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PRLEFACE

the information contained in this report represents an initial
effort to answer an intriguing question: How can an advisory council
effectively influence the operation of programs and agencies over
which it possesses relatively little fiscal coatrol? More specifi-
cally, this question is raised within the context of a state planning
and advisory council for developmentally disabled citizens. The
question emerged in reaction to a federal mandate that such councils
be responsible for statewide planning and evaluation of services for
developmentally disabled people, even though these councils administer
only a verv small proportion of the dollars that are spent for such
services throughout the state.

In an attempt to implement this mandate concerning planning
and evalualbion, the Oregon Developmental Disabilities Council and the
Research and Training Center in Mental Retardation at the University
of Oregon have collaborated on a Federally supported project to design
an effective planning and evaluation strategy that might be used by
developmental disabilities ccuncils throughout the country. The
first year of this project, which is the subject of the present report,
stowed progress in implementing the planning part of the strategy.
Next yazar's effort will be ccncentrated on evaluation activities.

Pari: One of this report describes project activities, and Part
Two reproduces training materials that have been developed to assist
developmental disabilities ccuncil members in understanding the pro-
pcsed strategy. The appendices include materials that were produced
by the Oregon Council in the course of implementing the strategy.

The staff of this project are particularly grateful to a
number of people for their irvaluable assistance throughout the past
vear. Members of the Oregon Council, while never reluctant to offer
ccnstructive criticism, have always been highly supportive of our
efforts. The staff of the Oregon Council, especially Mr. David
Pcrter, have provided us with assistance in many areas, and next
year Mr. Porter will be devoting half of his time to this project at
Ccuncil expense. Dr. Terry Eidell helped us greatly in canceptualiz-
irg the strategy and working toward its implementation through a
series of workshops. And finally, we are most grateful to Sharon
Bebic and .Julie Pryor for attending to the many details of the day to
dzy project administration.
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INTRODUCTION

Background Information

On Friday, October 30, 1970, President Nixon signed into law
tte Developmental Disabilities Services and Facilities Construction
Act (Public Law 91-517)., This legislation, which significantly
evpanded the scope of the Mental Retardation Facilities Construction
Act of 1963, was designed to provide states with broad responsibility
for planning and implementing a comprehensive program of services for
developmentally disabled citizens. Moreover, the new legislation
authorized a formula-grant program to stimulate the construction of
facilities and the provision of services for all perscens with
developmental disabilities, thereby broadening considerably the scope
ot earlier programs by including not only the mentally retarded but
also those suffering from cerebral palsy, epilepsy, and other neuro-
logical handicapping conditions.,

Current statistics from the Department of Health, Education
and Welfare estimate that 8.7 million children and adults in the
United States suffer from developmental disabilities. OFf this number,
approximately six million are mentally retarded, one million are
eplleptics, 700,000 suffer from cerebral palsy, and one million are
alfected with other neurological handicaps originating in childhood,
but excluding blindness or deafness. Moreover, it is unfortunately
common for severely developmentally disabled individuals te suffer
from two or more debilitating conditions. In general, the more serious
the disability, the more likely it is that the afflicted individual
will be multiply handicapped.

[n order to receive federal aid under this program, each
s-ate must establish a planning and advisory council that can prepare
and evaluate annually a comprehensive state plan for meeting the needs
of ite developmentally disabted citizens. Each annual plan must
dascribe:

1. The current status of statewide facilities and services
for the developmentally disabled, including the quality,
extent, and scope of those services provided under the
following federally assisted prograns:

a. Education for the handicapped
b Vocational rehabilitation

¢. Public assistance

d Medical assistance

e Social services



Maternal and child health

Crippled children's services

. Mental health and mental retardation programs
Other related programs the council deems necessary

=g

2. The methods that will be used by the state to assess how
effectively it is currently meeting the needs of indivi-
duals with developmental disabilities, including:

a. a definition of the population to be served, with
appropriate baseline information;

b. a determination of needs; and

¢. a description of each service program and the proce-
dures for evaluating its accomplishments.

3. The policies and procedures that will be employed by the
state as it expends funds made available under the Act,
including its designation of priorities for allocating
such funds.

In addition to carrying out the above responsibilities, the state
planning and advisory council must inform its public about current
services and facilities available to developmentally disabled people;
it must develop general planning and program policies for such
services; and it must stimulate local planning to assure coordination
of all program activities.

Statement of the Problem

Within this btroad range of responsibilities, the mandate to
state DD councils with respect to evaluation is especially far reaching
and complex. Each council is required to evaluate how well existing
services meet the needs of developmentally disabled citizens through-
out the state. This overall task clearly requires several inter-
mediate steps. The needs of the developmentally disabled must be
ascertained from both local and statewide perspectives. The pre-
valence of the developmentally disabled must be determined, and an
inter-agency format for reporting data must be developed to facilitate
evaluation of client services. A strategy must also be developed
and implemented to integrate these various tasks. And finally, since
the usefulness of any strategy depends upon how well it is under-
stood, training procedures and materials must be developed that will
acquaint council members with both the strategy and their role in its
implementation,

The basic purpose of this project, therefore, has been twofold:
(1) to investigate a strategy that can be employed by state develop-
mental disabillities councils to meet their responsibilities with



respect to planning and evaluation; and {(2) to develop and field
test training procedures that can be used by councils to acquaint
themselves with this strategy.

A Promising Source of Ideas

Nearly all of the requirements placed upon state develop-
mental disabilities councils reflect their need for systematic pro-
cedures for identifying needs, evaluating programs, and allocating
resaurces on the basis of well-developed data systems. Developing
some form of a planning-programming-budgeting system (PPBS), there-
fore, seemed to be the most useful way to help councils meet their
challenge. The relevance of PPB svstems to the needs of such councils
is evident from the literature (see, for example, Lyden and Miller
[:968], and Novick [1965]), especially from the field of public
education where forms of PPBS have been applied in operational set-
tings that are quite similar to those of a state developmental
disabilities council.

Careful review of this literature reveals, however, that the
same model does not underlie all educational PPB systems. Some, for
instance, are based on the original PPBS model developed in industry
and then later emploved in the federal government; e.g., ERMS (Edu-
cational Resource Management System), developed by the Research
Corporation of the Association of School Business Officials (Curtis,
1371). Other PPB systems designed for public scheools are based on
a somewhat different concept; e.g., SPECS (School Planning, Evaluation,
and Communication System) developed at the Center for the Advanced
Study of Educaticnal Administration, University of Oregon (Fidell and
Nigle, in press).

The first of these approaches to PPBS defines a clearly liﬂfff
flow of organizational decision~making starting with the identification
of needs or goals, moving through their refinement, and resulting
eventually in prescriptions for specific operating programs and spe-
cific performance objectives within each program. Subsequent evaluation
of the achievement of performance objectives provides management with
input for revising either goals or operating programs.

The second approach to PPBS involves three ngn-linear components
or activities in which decision~making is not centrally controlledt—
]One of these components is concerned with assessing an organization's
needs and defining its goals. A second component focuses on planning
and evaluating within the organization's operating programs. The
third component monitors the outcome of the other two components
cgﬁ?fﬁﬁﬁﬁﬁr? in an effort to maintain, by influencing resource allo-
cations, the best possible "match” between the organization's needs
or goals and the outcomes of its operating programs. Figure 1 depicts
these two different apprcaches to PPBS.



Figure 1

Comparison of the Two
Fundanmental Models of PPBRS

The Usual Approach to PPBS, as A Modified Approach to PPBS, as
exemplified by ERMS exemplified by SPECS

Needs assessment] - — Needs assessment and i

and goal setting [Decision to-l Goal-setting component j
- continue

Refinement of | program or Z}(Component Interaction) V

goals and defi- to revise e

nition of specifid <l—{goals or | Management Component:

objectives objectives | .monitors needs and goals

7 - R i  to be achieved !

Identification Analysis of .monitors planning and

of programs to program | evaluation of operating

accomplish achievement 1 programs

objectives vs objectives ."matches'" program output

T 2 _ . - with goals ;

Allocation of Monitoring of i.allocates resources to i

resources to —> |program . maintain or improve

programs |achievement + "match" J

[P(Component Interaction)(?

!Operating Program Component]
l.planning .
.evaluation :
.comnunication




Further analysis of these two approaches and their origins
suggests that the usual PPBS model is particularly applicable to
organizations in which management is highly centralized and has
authority not only to regulate, but to define and implement particular
programs. By contrast, the SPECS model seems most applicable to
organizations in which management has responsibility for coordinating
programs with needs, but lacks absolute authority over what actually
occurs in those programs. In such organizations, management can
influence operating programs only indirectly by providing hard data
on the discrepancies which exist between identified needs and current
program outccmes.

A state developmental disabilities council closely approximates
the reole of management in th.s second, modified approach to PPBS.
Although the SPECS training naterials have not been directly applicable
to council activities, for they are designed specifically for public
schools, the basic concepts underlying those materials have been
extremely useful throughout rhis project, and the SPECS operaticnal
documents have provided an excellent point-of-departure in our
davelopment of training materials and procedures for state and local
DD councils.

Project Objectives

Exploring the feasibility of a PPB system for DD councils and
develcping effective training procedures for members of those councils
could not have been accomplished in a vacuum, We were therefore
extremely grateful for the opportunity to collaborate throughout the
y2ar with the Oregon Developmental Disabilities Council in translating
tie mcdified PPBS model into a strategy for planning and evaluation
as wall as a set of training procedures and materials. More specifi-
cally, we have worked to achieve the following seven objectives.

1. The Oregon Developmental Disabilities Council will hecome
aware of its role with respect to evaluation and involved
in the implementation of this role,

2
-

The state council will identify, delineate, and prioritize
its own perceptions of the needs of the develcopmentally
disabled in Oregon.

3. Local developmental disabilities committees will ddentify,
delineate, and prioritize their perceptions of the needs
of the developmentally disabled in their localities.

