than the
level-of-functioning ratings derived from the COOP data.

B. Persons Served

New Mexico has relatively few persons in out-of-home
residential placements, 1,037 (Table 13), just over eight percent
of the developmentally disabled population in the state. 1In
1982, New Mexico ranked 42nd among the 50 states in terms of the
number of publicly supported residential beds per 100,000
population.* New Mexico had 62 beds per 100,000 population; the
average of all states was 105 per 100,000 population (Hauber,
Bruininks, Hill and White, 1984). Based on our informal reading
of the pace of residential program development in New Mexico and
other states in the three years since, we expect that New
Mexico's rank today would be about the same, perhaps slightly
higher.

We suggest that there are several reasons for New Mexico's
relatively low level of out-of-home placement:

o the rural character of the state inhibits efforts to
identify families in need, and families tend to be more
self reliant;

o) as with many rural states, the rate of admissions to

institutional programs in years past was relatively
low. 1In 1982 New Mexico's rate of persons in large

* Residential options are defined to include: Parent/ret/guar-
dian's home, Independent home or apartment, Dual residence
(home/other), Foster care, Boarding home, Nursing home, Group
home, and State institution.



residential facilities (over 64 beds) was little more
than half that of the other states (Hauber, Bruininks,
Hill, Lakin and White, 1984)

o} The supply of residential placement alternatives has been
limited.

Thus, relative to most other states, New Mexico relies
heavily on private, family-based care. Nearly 92% of the
estimated 12,600 persons requiring long term supervised
residential arrangements or 11,500 persons with mental
retardation and other organic impairments reside at home.

Clearly this is to the considerable economic advantage to the
State. Were New Mexico to have as many persons in out-of-home
placements as the average state, another 600 beds would be
required. At an ICF-MR institutional rate of $100 per day, this
would add 22 million dollars to the annual cost of care for these
individuals, almost $7 million dollars of which would by borne by
the state. At the average community ICF-MR rate of $75, it would
add another 16.5 million dollars to the annual cost of care, five
million dollars of which would be borne by the state.

Yet the state provides little support to these families.
Only .6% (71) of these families receive family support services
and then only respite care; most of these families live in the
Albuguerque area and utilize the Los Lunas respite program.
Respite care and other family support services such as: adaptive
equipment, educational/therapeutic services, transportation,
medical or dental services, home barrier removal, special
clothing, special diets, diagnosis and assessment, medication,
home health care, attendant care, recreational services,
information and referral, temporary relief/respite, family

counseling, parent/sibling education, homemaker services, chore



TABLE 13

EXPRESSED DEMAND FOR RESIDENTIAL BEDS IN NEW MEXICO,
BY AGE GROUP AND CURRENT LIVING ARRANGEMENT, 1985

R = r— S
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services, housekeepers, cash assistance, future financial
planning are not of fered.

Even day program slots are rationed in many districts to
persons in out-of-home residential arrangements, which in some
cases has had the perverse effect of leading families to place
their dependents out of the home solely in order to get them into
structured day activities.

The largest number of publicly-supported residential
placements are in institutional facilities and community group
homes, 124 in caommunity ICF-MRs 230 in group homes and another
473 in institutional settings. Other residential models (such as
minimally supervised apartments and companion homes are limited
or nonexistent in most districts). As one might expect, the lack
of a residential continuum is most apparent in less populous
districts such as District 1 and District 7.

Overall there appears to be a satisfactory balance between
the level of functioning of clients in residential placements and
the level of supervision provided. In some districts, however,
the initial profiles suggest that some less severely disabled
individuals are being served in overly restrictive supervised
settings.

As shown in Table 14, while group home staff/client ratios
and day program staff/client ratios appear adequate compared to
staffing standards and noms of like programs in other states,
these care givers, like the families, are reportedly provided few
supports (e.g., staff training, specialist consultations on how

to manage clients with behavioral, physical, and medical
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TABLE 14

STAFF TO CLIENT RATIOS BY TYPE OF PROGRAM

PROGRAM TYPE New Mexico 1 Program Standardszand
Programs (Median) Models (Range)

Residential

ICF-MR
(N=2) 2.7 2.0 - 8.0
Residential -- Moderate
Supervision
(N=5) 2.1 1.2 - 10.6
Residential -- Minimum
Supervision
(N=7) 8.5 8.0 - 17.3
Day
Work Activity Centers 7.2 5.0 - 20.0
Adult Day Habilitation 5.0 4.0 - 5.0
Sheltered Workshops 5.2 5.0 - 20.0
1

Source: HSRI Provider Survey

2 Source: HSRI Multi-State Survey of Program Staffing Standards and

Models



problems; funds for structural adaptions to accommodate persons
with physically impairments; specialized diagnostic and
evaluation services; and crisis support services in the event of
unmanageable behaviors.

1. Urgent or Inadequate Situations

Three hundred and twelve persons were identified by
community providers as needing a group home placement as of June
1985. However, information on the level of functioning of these
individuals is insufficient to judge the level of residential
supervision and supports required, and no information is
available on the relative urgency of their situations -- that is,
reflective of the burden being placed on the private care givers
and the present adequacy of these supports considering the
clients health, safety and welfare.

Though responses to HSRI's provider survey relating to the
urgency of residential placement requests were incomplete, those
11 providers completing this part of the survey indicated that
15% of the non-institutionalized persons wait-listed were in
urgent situations, that is, judged to be in circumstances posing
an immediate threat to their health or safety. Another 28% were
in inadequate residential situations -- inadequate in terms of
the quality of the food, shelter, clothing, care and treatment,
privacy afforded, and in terms of the dignity and respect shown
them. Assuming that these 11 providers are representative of all
group home providers, 48 of the 312 clients were in urgent

situations and 87, in inadequate situations.



