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| NTRODUCTI ON

Approxi mately one third of this country's population lives in rural areas,
defined as outside metropolitan areas of 50,000 popul ation. Providing services
to the developnentally disabled in these areas often requires a different approach
than woul d be appropriate in urban or sub-urban areas.

By definition, rural areas have a | ow popul ation density. Because people
live further apart, nore transportation is obviously necessary to bring the
rural developnentally 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 inply dif-
ferences in how the devel opmental |y disabled are best served.

In 1975 the National Conference on Devel opmental Disabilities recognized
that delivery of services to the developnentally disabled in rural areas is
a matter deserving special attention by appointing a rural services commttee.
This committee was conposed of:

Alice Angney, Chairperson; Vernont DD Council Chairperson.
Susan Hubbard; Mntana DD Council Staff Director.

Thomas E. Scheinost; South Dakota Staff Director.

Allan Ziegler; Wshington DD Council Staff Director.
George Bennett; West Virginia DD Council Staff Director.

After several prelimnary sessions, a nmeeting of the commttee, plus re-
presentatives from Devel opnental 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 information on exenplary rural service delivery activities.
It was suggested that the workshop both illustrate specific strategies for
service delivery and allow participating states to share information on their
own exenplary progranms. DD/ TAS was asked to design the workshop and to publish
a proceedi ngs docunent.

Shortly after this meeting the commttee decided to hold the rural services
wor kshop in San Franci sco on Septenber 16, 17, and 18, just prior to a schedul ed
meeting of National Conference on Devel opmental Disabilities (NCDD).

Planning for the workshop began with a survey of all state DD Councils
to determine (1) which states were interested in participating in the workshop,
and (2) what concerns regarding rural services the Councils w shed to have
addressed at the conference. Twenty-six states responded that they would |ike
to attend and the concerns nmost nomnated for inclusion were: transportation,
resource acquisition, and devel opment of service delivery systems specifically
for rural areas.

Based on this survey, the NCDD Rural Services Committee, wth technical
assi stance from DD/ TAS, planned the workshop agenda to focus on three goals:



1. To facilitate the sharing of information among DD Councils
and to identify comon problems and issues which confront
devel oprmental |y disabled citizens in rural areas;

2. To exam ne nodels of conprehensive service systems in rura
areas; and

3. To exam ne selected rural progranms concerning health care,
services to children, services to adults, manpower devel op-
ment, client identification, transportation, and conpre-
hensi ve servi ces.

DD/ TAS, through nom nations solicited fromthe Rural Services Committ ee,
the various state DD Councils, and other know edgeabl e sources, identified
exemplary rural programs for each of the six services listed in goal three
above.

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

The first issue addressed was that of defining "rural.” In planning the
wor kshop, 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 mght be considered rural. It later became apparent
that wi de discrepancies exist anong definitions appropriate to different states.

In the information-sharing groups, many participants shared common con-
cerns regarding: transportation problens; funding limtations; inconpatability
bet ween popul ar service nodels with urban origins and the characteristics of
rural communities; and the relative political weakness of rural areas.

The follow ng papers, with one exception (Chapter 10 by Ted Bergeron)
general |y represent the content of each author's presentation at the conference.
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CHAPTER 1

VWHO, WHAT, AND WHERE:
STUDYI NG PREVALENCE OF DEVELOPMENTAL DI SABILITIES
IN VEST VIRG NI A

by
Dennis N. Lindberg



How nmany persons with a devel opnental disability live in rural areas?
This chapter reports a study done in Wst Virginia designed to determne how
many devel opnental |y disabled persons need services. The results suggest
changes in, or at least re-evaluation of, sone traditional assunptions in
pl anni ng.

Dennis N Lindberg is a menber of the faculty of Davis and El kins
Col l ege, Elkins, West Virginia and a member of the West Virginia Devel op-
mental Disabilities Council



[ ntroduction

This study was designed to neet the nost pressing need in planning for
the devel opnental |y disabled of West Virginia - reasonably accurate statis-
tics as to the nunber of devel opmental |y disabled persons living in the state
who are not in institutions, and their geographic and age distributions wth-
in the popul ation.

Definitions. This is a report of a prevalence study. Preval ence neans
the rate at which a condition is found within a community, county, state or
nation. In contrast, incidence refers to the rate of initial occurrence
So, for exanple, while it 1s reasonably well established that the overall
i nci dence 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. Wile Down's Syndrone is thought to occur
randomy, it has not been established that incidence in specific populations
is not affected by social and environnmental factors. Prevalence is further
influenced by social and environnental factors. Health care, for exanple, is
not of uniformaquality in all localities or for all socio-econonic groups.
Hence |ife expectancy varies, for both normal persons and persons with Down's
Syndrone. Mgration affects prevalence as do attitudes toward institutiona-
l'i zation.

[ nci dence studies, then, look at the occurrence at bhirth of conditions,
while preval ence studies look at their distribution within populations.

Planning for services and facilities for the devel opnental |y disabled
requires preval ence data - data concerning their social location within the
popul ati on.

Who is devel opmental |y disabled is a social question. Though a person
may have a condition with a physical or psychol ogical cause, 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 synptonms he might exhibit. Conversely,
a person is substantially handicapped when he is defined as substantially
handi capped by menbers of his famly and the conmmunity in which he |ives.

Devel opnental disabilities planning is directed towards nornalization
that is, helping the devel opnental |y disabled to lead |ives that are as norma
as possible. Hence, soneone seen by his comunity as being normal cannot be
said to be substantially handicapped or developnental |y disabled. The defi-
nitions of what are nental retardation, epilepsy, cerebral palsy, autism and
simlar neurological disorders used in this study are the everyday, comon-
sense definitions which structure the interactions of handicapped persons with
others in the communities in which they |ive.

Met hods. This study was conducted in the follow ng manner. Socio-
economc data from the 1970 Census was obtained for a random sample of [/7th
of 'he census enuneration districts in Wst Virginia. Fromthese, 45 dis-
tricts with a 1970 popul ation of 35,142 were selected as representative of



the state. Interviewers (where possible natives or long tine residents of
these districts) were hired and trained. Between February and May 1975,
every household in 25 of these 45 districts was visited in an effort to find
every devel opnental |y disabled person living in the district. The remaining
20 districts were surveyed in an identical manner in March and April of 1976.
An interview schedul e was used at the hone of each disabled person in order
to specify the nature of the disability and to obtain other relevant inform-
tion. The results were coded, prevalence rates for each district calculated,
and correlations with the socio-economc data fromthe 1970 census construc-
ted. Miltiple regression equations, which incorporate a nunber of correla-
tions and are a technique for inproving predictions (instead of sinply taking
the mean, or average), were devel oped and used to predict to the |/7th sanple.
These predictions were then weighted and conbined to produce the county and
regional figures. The state figures are a conbination, weighted by popul a-
tion size, of the regional figures.

Purpose. The purpose of the study was to provide persons who plan
services for the devel opnental |y disabled citizens of West Virginia with
preval ence estimates drawn fromdata obtained in Wst Virginia. Currently,
planning is based on preval ence rates derived from studies done by a variety
of methods in a variety of places. These studies of individual disabilities
are concerned with the mldly as well as the substantially handi capped, and
do not take into account the nultiple handicapped. The figures in the report
of study are a considerable inprovenent over the figures currently used which
assume a uniformdistribution of the devel opmental |y disabled throughout the
nation and world.