4., Local needs of the developmentally disabled will be
assessed in terms of the opiniomns of practitioners who are



serving the developmentally disabled in various public
and private agencies.

625?%?? The state council will arrange for the development of a

p standardized format for establishing a common data base
that can identify and track the services that are being
provided to the developmentally disabled in Oregon.

6. The state council will arrange for the development of a
format for evaluating the effectiveness of projects that
are funded in accordance with the developmental disabilities
state plan.

7. The state council will begin to exert its managerial role
with respect to systematic program evaluation.

Project Setting

Oregon ranks tenth among the states in total area (96,981
square miles) spanning 395 miles from east to west and 295 miles from
north to south. 1ts outstanding geographic feature is the Cascade
Mountain range, which runs north and south for the length of the state
100 miles inland from the Pacific Ocean. The area west of the
mountains has a generally moderate climate and is well supplied with
water, The remainder of the state, comprising approximately two-thirds
of its total area, experiences greater extremes of climate and has
many arid regions. Approximately two-thirds of the state's current
population of 2,1 million residents live in urban environments,
Portland and Fugene-Springfield being the largest of these areas.

Most of Oregon's residents live in the western third of the state,
between the Cascades and the Coast Range.

With respect to developmentally disabled citizens in Oregon,
the following prevalence estimates have been calculated by applying
national prevalence rates per thousand to the 1970 Oregon {ensus data
(Statelof Cregon Comprehensive Developmental Disabilities Plan,
1972):

IMhese particular data represent low estimates of published
prevalence ranges; other data available vary by as much as 30,000
individuals, particularly with respect to the prevalence of mental
retardation in the state.



1. Cerebral Palsy -- 6,251
2. CLpilepsy -- 10,452
3. Mental Retardation -- 37,039

Compar ing these prevalence estimates with available data oun ageuncy
services to developmentally disabled clients, the 1972 State Plan
states "that approximately 70% of the developmentally disabled in
Oregon are either undiagnosed or receive no specialized services" (p.
54).

Within the state, those agencies directly responsible for
acministering the state developmental disabilities plan include the
Ccmprehensive Health Planning Authority and the State Mental Health
Division. Comprehensive Health Planmning, which is concerned with
all health-related activities in the state, is the designated planning
agency; the Mental Retardation Services Sectlon of the State Mental
Health Division is the designated agency for administering special
construction and service pro’ects funded by the Developmental Dis-
abilities legislation,
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METHODOLOGY AND RESULTS

The seven objectives of this project were approached through
a series of activities that included two workshops for Oregon's state
decvelopmental disabilities ccuncil, individual workshops for three
of the state's local developmental disabilities committees, and a
statewide survey of practiticners and experts in the field of develop-
mental disabilities. Furthermore, these various activities, and the
project objectives related tc each, were organized into four major
activity clusters reflecting the SPECS model of PPBS:

1. Overall Strategy for Planning and Evaluation.

Objective 1: State council awareness of and involvement
with its evaluation role.

2. Assessing Needs, Defining Goals, and Setting Priorities.

Objective 3: Local committees' ranking of needs in their
communities.

Objective 4: Practitioner assessment of local needs.
Objective 2: Council's statewide ranking of needs.
3. Monitoring On-Going Programs and Projects.

Objective 5: Development of format to track services to
develeopmentally disabled people.

Objective 6: Development of format for evaluating develop-
mental disabilities formula-grant funded projects,

4, Management and Program Evaluation.
Objective 7: Development of council's management role in

program evaluatiomn.

Strategy levelopment Activities

As indicated earlier, the major goal of this project was to
dovelop and pilot-test an overall strategy that will help state coun-
cils monitor and evaluate the effectiveness of on-~going programs and
activities for developmentally disabled people. More specifically,
an attempt has been made to adapt a particular model of PPBS developed
for schools to the special needs of a state DD council. Once
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developed, the model was then presented and pilot-tested with the
Oregon DD Council. Accomplishment of the project's first objective
involved five activities: (a) adaptation of the SPECS model of a
PPB system, (b) conducting an initial workshop for the Oregon state
developmental disabilities council, (c) development of an initial set
of instructional materials, (d) conducting a second workshop for the
Oregon councll, and (e) revision of the instructional materials,

Development of the Overall Strategy

Development of a moc¢ified PPB system for a state DD council,
including development of ptocedures and materials to explain it, began
in July and August 1972, After reviewing the literature related to
planning and evaluation and studying the organizational and informa-
tional needs of a state council for the developmentally disabled,
basic PPBS concepts were translated into a strategy that spoke
directly to the needs of a state DD council.

Orepon's State Council September Workshop

The first of two workshops for the Oregon state developmental
disabilities council was held near Bend, Oregon, on September 14-16,
1972, After presenting our initial design for an evaluation strategy,
feedback was sought on both the content of the strategy and our plans
for the remalnder of the project year, It was important to know,
for example, whether the strategy addressed adequately all of the
council’s informaticnal needs. Council members were also asked for
suggestions concerning how to refine the procedures and materials
that had been used to explain the strategy, And, perhaps most
important, council support for implementing the strategy during the
remainder of the year was requested and obtained. Nineteen members
of the Oregon Council attended the workshop. (See Appendix A for
detailed information about workshop's participants and its agenda
of activities.)

Reactions to the workshop's activiiies were generally positive,
Most participants found the topics informative and relevant, and
regarded the discussion sessions and small-group exercises as parti-
cularly helpful in promoting a common awareness of the councilt's
needs with respect to planning and evaluation. Reactions tec the
strategy itself were especially useful, suggesting simplification in
some areas, but alsc elaboration upon the methods which a developmen-
tal disabilities council might use to effect change in service deliverv
patterns to clients.
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Initrial Development of Instructional Materials

On the basis of the reactions received during the September
wcrkshop, the basic strategy was revised and an initial set of training
materials was developed for explaining the refined strategy to members
of a DD council. Based upon positive experience with handouts and
transparencies during the September workshop, it seemed that a slide-
tzpe presentation would be the most effective and efficient way to
ptovide groups with an initial overview of the strategy. Accordingly,
a narration explaining the strategy and an accompanying set of slides
were developed in preparatior. for the second workshop for Oregon's
State Council.

The April Workshop for Oregor's State Council

This workshop was helc on April 13-14, 1972, in order to share
our revisions of the strategy and our newly developed instructional
materials with the Oregon State Council. Most who attended the first
workshop also attended this second one, and their reactions and
comments proved to be particularly helpful as a foundation for revising
the slide-tape presentation. For example, they indicated clearly
that the 40 minute length of the presentation would have to be shortened
greatly in order to arouse the interest and involvement of trainees.

F:nal Revision of Instructiomnal Materials

Incorporating feedbacl from the April workshop participants
and from project staff, the slide-tape presentation was further
revised and shortened during May and June of 1973. The final slide-
tape kit is now available to other developmental disabilities councils
from the director of this project. Its script is included in Part
Two of this report,

Needs Assessment, Goal Definition, and Priority Setting Activities

A state developmental disabilities council of twenty to thirty
prople should not have sole responsibility for identifying needs and
formulating goals and prioriries for all developmentally disabled
individuals in its state. Just as important as the views of state
council members are the views of regional developmental disabilities
commit tee members, practitioners in the field, and developmentally
disabled people themselves, Therefore, as part of this project, both
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survey and workshop procedures have been developed and pilot -tested
for obtaining each ol these various points of view,

The September Workshop for Oregon's State Council

During the September workshop, council members were introduced
to an initial series of procedures that had been designed to assess
needs and set goals at both regional and state levels, Workshop
participants were also asked to simulate the procedures by identify-
ing what they then considered to be the most critical needs of
developmentally disabled people in Oregon,

After dividing into three small groups, participants were asked
to generate answers to the question, "What do you regard as the most
important goals to be achieved for developmentally disabled peouple
in Oregon?" TFor each goal, participants were asked to indicate a
referent or topic that was specifically related to a service or preoblem
area, and then to generate a statement about that referent describing
some preferred condition. As participants generated these goal
statements, they were recorded cn large newsprint sheets,

Within these same small groups, participants were next asked
to examine each of rhe generated goal statements for clarity. Any
statement that was not understandable was discussed, paraphrased,
and revised until its author's meaning was clear to others in the
group. All of the goal statements were then collated and a single
list of 'related goal-sets" was developed and presented to the total
council, Council members were invited to rate the importance of each
goal statement, and the ten most important geal statements were rank-
ordered from first to tenth,

Although some problems were uncovered that later required
modification of these goal-setting procedures, council members
reacted quite positively to them and gave approval to their continued
use --— with three regional committees and again with the state council
later in April.

Goal-Setting Workshops for Three Regional Committees

In November, December, and .January, 1973, goal-setting work-
shops were conducted for regional DD committees that were established
in three of Oregon's fourteen local administrative districts of the
Oregon Comprehensive Health Planning Authority, Figure 3 indicates
all fourteen districts and highlights the three that were involved.
The workshops were conducted in Portland, Eugene, and Bend,



—14~

COUNTY LINES
OREGON GOVERNORS ADMINISTRATIVE DISTS.——

morrow

bousLaAt
maimivr
magm1y

& L

wamate

Figure 3
Administrative Districts of the Oregon
Comprehensive Health Planning Authority



—15-

The purpose of these workshops was two-fold: (1) to provide
local, grass-roots percepticns of the needs of developmentally
disabled people to the state developmental disabhilities council; and
{2) to stimulate the organization of permanent local committees that
could coordinate services for develcpmentally disabled pecople and
reduce service gaps at a local level.