2. Inappropriate Placements

The majority (57%) or 177 were living in residential
situations considered to be age inappropriate, too restrictive,
not sufficiently accessible, or for whom alternative
circumstances were desired or necessary for reasons thgn the

above.

a. For Reason of Overly Restrictive Care

The least restrictive alternative principle requires that a
living situation should reflect an age and culturally appropriate
environment that can also meet the persons needs for supervision
and training without compromising personal rights. Assuming that
persons with overriding severe medical, physical, and behavioral
problems or minimum self care skills require high supervision,
and others, moderate to minimum supervision, most individuals are
in appropriately supervised residential and day activities in New
Mexico. However, by our analysis, approximately 50 clients
(those with disruptive behaviors and moderate or high activities
of daily living skills) now in ICF-MR or other high supervision
facilities could benefit from moderately supervised
arrangements*.

b. For Reasons of Size and Segregation

As a rule, the impersonal, bureaucratic organizational
structures and management procedures associated with large,

centralized providers of care, tend to impede rather than promote

* A small number of these persons should be counted in the 158
persons identified by providers as inappropriately placed and
on the community waiting list (above).



the personal interaction, support, flexibility, and esprit de
corp necessary for motivated and effective residential
caregivers. As important, larger programs tend to be more
standardized and uniform compared to smaller settings where staff
can be more sensitive to individual client needs. Counteraeting
factors that argue in favor of large versus small programs for
particular types of clients are absent; moreover, there. are few
economies of scale associated with large, labor-intensive
developmental disabilities services (Ashbaugh, 1984).
Accordingly, in the Institute's judgment, the 127 clients at
Fort Stanton and 346 clients at Los Lunas are inappropriately
placed. Eighty three of these persons are currently wait-listed
for community programs. Table 15 summarizes the number of
additional out-of-home residential placement requirements

presently known.¥

3. Estima;e Qualifications

While the COOP data, data from the HSRI survey, and
information gathered at the district planning meetings were
sufficient to identify the obvious and immediate demand for
residential and support services, they provide an inadequate base
for ongoing long termm planning. The waiting-list data are
incomplete. Such lists will be representative and complete only
when all prospective applicants for residential services in New
Mexico are aware of the lists and understand that they must be

listed as a prerequisite to receiving service. At present the

* Referenced on page 6.



63

*3uapisal uf A[Juasind as0y] Se awes Y] aq O] pavAsse aJe S)SI| Burjren AJjuneEod uo SuoS1ad Jo SPaau UOTSIAJAdNS ay|
*(d0-02) 1SE] BuIites 13LJISIP JO TS AATIR[aS 0 buIp102IR )314ISIP AQ PAINqIUistp sST{ Guljfen Ajjuneeo]
*S[3A3] []14s YBIY 10 ajesapow jv pue Swajquid JOTARY3q ATIANISIP YIIN SJUAF[I - UO[S[AJAANS 3)eIaPOY

*S[[1YS 9103-)[35 WNNTUIW Jo *SWI[qOJd [eiovARyaq Bulisabuepud *sWa[qoid [RITSAYd JO [RITPIN 343A3S YIIN SJUAT]I - UOISTAJAdNS YSTH :S3ION

]| I 1y uwoooon 81 {1 L £ [ {® i 144 of 812 651 Wil

8 ! 144 bl 9 9 o1 ' 62 bl 0z 14 @ - 021 L5 (SNOLIYNLIS 31YI1¥40WddVHI)
ISI7 OHILIVA KLINNHHOD

' 0 i1 8 Y { S 4 ] 8 01 9 n— I 1Y 8 (SNOILYRLIS 31VNOITYNT)
1S17 SHILIYA ALINAHKOD

0 0 [ £ [4 8 0 0 [4 € I n 0 L S 09 ISI7 OHILTVA SYHRY SO1

4 0 b § £ I 4 I 9 ' 9 £ { 0 " L4 {SHOLLYN1IS 1K3940)
1SET SNLLIYA ALIKGHMOD

L] H3IW  OOM HOIK  "dONW HOIH Q0N H3IN OO H3IH  “ooR H3IH  "QOH HOIH  "QOK HIIH SNIYIS IN3¥END
4 9 S ¥ £ 4 ! wiot

381003 NOISIANIINS J0 T13A3V/1D14ISIA

NOISIAYAdNS TIYILNAAISIY A0 TIAR']
UNV LOT¥LSIA A4 ‘SATLINAWWOD ODIXAW MAN N1 ddd1in0ad sazd
TYILNIUIS3Y dWOH-J0-LNO TIVNOILIAAY 40 HIVWILSH FAILVAYASNOD

ST d19vdL




information on the clients is not sutficient to discriminate
individuals by level of functioning and corresponding service
requirements, nor by the urgency of their present situations.

Accordingly, the Institute strongly recommends that the
Developmental Disabilities Planning Council, in fulfilling its
legislated mandate to assess the need for developmental
disabilities services in New Mexico, design, develop, and
implement a system as described below.

(1) All persons seeking placement in state funded Institutions
or community living facilities or day services be required to:

o complete an application for services. The application
should seek information on the urgency of the client's
situation as well as on the clients level-of-functioning

o consent to more thorough evaluation upon selection for
placement, with placements made according to an
established set of state priority criteria reflecting
bqth c%ient need and the urgency of the caregiver/client
situation.

(2) Persons currently served should also be evaluated
periodically (preferably annually) in order to assess their level
of functioning and service needs (logically as part of the
individual habilitation planning process).

(3) The level of functioning evaluations should be done
using a standardized individual client evaluation instrument such
the Individualized Client Assessment Profile (ICAP).

(4) These evaluation scores should be incorporated as part
of the COOP information system in order to allow for ready
analysis in support of Developmental Disabilities Bureau

Planning.

(5) Over time these data will allow the Developmental



Disabilities Planning Council to identify trends in service
demand, and to better gauge the extent of unmet service needs in

New Mexico.



IV. UNEXPRESSED SERVICE DEMAND

The developmentally disabled population includes a number of
persons who have not demanded publicly supported services, some
of whom would demand appropriate services if they to were
available (latent demand). Some however, would not (compensated
demand). The latter group is presently relying on private
residential services or supports.

It is important to recognize that such demand will surface
as new residential and related support services, designed to
satisfy known or expressed demand, are established. This
additional demand is generated by virtue of the added visibility
and accessibility of these services, and the implicit message
that such alternatives represent available and acceptable
alternatives to family caregivers. 1In other words, the level of
hidden versus compensated demand is not only a function of the
adequacy of private residential services and supports, but of the
availability of acceptable alternatives.

