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INTRODUCTION

°

Approximately one third of this country's population lives in rural areas,
defined as outside metropoTitan areas of 50,000 population. Providing services
to the developmentally disabled in these areas often requires .a different approach
than would be appropriace in urban or sub-urban areas.

By definition, rural areas have a low population density. Because people
live further apart, more transportation is obviously necessary to bring the
rural developmentally disabled into contact with the services they need. Be-
sides obvious differences in transportation needs, there are other differences
in the characteristics of rural areas and rural populations that imply dif-
ferences in how the developmentally disabled are best served.

In 1975 the National Conference on Developmental Disabilities recognized
that delivery of services to the developmentally disabled in rural areas is
a matter deserving special attention by appointing a rural services committee.
" This committee was composed of: -

Alice Angney, Chairperson; Vermont DD Council Chairperson.
Susan Hubbard; Montana DD Council Staff Director.

Thomas E. Scheinost; South Dakota Staff Director.

Allan Ziegler; Washington DD Council Staff Director.
Georqge Bennett; West Virginia DD Council Staff Director.

After severa, preliminary sessions, a meeting of the committee, plus re-
presentatives from Developmental Disabilities Technical Assistance System (DD/TAS)
and several Regional DD Offices, was held to identify a workscope for the year.

At this meeting, on February 2, 1976, several activities were planned.

One of the planned activities was to be a workshop for the DD Councils,
aimed at presenting infrrimation on exemplary rural service delivery activities.
It was suggested that the workshop both illustrate specific strategies for
service delivery and allow participating states to share informatign on their
own exemplary programs. DD/TAS was asked to design the workshop and to publish
a proceedings document. . .

Shortly after this meeting the cormittee decided to hold the rural services
workshop 1n San Francisco on Septemper 1€, 17, and 18, just prior to a scheduled
meeting of Mational Conference on Developmental Disabilities (NCDD).

Plannpmf; for the workshop began with a survey of all state DD Councils
to determihe (1) which states were interested in participating in the workshop,
and (2) what ccncerns regarding rural services the Councils wished to have
addressed at the conference. Twenty-six states responded that they would like
to attend arnd the concerns most nominated for inclusion were: transportation,
resource acquisition, and development of service delivery systems specificaliy
for rural areas.

Based on this survey, the HCDD Rural Serwices Committee, with technical
15a15 T e teor DDCTRS, planned the workshop agenda to focus on three goals:



1. To facilitate the sharing of information among DD Councils
and to identify common problems and issues which confront
developmentally disabled citizens in rural areas;

2. To examine modeis of comprehensive service systems in_rural
areas; and

3. To examine selected rural programs concerning health care,
services to children, services to adults, manpower develop-
ment, client identification, transportation, and compre-
hensive services. -

DD/TAS, through nominations solicited from the Rural Services-Committee,
the various state DD Councils, and other knowledgeable sources, 1dent1f1ed
exemplary rural programs for each of the six services listed %n goal three
above.

“Each state DD Councii was invited to send up to four participants. Actual
attendance included 72 people representing 33 state DD Councils, plus those
presenting and other guests, with mor2 than 100 total participants registering.

L
The first issue addressed was that of defining "rural." In planning the
workshop, it was decided that the only satisfactory approach was not to specify
a definition, but rather to let each state make its own distinction regarding
which part of its area might be considered rural. It later became apparent
that wide discrepancies exist among definitions appropriate to different states.

In the inform-tion-sharing groups, many participants shared common con-
cerns regarding: transportation problems; fund1ng 1mmitations; incompatability
between popular service modeis with urban origins and the characteristics of
rural communities; and the relative political weakness of rural aveas.

The following papers, with one exception (Chapter 10 by Ted Bergeron)
generally represent the content of each author's presentation at the conference.

5
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CHAPTER 1

WHO, WHAT, AND WHERE:
STUDYING PREVALENCE OF DEVELOPMENTAL DISABILITIES
IN WEST VIRGINIA

by
Dennis N. Lindberg

or
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A .

How many persons with a developmental disability live in rural areas?
This chapter reports a study done in West .Virginia designed t® determine how
many developmentally disabled persons need services. Thu results suggest

changes in, or at least re-evaluation of, some traditional assumptions in
planning. )

. Dennis N. Lindberg is a member of th¥ faculty of Davis and Elk’ =<
College, Elkins, West Yirginia and a mepber of the West Virginia Deve.up-
mental Disabilities Council.
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Introduction

This study was designed to meet the most prégsing need in planning for
the developmentally disabled of West Virginia - reasonably accurate statis-
tics as ti the number of developmentally disabled persons living in the state
who pre not in institutiens, and their geographic and age distributions with-
in tAe -population.

Definitions. <This is a report of a prevalence study. Prevalence means

rate at which a condition #s found within a community, county, state or
nation. In contrast, incidence refers to the rate of initial occurrence.
So, for examrple, while it is reasonably well established that the overall
incidence of Down's Syndrome (Mongolism) is 1 in every 600 live births, it
is equally clear that the prevalence: of Down's Syndrome is not 1 for every
600 persons in every population. While Down's Syndrome is thought te occur
randomly, it has not been established that incidence in specific populations
is not affected by social and environmental factors. Prevalence is further
influenced by social and environmental factors. Health care, for example, is
not of uniform quality in all localities or for &ll socio-economic groups.
Hence life expectancy varies, for both normal persons and persons with Down's
Syndrome. Migration affects prevalence as do attitudes toward institutiona-
lization.

Incidence studies, then, look at the occurrence at birth of conditions,
while prevalence studies look at their distribution within populations.

Plannirg for services and facilities for the developmentally disabled
requires prevalence data - data concerning their social location within the
poputation.

Who"is developmentally disabled is a social question. Thaugh a person
may have a condition with a physital or psycholagical=tause, that condition
is transformed into a handicap only in the context of a social situation
within which others define the condition as handicapping. If others in a

-community see a person as normal, then he is normal for all practical

purposes, regardless of what clinical symptoms he might exhibit. Conversely,
a person is substantially handicapped when he is defimed as substantially
handicapped by members of his family and the community in which he lives.

Developmental disabilities planning is directed towards normalization,
that is, helping the developmentally disabled to lead lives that are as normal
as possible. Hence, somenne seen by his community as being normal cannot be
said to be suoctantially handicapped or developmentally disabled. The defi-
nitions of what are mental reczrdation, epilepsy, cerebral palsy, autism, and
similar neurotogical disorders used in this study are the ever , common-
sense definitions which structure the interacfions of handicapped persons with
others in the communities in which tney live.

Methods. This study .as conducted in the following manner. Socio-
economic data fror the 1970 Census was obtained for a random sample of 1/7th
of he census enureration districts in West Virginia. From these, 45 dis-

tricts with a 1970 population of 35,142 were selected as representative of

Ju




.the state. Interviewers (where possible natives or iong time residents of .
these districts) were hired and trained. Between February and May 1975,
every household in 25 of these 45 districts was visited ip an effort to find
every developmentally disabled person living in the district. The remaining

. 20 districts were surveyed in an identical manner in March and Apr11 of 1976.
Ancinterview schedule was used at the home of ‘eacir disabled person in order o
to specify the nature of the disability ahd to obtain other relevant informa-
tion. The results were coded, preva]ence rates for each district calculated,

- and correlations with the socio-economic data from the 1970 census construc-
ted. Mu1t1p1e regression equat1ons, whicn incorporate a number of correla- -
tions and are a technique for improving predictions (instead of simply taking
the mean, or average), were developed and used to predict to the 1/7th sample. -

These predictions were then weighted and combined to produce the county an
regional figures. The state figures are a combination, weighted by popula-
tion size, of the regional figures.

Purpose. The purpose of the study was to provide persons who p]an'
services for the developmentally disabled citizens of West Virginia with
prevalence estimates drawn from data obtained in West Virginia. Currently,
planning is based on prevalence rates derived from studies done by a variety
of methods in a yariety of places. These ¢ idies of individual disab.lities
are concerned wi}hlthe mildly as well as the substantially h2ndicapped, and
do not take into atcounft the multiple handicapped. The figures in.the report
of study are a considerable improvement over the figures currently used which
assume a uniform distribution of the developmentally disabled throughgut the
nation and world. .

[}
) .

Conclusions. Several important points.are clearly demorstrated in the
report: : :

.

e~

- the non-institutionalized developmentally disabled are not distributed

un1form1y or randemly throughout the population-of West Virginia;
. - there is a considerable overlap between hardicaps;

- the non-institutionalized developmentelly d1sab]ed’"?@'concentrated in
the younger age groups; .

- the prevalence rates for developmental <'isabilities as a whole, and
for persons substantially hanaicapped by particular disabilities are
considerably higher in West Virginia than'has previously been assumed.

The prevalence figures in the report may-seem low at first glance. 1wo
factors should be kept in mind, however, First, this study included only
those "substantially handicacped” (handicap is a social meaning attached to a

. physiological or neurological condition). Secondly, the prevalence estimates
- for individual disabilities put forth by the national voluntary associations
are based on statistical models which necessarily incorporate a preponderance
of 'mild' or 'borderline' cases. While mental retardation has been estimated |
oy the National Association for Retarded Citizens at 3% of the population,
only 0.3% of the population is classified in the categ--~ies moderately, ,
severely, or profoundly retarded. .The remaining 2.6% are said to be mildly |
retarded. As the President's Committee on Mental Retardation has recently :
recognized, nearly 90" of those classified as mentally retarded, the miidly
retzvded who are multiple hand%capped, are not developmentally disabled
within the meaning of the law.¢ .

& - ~
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" Thus the West Virginia prevalence rate for mental retardation of 0.81%
of the ncn-institutionalized population should be compared to The National
Association for Retarded Citizens estimate of 0.30% for moderate, severe and
profoynd retardation.

Similarly, the Epilepsy Foundation of America estimates epilepsy at 2%
of the population and United Cerebral Palsy estimates cerebral palsy at G.4%.
As borderline or mild cases, those institutionalized, and, in the case of
epilepsy, those controlled with medication i.ave beer excluded, our prevalence
rates of 0.35% for epilepsy and 0.09% for cerebral palsy are again considerably
higher than would be expected from making the statistical assumption of normal
distribution. :

In the age distribution datc, evidence of the long term effects of
improved health care, particularly antibiotics, is seen. Only 18% of the
cases found were initia'ly identified by the schools. Most were identified
by the parents themselves or by medical doctors. Thus, the large concentra-
tion of developmentally disabled persons in the younger age groups is only
minimally due to the effects of labeling by the schools, and 1s instead an
indicator, of the ever increasing 1ife expectancy of developmentally disabled
persons, Thus, .thert s a need for more community programs for adult. as
life expectancy increeses, and for infant programs to insure the best possible
start toward a,1ife span *that.will increasingly apiroach the normal length.

The vepdrt of the study contains compilations of a number of kinds of
data gathered in the survey. Among these are characteristics of individuals
with developmental disabilities, each of the component disabilities, and of
the multiple handicapped; proportions of persons with a particular disability;
correlations between prevalence rates found in surveyed districts with socio-

economic characteristics ‘of those districts; projections of prevalence to the \\\J/

state, planning region, ‘ard county level; and age distributions of persons
with developmental disabilities and the component disabilities. Comparisons
between disabilities are facilitated through summary tables.

Space limitations prevent the presentation of all of this material in
%his chagter. Instead, ’a selection nas been made from the data presented to
indicate possibilities. \ . .

1. Multiple Handicaps. Ihe proportipn of persons having one of the develop-
mental disabilities who also has a second of these disabilities is shown in
Table 1. :

Table 1

PROPORTION C- PERSONS WHO HAVE ONE HANDTCAP
WHO ALSO HAYE A SECOND HANDICAP

-

N - i a+ . Who Also Have *
- ' , MK . EP cp- OTHER
- Percent of MR 27.32 §.77 7.47
Those Who Have EP 7~ ~~%48.47 -- v 5.7% 9.0%
' CPT ,6.07 -+ 19.4% -- 0.0%
.. CTHER 62.5% ¥ 34.4% 0.0 --
N=q1 4 ¢ :
12



That 24.2% of the develcpmentally disabled located in this survey have
more than one of the disabilities, indicates that prevalence tigures for
developmental disabilities cannot be arrived at simply by adding together
figures for each of the component disabilities. Such a procedure would, based
on this data, overstate the number of developmentally disabled by about one-
third, and minimize the severity of the problems to be dealt with.

Table 1 clearly documents the interrelatedness of the major handicaps
grouped together under the developmental disabilities. While mental retarda-
tion is the largest hundicap in terms of .numbers, significant numbers of those
with mental retardation also have epilepsy - arebral palsy. Substantial
proportions of those with epilepsy and cer . palsy are also mentally retarded,
and there is a2 significant overlap between epilepsy and cerebral palsy.

2. Corﬁelatﬁons. A principal working hypothesis of the study was that pre-
valence rates for the developmental disabilities would vary systematically

with differences in various socio-economic characteristics. Three hundred

and eighty persons with developmental disabilities were found in the 45 districts
surveyed, which had a 1970 population of 35,142. The prevalence rate of
developmentally disabled in the surveyed districts was thus 1.08% of 1970
population.

Table 2 shows, however, that there are systematic relationsh. ,s between
the developmental disabilities prevalence rates found for individual districts
ard their socio-economic characteristics as reported in the 1970 Census.

Table 2 indicates that higher rates of developmental disabilities are
found in districts where income and education levels are low, where large
percentages of the housing is substandard, which are rural, and where the
birth rate is relatively high. The percentage of the population which is
young or non-white are not important variables, and -neither 1s family size
or unemployment.

Table 3 summarizes correlations between socio-economic characteristics
of districts and prevalence rates found for the major component disabilities,
mental retardation, epilepsy, and cerebral palsy.. For maximum clarity, only
correlations significant.at the .10 Teve} are reported in Table 3.

Correlation coefficients indicate the strength of the relationship
between two varisbles. A perfect correspondence is radicated by a correla-
tion of +1, no relationship by.00, and an inverse relationship by -1. The

larger the correlation coefficient, the stronger the relationship, whether
positive or negative.

For developmental disabilities as a whoule, mental retardation, epilepsy
and cerebral palsy, the key indicators of high prevalence rates in a district
are low income levels, low education levels for adults, relatively high
proportions of sub-standard housing, relativelv high birth rates, and that
the district is rural.




Table 2

CORRELATIONS BETWEEN PREVALENCE OF DD AND SOCIO-ECONOMIC CHARACTERISY}CS

Characteristic . Correlation Significant
With DD Level

% population rural .3732 .006
% population non-white .0958
% population under 18 years .1641
% population age 65 and over .2464 .051
median years of school for adults -.4769 .001
mean children ever born to women

35-44 years of age .3800 .005
% workforce unemployed .0075
% families with incomes over

$10,000 per year - -.3175 .017
_median family size .0696
% families below poverty leve’ .4307 .002
% housing lacking one or more .

~* standard plumbing fixtures .5415 .001
per capita income -.4531 .001
Table 3

CORRELATIONS BETWEEN PREVALENCE OF MR, EP, AND CP

AND SOCIO-ECONOMIC CHARACTERISTICS

Characteristic Correlation relation with
MR EP

%-population rural .3536 .4207
% population non-white .2118 ns
% population under 18 years ns ns
% population age 65 and over .2743 ns
median school years for adults -.4578 -.3319
mean children ever born to

women 35-44 years old .3609 .2282
% workforce unemployed ns ns
% families with incomes over

$10,000 per year -.3260 -.2063
median family size ns ns
“ families below goferty level .4759 .2407
! substandard houding .5405 .3836
per capita income -.4582 -.3571

ns = not cignificant

cp

ns
ns
ns
ns
-.4082

.3877
ns

ns

ns
.3256
.3299
-.2588




3. Projections. Correlations, as presented in the previous section, are use-
ful 7n understanding relatiorships between variables. Statistical evidence
has been presented demonstrating relationships bet teen developmental disabili-
ties and the component disabilities and the socio-economic characteristics of
the places where the disabled are currently found.-

‘ Multiple regression analysis, as used to generate the rates shown in

this section, is a technique for using correlations to construct equations

which predict values of dependent va-jables (the disabilities) from known

values of independant variables (the socio-economic characteristics).

Equations were constructed for developmental disabilities and each of the

component disabilities which give the best possible predictions (within an

acceptable level of statistical significance) of the actual prevalence rates

in the 45 surveyed districts from the socio-economic characteristics of those

districts. These equations were then used to predict prevalence rates for

districts that were not surveyed. While not completely accurate, such pre-

dictions are substantial improvements over simply taking an average of all

distritts .surveyed and applying it to the state as a whole, to all regions,

and to all'counties. West Virginia is not homogeneous. Using correlations

to construct equations makes possible predictions which take into account the

differences within the state and the differences in prevalence rates found in *

the survey. )
like many states, West Virginia is organized into planning regions. The

criteria for drawing regional boundaries were principally concerned with

shopping patterns, transportation networks including reads, patterns of

service delivery, as well as the Appalachian Regicnal Commission's policy of

encouraging the formation of growth centers as a developmental strategy for

Appalachia. Thus regions as they exist in West Virginia are composed of an

actual or potential urban growth center of small to medium scale and the

counties which surround it.

While these regions may be adequate for planning purposes, they are not
adequate for analytic purposes, as there are significant social and economic
differences within regions, especially between the urban centers of some
regions and the surrounding rural counties. Region III, for example, includes
Kanawhy County (Charleston) with a strong mixed economy of state government,
commerce, industry and mining; Clay County, perhaps the poorest county in the
state, lacking mining, commerce, and industry, and with land capable of only
modest subsistence farming; Boone County, heavily dependent upon coal mining,
and Putnam County with more prosperous farming, no mining, and developing in-
to a suburban area for Cnarleston to the east and Huntington to the west.
Four more dissimilar counties could hardly be imagined. Sensible thougn it
may be to look at the four 1n terms of the development of service delivery
systems, it does not make sense to treat them as a unit in analyzing their
current situations.

For the purpo.es of bredicting prevalence rates, prediction regions were
deveioped. The principal criteria used were similarity in socio-economic
characteristics betwren counties, geographic simlarmily and similarity in long
te, 1 population trend..

15




Regression equations were used to predict to 1/7th sample of the census
enumeration districts of the state. These predictions were grouped by pre- =
diction wregion anu weighted by population to produce prevalence figures for
the prediction region as a whole. As the counties in prediction regions are
relatively homogeneous, prevalenge projections for preaiction regions are
used for the individual counties ¥ the prediction regions. These county
figures, weighted by ponulation, are used to produce prevalence figures for
the Planning and Developmental Regions.

Table 4 presents prevalence estimates for developmental disabilities for
the State and the 11 Planning and Development Regions as a percentage of 1970
population. The number of cases estimated for 1976 is also shown.

Table 4 shows that developmental disabilitieg are not distributed ~venly
across the population of West Virginia. A region by region comparison of the
percentage of cases with the percentage of populatian makes this evident, as
dow; a comparison of the regional prevalence rates with the state-wide rate.
The rate of Region VI, for example, is 21.8% less than the state-wide rate,
while the rate for Region I is 27.3% greater.

The report of the project contains similar tables for the component
disabilities, as well as projections for counties. This material is
summarized in Table 5:

Table 4
PREVALENCE OF DD IN WEST VIRGINIA BY REGION

% State's % State's

DD #0D Cases ___. Pop.

State 1.10 19,216 100.0 100.0
Region I 1.40 3,320 17.3 13.7
I1 1.15 3,074 16:0 15.3
I11 0.90 - 2,609 13.6 16.7

Iv 1.33 1,635 8.5 7.0

v 1.1 1,780 9.3 9.2 N

VI 0.86 2,104 10.9 14.0

VII 1.32 1,369 7.1 5.9

VIII 1.29 767 4.0 3.4

IX 1.13 751 3.9 3.8

C X 0.98 1,192 6.2 7.0

X1 0.88 615 3.2 4.0°

[y
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Table 5
T e = SUMMARY OF PREVALENCE PROJECTIONS

% DD % MR % E
State-wide rate 1.10 0.81 0.

Highest regional rate 1.40 1.09. . 0.43. .
Lowest regional rate 0.86 0.57 0.24 0.08

—

Highest county rate .50 1.15 0.48 0.12
Lowest county rate 0.76 0.50 ) 0.24

4. Age distributions. The age distribution of perscas with developmental
disabilities and the component disabilities actually found in the surveyed
districts was compared with the age distribution of persons in the state from
the 1570 Census. While 37% of the state's population was under 20 years of
age, 2% of the uevelopmentally disabled persons, 53% of the mentally retarded,
48% of those with epilepsy, and 69% of those with cerebral palsy were in that
age group. Prevalence rates developed for regions and counties were then
multiplied by factors derived from these differences (1.41 for developmentally

« disabled, for example) to obtain prevalence rates for those under 20 years of
age. Table 6 summarizes these rates.

Table 6
SUMMARY OF PREVALENCE RATES FOR PERSONS UNDER 20 .

. % DD % MR % EP % CP
State-wide rate 1.55 1.16 0.46 0.17
Highest regional rate 1.97 1.56 0.56 0.19
Lowest regional rate 1.21 0.82 0.31 0.17
Highest county rate 2.14 1.64 0.62 0.22
Lowest courty rate 1.07 0.72 0.31 0.13

“Generally, high prevalence rates were projected for rural counties, with
five southern counties, economically dependent upon the coal industry, having
the highest rates. Low rates were projected for counties containing the
major urban centers of the state. Kanawha county (Charleston) and the three
counties with the northern cities of Clarksburg, Fairmont, and Morgantown
generally had the lowest rates.

Two statistics are important for decisions regarding new programs: the
absolute number of developmentally disabled persons in the area to he served,
and the prevalence or relative severity of developmentally disabled in an
area. While some areas have low prevalence rates, they have a large number of.
cases because they are heavily populated. Other areas have high rates and a
proportion of the state's cases significantly larger than their share of the
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population. While relative need cannot be the only criteria used in DD
planning (program quality, agency cofpetence, community support, and right
to service are among the number of equally relevant criteria), it must be
taken into account as long as funds for Developmental Disabilities prongrams
are limited. Scarce resources must be concentrated in areas of greatest need.
~~ Caution should be used i generalizing-these results to other states.
While there are bound to be similarities between West Virginia and other
states, so too are there factors unique to West Virginia. The methodology of
this study is generalizable, however. Replication in a number of states
would provide a basis for making generalizations applicable to all states.
While the implications and conclusions which have been drawn for West Virginia
may seem intuitively correct or incorrect when applied to other states, their
validity for other states will not be known until similar studies are done.




CHAPTER 2

SERVICE DELIVERY IN RURAL AREAS:
CONTEXT, PROBLEMS AND ISSUES

by

. Charles R. Horejsi




Approximately one-third of our total population lies in rural areas.
These rural areas differ significantly from urban and suburban areas in many

_____ ~ ways including: cultural norms, transportat1on, income 1eve]s and pro-
fessional resources. =~~~ -

These, and other differences as well, all have implication for the
delivery of services to the developmentally disabled in rural areas. VYet
nearly a)l well known service models are based on urban programs. it is
uncommon to find programs planned spec1f1ca]ly to meet the unique needs of
hand1capped people in rural areas.

In this chapter Charles Horejsi, ProfessOr of Sncial Work at the
University of Montana, Missoula, outlines some of the problems of service
delivery that are unique to rural-areas. He also presents some positive
implications basad on strengths common to rurat“commun1t1es
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Introduction

i Efforts to develop community-based programs in rural areas must grapple
with problems and issues somewhat different from those encountered in urban

areas. Unfortunately, the special needs and problems of rural areas do not

get much attention. Popp (1975) recently noted that the:

. special needs of rural areas seem to have been —
neglected in the nation's efforts to recognize and
cope with the problems of mentally retarded persons.
_ ___When_the federal government arranged in 1964 for
‘comprehensive’ state-wide mental retardationstudies-— ——- ——
throughout the country, only a very few states ever
menticned the specific needs existing in rural areas.
Yet rural areas still comprise a large part of the
nation. . . (p. 129)

Cochran (1976) has offered convincing arguments concerning the existence
of a pro-urban and possibly an anti-rural bias within various federal agencies,
including the Department of Health, Education and Welfare. Copp (1970) made
similar observations. This bias results from the fact that most of those in _
decision-making positions are from urban areas, now live in urban areas, have
work experience in urban programs, received their-professional education in
urban universities and hear and read most abcut urban problems and programs.

They are simply uninfurmed about rural areas. They are more familiar with what
is going on in urban areas and how things work in urban areas. Or, if one
wishes to view it from a behavioral point of view, one could conclude they have
not been rewarded for paying attention to people from rural areas. Or, con-
versely, they have been rawarded for paying attention to urban areas.

A 1966 Wisconsin project identified a number of special problems relating
to the development of community-based programs for mentally retarded persons
in rural areas:

A. In a rural area tne understanding and awareness of the
retarded's needs and the subsequent impetus to serve him
has suffered fromthe relative lack of exposure to pub-
licity, information, and educational effort. R

N L4 i

B. Services for the retarded have not developed in rural
areas due to the mechanical problems involved in bring-
ing peonle together ip an area of low population density.

C. In a rural area there is often a lack of facilities such
as day care, sheltered workchops, and special classes to
,;$rv -the retarded.
N

D. Most rural areas lack diagnostic and treatment centers.
E. Rural areas lack an organizational structure for proper

jdentification, treatment, and referral of the retarded
and their families.
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Thee is an extreme lack of trained professionals, such
as psychologists, social workers, public health nurses

and physicidns, who can offer service to the retarded
or their families. -

The rural retarded and their families have long been

unaware of any alternatives to strict custodial care
in the home.

People in rural areas often have low expectations for
their normal child, as well as the retarded, and are
unable to see the value of training and education.

. There is often a stigma attached to family counseling in
a rural area, and the fixed point of referral may be
located in a clinic or welfare department. Where little
stigma is attached, such as the public health nursing
service, this office is understaffed in a rural-area.

Neighbors in a rural area often have 1ess experience

with’and understanding of the retarded child than their
urban counterparts.