Concl usions. Several inportant points are clearly denonstrated in the
report:

- the non-institutionalized devel opmental |y disabled are not distributed
uniformy or randomy throughout the population of West Virginia;

- there is a considerable overlap between handicaps;

- the non-institutionalized devel opnental |y disabled are concentrated in
the younger age groups;

- the preval ence rates for devel opmental disabilities as a whole, and
for persons substantially handicapped by particular disabilities are
consi derably higher in Wst Virginia than has previously been assuned

The prevalence figures in the report may seemlow at first glance. Two
factors should be kept in mnd, however, First, this study included only
those "substantially handi capped” (handicap is a social meaning attached to a
physi ol ogi cal or neurol ogical condition). Secondly, the preval ence estinates
for individual disabilities put forth by the national voluntary associations
are based on statistical mpdels which necessarily incorporate a preponderance
of "mld or 'borderline' cases. Wile nental retardation has been estimated
by the National Association for Retarded Citizens at 3% of the popul ation
only 0.3%of the population is classified in the categories moderately,
severely, or profoundly retarded. The remaining 2.6%are said to be mldly
retarded. As the President's Conmittee on Mental Retardation has recently
recogni zed, nearly 90%of those classified as mentally retarded, the mldly
retarded who are nultiple handi capped, are not devel opnental |y disabl ed
within the neaning of the law?2



Thus the West Virginia prevalence rate for mental retardation of 0.81%
of the non-institutionalized population should be conmpared to The National
Association for Retarded Gtizens estimate of 0.30% for noderate, severe and
prof ound retardation

Simlarly, the Epilepsy Foundation of Anmerica estimates epilepsy at 2%
of the population and United Cerebral Palsy estinmates cerebral palsy at 0.4%
As borderline or mld cases, those institutionalized, and, in the case of
epi | epsy, those controlled with nedication have been excluded, our preval ence
rates of 0.35% for epilepsy and 0.09% for cerebral palsy are again considerably
hi gher than woul d be expected from naking the statistical assunption of nornal
di stribution.

In the age distribution data, evidence of the long termeffects of
inproved health care, particularly antibiotics, is seen. Only 18% of the
cases found were initially identified by the schools. Mst were identified
by the parents thenmselves or by nedical doctors. Thus, the large concentra-
tion of devel opnental |y disabled persons in the younger age groups is only
mnimally due to the effects of labeling by the schools, and is instead an
indicator of the ever increasing life expectancy of devel opnentally disabled
persons. Thus, there is a need for nore community prograns for adults as
life expectancy increases, and for infant programs to insure the best possible
start toward a life span that will increasingly approach the normal |ength

The report of the study contains conpilations of a nunber of kinds of
data gathered in the survey. Among these are characteristics of individuals
with devel opnental disabilities, each of the conmponent disabilities, and of
the nultiple handi capped; proportions of persons with a particular disability;
correlations between preval ence rates found in surveyed districts with socio-
econom ¢ characteristics of those districts; projections of prevalence to the
state, planning region, and county level; and age distributions of persons
with devel opmental disabilities and the conponent disabilities. Conparisons
between disabilities are facilitated through summary tables.

Space limtations prevent the presentation of all of this material in
this chapter. Instead, a selection has been made fromthe data presented to
indicate possibilities.

1. Mul tiple Handicaps. The proportion of persons having one of the devel op-
mental disabilities who also has a second of these disabilities is shown in
Table 1.

Table 1

PROPORTION OF PERSONS WHO HAVE ONE HANDICAP
WHO ALSO HAVE A SECOND HANDICAP

Who Also Have

MR EP CP- OTHER
Percent of MR -- 21.3% 4.7% 7.4%
Those Who Have EP 48.4% ~- 5.7% 9.0%
cP 36.0% 19.4% - 0.0%
OTHER 62.5% 34.4% 0.0% --

N=91



That 24.2% of the devel opnental |y disabled located in this survey have
more than one of the disabilities, indicates that prevalence figures for
devel opnental disabilities cannot be arrived at sinply by adding together
figures for each of the conponent disabilities. Such a procedure woul d, based
on this data, overstate the nunber of devel opnental |y disabled by about one-
third, and mnimze the severity of the problens to be dealt with.

Table 1 clearly documents the interrelatedness of the major handi caps
grouped together under the devel opmental disabilities. While nental retarda-
tion is the largest handicap in ternms of nunbers, significant nunbers of those
with nental retardation also have epilepsy and/or cerebral palsy. Substantial
proportions of those with epilepsy and cerebral palsy are also nentally retarded,
and there is a significant overlap between epilepsy and cerebral palsy.

2. Correlations. A principal working hypothesis of the study was that pre-

val ence rates for the devel opnental disabilities would vary systematically

with differences in various socio-economc characteristics. Three hundred

and eighty persons with devel opmental disabilities were found in the 45 districts
surveyed, which had a 1970 popul ation of 35,142. The preval ence rate of

devel opnental |y disabled in the surveyed districts was thus 1.08% of 1970
popul ati on.

Table 2 shows, however, that there are systematic relationships between
the devel opnental disabilities prevalence rates found for individual districts
and their socio-economc characteristics as reported in the 1970 Census.

Table 2 indicates that higher rates of devel opnental disabilities are
found in districts where income and education levels are |low, where |arge
percentages of the housing is substandard, which are rural, and where the
birth rate is relatively high. The percentage of the popul ation which is
young or non-white are not inportant variables, and neither is famly size
or unenpl oyment.

Table 3 summarizes correl ations between socio-econom ¢ characteristics
of districts and preval ence rates found for the major conponent disabilities,
mental retardation, epilepsy, and cerebral palsy. For maxinumclarity, only
correlations significant at the .10 level are reported in Table 3.

Correlation coefficients indicate the strength of the relationship
between two variables. A perfect correspondence is indicated by a correla-
tion of +1, no relationship by.00, and an inverse relationship by -1. The
l'arger the correlation coefficient, the stronger the relationship, whether
positive or negative.

For devel opnental disabilities as a whole, nental retardation, epilepsy
and cerebral palsy, the key indicators of high prevalence rates in a district
are low incone |evels, |ow education levels for adults, relatively high
proportions of sub-standard housing, relatively high birth rates, and that
the district is rural



Table 2

CORRELATIONS BETWEEN PREVALENCE OF DD AND SOCIO-ECONOMIC CHARACTERISTICS

Characteristic Correlation Significant
With DD Level

% population rural .3732 .006
% population non-white .0958
% population under 18 years L1641
% population age 65 and over . 2464 .05
median years of school for adults -.476% .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 level .4307 .002
% housing Tacking 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

% population rural

% population non-white

% population under 18 years

% population age 65 and over

median school years for adults

mean children ever born to
women 35-44 years old

# workforce unemployed

% families with incomes over
$10,000 per year

median family size

% families below poverty level

% substandard housing

per capita income

ns = not significant

Corretation relation with

MR

.3536
.2118
ns
.2743
-.4578

. 3609
ns

-.3260
ns
L4759

.5405
-.4582

EP

4207
ns
ns
ns

-.3319

.2282
ns

-.2063
ns
.2407

.3836
-.3571

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 in understanding relationships between variables. Statistical evidence
has been presented denonstrating relationships between devel opnental disabili-
ties and the conponent disabilities and the socio-econom ¢ characteristics of
the places where the disabled are currently found.

Mul tiple regression analysis, as used to generate the rates shown in
this section, is a technique for using correlations to construct equations
whi ch predict values of dependent variables (the disabilities) from known
val ues of independent variables (the socio-econom ¢ characteristics).
Equations were constructed for devel opnental disabilities and each of the
conponent disabilities which give the best possible predictions (within an
acceptable level of statistical significance) of the actual preval ence rates
in the 45 surveyed districts fromthe socio-econonm c characteristics of those
districts. These equations were then used to predict preval ence rates for
districts that were not surveyed. VWhile not conpletely accurate, such pre-
dictions are substantial inprovenents over sinply taking an average of all
districts surveyed and applying it to the state as a whole, to all regions,
and to all counties. West Virginia is not hompbgeneous. Using correlations
to construct equations nakes possible predictions which take into account the
differences within the state and the differences in prevalence rates found in
the survey.

Like many states, Wst Virginia is organized into planning regions. The
criteria for drawing regional boundaries were principally concerned with
shopping patterns, transportation networks including roads, patterns of
service delivery, as well as the Appal achian Regional Comm ssion's policy of
encouraging the formation of growh centers as a devel opnental strategy for
Appal achia. Thus regions as they exist in Wst Virginia are conposed of an
actual or potential urban growth center of small to nedium scale and the
counties which surround it.