The state, as a marketer of residential services, has the
ability to generate and shape residential demand. Forty years
ago demand for residential services was channeled into
institutions. More recently New Mexico, like most other states,
has channeled this demand into community residences. 1In future
years, respite care and other family support services hold
pronise to redirect some of this residential service demand into
residential supports for those families seeking relief and
support rather than separate residential arrangements for their

disabled dependents.



Reasonably accurate estimates of the hidden demand
associated with different service alternatives are best made from
studying service supply/demand relationships over a period of
years using the eligibility determination system (described
earlier). 1In the absence of these data it is possible only to
make outside estimates of hidden demand using comparative demand
figures from other states. Under the conservative assumption
that the ratio of expressed demand plus hidden demand to
potential demand in New Mexico equals the average ratio of
expressed demand (number of persons in service or wait listed) to
potential demand in the other 49 states, the hidden demand would
be 336. Under the liberal assumption that the ratio of expressed
demand plus hidden demand to potential demand in New Mexico
equals the average ratio of expressed demand to potential demand
in that state reporting the highest such ratio, the hidden demand
would be 1657.

These comparative data are based on the 1982 National Census
of Residential Facilities (Hauber, Bruininks, Hill, Lakin and

White, 1984).



V. SUMMARY
Figure 3 illustrates the breakdown of demand for residential

and related day services by category of demand.
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METHODOLOGY USED TO ESTIMATE THE SIZE OF THE DEVELCPMENTALLY
DISABLED FOPUIATION USING THE SIE DATA

AS Ras been joizzad out alsewhers, the S$II was moc desizzed Z3 obra:

-

{=Zor=aticn abouz the davelcpmencally disablad Fopulacicn. 4As a rasuyl:
ara 20 items tha:t explicisly ascerzaia the exzanc C¢ wiich an individn
the various criteria iz the defimizisp. TIa order o arTive at an astizaca of

tSe developmentally disabled population iz was, ch terefore, necessary to

operationalize the defini:icn of developmental disabilizias in ter=s of ek

daza that wers actually gatherad. In this sac=‘enm the zechod usad ra

operationaiize each of the crirfsria in the definird is presencad.
The definiticn of develgpmental isabi;;:ies has five csaponentcs, each

of which .represencs a eriterion for a developmentzal disabilicy:

1. Phwsical anéd/or Yemral Izpairzens

Only people who were asked about linizing health condizican
were considered to be potencially developmentally d:sa:-ea.

2. Llasting Indefimizely

The SIZ dces not rsport chr cnicicy for ages 25 and over. Tae
assuption was made that anyome who met the other csisaria usad,
parcicularly in teras of aumber and extame of lifa acnivicy
limizarions ware also chronizally disablad.,

3. Manifaszs Priar to Aga 22

Age of manifestazion infor-ation was obtained and used for
tie 25 and under populacicm. ‘e

Fo' the over 25 pocu_a:;cn the inforzaticn in the SIT chatz

iicatad a perscn's work his tory was used as a surTogata
i.d;cagar of the extant to whici the person was lika aly ta
have been disabled prisr to age 25. (See Chart I)

4. Substamcial Lizdravien fn 3 Ous of the 7 Lifa Acei—is=v Arzas

Y]
n
l'

Each of che seven liZe Ivity aceas was operaticnally defined
using the existing i-fermacion. Tre defiznicions were varied
ac:s-‘ing £o the age of the individual., For the specific
definizicms used see Chart II in this section.

3ecause oI the facz tha: lizired daza "e*n gatherad on vcung
- - - o > ”
ehilldrez and becausa coucepts such as "ecsuemiz sell suificiency



ezl to defize for childrasm, the decisi
lax the critarisa that 2 perscn be subscin:

people over age 65. Therefore:

e “children aged ] and 4 wers assumed tg be deve
isabled with caly one fumciicnal li=ir (abil

e children aged 5 to 17 wers assumed ts be dave
disabled with omnly two substancial funcsispmal

o adults over age 63 wara assumed tg be developmenzally
disabled with only two substantial funczicmal limics

Veed for Serrices

No infor=ation was obtained on serrics need and
@mada to operatiomalize this criraricom.
iadicators of sarvice needs.

>

Additfomal Assvmncions 3ased om Lizmiting Haalsh

on was =zde

1ally lizmizad

lopmencally

lizizs

se out of seven life activizy arsas. Simil cly, lizzla
tlon was obtalzed on the ecomomic seli-suiiiziancy of

po aifors was

It was assumed that
havizng the lifs aczivity lizits just descrided would be susis

Condiricus

.

_Because the total size of the mentally vetarded

so small it was assumed that virtually everyonme
at least moderataly retarded. It was further as

all such peopls would have been rstarded from ch
Therefore, all peopl

were chronizalily disabled.

icienc .

populazion was

countad was
stmed that

11cdhood and
g listad as

mentally retarded in the SIZ wers considered to be developmenzally

disabled.

It was also assumed that being retarded would automatically
result in a substancial limitacicn in cerzain of the life

activity limitaticns such as self dirscziom.

Similiar

assuzmptions were nmade regarding other specific limiting
heal:zh conditions iz terms of their likelihood of resulsing

in specific life activity limitacicus.,

For exampla, deafness

was assumed €5 result in a substantial limirarisn in learzizz.
Table € - 2 of this sectfon describes the cperationmal definizioms

for each of the lifa acszivicy limitacionms.

s
\(JJ
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CHART II

ACTIVITY LIMITATIONS
SIE OP_AAlICN L DESINITIONS

IXERISSTTT LANGUAGE

LEARNTNG
ace crcout

S5-13

14+

ace crcuc
g ———

(7]
Jd

czasticn
e ————

¢ 93\% Liziting ZBealsh

Concdiz

(o 7qJ

cuesticn
el t————

Q 93
Cenédl
Q 70

grade actande

Limicin

-

ion

schcel work)

schicol werk)

ﬂ.