Parents of the retarded in a rural area are often poor
and canriot afford the cost involved in pransportation
or the child care necessary to attend parent group

meetings ‘or take advantage of counseling and diagnostic

services for their retarded child. (cited i?.Popp, 1975,
pp. 129-130) -

Ld

Ten years later, most of these problems still exist in rural areas. If
services and opportunities are to Be expanded for persons who are developmen-
tally disabled and living in rural areas, planning and program development must
be built upon rural resources and characteristics. Moreover, we need te. re-
examine our tendency to try and "export” urban planning cuncepts and urban

programs into rural areas. Rather, our strategies and tactics must be indivi-
dualiged to local circumstances and the rural condition.

According to Mayeda (7671) several 1oéa1 and state characteristics must

be considered in the development of a comprehensive service system for the
méntatty retarded.

These are: (1) land area, (2)4opulation, (3) economics,
(8) professional resources, (5) organizational résources, (6) consumer or

client characteristics and (7) tranc ~-tation. The remainder of this chapter

will focus on several of thesa facto. ind elaborate on some of the problems
and issues of program development ana service delivery in rural areas.

What, is Rural Area?

h ]

“In the United State three-fourths of the peonle live on about three per-
cent of the land. According to Kahn (1973):

_ About half the peop]é of the country live in eight of the
. f1fty states - California, I17inois, Michigan, New Jersey,
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New York, Ohio, Pennsylvania and Texas. Most of that
half, furthermore, live in or just outside the big
cities of the eight states. However, the other side
of the story is that a large number of Americans live
in nonmetropolitan areas.

About 64 million Americans, one-third of our population, live in nonmetropol-
itan areas. More precisely, they did not live in a Standard Metropolitan
Statistical Area, i.e., a metropolitan area surrounding a city with-a popula-
tion of at least 50,000. o
Essentially, a rural area is one which is characterized by a sparseness
of population or a low density. In other words, it is a relatively large land
— -area-occupied by a relatively small number of people. A few facts and figurés
on my own state of Montana will serve to-clarify this definition.

T e——

In physical size, Montana is the fourth largest state; it is approximat®ly
550 miles long and 315 miles in width. The states of Iowa, Indiana, Kentucky,
Maryland and New Jersey could all "fit" in Montana. The 1973 estimated popu-
lation for the entire state was 721,000. About 50 metropolitan areas in the
United States have populations exceeding the population of the whole state of
Montana. Only 17 Montana towns have popu.ations over 5,000. Only seven have
populations over 10,000. The state's two largest metropolitan areas have popu-
lations of about 80,000 each. The third largest city has a population of
about 35,000. Nearly every town with a population over 5,000 is at least
100 miles from a community of equal size or larger.

The Rural Condition

Increasingly, the rural community resembles urban or suburban communities
(Warreh, 1972). While traditional urban-rural differences are becoming blurred,
remnants of a rural culture sti1] exist. Rogers and Burdge (1972), for example,
note that rural people (mainly farmers and ranchers) exhibit certain attitudes
and values which are different from those of people in urban areas. In areas
where rural culture still persjsts, it must be gonsidered in planning and ser-
vice delivery.

Rural culture and characteristics have obvicus relevance to the design
and management of services in accord with the normalization principle. Bron-
ston (1976) states that:

The essence of that principle requires the use of culturall N .
normative means and methods . . . to offer a person life con-
ditions at least as good as the average citizen . . . and as
much as possible enhance or support his/her behavior exper-
» - iences, status and reputation. -By culturally normative means,
we speak about using those techniques, tools, media, and
methods that are most familiar and valued in our culture. (p. 495)

Since the application of the normalization principle is "culture specific,”
it is interesting to ponder questions such as: (1) What are the "hormal" con-
ditions of the average rural citizen? and (2) To what extent should programs

in rural areas incorporate the 1ife experiences, values and expectations of
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"rural people?

Ginsberg (1976) has identified a number of conditions which are “normal"
for the typical rural American. - Some are thé following:

Rural dwellers often lack access to high quality education,
highways, museums, libraries and entertainment . . . In a
small town the choice [of entertainment] may be between a
few bars and one movie. .

There is simply not much to do with one's free time . .
The rural wealthy may take world cruises or fly to a city
for the weekend but the rural dweller of moderate means
]ast such choices.

ff one is seriously i1l the nearest urban hospital may be
used, with all the attendant problems of transportation,
isolation;frgp family and friends and the added expense.

" Some _smdll towns have nbrph}E{Cﬁéhs‘nr—denijgpg. Others

must .rely on circuit riding healers, who serve each of--- . _

several small towns one or two days a week . . . Still
others must make do with less adequately prepared pro-
fessionals than they could find in cities.

Rural communities tend to be one or two industry cr

company towns [e.g., farming, agribusiness, mining].
Frequently, the industries are unattraetive to young
men and women.

Many rural areas, perhaps most, lack efficient, low
cost public transportation. But the available jobs may
be miles away. Thus, ownership of an automobile is often
a necessity for a worker in a rural area.

One has little difficulty in finding overt racial segre-
gation, lack of suffrage, corruption . . . Rural govern-
ments are often run by the local power structure much in
keeping with the descriptions . . . found in the writings
of Floyd Hunter (1969). The Lions Club, Rotary Club,
Methodist Church and city council are frequently governed
by the local wealthy citizens, no matter who the officially
designated presidents, mayors or councilmen are.

American Indians, Chicanos, and Blacks continue to report
being sinaled out for special- punishment by Tocal law en-
forcement officials who are products of the same power
elite that control everything else . . . no case is being
made to support the idea that rural officials are less con-

cerned about human rights than their counterparts in cities.

However, cities have a number of other institutions such as
civil rights organizations, legal aid agencies and govern-
ment officgs that conduct monitoring activities that, in
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turn, make officials more responsive to the protection
of human rights and less inclined to act inappropriately.
Rural communities are too small to support such institutions.

. the church plays a major role in rural communities’-
perhaps a greater one than in urban areas. One's religious
affiliation is an important consideration for newcomers
to small towns.

Impersonal services are uncommon in a setting where every-
one knows everyone else or at least everyone else's relatives.

. taking social or political positions that differ from '
those dictated by the conventional wisdom of the rural com-
munity may lead to.social and professional ostracism.

Those who are too quick to tell others their faults are
unpopular in. both the metropolis and the village. But the
results of such behavior are more rapid, persuasive and
dramatic in the [rural community}. (pp. 3-7)

What does all this mean? It means that. there are both positives and nega-
tives associated with mogt rural characteristics and norms. It does not mean
that those of us interested in expanding services. for the developmentally dis-
abled should unquestionably support all rural norms. We must, however, be able
to understand and accept_those norms and work for change at a pace acceptable
to the rural people themselves:. -

The Formal and Informal Services of Rural Areas -

"~ - Recent contributions to social service literature (see, for example,
Buxton, 1973; Segal, 1973; Koch, 1973; Mermelstein and Sundet, 1973; Milter,
1976) have identified several features of service delivery which are unique
to rural areas. The literature also indicates that strategies and programs
developed in urban areas cannot be simply “transplanted" into rural areas or
small towns. ) A

while it is true that rural communities have fewer formally organized
professional services and agencies, it is a serious error to asgume that a.
particular service is not being provided simply because a formal organiza-
tion does not exist to provide that service (Ginsberg, 1973). It is impor- s
tant to remember that informal systems of service are common to rural areas.
Patterson and Twente (1971) term thegse informal arrangements “natural service
systems" or "natural helpers.” Moré recently, the National Assoctation of T
Social Workers has published a book on natural helping networks (Collins and .
Pancoast, 1976). These natural service systems include neighbor helping
neighbor, 19ans among friends, service club involvement in helping specific
families or specific handicapped individuals, hiring of people who need a job °
rather than people who have the skills, etc. These informal arrangements tend
to develop in the absence of formal services. The rural professional must win
access to the natural service system and insure that his or her formal and
agency-based approach works in accord with the informal, arrangements. This
means developing and nurturing friendly relationships with local ministers,
physicians, teachers, service clubs, agricultural extension agents, community
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leaders, etc. It has been observed that service clubs play an especia:ly im* -
portant role in the informal delivery system at the local level (Ginsberg, 1969):
These informal networks lack the sophistication and knowledge base of profes- °
sionally organized prggrams but they do perform a valuable function and are ~

> usually "supported" Hy the influential citizens and community leaders making

up the power structure. If a new formal plan for -the deve]opment“of human ser-
vices poses a threat to these informal service structure$, it may encounter
considerable resistance. However, Wylie (1973) has observed that this informal
helping network may be more of an asc2t than a liability in developing a new
formal service system in rural areas. : ‘ . .
. . {

Here is a mighty resoyrce for the social planner, a pool of

people accustomed to helping each other, a pool of beople’

already accepted and identified by the community as helping

agents, and people who can be easily identified . . . the

challenge is to strengthen and expand this natural network

by preserving the naturalness rather than imposing profes-

sional standards and norms. -In other words, . ... what we , v
have there already may be quite good in its own right. ~(p. 26)

Despite some obstacles to change in rural areas, unique potentials are
also present. One is the sense of pride and community spirit that exists in
many rural areas. These elements are especially strong in relation\to self-
help activities and "taking care cf our Bwn." If new program ideas;and plans
are generated from within the community and are-supported by respected citi-
zens, the rural community is capable of rapid and surprisingly innovative
action. On the other hand, plans or pragrams which are imposed upon small com-
munities by "outsiders" often meet with passive resistance or fail to win sup-
port necessary for implementation. Thus, it js.essential that parents, "na-
tural helpers" and members of the power structure.be ipvolved in any planning
process which affects rural communities. 4ot only is their involvement neces-
sary to win acceptance of new concepts and new programs but many of these same L

r3

jndividua]s are needed to form the nucleus of volunteers which.are so necessary /-
to rural programs. As ones might expect, it is no small task for regional or

state planners to strike a balance between a community"s unique desires and - T
valuet and the byreaucratic requirements of large scale social planning and .

funding constraints.

Those wishing to escape the urban scene should not move to a rural com-
munity expecting an uncomplicated 1ife. The dynapics of rural communities are ] \
far from simple. According to Ginsberg (1969):

Rural communities are often as sociologically complex as

Y qurban communities. Many of their characteristics may be
based upon 1ittle remembered but nevertheless influential
historial events focused on tamily conflicts, church
schisms, and a variety of other occurences which may de-
serve the status of legends. (p. 30)

Un]ess‘someoné‘ﬁf’the community chooses to inform you of these "historical
events," you may live in a qpmmunity for many years and remain baffled at the
loca! “behavior and the patterns of cooperation and noncooperation.

[}

) Q . ~ { . -t \
RIC, . 20 2t




The "history" of interpersonal relations in the small community has an
obvious effect on service delivery. Who runs or staffs a program may have

much to 1o with whether or not a particular service is utilized by particular
families. Thus, in the selection of staff, their personal background or "ipage"
in the community is of critical importance, sometimes of more importance than

S their professional competence. !
- W
The provision of services on the Indian reservations common to many rural
. areas presents an even greater challenge. Cultural difference and inter-tribal
conflicts can completely baffle the white, middle class professional or social
planner. The usua’ approaches to service delivery and notions of professional/
client relations are contrary to the tradition of noninterference. Good Tracks .

(1973) explains noninterfercace as follows: =

In native American society, no interference or meddling of any
kind is allowed or tolerated, even when it is to keep the other
person from doing something foolish or dangerous.- When an Anglo
is moved to be his brother's keeper and that brother is an Indian,
therefore, almost everything he says or does seems rude, i11-
mannered or hostile. ’

s

_ . . the Indian child is taught that complete noninterference

with all people is the norm, and that he should react with

amazement, irritation, mistrust and anxiety to even the slight-
- est indication of manipulation or coercion. (pp. 30-31)

[}
The value we place on early intervention, crisis intervention, behavior modi-
fication, parent training, advocacy, etc. indicates that most of us have been
taught that interference is acceptable, even desirable.

The Rural Family

It is difficult, perhaps impossible, to formulate valid generalizations
about the rural family. Clearly, rural families are experiencing the same
stresses and strains that affect all modern families. Yet there are hints that

' there are a few differences between urban and rural families. Rogers and Burdge

(1972) state :

The family is changino, but rural families have te~ded to lag o
behind urban families on many of the trends and changes taking
place. For example, rural families are still larger in size

. than Jrban families; they have retained more of the tradi-
t®™nal family functions, are more father-centered and have

fewer divorces. (pp. 194-195)

Our approaches to cervice delivery should recognize such difference and build
upon them. Berkley (1976), for example, has obcerved how the tradition of hos-
pitality can be utilized °- gathering reskarch and diagnostic data from rural

families.

Refusing hospitality is a gross mistake in a rural setting.
I was always served tea or coffec and frewently was invited
to stay for meals. Mealtime is usually the only time the
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entire family is assembled at once. The atmosphere around

+» the table is much more relaxed and decidedly more informa-
tion can be obtained . . . than in a formal. interview
setting. (p. 3)

c,

Berkley also states that many rural -families felt their developmentally .
disabled child was fairly well accepted by community people.

. this observation seemed to come more from persons

who had lived in the community . . . for a relatively
——— long period . . . and had established good community
N relationships . . . There also seems to prevail an air

of the 'extended family' in rural settings - emotional
and psychological support of a family who has a handi-
capped member comes from friends and neighbcrs - as con-
trasted to our 'professional extended family' that exists
in large urban settings in the form of specialized ser-
vices and . . . professionals. (p. 6)

Because formal human service organizations are few and far between, many
rural families have had little or no experience with such organizations. Many
do not know how to find or utilize the few Services that do exist. Thus, qua-

© 1ity information and referral service and the professional roles of social
broker and advocate-ombudsman take on added importance in rurai areas.

Confidentiality In Service Delivery

Because of the relatively small number of people living in rural commun-
jties, the residents know just about everyone around.

Scrutiny of everyone by everyong else is often character-

- ____distic of rural communities and what one does in_his or_her ) _
spare time, in the evenings and on weekends, is often a
matter of pub’ic concern and discussion. (Ginsberg, 1373, p. 9)

That lack of privacy and anonymity presents some obvicus prob]ews for both the
client and the professional.

The client or potential client may worry that everyone will know that he/
she is seeking professional help. So long as the services sought are for
rather tangible problems (e.g., physizal therapy, medical treatment, etc.)
there seem to be few conflicts. If, however, the individual needs professional
help with personal cr family problems, social or emotional ones, he/she may
avoid teing seen at agencies or offices providing such assistance. While
working in a rural area of Colorado, this author observed that some individuals
and families preferred to drive 50 or 60 miles to a "strange town" in order to
keep appointments with traveling mental health teams even though the team was
in their own community on a reqular basis.

The rural professional is often placed in the rather awkward position of
serving on committees or attending social and community gather. .gs with his/
her clients. This can make both client and worker a bit uncomfortable, espec-
jally if they have shared highly personal matters.
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Professional Resources

~Rural communities can rarely support or afford a variety of professionals
with spec1a11zed knowledge or skills. Thus, as is true for most human service
professionals in rural areas, the professional working in rural programs for
the developmentally disabled is forced by circumstances to become somewhat of
a generalist. Few are able to specialize. Most rural professionals work with
clients hav1ng a wide variety of problems and needs and most must carry admin-
istrative, plarning and community organization responsibilities in addition to
direct service duties.

The author has observed a fairly high rate of burn out among professiona]s
in rural areas, especially those who must do extensive traveling. Burn out is
probably also rela:ed to the breadth of their duties and feelings that they have
to know a little about everyth1ng but are denied the satisfaction of fee11ng
they are really competent in one special area.

Because specialists are not available and because rural professionals have
fewer opportunities to function as members of teams they need to have a broader
knowledge base and a greater range of skills than their urban counterparts.

Very important skills are those related to the training and utilizing of the
volunteers and paraprofessionals who must often carry heavy responsibilities in
rural programs. Programs in continuing education and staff development are vi-
tal to agencies which are staffed by many nonprofess1ona1s and by professionals
who must carry a wide range of responsibilities.

It is also important to note that the professiona] in rural areas must
often assume roles quite unlike those he might have in a large metropolitan
area. In comparison to urban areas, rural area residents place less value on
profess1onal credentials and "expert opinion." Whether or not a professional's
suggestions are accepted often depends on his informal behavior and how he re-

tates to “ordinary peopte" +im sociat situations. -

Because many professionals live and work in small, isolated communities,
they often suffer from loneliness and a lack of professional stimulation. Super-
vision and consultation are often unavailable. Professional organizations are
generally weak because of the small number of professionals in any one commun- -
ity and the great distances between communities. Agency libraries, if they
exist at all, are usually inadeguate.

Because so few agencies offer employment opportunities, rural workers are
understandably reluctant to engage in actions which might jeopardize their jobs
(e.qg., advocacy, public criticism of the "system," etc.). A protest resigna-
tion or an involuntary loss of one's job because of "boat rocking" often means
that the worker must abandon employment in the human service field or ‘leave the
state to secure similar employment.

Unusual dress and unorthodox behavior can have an immediate and devastating
effect upon a professional's ability to function in the community. Community
acceptance is precious and essential to the rural pract1t1oner, and it must be
nurtured constantly. Community acceptance comes slowly and is based almost
entirely on personal and informai behavior rather than professional credentials,
previous experience or formal education. A newccmer to an area is always treated
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as an outsider. It may take years before he or she feels a part of the commun-
ity. *

Economic Issues In Rural Are 3

It is commonly assumed that a "unit" of social or human service costs
about four times more in a rural area than in an urban area. This unit cost
includes both the direct or indirect costs to the client (e.g., fees, time
away from work, travel expense) and the agency. The expense of travel by staff
and/or clients are key factors which increase the cost of service.

A lack of coordination among community programs is a common problem within
all human service networks, including the developmental disabilities service
system. A major cause of this problem is the multiple sources o private,
county, state and federal funding utilized in the provision of services. Each
source has guidelines which regulate the use of funds, the type of service
which can be provided and eligibility. Tnus, coordinated funding-appears to
be a prerequisite for a coordinated service delivery system,

The small number of developmentally disabled persons in any one community
makes it economically unfeasible for all communities to develop a comprehensive
service system. Rather, services must be regionalized. Ideally, they should
be planned and administered at the regional level (Scheerenberger, 1974).

For the rural area, regionalization means the utilization of some type of
multi-county organization. Given the fact that most rural communities and
countries are rather provincial in their outlook, the creation and maintenance
of such an organization can be a frustrating administrative experience but a
good education in courthouse politics.

Organizational Resources in Rural Areas

Purchase of service gontracts are commonly used to provide pablic funding
to private organizations. Gilbert and Specht (1974) note that the purchase of
service funding mechanism has both advantages and disadvantages.

The major virtue of these forms of subvention to private and
voluntary organizations is that they provide a varied means
for starting government programs quickly. They avoid the
rigidities of civil service and bureaucracy. Such character-
istics are advantageous for public programs for small special
groups of clients and for experiments or demonstrations.

For the voluntary agency, the obvious advantage of these
arrangements is access to the public coffers as additional
sources of income. But they pay a price. To the extent
that voluntary agencies are supported by government funds,
they forfeit some degree of autonomy. Consequently, these
anencies ‘are limited in their ability to function as agents
for the expression of new or unpopular ideas, as critics of
public services, and as the guardians of pluralistic values.
In the extreme, voluntary agencies may simply become an in-
strument of government policy. (p. 150)
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Fn rural areas the flexibility of this mechanism is especially attractive
because it permits the shaping and molding of programs to fit local situations,
traditions and values. As previously indicated, programs designed and operated
by local people are mora likely to be accepted and supported by the community
even though they are state funded. The community tends to view them as "out
programs.” By comparison, state operated programs have a harder time winning
community support.

The purch2se of service mechanism does, however, face some special prob-

lems in rural areas. The approach presumes that private human service organ-
izations exist and that they are capable of modifying or expanding their pro-
gram so as to provide purchaseable seryices. Well established private agencies
are rare in rural areas. Those that exist tend to be small and fragile. Many
are operated and staffed by volunteers or have a paid staff of one or two peo-
ple. Because they frequently lack adequate professional resources, these or-
ganizations are seldom capable of planning and developing the sophisticated
training and behavioral shaping programs needed by the more severely retarded

, or those with behavioral problems. - -

Not infrequently, agency board members and key decision makers within these
small organizations are unaware of successful programs in other parts of the
country. Innovations or program changes are more likely to be based on the ex-
perience of a program-in a nearby community than on ideas derived from national
conferences or from professional literature.

In some, cases, a new nonprofit corporation is created for the specific
purpose of securing public funds for the provisicn of badly needed services.
Unfortunately, a newly created organization must devote most of its time and
energy to maintenance functions. Only after it "gets on its feet" is it cap-
able of devoting full attention to providing service. Thus, a new private
service organization in a rural community may have a difficuit time adhering
to performance standards established by the state funding agency. This places
state agencies in an awkward position of funding programs which leave much to .
be desired in the way of quality services. ‘

ARC's (Associations for Retarcued Citizens) and other self-help or consumer
groups in rural areas, are usually small and relatively weak. Physical distance
between families and the reality tnat there is a finite limitation on human en-
ergy and commitment makes it difficult to muster and maintain a stable advocate
organization. In anotner example from my own state, the ARC has two paid staff
members, an Executive Director and a Secretary/Assistant. That is not much of
a staff to cover a large state. Travel budgets are phenomenal.

Conclusion

Rural areas are different from urban areas. Programs and services devel-
oped 1n metropolitan areas and designed to serve persons living in urban areas,
simply cannct ve replicated or "transplanted" in rural areas or in a small com-
munity. Rural-urban differences must be recognized. Planning and service
delivery 1n rural areas must be built upon the rural culture and character-
istics.
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CHAPTER 3
KITTENS VERSUS CATS

, by

" Roger Harper and Robert Schalock
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'Kittens versus Cats' presents some strategies for developing effective
rural programs, with emphasis on problems specific to developmental programs
for adults. The chapter challenges the frequent assumption that rural areas
can not develop complex progcams.

Roger Harper is the Regional QDirector of Mid-Nebraska Mental Retardation
Services, Hastings, Nebraska, and Robert Schalock is a consultant to that
program, - ’

i

39




i

Rural DD Service Delivery Systems face unique problems related to fi-
nancial resources, transportation, limited professional generic staff, av@il-
ability of trained personnel, limited existing facilities and & sparse and
usualiy scattered population. These problems combined with™a--frequently held
fictionalized caricature of what "rural" really represents often’ creates a
substantial barrier to the development of service delivery systems. The ex-
istence of some superb, ful credited rural programs attests.to the fact
that in spite.cf urique prétgg;E\yural programs can and should be deve]oped
We will discuss an effective strategy to develop rural programs later' in
this chapter, but if we could at this tire’assume that-even if a given rural
area had no problem with funding, it could still’ fall prey to the biggest
. and most chronic problem associated-with services to adults. This prablem
is encapsulated in the frequently used aphorism "eyeryone loves a kitten and
no one particularly likes a cat.” It is-easy to see that child’ deve]opment
programs based on the developmental model (kitten) are more warm]y received *
by the public than sheltered workshops (cat) for adults. The implications of
accepting one of the other of these models are obv1ous -if one compareg the
.assumptions and attitudes underlying each:

AR

”Kitten Model“ . "Cat‘Mode]"

Expect Changes . Don t Expect, Changes-

Accelérate Growth’ Potential ' ~+ Declining Gyawth Potential
Educational Programs . . Maintenance Programs; Limited Exits’
Defined Exits - - No Age- -Appropriate Materials
Age-Appropriate Materials ) Low Staff-Client Ratio '

‘High Staff-Client Ratio Potentially Dangerous _

Cuddly and Defenseless - . .

LI

_ _Perhaps because rural Bprragrams “have Uﬁkn0w1ngTy’acEépted the "Cat
Model", or bgcause of those unique problems mentioned above, rural areas have
generally not taken the time or money to develcp, for adults, alternative sys-
tems to the traditional -sheltered workshop. The purpose of thé current paper.
is to demonstrate that by divesting oneself of both the "Cat Mqdel" and the
sheltered workshop - large group home concepts, an adult program, can be de-
veloped that fosters individual growth and results in client placement. Ob-
viously, one's children's program should also follow:a developmegtal model.

For rural areas that do not have the population base to support S\gfvelopmental
the Portage

Center, we would highly recommend a Homebound program modeled afte
(Wisconsin) project. .

The essential characteristics of the Mid-Nebraska program include\the
following: first, it embraces a developmental model for adults; secong, i
is client centered with identified progressions toward defined exits;
it provides the client and staff with one consistent message duri
gram day; fourth, it provides age-appropriate materials that ow staff to
assess client strengths and weaknesses, to develop remediation strategies, and
to evaluate systematically client progress.




The Adult program is divided into three tracks ("Three Track System") ir-
cluding Basic Skills, Independent Living, and Competitive Employment. The
progressions for each track are presented helow and reflect an attempt to or-
ganize our phi[psophy into program a]ternative;x The altérnatives are arranged

in a hierarchy, weighted toy the degree of normalizatjon.
- ‘ ; /

@ Basic.Skills
PERSONAL INDEPENDENCE V FULFILLED

* Functional and Adaptive Behavior
Response/Skill Acquisition
,Sensory-Motor
Auditory-Visual Processing
Symbolicsfincluding Language)- . .
Self Help ™
Response/Skill Deficits

L

-

DEVELOPMENTA
NEEDS *

N\

.PERSONAL DEPENDENCE : . . UNFULFILLED

h

* By acquiring the above mentiongd skills, clients cén then move toward the
two ‘defined exits in the adult track through the following progressions:
- ‘ < @

A

Independent Lfviqg

»

TOTAL SOCIAL INDEPENDENCE FULFILLED
. - Individual ‘Living

Shared Apartment ,
Staffed Apartment _

Alternative Living Units =

Group Living-Small (2-5 Residents) Hw
" Group Living-Medium (5-10 Residents) o

Group Living-Large (10 + Residents) o Sz

Nursing Home =

State Institution a *

¥

TOTAL SOCIAL DEPENDENCE N UNFULFILLED

.
| 1. !
- .