To the extent possible, the three local committees were
organized in accordance with Oregon's guidelines for the state
developmental disabilities council which suggest:

1. At least 51% consumers (i.e., nonproviders) of services.
2. A minimum of 15 members.
3. Representatives from each of the following provider agencies:

Special Eduration

. Vocatilonal Rehabilitation
Maternal and Child Health
Community Mental Retardation
Public Welfare

Children's 3ervices

Crippled Children's Division

00 FhD O TR

4. Two representatives from each of the following groups:

a Epilepsy League of (regon
b. United Cerebral Palsy Association
¢. Oregon Association for Retarded Children

5. Two consumer representatives.

6. Addirional consumer or provider representatives so long
as a consumer majority was maintained.

In each region, the selection of commitree members was coordinated bv
the local Comprehensive Hezlth Planning staff. As indicated in Table
1, two of the three committees failed to achieve the desired balance
between consumers and providers.

To identify and assign prierities to regional geals for
developmentally disabled people, the thre= regional committees employed
a set of procedures similar to those emploved by the state council
during the September workshop. Some steps in the process were
modified on the bas:is of past experience, but the bhasic process
remained essentially common to all four groups.



Table 1

Data on Selection of

Participants for Regional Workshops

Coordinators Number of Participants Workshop
and Assistants in Location
Regional Participant and
Committee Selection Providers Consumers Total Dates
Region 2 Hazel Warren 15 13 28 Portland
{Metro-Portland CHP {Ramada Inn)
staff) Jan. 5-6, 1973
David Porter
(State DD Council staff}
Region 5 Lucille Russell 18 11 29 Cottage Grove
{(Lane Co. Mental Health) (Village Green)
Dec. 15-16, 1972
Tom Nugent
{(Lane Co. Mental Health)
Region 10 Russell Reeck 13 15 28 Bend
(CHP staff) (Sunriver)

Art Tassie
(Central Oregon
Opportunity Center)

Nov. 10-11, 1972

_9'['_
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Workshop narticipants met in small groups to address the

, question, "What Jo you consider to be the most imporcant

‘ problems faced either by developmentally disabled indivi-
duals you know perscnally or by most developmentally
disabled people in your particular region of the state?"
Each group formulated its answers in the form of a referent
and comparable statements of '"what is" and "what is pre-
ferred" regarding each referent.

2. [Working in the same small groups, particlpants rated each
problem-statement for clarvity. Based on these individual
ratings, group members discussed, paraphrased, and revised
each problem-statement so that it was clear both to members
of that group and to at least one of the workshop's
staff members.

3. Workshop staff then collected the individual problem-
statements and, by combining related statements and
deleting redundancies, developed a series of "expanded
problem-statements.” (For an illustration of the procedure
Uted to develop these "expanded problem-statements,' see
Part II, Section Two of this report.)

the total committee and rated and discussed with respect
to their clarity, truth, and accuracy of collation. 1In
effect, participants were asked to develop a shared
understanding of the cumulative list. As revisions were
necessary, they were of course made,

4. kThe expanded problem~statements were then presented to

5.| Finally, =ach participant was asked (a) to rate each of
the final problem-statements for importance and (h} to
rank-~order the most critical of them.

V//;;ch local committee member left the workshop with two products:
1 (1) a list of the ten or twelve most critical problems faced by
| developmentally disabled people in that region and rank-ordered in

| priority; and (2) a list of all of the problem-statements generatec,
1 each rated for importance. (A summary of the first of these products

L can be found in Appendix B.)
\‘_\ ]

A Survey of Practitioners and Expertcs

To determine the needs of developmentally disabled people as
perceived by those who did not participate in local committee work-
shops, a statewide survey was conducted of practitioners and experts
throughout Oregon. The survey had a two-fold purpose: (1) to orient
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practitioners and experts across the state to the need for clear

gcals to help direct the state council; and (2) to provide the state
councll with information about the major problems of the developmen-
telly disabled within each region of the state and within the three
major disability groups. These who participated in the survey included
providers of services to developmentally disabled clients and nomin-
ated experts in each of the three main disability categories.

To identify the first group, two kinds of information were
sought from the eight state-cupported agencies in Oregon that provide
services to the developmentally disabled: (1) a list of personnel
kunown to be providing services, and/or {(2) a list of ageacies, branch
offices, etc., where personnel supervisors could be asked to identify
providers of services. Those who had caseloads of at least 20%
developmentally disabled clients and who expressed a willingness to
participate became the survey's "provider" population. They numbered
262 practitioners and, as Table 2 indicates, represented all eight
si:ate agencles. Each participant was contacted by telephone, briefly
informed of the nature of the survey, and asked if he would be willing
to participate.

To identify the "expert" population, the three major relevant
private organizations in Oregon (Oregon Association for Retarded
Children, United Cerebral Palsy Association, Epilepsy League of Oregon) pro-
vided us with the names of 20 to 25 people whom they considered expert in
their knowledge about developmentally disabled people. Once again,
the individuals 1dentified were contacted by telephone and sixty-
eight agreed to participate, Table 3 summarizes the composition of
this group and indicates a fair balance of experts representing the
three major disabilities.

Due to the uneven distribution of practitioners across the
state of Oregon, it became necessary to collapse Oregon's fourteen
regions into five for purposes of the survey. To identify these five,
total population estimates ware considered, as well as distribution
of the state's practitioners, availability of services within regions,
and proximity to service centers, Figure 4 indicates the five survey
regions that evolved; Table 4 indicates the representation of prac-
titiorier groups in each of the survey regions.
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Table

]

“

Selection Procedures Employed to Identify Respondents
Representing the Provider Population

No. of Neo. of
Indivi- Branch No., of
duals Offices Branch Special Partici-
Referr- Referred Dffices Selec- pants
ed by by State Contact- tion Con- Select-
Occupational State State Office ed sidera- ed
Group Contact Qffice (N) (N) (N} tions (N)
A, Vgcational Terry James 23% - - - 23
Rehabilitation
B. Work Activity Robert Shook - 25 23 -- 26
Centers
C. Mental Health Robert Shook - 29 27 —_ 33
Clinics
D. TMR Ed., Robert Shook - 30 26 (1 48
Services see next
page
E. Special Ray Rothstrom 450 -— - (2) 53
Education
F. Public William Lowther - 35 34 -— 53
Welfare
G. Child Develop., Rhesa Penn 23 - - -— 17
Clinics
H. Children's Dean Orton g* -- — (3 g
services 262
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{Continuation of Table 2)

*(iriginal contacts and agreements to participate were handled by the
state office.

(1) One additional selection procedure was employed for this group.
In an attempt to provide a representative sampling of each school
district, the district contact person was requested to provide the
name of at least one teacher from each of the public schools within
that district providing TMR educational services,

(?) A stratified random sampling technique (based upon regicnal
population estimates) was employed for this group to insure a balanced
regional representation.

(3) The sample drawn from this group represents the most serious
limitation of the survey. The appropriate state office issued a
request to its seven regional offices asking them to provide the
names of persons meeting the aforementioned criteria. Only three of
the seven regions responded, with a total of 9 persons identified.

T .me restrictions did not permit a follow-up effort to determine or
increase the degree of representation.
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Table 3

Data on the Selection of
Respondents Representing the Expert Population

Disability
Category

Number of Indivi- Number of Individuals
Nominators duals Nominated Participating

Mentally
Retarded

Cerebral
Palsied

Epileptic

Thomas Higley 26 26%*
(0OARC)
David Kullo-
watz (OARC)
Walter Fuhrer
(M-CARC)

Richard 20 20%
Mathewson

(UCP)
Richard

Mitchell

(UCP)

James Watson 23 23%
(ELO)

Betty Stokes
(ELO)

*Qriginal contacts and agreements Lo participate were, in part

handled by the nominators.
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COUNTY LINES

OREGON GOVERNOR'S ADMINISTRATIVE DISTS.

Figure 4

Sarvey Regions
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Table 4

Practitioner Representation in the Five Survey Regions

Practitioner Groups
—
a o) o 1
2 > = = V-1
-~ o [u] Q © o
+ ba! Lo kal b ~ U
— - o o - o -
o o o~ U @ = @ = =
[=ans s o oo Q = [ =g
Qo — wom iz} =] — a0 ~ v a
A L w H U WU oWaJ U H U
= .0 9 W BHeA H® = O T -
o o e oo > g — — = ~ > i B
y o =g o — g N 03 Lo g o Total Regional
. o a o U~ U |= TRy w} =] L U L U “
Survey Regions sm X O = o L I R =Y D E oW Representation
Region 1
{state regions 1, 3) 7 9 5 5 9 8 8 3 54
Region 2
(state region 2) 5 5 10 7 20 8 a 3 &7
Region 3
{state regions 4, 5) 5 2 3 13 8 3 34
Region 4
(state regions 6-8) 4 4 8 8 g 18 50
Region 5
{state regions 9-14) 2 6 7 15 8 16 3 57
Total Group
Representation 23 26 33 48 53 53 17 9 262
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A modified Delphi procedure was used to conduct the survey.
The procedures were divided into three phases of activity and required
four months to complete. The sallent steps within each phase of the
survey can be summarized as follows:

Phase I: Generation of problem statements, The initial ques~
tionnaire introduced the survey and asked participants to
penerate two or three problem~statements that answered the
following question: 'What do you consider to be the most
important problems faced either by developmentally disabled
individuals you know personally or by most of the develop-
mentally disabled in vour particular region of the state?"
This was the specific question for practiticners; experts were
asked to answer the question in terms of their own particular
disability group -— (nentally retarded, cerebral palsied, or
epileptic). All respondents were instructed to use the same
format as that employed during the regional workshops: a
referent or topic, an assertion of "what 1is" with respect to
that referent and a comparable assertion of "what is preferred”
with respect to that referent. Respondents were given ten
days to return the questionnaire and were then sent a reminder
notice if they had not yet replied. A total of 210 practi-
tioner and 58 expert replies were received by the Phase I
completion date, an 80% and an 857 return, respectively.