VWil e these regions nmay be adequate for planning purposes, they are not

adequate for analytic purposes, as there are significant social and economc
differences within regions, especially between the urban centers of some
regions and the surrounding rural counties. Region Ill, for exanple, includes
Kanawhy County (Charleston) with a strong mixed econony of state government,
commerce, industry and mining; day County, perhaps the poorest county in the
state, lacking mning, comerce, and industry, and with land capable of only
nodest subsistence farm ng; Boone County, heavily dependent upon coal m ning,
and Putnam County with nore prosperous farm ng, no mning, and developing in-
to a suburban area for Charleston to the east and Huntington to the west.
Four nmore dissimlar counties could hardly be inagined. Sensible though it
may be to look at the four in terms of the devel opment of service delivery
systens, it does not nmake sense to treat themas a unit in analyzing their
current situations.

For the purposes of predicting preval ence rates, prediction regions were
devel oped. The principal criteria used were simlarity in socio-economc
characteristics between counties, geographic simlarity and simlarity in long
term popul ati on trends.



Regression equations were used to predict to |/7th sanple of the census
enuneration districts of the state. These predictions were grouped by pre-
diction region and wei ghted by population to produce preval ence figures for
the prediction region as a whole. As the counties in prediction regions are
rel atively honogeneous, prevalence projections for prediction regions are
used for the individual counties in the prediction regions. These county
figures, weighted by popul ation, are used to produce preval ence figures for
the Planning and Devel opmental Regions.

Tabl e 4 presents preval ence estimates for devel opnental disabilities for
the State and the 11 Planning and Devel opnent Regions as a percentage of 1970
popul ation. The nunber of cases estimated for 1976 is al so shown.

Tabl e 4 shows that devel opmental disabilities are not distributed evenly
across the population of West Virginia. A region by region conparison of the
percentage of cases with the percentage of popul ation makes this evident, as
does a conparison of the regional prevalence rates with the state-w de rate.
The rate of Region VI, for example, is 21.8%less than the state-wide rate,
while the rate for Region | is 27.3%greater.

The report of the project contains simlar tables for the conponent

disabilities, as well as projections for counties. This material is
sumarized in Table 5.

Table 4
PREVALENCE OF DD IN WEST VIRGINIA BY REGION

% State's % State’s

%D #0D Cases Pop.

State 1.710 19,216 100.0 100.0
Region I 1.40 3,320 17.3 13.7
1T 1.15 3,074 16.0 15.3

111 0.90 2,609 13.6 16.7

IV 1.33 1,635 8.5 7.0

) 1.1 1,780 9.3 9.2

V1 0.86 2,104 10.9 14.0

VIl 1.32 1,369 7. 5.9

VIII 1.29 767 4.0 3.4

IX 1.13 751 3.9 3.8

X 0.98 1,192 6.2 7.0

X1 0.88 615 3.2 4.0



Table 5
SUMMARY OF PREVALENCE PROJECTIONS

% DD % MR % EP % CP
State-wide rate 1.10 0.81 0.35 0.09
Highest regional rate 1.40 1.08 0.43 0.10
Lowest regional rate 0.86 0.57 0.24 0.08
Highest county rate 1.50 1.15 0.48 0.12
Lowest county rate 0.76 0.50 0.24 0.07

4. Age distributions. The age distribution of persons 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 1970 Census. While 3% of the state's population was under 20 years of
age, 5% of the developmentally disabled persons, 53% of the mentally retarded,
48% of those with epilepsy, and 696 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 county 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 be 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



population. While relative need cannot be the only criteria used in DD
planning (program quality, agency competence, 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 programs
are limited. Scarce resources must be concentrated in areas of greatest need.

Caution should be used in 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 knomn until similar studies are done.



Foot not es

See Jane Mercer, Labeling the Mentally Retarded, Berkeley, 1973, for a
detailed discussion of the social-system perspective.

President's Conmmttee on Mental Retardation, Report to the President
Mental Retardation: Century of Decision, Washington, DC, U S. Government
Printing Ofice, 1976, page 13.




CHAPTER 2

SERVI CE DELI VERY | N RURAL AREAS:
CONTEXT, PROBLEMS AND | SSUES

by
(harles R Horegjsi



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

ways including: cultural norms, transportation, incone |evels, and pro-
fessional resources.

These, and other differences as well, all have inplication for the
delivery of services to the devel opnentally disabled in rural areas. Yet
nearly all well known service nodels are based on urban prograns. It is

uncommon to find prograns planned specifically to meet the unique needs of
handi capped people in rural areas.

In this chapter Charles Horejsi, Professor of Social Wrk at the
University of Montana, Mssoula, outlines sone of the problens of service
delivery that are unique to rural areas. He also presents sone positive
inplications based on strengths common to rural communities.



I ntroduction

Efforts to devel op comunity-based prograns in rural areas must grapple
with problens and issues somewhat different fromthose encountered in urban
areas. Unfortunately, the special needs and problens of rural areas do not
get much attention. Popp (1975) recently noted that the:

.. . special needs of rural areas seemto have been
neglected in the nation's efforts to recognize and
cope with the problens of nentally retarded persons.
Wen the federal government arranged in 1964 for
‘conprehensive' state-wide nental retardation studies
throughout the country, only a very few states ever
mentioned the specific needs existing in rural areas.
Yet rural areas still conprise 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
simlar observations. This bhias results fromthe fact that nost of those in
deci si on-making positions are fromurban areas, now live in urban areas, have
work experience in urban prograns, received their professional education in
urban universities and hear and read nost about urban problens and prograns.
They are sinply uninformed about rural areas. They are nore famliar with what
Is going on in urban areas and how things work in urban areas. Or, if one
wi shes to view it froma behavioral point of view, one could conclude they have
not been rewarded for paying attention to people fromrural areas. Or, con-
versely, they have been rewarded for paying attention to urban areas.

A 1966 Wsconsin project identified a nunber of special problenms relating
to the devel opment of community-based programs for mentally retarded persons
in rural areas:

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

B. Services for the retarded have not devel oped in rural
areas due to the nechanical problems involved in bring-
ing people together in an area of |ow popul ation density.

C In arural area there is often a lack of facilities such
as day care, sheltered workshops, and special classes to
serve the retarded.

D. Mst rural areas lack diagnostic and treatnment centers.
E. FRural areas lack an organizational structure for proper

identification, treatnment, and referral of the retarded
and their famlies.



F. There is an extreme lack of trained professionals, such
as psychol ogi sts, social workers, public health nurses
and physicians, who can offer service to the retarded
or their families.

G The rural retarded and their fanilies have |ong been
unaware of any alternatives to strict custodial care
in the hone.

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

I. There is often a stigna attached to family counseling in
a rural area, and the fixed point of referral nay be
located in a clinic or welfare departnent. \here little
stigma is attached, such as the public health nursing
service, this office is understaffed in a rural area.

J. Neighbors in a rural area often have |ess experience
wi th and understanding of the retarded child than their
urban counterparts.

K. Parents of the retarded in a rural area are often poor
and cannot afford the cost involved in transportation
or the child care necessary to attend parent group
meetings or take advantage of counseling and diagnostic
services for their retarded child. (cited in Popp, 1975,
pp. 129-130)

Ten years later, most of these problems still exist in rural areas. |If
services and opportunities are to be expanded for persons who are devel opnen-
tally disabled and living in rural areas, planning and program devel opnent nust
be built upon rural resources and characteristics. Mreover, we need to re-
exanmi ne our tendency to try and "export"™ urban planning concepts and urban
prograns into rural areas. Rather, our strategies and tactics rmust be indivi-
dualized to local circunmstances and the rural condition.