Healsh

-=2D

rastensa
—

Usually/Trac

Usually/Freguently Needs

DeaZ

Speach Imgairmen=

Serious DiZZ:
Blipd

Baving Diffigoule:

Zaving Diffigulss

3 (Taizd)

resTonse

Mental Retarfatior

Deas

Sericus D-ff;:u}:;
Seeing or Blind

Sericusly Emcticrnallv

Discurzed
2+ Cther Limisincg

fealzh Condiziens




= cuesticn Testense
S=Soe=vee ==t Eiag)
3-13 g 22 CUswally/Tracuenzly Nead
(get arzu=d zus-
s.ée)

4~

CHART

Q 83
(set arzund suc-
side)

Liniting Healzh
sndisizn

IT (continued)

Ustvally/Trecuenzliy Neads

rasTconsa

Mental Recarda=icn
Sericusly Emccionall

3 Q 70 Distuxted
6. CRSACITY TOR INDITINDEINT LITUTNG
Seriscus DiZZiguliy ia Salf-Divecs=icn .
OR : . . 3 ; '_
age g=sup _ cuesticn B } _ resconsa

5-13 Q 88a Cannet Atstand

(schcol attandancs) °

F:eque;:l; Akbsenz
PLUS EITHER
1 Usually/Trecuently Needs

Q9
(Ferscral needs)

Q 92
(get arzund cus-
side)

13-17 Q 30aA Cannct Atzané ..
(schcol attandance) or
Frecuencly Absent
PLUS EITHER
. Q 63 Usuallv/Treguently Needs
{cerscnal needs)
g 83 Usually/Traceenzly Meeds
(cet arzund cuc-
side)
13-28 Q 623 Cannct Arzand
(schcel astendance) er
frecuently Aksent



CHART II (continued)

ace grIud cuesticen r2sTcnse
e —— et ———— —ae——
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Q 8% Cannot Werk As all
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PLUS ONE CF
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(work araund house)

Q &3 Usually/Trecuently Neads Helgp
(zerscnal needs)

. Q 83 " Usually/Trecuently Needs Help
(get arcund ocuc- "
sice) :

24-34 - Q 68 Cannot Work at all .

- {wazk) =
: OR
Q 63A Can Werk Cnly Cccasicnally/
(wezk) Izzegulaxly .
PLUS ONE OF
Q 67 Limized In Amount Cr Xiad

(work around housa)

Q &3 Usually/Trequently Needs Helgp
(rerscral needs)

Q &3 Usually/Trequently Nesds Hel:s
(

h
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L
—~ 10
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CHART IT (continued)
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- (work nRistzzy) Cr Never Worked At All
Q 1o * HNever Worked At Regular Job

{work historv) Far Pay

. _ Q 68A = Limitad In amount Cr Xiad, 3us
- (wozk) . - Can Work Cczasionally/
Irreqularly Cr Regulaczly

PLUS EITHER

Q 48A Receives Public Weliars
(weliaxs) '
Q 46D Receives Workmen's Compensatiz
{(putlic comgensa- ’
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(schcol enrolliment
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Irrscularly Cr Recularly
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{schocl enzzllaenc)



ace CIXTUD
———————————

CHART II (continued)

cuestien
e e——

—~ K
[+]]
N oo

o

AND

AND

TesTonsa
—————

Limited Ia Azcuns= O- g,
dut Can Work Cecasicnally/
Irzegularly c» Regqulaxrly

Earned Inccme $5,000.00

{calculazad)

Q 453 Recaives U.S., Stkata or
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Procedure Used to Estimate the Number of Developmentally
Disabled (DD) Adults on the SSI or SSDI Rolls by State

An updated census of the number of adults on the SSI or SSDI
rolls is available for the end of each calendar quarter.

However, these counts are not broken out by disabling condition.

Figures are available on the number of SSDI awards each year
by disabling condition in the United States fraom 1955 through
1973 and from 1975 to date; the Social Security Administration
will not release the 1974 data as it is considered to be
unreliable. Figures on the number of annual SSI awards are
available since the federal program's inception in 1974. Like
data is available by state though the disabling conditions are
grouped (e.g., mental illness is shown together with mental
retardation under the group entitled mental disorders). These
data are available for fewer years.

One might estimate the number of adults on the SSI or SSDI
rolls by type of disabling condition (i.e., mental retardation)
by simply assuming that the proportion of persons on the
disability rolls for reason of mental retardation at any given
point in time is the same as the proportion of total awards made
for reason of mental retardation in years past. This assumption
would be valid if persons with different types of disabling
conditions remained on the rolls for the same period of time.
However, available data indicate otherwise. According to several
studies by the Office for Research and Statistics (Social
Security Administration) persons awarded SSDI benefits for reason

of some disorders such as mental disorders are likely to continue



on the rolls for a much longer period of time than are persons
awarded benefits for other disorders such as cardiovascular
disorders. In view of these findings, it's apparent that the use
of such a simplifying assumption would lead to under-estimates of
the size of the mentally disordered population and over-estimates
of persons with other disorders on the rolls.

Accordingly, in lieu of this assumption HSRI estimates the
numbers of persons on the SSI and SSDI rolls for each categories
of disabling conditions factoring in the expected time on the
rolls for each category. More specifically, the estimates are
derived for the U.S. and for each state by factoring counts of
the number of SSI and SSDI awardees within each of the disability
categories by their expected duration on the rolls.l Data on
the average duration of SSI and SSDI cases by type of disabling
condition were obtained from the Office for Research and
Statistics (ORS), Social Security Administration. These data are
compiled from regularly scheduled disability reviews and
continuing disability investigations conducted by the Social
Security Administration in the years 1981 through 1983, and from
special longitudinal unpublished studies of cohorts of SSI
awaredees from 1977 through 1981 conducted by ORS staff. The
selection criteria for cases to review were not found to be
biased in terms of the variables of interest: specifically,

duration on the rolls and recipient age within particular

1 1955-1984 for the SSDI awardees, and 1974-1984 for the SSI

awardees.



disability groups (Krute, 1985).

Using these data HSRI constructed "life tables" showing the
probability of SSDI and SSI awardees in each of the past years
remaining on the rolls at the end of the year of award and
subsequent years through 1984 by type of disabling condition.
Individual tables were constructed for two of the three types of
SSDI beneficiaries, namely "workers" and "children" (age 18 and
above disabled and dependent on an insured worker since
childhood). Tables for disabled widows of SSDI workers were not
compiled as these cases were too few in number to derive
reasonably reliable estimates and to be of any significance.
Tables were also constructed for SSI "adult" and SSI "chilgd"
recipients by type of disabling condition.