. Competftive Employment

« / -
TOTAL/ ECONOMIC INDEPENDENCE FULFILLED

Fuld-Time Employment

Permanent Part-Time (Several Jobs)

Part-Time Employment (0dd Jobs)

Home Industries (Integratea with Community)

On-The-Jdob Training

- Work Training (Competitive Employment Track)
Sheltered Employment
"Work Activities t
Inactivity

NEEDS

«— DEVELOPMENTAL

TOTAL ECONOMIC DEPENDENCE C UNFULFILLED

The three tracks are operated in each of the seven area programs com-
prising Mid-Nebraska Mental Retardation Services. Each track has its own
staff, program components (including screening test and remediation-teaching
manual), location and suggested exits. Programmatically, target behaviors
are assessed by  staff when the client enters each respective track. Deficit
target behaviors are then remediated through systematic prescriptive program-
ming. Progress is monitored graphically through reassessment of the originally
assessed target behaviors. Sequentially, adult clients move from:

ENTRY |9 | BASIC SKILLS || INDEPENDENT LIVING }|COMPETITIVE EMPLOYMENT || EXIT

2

Basic Skills focuses on remediating response deficits relative to sen-
sory-motor functioning, auditory-visual processing, language, symbolic operz-
tions, and social-emotional development. Independent Living, which is taught
‘during a full program day in the setting of the community residences, focuses
on independent living skills including personal maintenance, clothing care and
use, home maintenance, food preparation, time management, social behavior,
community utilization, communication and functional academics. Competitive
Employment training occurs either at a job training center or on-the-job and
teaches job related skills, responsibility toward work performance, behavior
in the job situation,-and personal appearance. Cupies of the Screentng Tests
and Teaching Manuals are available from: Mid-Nebraska Mental Retardation
Services, 518 East Side Boulevard, P.0. Box 1146, Hastings, Nebraska 68901.

- The three track system has been in operation for 2-1/2 years. During
that time, we have experienced the development 0. i non-contract oriented pro-<
qram with the highest number of placements and lowest amount of attrition in
placement anaually n the state. [In addition, the program not only places
people 1n competitive employment, but also attends to independent livina
training and placement. It has been our experience that Independent Living
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.- training is not only a vastly more camplex subject than Competitive Employment,
but also is a primary prerequisite to successful vocational placement. In
addition, the program has seen skill acquisition in all clients, with the
greatest acquisition percentage in the lower IQ groups. And finally, the
program has truly planned for, and succeeded, in implementing deinstitutionali-
zation. :

In conclusion, although we have used this forum to focus on one basic
problem found in the establishment of DD services that is not necessarily
unique to the rural arza, we firmly Lelieve that just to have some services
in the rural area is only "half a loaf" and because we are few in number,
we don't necessarily have to be poor in quality. It has been our experience |
that despite numeroys problems, which are frequently overly stressed and
sometimes become juStifications for the low priority given to rural programs,
the fact is that with sufficient funding, rural areas can develop viable pro-
grams for serving handicapped citizens of the area.. The first task is to
believe it can be done, and the second is to mobilize parents to demand from
their state ledislators the money to provide for normalizing and developmental
programs. This process makes use of a local lobby of parents and relatives
who sensitize the legislator to the unmet need and.xpply a ¢onstant pressure
until the lawmaker indicates that he too feels DD is a high priority along
with SOme'#eace and quiet on the home front. The analogy of the "starfish _
and oyster! is appropriate here. The starfish (1ike the parent) knows that
there is spmething he wants very badly from the oyster (which in this case
would be the State). Although the oyster nas an impervious shell to protect

; “him and stronger muscles to prevent the starfish from opening the‘shell, the
oyster wi]l always be the loser, simply because the starfish can apply two
fresh arms when the ones he has been pulling with tire, whereas the oyster

s cannot. iBy using lesser strength for a longer per‘od of time, the starfish

is assurgd success. After funds are av ble, aore2 needs to come to grips
- with the/developmental model, includipg prioritizing levels of least restric-
tive alternatives and developing grams to implement them. Although stan-
' dardizatjon of programs; as desc¢ribed above, contains dangers related to
potential stagnation and pedantic approach, it has been our experience «in
dealing with the mentally retarded that mixed program messages are confusing
to the glient and require excessive program competenties Qf the staff. We
therefore embrace a singularly simple approach to a very complex and difficult
challenge. We offer this paper as a sincere effort to share our experiences
with others in the rural areas and feel a communication_bridge must be estab-
lished in order to overcome the self-fulfilling prophecy that rural areas
cannot cope with the complexities of establishing viable DD service delivery
systems.

1Y v ’
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CHAPTER 4

DEVELOPMENTAL DISABILITIES
MANPOWER DEVELOPMENT IN RURAL AREAS

County Agents Model

by
Floyd Dennis

&
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The County Agricultural Agent represents a model of service delivery
that has been viewed as highly successful. An attempt has been made in .
several Tennessee counties to adapt elements of that model to serving the
needs of children, including developmentally disabled children.

This proé?am is described by Floyd Dennis, Community Program
Coordinator at the John F. Kennedy Center for Research or Education and
Human De ‘elopment at George “eabody Ccllege for Teachers.
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Living i: our society is a complex process. wheth?r one lives in a rural
or urben setting, relationships to people and to things' are far more numerous
and demand far more ability than in past generations. At the same time the
close personal, interdependent and suppo. tive relationships that existed in
our more bucolic past have been diluted. Fast transportation, changes in
housing and family patterns, altered production and commercial practices, and
increased professionalization of all sorts of activities have contributed to
this dilution. .

Even the Supreme Court of our country has recognized the increasing com-
plexity of relationships by gpserving that "it is doubtful that any child may
reacinably be expected to“succeed.in life if he is denied the opportunity of
(formal) education."Z The point is this: adapting to the complex relation-
ship involved in today's environment is a difficult task for those without
developmental disabilities; it is even more difficult for persons with devel-
opmental disabilities. As  “ance from ot'.es is particularly vital to them.

Wolf Wolfensbercer and ¢ )ers,3 looking.at the roies of those whu provide
assistance have pointed out the importance of seeing the helper's role as in-
volving two classes of funciions. One of these, the instrumental 7unction,
involves acting as an instrument to -do something the protege cannot or does
not do for nimself. Changing a diaper, preparing food, de’ivering the protege
+z. necessary health services, providing exercises and washing clothes are all
exemples of functions encompassed within the instrumental vole, i Cther words,
the instrumental functions helpers perform are those-which solve practical
problems of life suzh as bathing children, washing dishes, attending health
needs or earning a living.

The other aspect of a helping role involves the expressive or affective
functions. These are performed by re »ting to the emotional or spiritual needs
of the protegé. The hug, the pat on the back, "very good," "I love you," "you
can do it," are common tocls of the expressive role. In other words, the ex-
pressive functions involve the exchange of affection that meets deep seated
needs and that often makes instrumental demands meaningful or bearable.

In simpler times past, developmentally delayed and developmentally dis-
abted people had easier access to a larger nuclear family, including grandmothers,
uncles, sisters augmert~d by easily accessible neighbors who could contribute
to verforming both instrumental and expressive functions. Now, because of
cispersal and living styles that requ.re less personal interdependence, this
rasource pool is substantially diminished. Consequently, the resulting deficit
must be met in other ways or go unmet.

The process of integrating and maintaining individuals in American society
commences before birth and continues throughout adulthood. It involves at
l2ast three sets of systems that have evolvedi for that purpose. These three
sets of systems may be referred to as the Key Integrating Systems of Society
(KISS), the In Trouble Systems (ITS), and the Institutional Care Endeavors (ICE)?

4
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In addition to the nuclear family, the Key Integrating Systems include the

Health System, Neighbors or Community Groups, the Educ>tion System, Community
Residential Programs, and perhaps Churches, Boys Clubs, and other agencies
(depending upon the scope of the adjective “Key"). The In T ible Systems in-
c]ude\the Law Enfcrcement System, the Court System, Welfare ad other Social
Service Agencies, Area Mental Retardation Programs, Diagnostic and Evaluation
Programs, Vocational Rehabilitation Services, and so on. The Institutional
Care Endeavors include facilities for juvenile delinguents, psychiatric
hospitals, prisons, residential schools for the handicapped, such as blind,
deaf and retarded citizens and perhaps other specialized residential facilities
which are to some degree insulated from t = common society.

It is the role of the Key Integrating Systems of Society to assist each
ch1ld and impaired adult to develop those elements of behavior required to adapt
to the demands of society at the level of complexity our society expects in
each stage of *he person's development. This is done by teaching coping skills
(e.g., walking, speaking, reading, socializing, étc.) and by eliminating those
behaviors which are seen as deviant at certain stages of development or in
certain situations (bedwetting, crying, thumb sucking, acting out, etc.).

From a prevention standpoint, tne Key Integrating Systems can be seen as charged
with eliminating behavier (or dependency) inappropriate for-the developing per-—— -
son's life stage. If the person fails to repond within the degree of toler-

ance of the Key Integrating Systems, he is generally given additional labels

e.g., unruly, delinquent, disabled, dependent, deaf, autistic, emotionally
d1sturted and the 1ike). This label generally signals a turning to the In.

Trouble Systems to assist in bringing the behavior under control or it sig-

nals ~ 7 atandonment by the key Integrating Systems of some Or all of the in-
strumental and expressive functions regarding the person labelled. With a de-

gree of frequency many experts in human development are beginning to question,

the use of In Trouble Systems (or shifting the burden to In Trouble Systems)

tyo often resuits in assigning to the Institutional Care Endeavors the respon-
Ability for continuing virtually all of the needed instrumental and exprassive
functions at a place apart from where the ng_lﬂLE%rﬁling Systems function.
Thus the child or disab%ed person is extruded from the Key Integrating Systems
and into the In Trouble Systems or the Institutional Care Endeavors.

In order to assist the reader in visualizing the foregoing propositicn
systematically, Figure 1 s2eks schematically to present the t'iree sets
of systems and some of the concepts on how they are grouped, how they inter-
face, and how children mcve from one to the other. Once we agree to visualize
the svstems in thi1s way, we can proceed more systematically to look at manpower
needs for achieving appropriate goals for services to developmentaliy disabled
citizens.

It 1s now yenerally allowed that all human beings, including those with
developmental disabilities, are developing organisms.5 They develop through
predictable stages ard eacn of these stages involve predictable and often crit-
ical decisions and tasks. Always, the overriding goals are:

4) to increase tne complexity of behavior of the disabled person

'Y to increase the control over the environment by the disabled person, and

) to prOthe the ordinery human and social characteristics of the disanled
person.
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" stitutjonal Care System.

. time-in-a-family- residenceor apartment than in

* 1ic transportation or learning to get a

/

rience seems to teach us that these goals can be met better if we
utilize the patterns and conditions of everycay life which are as close as
possible to the norms and patterns of the mainstream of society. Looking
at Figure 1 representing the Key Integrating Systems of Society, the in
Trouble Systems and the Institutional Care Endeavors we can see that the Key
Integrating Systems of Society have access to and can utilize naturally occur-
rind patterns and conditions of everyday life with less effort than the Insti-
tufional Care Endeavors. This suggests that allocation of manpower and other
ghsources to intervene to promote the goals of increased independence and in-
tearati or developmentally disabled citizens is affected by whether the

.ors are based in a Key Integrating System, the In Trouble System or the In-
Given the same amount of skill and energy, one working
out of Key Integrating System might well utilize naturally occurring events
and opportunities to meet the instrumental and affective needs of developmen-
tally disabled citizens with less expenditure of man-hours because the "get-
ready,” "put away," coordination and logistical tasks are less. For instance,
assisting a developmentally disabled child or adult to learn to operate an
ordinary kitchen, dining room, bedroom or bathroom requires far less get ready -

-an” institution designed to
serve large numbers of handicapped individuals. Likewise learning .7 use pub- .
bout safely in a community shopping

district can be achieved with less expenditure cf manpower from a system situ-
1ed person will ultimately

ated in the community where the developmentally disab
function than in one removed from the place of ultimate function.

Ex

Sy

On the other hand, it could be argued that the task of assuring a 1ife of
optimum independence and integration into society for developmentally disabled
persons involves more than changing the behavior and the conditions of the
person himself. Not oaly must we seek to alter the impairing conditions of the
developmentally disabled persons and to promote more complex behavior-and skill
to assure successful adaptation, we also must eliminate disabling characteristics
and behavior presented to that person by the significant other places, people
and things in his life. This argument might continue with the proposition that
specialized residential facilities with specially designed equipment and special-
ly trained people can sufficiently reduce the demands made by the environment
upon the developmentally disabled person and thus ensure that he can progress
more o live longer and better outside the less adaptive mainstream of society.

K]

Though mindful of the argument presented in support of highly specialized
facilities and highly specialized interdisciplinary teams, our own experience
with severely and profoundly developmertally disabled people persuades me that
only in exceptional circumstances and for short periods of time do developmentally
disabled people make their most profitable and permanent gains outside the home
cormunity and the wainstream of society. However, to achieve lasting progress
in the community, we must provide a continuum of services working toward change
and improvenent in four distinct but interrelated domains. These domains are

the following:

The condition of the individual.

The behavior of the individual.

The condition of >1gn;ficant otner systems, and
The behavior of cignificant other systems.

1.
2.
3.
4.
This view 15 represented 1n Figure 2 on the following page.
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Figure 2

~——€org tion of the tndividual: Some improvément in the condition of the

Condition Condition
of of
the other
Individual Systems
+ CHANGE = Gains sustained over time
Behavior Behavior
of of
the other
Individual Sys tems

The purpose of intervention in these four domains is to improve the
appropriateness and fit among them so that each can more easily adapt to the = *
others.

individual can be wrought by actions that do not require a substantial change
in the behavior of the individual. Here are examples of this:

1. Complete cleaning of the teeth can result in the elimination of
offensive odors.

2. Orthopedic procedures can straighten feet or limbs.

3. Addition of glasses and heafing aids can improve sight or hear1ng

4. Dressing in well fitting, appropriate, norma] clothing, and styling

of the hair can create more attractive appearance that dramatically

influences re]at1onsh1ps and self-concept. Lot

-

Behavior of the individual: A uniform system of assessing the health and
learning needs, pinpointing behavioral milestones in a proper sequence and im-
plementing a process of education and developmental procedures that can be
measured with precision will produce increased complexity uf behavior and con-
trol over the environment. Procedures need to be set up with care and attention,
but once established can be maintained by the kinds of parents, teachers, voca-
tioral trainers, house parents, and significant others that can be located in
most all rural communities.

Changing the condition of significant other systems and settings: We must
carefully distinguish between impairment of the individual and disability associ-
ated with that impairment. A nonambulatory person approaching a
building with steps may be disabled from gaining access. The disability may be
eliminated by altering the character of the entrances and exits to the building.
Likewise, a person may have an impairment which interferes with ability to con-
trol the light in his or her bedroom by flipping the switch on the wall. This
disability might be eliminated by altering the way the lights are turned on and
off. One can think easily of other examples of how change in the conditions of
significant other settings can reduce disability.

Chang1nq the behavior of others who 1nteract or should interact with the
impaired individual: The way other systems behave can dramatically enhance or
encumber the independence and integration of developmentally disabled people.
For example, the behavior of zoning and liscensing personnel, of physicians and

1t
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other health care personnel, and of employers can.contribute directly to success
or lack of success of developmentally disabled people. If a school age student
requires medication to control seizures, access to regular classes or special
education classes in community schools may be influerced. Where a school has
insufficient nurses they may be unable to provide and monitor necessary medical
services. However, if the health care system systematically achieves optimum
dosage that can be given at times other than school hours, this obstacle to
school admission is eliminated. The same method experts use in pinpointing
behavior and developing strategies for achieving changed behavior of develop-
mentally disabled students can be generalized to targeting and changing behavior
of significant others, be they doctors, policemen, parents, zoning boards, or

* whomever.

If we grant for the sake of argument, that the foregoing propositions are
reasonat’o we can go-a step further. Adding it all up we can borrow from the
Tennessee Re-Ed Project, the following view of the situation:

We assume that each person is an inseparable part of a small
social system, of an ecological unit made up of the person, his
family, his school, his neighborhood and community. The system
may become "Go" as a result of marked improvement in any compo-
nent, or it may work as a result of modest improvement in all
components.

_..The task is to get the individual, family, schoo] and commu-
nity just above The threshold in the requirement that each com-
porent makes of the other component.

[f we wish to represent this by a chart, we may find the individual and his
world appears either as represented in Figurel or Figure 4.

Figure 3
THE INDIVIDUAL AND HIS WORL. BEFORE DEVELOPMENTAL NEEDS MET

2

Circles 1 throuah 6 are systems important to the individual.
PN

[0 2

Individual

e




Figure 4
" THE INDIVIDUAL AND HIS WORLD AFTER DEVELOPMENTAL GOALS MET

a

Circles 1 through 6 "a" through "f" depict
are systems important the.approp(1ate‘1nter-
to the individual actions this project

must develop

-

at

In order to promote effective interaction between the systems it is impor-
tant to have someone performing what might be called the liaison function.
This function can be performed directly hy a county agent for families or
throuah -volunteers. It is most effectively performed by someone who is not
in a chain of command that has direct service responsibilities. The role is 5

schematically depicted by Figure 5. .

For each individual in whom you are interested you would place different
names in circles one through six of Figure 4. In each case you would list those
others who' are most significant in the life of the individual. Most likely you
would include members of a Key Intearating System and perhaps some from the In
Trouble Systems. You would probably include family, residential system and
others.
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Figure 5
SYSTEM DEVELOPMENT BY LIAISON STAFF

Education
System

Interaciion] Health

* Suppert
L System

STUDENT

!

Neighborhood

\ Systems

Vocational
Support
System

~

1. Interactions improved by changing behavior of both interactors
2. Liaison function is catalytic - educatioral
3. Liaison involved in linking systems in logical relationship

4

In four rural counties in Tennessee an office of County Agents for Child-
ren was established.’/ This office was manned by a County Agent, a half-time
secretary and volunteers to the County Agent Program. Others sav themselves
from time to time as volunteers to specific children or groups of children
with special needs. The County Agent Program visualized every person as-a
revbher of a social system Just as we have described. The task of the County
foent and of those workine with her/him was to improve and increase the quality
of interaction between the individual and significant others. Also the task
was to improve and increase the quality of coordination. between the significant
others as this affected the individual with needs.

There are some very vital assumptions to this way of viewing the service

needs of developmentally disabled people. The most vital assumption is that
every cormunity possesses resources that can be better utilized in promotina

w19

-




the development and success of developmentally disabled people. The challenge
is to enhance and improve this latent ability of each community to meet its
own needs. This was the attitude of the United States Department of Ag-
riculture that led to the successful establishment of the Agricultural County
Agents program. As described in the occupational outlook handbook for the

US Department of Labor, the approach of the agricultural agents is this:

Extension workers help people analyze and solve their farm and home
programs. Much of this-work is carried on in groups, through meetings,
tours, uemonstrations and local volunteer leaders. Individual assis-
tance is given on problews that cannot be solved satisfactorily by
group methods. Extension workers rely heavily on mass communication
‘media such as newspapers, radio and television... Extension workers
must be proficient in both subject matter and teaching methods.

x

Examination of the history of this program demonstrates that the extension
agents effectively have taught farmers to underjtand the esoterie language of
agricultural research and the scientific methods most likely to lead to success
in anim;&?ﬁnd plant husbandry. The lesson is that with equal effort, great
strides#an be made in similarly improving the capability of those in rural
communitids to meet the service needs of the developmentally disabled citizens.

What is being suggested are several new ways of looking at the.problem of
service delivery in rural settings. Each of these assumes that all the stra-
teaies for linking resources to developmentally delayed and impaired people
can be carried out in rural settings. I am also suggesting that for the most
part, the resources for carrying out these strategies likewise exist in rural
settings. The challenge is to properly develop links and utilize them. Viewed
in this way the primary manpower deficit is small, but is a very critical one.
What is needed is a system tnat assures proper analysis of need and effective
fostering and 1inking of resources needed to carry out the §trategy required to
meet those needs.

One of the most effective ways County Agents for Children worked to help
communities to meet the unmet needs of children is outlined in the Strategy
for Meeting Needs Chart, Figure 6. Through use of a volunteer advisory
council, radio talk shows, visits to a wide variety of citizens in the commu-
nity, participation in civic clubs and church meetings, county agents soon
came to be known as people involved in nhclping the community meet the needs of
children. As a result the county agents began to receive reports about child-
ren with unmet needs.

When someone reported to the county agent a child with 2 problem it was
usually found that they had thought about a solution for the child and had en-
countered problems in achieving a solution. An example of this would be the
report that Johnny has a learning disability or an inappropriate behavior
stemming from an unknown cause, or any one of several things. There may be
several approaches to meeting Johnny's need or solving that probiem. One
approach (and perhaps the most promising one) may be getting Johnny placed in
Mrs. Brown's class. If that is what he needs, then there may be a strategy
problem of accomplishing placement or what we call the "problem connected with
a solution.” There's a difference between original problems and solution
problems. Focusing on solutions too quickly obscures the basic problem and
diverts the nelper from discovering better options.
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Figure 6
STRATEGY FOR MEETING NEEDS

Child with
Unmet Needs .

. Up grade . o Can it Get exist- <:::> )

$kills of Yes . -

N helper be met by ing helper . _
pe' exist)ing to act
\ helper?
] * o~ - |

Nert” .

/ T - )
Are
F?llow 4 +h there others
along o others of the same

have the

same need?

Overt. Tech. Hawthorne Technique

<;::> Identi*y Print out
Feedback . Group needed
Obtain
s faw! 1
Advocate Identify , Promulate
possible data as
solutions Policy Comj
for group directs "
F N
, ! 1
Report to Watch
! 4 Policy Cam. for
I to decide : Results
| solutions
| Identify Develop |/
needed re- Feedback
| sources for| data
| <:::) solutions
| +
Select re- Report to
Appraise source mo- ‘ .Polic
process ¢ bilization cOm.y
strategy

ERIC 5L




P

As soor as the problem or need was defined, the chart we used required us
to ask, "Is there someone ready, willing, and able to meet it?" If we could
answer this "yes," then it was merely a matter of referral or linking the child
with the need to the agency or person ready, willing, and able to meet the need.
If the answer to the question, "Is there someone ready, willing, and able to
meet it?" was "nearly," then we had to develop a strategy to upgrade the skills
or augment the program or alter behavior, policy, or motivation. W& then had:
to assure that there was follow-along and feedback:

[f the answer to the question was "no," we asked another question: "Do -
others have the same needs?" Here we finally went back and looked at the
sevetal ways we 'd defined the prob]em _If one of the solutions for a child
was 1 series of trips for seryices to Jackson or Memphis we might redefine
the .oblem as "“The child needs transportation to Jackson." Then we would
ask 'Are there others who need transportation to Jackson?" If the answer was
“yes," then we would seek ta, identify the group. If we succeeded with that,
we would seek to 1denf1fy twd or three possible solutions from our policy
board, people in the community, the central office, the literature or what-
ever. The next step in our decision making chart was to report to the policy
committee. In reality, this was sometimes reported to a social service luncheon
or discussed with parents or agency personnel or others depending upon the situ-
ation. From this, we usually reached a decision on which of the strategies
should receive pgiority effort. Sometimes during this process or immediately
thereafter, we began to look for possible resources that would be required to
implement the strategy or solution. Next we sought to develop the means for
bringing together the needs, strategies, and resources in a need-fulfilling
way. MWhere possible we sought .o get others to carry out the process of
bringing together the needs, strategies and resources.

As we sought to implement this type of approach, Robert Mager, in his book8
Analyzing Performance Problems, taught us that every discrepancy between the
performance we saw and what we had hoped for from family members, teachers or
service agencies was not a training problem. It is true that sometimes training
is sorely needed. However, there are obstacles to performance other than skill
deficiency. We learned to ask these questirns:

Is the performance discrepancy important?
Is it a skill deficiency?

Is the desired pervormance punishing?,

Is non-performance rewarding?

43 o o —

The strategies are known and the resources are here. The main task is
effective liaison, linkage, coordination and utilization. The primary task
is not the creation of new systems or new disciplines. It is primarily a task
of clearly defining cach job as it relates to people, to data a* ' to things.
Once this is done, we decide on promising strategies that utili.. the resources
in a need-fulfilling relationship. Once the significant elements have been in-
ventoried and named the next step is to lock at their makeup, mission and methods
s0 as to°determine how each of these will promote or interfere with an effective
continuum of services. Here one may discover the need for change, updating
or simplification. After these two steps are accomplished, one needs to
develop a mechanism for assuring that the interaction between these systems
simplifies the delivery of services rather than complicating them. For example,
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if Title XX regulations complicate interaction between a respite care center
and the school system, this issue needs to be addressed.

@

In summary, it is suggested that the life of every developmentally dis-
abled person can be enriched in his own community by promoting the complexity
of behavior and control over his environment through systematic use of appro-
priate liaison services such as that utilized by County Agents for Children
in Tennessee. Children, youth and adults not subject to horizontal and tran-
quil living can be injected into a variety of new settings. They can learn
to walk, to feed themselves and to talk. Others can learn to work and live
in less therapeutic environments. There is enough skill,.enough knowledge,
and resources to assure that every developmentally disabled citizen in rural
areas can move from the more restrictive to the less restrictive environment.
They can move the maintenance of life séttings to behavior shaping, preacademic,
prevocational and vocational settings, from hospitals and immediatc care
facilities to group homes, to foster homes, to boarding homes, to sheltered
apartments. The models exist, as does the knowledge to change the condition ———
and behavior of significant others. The primary task and the resources are .
in.the community. It is hoped that the suggestions made on how to approach the
task will lead to fruitful utilization of our manpower in order to accomplish
the goals.
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Footnotes

1. The Dictionary of Occupational titles states tkat every job can be
described in terms of relationships to people, to da.. and.things. These

relationships can be analyzed and described accerding to the ‘degree of diffi- -

culty involved. The method used in the Dictionary cf Occupational Titles can
be of great benefit whether one is looking at the role of,an agency, a resi-

dential facility or the many tasks faced by a developmentally disabled pérson.