Phase 11: Rating of 'expanded problem-statements.'" Of the
more than 800 problem-statements received, many either dupli-
cated or related closaly to others. By clustering them the-
matically, editing them, and writing extended assertilons of
"what is" and "what i; preferred,' the 800 initially generated
problem-statements were reduced to 34 expanded problem-
statements., These were returned to respondents for rating in
terms of importance to developmentally disabled people (or,

if an expert, to one of the specific categories of disabled
individuals) within the respondent's own region. A 0-7 rating
scale was employed: O indicating "no problem;" 1 indicating

a problem, but one that is "relatively unimportant;" and 7
indicating an "extremely important problem." A total of 214
practitioners and 55 experts responded to this second ques-
tionnaire, an 82% and an 81% return, respectively.

Phase ITI: Rank—ordering the expanded problem-statements.

The practitioner ratings from Phase II were analyzed by combining
the responses from the respondents within each of the five

survey regions and the fourteen highest-rated problems within
each fiveregions were identified; similarly, the expert

ratings were analyzed separately for each of the three

respondent groups and the 23 highest-rated problems within

each threegroups were identified. The eight resulting lists of




hlghest rated problems were rhen sent back to their respecrive
groups., Practitioners were asked to select the seven state-
ments most important to developmerntally disabled people within
their particular regions; the experts, speaking for their
respective disability groups, were asked to select the twelve
most important problems in tlie entire state of Oregon. The
frequency-of-selection table for each problem was then used
to rank-order all problems within each group. A total of 221
practitioner and 56 expert replies were received, an 85%

and an 82% return,respectively.

Eight different lists of most critical problems resulted from the
survey: one for each of the five geographic regions identified for
purposes of the survey; and one for each of the three major disability
proups. (Appendix B presents the highest priority problems identi-
fied on each of the final eight lists.)

The April Workshop of Oregon's Stata Council

In April 1973, a second workshop for Oregon's State Council
was conducted, this time to identify the Council's goals and priorities
for inclusion in its 1974 State Plan. Unlike their simulated exper-
ience in September, the state council now had significant input from
three regional committees, a group of practitioners, and a group of
experts to guide them as they attempted to define or refine state
goals. (Appendix B summarizes these inputs to the state council.)

The workshop began, therefore, with presentations of the data
collected during the previous six months. Council members were then
asked to identify high priority goal referents and to prepare expanded
goal statements for each referent, using the statements generated by
the survey and repional workshops 1s points of departure. When the
new, state-oriented statements of need had been reviewed by the full
council and clarified as necessary, council members were finally
asked to rank-order the full set of statements. (See Part Two, Sectlon
Four for a description of specific procedures that parallel closely
those actually employed by Oregon's State Council in April 1973.)

The final ranking cf the Oregon Council's top eleven referents was
as follows:
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Table 5

The Most Important Needs of the Developmentally
Disabled in Oregon as Identified and
Prioritized by the State Developmental

Disabilities Council in April, 1973

Reank Need Referent#

Coordination of services

Personal rights of the developmentally disabled

Services for pre-school developmentally disabled

Identification and diagnoesis

Funds for services

-7 Alternative living arrangements

7 Counseling and training services for developmentally
disabled families

8 Services for post—school developmentally disabled

9 Job training and job opportunities

10 Training for the developmentally disabled with respect
to basic living skills

11 General education programs

(= BN e BV, I BN ICI U8 B

*7or the complete statements of need prepared by council members,
s=e Appendix B.

Preparing Materials Relevant_to Assessing Needs, Defining Goals, and
Setting Priorities

A set of materials, refined from those developed and tested
during the project year and completed during May and June of 1973,
include: (1) suggested small group procedures that will enable local
committees and state councils to share their perceptions of the most
important needs of developmentally disabled people in their respective
communities and states; and (2) instruments and suggested procedures
that can be used to survey the needs of developmentally disabled
people as perceived by experts or by those who actually serve them.
Sections Two, Three and Four of Part Il of this report comprise
these materials,



-2 7=

Monitoring On-Going Programs and Projects

The ultimate reason for articulating a set of goals and priori-
ties is to enable council members to evaluate the overall efifectiveness
of statewide operating programs for developmentally disabled people.

In order to accomplish an evaluation, however, the data generated bv
operating programs must be in a form that permits comparison with
established goals and priorities. One hope of this project, therefore,
was to agsist the council in desipgning specific data formats for
monitoring the outcomes of operating programs within the stare.

This proved, however, to be too large a task. Meetings with
various state agency representatives revealed that several different
data collection formats were already being investigated for adoption
within Oregon. Given this situation, the staff decided that it ccoulid
be most effective by helping coordinate and facllitate efrorrs o
explore these various formars.

During the year, the staff worked closely with Dr. Richard Fyman,
Chief of Research at Pacific State Hospital in Pomona, California,
and developer of a comprehensive client-centered data system for
tracking services to developmentally disabled clients. The staff
also worked with Dr. Robert Schwarz, project director of a fixed
point of referral center in Eugene, Oregon, in his attempt to develop
and implement a different data system.

The Oregon Mental Health Division has decided to implement
Dr. Eyman's data system. The fixed point of referral system is still
undergoing refinement and, like the Fvman system, is not vet operable
in Oregon. The state DD council is following developments in the
area of data systems closely and regards the implementation of one as
an important goal for next vyear.

Management and Program Evaluation

In the context of the present evaluation strategy, the primary
responsibility of the developmental disabilities council is to manage
information. More specifically, the council is chiefly responsible
for examining the correspondence between the needs identified through
goal setting activities and the outcomes produced by the state's
operating programs. One important gecal of this project, therefore,
was to develop and field~test a training exercise to assist develop-
mental disabilities councils understand and implement these managerial
{evaluation} responsibilities.
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The state council began to implement 1its evaluation responsi-
bilities through a training exercise which offered a simulation of
th= evaluation process. The =xercise, which was part of the April
workshop, incorporated the following specific purposes: (1) to
develop an understanding among participants of the need for adequate
data in order to achieve meaningful evaluation of goal attainment;
(2) to provide participants with a set of procedures that could be
used for deciding what data are needed to assess goal achievement;
and (3) to provide a reality-based experience in implementing these
procedures with respect to some high priority goals of the Oregon
Council.

The evaluation procedures developed for this exercise were
based upon both the SPECS version of a PPBS model and our previcus
experiences in working with the Oregen State Council and local DD
committees. Three tasks were identified, each dealing with a goal
that was both relevant to the Oregon Council and illustrated one or
mcre aspects of the evaluaticn process. As council members partici-
pzted in the exercise, they were required to consider the following
guestions:

1. Are some formats more functional than others for specifying
goals and evaluating their achievement?

2. What data were avallable on the designative state of each
simulation goal at the time of its adoption?

3. What data are currently available on the designative state
of each goal?

4, TIf the council were to ask tomorrow for evidence of goal
achievement, what could be said?

5. Given available data, how could the present goals be
updated for potential adoption as a high priority goal for
next year?

6. Assume for a moment that the updated goals are adopted
as high priority for next year., What specific kinds and
sources of data would be needed in order to evaluate
achievement?

In thinking through the answers to these questions in the context of
a set of simulation exercises, the members of the Oregon Council
became more aware of the procedures involved in accomplishing the
task of evaluation.



Feedback obtained from the April workshop and from project
staff was used to refine the simulation exercise materials and to
prepare them for dissemination. This activity tcok place during
May and June of 1973, and the product is presented in Part 11, Sec-
tion Five of this report.
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SUMMARY, DISCUSSION, AND FUTURE ACTIVITIES

Sunmary of Progress

Between July, 1972 and July, 1973, the Oregon Developmental
D:sabilities Council and the Research and Training Center im Mental
Retardation at the University of Oregon have collaborated on a project
designed to develop a planning and evaluation strategy for monitoring
developmental disabilitles programs on a statewide basis. The pro-
ject was funded by a Federal granmt to the Research and Training
Center with the expectation that the strategy being developed might
be usable throughout the country.

The overall strategy involves three interrelated components:
planning, influencing, and evaluating. During the project year, all
three of these components were addressed, and training materials were
developed to assist council members in understanding their role
in implementing the strategy. Progress was made by the Oregon Council
in utjilizing the strategy primarily with respect to the first of the
components; i.e., planning. This progress has occurred in both the
S:ate Council and within three newly established local developmental
disabilities committees.

The three local commi:tees, located in Regions 2, 5, and 10 of
O-egon, came into existence rhrough the mechanism of two-day workshops.
During the workshops, each committee determined its regional priorities
for the developmentally disabled for the coming year. After the work-
siwps, the committees remainad intact in order to attempt to implement
tieir programs of priorities. Although some of their efforts have
alreacy met with success, tha shortage of staff support has impeded
tae progress of which they are capable.

The State Council, at a meeting in April 1973 established
eleven goals and priorities for the 1974 State Plan. The opinions
of consumers and practitioners throughout the state were made avail-
able to Council members in order to assist them in the planning
process,

At this point in time, the project's most significant progress
has been made with respect to the planning portion of the strategy,
Evaluation of the State Plan has not yet been accomplished. This
could be accomplished, however, with one additional year of effort.
In addition, the cyclical mechanism of the planning and evaluation
strategy could become more firmly established.

The second year of this project, therefore, will focus primarily
upon three interrelated activities: (1) further development and
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support of regional develuopmental disabilitles committees in Oreprong
(2) Full evaluation of the Oregon 1974 State Plan; and (3) establishing
goals and priorities for the Oregon 1975 State Tlan.

Project Activities for the Second Year

The following work plan outlines the major activities to he
accomplished over a 12 month period beginnming July 1, 1973 and ending
June 30, 1974,

[. Regional Committees

A. Provide one day per month of consultation or assistance
to each of the three existing regional committees.

B. Assist in the development of flve additinnal regional
committees.

C. Conduct two-day goal setting workshops for each of the
five new committees, using procedures that were
developed last year by the Federal project.