Using these data, HSRI is able to estimate the numbers of
each type of SSI and SSDI awardee in a given state each year
(Erom 1955 through 1984) expected to still be on the rolls as of
December 31, 1984 by disability group. The total number in each
disability group expected to still be on the rolls as of December
31, 1984 is obtained by summing these estimates across all years
(1955 through 1984).

Comparing the grand total of the numbers in each disability
group estimated to be on the rolls as of December 31, 1984
according to the Quadrant method against the known counts of all
SSDI and all SSI disability cases as of December 31, 1984 serves
as a rough check on the relative accuracy of the estimates. The
estimated totals by disability group are then reconciled to the

known SSI and SSDI totals adjusting them by the percentage



difference between the estimated SSI and SSDI totals and known
SSI and SSDI totals.

Sources of Error

Logically speaking these estimates of the number of adults
on the SSI and SSDI rolls by disability group., because they are
sensitive to differences in the length of time SSI payvyees and
SSDI beneficiaries remain on the rolls, should be more accurate
than estimates not sensitive to these differences. However, the
relative accuracy of these estimates cannot be represented
statistically as the estimates are based on assumption as well as
hard data. Assumptions were necessary to impute values for
missing data. State-by-state figures were missing on the number
of awards by disability group:

o for SSDI worker awardees in years 1955 through 1965, and
1984,

o for SSDI childhood awardees* in years 1974 through 1984

o for SSI awardees in years in years 1955-1974 and 1977-
1984**

Prior to 1974, disability awards to indigent persons were
made as part of the state welfare programs and not as part the
federal SSI program. Knowing the total number of persons on the

SSI rolls in 1974 and the expected duration of each disability

Counted as SSDI childhood awardees are disabled persons age
18 and over whose disability began before age 22 (age 18
before January 1973); these persons were eligible to receive
benefits beginning in 1957.

** Within two years the Social Security Administration expects
to maintain current estimates of the numbers of persons on
the SSI rolls by disability group.



group, it was possible to estimate the number of awards in each
of the years prior to 1974 by assuming that the percentage of al}
awards by disability group was the same as in the known years
(1975-1976), and that the number of awards in each of these early
Years was constant from year to year. What little relevant data
is available indicates that this seems to be a reasonable

assumption.

percent of awards made to that disabilify group in the years for
which the data was available. 1In those cases where the average
bpercent figures were markedly different in Years closer to the
Year for which the data was missing than Years distant, the
average was taken on the closest years.

Data on the average length of time on thé rolls by the
different types of beneficiaries (e.g., SSDI workers, SSDI
children, and SSI adult disabled) was available at the national
level for years one through 26. Data on the average length of
time on the rolis for years 27 through 30 were projected using a
linear regression technique following a logarithmic
transformation of the data. The transformation was necessary in
order to capture the curvilinear pattern of the data.

State-specific data was not available on the breakdown of
SSDI and SSI awardees within the mental disorders group (e.gqg.,
mental retardation as opposed to mental illness) or among the

diseases of the nervous System and sensory organs (e.g., deaf,



blind, cerebral palsy, epilepsy). Therefore state breakdowns are

assumed to mirror the national MR/MD percentage breakdowns.
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Adelante Development Center
4306 Jefferson, N.E.
Albuquerque, New Mexico 87109
883-1102

Director: Mike Kivitz

Albuquerque Special Preschool
3501 Campus Blvd,, N.E.
Albuquerque, New Mexico 87106
268-0213

Director: Gail Beam

Association for Retarded Citizens of
Albuguerque (ARCA)

1408 San Pedro, N.E.

Albuquerque, New Mexico 87110
255-5516

Director: Cherie Hymes

Bernalillo County Mental
ealth/Mental Retardation Center

Pregrams for Children

Developmentsl Disabilities Team

2600 Marble, N.E.

Albuquerque, New Mexico 87106- 2797

843-5566

Director: Stan Handmaker, M.D.

Carlsbad Association for Retarded Citizens, Ine.
(CARC Farm)

Rt. 1, Box 52M

Carlsbad, New Mexico 88220

887-1570

Director: Larry White

-

Citizens for the Developmentally Disabled, Inc.
Colisx County Workshop

P. O.Box 1558-444 Martinez Street

Raton, New Mexico 87740

445-5674

Director: Duane Roy

Coyote Canyon Rehabilitation Center, Inc.
P.O.Box 158

Brimhall, New Mexico 87310

735-2261

Director: Bertha Muskett

COM‘WUNITY AGENCY SERVICE PROVIDERS HAVING CONTRACTS WITHE DD BUREAU (HED)



10.

11.

12.

13.

135.

Door of Oppertunity

P. O. Box 282-6th and North James St.—Old Lomita Bldg.
Artesia, New Mexico 88210 -
T46-9642

Director: Mike Garcia

Eastern New Mexico Rehabilitative Services
for the Handicapped (ENMRSH)

P. O. Drawer 1989-1121 Rencher

Clovis, New Mexico 88101

762-3718

Director: Robert Spencer

Esperanza Para Nuestros Nincs, Ine.
P. 0.Box 12212-1830 Valdora, S.W.
Albuquerque, New Mexico 87105
873-0600

Director: Pat McMahon

Hobbs ARC Rehabilitation Industries
P.0.Box 1607 - 200 E. Park

Hobbs, New Mexico 88240

Directors David Welch

393-8201

La Vida De Valencia Preschool )

P. O. Box 459-Don Pasqual Road, House No. 4
Los Lunas, New Mexico 87031

865-4651

Director: Pat Thalhammer

Las Cumbres Learning Services, Inc.
P.O.Box 663 -
Los Alamos, New Mexico 87544
662-4323

Director: Pat Tompkins-McGill

McKinley Area Services for the Handicapped, Inc. (MASH)
P. 0. Box 1332-721 E. Coal
Gallup, New Mexico 87301
722-4283

Director: Jon Hellebust

New Horizons Development Center
804 E. Avenue

Carrizozo, New Mexico 88301
648-2379

Director: Jenny Kelly



_16.

17,

18.

19.

20.

21.

22.

23.

New Yistas, Inc.

P. O.Box 2332-739 Agua Fria Street
Santa Fe, New Mexico 87501
988-3803 .

Director: Mary Russell

QOtero County Association for Retarded Citizens, Inc.
900 White Sands Blvd.