N

2. Brown v Board of Education, 347 U.S. 483,

" 3. Wolf Wolfensberger, Toward Citizen Advocacy for the Hand1capped (A .
paper presented to the President’s Committee on Mental Retardation, Sub-com-"

mittee on Law and Guardianship) January 1970. See also Parsons and Bales,

*Family Socialization and Intéraction Process, Glencoe, I11inois: Free Press,

1965. §

.

~

4. The use of the acronyms "KISS, ITS, and [CE" is adapted from a
paper~by E1i Bower entitled "Prevention of Behav1or Disorders in Early
Childhood." No other citation is available to the author. -

\ -
. See the Standards for Residential Facilities for the Mentally Re-
tarded Sec21on 1) and Standards for Community Agencies (Section 7) of the
Accred1tat1on Council for Facilities for the Mentally Retarded, Joint Com-

<]

6. ""The ultimate aim of the agency is to foster those behavﬁdnétthat
maximize the human qualities cf the disabled person, increase the complexity

of his behavior, and enhance his ahility to cope with his envircnment.” Stan-

dard 7.1.2 of the Standards for Community Agencies, op. cit., note 13.

~+ 7. Floyd Dennis. Final Report - County Agents for Children, Parts I,
IT,MI1 (Proj. Ne, 223553). Nashville: George Peabody College for Teache”s,

The John 7, Kennedy Center for Research on Education and Human.Development,
March, 1976. ‘

.-
8. Robert Mager. Analyzing Performance Problems, Fearon Publishers.
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CHAPTER 5

SCUTHWESTERN NEW MEX1CO SERVICES

TO HANDICAPPED CHILDREN AND ADULTS. INC.

A Rural Delivery System

by

Barbara Gray .
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Souchwestern New Mexico is very rural by anyone's definition. Develop-
ment of a comprehensive service del‘very program in this area of mountains,

where counties have less than one person per square mile, highiights the
problems of rural services.

Barbara Gray, Director of Southwestern New Mexico Services to Handicapped
Children and Adults, describes a program that has evolved to meet the unique
needs of this region. Normalization is applied tu the needs of individuals

in their own setting and culture, emphasizing the right of handicapped people
to have chuices.




Where did it all begin . . . what is now a four-county program meeting
the needs of deve]opmenta]]y disabled clients from the "cradle to the grave,"
known state side in New Mexico as Southwestern New Mexico Services to Handi-
capped Children and Adults,Inc. It tegan with a meager program housed in
a 200 year oid officers” recreation hall overlcoking Fort Bayard, with one
salaried teacher, a few volunteers, and a small group of children, left all
too long to stand still while life around them took giant strides forward.

The program as it began was designed primarily to meet the needs of
mentally handicapped school aged children in Grant County. Almost daily,
however, needs of clients who did not fall into this narrow category were
observed. As such needs were made more evident in Grant County, the scene
was vepeated simultaneousl* state wide. In 1966, in-order to have a more
comprehensive program and seqin sore form of state wide planning, the
state of New Mexico was d fed into eight Planning Districts. Of these,
District 'V was developed ., include and enlarge the existing Southwestern
New Mexico Services to Handicapped Children and Adults, Inc. (SWSH) pronrams,
expanding the one county area to four counties and the program primarily for
mentally handicapped to include all developmentally disabled individuals.

The whoie of District V, though comprised of four counties, 1S primarily
rural. Catron ccunty, the largest county in New Mexico in land area, has a
population of 2,198 (1970 census), or .3 persons per square “mile. It has only
two incorporated communities, Reserve and Quemado. Grant county has two open
pit copper mines and contains a total population of 23,700; more than one-half
of the total population is within the city limits of the couniy seat, Silver
City. #.una and 'Hidalgo counties border on Mexico and have ‘otal populations
of 8,343 and 4,755, respectively. Deming, the seat of Hidalgo county, was
established because of the railroad. The ruralness, the distances, the moun-
tain roads can all .nfluence, and, at times, dictate the nature of programs.

Southwestern Mew Mexico Services *o Handicapoed Children and Adults, Inc.
houses under her umureila nine programs for orcviding a non-profit, systematic
continuun of services Lo the JdevelepmentaTly oirsebied. SWSH provides the
mechanics for a tailor-made program, which iumanely and economically
mgets the unique needs of every developmenta ', disahled person and his family.

The purposa of providirg these services was <0 that no, developmentally
disabled person would have to leave the community fcr such services. The
agreement under which SWSH was created emphasized the intention to create, in
district, administration services which are not or cannot be prcvided by other
agencies for handicapped ~itizens. Therefore, it was developed, not as a
public entity, but as an agency designated to "fill the gap" between existing
services,

The administrative structure consists of two board members from each
county and cne board member at Targe. This board comprises the governing body
which maintains complete authority concerning a1l SWSH transactions. Served
in ‘the nine prograr arcas are individuals of all ages and disabilities. It
15 important te note that all individuale and on-going planning activities
and service effovts wre tne vecylt of the comhined efforts of narent/profes-
sional involvermont. irn formuiaf!n. spenific needs, citizen gioups in each
area of <outhwestern New Meqico meet and plan together for a progrem to meet
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the reeds of their area. Frum these initial meetings, the program grew.

The Cholla Day Care Program in Grant county, has between nine and fif-
teen severely and profoundly, physically and mentally handicapped clients. The
staff consists of a Director/Teacher, Teacher Aide and a part-time Aide and
provides services typical of a certified day care program. Training to each
child's ability, physical and speech therapy, adaptive behavior, occupational
tberapy, along with parent counseling, all constitute the full day, five days
a week, twelve months a year services. The program's purpose is to offer re-
lief to parents, tc prevent institutionalization, and is operated on the belief
that some growth is possible for ail handicapped.

The Ocotillo Preschool, Grant county, serves twenty to twenty-five pre-
school aged developmentally disabled clients. The purpose, in addition to
day care, is to provide functional education including social skills and
family counseling. The staff consists of Director/Teacher, Associate Teacher,
Teacher Aide and general Aide; it maintains a 9:00am to 4:00pm schedule, and
attempts to prepare capable students for regular oublic education programs.
Non-handicapped students of preschool age have been includad and the re-
sulting social integration has been -hown to be beneficial to both the handi-

capped and non-handicapped.

£1 Paisano Preschool and Day Care in Luna County, meets the needs of

nine developmentally disdbled individuals, age five to twenty-five, including
profoundly retarded, trainable mentally retarded and clients with communica-
tive disordars. The staff consists of a full time Director/Teacher, Teacher
Aide and volunteer. A 9:00am to 2:00pm, five days a week, twelve month pro-
gram is foilowed. This program is designed to offer services through stimu-
Jation activities for those persons cxcluded from state supported educational
and recreational programs, in an efiort to educate, trair and, where feasible,
prevent schocl failure. Also included in -he program is parent counseling,
speech and physical therapy <nd successful integration in sorial activities.

Yucca Center, Hidalgo county, is toused in Lordshurg and meets the same
neads of the developmentally disabled as the other preschool and day care
facilities. However, due to the sparse population of this area, the program
must meet the indivrdual needs froum infancy to adulthood for clients who
range frow mild to nrofound in their handicaps. This staff consists of a
Director/Teacher cert1ﬁ;ed in special «ducation, and a para-professional Aide
who maintain a 9:00am ty 4:00pm program, year-round. Plans are being made
to include an adult homebound program for leisure time activities. Presently,
many developmentally disabled persons live on farms and ranches in the area
and have already achieved a purposeful tife by assistirg their families with
domestic and field tasks. These peop.e do not have need of most of the
cervices offered 1t the Yucca Center. However, a lejsure time program for
serialization woula be &f enormous benefit to these citizens.

Two kenabilitation Conters, one 1n Luna county and one in Grant county,
serve forty to firty-Tive ghysicaliy and rentally handicapped adults through
testing and 2valuatior, socational training and planning, daily social,

rersonal ard w7 adou tentoaroug clas-on, job placement and follow-up,
sheltered ennlyyment, adult edication, physical and -peech therapy, and .
recreational oroarcne. Statfins these programs are a Coordinator of Rehabil-
=
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itation Centers, Evaluators, Instructors, a Wooc vk Foreman, Shop Foreman
and a Secretary. Both programs maintain an 3:3uan to 4:00pm yearly schedule.
They attempt to provide clients with work, social experiences and exposure
to community living. This plan has proven successful in that many clients
go from institutions into full time jobs as taxpayers. ‘ .

The New Mexico Native Plant Nursery, Grant county, utilizes one of the
state's largest natural resources, its National Furest. A staff consisting
of a Supervisor and Assistant Supervicor maintain the same work day scheduie
throughout the year in operating a native plant nursery and providing land-
s~aping services while training ten developmentally disabled individuals plus
public school work study trainees. The services to clients in this project
include horticulture, zarpen.ry and janitoriai training, social and self
adiustment skills, recreation and work with the community on landscaping
contracts. This project receives technical advice from Resources, Conservation
and Development Services, Home Extension Service of Grant County, and Plant
Material Center of Soil Conservation Service at Los Lunas, New Mexico. One
of the newer contracts served by this project is with the Gila National For-
est for clean up and maintenance services of several public use areas. Clients
sign a contract with the project for part of the work, becoming a partner,
often for the-first time in a legally documented job.

Due to the rural nature of District V, three residential centers, two
for men and one for women, are included in the SWSH umbrella. These homes
are maintained with the goal of independent living. Clients are provided the
services of nome counselors, instructors and business advisors, yet always
strive for independence 2n the part of those clients who are capable. From
1973 to 1976, eight adults have moved to independent living, three to semi-
independent living, and two have been admitted to a shart, term institutional
program. ~ -

Last, Lut not least, possibly the most innovative of the SWSH programs
is the "Schouel an dheels" serving Catron county which has a .3 person per
scuare mile povulatien. Here, ia 1974, the anguish of a Catron countian was
espressed, .. "lery ces nave t2en denied Catron couniy because of her vast
size and small populatiun. e have virtually been tolu we do not have the
same privileges as other citizens of the state necause we are rural. Do we
have to havwe factory pollution and people pollution to have our children made
straight and strong again? It's true that any program such as this must budget
haif 1t. funds for mileagé. Hairlets average 60 miles apart, and in wet weather
are Jp to two noursy drive apart. The problem for Catron county is as it always
has been - tou few, tou far, to matter.”

With this and other expressions of the need in Catron county and with
their cooperative efforts, a progras was planned and 1nitiated. In the fall
of 1975, Ttle II1 funding and a dedicated staff made it possible for special

education ~erviies to be made aviilable to Catron county's exceptional children.

A qualified, enthusiastic staff was hired and a Winnebago Motor Home was trans-
formed into a motorized learning center.

The "Schoo! an dheeis” staff and Supportive Tear of Southwestern New
Mex1co serdices Lo Hundicapped children and Adults, Inc. met with the schoo?
sersonnel to esplain the purpcses and goals of the program. The classroom

DY

55

4




N

teachers referred students who were having-academic and/or behavioral problems.
The parents of these students were contacted by SWSH and a Social Worker ex-
plained the program. From approximately 97 referrals, 92 parents gave their
consent for testing. After the tests and educational evaluations were com-
pleted, the results and recommendations for appropriate placement were made

to teachers, parents and students.

The Supportive Team was composed of a Speech and Hearing Pathologist,
Physical Therapist, School Counselor/Psychologist, Special Education Teacher
and Social Worker. Their task was to gather pertinent data and administer
appropriate tests in the following areas: communication skills, self concepts
and physical activity. Individual prescription plans were written for each
student and scheduled with the classroom teacher and "School on Wheels" staff.
The staff of the "School on Wheels" and the Supportive Team feels that signif-
icant progress has been made based on subjective evaluations, performances,
and-objective progress tests and attitude changes.

Included In all programs is the flexibility of respite care and home-
bound services when the need arises. Short term respite care in residential
units when there is_g.varancy and/or placement in foster homes in a district
facility for the handicapped have proven an asset to the SWSH programs at
many times these are needed on an emergency basis. Homebound services are
provided by a Social Worker, Counselor, Occupational Therapist, and Physicul
Therapist to clients and families.

Recreational programs include evening recreat.on for adults, summer
recreation and a Special Olympics program. The May through August summer
programs include swimming, camping, crafts and sports, evening hours for
adults (year round), socialization activities and regtilar physical recreation
activities as part of the daily program. Staffing this program is a physicai
education teacher, student teachers from Western New Mexico University,
senior student teachers 1n local hidh schoo's, and-the SWSH staff. An in-
terestinc outgrowtn of this progrem was the completion of the motorized trail
for handicanped n the Gile National Forest, enabling non-ambulatory handicapped
10 visit scenic and recreational areas. The recreational programs integrate
students of public schools special education classes and the non-handicapped
in many activities.

The Transportation Program 15 on2 sirengtn of the total SWSH program.
1t is made pussible through tno cooperative efforts of the ‘CountymCommission-
ers in 2ach of the four counties, the Divis on of Vocational Rehabilitiiion,
Developmental Disabilities and the New Mexico State Highway Department. Clients
are transported to and from training facilities, job piacements and passenger
specially eauipned bus and two 1Z2-passenaer vans in Grant County, two 16-passen-
ger vans in Luna county, and one 12-passenger van in Hidalgo county. Staffing
this Transportation Program is a Chief of Transportation and five state quali-
fied drivers, two of whom Sserve as maintenance and repair men, also. Unfor-
tunately, lack of vehicles causes some clients to be in transit for as long as
one hour. However. tnrough this program, 100 to 190 chents are transported
daily to availatiz se-sices which would not otherwise be feasible without

the Transuorte b o o roLram,
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Children and Adults, Iné., through diagnosis and evaluation, include a contin-
uing identification program for Listrict V. Here, as elsewhere, previously
unknown handicapped individuals are identified by parents, teachers, social
workers or physicians who bring or refer the, problem to one of the community
programs. SWSH employs a diagnostic and treatment team which includes a

Speech Therapist, a Physical Theranist and an Occupational Therapist who work
with a Family Social Worker/Counselor. Due ®o lack of funding, it is necessary
to have one support team which serves all counties in District V. This team
travels throughont the district, counsels with families of handicapped children
and arranges for indicated tests and referrals for medical services. The
purpose is to obtain a complete assessment of the handicapped individual, as
the basis for placing him in the best program to meet his needs, whether &

SWSH program or a service offered by another agency.

The SWSH Administrative Office maintains a data center on all persons in
the SWSH program and provides informeticn and referral services as part of
the data center. The data is kept current on the basis of reports from the
directors of direct services programs and the support services staff. In
cooperation with Western New Mexico University, a computer information system
on clients in the district is being planned. This system will be useful for
updating prescribed programs for clients and providing information for the

-Yealtn and Social Services Department to determine eligibility of clients for
services on the basis of disability and income.

Counseling and social services are offered in the district. A staff of
three full time employees, a Family Social Worker/Counselor, a Social Worker,
and a Social Horker Aide is responsible for contacts with families and health
and welfare offices. They consu’ . reqularly with the program directors on
the individual prescribed program for each client.

Specialized therapv at SWSH 1ncludes physical, speech and occupatio, '’
therapicts who serve clients in all direct ervice programs. Public schools
and head s*tart programs may contract for consultant services. Physical therapy
services must be prescribed by a physician. These include general exercises,
gait training and ambulation, balance and cocrdination exercises. The New
Mexico Elks Cerebral Palsy Unit provides additional physical therapist consul-
tation as requested on special problems. Severe speech and hearing problems
are reforred to tne Speech ind Hearing (enter at New Mexico State University,
Las Cruces, Mew Mexico.

————/”'SWSH has not! yet been able to fund comprehensive district-wide medical
and preventive services. Limited medical services are available through
private provider~ and the public health services. Some clients are referred
to specialists in b1 Faso, Texas and Las Cruces, New Mexico. Neurological
“ problems are veferced to Socorro Neurnloqy Unit, Socorro, New Mexico. Ortho-
pedic need ire referred to Carrie Tinaley Hospital, Truth or Censequences, New

Mex1co and Pealts and Sazial Service< Departmept's Crippled Children's Services.

certain services are oftered througnh the local health office.

There are on-qoing -taff teaining programs with the training of volun-
teery, a. ttres, e @oe et vecrest-onl oaides, Carrie Tingley Hospital
a state tacility tor oripule | children, 15 developing a workshop to train
para-profesitonals 1o phys.cal rehaoilitation. Speech aides are trained
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in special workshops hv the Speech Pathologist of SWSH. SWSH also cooperates
with Western New Mexico University in training teachers for special education.
Local associations such as the Association for Retarded Citizens (ARC) pay
professional educational consultants to conduct seminars for the staff of
SWSH. The seminars are on such topics as sex education for the retarded and
behavior modification. The Department of Vocational Rehabilitation has also
rendered invaluable services in the area of staff development and professional
growth.

An asset to the SWSH programs is the ~joperation of community resources.
Many of these have been mentioned. However, one that deserves more than just
mention is the Association for Retarded Citizens. These affiliated member-
_ ships in each of the four county areas have often times been the strength,
support, and challenge SWSH needed in order to foster a program. The ARC's
have been sympathetic to the intent of promoting the welfare of handicapped
children and adults and have been steadfast in their support of and safe-
guarding of the rights and interests of handicapped persons. As the handi-
capped are freguently impaired or disadvantaged in such a way or to such a
degree that they cannot adequately represent their interests as a group in
society, the Associations perform a group advocacy function on behalf of
handicapped persons through their input into the community through local gov-
ernment. The Assucrations act to eliminate cases of social problems affecting
handicapped citizens througn public education and information techniques and
by scliciting support from civic groups and concerned citizens to work toward
the resolutions of social and legal harriers to services for and acceptance

of handicapped persons. They are the fixed points for collecting and dissemi-
nating informaticn and also provide a citizens' review of all SWSH programs
within their county. This review includes assessment of SWSH policies, pro-
gram objectives, facilities anc budgeting.

In sumary, the philososhy ot the SwSH program concerning normalization
explains why, in spite of seemingly insurmourtable problems, the effort is
well wortn it. LWSH feels that t 2 meaning of normaiization is the right of
every perscn to live in Jhe 'eas. restricted environment. One often is found
thinking that "normal” s to do what the mejority do, e.j. Tive in the city;
however, what SWSH defines as "norn.1" is what is normal for a given region.
As many people chocse to live in the country, on a ranch, the handicapped
should have tais choice. Some sing'e adults choose to live at home, while
others ma; «¥onse 0 1ive r apartments or commun-ties; the handicapped should
have ih's cnoice. a5 wall. ’
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CLIENT IDENTIFICATION:
IDAHO CHILD FIND AND PUBLIC AWARENESS

‘by
Linda Gibbs
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Locating and identifying all persons eligible for and in need of
services is a major issue confronting service providers.  Idaho state law
mandates a free public education for all handicapped children, and Idaho has
developed a successful Child Find effort to make sure that all children
receive that education.

In this chapter, Linda Gibbs, Regional Resource Consultant at the
College of Educaticn, University of Idaho at Moscow, describes a process
for identifying all handicapped children. The process is designed to
operate in a rural area and below cost by maximizing the use of ‘?]unteers.
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Introduction - %

A1l children in Idaho are entitled to a free, public education. The
Idaho compulsory attendance law applies to children ages 7 to 15. Furthermore,
the Idaho Code, mandates that school districts must provide education and
training for all resident exceptional pupils, defined as:

children whose handicaps, or whose capabilities, are so great as .
to require special education and special services in order to de-

velop to their fullest capacity. This definition includes but does

not Timit itself to those children who are physically handicapped,

mentally retarded, emotiorally disturbed, chronically i1l or who

have perceptual impairment as well as those children who are so

academically talented that they need special education programs

to achieve their fullest potential.

“In addition, federal legislation (PL 93-380) requires that state depart-
ments of education develop plans to identify, evaluate and diagnose all handi-
¢apped children in order to receive federal funding for special education
programs. On November 28, 1975, President Ford signed the Education for All
Handicapped Children Act (PL 94-142) which increased the federal role in stimu-
lating states to provide full, appropriate programs for handicapped children.
The intent of PL 94-142 is to provide a free apprgpriate public education for
all handicapped children between the ages of 3 and 18 by 1978, and to all
handicapped children between the ages of 3 and 21 by 1980. In response to
the state and federal legislation, the following step by step plan was devel-
oped by Dr. Judy Schrag, Director of Special Education, to insure that Idaho
would have an ongoing and comprehen;1ve statewide Child Find system.

Idaho Chi‘d Find Identification Components j 2i

The Idaho Child Find Identification model consists of the following com-
ponents:

Figure 1.~ ~-.

Full Services Model A

-
<

Awareness| |Ilnitial Identification| [Diagnosis/ Service] |Re-Assessment
| and location PlEvaluation™ >

Yoring —)
L-Informinq Referr1ng—-] [-Recording-]l-Monitoring

In developina the ldaho Child Find system, it was believed esséntfa] that
all aspects of the full services model be considered. Since child identifica-
tion is but one component of the provision of full and appropriate service,
_plannina for all components of the model must be done simultaneously. Included
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below are some of the objectives under each ¢omponent of the model which have
been identified by Dr. Schrag to insure that all handicapped children in Idaho
would receive full and appropriate services: o

A.

¢

L d

Awareness

[N

8.

To release information through television,
radio, and newspaper media by State Depart-

ment of Education, regioral Child Development
Centers, United Cerebral Palsy, Idgho Epilepsy
League, Idaho Association for Retyfrded Citizens,
etc. regarding early childhood de elopment and
Idaho services for children whose development
differs from expected milestones.

To disseminate infcrmation packets and multi-
media presentations by United Cerebral Palsy
of Idaho, Inc. and Idaho Epilepsy League.

To establish local task force groups-=7 regions
were identified in ldaho.

To distribute posters, informétion sheets, bank
statement stuffers, information booklets.

To disseminate the booklet "How to Obtain

- Special Education Services for Your Child" by

League of Women Voters and the Mental Health
Association to parents of handicapped children
and professionals working with handicapped -
chiidren. b

hY
To disseminate parent letters with mail return
identification forms to identify unserved hand-
icapped children. The letters will be sent
home with 411 Idahq school children in selected
grades. ° , : ‘ -
Speakers and taped messages will be available
to civic and social Organizations.

A 15-mifute slide tape presentation, "Idaho
Child Find," will ~e scheduled for use by f)
PTA groups. _ .
To distribute a series of pamphlets entitled -
"Gréwing UUp 1n Idaho" to parents of first bBorn
children by the Department of Health and Welfare.
The purpose of such pamphlets is Lo inform parents
of the milestones of normal child development, the
needs of young, qrowina children, and the resources
availlavle for meeting these needs.

o

' -
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B. Initial Identification and Location

1. To assist with kindergarien-first grade screen-
ing within local school districts.

‘<

2. To assist-with the Early Periodic Screening
Programs to be carried out by District Health
Departments and regional Child Development- Centers.

3. To assist with screening for vision and hearing
probl=ms conducted by Child Health Services.

SR 4. To disseminate "Grow1ng Up, in Idaho" pamph]ets
to assist parents in the screening of their
. child's .development by providing information
regarding average developmental miles.ones.

5. To institute letters being sent by iuial school
districts to parents with a screening develop-
mental scale to assist parents in screening
young children as well as older out-of-school
children for possible handicaps and/or develop-
mental lags.

C. Diagnosis/Evaluation

5 Idaho State Rules and Regulations for Special Education
' require tnat no child shall be enrolled in a special education -
program ur.less he has received a comprehensive evaluation. -

~ Although the exterdt of such a compreherisive evaluation
shall depend on the nature and the severity of the handicapping
condition, it is a multi-disciplined assessmen’ which takes into
account the physical health and condition of the child, psycho-
logical assets and liabilities, communication skills, social
adiustment and SHaptivity. educational achievement, ahd the
) assessed intellectual level of each child. : '
Idaho State Pules and Regulations also spe¢cify that d1agnos1s/
evaluation must utilize a mult.-disciplinary team approach in the -]
evaluation of h’nd1capped children. Thus the State Department of
Education will: . )

F

~

¢

r 1. Provide assistance to local. school districts in

. . diagnosis/evaluation of handicapped children by

. State and Regional special educat1on consultant
services,

o 2. Provide assistance to lecal school districts in . '
Jiagnosis/evaluation of handicapped childrer by
Reqgional Child Development Centers and the North .
Idaho Panhandle Child DeveTopment Association. .
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- 3. Provide assistance and support to local school
districts and other agencies for comprehensive
evaluation of handicapped children through the
Nor twest Regicnal Resource Center Title VI-B,
and state funds.

4. Provide a special study on comprehersive evaluation
utiliz.ng Northwest Regional Resour  ‘enter and
state resqurces by Idaho school psy Jgists and
directors of special education in o:. r to appro-
priately modify st .te Rules and Regulations and
to wevelop bhest practices.

5. Through contractural agreements betwee® the State
Department of Education and the Idaho Department
of Health and Welfare the screening services

. available to preschool children between tF> iages

of 0 and 4, will be expanded. ’/’),—;)
0. Educational Service Delivery :

Preschool Handicapped Children

1. Througn contractual agreements with early childhood
service providers, ithe State Department of Educatica
extendad the continuum of state speci:zl services
to handicanped children of preschool ages 0-4.

2. To provide technical assistance and support by the

~ North Idiho Panhandle Child Development Assaciation

o in order to train teachers and parents working S
with identified preschool handicapped children, as
well as to eztablish standard pupil assessment
rocedures. '

3. To provide technical assistance and support by
the Portage Project, Northwest A ca Learning
Resource Center, Northwest Regional Center, etc.

School Age Handicappec Children

1. "o assist Special fducation Programs (classroom
and homebasedg within local school districts,
contractual agencies and organizations, Idaho
State Schoo! for the Retarded, Idaho State
Scheol for the Deaf and the Rlind, etc., uti-
Jizing state, regional, NWALRC/RRC and federal

Title VI-B resources.

-~

2. To provide technical assistance and support by
State NDepartment Hf Educatign state and reqgional
consultant services.