D. Provide one day per month of consultatiom or assistance
to each of the new regional committees as they are
developed.

IT. Evaluation of 1974 State Plan

A. During July and August, 1973, collect baseline data
relating to each of the eleven priorities contained
in the 1974 State Plan. Provide Council with a baseline
evaluation report nc later than September 15, 1973,

B, During September, 1973, distribute baseline evaluation
reports to any persons or agencies that might be
influenced to attend more closely to any or all of
the eleven priorities.

C. Between October, 1973 and January, 1974, establish
and work with whatever task forces may be needed to
improve data collection mechanisms for a follow-up
evaluation to be conducted on each of the eleven
priorities.

D. During February and March, 1974, collect data for
follow-up evaluation on each of the eleven priorities.
Provide Council with follow-up evaluation report no
later than April 15, 1974. This report will be
incorporated into the 1975 State Plan.

E. Between April 15, 1974 and June 15, 1974, collect
baseline data relating to any new priorities that may
be identified in the 1975 State Plan. Provide founcil
with baseline evaluation report no later than June 310,
1974,
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ITI. Goals and Priorities for the 1975 State Plan

4. Uevelop procedures enabling the three existing regional
committees to update thelr goals and priorities for
the 1975 State Plan. Present description of these
procedures to the State Council's steering committee
by November, 1973.

B. Develop procedures enabling the State Council to update
its goals and priorities for the 1975 State Plan.
Present description of these procedures to the State
Council's steering committee by January 1, 1974.

C. During January and February, 1974, implement procedures
for updating goals and priorities of the three existing
regional committees.

D. During March and April, 1974, implement procedures for
updating the State Council's geals and priorities to
be included ir. the 1975 State Plan.

The accomplishment of this work plan will involve a collabora-
tive effort between the Oregon Developmental Disabilities Council
and the Research and Training Center in Mental Retardation at the
University of Oregon, In addition to preoviding assistance to the
Oregon Council in completing implementation of the evaluation stratepy,
the experience acquired during the second project year should permit
thie completion of training materials that could be used by other
developmental disabilities councils.,



PART 11

Instructional Materials
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SCRIPT OF A SLIDE-TAPE PRESENTATION
ILLUSTRATING A PLANNING AND EVALUATION STRATEGY
FOR STATLE DEVELOPMENTAL DISABILITIES COUNCILS

The planning and evaluation strategy that has been developed in
this project for use by developmental disabilities councils is
derived from a modification ¢f a planning, programming, and budget-
ing system (PPBS)., The modified model applies to organizations
ir which management has conly limited power -- where management coor-—
dinates programs with needs, but without having absolute authority
over what actually occurs in these programs. Management can only
irdirecztly influence operatirg programs, by providing hard data on
tte discrepancies between what is needed and what existing programs
actually provide.

There seems to be a high degree of theoretical congruence
hetween this modification of PPBS and the organizational structure
of state developmental disabilities councils. Because of this con-
gruence, an operational strategy has been devised which details the
activities required of a state developmental disabilities council
in order to implement the PPLS model. A slide-tape presentation of
this strategy has also been developed which can be used to introduce
council members to their planning and evaluation responsibilities.

The following pages reproduce the script of this slide-tape
presentation. Each numbered phrase, statement, or set of statements
is accompanied by a slide illustration. The slide-tape kit can be
ordered from the project director on a cost basis.

Script From the Presentation

1 On October 30, 1970, President Nixon signed the Developmental
Disabilities Services and Facilities Construction Act...

2. ... a pilece of federal legislation designed to help states expand
significantly their programs for those handicapped by mental retarda-
tion, cerebral palsy, epilepsy, and other neurological conditions.

3. 1In order to qualify for assistance under this new Act, a state
today must assume considerably more responsibility than in the past
for planning, influencing, and evaluating its many on-going programs
for the developmentally disabled.

4, More specifically, the Act requires that each state establish an
adequately staffed state planning and advisory council...
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5. ... which will offer local communities a greater vcice ir deter-
mining needs, establishing priorities, and delivering services...

6, ... which will continually evaluate the extent to which existing
services meet those needs...

7. ... and which will submit an annual, ceomprehensive State Plar tor
allocating resources in terms of clearly defined State priorities.

8. In the remainder of this presentation, we will describe cne
particular strategy that can be used by a state advisory council to
meet these requirements of the Developmental Disabilities Act in a
systematic and comprehensive fashion.

9, To begin, planning, influencing, and evaluating -- as they are
carried out by a state advisory council for the developmentally
disabled -~ can be most usefully thought of as sequential activities.

10. Planning involves 1ldentifying needs and then establishing goals
and priorities addressed to those needs.

11. 1Influencing occurs prior to and during the implementation of
specific programs designed to achieve those goals and priorities,

12. And evaluating requires, first, that the actual outcomes of
programs be measured and, second, that those outcomes then be compared
with the original goals and priorities.

13. Often, evaluative information leads to new planning, and so the
cycle begins once again.

14, Crucial to all three activities -- planning, influencing, and
evaluating -~ is the collection and use of information.

15. 1In a real sense, therefore, the major task of a state advisory
council is to collect and use information in such a way that the needs
of the developmentally disabled throughout the state can be accurately
assessed and met.

16. But let's now examine in some detail =ach of these three major
activities —-- planning, influencing, and evaluating —-- and try to
identify the specific kinds, sources, and uses of information they
reguire.

17. As a state advisory council begins to plan —-- that is, to i1dentify
needs and establish goals and priorities -- it can make its job con-
siderably easier if it has four kinds of information:

18. First, information on the prevalence of developmentally disabled
individuals in the state can be very helpful.
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17, One way of collecting prevalence data 1s to conduct a house-
to-house search of some statistically representative sample of the
state's population.

2). An alternative approach 1s to apply speclal formulae based upon
past house~to-house surveys to a state's most recent census data.

21. The latter approach is certainly far less expensive than con-
ducting house-to-house surveys, but it usually results in less accurate
information about prevalence, for 1t depends upon the generaliza-
bility of earller surveys to basic census data In different communi-

ties.

22, The second kind of information that a state advisory council
needs in order to plan well is an Inventory of both existing and
proposied services for the developmentally disabled clients of agencies
and facilitles throughout the state.

23, Once again, a survey can be used to cbtaln the desired informa-
tion ~— this time a survey of relevant agencies to identify both the
services they currently provide to the developmentally disabled as
well as those they intend to provide in the future.

24. A second way of investigating proposed services would be to
analyze the existing state plans of public agencies, such as those
developed by the division of vocational rehabilitation, the state
department of special education, and the state department of mental
retardation.

25, As an alternative to the periodic survey for examining existing
services, a computerized, interagency data bank can be developed in
such a way that services can be monitored as they are being provided
by agencies to individual clients. This is the most accurate and
ultimately desirable method for gathering this kind of information.

26. On the other hand, however, developing and operating a computer-
ized data bank is an expensive venture. Moreover, it is frequently
more politically sensitive than conducting a periodic survey, for many
agencies are elther unwilling or legally prohibited from sharing
information about individual clients,

27. The third kind of information that a state advisory council
needs to have in orxder to plan well is an awareness of the most
important needs of the developmentally disabled in its state., In
order to ascertaln these needs accurately, it 1s important to tap
the opinions of both the developmentally disabled themselves as well
as those who provide them with services.

28, Telephone or mail surveys, while highly impersonal in their
approach, represent one technique for reaching large numbers of
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consumers and providers of services in a relatively short period
of time.

29. On the other hand, smu1l group processes can be designed to help
local or regional committees of consumers and practitioners identifv
their own special needs, goals, and priorities.

30. 1In the accompanying materials, you will find & fairly detailed
description of one set of mail survey techniques that can be used by
a state advisory council to obtain at the 'grass roots” level an
answer to the question, "What do you consider to be the most critical
needs of developmentally disabled citizens in your community?'

31. In addition, you will find a description of a specific set of
small group processes that can be used by a local or regional committee
to identify what its members consider to be the most critical needs

of developmentally disabled citizens in its particular region of

the state.

32, There is yet a fourrh kind of information that can prove useful
to a state's advisory council as it begins to engape in planning:
namely, summaries of both existing and pending court decisions and
legislation that are directly relevant to the developmentally dis-
abled. These can usually be abstracted from regularly published
state and federal documents:.

33. Gathering together these four kinds of information for planning
is, of course, only part of the challenge facing a state advisory
council.

34. Equally important is seeing that the information is disseminated
in digestible ways to members of the council and that the information
is actually used to identify state goals and priorities,

35. In another set of accompanying materials, we have described a
particular set of processes that begin to utilize the four kinds ot
information and can be employed by a state council to set its annual
goals and priorities for the developmentally disabled.

36. In accordance with rhe regulations of the Developmental Dis-
abilities Act, the ultimate product of this planning activitv by a
state advisory council 1s the annual State Plan which is submitcted
to the Department of Health, Education, and Welfare,

37. This State Plan can be much more than a document for external
reporting and accountability to the Federal Government...

38. ... for, if used effe.tively, it can also be a potent instrument
for influencing and stimulating improved services and programs for
the developmentally disabled within the state.
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39. For example, the goals and priorities enunclated in the State
Plan can be used by a state advisory council as its principal cri-
teria for funding special projects with monies from the DD Act
itselfl.

40. In addition, the State Plan can be presented to directors of

state agencies with the strong suggestion that the goals and priorities
identified be used by those agencies as guidelines for allocating
resources to the developmentally disabled they serve.

41. The plan can be presented to a state's governor, for eventually
he must review and approve all programs of all state agencies.,.

42, ... and to a state's legislateors, for it 1s they who control
many of the laws and resources that inhibit or facilitate services to
the state's developmentally disabled citizens.

43. And finally, the State Plan can be used as an instrument to
influence those who operate at the federal level -- such as leglslators,
funding agencies, and advisory councils.

44, Tn effect, despite a state council's lack of direct control over
most of the dollar resources expended for the developmentally
disabled...