Alamogordo, New Mexico 88310

437-09819

Director: Frank Kovacich

Peanut Butter and Jelly Preschool, Inc.

1101 Lopez;, S.W. aad
Albugquerque, New Mexico 87105

877-7060

Director: Angela Vachio

Presbyterian Medical Services (PMS)
P. O.Box 2267-820 Paseo de Peralta
Santa Fe, New Mexico 87501
982-5566

Vice-President: John Glass

Shield: Jim Riebsomer - 327-4796
Farmington Site: P.0.Box 3239, Farmington/87489

Santa Maria El Mirador

P. O.Box 81-6 Miles N. of Espanola
Alcalde, New Mexico 87511
852-4244

Director: Mark Johnson

Southern Pueblos Agency
Division of Education

P. 0. Box 1657-1000 Indian School Road, N.W., Bldg. 233

Albuquerque, New hiexico 87103-1667
766-3034, 3035
Director: Eiren Medrano

Southwest Communication-PIPE

(Pueblo Infant-Parent Education Project)
P.O.Box 788

Bernalillo, New Mexico 97004

867-3396

Director: Norman Segel

Southwestern N.M. Services to Handicapped Children & Adults, Inc.

(SWSH)
309 W. College Avenue

silver City, New Mexico 88016
388-1976
Director: Bob Hand

-t



24.

23.

26.

s

28.

30.

Spec\nl Olympics
6001 ble, N.E.-Suite 6

Albu que, New Mexico 87110
2666893
Difector: Pat Putnam

Taos County Association for Retarded Citizens, (Taos ARC)
P. O.Box 112-Armory Street '

Taos, New Mexico 873571

758-4274

Director: Jose Rodriguez

The Rehabilitation Center, Inc.
1023 Stanford Drive, N.E.
Albuquerque, New Mexico 87106
2535-5501-

Director: Bob McKeown

The Resource Center, Inec.
1500 North 3rd Street

Grants, New Mexico 87020
287-7985

Director: Chris Graham, Ph.D.

Tobesa Development and Training Center

336 E. Sixth Street

Rosweil, New Mexico 88201

624-1025

Director: Joe Madrid .

Tresco, Inc.

P. O.Box 2548

Las Cruces, New Mexico 88001
523-5549

Director: Jamie Gerbracht

Zia Therapy Center

200 First Street

Alamogzordo, New Mexico 88310
437-3010

Director: Richard Barbaras

DD BLUREAU
Revised 2/23/33



APPENDIX D

AGENCY SURVEY FORM

Please fill-in blank spaces and correct any incorrect
information provided

Name of Agency

1. Number of Clients Served (Unduplicated Count)

a. . Total number of active clients as of March 31,
1985.
b. Number reported under the Client Oriented Option

Profile (COOP) system as of March 31, 1985.

c. Number not reportad under COOP (if any)

d. Please describe the ways in which those persons not reportad under
COOP differ from those reported (e.g., not HED-funded, time lag, ...)

2. SSI/SSDI Participation

a. Number of clients receiving Supplemental Security
Inccme (SSI) payvments as of March 31, 1985

b. Number of clients receiving Social Security
Disability Insurances (SSDI) benefits as of March 31, 1985

3. Number of families having sought or received
services from your agency and known to have since had to relocate or

make arrangements to receive needed MR/DD services in other states
over the last three years :




WITH DEVELOPMENTAL DISABLLITIES IN THE STATE OF e ¥exICo

Agency Name

r , and
Name Title

of person

phone Number
primarily resgonsible for ccmpleting this survey.
Programs Provided by Agency:

Please Check: Year Agency First Began
Providing Program

HABILITATIVE
CHILDREN/ADOLESCENT PRCGRAMS
Pre-School

Special Education
Day Program

ADULT DEVELOPMENTAL PROGRAMS

General Activities

‘Daily Living Tralnlng
Pre-Vocational"

Work Activity*

Sheltered Workshop*

Mcbile Work Force Teams or
Work Stations in Industry*
Job Placement/Follow up*
Post-Vocational*

RESIDENTIAL

Skilled Nursing/Extended Care*

Intermediate Care Facilitie -~
MR/DD*

Residential - High Supervision*

Residential - Moderate
Supervision*

Residential Minimum
Supervision*

For each program checked above, please ccmplete one program
survey fomm.

Return this cover sheet, the agency survey form and all
program survey forms to Human Services Resesarch Institute, 120
Milk Street, Eighth Floor, Boston, MA 02109.

A postage-paid envelope is enclosed.

* See definitions. Definitions included for program categories
other than those used in the CoOP reports.



PROGRAM SURVEY FURM

Name of program < _ . .
1. Number of Clients Served ’ SR
a. Total number of active q}kantu as of March 31, 198S.
b. Number reported under the Client Oriented Optlon Profile (COOP) system as
of Macch 31, 1983, )
c. Number not reported under COOP (1f any)

d. Please describe the ways in which those persons not reported under COOP differ from those
reported (e.y., not HED-funded, time lag, ...) {(please use back of page)
e, Total number of cllents the program was capable of serviny as of March 31, 1985

2, Client Levels of Functlioning {See xnliructionul

s, Estimated nunber.ot active clients with severe medical/physical problema
b. Estimated number of active clients with moderate medical/physical problems
c, Butlmat;d number of active cllents with endangering behavior problems

d, Estimated number of actlive clients with disruptive behavior problems

e. . Estimated number of active clients with minimum adaptive skills

E. Estimated number of active cllienta with moderats adaptivi skills

9. __ Estimated number of active clients with high adaptive skills

3. Client Movement

a. Number of {ndividuals applying for program or who would have participated
in proyram had space been available in 1984

b. Number of persons that applied In 1984 but ‘whom you could not accept for
serv!ce. Plense outline chief reasons why in order of importance (e.g., behavior problems,
mcdical problems, need for special physical assistance, limited capacity, lack of funding)

(please use back of page)

4. Clients Wait Listed (please count all persons auaitlng service whether or not they are on
a formal walting listl

Total number of individuals on walting list (If the waiting list is shared

a,
withi otlieT agencles, name thess agenciesa:

)
b, Uryency

Number of walt-listed individuals whose
Clrcumatances pose an immediates underiyiny threat to the health or the safety of the
individual or others,, e.g.: no place to live, an abusive situation, » «

o Number of wait-listed individuals whose current circumstances are not
adequnte, e.g. lnadequate food, shelter, clothing, care and treatment, right teo privacy,
dignlty, respect. . .