According to Mayeda (1971) several local and state characteristics must
be considered in the devel opnent of a conprehensive service systemfor the
mental |y retarded. These are: (1) land area, (2) population, (3) economcs,
(4) professional resources, (5) organizational resources, (6) consuner or
client characteristics and (7) transportation. The renainder of this chapter
will focus on several of these factors and el aborate on some of the problens
and issues of program devel opment and service delivery in rural areas.

What is Rural Area?

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

About half the people of the country live in eight of the
fifty states - California, Illinois, Mchigan, New Jersey,



New York, Ohio, Pennsylvania and Texas. Most of that
hal f, furthernore, live in or just outside the big
cities of the eight states. However, the other side
of the story is that a |arge nunber of Anericans |ive
I n nonnmetropolitan areas.

About 64 mllion Anericans, one-third of our population, live in nonnetropol -
itan areas. More precisely, they did not live in a Standard Metropolitan
Statistical Area, i.e., a metropolitan area surrounding a city with a popul a-
tion of at |east 50,000.

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 nunber of people. A few facts and figures
on ny own state of Mntana will serve to clarify this definition

In physical size, Mntana is the fourth [argest state; it is approximtely
550 mles long and 315 mles inwdth. The states of Iowa, Indiana, Kentucky,
Maryl and and New Jersey could all "fit" in Mntana. The 1973 estimted popu-
lation for the entire state was 721,000. About 50 netropolitan areas in the
United States have popul ations exceeding the population of the whole state of
Montana. Only 17 Montana towns have popul ations over 5,000. Only seven have
popul ations over 10,000. The state's two |argest nmetropolitan areas have popu-
| ations of about 80,000 each. The third largest city has a popul ation of
about 35,000. Nearly every town with a population over 5,000 is at |east
100 mles froma comunity of equal size or |arger

The Rural Condition

Increasingly, the rural comunity resenbles urban or suburban conmunities
(Warren, 1972). Wile traditional urban-rural differences are becom ng bl urred,
remmants of a rural culture still exist. Rogers and Burdge (1972), for exanple,
note that rural people (mainly farners and ranchers) exhibit certain attitudes
and values which are different fromthose of people in urban areas. |In areas
where rural culture still persists, it must be considered in planning and ser-

vice delivery.

Rural culture and characteristics have obvious 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 culturally

normative neans and nethods ... to offer a person Tife con-
ditions at least as good as the average citizen . . . and as

much as possi bl e enhance or support his/her behavior exper-

Il ences, status and reputation. By culturally normative neans,

we speak about using those techniques, tools, nedia, and

met hods that are nost famliar 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) Wat are the "nornmal" con-
ditions of the average rural citizen? and (2) To what extent should prograns
in rural areas incorporate the |ife experiences, values and expectations of



rural peopl e?

G nsherg (1976) has identified a nunber of conditions which are "nornal”
for the typical rural Anerican. Some are the follow ng:

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

There is sinmply not much to do with one's free tine . .
The rural wealthy may take world cruises or fly to a C|ty
for the weekend but the rural dweller of noderate means

| acks such choi ces.

If one is seriously ill the nearest urban hospital may be
used, with all the attendant problens of transportation
isolation fromfamly and friends and the added expense.

Some small towns have no physicians or dentists. Qhers
must rely on circuit riding heal ers, who serve each of
several small towns one or two days a week . . . Still
others nust make do with |ess adequately prepared pro-
fessional s than they could find in cities.

Rural comunities tend to be one or two industry or

conpany towns [e.g., farmng, agribusiness, mning].
Frequently, the industries are unattractive to young
men and women.

Many rural areas , perhaps nost, lack efficient, |ow
cost public transportation. But the available jobs may
be mles 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 witings

of Floyd Hunter (1969). The Lions Club, Rotary C ub,

Met hodi st Church and city council are frequently governed
by the local wealthy citizens, no matter who the officially
designated presidents, mayors or councilmen are.

Anerican Indians, Chicanos, and Blacks continue to report
being singled out for special punishnment by local |aw en-
forcement officials who are products of the sane 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 nunber of other institutions such as
civil rights organizations, legal aid agencies and govern-
ment of fices that conduct nonitoring activities that, in



turn, make officials nore responsive to the protection
of human rights and less inclined to act inappropriately.
Rural comunities are too small to support such institutions.

: the church plays a major role in rural comunities,
perhaps a greater one than in urban areas. ne's religious
affiliation is an inportant consideration for newconers

to small towns.

I npersonal services are unconmon in a setting where every-
one knows everyone else or at |east everyone else's relatives.

taking social or political positions that differ from
those dictated by the conventional w sdomof the rural com
munity may lead to social and professional ostracism

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

What does all this nean? It means that there are both positives and nega-
tives associated with nost rural characteristics and norms. |t does not nean
that those of us interested in expanding services for the devel opmental ly dis-
abl ed shoul d unquestionably support all rural nornms. W nmust, however, be able
to understand and accept those norms and work for change at a pace acceptable
to the rural people thensel ves.

The Formal and Infornal Services of Rural Areas

Recent contributions to social service literature (see, for exanple,
Buxton, 1973; Segal, 1973; Koch, 1973; Mernelstein and Sundet, 1973; Ml ler,
1976) have identified several features of service delivery which are unique
to rural areas. The literature also indicates that strategies and prograns
devel oped in urban areas cannot be sinply "transplanted" into rural areas or
smal | towns.

While it is true that rural commnities have fewer formally organized
prof essional services and agencies, it is a serious error to assume that a
particular service is not being provided sinmply because a formal organiza-
tion does not exist to provide that service (G nsbherg, 1973). It is inpor-
tant to renmenmber that informal systens of service are common to rural areas.
Patterson and Twente (1971) termthese informal arrangenents "natural service
systems” or "natural helpers.” Mre recently, the National Association of
Social Workers has published a book on natural hel ping networks (Collins and
Pancoast, 1976). These natural service systems include neighbor hel ping
nei ghbor, |oans among friends, service club involvenent in helping specific
famlies or specific handi capped individuals, hiring of people who need a job
rat her than people who have the skills, etc. These informal arrangenents tend
to develop in the absence of formal services. The rural professional must wn
access to the natural service systemand insure that his or her fornal and
agency- based approach works in accord with the informal arrangenents. This
means devel oping and nurturing friendly relationships with local mnisters,
physi ci ans, teachers, service clubs, agricultural extension agents, community



| eaders, etc. It has been observed that service clubs play an especially im
portant role in the informal delivery systemat the local |evel (G nsberg, 1969).
These informal networks |ack the sophistication and know edge base of profes-
sional ly organized programs but they do performa valuable function and are
usual Iy "supported" by the influential citizens and comunity |eaders making
up the power structure. If a newformal plan for the devel opnent of human ser-
vices poses a threat to these informal service structures, it may encounter
consi derabl e resistance. However, Wlie (1973) has observed that this infornal
hel ping network may be nore of an asset than a liability in devel oping a new
formal service systemin rural areas.

Here is a mighty resource for the social planner, a pool of
peopl e accustoned to hel ping each other, a pool of people
already accepted and identified by the conmmunity as hel ping
agents, and people who can be easily identified . . . the
challenge is to strengthen and expand this natural network

by preserving the natural ness rather than inposing profes-
sional standards and norms. In other words, . . . what we
have there already may be quite good in its own right. (p. 26)

Despite sone obstacles to change in rural areas, unique potentials are
also present. One is the sense of pride and comunity spirit that exists in
many rural areas. These elenments are especially strong in relation to self-
help activities and "taking care of our own." |f new program ideas and plans
are generated fromwithin the comunity and are supported by respected citi-
zens, the rural community is capable of rapid and surprisingly innovative
action. On the other hand, plans or prograns which are inposed upon small com
munities by "outsiders" often meet with passive resistance or fail to wn sup-
port necessary for inplementation. Thus, it is essential that parents, "na-
tural hel pers" and menbers of the power structure be involved in any planning
process which affects rural conmmunities. Not only is their involvement neces-
sary to win acceptance of new concepts and new prograns but many of these sane
individuals are needed to formthe nucleus of volunteers which are so necessary
to rural programs. As one mght expect, it is no small task for regional or
state planners to strike a balance between a comunity's unique desires and
val ues and the bureaucratic requirements of |arge scale social planning and
funding constraints.