L]
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3. To provide -upport from Title VI-D and the
North Idaho Panhandle Child Development Asso-
) ciatipn for inservice training of spe.ial
education personn»l serving identified hand-
icapped children,

4. To provide <uc.ial Title VI-G project to de- A
% velop best practices in programming for unserved
learning disabled children.

Further refinement of comp eeded by education

\ persornel, appropriate certi changes, transpor-
tation problems of handicapped chilflren, and investiga-
. tion of factors affecting high turnover of special edu-

cation personnel in Idaho.

E. Re-Assessment

Funds

Idaho State Rules and Regulations for Special Educat1on
require that local schouol districts and contractual
agencies provide an annual review of all handicapped
children, and that the Selection and Placement Committees

nust provide continuous reviek of the child's progress
within the placement sett1ng( i

The remainder of this chapter const1tute5\a summary of the pianning

principles used in Idaho to design and implement the Child Find component of
the Full Services Model. \

Some Chiid Find Planning Principles \

The immediate purpose of Child Find is to secure as complete a list as
possible of 211 handicapped prescrool and school-age children who are out of
school or not part1c1pat1ng ‘7 ary education program. Numes of scinool-age
handicapped children are submitted to appropriate local @choo] wistr.ot per-
sonnel;— names of preschool handicapped children are subpitted t- regional
Child Developr nt Centers, cther appropr\ate community progrems, or the State
Department of Eaucation. Tne ]ong term goals are to esta&]w >n n ldaho a
process for ready ontrance 1rto @ sycten, .7 ree public p ograms of education

and training appropriate to ecet individu developmental heeds of all school-
age children, as well as to provide young handicapped chwldren access to early
educat1on programs.




ERI

Aruitoxt provided by Eic:

system:

1.

.

The following ﬁFipc1p]es were considered in designing Idaho's Child Find

hN

Determine the p;>hmq}ers of the public information campaign
such as: a) fiscal barriers, b) yeographic barriers,

¢) personnel barriers, d) legislative barriers, e) infor-
mational/communication barriers, f) social barriers, etc.
1o assess the situation, first examine the federal regula-
tions and guidelines, then examine state statutes that may
affect what can and cannot be done. Some states, such as
Idaho, have legal exclusion of "disruptive" children from
regular classrooms or from the whole school. Some regula-
tions governing the activities of state agencies also
obstructive - e.g., the available fiscal resources a the
administrative responsibility for a given task may regide
in two different agencies.

Within the existing parameters, develop a simple but systematic
plan which will include all action steps to be taken during the

public informagan campaign. The plan should include:

all of the actiu- steps that will be nzeded
] Y  how long these will take
¢. who will be responsibie for each step

Negotiate agreements or contracts with any and all avaiiable

service agencies tc provide at least partial back-up services

in areas with 1imited capability. In Idaho, for example, another

system was needed to help preschool children because of unavail-

able state funds. As several private agencies were already .
helping youna children 1n sarious ways, Idaho's special edu- ,
caticn director established an inter-agency contract to expana

this service.

Whenever possible, join with other service delivery systems -
(via agrecments, contr- j§J\pt6fI»toM9xtend the capability

for child identificavign, location and refernali_gﬁg%;gi_n/
examine thes‘aderal #£gulations and guidelines, as as
state statgzé Séie agensies on the stato and local level
are already working with tre handicapped, thus it is 1mpor-
tant to 1dentify what are their priorities, tegal responsi-
bilitres, resources, otc. dould they be willing to coopey-
ate in carrying out Child Find activities? In Idaho the
League nf Women “oters w25 already developing a booklet for
parents of nendicapped crildren entitled, "How to Gain Access
to pecial [ducation Programs.” The State Department of
Fducation a-315tsd 1n the pranting and dissemination of

ths boorlet,

Locat= anc utilize or adapt earsting media and materials
for public foytation €3 paigns - thre will

L —— e

; K save both tipe
anT dolTars to ‘neure 4n integrated awareness campaiqn
ctatewrde.  Design the yublic anformation campaian to
1nsure saturation at the cospntty Tevel .,

g - ‘
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6 _ Mobilize volunteer task forces on the local level to systematically
carry out Child Find Activities. With the support of the state
organization of the League of Women Voters in Idaho, sever regional
coordinators were recruited from their membership to help plan
and initiate Child Find activities in each of the seven regions
of the state, A one-day training workshop was held on September
26, 1975, to acquaint the volunteers with project procedures
and activities to be conducted during the month of October. At
this time the coordinators were given sixteen major objectives
that they were asked to carry out during the month of October as
well as all materials (speech material, posters, brochures, atc.)
that would be needec.

The Stute Department of Education in Idaho decided to initiate Idaho's
child Find efforts and to provide an intensive month long search in October
of 1975 to, provide maximun support of identification and locotion of handi-
capped ch®dren. A mass-media campaign was carried out during October in a
joini effort by the State Department of Education, Idaho Department of Health
and Welfare, the Idaho Association for Retarded Citizens, Child Development
Centers, Governor's Advisory Council on Developmental Disabilities, Idaho
TORCH, public and private agencies, and parent and civic compunity groups.

- A1l ef- srts have continued on an ongoing basis after the October campaign.
Suci, :going efforts include:

.

1. Bank <tuffers were Jelivered to participating Idahc banks to be
included :in the November bank statements to their customers
throughtut the cummunity.

2. Stuffers in church bulletins during November.

3. Letters explaining Project Child Find were sent home with ail
first through fifth grade students in the state of Idaho during
the menth of February.

4. A slide-tape presentation explaining Project Child Find was
prepared for presentation to PTA organizations in the state of
Idaho during the months of March and April.

- Summary

Idaho 1s a rural state where a small population is scattered over a large
geographic area., The work of the League of Woman Voters made it possible to
spend most of Idaho's limted funds un materials and yet reach audiences over
the entire state. The Leaque voiunteers stated that the Child Find effort has
been one of the most effective state prejects by previding commyrrication and
cooperation tetween the State Department of Edutatinon, the efonal consultants,
solunteer organizatinns, pirents, agency personnel, etc. The regicnal ccordi-
nators feit tnat there had ®een excellent Support for their efforts at all
Jevels, (State Depsrtiert of Lauration, rgqional and local). The coordinators
also stressed frnat fneir local credbilfty was maintained throughout the pro-
ject as the provisions necessary to def1ler educational services to children




ately.

(sl

identified through Child Find were initiated by the appropriate agency immed;i -

In conclusion, the Idaho State Department of Education found that
actual communication by staff personnel and local volunteers with groups and
individuals was one of the most effective vehicles utilized in Idaho Child
Find to identify unserved, handicapped children.

Hopefully, this summary of Idaho's planning principles, objectives and
activities will be of help to other planners.
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Supplement 1

Idahe 5 Sixteen Objectives and Activities

The seven coordinators were asked to meet with the regi{nal special edu-
cation consultant of the State Department of Education who wak to provide thep—
with any assistance that they might need in carrying out the 1 entified-eb—
jectives. The following are the sixteen objectives and their r ed activi-
ties that the volunteer regional coordinators were asked to carry out during
the » th of October:

1. Contact any local TORCH (State High qu66?38:53hjzation) volunteers
who have responded to the State Depapftment. Names w11 be given
to you
A vit’as: ™ .
a. FEach regional coordinator received a 1ist of TORCH members

who had volunteered to yive an identified amount cf time
to help carry ¢ 4 Child Find activities.

b. The coordinator contacted the TORCH members in their region
and gave them assigned activities to be carried out at a
given date. (Activities included distributing brochures,
posters, fliers, etc.)

2. ldentify other volunteers who could assist with Child/Public
Avareness activities, (1n your own town and neighboring towns).

3. Assian various tasks to identified volunteers.
Activities:

a. Prerare a schedule for volunteers. (Determine when volunteers
are to carry out scheduled tasks).

. Give volunteers specific tasks. (Where they are to go, what
types of 1nformaticr they ace to disseminate, etc.)

Drovide s unteers with any needed materials, sample letters,

~arple TV and -1io roleases, etc. (see Supplement 3 for sampl.
gsedj,

d fny opres- reicasss, josters, oto., should emphasize both local
drird bt RLhRe Lyb Ders
Dob o, dumtees b lot sou inow 1f they need any assistance and

i

o qlaa let gou brow when they have completed fhe assigned
S A BV o




7.

Make or arrange for a personal visit to local television stations
regarding Child Find public service spots.

Activities: .

a. Make available to regional coordinators a copy of all TV
stations in their area.

b. Provide sample rzleases to radio stations.

D]

Have the regional coordinator arrange a local interview to
discuss Child Find in Idaho, .

d. Have coordinators cneck to see if TV spots are being played
during prime time.

e. Send a letter to TV stations thanking them for supporting
Child Find. f

Contact radio stations rey:rding Child Find anrouncements.
Activities:

a. Make availatle to regional coordinators a copy of all radio
stations 1n their area.

b. Provide sample radio cpots.

c. Have coordinators check to see if radio spots are being
played during prime time.

d. Have the regional coordinator arrange a local interview
to discuss Child Find.

Contact legislators, State Board of Education members,'agencies
serving hanaicapped children and ask for newspzper releases in
support of Idaho Project Ciild Find.

call your designated regional school superintendent; identify your-.
self, leave your phone number and encourage calls or information
requasts. (The state organization of Superinterdents had been

asked at their _tate meeting to identify a superintendent in each

of the se.en regions who would be responsible for disseminating
information to o*her superintendents in the region).

when regtonal docturs are named, the State Department wili commu-
nicate with you. Please call and introduce yourself to this doc-
tor: leave youf phone number and encourage calls regarding transfer
of names to tif State Department of Fducation. (The state organi-
7at.9n of tne Jarerican Medical Association was asked at its state
meeting hy mf Judy Schraa, Mirector of Special Fducation, to support
cnild Find o/ tivities and to 1dentiiy a doctor 1n each region who




9. Contact and work with your regional special education consultant
who will be ~roviding assistance in your region.

Suggested activities for regional consultants:

2. Assist regional coordinators in obtaining materials.
(tapes, posters, brochures, etc.).

b. Make contacts wifh radio and television stations.

c. Give talks to local civic and business groups. (A pre-
pared tape explaining Child Find will assist any volunteer
in presenting talks to local, civic and business groups).

d. Assist coordinators in administrative activities:

i. Prepare any needud duplicated materials (letters,
tapes, etc.)

ii. Prepare any reports for regional coordinators of
activities as requested by the State Department of
Education.

iii. Assist regional coordinator in finding volunteers }n any ™~
rural towns when the coordinator has been unable to find
assistance in distributing Child Find materials.

iv. Act as a liaisop-Hetweer regional coordinators and the ¢
state departmept.

v. Organize any Aegional meetings for coordinators.

vi. Assist coordinators in preparing a time line of all
identified activities.

vii. Support the coordinators - be available to assist in any
way possinle to carry out their activities. Periodically
call the regional coordinators to see if any assistance is-
needed.

10. Make or arrange for contact with all local civic_and business groups.

Activities: f
a. Develop ¢ list of suggested community resources .

b. Chamber of Commerce will provide local list of civic and
business groups.

c. Make a list of community resources and identify who will be
responsihle for contacting each group with Child Find information.

d. Provide cassette tape expilaining Child Find that may be used
at civic and business groups' meetings.

. 37
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11.

12.

13.

14.

15.

Contact PTA presidents and ask them to have the October meeting
support Idaho Project Child Find. (Including distribution of
posters, etc.).
Contact or arrange for contacts with church groups, ministers,
priests, etc., for announcements regarding Idaho Project Child
Find, local canvassing, distribution of materiais, etc.

Ask regional special education consultants to solicit from
the Council for Exceptional Children.

a. Distribute materials to areas identified by regional
coordinators.

b. Assist in mailing out materials to area. identified by
regional coordinators.

c. Assist in making contacts with University radio and
TV stations.

d. Prepare news releases to the campus newspaper.

e. Make or arrange contacts with all groups on campus to
explain Child Find in Idah».

f. Assist with any follow-up activities as identified by
regional consultant and regional coordinators.

Respond to local, regional concerns and calls, or refer calls
accordingly.

Mail any registration forms which identify handicapped children
who are out of school or unserved to the proper referral source.

Attend meeting at the end of October to plan ongoing activities
throughout the school year.




Supplemert 2

Updated Child Find Radio Announcements

(for use until Nov. 15)

30 seconds

Idaho's Project Child Find is working!
A number of handicapped children have
been found and served throuygh school
programs or cor.unity services. If
you know of a handicapped child who is
not in school or receiving help, write

Project Child Find
State Department of Education
Boise, Idaho 83720

. or call

384-2203

10 seconds

Idaho's Project Child Find is working!

School programs and community services

are available for handicapped children.
If you know of a handicapped child who

is not in school or receiving help

call

384-2203

-
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Supplement 3

S~

Child Find Television Announcement

Script: Videospot #1
Setting: Child between ages 10-18 months
appears on lap of adult who describes
normal development of children in
this age group; plain background;
° child is handling a play object.
Most children between 10 and 18 months can crawl, walk and climb. Some can
co up stairs by putting one foot, then the other on the same step. They learn
by listening, feeling, pushing, pulling, upsetting, biting or tasting. By 18
months, most children can run and like te be chased. They understand many

words and can name familiar things, like "dog" or "horse." Words are heginning

to form sentences, like "Me do it."

Not all children develop in usual ways, however. Some are handicapped. opecial
help is available for these children and their parents. If you know of a young
handicapped child, please write or call your regional Child Development Center

or Project Child Find.
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CHAPTER 7

TRIP

A Comprehensive Transportation Plan
for West Virginia

by
¢ Roy E. Payton
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Transportation is one of the most frequently mentioned obstacles to
serving the developmentally disaoled in rural areas. A West Virginia program
that has been designed to provide transportation for low-income aged and
handicapped people is known by\ghe acronym TRIP.

The TRIP program which uses both fare vouchers for éxisting transpor-
tetion and spgcialized transportation is described in this chapter by Roy E.’
Payton, Assistant Commissioner of TRIP,

W}
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Introduction
This.chagter describes the purpose, philosophy, and intent of TRIP, tie
Transportation Remuneration Incentive Program. TRIP is funded by-four Federa]
agencies turough the West V1rg1n1a Department of Welfare. The purpose is to
provide bus transportation service in areas without any type of public trans-
portation and to suppiement existing transit systems with feeder and addi-
tional service routes. TRIP was conceived in 1973 primarily by those groups
who desired a low~-Cost method of transportation for luw®income, aged, and
disabled populations. -
TRIP consists of two phases. The subsidized ticket fare system was the
first phase, and was implement®d in June, 1974. The second phase-of TRIP is
the actual transit system that consists of different types and sizes of”’
buses, tailored to meet the service, 1mp1ementat1on schedules within eleven
regional entities in-West Virginia. - The transit systém phase-also inciudes

‘two _special demonstratiur. projects, the PostBus and Health Transporter. -

These two demonstrations will prqgide special transit needs as 1dent1f1ed in
the Trans#fOrtation Deve]opment Plan for.West Virginia. -

*

Demographic and-Geographiééf Data of West Virginia

The 'ntire state.of west/oqrg1n1a dis the target location of the TRIP
Program. . The 1970 census shows that 6]% of West Virginia's approx1nmte -
fpopuﬂat10n of 1.8 million live in rurdl areas while only 12.7% live-~in
central cities. Sivty percent of the State's 55 counties are 75%. rural,
and only 15 counties have population densities greater then 100 persons -
per square m11e -

B '-!"-e

More sxgn1f1cant1y, however, is the situation ex1st1ng for those 1nd1-
viduals for whom the TRIP subsidized frre ticket system was designed. ~we
more rural counties in West Virginia have a larger percentage of their popu-
jation aged 60 and over. The nimber of automobiles per capita in these rural
counties is less than 80% of the national average. Fifty-seven percent of-

West Virginians in this age group reside in rural communities o popu]ations'v

under 2,500, and there is a disproportionately high statewide growth rate of
1.2% annually in the population segment of 60 years or older. Finally,
there are approximately 150,000 handicapped or disabled West Virginians.or
nearly 107 of the State's total popu]at1on These individuals are ‘limited
in travel by geography, and the problem is compounded by the rural and
mountainous terrain within the State, making access to basic service cent B
d1ff1eu‘t and costly. .

~

Subsidized Fare Ticket System -

T e

The subsidized fare ticket system (TRIP tickets) began in June, 1974.
Tickets are issued to those aged and disabled applicants who meet the eligi-
bility requirements of the program. A $4 million grant from the Community
Services Admiristration is providing the 'funding for the three year demon-
stration period 1974-1977. :




Progra, . A TRRN ticnet/ consists of 32 couoons valued at 25¢ each. This
ticket book, val t'{3, can be purchased by an eligible recipient at a
discount ranging from'$1 to $5, depending on household income. The tickets
can be used on any type of transportation approved by the Public Service

The TRIP\ticket func&bKns in a manner similar to that of the Food Stamp
b

. Commission of wast Virginia and properly registered with the TRIP Program.

Ore of the primary reasons that the West Virginia Department of Welfare
was selected to implement TRIP tickets was because this agency has an inti-
mate knowledge of the target group and has local uffices located in each of
the State's 55 counties, throuch which te take applications and issue the
tickets. Generic cler1ca] per:onne] exper1enced with Food Stamp issuance
are utilized throughout these loc*1 offices to issue TRIP tickets. Workers
within the E¥igibility Unit perform the task of taking applications and
making periodic ¢ligibility redeterminations of TRIP cases as well as
21l eligibility-related tasks for public assistance and other programs
within the Department of Welfare.

Eligibirity Requirements

One must be (1) at least 60 years of age or physically and/or mentally
dis&?]ed and (2) meet the household income ard resource guidelines to be
et1gibie for ‘TRIP tickets. Table 1 shows the incose, asset and ticket
issucace schedaule. TRIP costs and ticket values were established by surveying
the tr.vel characteristics of po.antic]l TRIP users. Next, the round-trip cost
factor ~f J.fferent travel modes utilized by potential TRIP _sers was deter-

- mined. Then an estimate of the totzl number of TRIP users throughout the
three year demonstration period was determined. These three factors were
_combified tc determine the best possible subsidy rates, within budgetary
Timitations.

Witk the use of the centralized TRIP data system consisting of ccmputer
terminais tocated 1n each lccal welfare office, most applications can be pro-
cesser darlyg and the =pplicant may receive his tickets on the date of appli-
(atioq\ggi;)ded he meets the eligibility requirements. Although uine eligi-
bi'ity dwadelnes based on hcusehold income and resources are determined
through use of a simple graduated s.z2le, the severity of the appiicant's
disability 5 alss considered. If the exi tence of the applicant's disability
is guesticned, meaical docunentation is requested. The majority of disabled
applicants are already known to the Department of Welfare ard medical dociu-
mentation tepically exists for the eligibility requirements of other programs.
for example, disatiec children receiving services under the (i i.pled Cnildren's
Program in West Virginia would be automatically eligible under the disability
criter.a of the TRIP Program. Similarly eligible are disabled persons re-
~ceiving renefits from Vocational Rehabilitation, Workmen's Compensation, Black
lunn or other programs designed to assist disabled p~rsons. If necessar ,
nowever, nome visits are mﬂdn to verify eligibility

T-ap Tickets

An ind.vidual way use nos TRIP ticke s for whatever purpose he Chnoses.

\
\




Table |

Transportatioh Remuneration Incentive Program

# Eiigibility Requirements _

MONTHL' ALLOWABLE INCOME STANDARDS AND BASIS FOR TICKET BOOK ISSUACE:

Number of Eligible Non-Farm Family {Individual) Farm Family (Individua]f

Persons Yearly Monthly Yearly ° Monthly
\ ;
$3,036  $255 52,580 §215
2 3,996 333 3,408 284
3 4,956 413 4,212 351
4 5,916 493 5,028 119
5 6,364 572 5,844 487
6 7,824 652 6,672 556 :
7 8,724 721 7,500 625 \

Each Additional Member
Add —_ 900 75 770 64

Farm households will mean persons living on places of ten or more acres from
which sales of farm products amounted to $50 or more in the preceding calen-
dar year or on places of less than ten acres from which sa'es of farm pro-
ducts amounted to $250 or more in the preceding year.

. o Table 2
TICKET COST AND VALUE: :
Allowable Monthly One Person Two Persons | Three ur More |
Income of Eligible Ticket Ticket  Ticket Ticket Ticket Ticket
Individuals __ Cost  Value Cost Value Cost Value
$ 0-255 : $1.00 $8.00 $2.00 $1€.CU $3.00 $24.00
?56-333 4.00 16.00 6.00 24.00
354-113 9.00 24.00 |
§14-433 12.00 24.00 '
494-572 15.00 24.00
573-b.7 15.00 24.00
£53-7"°7 15.00 24.00
4
! :
5
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This may include visiting friends and relatives, traveling to entertainment
centers and shopping for goods and services. TRIP tickets can only be used
for traveling in vehicles that have satisfied all public carrier requirements
of the West Vikginia Public Service Commission. In addition, these carriers
must be properly registered with TRIP by substantiating that they have met
the requirements of the Commissior. TRIP tickets may be used for out-of-
State travel provided the fares are paid for in West Virginia on providers
such as Greyhound, Trailways, or AMTRAK.

Each approved participant is allowed one TRIP ticket book per -month
except qualified special hardsnip cases which may receive up to a maximum of
thrée books per month. Hardship is based on remoteness of locatinn or the
need for numerous visits to a cliric or physic‘an. Each participant re-
ceives an identification and authorizatior card to prevent unauthorized
persons from purchasing TRIP tickets. When fares are paid by the partici-
pant, he simply removes the required amount of tickets from the book and
drops them into the fare box for payment of service.

TRIP and the Developmen:ally Disabled

As a special service to assist the severely and/or developmentally
disabled, .n authorized attendant may be allowed to travel with a TRIP
participant. Special provisions allow this attendant to utilize TRIP
tickets for his travel expenses. Tiis attendant way also purchase TRIP
tictets for the participant to prevent hardships in obtaining the tickets.
The intent of this policy is to encourage mobility so that the develop-
mentally disabled may participate as fully as possibl- in normal activity
enjoyed py those whc are not severely handicapped. TRIP allows the aged
and disabled the all-important social function of selection and partici-
pation.

Another specia provision, of TRIP allows participants to have essential
items sucn as medicine and groceries delivered to their home via taxi.
Without making the actual trip, the participant may g!y for this delivery
service with TRIP tickets. This service is provided to those participants
who need this convenience on an emergency basis or if because cf illness
or disabilyty, they are unable to travel.

The foremost disadvantage of rural-based participants when cornared
with urban-based participants in regard to the TRIP ticket phase is that of
Figher overall transportation costs. The following discussion of the TRIP
transit system or the second phase of the TRIP Program will illustrate how
this tran<portation-cost gap will be narrowed.

-

TRIP Transportation System

Phase two of the TRIP Prograr, i'.e TRIP Transportation System, supports
and complements the program g 13 ¢f the TRIP ticket component. The major
program geal of the TPIP Transit Syster is to transport anyone who wishes to
rige and pay tne r%qu1red fare while the ticket component is categorically
related to grouns.

E =3 .
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RIP Bus Desion
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The Transpertation Development Program for West Virginia outlires for
each of tre eleven regions in the State a transit system composed of TRIP
and existing transit systems as ccnceived and operated by local transit

ties. TRI? transportation specialists work very closely with the appropriate
administrative staff in these regions as they finalize the transit develop-
ment plan for each region. After the development plan is approved by TRIP
and the Regional Council, a contract is drawn up between these two parties
fur the receipt and disbursement of opera*ing subsidies for one year of
operation. ‘At the present time, contracts have been finalized in two of

the eleven State regions. Impiementation will begin in these two regions
after the transit authorities complete their preparation. TRIP receives
funds from the Urban Mass Transportation Administration and the Federal
Highway Administration of the Department of Transportation to pay tor

capital equipmert, nperatioral subsi
portation demcnstration and adminisfrative costs incurred in the implement-
ation of the recinnagl TRIP transpoytation systems.

es, transportation planning, trans-

of 215 buzes is pl\nned for the statewide TRIP transportetion
s1ow 1s a hrief surmmary of each type of bus:

L. Pro-ary Migibus (primary voute): This bus has a
20 nassenger seating capacity, 20.2' in length,
&' 1 width and nas a curb weight of 8,000 ibs.

s (primavy and fecder routes): This
passenger seating capacity, 2G' in
i

Van/Minibtus with Wheelcharr Capacity
rout2s ;s Each ragion will receive two

arezlcharr buses with the exception of Region IX
117 recerve cne. It has a capacity to

passeryers and adequate space to accom-

“eaate fnree wheeichatrs during moverment, It 1s
“6' an Jergth and &' in width and has a curb
. af 7,007 ibs. It is equipped with a

hoist ard platform. The ncist and
A

iraulic-powered and operates the
from atreet to vehicie Tloor in 10-20

A
> A

Tre Healtr Transporter

Lrapsporiation needs of Wost Virginia

~ TN Teamame abads )
alo, the TRIP Transportation Plan




includes two special demonstration projects to effectively meet these special
transit needs

The Health Transporter proposes to impirove access to specialized health
services, reduce patient absen.eeism from prearranged appointments, reduce
cdependency on transport designated for.emergency use (amb iances, etc.), and
integrate with other transportation services.

The primary function of the demonstration is to provide long distance
t ‘ansportation to specialist medical facilities on a coordinated appointment
basis for outlying regions. The major features of the operational profile
of the Health Transporter will be high average speeds with few stops and
travel time of up to *wo hours one way. Most of this c.ravel will be on
primery roads or divided highwavs up to and including interctate routes.
Over-the-road travel conditions will, therefore, credominate in vehicle
selection with priority given to stability, steering and braking capability
as well as riding quality ana safety. An additional consideration would be
for adequate turring ah1licy in confined entrances at medical facilities.

Tt 35 to ne esrerted tvot passengers will in many cases have some ambu-
latory restrizticns or senscry problems, therefore, primary emphasis must
be placed on case of ex1t or entry and onboard comfort and security. Pro-
yisions ~ust alsc be rade for carrying paraplegic and quadraplegic patients
and for storing tioor wheelchairs tor the journey, which may be quite
lengthy.