_ Number of walt-1lsted individuals whose current circumstances are not
appropriate e.g., supportive family situation but not able to meetl individuals habllitative
training needs

Number of wait-llsted individuals whose current clrcumstances are not the

Teast crestrictive feasible alternative, e.g., living in a situation not age appropriate,
{i.e., with pacents), or a physically handicapped person living in a home not fully

accessible

_ __ Number of walt-listed individuals for whom alternative clrcumstances are
deslred or necessary for any other reason.

c. Longest period of tilme {months/years) an individual has been on the
current walting LIst. .

d. Average period of time a person must stay on the current waitinmg list.

5. staffing’
a, Number of full time equivalent (FTE) staff

b. Number of FTE staff whose primary responsibllity and laryest amount of

Number of additional staff lf any required to adequately supervise/manage
cll-n:l novw In the program

6. Cost/Funding *

a Total Cost Fiscal Year 1983-1984
b. { State Gensral Funds
% Other State Funds (not Including Medicaid

c.

d. _ WMedicald/Supplemental Security Income (SSI)

e, sOther Federal Funds (not including Medicald or 851)
f. \Private (lst or 3rd Party)

T Tuos
Pléase fill-in blank spaces and correct any incorrect
information provided



SZLEZCTID PROGRAM DEFINITIONS

1. Grou» Residences

Group Residences consist of living units (apartae
otler dwellings) that are owned or rented to Provide food,
clothing, shelter and supervision on a long or short-ters basis
by staff who are paid a wage. These Prograas may be operated by
public or private agzencies.

ats, houses or

Residential arrangements where extra supervision is required
to manage clients with behavior problems or to assist
paysically handicapped clieats in activities of daily living.
Includes resideats who must be carried, wheeled or led from
the building by others in emergency situations.

Residential arrangements where 24-hour supervision is provided
by staff (live-in or shift); residents are capable of basic
self-help skills only under continual supervision. Residents
require reminding, verbal instructions or gestures in order to
depart from the residence within a reasonable period of time
when warned of danger by a siganal device. Also includes
residents who are deaf, unless the home is equipped with
special visual fire waraning devices. '

1.3 QEQE2_B§§iQEEE§§_:_MiaiEE§_§BEEEEi§iQB

In semi-independent living brograns, residents have their own
living quarters (apartzents, small homes) with staf?f nearby
and on-call in the same building or building complex.
Residents take care of their own houseleeping needs, but some
may need interzittent tr ining or supervision in certain areas
of domestic activity or community independence (e.g., meal
Preparation, use of public transportation, .banking, etec.).
Daytime activities are most ‘likely to be vocational in nature
azd to be in group-supervised work centers, supervised work
Placements, or independent job placements.

Residents do not require any reminding, verbal instructions,
gestures or physical assistance from staff or other residents
to depart from the residence within a reasopable period of

time when waraned of danger by a signal device (e.g., a fire
alara).

While living quarters should not exceed three persons, minizumx
supervision (less than 24-hour) programs may ianclude as many
as 10-20 living quarters for 30-60 clients.



2.
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Establishments with three or more in-patient:

for persons who are not in an
Tequire 24-hour supervision an
include: (1) Diagnosis and tr
direction of a medical directo
Physician, and (2) continuous
Supervised and/or directed by
©n aa around-the-clock basis.

Extended Cars,

beds that Provide
2cute phase of jllness but who

d observation services. Services
eatdent services under the

r or medical advisor who is a
nursing care, planned, Perioraed,

a2 registered nurse who is available

3.
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In most states, adults
services at age 22.
additional instruction related to com
Though the specific nature of these p
depend on the characteristics and nesds of individual c
the primary intent of

clients for g€ainful employment in some occupation.
adult day services can
categories:
O Pre-vocational Progranms
Pre—requisite to work-oriented instruction.

become ineligible for Public school
But many of these adults still require

munity life and vocation.
ost school services will

lients,
most adult day services is to pPrepare its

be sorted into four fundamental

These programs teach skills
Such

instruction SPans nuaerous content areas including

self-help, functional
training and social skills,
inappropriate behavioer.

oda

motor skills, travel
and can involve remediation of
As individual clients Show

academics,

inprovenents in independent functioning, the focus of
instruction becomes increasingly vocational.

© Work Activitv Programs
these programs operate
Provide instruction to
vocational, Personal,
to progress to higher
these progranms:

Using work as a learning medium
within sheltered environments and
help the client attain sufficient

social and independent living skills
levels of job training. Specifically

Introduce the client to the meaning of work in society,
the characteristics of successful enployees, the
expected demands of an employer, and the
responsibilities of Wage earners and prepare clieats to

Participate in, and profit from, additional vocational
instruction.

Utilize personal and work adustment training to develap
appropriate warker behavior and to help the iandividual
meet the requirements of sheltered enployment,
Occupational training, on-the-job trainiag, industry
integzrated habilitation Prograns or competitive
Placement.



Persons earolled in work activity centers Produce at a rate
which is less than 50% of the production standards of a
non-handicapped eaployee based on criteria established by the
Federal Wage and Hour Division of the U.S. Departzeat of Llabor.

____________________________ These programs involve either
short-tera renunerative employazent designed to promote

competitive employment, long-ter: rezunerative work ina - -
sheltered environmeat, or work under specialized conditioms in
industry. Specific programs include:

= Sheltered workshops that utilize work experience and related

services to promote progress toward a productive vocational
status. Clients enrclled in this program produce at a rate
which is 50X or more of the production standards of a

non—-handicapped employee based on the criteria established .

by the Federal Wage and Bour Division of the U.S. Department
of Labor.

Mobile worxt force_teams comprised of client/trainees who
work away from the rehabilitation agency. The agency
contracts with an outside orzanization or business to
perfora maintenance, lawn care, Jjanitorial services or
similar tasks and the trainees are paid by the.agency. A

training supervisor from the agency accompanies each work
crew.