Those wi shing to escape the urban scene should not nove to a rural com
munity expecting an unconplicated life. The dynamcs of rural conmunities are
far fromsinple. According to Gnsberg (1969):

Rural conmunities are often as sociologically conplex as
urban comunities. Many of their characteristics may be
based upon little renmenbered but neverthel ess influential
historial events focused on famly conflicts, church
schisms, and a variety of other occurences which may de-
serve the status of legends. (p. 30)

Unl ess sonmeone in the comunity chooses to informyou of these "historica
events,” you may live in a comunity for many years and remain baffled at the
| ocal behavior and the patterns of cooperation and noncooperation



The "history" of interpersonal relations in the small comunity has an
obvious effect on service delivery. Vo runs or staffs a program may have
mich to do with whether or not a particular service is utilized by particular
famlies. Thus, in the selection of staff, their personal background or "inmage"
in the comunity is of critical inportance, sonetines of nore inportance than
their professional conpetence.

The provision of services on the Indian reservations common to nany rural
areas presents an even greater challenge. Qultural difference and inter-tribal
conflicts can conpletelybaffle the white, mddle class professional or social
planner. The usual approaches to service delivery and notions of professional/
client relations are contrary to the tradition of noninterference. Good Tracks
(1973) explains noninterference as foll ows:

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 sonething foolish or dangerous. Wen an Anglo
is noved to be his brother's keeper and that brother is an Indian
therefore, alnost everything he says or does seens rude, ill-
mannered or hostile.

.. . the Indian child is taught that conplete noninterference
with all people is the norm and that he should react with
amazenent, irritation, mstrust 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 nodi-
fication, parent training, advocacy, etc. indicates that nost of us have been
taught that interference is acceptable, even desirable.

The Rural Famly

It is difficult, perhaps inpossible, to fornulate valid generalizations
about the rural famly. Cearly, rural famlies are experiencing the same
stresses and strains that affect all nodern famlies. Yet there are hints that
there are a few differences between urban and rural famlies. Rogers and Burdge
(1972) state :

The famly is changing, but rural famlies have tended to lag
behind urban famlies on many of the trends and changes taking
place. For exanple, rural famlies are still larger in size
than urban famlies; they have retained nmore of the tradi-
tional famly functions, are nore father-centered and have
fewer divorces. (pp. 194-195)

Qur approaches to service delivery should recognize such difference and build
upon them Berkley (1976), for exanple, has observed how the tradition of hos-
pitality can be utilized in gathering research and diagnostic data from rural
famlies.

Refusing hospitality is a gross mstake in a rural setting.
| was always served tea or coffee and frequently was invited
to stay for neals. Mealtime is usually the only tine the



entire famly is assenbled at once. The atnosphere around
the table is nuch nore relaxed and decidedly nore informa-
tion can be obtained . . . than in a fornmal interview
setting. (p. 3)

Berkley also states that many rural famlies felt their devel opmentally
disabled child was fairly well accepted by comunity people

this observation seemed to come nore from persons

who had lived in the comunity . . . for arelatively
long period . . . and had est abl i shed good community
relationships . . . There also seens to prevail an air

of the '"extended famly' in rural settings - enotional

and psychol ogi cal support of a famly who has a handi -
capped nmenber cones from friends and nei ghbors - as con-
trasted to our 'professional extended famly' that exists
in large urban settings in the formof specialized ser-
vices and . . . professionals. (p. 6)

Because formal hunman service organizations are few and far between, many
rural famlies have had little or no experience with such organizations. Mny
do not know how to find or utilize the few services that do exist. Thus, qua-
lity information and referral service and the professional roles of social
broker and advocate-onbudsnan take on added inportance in rural areas.

Confidentiality In Service Delivery

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

Scrutiny of everyone by everyone else is often character-

istic of rural comunities and what one does in his or her

spare time, in the evenings and on weekends, is often a

matter of public concern and discussion. (Gnsberg, 1973, p. 9)

That lack of privacy and anonymty presents sone obvious problens 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 problens (e.g., physical therapy, nedical treatnent, etc.)
there seemto be few conflicts. |f, however, the individual needs professiona
help with personal or famly problens, social or emotional ones, he/she may
avoi d being seen at agencies or offices providing such assistance. Wile
working in a rural area of Colorado, this author observed that some individuals
and famlies preferred to drive 50 or 60 mles to a "strange town" in order to
keep appointnents with traveling nental health teans even though the team was
in their own comunity on a regular basis.

The rural professional is often placed in the rather awkward position of
serving on conmttees or attending social and community gatherings with his/
her clients. This can make both client and worker a bit unconfortable, espec-
ially if they have shared highly personal matters.



Pr of essi onal Resources

Rural communities can rarely support or afford a variety of professionals
with specialized know edge or skills. Thus, as is true for nmost human service
professionals in rural areas, the professional working in rural programs for
the devel oprental |y disabled is forced by circunstances to becone somewhat of
a generalist. Feware able to specialize. Mst rural professionals work with
clients having a wide variety of problems and needs and nmpbst nust carry adnmin-
istrative, planning and conmunity organization responsibilities in addition to
direct service duties.

The author has observed a fairly high rate of burn out among professionals
in rural areas, especially those who nust do extensive traveling. Burn out is
probably also related to the breadth of their duties and feelings that they have
to know a little about everything but are denied the satisfaction of feeling
they are really conpetent in one special area.

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

Very inportant skills are those related to the training and utilizing of the
vol unteers and paraprof essionals who nust often carry heavy responsibilities in
rural prograns. Prograns in continuing education and staff devel opnent are vi-
tal to agencies which are staffed by many nonprofessionals and by professionals
who nust carry a wide range of responsibilities.

It is also inportant to note that the professional in rural areas mnust
often assume roles quite unlike those he might have in a large netropolitan
area. In conparison to urban areas, rural area residents place |ess value on
prof essional credentials and "expert opinion." Whether or not a professional's
suggestions are accepted often depends on his informal behavior and how he re-
lates to "ordinary people" in social situations.

Because many professionals live and work in small, isolated conmunities,
they often suffer fromloneliness and a lack of professional stinulation. Super-
vision and consultation are often unavailable. Professional organizations are
general |y weak because of the small number of professionals in any one conmmun-
ity and the great distances between communities. Agency libraries, if they
exist at all, are usually inadequate.

Because so few agencies offer enployment opportunities, rural workers are
understandably reluctant to engage in actions which nmight jeopardize their jobs
(e.g., advocacy, public criticismof the "system" etc.). A protest resigna-
tion or an involuntary loss of one's job because of "boat rocking" often neans
that the worker nust abandon enployment in the human service field or |eave the
state to secure sinilar enploynent.

Unusual dress and unorthodox behavior can have an inmmediate and devastating
ef fect upon a professional's ability to function in the community. Comrunity
acceptance is precious and essential to the rural practitioner, and it nust be
nurtured constantly. Community acceptance cones slowy and is based al nost
entirely on personal and informal behavior rather than professional credentials,
previ ous experience or formal education. A newconer to an area is always treated



as an outsider. It may take years before he or she feels a part of the comun-
ity.

Econom ¢ Issues In Rural Areas

It is commonly assuned that a "unit" of social or human service costs
about four times nore 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 fromwork, 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 prograns is a common problemwthin
all human service networks, including the devel opmental disabilities service
system A mgjor cause of this problemis the multiple sources of 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
whi ch can be provided and eligibility. Thus, coordinated funding appears to
be a prerequisite for a coordinated service delivery system

The small number of devel opnental |y disabled persons in any one comunity
makes it economcally unfeasible for all comunities to devel op a conprehensive
service system Rather, services must be regionalized. Ideally, they should
be planned and adm nistered at the regional |evel (Scheerenberger, 1974).