VU e

Since the prooar s purpose of the vehicle would be 1ang distance travel
or medical appointrents, speed and comfort are primary considerations. The
ar~ conditioned veni.le can maintain a high average speed of 40 mph. The
venicle woul be an ~1ght dcor si-etched automobile similar to the type com-
monly wvoed 1n airport §° sire service. Seating consists of individual
h1ghbact hucke: seats f the maximim comfort of sever passengers. It is

AN

22.5" an Jenatn, 7.6' 1n width and has a curh weight of 5,300 1bs.

il

—

Ir te1s dar-nsc-aticon. service will be avaiiabie oniy to those wiin
nealth ralatod apporr frents and the patierts will be taken to the medical
facilitres and returned to their points of origin. The vehicle is designed
to handle a .i1de sariery of patient types provided, of course, they are able
to ride lor; dr:tarces. Patient ridersh p is identified as non-emergency and
nap-contatiag cases and the yelscle can accomrodate a stretcher patient and
atterde t. The tra.ol cegte. essentially fiow from rural areas into the
appredriats o3t 30 L rvice conters on 4 feng-distance basis. The operation
ard purcrase of tie il Toansportor vehicle will be financed through the
Hrran fass Tranasoetas oo Adrinistration and the Administration on Aging

(Departeent of boglen Sauoatioeard Welfave),

.
GETAL e, fr gt o, P el M= SRy
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Jre of the giteerariyos cdens  cind by the TPIP Development Plan 1s the
s thgs oanton e caetognd pespie delivery 1n the same vehicle. The

Tdsa s RGY Ent[Fely e 3T A aLiTo epgntoan tgreign countries (particularly
Sostland) ana an o Lor., o qat b trowestan es oan the United States. However,

¥
[ Y A N |

Q = S '
ERIC

Aruntoxt provided by Eic:

.

Ch.
£



1s a coordinated method of tran-.portation within a region, the idea is inno-
vative especially in view of American travel habits, patterns and needs as
well as the Uaited States Postal Servica's requirements. By romhining two
previously s2parate services into one, the allocated costs for each service
would almost be halved resulting in a transit service being provided at
minimal cost. PostBus adds additional meaning to the phrase "resource inte-
gration.” The Postal Service serves almost every road and accesses almost
every household with mail delivery. As such, it is already supporting a ser-
vice financially either by having employees delivering mail in Postal Service
vehicles or by contracting the service to an individual or company with a
private vehicle. By "piggybacking” or adding a new service to an existing
service without burdeping either, the transit service can utilize an existing
driver and supplant @ mail or private vehicle wPth a bus and operate over the
postal routes accopding to the Postal Servica's schedule. Costs of providing
mail service are &iready underwritten by the Postal Service which means that
operating costs/are zero; an incentive fee could be paid to the driver for
heiny a bus dgfver and maintaining the venicle while the fee can be a set
amount, paya¥4e from fares collected. The on'y other major costs are

capital which, if a public agency is operating the service, can be financed
by United States Department of Transportatior Capital Grant Programs. By
integrating the resources, the two services can be provided at the cost of
one.

L major overriding consideration is where PostBus service can be nro-
vided. PostlBus 15 essentially a low-density transit service providing a viry
basic service. Particular quiderines have yet to be established. Therefore,
it is necessary to evaluate each situation individually in view of what type
of service :s desired and what realistically can be provided in 1ight of
various constraints’. Although it is the intent of the demonstraticn project
to deve'op and define criteria for the types of services PostBus can provide,
certain _eneralizaticns can L2 made: 4‘

a. An ideal situation would provide a trip to a local
activity canter (town, village, etc.) with a rea-
sonable layover time and return trip. However, even
one-way trips are beneficial.

b, The routes should serve a "rural" population density
5o that riders can travel somewhere; the service
should not beccme bogged down with mail deliveries
at close intervals throughout the day.

6. oue Lelection should : based on not duplicating
cther ex1sting transit services and on accessing a
patertially responsive population.

TR Maragenent, Tnforral T Lynlen
. - - t
The manajercrtyirforation syster. nciuding both nanual and computer-
csed nrocedures, cowers two rator areas:  the cysten degling with the trans-
C etation user ind tne Suster dealing witn the provider of this transporta-

Estol : ‘
Q ‘. .
[ERJ!: . . 3%

P e

[Ral




Aruitoxt provided by Eic:

The potential user of transportation under TRIP makes an application
which is accepted wher the requirements for eligibility are met and the in-
formation is verified. Information about the applicant and reconciliation
of the authorization cards are both handled by remote telecommunications
terminals in the area offices. Monthly computer listings include information
on active rousehclds. Audit information includes listings, both munthly and
annually, on all tickets sold to every household. Lists of households that
have been inactive for over fourteen months and househclds whose eligibility
has to be redetermined are furnished to the local offices. In addition,
these offices and the Department are furnished statistical information on
denied cases, household data including needs for transportation, and time
spent by the worker,

The potential provider of transportation appiies for authorization to
accept TRIP tickets and, once approved, is entered on the computer files.
Providers then periodically turn in their collected tickets for cash reim-
bursement and this is recorded in the computer files Pericodic and cumula-
tive audit reports of financial data are produced, including lists of finan-
cial activicy by provider. Statistical information is produced on the
activity of TRIF-provider vehicles and the total activity cf the provider.

Summary

The overaii goal of the TRIP Transportation System is to provide state-
wide lower-cost transportation for all who desire and need the service. In
order to achiev> tris goal, the TRIP system was carefully and closely inter-
faced with exisring public carriers in order to offer maximum service with
the least amount of duplication. TRIP buses were designed not cnly to meet
the rugged demands of the mountainous routes but «lso to meet the special
neod, ¢f the aged and developmentally disabled. TRIP buses will serve pri-
mar:l, as fecder vehicles in uJrban areas such as Cnarleston, West Virginia,
where urban mass transit is well cdeveioped, In rural areas TRIP buses will
serve 5517 as primary and feeder route wehicles.

“ion has been weitten during tne last decade regarding the complex
soc10-econoric and nsychological human rizeds of our Nation and society. During
recent gsears. however, with environmental concerns and shortage of fossil fuels
adding tH tne critical nature of the problem, transportation has entered a
new dimensicn. It rnas bhecome expensive for those who can afford to divert
more of the household incrnre to tnis rising cost but prohibitively expencive
for tne aged and hanaicappad who cannot afford the rising costs of mobility.
Winile the aged encounter economic problems w'th generally fixed incomes, the
disabled rust contend with nuc» higher overall 1iving expenses because of
special reeds and o33 of earn.rg ability,

The ‘Intted ~tatec 15 the mast mobile society in the world, If one in
nur $ociety 15 to tase the anods and services that he needs, he must have a
nigh level af =nahiinty tn ohtain *-em. Nowhere in our Nation has this prob-
Tem hecome mofe acure than 1r rural -~ low density areas and no one in ouv
Nation is more negativeiy affected than the aged and disabled why reside in

th=~e areqs. ne neatler for this qroup 10 we-foid:  the non-existence o
puclic tranapnf\iiiﬂn asd the rosing cost of taxis ard private auwtomobiles.
4 3
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If this group is to enjoy a dignified life in this society, they must have
a sufficient mobility to participate in and select options from the society
in which they live.

The two-phased nature of the TRIP Program seeks to accomplish the goal
of providing mobility to the aged and developmentally disahled by drawing
upon the vast resources of revenue-gengrating fares from the general public
to make the transit system a se]f—sugﬁbrtifg/transportation seryice for all.
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CHAPTER 8

HI-LINE HOME TRAINING.

An Approach to Home Training and Regbite Care
e fur the Developmentally Disabled
5 ] in Rural Montana

by

5usie Hubbard




One approach to serving the developmentally disabled in very rural
areas 15 to bring services to the home. An example of home training and
respite care in rural eastern Montana is Hi-Line Home Training. Inc.

In this chapter, Susie Hubbard, former staff director of the Montana
DD Council, points out the advantages. and difficuities of this approach and
outlines the day in the 1ife of a home trainer in eastern Montana.
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ynot walk bus doss crawi around the house. Through the trainer's arrangements,

A Day in the Life 0f A Home Trainer

The day starts early for the home trainer. Before 8:00 a.m., she leaves
the motel where she stays each week in a small town of 800. It will be a
long day during which she will see five developmentally disabled people. She
usually tries to 1imit herself to four a day, but because it is a busy season
for farm families, she must adjust to their schedules.

The drive to the home of the first family, mostly on a dirt road, takes
over an hour. The road is dry today, but the trainer ‘emembers the time her
car s1id off the road into the muddy ditch and she had to walk four miles to
the nearest farm for help in the cold and rain with only sandles and no jacket.
Now she always carries sturdy walking shoes and a warm sweater. This first
family includes Ken, a Down's Syndrome child, age four, his mother and father,
arandmother and three siblings. As expected, the father is out.working when
she arrives, but the others are expecting the nome trainer. The mother has
the previous week's rrograss charts completed and ready to discuss. Ken is.
learning to match colors and say simple words. Four months ago, he had no
intel1iqible speecn. Now he says his name and many words, although, his ar-
ticulation is poor. Several weeks aoo he spoke his first spontaneous phrase.
The trainer has brought some new color matching cards plus a tape of her voice
telling a story with words for-Ken io repeat as he looks at the series of pic-
tures. The session continues as Ken is helped with a balancing rxercise by
his sister.

The trarner records prugress on the last week exery ses and obtains a base
level performance on tne new assignments. She and the mother go over scme of
the pew ass:ianmerts with Xen. As the trainer watches this healthy active
younaster, she recalls that ris doctor did not refer Yim to the home! training
project, because ne felt that “<ince Ken was a Mongoloid, he was a nopeless case
and would die soon anyway."

The next vielt 15 over an hour uway fromKen's and again the road is a
dirt ane and very dusty. At ficst she used to wash her car regularly, now it
is rarely clran. A st .+ -he Jocal gas station elicits friendly hellos and
znall talv.  The 43 - awner knows her well and has helped to fix fiat
tirves ard as<1-t in o. ar eonicle emergencies. i

Far'a ard ner .0otier v~ ~+-d to see the trainer. She was at a special
carp last wee! nd 1s anx10us i, .how the candle and moccasins she made there.
Carla. age t-anty -ree, had rever attended special education classes or re-
_a1ved any =rv -2 pofore the home training was initiated ‘our months ago.
farla is mentall vratar“ed, partially blind and has cerebral palsy. She can

Tarla nig a pnysical tnorapy evaiuation two morths ago and with the help of

her mother. she is now involved in a daily therapyPBrogram. . The physical
therant-*. 4ho %111 sec Carla everv three months{ thinks she may walk some
day. Altnouah Carla’s mother had taught her me¥f of the necessary self-help
skijls, she had not attempted any kind of academfC or pre-vocational programs.
Now with the trainer's help, Carla 15 learning letters and number concepts.
After a home vitat, the trainer aften drives Carla to the work activity center
‘i the neare.t town, about si<ty miles away. Eventually, Carla may move to the
new Arauar hare thore andattend the program regularly. In the meantime, the
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progress at home is encouraging to Carla, her family and tne trainer.

The third visit is to a nursing home patient. Like Carla, she 1s twenty 7
three, retarded and has severe cerebral palsy. Unlike Carla, Kathy has resided
at the state institution and at nursing homes for most of her life. The urs-
ing nome is clean and pleasant, but the aides and nurses are busy and have ao
time to carry out individualized educational programs. With some reluctance
on the part of the nursing home, the home trainer was able to arrange for an
aide to conduct a daily physical therapy program with Kathy. Another of
Kathy's primary nees is speech therapy. Speech therapy is. hard to come by
in this area, but the trainer has managed to get a speech evaluation and has
recruited a volunteer, with a bachelors degree in speech, to come in several
times a week to work with Kathy. The trainer finds a note from the volunteer
that says Kathy worked hard last week and is making some progress. The
-trainer shows Kathy a new form board she has brought and attempts to interest
her in trying to record her speech. Kathy is tired today and the lesson re-
sults are discouraging. The trainer leaves a note for the volunteer and some
new picture cards.

Before the fourtn visit, she stops in for a quick lunch and to exchange
some material with the prngram supervisor at the work activity center. Again,
it requires a long, hot drive tn ge* to the fourth family. This foster family
has had fourteen year old Mary with them for only three weeks. Mary, who is
severely retarded and epileptic, had beéen living in the state institution un-
til this family provided her with a home. Home training services are short
term here since Mary will soon ent r a residential school program. In the
meantime, the mother has requested nelp 1n teaching Mary to speak and to fol- __ =
low direction. Since Mary is asleep, the foster mc*her and trainer go over
her proqress and work out the assignments for the next week. .

It is almost four o'clock and the last visit is over one and a half hours
away, but it is one of her favorite homes to visit. The foster family has had
Pete for 2 months now and the changes have been remarkabla. Pete is a 4 year
old Indian boy who has suffered severe deprivation since birth. At age two,
he was found in the trunk of a car. It has taken about two years to get him .
settled 1n a stable foster home. Pete has little speech but he is now making ‘
many sounds, thanks to the continued help of the foster brothers and‘sisters.

A11 four of them work with him and are enthusiastic andq@roud-of his progress.

The foster mother and oldest daughter have been through the respite care train- \
ing and are also willing to provide both in home, and out of home respite care
services. The traiger originally brought Pete to them as a temporary respite
placement between foster homes but the family became so attached to him that
they arranged to keep him permanently. The family is busy and very active

and had difficulty keeping program records. The assignment paper usually gets
lost during the week although the actual assignments do not. The trainer has
several new toys that make animal sounds which Pete is learning to imitate

and exchanges them for other toys she has brought in the weeks before this N
visit,

At 7:00 p m., she heads for home. It is5a long 2 1/2 hour drive to her
house. After a quick stop for dinner, she is on the road again. As it gets
dark, she notes that she can drive miles in this area without seeing a lighted

farshouse in any directic . She remembers how different her conception of
living in a rural area was before she moved here. Upon returning home, she
_ ( ' -
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goes through the last few days mail and new supplies which have come to the-*
office located downstairs in her hnuse. She brings her log up to date ana
makes a few notes to prepare for the next day. It has been a long day and

she has traveled 315 miles.

'

Community Based Services for the Developmentally Disabled and Region 1

In order to understand how the home training program just described came
into being, it will be helpful to review a series of events that have taken
place since the spring of 1975.

State Legislation: In April 1975, the Montana Legislature approved and .
funded- the Developmental- Disabilities Act for Community Based Services. This:
act provides for the development of community $ervices to prevent institution-
alization and to serve developmentally disabled persons 'in communities through-
out the state.

71-2405 - Community Services - The department may estahlish -
and administer community comprehensive services, programs,
clinics or other facilities throughout the state for the
purpose of aiding in the prevention, diagno<is, amelioration
or treatment of developmental disabilities. Programs, clinics,
or other services may be provided directly by state agencies,
or indirectly through coutract or ‘co-operative arrarngements
with other agencies of government, regional or local, private
or public aaencies, private professional persons or in accre-
dited heal h or long-term care facilities. )

The act also mandated the State and Regional Developmental Disabilithes
Advisory Councils. Prior td 1975, Montane had a State Advisory Council but
efforts to organize regional councils nad been fragmented and short Tived.
Under this new act, reqional ®uncils were established to review and evaluate
needs within *he region. advise ‘the operating agency (Department of Social
and Uehahilitation Servi-es) and develop a regional plan for community based
corvices.  The boundaries of the Reagions were set up to conform to the
Governor's nlanning reqions, .

Pegion 1: Tnis region is made up of 17 counties in eastern Montana and
cavers an area of approXimately 56,000 square miles or roughly one third of
“he ontire state. The rogicn is' distirguishable not only hy its vast land -
area ard fow monpulation density. but also by the uniqueness of the residents.
The peonle of Rearon [ are ruggedly individualistic, fiercely proud of eastern
Yontana and eager to peint out their special characteristics and needs. In
entering Peqicn I, the visitor is struck by the lack of snow capped peaks angd
abundant forests.  However, natike eastern Montanans are quick to point out
fhat mountains make them nervous! as they lTike to see where they have been the
crevings <day and where they are going to be the next. ‘ .

[n 16875, tnn tntal nnpuiatlbn fiqure for Region | was 93,221. This figure
may nave increated “lightly as Region 1 has recently experienced a population
arowth due ta rirn c1al dennsits! and mining activities (particularly Colstrip).
Fven with rne sncrease an mining, aqricultire remains the major industry of

S -~ - .- -
e arca. .

0
"}

53 o ; °




~

Using the 3% rational figure to compute the estimated number &f; develop-
menta]?y disabled individuals, it would appear that Region I has a Loximate]y
2,8000 developmentally disabled citizens. However, this figure is Brobably

" misleading and far from substantiated. At this time, 228 children are being
served in special education programs in eastern Montana. An additional 36
children attend the prcgram at Eastmont, a small state institution for

. developmentally disabled childremwhich is Tocated in Glendive, Montana. «

* . Slightly over 100 adults and children are currentily receiving specialized
services. for the developmentally disabled in activity centers, sheltered work-
shops, group homes, w.d home training programs} - Some of these people and
others are also receiving services under the adult protective servigg, pro-
grams of county social services offices. A small undetermined number of devel-
opmentally disabled persons are being served by cbunty health nurses and mental
health centers. There are several reasons for the potentially large number-of --
unserved developmentally disabled individuals in Regian I. First of all, spec-
ialized services for developmental'y disabled childrer and adults are new to

.stern Montana. As of June 197%, tnere was oniy one sheltered workshop program
in operation serving approximatgly 34 adults. Less than a year ago, there were
no group homes, no work activitp centers, amd no home training-programs. Spec-
jal Education classes have alsg been started oniy recently in most districts.

In 1974, the legislature passad a mandatory education act but set the final
 implementation date for 1979. {Because of relatively few special education
students in small districts, '8cal schools have been slow to develop special
' education programs and have continueda te inok.to Eastmont Afor services Tor -
mildly and moderately handicapped students (Eastmont can pnly serve a fraction
of these referrals). 5Xt would appear that many families ‘have already left east-
; ern Montana and moveu ‘to Billings, Bismarck or other gpﬂﬁ?ation centers seeking
" services for a developmentally disabled family member.’ -

Region 1 Developmental Disabilitie§ Counc¢il: This Council was of ‘icially
convened in lats pring of 1975. Repregentatives and alternates were elected
' from the 17 counties. Most of the Council members are parents or relatives
of developmentally disabled ¥gopie (17 out of 20 members). Others are special
education teachers, mental health workers, and interested persons. The Council
is5 staffed by the Regiaral Developmental Disabilities Specialist-employed by -
' the Department of Soc31 and Rehabiiitation Services. -

In Seotemb;Y 1975, the Courcil prepared its f.rst regional plan and set
forth a n.woer of broad goals as well as establishing a phiiosophical basis
~ —-— for-services—im Region 1. The pilan stated that all programs. developed - should
' be consistent with human and legal rights and <“owld allow for maximum devel-
opment of the individuals served: 1In addition, the Reaion I plan stressed
*_ maximum resource usage and economical efficiency. Incluaed in the list of ser-
: "vices planned for Region- I was-this statement related to home t.>ining progravs:

We intend to develgg home traning programs which will
serve eastern MormtanRa children, or fester children etc.,
~_ who are devel@pmentally disabled and are in necd of spe- 7
N, . . .
ific and structured home training programs. To this
Jend, we are currently exploring. the possibilities of
. . Portage and Monmouth, particularly through the_on-qgoing
functioning of the Glendive ARL. We further recognize
the need for mebile nome trainers who have the capahility

s,
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of serving all residents of eastern Montana. These needs
will be addressed by the development of such programs in
Miles City and Malta and by supplementing Glendive's pro-
gram.

To actually carry out this plan for home training, 3 small model programs
were designed. The Regional Council then submitted grant applications for the
three projects to the State Council and received funding for ail three. The
three orograms were established with different service delivery mechanisms de-
signed to serve specific gecgraphic areas of the region. The Regional Council
then planned to evaluate the models in June of 1976 after six months of funding.
It was hoped that the evaluation would provide some grounds for decision making
in the development cf the 1977 regional pla-.

The first mode! was established to serve parents of developmentally disa-
bled pre-school chitdren in a home setting in Custer and surrounding counties.
The home trainer was set up as a staff member of the sheltered workshop pro-
gram in Miles City. The second model was based in Glendive under the auspices
of the Southeastern Montana Association for Retarded Citizens ard again provided
“ home training services for pre-school youngsters. However, the training was to
be provided by a team of volunteers including a special education teacner, a
social worker, a foster mother, and one additional person. The third model
established an jtinerant respite provider and parent trainer who was to de-
velop both services in a five county area in northeastern Montana.

The remainder of this chapter will describe the third model, Hi-Line
“rograms. It is important to look at the demographic and service information
*or the five county area and the original program concept designed tn serve
the area. Experience with the clientele, training tools, costs, and service
delivery problems have helped to shape subsequent changes in the prpgram
and have led to plans for the future. ‘

The Hi-Line is a five gounty area in Northeastern Montana with approxi-
mately 36,000 residents. The largest town is Glasgow which has a population
of approximately 4,700. Other large towns include Plentywood (2,381), Malta
(2,195), Wolf Point (3,095), Poplar (1,289) and Scobey (1,486). The majority
of people in this area 1ive on farms or in towns of 300 or less. The major
industry is farming. The area also includes the Fort Peck Indian Reservation,
one of the largest reservation areas in Montana. Almost 7,000 persons in
the Hi-Line area are classified below the poverty level. The majority of these
low income people are native Americans living on the reservation.

As there are only 13 dcctors to serve the entire area, medical care is
extremely limited. Public Health Nursing services are also limited and nurse
caseloads are very high. There are 6 small rural hospitals and one larger one
in Glasgow. One of the small hospitals is operated by Indian Health Services
and serves the reservation Indians. There are very few resources for speech
and physical therapy. The only speech therapists available are employed by
the larger school districts. There is only one physical therapist located
in the Hi-line area.

Social service and education resources are increasing but are still scarce.

Each of the 5 counties does provide social services through one or more county
social workers. Mental Health workers are located in Glasgow and Plentywood.
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" There are new specialized service programs for deve]opmenta]]y disabled adults

including group homes and day activity centers in Glasgow, Malta, and Plenty-
wood. Special education programs are offered in most of the distr1cts includ-
ing two TMR classes i Nashua.

The home training and respite care program first began in February, 1975,
under the sponscrship of the Malta Association for Retarded Citizens. The
Association agreed to act as the non-profit Board of Directors for the program _
until other arrangements could be made. In June 1975, a new board was formed

-and incorporated as Hi-Line Home Programs.

The original concept for the home tra1n1ﬂg and respite care prograh called
for an itinerant trainer who would provide in-home respite care for families of
deve‘opmenta]]y disabled chiidren and adults as well as set up individualized
training programs where needed. In addition, follow up home visits to assist
and train famiiies could then be scheduled. Over the past seven months, the
program has evolved and changed into the currer* sérvice delivery system. , R,
Additional changes are now being planned to better meet the needs of develop-* .
mentally disabled people in this section of Montana.

. Shortly after the Malta ARC Board agreed to sponsor the program, they
hired the home trainer. Out of a group of qualified applicants, they chose
Sue Rose to fill this position. Although she had 1ittle experience in home
training or services for the developmentally disabled, she had other important
«experiences and qualities to offer. She had a Masters degree in Human Com-
munication and experience in evaluating and organizing services in a rural

-area.

The first month of the project was devoted to staff training. Sue attended
training for four days in Portage, Wisconsin and then spent two weeks with a
very experienced and knowledgeable parent trainer, Kathleen Gallacher, in
Missoula, Montana. She also receivad training from two teachers of severely
handicapped children while in Missoula. Most of her education for this job
had to coge from reading and consulting with individuals who had had experi- - - -
ence with developmentally disabled people.

Upon her return to the Hi-Line, Sue was faced with the need to determine
the target population, develop a public awareness program and compi]e a resource
1ist before she could actually begin to offer and provide services. Therefore,
she spent the second month carrying out these activities.

The Regional Council felt confident that many individuals in northeastern
Montana could profit from the home training and respite care services but no
actual case finding had been done. Sue contacted not only schools, ARC groups,
social workers, and other professionals but also newspapers, churches, and local
clubs. She then sent information sheets to the families whose names she re-
ceived from all sources and followed up with a phone call and visit to the
family. The major referral source was, and still is, the Regional Council mem-
bers who live in the area. These members have frequently contacted the fami-
1ies of developmentally disabled children and adults that they know or have
heard of. Sue also hegan work on her resource file. She read everything avail-
able, met with every professional person in the area, and put together exten-
sive resource information for her own use and for that of other people working
with the develoomentally disabled.
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By April, Sue had three families ynvolved in home training on a regular

basis and was also doing respite care periodically. Already, she began to en-

counter problems in being both the respite provider and home trainer. First

of all, those in need of respite care wanted it provided outside of their home

and Sue had no way to supply it herself. She was occasionally able to utilize

a friend's house-.to provide relief for a foster mother with two developmental-

ly disabled four year olds, but this was not a real solution. Secondly, she

found that some rural families were not as receptive to the idea of respite

care as had previously been envisioned. Many have extended families who assist
-—in_times of need and other families are hesitant to take their family member .

to unknown persons.__Few rural families take "vacations." Thirdly, she found

that providing respite care sometimes conflicted with pre-arranged home train-

ing appointments. T

In a report prepared in early July, Sue reported her client load-as follows:

Home Trainfng ‘Number of Clients Served .~ Number of Contacts .
Month
April 3 clients 6 contacts
¢ May 9 clients - 18- ;
June 14 clients . ] . 42
July 14 clients 42 (projected)
Respite Care ' -
Mﬁy 1 client 3 whole days
June 5 . 6 whole days & 4 half
days
July 3 (projected) 5 whole days
(projected)

~ In early May, Sue developed a plan for respite care utilizing volunteers.
Nver the next few months, sheTrecruited 15 volunteer respite providers and_then
through the Montana Developmental Disabilities Training Institute, the volun-.
teers received two days of extensive training in respite care services. These
trained volunteers, under Sue's direction, are now capable of meeting the res-
pite care needs of the area. The volunteers cover a wide geographic area and
can provide both in and out-of-home care. The providers include a mature 16
year old girl, several senior citizens, farm families, social service homemakers,
etc.