Worx_stations_in_industrv that provide group-training of
client/trainees at the industry site. Training is conducted
by a habilitation representative or by company personnel.

As training progresses, any of three outcomes may occur.
First, as a client demonstrates competence, training is
phased out and the client stays on the job as a regular
employee of the host industry. " Second, competent clients
may obtain similar jobs as regular employees elsewhere.
Third, clients may remain within a training phase at the
iadustry site or at some alternate site.

= Job_placement_and follow-2lonz. Once a client attains

competitive employment, these services help the client keep
his or her job. A representative of the habilitation agency
maintains communication with the employer, periodically
monitors client performance and work adjustment, and helps
resolve any job-related difficulties that emergze. These
services are eventually phased out when the clieat meets
some criterion related to ongoing satisfactory perforaance.
Post-vocational Programs These services are designed to meet
the pneeds of senior citizens with developmental disabilities.
As such, vocational skill ipstructionm is not emphasized.
Instead, instruction revolves around helping -these senior
citizens maintain previously learned daily living skills and
develop new arsas of socio-recreational interest. In addition,
anple opportunity for leisure activity is provided.



INSTRUCTIONS

Seven level—of—fungtioning groups are defined below. 1In
deciding in what group clients bestlfit, consider each group from
one —-- seven, in that order. 1In those cases when a client could
conceivably fit into two or more groups, s/he should be shown ih
the lowest-numbered group (i.e., lowest functioning group).

The medical disability category (1) includes those persons
whose medical problems are severe enocugh to demand continued
attention from medically trained personnel. The physical
disability category (2) includes those persons whose physical
impairments demand personal care services above and beyond that
required for persons with developmental disabilities but without
such physical limitations. The behaviorally-relgte@ categories
3) and 4) include those pérsons whose behaviﬁf;l préblems.a:e
severe enough to require supervision, controlled environments and
behavior management measures that are above and beyond those
required for persons with developmental disabilities but without
these behavioral problems. Psrsons assigned to one of the
habilitative categories (5 - 7) have no overriding medical,
physical or behavioral problems that demand an extra level of
care and that hold their adaptive skills belo§ what they

otherwise might be.

l. Persons with Chronic and Serious Medical Problems

o have serious and chronic medical conditions requiring
continual medical attention

o taking medications that must be administered by medically
trained persons and where monitoring is required to
monitor side effects and to assure proper administration
(e.g., having diabetes and requiring frequent insulin



o]

o

. injections);

bedridden 24 hours a day (nonambulatory)
incontinent (no level of bowel or bladder control)

life threatening condition that requires 24 hour
monitoring and rapid access to medical care

life suprort eguipment required
uncontrolled seizure activity

alcohol or drug addiction

Persons with Severe and Chronic Physical Impairments

Persons able to perform few or no self-care activities and
few or no other activities of daily living unaided due
primarily to serious and chronic physical impairments

o

o

o]

severe auditory, visual, or cognltlve impairment does not
interact or relate to env1ronment

does not feed_self

must be dreséed/ud&ressed completgly'

does not ;end to own persénal hygiene

needs help using prosthetics or similar devices
needs special help getting around

history of seizures requiring continual monitoring

Persons with Endancgering Behavior Problems

o

exhibit behaviors dangerous to themselves (e.g., head
banging, pica, copography and self biting) or to others
(e.g., physical attacks, forceable sexual advances);

exhibit behaviors destructive to property (e.g., arson);

regularly refuse staff requests or are nonattentive to
their surroundings in situations where their well being

or that of others is seriously jeopoardized (e.g., runs,
away, runs in front of cars, .

Persons with Disruptive Behavior Problems

O

exhibit endangering and destructive behaviors
infrequently and with ample warning so that they can be



managed without constant monitoring in a controlled
environment;

exhibit less serious behavior problems such as disrupting
others activities. and minor damage to property;

ignore staff requests of minor consequence in terms of
client well-being (e.g., use profane or hostile language,

public displays, withdrawn and unresponsive, scratches,
hits, steals)

Persons with Minimal Adantive Skiyli

o

Able to perform few activities of daily living* and then
only with considerable assistance, but have no overriding
physical, medical, or behavioral problems limiting their
potential to do more for themselves.

scores on tests of intelligence ranging below 35

severe auditory, visual, or cognitive impariment, does
not interact or relate to enviromment.

does not feed self
must be dressed/undressed bcmpletely

does not tend to personal hygiene

 Persons with Moderate Adaptive Skills

(o]

able to do most activities of daily living* with
supervision and assistance and who have no overriding
phsyical, medical, or behavioral problems limiting their
potential to do more for themselves.

scores on tests of intelligence ranging from about 35 to
49 :

Persons with High Adaptive Skills

o)

o

able to perform most activities of daily living with
intermittent supervision

Scores on tests of intelligence ranging from 50 to 70

Activities of daily living include: eating, toileting,
personal hygiene, dressing, money handling., shopping. reading
and writing, care of personal belongings, interaction with
others, participation in group activities, house cleaning,

use of tools, sense of responsibility, and various vocational
activities.



APPENDIX E

Data Obtained from the Client Oriented Option
Profile (COOP) System

seriously medically/physically disabled -- includes
persons who:

-- require life support medication (28h) and need
assistance in administering it (28g) or

-—- are non mobile (27n) or
-~ have a significant hearing impairment (27h) and a
' significant vision impairment (27i) and a chronic

medical condition (27m)

Moderately medically/physically disabled -- includes
persons who:

-— take seizure control medicine (28f) and need
assistance administering it (29q), or

—— Uuse an orthopedic brace (28c), a wheelchair (28d), or
other walking aid (28e) and need assistance in five
or more activities (29a-h), or

-= are blind, (27i) or deaf (27h) and need assistance in
five or more activities (29a-h)

Endangering Behavior

== includes persons who exhibit extreme maladaptive
behavior (271)

Disruptive behavior ~- includes persons who:

-- are known to have behavioral/emotional problems
(27k), or

—-— are taking psychotropic medication (28g) and need
assistance in administering it (29g)

Minimally Adaptive

=- includes persons who are rated severe (26d) or
profound (26e), or who require assistance in five or
more activities (29%a-h)

Moderately Adaptive

-~ includes persons who are rated moderate (26c) or who
require assistance in two to four activities (29a-h).