45, ... if the council can develop a strong State Plan, one that
clearly defines critical needs, the council can exert considerable
influence both within and outside its state, dramatically affecting
both the quantity and the quality of services provided for its
developmentally disabled citizens.

46. At this stage of the presentation, we have identified planning
and influencing, through the collection and use of information, as
two of the most important functions that a state advisory council
can perform to help its developmentally disabled citizens.

47. Over time, however, a council's ability to evaluate the extent
to whlch identified needs are actually being met by on-going state
programs will determine that council's credibility -- not only with
clients and those who serve them, but also with state and federal
legislators, agencies and funding sources, and even its own members.

48. Evaluation, therefore, might well be viewed as the most critical
component in this process of planning, influencing and evaluating.

It is certainly the most difficult and the most important challenge
facing a state's advisory council.

49, But what exactly is meant by evaluation, particularly when it
is identified as a major responsibility of a state advisory council?
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50. One type of evaluation is that which occurs when a professionally-
trained practitioner diagnoses the specific problems or needs of an
individual and then prescribes certain treatments or interventions
that are designed to reduce those problems or meet those needs.

51. Obviously, this kind of "individual" evaluation, while extremely
important, cannot possibly be a responsibility of a state advisory
council. Rather, it must remain the work of those who deal directly
with the developmentally disabled and their individual problems.

52, A second type of evaluation focuses on the specific methods or
procedures that an agency employs as it works with clients to achieve
particular objectives.

53. When this second type of evaluation is conducted, information
is repularly gathered by the agency in order to distinguish rhose
processes that work particularly well from those that do not.

54, Often, when the agency has immediate access to this kind of
evaluatlve information about processas, il can make useful changes
in its on-going procedures and methods -- doing more of what works
and less of what does not!

55. Although critical to the work of each and every agency servine
the developmentally disabled, this second type of evaluation, which
requires day-to-day monitoring of agency processes, seems just as
inappropriate to a state advisory coancil as did the earlier form
of individual diagnosis or evaluationr.

56. The type of evaluatior that does seem appropriate -- Lf not
mandatory -- for a state advisory council to conduct is that designed
to identify how well the overall goals and priorities for all develop-
mentally disabled citizens in the state are in fact being met.

57. To put it another way, given a set ol goals and pricrities in
its annual State Plan, an advisoryv council has an cobligation to
measure just how much progress is made duving the succeeding year
in meeting those goals and priorities,

54. In order to accomplish this appropriate type cf evaluation, it
is once again critical, as in plenning and influencing, for rhe
council to collect and manage information

59. First of all, a state advisory council needs to have a clear
and accurate description of its state-wide goals and priorities, for
it is these fhat will be evaluated.

60. Presumably, as suggested carlier, these goals and priorities
will be defined amnually by the state advisorv council and includes
in its annual State Plan.
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6l. Secondly, incorporated in each goal statement should be a
description of the current state of affairs —-- the "what is"
state -- of that goal at the time of its identification.

62. Specific information about the current state of affairs is
important to a council, for not only does 1t legitimate each goal,

it also stimulates the generation of baseline data that are essential
for determining later in the year whether or not progress has in

fact been made toward achieving the goal.

63. Indications of progress or change require, of course, that
measures be taken on at least two different occasions.

64, Thus, as soon as possible after its goals have been identified
for a particular year, a state advisory council will want to collect
and organize accurate information on the current state of each goal.

63. Usually, this information can be abstracted from recent reports
of agencies that serve developmentally disabled clients,..

65. ... or from existing, state-wide computerized data banks of
information.

67. In either case -- whether abstracted from past reports or retrieved
from existing data banks -- the information gathered must be highly
s2lective and directly related to the goals that have been enunciated
in the State Plan.

63. Sometimes, of course, information on the current state of a goal
iz simply not available.

63. When this occurs, it is necessary for the advisory council to
conduct its own special survey on the state of that goal. This may
involve any of a number of possible data-gathering techniques,
itcluding questionnaires, telephone conversations, and direct obser-
vations.

70. Just as it is important for a council to have information om the
carrent state of its annual goals immediately after their idencifi-
cation, it is also important for the council to gather comparable
i1formation about those goals at the end of a year of influencing

and menitoring agency efforts to achieve them.

7l. These year-end data represent, therefore, still another kind
of information that a state councll must collect if it is to engage
i1 meaningful evaluation.

72. In most instances, the same sources as those used earlier in
the year can be employed to obtain these comparable, year-end data —-
raports, operating data banks, and special surveys.
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73. There is one adaiticnal source of vear-end information that will
be relevant: mnamely, the set of sumnative evaluation reports pre-
piared for all special projects that have been funded during the priar
year with monies from the Developmental Disabilities Act itself,

/4. Once these year-end data regarding the status of each gnal have
been collected and organized, they can be arrayed against the com-
parable data collected immediately after the goal had been set...

75. ... and an annual evaluation report can be prepared by or for
the state advisory council -- 1 report that indicates,,.

76. ... the council's originally defined goals and priorities,..
77. ... the status of those goals at the beginning and end of the

vear just completed...

78. ... a subjective assessment, based on the data, of progress
made toward the achievement of each goal. ..

79. ... and specific recommendations for council members to consider
as they refine old goals and establish new ones for inclusion in

next year's State Plan.

80, Thus, as a state advisory council moves into its second cycle

of planning and attempts tce modify its goals and priorities -- it
has one additional piece ot information that it dicd net have during
the first cycle of planning. Tt now has an evaluation report on

ropress made toward achievement of last vear's poals and priorities.
. P

B1. Furthermore, with each cycle of planning, influenciug, and
evaluating, the state council ocught to be generating or collacting
increasingly specific and accurate information on both past accomplish-
ments and future directions.

82. In the accempanying materials, you will find some simulated
examples of evaluating goals rhat might be adopted by a state advis-
ory council. The materials were designed to illustrate the flow

of information from planning to evaluating to replanning.

83, At first blush, it may seem that the job of collecting and
managing information, at least as it has been described in this
presentation, is much too complex and large for any state advisory
council to handle -- that counclls simply lack the resources
required to engage in such extensive planning and evaluation.

84. Since councils generally consist entirely of volunteers, it
is clear that they have nesther the time nor energy to do the -ob
described if they attempl to dn it entirelv on their own.
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85, Inevitably, therefore, state advisory councils must be able to
draw upon four other sources of manpower if they are to engage in
this kind of comprehensive planning and evaluation...

86. ... and, simultaneously, they must limit their own activity to

monitoring the total effort, interpreting highly refined data, and

making critical decisions at appropriate points in the planning and
evaluation cycle.

87. One of these other sources of manpower is a council's own
executive or steering committee, a subset of council members who
usually have the time and expertise to play a larger role in carrying
out council responsibilities than do most other members.

88. A second source of manpower can be specially constituted task
forces, groups of interested individuals whose mandate beccmes one
of collecting and managing some particular kind of information that
will be used by the council in making its decisicns.

B9. As a third source of manpower, a council can contract with
specially-equipped individuals or groups te perform specific work
that would be difficult to obtain on a volunteer basis.

90. And finally, the most important source of manpower for a state
advisory council 1s its own staff of state employees...

91. ... for, regardless of their number, it is these staff members
who inevitably are responsible for implementing the many decisions
made by a state council during its deliberations.

92. By way of summary, therefore, the major functions of a state
advisory council for the developmentally disabled include planning,
influencing, and evaluating.

93, All three of these activities require the collection and use
of information.

94, The activities occur sequentially and cyclically, each cycle
providing input to new cycles of planning, influencing, and evaluat-
ing.

95. Planning, which involves identifying needs and then establishing
goals and priorities, is facilitated if four kinds of information are
available,..

96. ... prevalence statistics, descriptions of existing and proposed
agency services, opinions about important needs, and reviews of
significant laws and court cases.
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97. The most important product of planning ls each council’s state-
ment of goals and pricritirs for inclusloa in its State Plan.

98. This statement ol goals and prioritics can be used to influence
the Council's own funding «f special projects, the activities of
on-going state agencies, and decisions which affect developmentally
disabled citizens that may be made by govermnors, legislators, and
others in positions of power,

99, Finally, the statement of goals and priorities should be used to
stimulate the council's own evaluative activities...

100. ... its collection o! data with respect to each goal at the
time it is adopted as well as one year later ,,. its analysis of the
data collected at those two points in time ... its assessment of

progress made toward accomplishment of identified goals...
101. ... and its recommendations for subsequent cvcles of planning.

102. Finally, with each annual cycle of planning, influencing,
and evaluating... the quality of information available to a council
ought to improve...

103. ... 1ts procedures for planning, Influencing, and evaluacing
ought to become more precise...

104, ... and, most important, the guality of services to develop-
mentally disabled citizens ought to improve, thereby enhancing their
opportunities for enjoying a normal and satisfying life.
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ONE WAY TO INVOLVE A LOCAL
COMMITTELL IN DEFINING GOALS AND
PRIORITIES FOR THE DEVELOPMENTALLY DISABLED

Introduction

As a representative group of consumers, practitioners, and
interested citizens, the members of a local DD committee have special
knowledge and insights about the most critical needs of develop-
mentally disabled people in thelr community. How to tap this
knowledge and insight, and then how to organize the information
generated into useful statements of local goals and priorities —-—
these represent a real challenge for any local DD committee in the
United States.

The particular procedures described below and identified as the
DAP group processes represent one possible response to this challenge.
They have been adopted from a generalized technique for identifying
p-oblems, one that has been employed by over one hundred groups
during the past three years.t Three regional DD committees in Oregon
emmployed the modified processes in 1972-73 to identify their most
important goals for 1973-74.2 Because the processes require face-
tn-face interaction, they can be used most effectively by a local DD
committee in a workshop setting, one that involves three major clusters
of activity: approximately one-half day for committee members to
generate and clarify initial statements of need; a second half-day
for the workshop's trainers to collate the initial statements and
develop expanded statements of need; and a final half-day for
committee members to review rhe expanded statements, identify those
that will be goals, and then assign priorities to them,

1The generalized DAP processes for joint problem-solving were
developed and pilot-tested by F. Lee Brissey and John M. Nagle as
part cf a project sponsored by the U. S. 0Office of Education and con-
ducted at the Center for the Advanced Study of Educational Administra-
tion (CASEA), University of Oregon, Eugene, Oregon.