For the rural area, regionalization means the utilization of some type of
mul ti-county organization. Gven the fact that nost rural comunities and
countries are rather provincial in their outlook, the creation and maintenance
of such an organization can be a frustrating admnistrative experience but a
good education in courthouse politics.

Organi zational Resources in Rural Areas

Purchase of service contracts are commonly used to provide public funding
to private organizations. G lbert and Specht (1974) note that the purchase of
service funding mechani sm has both advantages and di sadvant ages.

The major virtue of these forns of subvention to private and
vol untary organi zations is that they provide a varied means
for starting government prograns quickly. They avoid the
rigidities of civil service and bureaucracy. Such character-
Istics are advantageous for public programs for small specia
groups of clients and for experinents or denonstrations.

For the voluntary agency, the obvious advantage of these
arrangenents is access to the public coffers as additiona
sources of income. But they pay a price. To the extent
that voluntary agencies are supported by government funds,
they forfeit sone degree of autonomy. Consequently, these
agencies are limted in their ability to function as agents
for the expression of new or unpopul ar ideas, as critics of
public services, and as the guardians of pluralistic val ues.
In the extreme, voluntary agencies may sinply become an in-
strument of governnment policy. (p. 150)



In rural areas the flexibility of this mechanismis especially attractive
because it pernits the shaping and nol ding of programs to fit local situations,
traditions and values. As previously indicated, programs designed and operated
by local people are more likely to be accepted and supported by the comunity
even though they are state funded. The comunity tends to view them as "out
programs.” By conparison, state operated programs have a harder tine winning
community support.

The purchase of service nechani sm does, however, face some special prob-
lems in rural areas. The approach presumes that private human service organ-
i zations exist and that they are capable of modifying or expanding their pro-
gram so as to provide purchaseable services. WlIl established private agencies
are rare in rural areas. Those that exist tend to be small and fragile. Mny
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-
gani zations are seldom capable of planning and devel oping the sophisticated
trai ning and behavioral shaping programs needed by the nore severely retarded
or those with behavioral problens.

Not infrequently, agency board nmembers and key decision makers within these
smal| organi zations are unaware of successful prograns in other parts of the

country. Innovations or program changes are nore likely to be based on the ex-
perience of a programin a nearby comunity 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 provision of badly needed services.
Unfortunately, a newy created organization nust devote nost 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 conmunity may have a difficult tinme adhering
to performance standards established by the state funding agency. This places
state agencies in an awkward position of funding programs which |eave nuch to
be desired in the way of quality services.

ARC s (Associations for Retarded Citizens) and other self-help or consumer
groups in rural areas, are usually small and relatively weak. Physical distance
between families and the reality that there is a finite limtation on human en-
ergy and commitnent makes it difficult to muster and maintain a stable advocate
organi zation. In another exanple frommy 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 phenonenal

Concl usi on

Rural areas are different fromurban areas. Prograns and services devel-
oped in netropolitan areas and designed to serve persons living in urban areas,
sinmply cannot be replicated or "transplanted" in rural areas or in a small com
munity. Rural-urban differences nust be recognized. Planning and service
delivery in rural areas must be built upon the rural culture and character-

i stics.
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CHAPTER 3

KITTENS VERSUS CATS

by
Roger Harper and Robert Schal ock



"Kittens versus Cats' presents sonme strategies for devel oping effective
rural prograns, with enphasis on problens specific to devel opmental prograns
for adults. The chapter challenges the frequent assunmption that rural areas
can not devel op conpl ex prograns.

Roger Harper is the Regional Director of Md-Nebraska Mental Retardation
Services, Hastings, Nebraska, and Robert Schal ock is a consultant to that
program



Rural DD Service Delivery Systens face unique problenms related to fi-
nanci al resources, transportation, linited professional generic staff, avail-
ability of trained personnel, limted existing facilities and a sparse and
usual Iy scattered population. These problenms conbined with a frequently held
fictionalized caricature of what "rural" really represents often creates a
substantial barrier to the devel opment of service delivery systems. The ex-
i stence of some superb, fully accredited rural prograns attests to the fact
that in spite of unique problems rural prograns can and should be devel oped.
W will discuss an effective strategy to develop rural programs later in
this chapter, but if we could at this tine assune that even if a given rura
area had no problemwith funding, it could still fall prey to the biggest
and nmost chronic problem associated with services to adults. This problem
is encapsulated in the frequently used aphorism "everyone loves a kitten and
no one particularly likes a cat." It is easy to see that child devel opnent
prograns based on the devel opnental nodel (kitten) are nore warmy received
by the public than sheltered workshops (cat) for adults. The inplications of
accepting one of the other of these nodels are obvious if one conpares the
assunptions and attitudes underlying each

"Ki ttenMdel" "Cat Model "
Expect Changes Don't Expect Changes
Accel erate G owh Potential Declining Gowh Potential
Educational Prograns Mai nt enance Prograns; Limted Exits
Defined Exits No Age-Appropriate Materials
Age- Appropriate Materials Low Staff-Client Ratio
Hgh Staff-Cient Ratio Potential |y Dangerous

Cuddly and Defensel ess

Perhaps because rural DD prograns have unknow ngly accepted the "Cat
Model ", or because of those unique problens nmentioned above, rural areas have
generally not taken the time or noney to develop, for adults, alternative sys-
tenms to the traditional sheltered workshop. The purpose of the current paper
is to denonstrate that by divesting oneself of both the "Cat Mydel" and the
sheltered workshop - large group hone concepts, an adult program can be de-
vel oped that fosters individual growh and results in client placement. Ob-
viously, one's children's programshould also follow a devel opmental nodel .

For rural areas that do not have the popul ation base to support a Devel oprent al
Center, we would highly recommend a Homebound program nodel ed after the Portage
(Wsconsin) project.

The essential characteristics of the Md-Nebraska program include the
followng: first, it enbraces a devel opnental nodel for adults; second, it
is client centered with identified progressions toward defined exits; third,
it provides the client and staff with one consistent nessage during the pro-
gramday; fourth, it provides age-appropriate materials that allow staff to
assess client strengths and weaknesses, to develop renediation strategies, and
to evaluate systematically client progress.



The Adult programis divided into three tracks ("Three Track Systent) in-
cluding Basic Skills, Independent Living, and Conpetitive Enploynent. The
progressions for each track are presented bel ow and reflect an attenpt to or-
gani ze our philosophy into programalternatives. The alternatives are arranged
in a hierarchy, weighted to the degree of nornalization

Basic Skills
PERSONAL INDEPENDENCE FULFILLED

—

Functional and Adaptive Behavior

Response/Skill Acquisition
Sensory-Motor
Auditory-~Visual Processing
Symbolic (including Language)
Self Help

Response/Skill Deficits

DEVELOPMENTAL
NEEDS

e

PERSONAL DEPENDENCE UNFULFILLED

ly acquiring the above meniioned skills, clients can then move toward t
wo defined exits in the adult track through the following progressions

Independent Living

TOTAL SOCIAL INDEPENDENCE _ FULFILLED

Individual Living

Shared Apartment

Staffed Apartment

Alternative Living Units

Group Living-Small {2-5 Residents)
Group Living-Medium (5-10 Residents)
Group Living-targe (10 + Residents)
Nursing Home

State Institution

NEEDS

&— DEVELOPMENTAL ey

TOTAL SOCIAL DEPENDENCE UNFULFILLED



Conpetitive Enploynment

TOTAL ECONOMIC INDEPENDENCE FULFILLED

Full-Time Employment

Permanent Part-Time (Several Jobs)

Part-Time Employment (0dd Jobs)

Home Industries {Integrated with Community)
On-The-Job Training

Work Training (Competitive Employment Track)
Sheltered Employment

Work Activities

Inactivity

& DEVELOPMENTAL
NEEDS

TOTAL ECONOMIC DEPENDENCE UNFULFILLED

The three tracks are operated in each of the seven area prograns com
prising Md-Nebraska Mental Retardation Services. Each track has its own
staff, program conponents (including screening test and renediation-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 renediated through systematic prescriptive program
mng. Progress is nonitored graphically through reassessnent of the originally
assessed target behaviors. Sequentially, adult clients mve from