As Sue tegan to receive referrals for home training from regional Council
members, doctors, social workers, friends, and others, she scheduled one or more
home visits for assessment and evaluation for each referral. In the evaluation
process, Sue administers the Denver Developmental Screening test or Alpern-Boll
for a rough evaluation and uses the Portage Guide to Early Education check list
and/or Behavior Development Survey for a more comprehensive evaluation. Sue
had chosen these evaluation tools because of her training in Missoula and at
the Portage Project in Wisconsin with the recognition that she may wish to use
others as she increases her own evaluative capability. Sue attempts to assess
the current level of development in the areas of cogrition, self-help, social-
ization, communication and motor skills. After the evaluation, she must then
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examine attitudes and feelings about home training with the families and the
developmenta]ly disabled individuals. If agreeable, an individual program

is developed, including both long and short cerm goals. Wherever possible
“and needed, Sue has attempted to get speech and physical therapy evaluations
and follow up home praograms. She generally visits each home weekly, although,
some families are served on a two week schedule.

As may be seen; Sue serves not only a large geographical area but also a
wide age and disability range. According to her understanding, the program was
designed to serve developmentally disabled people of all ages who are in need
of specialized home training and/or respite care. It is interesting to note
that the ‘youngest child served in the program is 3 years old. Sue had hoped
te serve more infants and toddlers but has found that local doctors and others
do not generally identify or diagnose babies and very young children as devel-
opmentally disabled (unless they make referrals to the institution at birth).

"~ More often than not, parents are told that the child "will outgrow it." This
summer, Sue has wo‘FERFWch families whose children are home for 3 menths and

- will return to residential programs the rest-of_the year. Two other children
listed are also tentatively scheduled to enter the residémtial program at East-

mont in September Recruitment for developmenta]]y disablted-people needing —~——

services' is no longer necessary as referrals are coming in much faster than -
ant1c1pated and Sue already has a waiting list of 20 families. She is trying
to provide evaluations for these families as the referral comes to her but time

limitations are making the provision of even minimum services impossible. Since

April, she has closed only one case because the mother did not have sufficient
. time or interest to follow through on the programs. Although not included in
the current list, Sue keeps in contact with two additional families who she
feels could profit from home training but are still resistant. She is cur-
rently encouraging them to use the respite care program.

The costs nf this project have remained relatively low. A State Council
grant of $3,000 covered the initial training costs (including the trip to
Portage, Wisconsin) and-teaching materials.

~ The purchase of service contract through the Developmental Disabilities
Division of SRS for the period of March through June 1976 was *for $7,100 to
cover costs for Sue's salary, travel and materials. Starting July 1, 1976, -
new contracts were approved for the 1977 fiscal year for $19,483.30 for Home .
Training and $6,052.80 for respite care. Funding for the purchase of service
contracts is from Title XX and state funds (to cover non Title XX eligible
families). Administrative costs are extremely low as Sue is the only employee
and uses her home for the office, keeps her own books and does her own clerical
work. Travel costs are the major expense as Sue travels 4,000 - 5,000 miles
per month.

Sue Rose and Hi Line Home Programs, Inc. are beginning to experience a
number of problems conmon to many new programs. First of all, the demand for
services s increasing far beyond the available supply. As stated, there is
a current waiting 1ist of 2C families. The present caseload is very large for
one trainer without con51der1ng the necessary travel. Adding the hours spent
in travel -and actual training, little time is left for program planning, volun-
teer recruitment, administration, or staff training. Sue is presently working
7 days per week and approximateiy 12 hours per day. It is doubtful that she
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can or should have to continue to carry this load. An additional staff person
will have to be recruited and trained. "This will necessitate additional office
spate, increased administrative tasks and higher costs.

Another acute probTem familiar to persons working in rural and remote -
areas is professional isolation. Sue is the only person in Northeastern Montana
engaged in home training and respite care. Although her Board and the Regional
Council members are extremely helpful and supportive, Sue feels an acute need
for ongoing training and continued information exchange. The Developmental — — - — —
Disabj}ities Training Institute (DDTI) has been of assistance in providing ma- .
_teridls and as much consultation as possible but the day to day working cli-
_mate is isolated and difficult for responsible professionals like Sue. - She is
) .~~~ now planning a two day workshop with the other home trainers in the state and
o together they w.11 try to develop a mechanism for ongoing information sharing
i’f and profess1ona1 support . ?

Conclusions

~ The:Region I Council, the Developmental Disabilities Division, and the Hi-
Line Home Program coard are all currently working on developing methods to eval-
uate the effectiveness of home training and respite care. The evaluation pro-
cess should include present use, future need, demand for services, measurable
increases in the developmental rate of the deveIOpmentally diseblad client (that
can be attributed to home training) and family satisfactien with the program.

A briaf assessment of the current program and services provided seems to
indicate that home training is a viable and needed service in a rural area.
Rural families that have pre-school developmentally disabled children or adult
family members at home are often unable to make use of center based programs.
The first and ‘most obvious reason is related to time and distance. Secondly,
life on farms generally does not allow for une of the adults to leave the farm
to transport the family member to a center program on a regular basis. And,
thirdly; nany rural families are extremely proud and hesitant to seek out ser-
vices themselves. . i
— -~ The provision of home services is one way to overcome problems of time,
-distance anfid resistance. In some ways, it may not be seen as an economical
~use of a professional person's time but in the case of Hi-Line Home Programs,

the fact that Sue spends endliess hours driving to distant homes is viewed as
very positive by the families served. They feel that for once a real effort

is being made to accommodate them rather than the professienal person. In such
sparsely populated areas, it is very doubtful that out-of-home or center based
programs for pre-school children and adults are feasible because of the cost
relative to the usage. Itinerate trainers providing services on a regular
basis (weekly, monthly) seem to be the only way of reaching many rural families
at this time.

However, it should be noted that home training is only one service compo-
nent needed by rural families with developmentally disabled family members. - .
The problems of diagnosis and evaluation and specialized therapy programs can- -~ ",
not be fully addressed by home training programs. Mechanisms must be developed”
to make these and other services more accessable. Early intervention through
home training is not posc<ible without early diagnosis and referral. Also,
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sSpeech and physical therapy programs must be correlated with.home training

since they frequently play a major role in setting up the actual goals and .
programs; access to therapy cannot be ignored. Specialized training in simple

speech and physical therapy for a home trainer could be helpful in monitoring
therapy programs but would not eliminate the need for speech and physical - -~ —
therapy evaluation and ongoing services, = - = '

- -The success of a home training program such as Hi-Line is heavily depen- °

dent not only on the training skills of the home trainer but also on the.energy

and tenacity of the individual. The trainer must possess an understanding of

rural families and their culfural patterns as well as a willingness to reside . o
in and be a part of a rural area. The recruitment and maintenance of trainers

Tike Sue Rose necessitates much attention to initial and ongoing staff training

as well as exploration of ways to overcome professional isolatton.

- Small home programs in very rural areas like the Hi-Line appear to be a
reasonably cost effective service delivery method. However, as these programs
grow due to increased .client load, costs for staff, administration, and mater-
ials will also increase. Transportation costs may decrease if the size of an
area served by one trainer can be decreased. Use of volunteers and well trained
Baards of Directors may also be helpful in keeping down_program costs.

The Region I Council which serves as an advocate for the developmentally
disabled citizens of eastern Montana is proud of Hi-Line Programs, Inc., and
plans to continue to support the program. The Montana Legislature is now care-
fully watchiig the development of community: based services. With full docu-
mentation o client progress from Sue, she and the Region I Council will be
readyy4to fully respond to all inquiries from legislators. The future of Home
Training and Respite Care for the developmentally disabled seems assured.

@
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CHAPTER 9 =

SERVICES TO THE DEVELOPMENTALLY DISABLED
A Component of-a Model Rural Health System

by
Sally M. Davis
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The Checkerboard area of New Mexico presents many of the most

° challenging factors of rurality, poverty, and cross-cultural problems. The

Checkerboard Area Health System meets the challenge of providing health care
in this area and operates a model Early Perxodic Screening, Diagnosis and
Testing (EPSDT) program. .

Sally M. Davis, Director of the EPSDT program, describes how the
program functions and offers two case studies.
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. Introduction
£

Programs designed to assist the developmentally disabled and their fami-
lies often bypass the rural areas of our country. Problems in rural areas are
not as apparent as in the cities and there are fewer spokesmen for bringing
attention to them, :

' Because of the low population density and isolation in rural areas there g . -
* s difficulty in bringing together children with ®imilar problems for special-

.~ ized educational, psychological, and medical services. Scarcity of profes- '

»  sional manpower in rural areas further limits these services.

) Poverty is another problem in rural areas. There is more poverty in - s
- rural America, proportionately, than in the cities. According to a report by

’ the President's National Advisory Commission on Rural Poverty, "in metropoli-

tar areas, one person in eight is poor, and in the suburbs the ratio is one in

fifteen. But in the rural area, oTe of every four persons is poor with a

total of fourteen million people." L

The problems associated with noverty then are probably more common in
ruraj than in urban areas. Problems common to impoverished populations- such
. as infectious disease, environmental hazards, poor nutrition, inadequate

health care, dnd congenital disorders contribute to the prevalence of develap-
mental disakilities. The National Association for Retarded Citizens states

in the publication A Plan for Everyone that "A child in a low-income family is
fifteen times more 1ik51y to B diagnosed as retarded than -is a child from a
higher income family."

Often the attitude of the indigenous populatich is not receptive to the
service especially when it differs greatly from traditional methods of diag- .
nosing and treating developmental disabilities. The relidnce of these tradi- - )
tignal methods is reinforced when alternate services are scarce. .

A program designed to meet the needs of the developmentally disabled in
rural areas must theréfore be prepared to address not only rurality but also
isolation, poverty, and conflicts in the perception of health care and educa- - * —
S __tion. - = \ - ,

, = Background ’

The obstacles of rurality, isolation, poverty and perception of services
are extreme in the Checkerboard Area of New Mexico. New Mexico, the fifth
largest state, ranks 49th in per capita income. The population is one
million people, one fourth of which live in rural®areas of less than 1,000.
The Navajo tribe has 140,000 members living in rural New Mexico, Arizona and °
Utah.

The Checkerboard Area of New Mexico is a remote, arid land of arroyos
and mesas juxtaposed with she forest-covered Nacimiento, San Pedro and Jemez
mountains. The designation "Checkerboard" refers to the pattern of land owner-
ship by federal and state governments, railroads, Navajo Indians and private
parties. The area is tri-cultural with 65% of the population being Navajo,
30% Span‘sh, and the remainder Anglo and other.

Q
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o~ heavily contaminated with harsh minerals such as migriesium.

~

. _design incTude a satellite system of clinics, use of physician extenders, in-

1Y

The region is spa*se]y popu]ated with people 1-v1ng in small vitlages or
scattered hogans. Most of the families are in the low income bracket with 84%
of the population being borderline or below the OEQ poverty level.

The New Mexico State Planning Office estimates per capita income for San-
doval County, in which much of the Checborboard is located, at $991 a year.
The Indian Health Service estimates™a rage family income for off-reservation
Navajos*in the area at $1,500 a year Gr about $300 per person.

The population is spread out over 6,000 square miles which is an average
of 2.5 persons per square mile. Buildings are often dilapidated, with water,
sewage, and sanitary systems lacking or inadequate. Most water supplies are
Many people haul
water and store it in barrels and various other containers. Drinking water in
the village of Cuba is hauled from a mounta1 pring. Wood is generally used
for both heating and cooking. N1nety peréent of the roads are unpaved and
often impassable. Te]ephone service -is available to only five percent of the
people, and, 1f present, is updependable. The ethnic and 1anguage barriers

serious] affect the abi¥ity of the residents to secure jobs and to adjust to
and benefit from the traditional educational system Unemployment is extreme- .
“ 1y high. ST -

The need for medital care in this area was obvious, and in 1971 Presby-
‘terian Medical Services, a nonprofit corporation organ1zed in 1965, received
funding from the Social and Rehabilitation Division of the Départment of HEW
to test the effectiveness of a model health care delivery system in a dis- -
tressed rural area. The Checkerboard Area was chosen as the site for this
project. Further-development and refinement of the model has resu]ted in the
cont1nuat1on of funds from other federal and state sources.

The Checkerboard Area Health System provides outreach, .ragspgrtatTon,
heatth maintenance, disease screening, 1imited ou#patqeﬂt'd”égnos1s and
treatment and limited secondary care#Jnc1ﬂd1ngtemergency and inpatient
services at a central health Center. Innovative aspects in the System's

tegration of non-clinic components such as public health and an information-
flow system of records connecting outpost clinics with the central health
center. The satellite’ clinic system is designed to bring the basic services
as close to the people as possible. S¥x satellite clinics provide almost
identical services throughout the area. Each has a waiting area, office and
radio room, examining room, lahoratdry, pharmacy, and medical records area.
Most have or will have a dental chair and "set up." A1}l ¢linics are under the
supervision of a certified and licensed nurse practitioner or physician's
assistant who has telephone or radio contact at all times with a physician in
the Cuba Health Center.

A physician comes to the site once each week to re@hj?tharts and see
difficult cases. Each outpost clinic is staffed with community aides trained
to assist in clinic, make home visits, perform simple laboratory procedures,
dispense prepackaged drugs and counsel and educate patients. Each clinic has

. vehicles equipped with mobile radios which are utilized for home visits, staff

and patient transportation.
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A central health'center in Cuba consists of a waiting area, medical .

clinic, dental clinic, 10 bed inpatient facility including a maternity unit,” =
24 hour emergency room, cntral, pharmacy, central laBoratory, x-ray unit, ~ - °
central radio communications room, central supply room and -offices. . Each unit .-
is under-the supervision of a member of the professiona) .or administrative ?
staff. Each unit has pvofess1ona1 or parapgrofessional support staff who work’, B
under the-supervision of the more highly trained or experienced personnel . « <t
Two ambulances as well as other vehicles with mobile radio units are based at )
the Health Center. ithe System's more soph1st1cated servites are provided only" -

at the central health center. Patients requiring services too sophisticated

-

- for the System are usually referred to large medical centers in A]buo,erqﬂe,

Gallup, or Sh1prock New Mexico. . - N

-

* . = »

The Program N ~ . o o

3
* s -
]

In 1973 DHEW funded a supp]emental grant to develop a rural model for an.
Early and Periodic Screening, Diagnosis and Treatment (EPSDT) Program. The
overall goal was to develop a model for the de11very of medical and develop=

mental screening, diagnosis and treatment services for children which wds
economically feasible to be replicated in the nat1ona] EPSDT undgr Title XIX,.

.~ The program began mddest]y with a siaff of five people. operat1ng from a
trailer behind the Cuba Clinic. The developmental aspect was the pr1mahy . .
focus of tie program during those early months. . )

The program developed until the staff numbered sixteén in 1975. A.reno- : . #-
vabed garage and the addition of an old barracks building were made fnto ~
offices, a large multipurpose room tq be wsed for in-service training, parent
training and meetings, and therapeutlc tlassroom, a staff work room, and a -
storage area. The entire building was converted into comfortable, pleasant
work areas with good heating, insulation, 1ighting and carpeting for-a total
cost of approximately $10,000.00. The lot has 4139 been landscaped with
native trees and rocks by a team of young .people attending the vocatiopal -
component of the program. .

The project has been providing-integrated medical and-developmental
screening for the purpose of early identification and follow-up of problems
that may affect a child's normal growth and development. Most of the screen- _
ing has been done in seventeen of the schools in the area. This includes
public, mission and Bureau of Indian Affairs schools. The Checkerboard Area
Health System, the only medical facilities for six thousand square miles,
conducts medical diagnesis and treatment.

*

[\

The use of the schools for screening has proved effective because
children are already assembled and a maximum number of children can be screen-
ed at low cost. Reliance upon special transportat1on so difficult in this
remote region, is minimized. .

v The screening, as well as case-monitoring follow-up, is conducted by a
pediatric nurse practitioner and a psychoeducational diagnostician w* i a"
team of specially trazned paraprofessional screening personnel representing
the Spanish and NaVajo cultures indigenous to the area.
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first*week and developmental screening the second week.

school staff and-available parents the third week.

keeping, diagrosis apd treatment.

—_ The log1st1ea] an includes spacing screening schedules for the area
-*’schools over thH& epfire year with three weeks allowed for each school.
- contact is made with the school and the program is discussed with administra-

Skxanq aides. The EPSDT team then corducts medical screening the
Feedback by the
.‘developmental diagnostician and pediat-ic nurce practitioner is given to
The interim days are
utflized for case-monitoring, intarpretation and scoring, home visits, record
The plan has been very successful and the
three weeks from one medidal screening to'the next.and from one developmental
screening to the next allows time for necessary fol]ow-up and prevents lag
between identification of a problem and the subsequent diagnosis and treatment.’
The developmental and medical screenings are conducted only one week apart
and feedback given at the same time further integrates these two components.
The only &arry over from one three week period into the next is the follow- -

- - -up of children whé require more time for diagnosis and/or treatment, -

1

ing and recording immunization records sometimes keeps records. from being ' .3

‘completed at the end of the &hree week period.

findings). o,

L -

Table 1

r—f
¢ . EPSDT Sc*geningrReport, June 1976

. ‘\*

. Approximately 2,600 children have-besn screened; 57.6% of them had con-
firmed medical abnorma11t1es with an average of 1,24 prpblems per child.
Accard1ng to available records, only 15% of thes~ findings were previously -
known and under treatment. Almpst all children . th positive findings receive : .
diagnosis and treatment.- (See Table 1 for areas screened and rates of. ‘ '

B

Indtial

- Obtain-

. Wl . . .
Procedures - No. Screened Percent Positive No. Positive
-~ Ears - <. . 2,220 1.7 . 260

Eyes c . 2,221 7.4 166
" Nose & Throat 2,218 6.9 _154
-Skin Eah. - 2,214 - 3.4 76 .
Heart - * - 2,221 7.9 176
Respiratory - - - .2,221 0.4 9
Orthopedic — 2,221 0.9 20 - -
Other Physical 2,218 ) *1.6 36
Hematocrit 2,131 1.4 . 3
Trachoma = .. - 2,223 - 3.8 s 85

~Urinalysis h 2,173 4.3 93
T:B. . w714 : 0.8 - 14
Hearing 2,202 .8.4 186
Vision : . 2,214 J7.7 392
Other 2,603 0.3 Y
Dental . 2,292 29.6 673
Total Medical o2 615 45.0 1,176

(Excluding Cental) -
¢ Total ' 2,615 57,6, . : 1,507
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Children with minor medical problems are *reated on-site during che
screening. More serious problems are referred to the Health System. The type
and seriousness of the problem determines where the child is seen.

¥

Speciality clinics are held on a periodic basis with physician specialists
coming from Albuquerque, Gallup and Shiprock. Children with orthopedic, ear

“ or hearing, eye or vision problems, are referred directly to these clinics.

Other problems are referred to the physicians and practitioners at the Cuba
Health Clinic, or one of the six outpost clinics. Follow-up of patients with
ongoing problems is made possible by a register maintained at each satellite
clinic and the EPSDT Center. Community aides make home-visits directed by
the clinic practitioners, public health nurses, and EPSDT nurse%;fgf

Often case-managemert will require taking a child and his family to
JAlbuquerque or Gallup for further diagnosis or treatment. Occasior” = “his
will involve surgery and a staff member not only takes tha famil a1
stay throughout the ordeal. Qften no one in the family c@Q go with the child
and he faces surgery alone except for the EPSDT staff membex responsible for
follow-up. Occasionally the person accompanying the child is allowed to
observe the surgery. s .
Developmental screening is treated as a rough assessment. Labels are
avoided and no reference is made to mental retardation; devolopmental disa-
bilities, or emotional handicaps. Each child is screened in the areas of
intellectual functioning, visual-motor perception, emotional adjustment, and
English Language facility (language of the schools). Strengths and weaknesses
in any of these four areas are identified. Children exhibiting lags in three
or four of the four areas screened receive a more complete diagnostic battery.
Children with lags in less than four areas are scheduled for periodic re-
screening. Children screened more than adequate in any areas are also noted.
Feedback is given to teachers on all children screened and enrichment exer-
cises and any follow-up procedures indicated by the screening are explained.

The developmental screening indicates that 14.5% of all chiidren screened
needed further diagnostic evaluation. An additional 149 children were referred
for evaluation by teachers, parents, and clinic staff. .

The program is actfvely involved with several modalities of therapy for
children identified as having some handicapping condition such as mental re-
tardation or cerebrai palsy. The multidisciplinary team of professionals in
health, education, and psycholggy and specially trained indigenous parapro-
fessionals and volunteers have provided counseling, summer enrichment proarams,
a vocational rehabilitation "tree planting" project, a pre-school program, a

" remediation compunent, speech thevapy and individual home programs. Pro-

fessional staff have provided consultations with teachers in the®small schoois
in the outlying region to assist with planning individual programs when
special education is nonexistent.

Often the role of the program is to act as‘facilitator. Families are
often unaware where to.go or how to go about seeking assistance. The staff
helps with contacting outside agencies, enrolling children in special scheols,
providing transportation, and interpreting for non-English speaking clients.
Continuity of services is assured through follow-up. Medical back-up is

10y
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available from the staff of the Checkerboard Area Health System and consulting
. specialists. (See attached Case Studies, Supplement 1 and 2).

Outside services may be paid for by the EPSDT Program, Indian Health
Service, private insurance, Medicaid, Crippled Children Services, or other
agencies, depending on the eligibility of the child, the service required,
the level of funding at that date, and the persistence of the facilitatar.

Manpower -aining and Utilization

“he shortage of trained manpower is a major problem in the delivery of
services in a rural area. In an effort to provide services that are relevant
and economical, the Checkerboard Area Health System and the EPSDT Program
have been concerned with training and employing indigenous personnel.

Training programs are set up as needed and consist of didactic and
practical experiences. In-service sessions for both professionals and para-
professionals are conducted on a periodic basis as a means of expanding and
updating kncwiedge dand skills. Staff is encouraged to move up the occupational
ladder by seeking additional education outside the local system. At least
four indigenous paraprofessionals have completed, or are in the process of
training as physician assistants. After didactic classroom instruction a
student returns to serve a preceptorship with the medical director in the
Checkerboard Area Health System. When training and ce~tification are com-
plete, these people return to serve as physician extenders in the Health
System. Schclarships are offered by Presbyterian Medical Services for those
who wish to expand their education.

Comprehensive special services for children including medical, psycholo-
gical, and educational provided from a central location with an emphasis on
itinerate distribution is one method of reaching children with developnental
disabilities as well as children with other needs when sparse population make
pooling of similar disabilities difficult and costly. :

The use of indigenous paraprofessionals is an approach that is culture
sensitive and economical as well as effective in filling the shortage of
trained manpower. - P

Coordination with a health system provides the medical Backup necessary
for providing an unfragmented program aimed at the whole c¢hild.

Perhaps the most important ingredient in a successful rural program is
flexibility. It is necessary to remain flexible and to design and modiry
policies and procedures so that they are appropriate for the area in terms of
ethnic, geographic, social, economic, demographic characteristics. Precon-
ceived g]ans and rigid procedures predisposes frustration and failure.

Summary

Conditions which may predispose to developmental disabilities are more
prevalent in rural America than in the cities. Those who attempt to provide
needed services must overcome the barriers posed by rurality, isolation,
poverty and conflicts in perception of health care and education. The
following six essential ingredients for a successful program should be help-
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ful to those who choose to meet the challenge of developing a rural program for
the developmentally disabled:

1,
2.
3.
4

(841

Flexibility in developing program policies and procedures.
Sensitivity to local language and cultural differences.

MobiTity to take services to the people rather than try to bring the
people to a central location.

. Comprehensiveness of services to meet various needs of the whole child

by multidisciplinary approach.

. Extension of the professional's time and services by expanding the

6.

paraprofessional roles.
Coordination with a health systenm,

The Checkerboard Area EPSDT Program has successfully incorporated these
ingredients into a workable model which can be replicated in whole or in part
by other rural programs.

‘M
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Footnotes

N.A.R.C. Poverty and Mental Retardation Committee: Plan for
Evervone, Arlington, Texas, National Association for Retarded
Citi_ens, 1973, p.6.

Q

N.A.R.C. Poverty and Mental Retardation Committee: Ibid., p.6.




Supplement 1 - Case Study

Client: Navajo Female Connie Simmons, Diagnostician

Education: -2 years, Special Education
(Trainable Multiple-Handicapped Program)

Screening Initiation: This nine year old girl was referred to the EPSDT Program
by the health center social worker. A psychoeducational evaluation wa$ reduested
to help determine appropriate school placement.

+

Backgroind Information: The client's parents are recently separated. Following
the separation, the family moved from a large town to live with the maternal
grandfather in an isolated rural area. The family unit presently consists of
the client, her three siblings, her mother and grandfather. Her two older
brothers are enrolled in the elementary school. Her sister is an infant of less
than a year in age. )

The mother reported that her child had made a satisfactory adjustment to
a special education program in the public schools where she previously lived.
She feels that the move to an isolated area wich no appropriate school now
available is a situation which must be changed as soon as possible. The
mother feels that a boarding school would be the preferred placement at this
time. ’

Findings: Medical: The mother states that her child developed normally her

first ye-~. She further states that at approximately one year of age, her

daughter developed spinal meningitis. Subsequent to this illness, she has

had very limited use of her right arm and leg. She is able to walk with the

use of a brace. When the client was screened by the EPSDT Program, :she” needed

to be fitted with a new brace as she had physically developed beyond comfor- b
table use of the present orthopedic.appliance.