2Local DD committees in Regions 2, 5, and 10 of Oregon pilot-
tested these modified DAP processes as part of a larger project
sponsored by the Rehabilitation Services Administration and carried
out between June 1972 and June 1973 by the Rehabilitation Research and
Training Center at the University of Oregon in conjunction with the
O-egon Developmental Disabilities Planning and Advisory Council,
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The tinal products of the DAP processes are two: (1) a lisrc
of expanded statements of need that have been generated by individnal
committee members, checked on two occasions for group understanding,
and then rated for importance by all committee members; and (2) a
subset of the five to ten most critical of those expanded stuatements,
identified as goals and rank-ordered for priority by the entire
local DD committee. Presumably, these two products can be helpful
both to the committee as it plans its own activities and to the
State Advisory Council as that group attempts to identify the most
critical goals for all developmentally disabled individuals .n the
state.

Although the following description focuses on one particular
sequence of group activities, it will be readily apparent rthat
variations in both the sequence and the activities not only are
possible, but may be desirable. Some, but not all of these variations
have been suggested at appropriate points in the description.

The Concepts Underlying the DAP Group Processes

DAP is the acronym for a generalizable set of councepts and
procedures which the members of a group or organization can employ to
refine their problem-solving skills and bring them to bear on ''real-

life," dav-to-day problems ~- regardless of whether they be programmatic,
administrative, or interperscnal in nature. This is not to suggest
that DAP -- and all that it connotes —- is a sure-fire way for groups

and organizations tc solve all their problems simply and without
conflict; rather it is a set of ideas and techniques that we think a
group or organization can employ to ''smoke out" some of its most
important problems o¢r needs, '"unpack' them to manageable size, and

then eventually develop plans for at least coping with them, if not
actually solving them. The major interest of DAP, therefore, is in
finding ways for groups of individuals to reduce unnecessary and point-
less conflict, misunderstanding, and frustration with respect to both
their goals and the methods they will employ teo achieve those goals.

Underlying DAF is a set of assumptions about human beings,
problems, neads, an¢ goals. and the phases of activity required for
successful joint problem solving. These assumptions are derived from
a variety of sources, principally the literature related to general
systems theory and human communication:

Assumption #1: Each human being is a fully-integrated, problem-
solving system, coniinuously engaged in three kinds of

inquiry ~- designative inquiry (I}) about "what is;' appraisive
inquiry (A} about "what is preferred;'" and prescriptive inquirv
(P) about "what to do" to reduce discrepancies, whether existinn
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or potential, between "what is" and "what is preferred."3
It is these discrepancies or gaps that we typically identify
as "problems'" or "needs."

Similarly, groups and organizations engage in the same three
kinds of inquiry, each of which produces a particular kind of
information relevant, first, to identifying problems or needs
and, then, to meeting or solving those problems or needs.
Essentially, therefore, human beings and organizations are
viewed in DAP as systems that continuously collect and process
information relevant to problems or needs and their solution.

Assumption #2: Communication is the glue used to couple toge-
ther individual problem-seolving systems in the business of
joint problem-solving., Moreover, five critical levels of
communicative contact can be applied to any piece of designa-
tive, appraisive, or prescriptive information, and, thus, to
any statement of a problem or need and to any proposal for
its sclution. These five levels are fidelity, understanding,
acceptance, relevance, and commitment. That is, successful
communication requires that one move successively from merely
replicating a message, to understanding and agreeing with it,
to seeing it as relevant, and eventually to behaving consis-
tently with it,

Assumption #3: The full cycle of problem solving, whether
carried out individually or jointly with others, involves three
major phases of activity: (a) identification of the problem

or need to be addressed; (b) development of a plan for dealing
with that problem or need; and (c) implementation and assessment
of the plan., Moreover, within each of the three major phases
of activity, it 1s possible to apply each of the five levels

of communicative contact. For example, identifying problems

or needs of a group requires that group members process
information in such a way that they can achieve successful
communicative contact at each successive level, from fidelity
when they initially identify problems or needs to commitment
when they finally decide for which of those problems or needs
they will jointly develop a plan. The full DAP joint problem-
solving processes, therefore, can be nicely depicted by a

grid in which the three major phases of activity are spread
across the top and the five levels of communicative contact

are listed down the side.

S

3C. 5. Morris, in his text Significance and Signification, dis-

cusses in considerable detail these three kinds of inquiry and the
implications for information resulting from each.




For a local DD committe.r, ihe cv .t vai question tu ne addressed
is, "How can the members of the committee pool their individual
perceptions and come to corsenius cn the mest critical needs ol the
developmentally dissbled i1 their communinv?™  Therefore, for purposes
here, a local DD committee is roterested o only the first o the
three phases of activity 11 the toral DAF precess., The remainder
of this section presents, {irsi, o geuneral description »{ the workshop
activities proposed for a luca: conmittee and., ther, a set ¢l detailed
notes for a workshop trainer,

Ao Overview of the DAl' Processes fur Identifying Local Needs

of the Developmenfgilz_Diﬁabkgg

Presumably common to the members o7 4 lecal DD committee is
their concern for developmentally disabled people in their particular
community. What may not be common among commnittee members, however,
is their knowledge c¢r perception ¢! the mest critical needs or
problems facing those developmentally disabled 1ndividuals, The DAP
processes, as they are proposed here, are designed to help committee
members share information and eventuallv come to consensus on the
top priority goals of developmentaily disabled people in thaeir com-
munity. The focus, therefcre, is on identifving needs or zoals
rather than on develeping solutions; the process moves gradualiy From
many voices to one veice; and the ultimate product is a set of high
priority goals for a year ¢f local comm.t.ee activity.

During most cof the f{dirst half-dav session of the workshop, the
local commitree operates ir relatively small groups of [ive or six
members each. Within each small group, initial statements of ueed
are generated by individuals and then ref.ned Lo the point that they
are understandable rcot only to members of each small group, but ta
members of other groups as well. These siatements of need arte
addressed to the question, "What do you consider tc be the most
important problems or needs faced cither by developmentally dizabled
individuals you know persorallv or by mousi developmentally disabled
individuals in vour particular region ol ihe state?" While the ques-
tion orients committee members priwarilv 1o problems or neacs of
the developmentally disabled, it certaiuly dues not preczlude pE:B]ems
or needs of individuals or agencies who provide services to the
developmentally disabled. UDltimately, of course, Loth pozﬁfs of view
are important, but the prircipal orientation of a local 1D committee
probably ought to be to the consumers of services rather taan to their
providers.

Instead of responcivng tu relativel unstructured request for
"needs' or "goals,” €ach snal’ giolp is asked tu generate statements
that have a definite structuce, consistng of {1} a referent or
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topic, (2) a designative assertion of what is with respect to that
referent, and (3) a comparable assertion of what is preferred with
respect to that referent., Here, for example, are two illustrative
statements of need, "rda's" as they come to be identified by a group.

(r) referent (d) designative assertion (a) appralsive assertion

of "what is" of "what 1s preferred"

1. Opportunities There is not an adequate 1 prefer that there be a

for volun- program in our region for number of programs or

teers volunteers who want to help opportunities for volun-
or who are concerned teers who want to work
about the developmentally with and help the DD,
disabled.

2, Prevalence We do not have accurate I prefer to know exactly
data on the number and how many and where
location of developmen- developmentally disabled
tally disabled indivi- individuals reslide in our
duals in our region. region,

During an initial brainstorming session, members of each group
generate a set of rda's based on their individual perceptions of need.
These are recorded and publicly displayed as they are generated.
Following the bralnstorming session, each group returns to its list
and processes each rda for maximum clarity and understanding, not
only among members of its group, but hopefully among those ocutside
the group as well. Given the constraints of a half-day session and a
general dearth of designative information about developmentally
disabled people in most communities, it is most unrealistic to expect
that each small group will produce rda's that have undeniable clarity
and specificity. Tt should be possible, however, to reduce much of
the ambiguity that tends to characterize the initlal statements
generated and to develop, at the very least, a shared understanding
within each small group of the needs that have been described. The
final activity of the first half-day calls for each group to make a
second pass through its list of clarified rda's, this time in an
effort to use whatever information is currently available to weed out
gross untruths in each rda's designative assertiom.

Between the two half-day sessions for committee members, the
workshop trainer collates, organizes, clusters, and refines the rda's
into a single list of "expanded" statements of need, To the extent
possible, he combines related designative and appraisive assertions --
using some to exemplify and others as headings for entire clusters of
problems or needs. He maintains, however, the rda format. Moreover,
he views this collation task as purely a semantic one; that is, while
he mav edit and reorganize the original statements of need, the work-
shop trainer has no prerogative to add or delete content to any of the
designative or appraisive assertions.



During the second half-day session, the expanded and reworked
rda's are presented to the full local NN committee. As each expanded
stalement is presented, commitlee menmbers wmonitor it for distortion
of the original rda's and revise Lt 45 uecessary to assure maximum
understanding and acceptance by all members of the committee. When
as much clarity and accuracy have besn achieved as time will permit,
committee members discuss the relative importance of each statement
0! need and then assign a measure of priority to it.

As indicated earlier, the final products of this modified form
of the DAP processes are two: (1) a list of expanded statements of
need that have been penerated by individual committee members, checked
on two occasions for group understanding, and then rated for importance
by all committee mewbers; and {2) a subser of the five to ten most
critical of rhose expanded statements ol need, identified as gnals
and rank-ordered in priority bv fhe z2ntire committee.