ENTRY |5 | BASI C SKI LLS }3{ | NDEPENDENT LI VI NG —»| COVPETI TI VE  EMPLOYMENT =2 EXI T

Basic Skills focuses on renediating response deficits relative to sen-
sory-motor functioning, auditory-visual processing, |anguage, synbolic opera-
tions, and social-enotional devel opment. |ndependent Living, which is taught
during a full programday in the setting of the community residences, focuses
on independent living skills including personal maintenance, clothing care and
use, honme maintenance, food preparation, time managenent, social behavior
community utilization, conmunication and functional academcs. Conpetitive
Enpl oynent 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. Copies of the Screening Tests
and Teaching Manuals are available from Md-Nebraska Mental Retardation
Services, 518 East Side Boulevard, P.Q 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 devel opment of a non-contract oriented pro-
gramwith the highest nunber of placements and |owest amunt of attrition in
pl acenent annually in the state. In addition, the programnot only places
people in conpetitive enployment, but also attends to independent Iiving
training and placement. It has been our experience that |ndependent Living




training is not only a vastly nore conplex subject than Conpetitive Enploynent,

but also is a primary prerequisite to successful vocational placement. In
addition, the programhas seen skill acquisition in all clients, with the
greatest acquisition percentage in the lower 1Q groups. And finally, the
program has truly planned for, and succeeded, in inplenmenting deinstitutionali-
zation.

I'n conclusion, although we have used this forumto focus on one basic
problem found in the establishment of DD services that is not necessarily
unique to the rural area, we firmy believe that just to have some services
in the rural area is only "half a loaf" and because we are few in nunber,
we don't necessarily have to be poor in quality. It has been our experience
that despite numerous problens, which are frequently overly stressed and
sonetimes become justifications for the low priority given to rural programs,
the fact is that with sufficient funding, rural areas can devel op viable pro-
grans for serving handicapped citizens of the area. The first task is to
believe it can be done, and the second is to nobilize parents to demand from
their state legislators the noney to provide for normalizing and devel opnenta
programs. This process nakes use of a local |obby of parents and relatives
who sensitize the legislator to the unmet need and apply a constant pressure
until the lawraker indicates that he too feels DD is a high priority along
with sone peace and quiet on the home front. The analogy of the "starfish
and oyster"” is appropriate here. The starfish (like the parent) knows that
there is sonmething he wants very badly fromthe oyster (which in this case
woul d be the State). Although the oyster has an inpervious shell to protect
him and stronger nuscles to prevent the starfish from opening the shell, the
oyster will always be the |oser, sinply because the starfish can apply two
fresh arns when the ones he has been pulling with tire, whereas the oyster
cannot. By using lesser strength for a longer period of tine, the starfish
Is assured success. After funds are available, one needs to come to grips
with the devel opnental nodel, including prioritizing levels of |east restric-
tive alternatives and devel oping programs to inplement them Although stan-
dardi zation of prograns, as described above, contains dangers related to
potential stagnation and pedantic approach, it has been our experience in
dealing with the nmentally retarded that m xed program nessages are confusing
to the client and require excessive program conpetencies of the staff. W
therefore enbrace a singularly sinple approach to a very conplex and difficult
chal lenge. W offer this paper as a sincere effort to share our experiences
with others in the rural areas and feel a communication bridge nust be estab-
lished in order to overcome the self-fulfilling prophecy that rural areas
cannot cope with the conplexities of establishing viable DD service delivery
syst ens.



CHAPTER 4

DEVELOPMENTAL DI SABI LI TI ES
MANPOAER DEVELOPMENT | N RURAL AREAS
County Agents Mbdel

by
Fl oyd Dennis



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 program is described by Floyd Dennis, Community Program
Coordinator at the John F. Kennedy Center for Research on Education and
Humen Development at George Peabody College for Teachers.



Living in our society is a conplex process. Wether one lives in a rura
or urban setting, relationships to people and to things' are far nore nunerous
and demand far nmore ability than in past generations. At the same tine the
cl ose personal, interdependent and supportive relationships that existed in
our nore bucolic past have been diluted. Fast transportation, changes in
housing and fam |y patterns, altered production and comrercial practices, and
i ncreased professionalization of all sorts of activities have contributed to
this dilution.

Even the Suprene Court of our country has recogni zed the increasing com
plexity of relationships by observing that "it is doubtful that any child may
reasonably be expected to succeed in life if he is denied the opportunity of
(formal) education."? The point is this: adapting to the conplex relation-
ship involved in today's environment is a difficult task for those w thout
devel opnental disabilities; it is even nore difficult for persons with devel -
opnental disabilities. Assistance fromothers is particularly vital to them

Wl f Wl fensberger and others,3 |looking at the roles of those who provide
assi stance have pointed out the inportance of seeing the helper's role as in-
volving two classes of functions. One of these, the instrunental function,
invol ves acting as an instrunent to do something the protege cannot or does
not do for hinself. Changing a diaper, preparing food, delivering the protege
to necessary health services, providing exercises and washing clothes are all
exanpl es of functions enconpassed within the instrunental role, in other words,
the instrumental functions hel pers performare those which solve practica
probl ens of life such as bathing children, washing di shes, attending health
needs or earning a |iving.

The other aspect of a helping role involves the expressive or affective
functions. These are perforned by relating to the enotional or spiritual needs
of the protege. The hug, the pat on the back, "very good," "I love you," "you
can do it," are comon tools of the expressive role. In other words, the ex-
pressive functions involve the exchange of affection that neets deep seated
needs and that often makes instrunental demands rmeani ngful or bearable.

In sinpler times past, developnmentally delayed and devel opnental |y dis-
abl ed people had easier access to a larger nuclear famly, including grandnothers,
uncl es, sisters augnented by easily accessible neighbors who could contribute
to performng both instrumental and expressive functions. Now, because of
di spersal and living styles that require less personal interdependence, this
resource pool is substantially dinminished. Consequently, the resulting deficit
must be met in other ways or go unmet.

The process of integrating and maintaining individuals in Arerican society
commences before birth and continues throughout adulthood. It involves at
| east three sets of systens that have evolved for that purpose. These three
sets of systens may be referred to as the Key Integrating Systens of Society
(KI'SS), the In Trouble Systens (I TS), and the Institutional Care Endeavors (ICE).4




In addition to the nuclear famly, the Key Integrating Systens include the
Heal th System Neighbors or Comunity G oups, the Education System Comunity
Residential Prograns, and perhaps Churches, Boys Clubs, and other agencies
(depending upon the scope of the adjective "Key"). The In Trouble Systens in-
clude the Law Enforcement System the Court System Welfare and other Social
Service Agencies, Area Mental Retardation Prograns, Diagnostic and Eval uation
Prograns, Vocational Rehabilitation Services, and so on. The Institutiona
Care Endeavors include facilities for juvenile delinquents, psychiatric
hospitals, prisons, residential schools for the handi capped, such as blind,
deaf and retarded citizens and perhaps other specialized residential facilities
which are to sone degree insulated from the conmon society.