Deve]qgﬁenta]: A complete diagnostic assessment for psychoeducational develop-
ment was undertaken by EPSDT staff in February, 1976. Both expressive speech

and, to a lesser yet significant extent, language comprehension were severel
limited, thereby precluding intellectual assessment involving vocabulary an

Janguage skills. ‘Limitations arose in administering and scoring the intellec-

tual performance tests. In some cases, instructions were incomprehensible to
the child and for other tasks, the skills required were beyond her capabilities
to perform in a manner that could .e meaningfully scored. ' -

EPSDT Role: Liaison was maintained with the parent and social worker to facili-
tate the fitting of a new orthopedic brace a3 well as finding an appropriate
school placement. Particular care was taken to locate a school with an environ-
ment suited to this shy, friendly and cooperative client. She had been so
positively reinforced by previous school experience that it was deemed of par-
ticular importance to place the client in a school which would continue to meet
her needs in such a positive way. The client, her mother, the clinic social
worker ‘and a idavajo developmental aide from the EPSDT Program explored one
special school which had been recommended. Although the school was willing
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to enroll the client, it was a consensus that the school would be an inappro-
priate placement. The school was found to have an enrollment of mostly teen-
age students, a rather drab physical environment and an appearance of a staff
both understaffed and overworked. Further inquiries were made and the child

was eventually placed in a boarding school which appeared to be an educational
envi ronment which would best meet her special needs. She very happily began

her new school early in the summer, 1976. The social worker picked her'up at
school following a.month of school attendance, so that she could spend a brief
vacation at home. The social workér's notes indicate that the client is work-

ing at her own ability level, and is doing well in adjusting to this new school.

It was also noted that the client is well liked by her new peer group.

The case study in this particular instance represents a successful inter-
vention. The educational prognosis for this client appears favorable at the
present time. However, it again points out the need for diagnostic services
throughout the Checkerboard Area. Without EPSDT intervention, this client -
would probably still be in need of a developmental evaluation and educational
placement. Many clients who are urable, for a variety of reasons, to attend
regular schools have been identified and given special educational assistance
to meet their special needs during each of the three years that EPSDT has
served the area. Without the continuance of the program, such needs can no
longer be evaluated and appropriate placements made for the children who are
certain to follow in succeeding years.

=
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Supplement 2 - Case Study

Client: Navajo Male Connie Simmons, Diagng tician
Education (School): None , |
Screening Initiation: This thirteen year old boy was referred to the EPSDT

educ%tionaT screening and diagnostic section of the Checkerboard Health System
as a result of a clinic visit by the family.

Y

Disability: The client attended kindergarten for a very brief period but soon
withdrew because of his aggressive behavior toward other-children. The stated -
reason for his not going to sch.ol was epileptic seizures on a rather frequent
basis. Two years ago he received medical diagnosis and treatment for this con-
dition, and he is now on medication which controls the seizures. He is ‘a middle
child in a family of nine. The siblings are all normal and there is no family
history of seizures. ) = .

Involvement of EPSDT Program* The examiner went to the family camp in an iso-
Tated area of the Checkerboard to talk with the family and to make a pre-limi-
nary psychoeducational assessment of the client. The examiner talked with the
client's father who indicated that he wanted nis son to attend school. The
father stated that he was worried because his son, 13 years of age, is unable
to understand or speak English and neither reads nor'writes. The parents were
- eager for an evaluation to see if the son might be able to lTearn. The client
appeared very shy but was able to relate to the examiner and Navajo aide.

3

Certain sections of the Wechsler Intelligence Scale for Children-Revised
Edition were administered. Results were not used for making any determination
of intelligence other than to get a very cursory overview of how a child, who
speaks no English and has never gone to school, is capable of performing. The

« ¢lient appeared to be very eager to cooperate and tried very hard. He seemed
to have a desire to go to school and indicated, in Navajo, that he would Tike
to learn to read and write. He identified certain objects with English vocabu-
lary, but only words the family used.regularly when there was no Navajo counter-
part. It appeared from certain performance subtest results that the cli#nt
has a degree of intelligence for adequate planning and reasoning. From the
informal conversation and communication which the examirer had through the
aille. and with the limited Navajo vocabulary which the examiner used in
talking with the client,, it is felt that he doés have a4 capability of learning. — .

- Subsequent to the original report, contacts were made by the EPSDT consulting
psychologist with the superintendent of schools. It was the superintendent's
cpinion that the school had a program which yould meet the'client's personal
needs. The client's family was again contacted by the psychologist and the
femily eagerly agreed to send the client to school on a trial basis. Arrange-
ments were made for an EPSDT consulting psychologist with the superintendent

- of schools. It was the superintendent's opinion that the school had a program

which would meet the client's parsonal needs. The client's family was again
contacted by the psychologist and the famfly;eager1y agreed to send the client
te school on a trial basis. Arrangements were made for an EPSDT staff member, -
a Navajo developmental aide, to go to the client's home and ride the school
bus with him. She spent the day at school with the client in the Language
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Enrichment Classroom, and returned by school bus to his home that evening.
This support was continued for several days, until the client felt comfor-
table in his new learning situation. The EPSDT psychoeducational diagnestician
observed the.client in his classroom following the initial first weeks of -
adjustment. It was woted that, although extremely shy, he participated in
classroom activities with a cooperative attitude. His teacher reported that
he had occasional fights with his peer group. She felt the client, who
had been so shy at the beginning of -his schooling, was making strides in
asserting himself in a rather normal "rough and tumbie" expression quite
typical of-his age. He was, she stated, making rapid gains in learning Eng-
lish, The client did not return to school following Christmas holidays. Be-
cause of severe winter storms and a high absentee rate due to illness, his
absence was not considered unusual. However, with the passing of time, and
a realization that the client was absent for an unusually prolonged period,
a home visit was made by the EPSDT personnel soon after the classroom teacher
expressed concern regarding the client's absence. After a long drive over
muddy unpaved roads, no one was home the day the home visit was made. Another
home visit was scheduled. This time the aide determined that the child had
not wished to return to school because he did not want to be in fights. If
was also determined that the client experienced a return of seizures for which
he had been treated at a nearby medical clinic with-an adjustment in medica-
tion. The-condition again appeared stabilized. The family expressed a con-
tinued desire for the client to be in school but had begun to feel that a
boarding school, with a more structured environment, and elimination of a long
and tiring bus ride at the beginring and end of each school day, would be best
for their child. .

ot

Future Plans: The EPSDT staff, together with the clinic social worker, are
making every effort to find an appropriate boarding school for the client
“at ‘the present time. There are several possible placements, but the staff
feels it is important to explore further to increase the likelihood of success =
for the client in his next school placement. -It is also felt that it is par- 7
ticularly important for this client to be in a boarding school near enough to
his home that he can return for frequent visits and needed encouragement and
reassyrance. ’ y e
The story of this child is dramatic, but*is not an unusual example of
problems representative of the area. Identification of such clients is often
slow due to factors of isolation and lack of communication. This ¢lient came -
to EPSDT developmental program attention through a health clinic referral.
Following psychoeducational assessment, placement was made within a regular
“school and initial]y appeared to be appropriate and successful. However, it
now appears that this was not the solution”for this child because he was too
old when identified for-an immediate routine placement to be effective. His
problems have grown complex and the answers will require special time and
special patience. Alternate possibilities are being explored.
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. What is rural in some states might be considered metropolitan in others.
However, the:-need to deyelop programs compatible with the history, economy
and culture of the community is applicable to any setting. -

In “Seeds of Common Sense" Ted Bergeron, Executive Director of the
Shoreline-Association for the Retarded and Handicapped, describes a program
designed to maximize resources available in semi-rural Connecticut.
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Introduction:

- In the early years of the sixteen hundreds, the gentle waters of Long
Island Sound - having been blessed once by the Totoket and Menunkatuck Tribes -
christened the_shore with new names, those of Branford and Guilford. North
Branford, Madison and Clinton, which complete the list of towns east of New
Haven, Connecticut, called the Shoreline, were later sub-divisions of the
first two and a section of a large area known as Saybrook.

It is in this setting of rolling hills and hoed-corduroy countryside,
linked with stone walls that run down to the sea, that a Puritan people,
strong and autonomous, planted the seeds of democracy on the vilfage green.
Fortunately, progress in its vision never lost sight of the past, and today
these five communities share a cultural bond that preserves their commOn
1ntegr1ty and sus* .ins their collective values.

)

1t is important to have a sense of history when designing a human
service program, primarily because it is history that reveals the value base
upon which a community is built. And, it would seem almost common sense that
an accurate understanding of a location and how it developed through the
philosophy, culture, devotion, economics and politics of a people would be a
necessary point of departure in the development of any human service program
that is to be an integral part of that location. It is incredible, however,
to .iscover just how often this relationship of people, place and t.me is
ignored. Unfortunately, this has been among the shortcomings of many pro—
grams designed for semi-rural and suburban areas.

The Right to Belong

The following is a description of a unique vocational training program,
serving fifty adults who happen to have a developmental handicap. It was- -
designed specifically to fit the needs of a suburban/semi-rural area on the

coast of southern Connecticut. It is a program so completely in harmony with

its community, that it is for the most part in the observations of a vistor
that this fact ever becomes verbalized. The sixty-five thousand people who
live in approximately sixty-five square miles are invited to participate as a
public - not occasionally, but daily - in what might accurately be called a
community educational experience. It is an unusual approach, and the fact
that it works can be attr1buted to a little creativity and a lot of common
sense. ~

.1t is only for purposes of brevity that this description does not include
the history of the non-profit, parent organization, Shoreline Association for -
the Retarded and Handicapped. For it goes without saying that the nineteen
years of struggles and successes on the part of its members express for all
times their ceep belief.in the rights of all people; their willingness to take
risks; and their nealthy virtue of impatience.

Citizenship in a community, taken as a legical construct, implies not
only the right to be present, but the right to be included - particularly in
all things public. But, it is worthy to note that New Englanders generally
guard their privacy, deéfine their property and have a rooted respect for all
things earned. The twist in this program design is that it derives its

uniqueness from the juxtaposition of values that are both public and private
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- " cast in a setting that is neither totally public nor totally private. And,

- since it was designed from the onset to serve the general public as well as
' those who happen to have a developmental handicap, the result has been an in-
teresting and valuable contribution to the concepts of community development.

The community most immediate to the program is Guilford. It is traversed
by Route 77, a north/south artery that eventually leads to Hartford, the State
Capitol, in about an hour's drive - depending upon one's ability to pass small
trucks and tractors on d two-lane highway. Two major interstate Highways,
Routes 1 and I-95, run parallel aleng the coastline on an east/west axis and
serve to connect the five Shoreline towns with each other and with the rest of
the world - New York being two hours to the west “and Boston three hours to the
east.

. On a knoll overlooking the intersection of these roadways is an inch-for-
~—inkh" replica of a 1776 Colonial saltbox house so typical of.the local archi-
tecture. At first glance, it appears to claim this prominent hillside alone,
but other roof lines surface upon approaching the back of the curve on Route
77, which guides a visitor to an opening in the stone wall where a sentinel
sign bids everyone welcome to "the Apple Doll House Tea Room and Herb Farm.”
The wonderful aroma of apple-nut cake - the recipe for which is one of life's
guarded secrets - drifts down over the meadow and lifts the attention of
visitors from the Colonial "hourglass" garden to the Tea Room and Herb Shop
above. A hand-scribed menu offers a hungry guest a selection of luncheons
that make a decision between an herb-garnished tuna sandwhich on marbleized
. rye bread or a garden-grown Chef's salad topped with vermi1lion nasturtiums
(an eatable flower) a gourmet's delight. Quiche Lorraine and homemade soups
have earned their right to be called favorites. Weight-watchers really should - — — —
not stay for dessert unless they can resist sauerkraut chocolate cake, hot
—— " ~apple-Betty or pineapple chesse cake! -But, the Tea Room really is more than
a fine place to eat, and more than a fine facility for the purpose of training
three individuals with various handicaps who might be aspiring to a job in
food services; it is a place where people meet and often become friends.
People, who only a few years ago, might not have had the opportunity to get
to know each other . . . ’

There are many needs met in the intimacy of a thirty-seat tea room, but
the instant vacation of slowing down long enough in a fast-moving society 1is
the subtle message whispered by retardation.

About the other roof lines that share the thirteen acres with the Tea
Room and Herb Shop: they are part of a grouping of barn-1like structures
connected to a pair of greenhouses in a way that can only be described as
“Yankee ingenuity." The buildings and the land reveal what every artist knows,,
that beauty and imperfection are one - a theme which belongs to life as well.

People who are drawn to the property by its beauty, may or may not know
that they have become part of a training program. What is significant is that
they keep coming back: Perhaps it is because the magnetism is in the quality
of the experience . ‘

Too often the image of Mental Retardation and other developmental handi-
caps is second-class; maybe it is because too much is accepted that is second
hand. Reversing that image in a semi-rural/suburban area requires a commit-

ns 120 -

s




7

ment to quality, discretion, and diplomacy. But, it can be done.

Approximately one half of the fifty people in training or in sheltered i
employment are over twenty-one years of age and, for the most part, have com- .
pleted segondary education. The other half, who are between the ages of six-
teen and “twenty-one, attend public schools and participate in vocational
training on a share-time basis. One delightful.optimist in training is over
seventy! Without definitions it is difficult to accurately describe function-
al levels, however, the generally accepted functional levels represented
presently in the program range from mild to severe (in instances of multiple
handicaps), with moderate classifications best describing the majority of
the population served. There is neither a waiting list for training nor is
there any anticipation that new enrollment will exceed job placement in the
immediate future. Size is an extremely important concept in the development L
of a program, since it can and does change the total complexion of the service
delivered. The philosophy, "small is beautiful", certainly has pervaded the
decision process in the design of Shoreline Training and Employment (STEM)
Services.

A complete description of the six programs which are provided under the
name STEM Services would require a book format. However, the -three major
areas of training focus upon food services, horticulture, and light industry,
since these comprise the most obvious placement opportunities for anyone-
seeking employment in the Shoreline area. The three major occupational - —— -
uisciplines are sub-divided once again to provide steps of progression based
upon the functional and technical ability of those in training. For example,
a trainee may spend as many as six to eight weeks preparing meals for fifty
people, learning how to operate a semi-commercial kitchen, before being . . -
_assigned to the Tea Room, where the emphasis is on food delivery and refine-
ment of social amenities. -

Horticulture, both on property and out in thé community, offers perhaps .
the most universal training vehicle, in that it can accommodate the highest -~
and lowest functional levels and consistently -produce quality results. The
miracle of learning takes place whether it is in the simple art of trans- T~

~ planting or in the skill of operating a 14 hqrsepower tractor.

Industry, once the primary catalyst for vocational training throughout
Connecticut, now shares only that proportion which is available to an assembly
worker within the Shoreline area. Entry-level training, dexterity and voca-
tional behavior are among the many necessary skills, that are taught in a
benchwork environment. ) P

Doveta#l to the technical training components are the programs for Speech
and Manual Language; Slymnastics and Physical Fitness; Hygiene and Sex Discre-
tion; Adult Education and Group Discussion; and a unique program known as Self-
Image. Recreation, field trips and leisure time activities are sponsored by
the Shoreline Association and/or the local Departments of Recreation:

Perhaps the most unique quality of the program is the fact that it is so
diverse for its size - a quality which lends great flexibility to individual
programming. ' -
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"Creative Financing” offers the best term-that could be used tc describe
the acquisition of the thirteen acre Apple Doll House property and the monies
used for the construction of the STEM Services facilities. A MortgageParti=
cipation Loan - borrowed from ten of the twelve banks located within the five
Shoreline towns, with one bank serving as originator - provided the-necessary
capital without having to make a charitable appeal to community-resources al-
ready committed to operational support. Generous private donations and rent
derived from production income combine to make up the monthly mortgage pay-
ments. - B

“The total Qperational Budget at present is approximately $200,000 -
which includes all administrative support costs. The following is a break-
down by percentages of Income resources: -

Title XIX (Medicaid) ©35%° - Industry 10%
Public School Tuitions 25% Food Services 2% -
Grants Tea Room and Herb Shop 2%
Department of Mental o _ .
Retardation 4% Fund Raising 7%
Division of Vecational United Ways . 6%
"~ Education 2% Contributions C '
Health, Education and
Welfare 1%
Conclusion: ¢

In summary, what is common to the senses establishes the basis for what.
is known, believed in and trusted. Each community has its own brand of what
is common sensé, and it is important to identify what that is, because the

‘resources one has .are the resources one has . .-. and even the best can be

improved.

Double-vision in decision nmaking can be corrected by training both paid .
and unpaid leaders in-places away from the community to insure a neutral- van-
tage point. Focus can be improved by democratically setting priorities.

-

- -

Vision can find new horizons by putting the bifocals of past and future
thinking on those who have the responsibility for p]ann1ng, so that one eye
can hold to what is immediate and the other to what is’long range; for it is
the planner who holds the candle to the darkness.

Listen together_te each other first and to the successful believers from
elsewhere. If an operation is growﬁng, study the organ1zat1ons that represent
the next stage of development - it ~voids pitfalls, Budget for national and
international conferences - they are not a luxury - they are a necessity; for -
they sharpen the senses and serve as a sound1ng -board.

Lastly, the program that fits the community BQ(bNGS to the communitv .. f

and so do the people who are part of it, Successful innovations are built

on "creative conformity." And, needless to say, imitating programs from else-
where can be a disaster if the persona]1t1es of thé communities are not simi-
lar. It is safer to search for what is noble in the community and to add to
that poetry . . :

12‘2 ' !
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Introdiuctior

Or. Saturday, September 18, 1976, immediately following the conclusion
of the Rural Services Workshop, two groups met to discuss special issues
directly related to rural issues. .

A Alice Angney, Chairperson of the Vermont DD Council, and a member of
the NCDD Rural Services Committee, led a group »n the Concerns of the Minimum
Allotment States, those states who receive the minimum federal formula grant
funds (currently $150,000) under the Developmental Disabilities Act. A

8 report from that session is in Appendyf\ﬁ. :

1 Thomas E. Scheinost, Staff Director of the South Dakota Developmental
Disabilities Council, and also a member of NCDD's Rural Services Committee,
chaired the session on Minority Populations in Rural Areas. A report
from that session is in Appendix B.
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Appendix A e

Minimum Al]gﬁment States Session: ' I

At the Rural Services Workshop which preceeded the NCDD annual meeting’
in September, 1976, there was a meeting for representatives of Minimum Allet-
ment States (M.A.S.).

The purpose of the meeting was to provide a forum for M.A.S. representa-
tives to discuss the issues and problems unique to M.A.S. and to explore
possible further actions or activities.

Many issues were raised including the following:

-transportation obstacles in rural/remote areas

-problems encountered by rural areas when théy are expected to implement
service delivery models designed in urban settings

-the erroneous assumption that a unit of service costs the same amount
irrespective of the setting in which it is delivered

-federal legislation and regulations that are not responsive to rural/
remote populations. . ;

I
The participants indicated their support fdr the formulation of a coali-
tion composed of representatives of M.A.S. by a unanimous voice vote. The
. purpose of the ccalition would be to represent the interests and concerns of
the M.A.S. to NCDD. ) )

Subsequent to the M.A.S. meeting, the following resolution was adopted by
NCDD.

Whereas the Minimum Allotment States .have comnmon problems directly
related to their level of funding, including how Federal legislation
and regulation impact the M.A.S., and the high cost of services in
many rural states. Be it resolved that NCDD establish a committee
to be named Minimum Allotment States for Help (MASH) to form a
coalition to address the unique concerns of the M.A.S. and reguest
investigation of possible assistance in this endeavor from DD/TAS.
(NCDD adopted resolutions September 21, 1976, p. 2, No. 5)
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Appendix B

Minority PopuTations in Rural Areas v

On Saturday, Septenber 18, 1976, an issue session discussing problems and
solutions related to service delivery to developmentally disabled minorities
in rural areas was held. This session was a part of a three day workshop on

~ Services to Developmentai]y Disabled Citizens in Rural Areas.

" The_issue session was designed primarily as a forum for participants to
exchange concerns, problems and successful experiances related to serving
rural minority developmentally disabled people. Although rural states have
numerous minority groups, the Native American population was the group
discussed at greatest length.

A resource pane], comprised of individuals with a variety of experiences
in programs serv1ng rural minority populations, a551sted in generating

_ discussion on the issue. The panel included:

1. Mr. Joe Pearson, Psychologist 5. Mr. David Touch )
Saint Michaels Association for Director of Rublic Infonmat1oﬂ
Special Education Rehabilitation Services
The Navejo Nation Rural Health Services
Saint- Michaels, Arizona RSA-0OHD

‘ L Washington, DC
2; Mr. Forrest Snyder

-Area Social Worker : 6. Ms. Dorothy Tfuran

Division of Social Services Services Development Specialist
Bureau of Indian Affairs Alaska Developmental Disabili-
‘Sacramento California ties Council

Fairbanks, Alaska
3. Ms. Patricia Fallbeck

. Department of Special Education 7. Mr. Lou Wallach .
Black Hills State College Assistant Regional Commissioner .
Spearfish, SD 57783 SSI

‘ ; Federal Region VIII
4, Mr. Ted ﬁaylor Denver, Colorado :

Deputy Program Director
Accreditation Council for
Facilities for the
Mentally, Retarded
Chicago, [11inois

The three day Natiohal Works®op on Services for Developmentally Disabled |
Citizens in Rural ‘Areas was one of the most significant events in the develop- :
mental disabilitigs movement for a number of years. However, the issue
session dealing w1th services to the minority populations within these rural
, areas may prove tq have even more significance. The multitude of unique
" problems facing rUTal states in the development of a responsive service
delivery system for the developmentally disabled greatly increases when.one
adds the factor of the minority populations within those rural states. The
fact that a national concern for these unique problems is emerging may have
very farreaching effects.
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) Problems being faced by the American Indian and the state Developmental . .
Disabilities Councils responsible for planning for services affecting this "
minority population group are staggering. In many rural states, various size
land areas are set aside as "reservation areas" or as areas under the control
of the Federal Department of the Interior, Bureau of Indian Affairs. Many of
these areas are not under state-jurisdiction, but rather are governed by a
tribal council and fall under the jurisdiction of the Federal government. )
Because of the confused jurisdiction roles, effectively coordinating services
and resources available to.the Indian people becomes a major task for the .
state council and the state developmental disabilities agency. Many inade-
quate and ineffective services are a result of confusion over .responsibilities
and relationships among various Federal programs and agencies dealing with the
Indian people. - .- )

The session participants clearly expressed the opinion that the Federal |
government must begin to recognize the unique problems that exist between |
state and tribal governments. A suggestion was made that a special planning
allotment for developmental disabilities be made available to tribal govern-
ments, allowing the Indian people the resources and ability to develop their .
own developmental disabilities service system. Much of the continued diffi- |
culty in developing appropriate developmental disabilities services for the
Indian people is a result of the fact that the Federal government, State
governments, various professionals, and even private, non-profit agencies
(such as church groups) have teen playing politics with the lives of the
Indian people for many years. More often than not, services have been
provided to Indians without finding out if services were appropriate to needs.

Many services and programs are often provided that do not.take into coisidera-
tion the unique culture of the American Indian. Many times programs and
services are developed in isolation, never taking into consideraiton similar
activities being carried out elsewhere. 1lne "reinvention of the wheel®
process is very apparent when one views services to the Indian people.

" The unique problems of rural states, such as: lack of population, geo-
" graphic size, lack of transportation, and lack of adequate human services,
are magnified on most reservation areas. The issue session brought out the
fact that there were some unique and significant attempts to stimulate the
development of appropriate services to the developmentally disabled American
Indian. The State of South Dakota has, for theé past two years, been providing
a special planning and program stimulation grant to the Rosebud Reservation
in an effort to provide the Indian people with the resources to develop the
nucleus for a developmental disabilities service delivery system. One of the
primary objectives of this project is to create procedures to allow for the
most effective coordination and use of Federal and State resources (both
generic and specific) on the Rosebud Reservation. There has_also been a sub-
stantial increase in programs of the state higher education system with the
educational programming on the reservation areas.

The developmental disabilities program on the Navajo Reservation pointed
out the massive problems of coordination between three different states and
three different Health, Education, and Welfare regions. This program's
efforts to carry out an individualized face to face approach in the planning
and development of developmental disabilities services has proven to be most
successful.
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The State of Alaska has placed algreat deal of emphasis on the use of the
generic service system. The Developmental Disabilitics Council serves as a
coordinating mechanism but makes very sure that lo.al native Americans are
involved in the planning and provision of services. Th. Council takes great
efforts not to impose inappropriate standards ard prescriptions for programming
on the services being developed by the Alaska Native Americans.

The session participants discussed successful programming techniques
emphasizing door-to-door outreach services carried out by the Indian people.
An example of use of traditional Indian medicine men as "early identifiers"
of developmental disabilities was described. The need for expanded in-service
training for Indian people working in developmental disabilities programming,
rather than "outside supervision” by so called experts was expressed. Involve-
ment of minority populations in- planning and program development efforts ‘at
all levels need to be reviewed and expanded in every state.

Summary °

The basic objective of this session was to give representatives of the
National Conference on Developmental Disabilities the opportunity to focus on

. the important subject of services to rural minority popu]at1ons The session

was not designed to formulate any solutions .to problems, but rather was
designed to bring problems to the attention of the appropriate agencigs and
organizations. It is this writer's view that the objective was indeed met.

As a direct result of the session, the National Conference on Developmental
Disabilities passed a resolution which was transferred to the Federal Office
of Developmental Disabilities and the National Developmental Disabilities
Advisory Council indiczating that ... "the National Conference on Developmental
Disabilities goes on record as requesting the Federal Office of Developmental
Disabilities, Department of Health, Education, and Welfare; and the National
Developmental Disabilities Advisory Council to review available developmental
disability funding sources, other than State allotments, as a high priority
effort to provide planning and service stimulation allotments to Federal
Indian reservations or other areas under the control of the Federal Pepartment
of Interior, Bureau of Indian Affairs." .

The participants in the session also expressed a great desire to have
the National Conference on Developmental Disabilities, the National Office of
Developmental Disabilities, and the National Deve]opmenta] Disabilities
Advisory Council continue to recognize the unigue needs and problems of rural
states and the minority populations within those states.

a
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