It is the role of the Key Integrating Systems of Society to assist each
child and inpaired adult to devel op those el enents of behavior required to adapt
to the demands of society at the level of conplexity our society expects in
each stage of the person's developnent. This is done by teaching coping skills
(e.g., wal king, speaking, reading, socializing, etc.) and by elimnating those
behaviors which are seen as deviant at certain stages of development or in
certain situations (bedwetting, crying, thunb sucking, acting out, etc.).
From a prevention standpoint, the Key Integrating Systens can be seen as charged
with elimnating behavior (or dependency) inappropriate for the devel oping 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 |abels
(e.g., unruly, delinquent, disabled, dependent, deaf, autistic, enmotionally
disturbed and the like). This |abel generally signals a turning to the In
Trouble Systens to assist in bringing the behavior under control or it sig-
nal s an abandonment by the Key Integrating Systens of sone or all of the in-
strumental and expressive functions regarding the person labelled. Wth a de-
gree of frequency many experts in human devel opment are beginning to question
the use of In Trouble Systens (or shifting the burden to In Trouble Systens)
too often results in assigning to the Institutional Care Endeavors the respon-
sibility for continuing virtually all of the needed instrumental and expressive
functions at a place apart fromwhere the Key Integrating Systens function
Thus the child or disabled person is extruded fromthe Key Integrating Systens
and into the In Trouble Systems or the Institutional Care Endeavors.

In order to assist the reader in visualizing the foregoing proposition
systematically, Figure 1 seeks schematically to present the three sets
of systems and some of the concepts on how they are grouped, how they inter-
face, and how children nove fromone to the other. Once we agree to visualize
the systens in this way, we can proceed nore systematically to |ook at manpower
needs for achieving appropriate goals for services to devel opnentally disabled
citizens.

It is now generally allowed that all human beings, including those with
devel opmental disabilities, are developing organisns.5 They devel op through
predi ctabl e stages and each of these stages involve predictable and often crit-
ical decisions and tasks. Always, the overriding goals are

a) to increase the conplexity of behavior of the disabled person

b) to increase the control over the environment by the disabled person, and

c) to promote the ordinary human and social characteristics of the disabled
person."
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Experience seens to teach us that these goals can be met better if we
utilize the patterns and conditions of everyday life which are as close as
possible to the norms and patterns of the mainstreamof society. Looking
at Figure 1 representing the Key Integrating Systens 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-
ring patterns and conditions of everyday life with less effort than the Insti-
tutional Care Endeavors. This suggests that allocation of manpower and ot her
resources to intervene to pronote the goals of increased independence and in-
tegration for devel opnentally disabled citizens is affected by whether the
actors are based in a Key Integrating System the In Trouble Systemor the In-
stitutional Care System Gven the same anount of skill and energy, one working
out of Key Integrating Systemmight well wutilize naturally occurring events
and opportunities to meet the instrumental and affective needs of devel opnmen-
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 developnentally disabled child or adult to learn to operate an
ordinary kitchen, dining room bedroomor bathroomrequires far less get ready
time in a famly residence or apartment than in an institution designed to
serve large nunbers of handi capped individuals. Likew se learning to use pub-
lic transportation or learning to get about safely in a community shopping
district can be achieved with less expenditure of manpower from a system situ-
ated in the comunity where the devel opnental ly disabled person will ultimately
function than in one renmoved fromthe place of ultimte function

On the other hand, it could be argued that the task of assuring a life of
opti mum i ndependence and integration into society for devel opmentally disabled
persons involves nore than changing the behavior and the conditions of the
person himself. Not only nmust we seek to alter the inmpairing conditions of the
devel opnental |y disabled persons and to pronote nore conplex behavior and skill
to assure successful adaptation, we also nust elimnate disabling characteristics
and behavior presented to that person by the significant other places, people
and things in his life. This argunment night continue with the proposition that
specialized residential facilities with specially designed equi pment and special -
Iy trained people can sufficiently reduce the demands nade by the environnent
upon the devel opnentally disabled person and thus ensure that he can progress
more or live longer and better outside the less adaptive mainstream of society.

Though mindful of the argunent presented in support of highly specialized
facilities and highly specialized interdisciplinary teams, our ow experience
with severely and profoundly devel opnentally disabled people persuades me that
only in exceptional circunmstances and for short periods of time do devel opmentally
di sabl ed people nake their nmost profitable and permanent gains outside the hone
comuni ty and the mainstream of society. However, to achieve |asting progress
in the community, we nust provide a continuum of services working toward change
and inprovement in four distinct but interrelated domains. These domains are
the followng

The condition of the individual

The behavior of the individual

The condition of significant other systems, and
The behavior of significant other systemns.

PwoNPE

This view is represented in Figure 2 on the follow ng page.



Figure 2

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

The purpose of intervention in these four domains is to inprove the
appropriateness and fit among them so that each can nore easily adapt to the
ot hers.

Condition of the individual: Some inprovement in the condition of the
indi vidual can be wrought by actions that do not require a substantial change
in the behavior of the individual. Here are exanples of this:

1. Conplete cleaning of the teeth can result in the elimnation of
of fensi ve odors.

2. Othopedic procedures can straighten feet or |inbs.

3. Addition of glasses and hearing aids can inprove sight or hearing.

4, Dressing in well fitting, appropriate, normal clothing, and styling
of the hair can create nore attractive appearance that dramatically
influences relationships and self-concept.

Behavi or of the individual: A uniform system of assessing the health and
| earning needs, pinpointing behavioral mlestones in a proper sequence and im
plenenting a process of education and devel opnmental procedures that can be
measured with precision will produce increased conplexity of 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-
tional trainers, house parents, and significant others that can be |ocated in
most all rural communities.

Changing the condition of significant other systens and settings: W nust
careful Ty distinguish between inpairment of the individual and disability associ-
ated with that inpairment. A nonanmbul atory person approaching a
building with steps may be disabled from gaining access. The disability may be
elimnated by altering the character of the entrances and exits to the building.
Li kewi se, a person may have an inpairnment which interferes with ability to con-
trol the light in his or her bedroomby flipping the switch on the wall. This
disability mght be elimnated by altering the way the lights are turned on and
off. One can think easily of other exanples of how change in the conditions of
significant other settings can reduce disability.

Changi ng the behavior of others who interact or should interact with the
inmpaired individual: The way other systenms behave can dramatically enhance or
encunber the independence and integration of devel opnental |y disabled people.
For exanple, the behavior of zoning and |iscensing personnel, of physicians and




other health care personnel, and of enployers can contribute directly to success
or lack of success of devel opnentally disabled people. [If a school age student
requires medication to control seizures, access to regular classes or special
education classes in comunity schools may be influenced. Were a school has
insufficient nurses they may be unable to provide and nonitor necessary medical
services. However, if the health care system systematically achieves optimm
dosage that can be given at tines other than school hours, this obstacle to
school admssion is elimnated. The same nethod experts use in pinpointing
behavi or and devel oping strategies for achieving changed behavior of devel op-
mental |y disabled students can be generalized to targeting and changi ng behavi or
of significant others, be they doctors, policenen, parents, zoning boards, or
whonever .

[f we grant for the sake of argument, that the foregoing propositions are
reasonable we can go a step further. Adding it all up we can borrow fromthe
Tennessee Re-Ed Project, the followng view of the situation

VW assunme that each person is an inseparable part of a small
social system of an ecological unit nade up of the person, his
famly, his school, his neighborhood and comunity. The system
may become "Go" as a result of marked inprovenent in any conpo-
nent, or it may work as a result of nodest inprovement in all
conponents.

...The task is to get the individual, famly, school and commu-
nity just above the threshold in the requirenent that each com
ponent makes of the other conponent.

[f we wish to represent this by a chart, we may find the individual and his
worl d appears either as represented in Figure 3 or Figure4.

Figure 3
THE INDIVIDUAL AND HIS WORLD BEFORE DEVELOPMENTAL NEEDS MET

Circles 1 through 6 are systems important to the individual.
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In order to pronmote effective interaction between the systens it is inpor-
tant to have soneone performng what mght be called the |iaison function.
This function can be perforned directly by a county agent for famlies or
through volunteers. It is nost effectively perfornmed by soneone who is not
in a chain of command that has direct service responsibilities. The role is

schenatically depicted by Figure 5.

For each individual in whomyou are interested you woul d place different
names in circles one through six of Figure 4. In each case you would list those
others who are nost significant in the life of the individual. Mst likely you
woul d include nmenbers of a Key Integrating System and perhaps sone fromthe In
Troubl e Systens. You would probably include famly, residential system and

ot hers.