Notes to a wurkshp Trainer

some Pre-Workshop Ccnsiderations

1. Just as a State Advisory Council for the develcpmentsally disabled
ought to be a representative group of consumers, practitioners,
and interested citizens, so too 3 local DD committee ought to
represent a balance of these seme three points of view. Therefove.
prior to identifying needs and setting priorities, you may want
to suggest to the existing local DD committee that it creassess
its membership and mske whatever chdanpges are necessary to assure
representativeness.

2. Because lhe DAP procesces rely primar ly on ioput from small groups
of five or six members each, the total committee neec nct Le
limited to a particular size. [dea:lv, it oughlt to numher between
20 and 30 members, but the DAP processes have heen used guite
successfully with groups as large as 100. Although the data
increase significantly as the commiltee 1ncreacses in size, and the
collation task multiplies in complexity, the basic concepts and
operations remain essentially the same regardless of the size of
the total group.

3. Before the workshop btegins, acquaint vourself fully with all ol
the steps in the DAP process for identifying goals and pricovities,
Your responsibility as a workshop trainer will be to coardinate
both people and information -- reguiring, therefore, that you
understand lully the ptocesses in which the committee will bhe
involved.
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4. During the course of the workshop, you will need several different
kinds of materials and equipment. These include an overhead
projector; clear acetates for overhead projection; acetate pens
(preferably indelible); any acetates that have been prepared in
advance for explaining pclnts to the committee; enough large sheets
of butcher paper for each small group to use as it generates and
processes its rda's; a dozen or so felt-tip pens; and 200-300
index cards. How these various materials will be used 1s des-
cribed below.

5. Finally, you must decide (1) how much theory underlying the DAP
processes you want to present to members of the local committee
and (2) how detailed a description of workshop activities you
want to give during your introductory comments. Attention to each
of these can range from little or no comment to extensive discus-
sion. Your decision is not an easy one, for in virtually every
local DD committee you will find some individuals who only want
to know how to work the DAP processes, while others will be
unhappy 1f you do not first describe the conceptual framework
underlying those processes. Satisfying completely both kinds of
individuals is obviously impossible. Therefore, let your special
knowledge of the committee, your personal proclivities, and your
past experiences as a workshop trainer and participant be your
guide as you decide both how much and how to tell the committee
about the DAP concepts and its procedures, both during your intro-
ductory comments and prior to each workshop activity.

The First Half-day of the Worckshop

1. Begin with introductory comments regarding:
a. the objectives of the workshop, including...
1, 1its focus on problems or needs of the developmentally

disabled witain your community rather than across the
state;

2. the desire to formulate and assign priorities to these
statements of local need in such a way that they can
(1) give direction to subsequent committee activities
and (2) influence the State Advisory Council for the
developmentally disabled as it goes about its own job
of identifying and assigning priorities to state-wide
needs; and

3. the workshop's focus on problems or needs faced by the
the developmentally disabled themselves, but without
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excluding concerns of those who provide services to
the developmentally disabled.

b. the conception underlying the DAP group processes,
including...

1, distinctions among designative, appraisive, and pre-
scriptive inquiry and informatlon (see the brief
exercise on distinguishing among the three kinds of
statements at the end of this section);

2. the notions of what constitutes a ''need"” ar "problem:”
3. the five levels of communicative contact: and

4., the three major phases of activity in the total DAP
process for individual and organizational problem
solving.

c. and the specific workshop activities proposed for the
committee, including...

1. the procedures that will be employed to move from
individual statements of need toc a group product of
goals and priorities;

2. the specific format For generating and recording state-
ments of need (see Example 1 at the end of thls sertion);
and

3. one example from a prior workshop illustrating how
information generated by individuals will be processed
during the workshop to form a group product (see
Example 2 at the end of this section).

Organize the total committee into small groups of tive or six
members each, and describe the following task:

"In each small group, address vourselves as individuals
to the following question:

'"What do I consider to be the most important problems
or needs faced either by developmentally disabled
individuais T know personally or by most developmen-
tally disabled in this particular region of the
state?'

Organized into small groups so that you can stimulate one
another, brainstorm answers to this question. Ask one of
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your members to serve as a recorder and, as each statement
of need is identified by individual group members, make
certain that the statement is recorded on the butcher
paper for all group members to see =-- first a referent, then
a designative assertion about "what is" with respect to
that referent, and finally a comparable appraisive asser-
tion about "what is preferred" with respect to that refer-
ent. The role of each group's recorder, in addition to
contributing items himself, is to record, but not to edit.
The role of all group members is to generate as many rda's
as possible in 30-45 minutes without stopping to clarify
or argue over the truth, or value of any of the items
generated by any group member. At this point, therefore,
simply produce items -- that's the charge for each small
group."

And as each group sets to work on that charge, rotate among the
groups, interrupting only when a group appears to have forgotten
its charge.

When the brainstorming session appears to have spent itself,
review with the entire committee the next step in the pro-

cess —- searching forr clarity on the initial statements of

need. Then ask each small group to return to its brainstormed
list, discuss each of the rda's on that list, and, as necessary,
clarify statements by providing examples and/or editing refer-
ents, designative assertions, and appraisive assertions. The
challenge here is to clarify the rda's by paraphrasing and
discussion, but to do so without distorting the meaning in-
tended by the individuals who originally generated themn.
Discussion and editing, therefore, should be for the purpose

of clarifying meaning -~ both within the group and, if possible,
for others not in the group —-- rather than for the purpose of
achieving agreement on either the truth of designative asser-
tions or the desirability of appraisive assertions.

Depending upon time constraints, suggest that group mem-
bers begin by individually rating each statement for clarity,
and then devote the remainder of their time to those statements
most in need of clarification; or else suggest that they
simply budget an arbitrary period of time to discuss each
statement. Again, the focus at this point in the process
should be solely upon a search for understanding or clarity,
leading as appropriate elther to revision of existing state-
ments or addition of new ones.

As the next step, ask group members to take another look at
the clarified statements of need, this time to weed out gross
inaccuracies in each rda's designative assertions. The aim
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here is to achieve the greatest accuracy and agreement possible,

but to do so within the Inevitable constraints of available
time and information. No group should expect to press any

of the designative assertions to its ultimate truth. Further-
more, little effort should be made here to reach consensus on
the preferences expressed fn each appraisive assertion. 1t
one member disagrees substantially with a preferential state-
ment, simply suggest that a new statement of need be written,
processed, and added to the list rather than allow the group
to discuss indefinitely their differences of opinion.

5. When all of the statements of need have been processed for
clarity and for as much accuracy as possible, ask group members
to copy the resulting rda's on index cards, one card for each,
including a referent and its comparable statements of what is
and what is preferEEH. Whent the cards have been completed by
each group, adjourn the session and invite the committee to
reconvene for its second half—day session at an appointed time.

Between Sessions

Between the two half-day sessions, your job is (1) to cluster the-
matically each of the individual statements of need now recorded on
index cards and (2) to write for each cluster an "expanded' statement
of need. (Once again, see Example 2 ar the end of this section.) In
effect, your job is to combipe related individual statements of need,
using some to exemplify and others to serve as general statements for
an entire cluster. The rda format should again be used, so that each
expanded statement has a referent and short paragraphs of comparable
and thematically related designative and appraisive assertions about
that referent. Because these will be shared with committee members
during the second half-day session, the entire list of expanded rda's
should be reproduced in multiple copies; at the very least, the items
should be prepared for presentation by means of an overhead projector,
one expanded rda per acetate. Our experience has been that the final
set of expanded statements of need will number between 25 and 35.

The Second Half-day of the Workshop

1. During the second half-day of the workshop, present the expanded

rda's tec the full committee and then test each statement for clarity,
truth, and distortion. The search for clarity and truth is parallel

to that conducted earlier in small groups; the test for distortion

is a check on your interpretation of the multiple items that have heen

organized into single expanded statements of need. 1t is probablv
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desirable to present all expanded rda's first and then to process
each for clarity, truth, and possible distortion. (Form 1 at the
end of this section may facilitate this refining process.) As
each set of statements is processed, vevise it as necessary to
maximize understanding or clarity and minimize distortions or
inaccuracies, Moreover, provide ample opportunity for committee
members to add additional statements of need if they feel that
none of the expanded rda's adequately reflects one or more of their
original statements of need. Be extremely reluctant, however, to
remove any of the statements, unless all members of the committee
agree to do so, Throughout the DAP processes, preserving each
individual voice is far more critical than pruning the list of
mincrity viewpoints.

When each expanded rda has been adequately processed for clarity,
accuracy, and lack of distortion, move to the next step in the
process -- rating by each committee member of the Importance of
each statement. Give the full committee the following directions:

"As I once again display each of the expanded statements of
need —- statements that have been processed for clarity,
accuracy, and lack of distortion =—-- consider it carefully
in 1light of this question:

'How important on a 1-7 scale, where 1 indicates low
importance and 7 indicates high importance, do I think
it is to the developmentally disabled in our community
that the need described in this particular statement
be met -- that is, that the identified discrepancy
between what is and what is preferred be reduced?'

If you still do not understand any of the expanded statements
of need, or if you disagree with either its designative or
appraisive assertions, or if you think that it so badly dis-
torts the original rda's that you cannot possibly rate it for
importance, then rate the statement 0."

Next present each expanded rda, giving committee members adequate
time to rate it for importance, (Form 2 at the end of this section
may facilitate this rating task.) Collate the ratings, and then
compute and display their frequencies for each expanded statement.
It is, of course, pessible to collate the ratings crally and
therefore publicly, but 1t is probably preferable to do so pri=-
vately so that individuail opinions and biases can be protected.
Moreover, in computing frequencies, you may want to group the

O's, 1 and 2's, 3, 4, and 5's, and 6 and 7's rather than treat
them independently. In effect, if you do this, you will be
reducing eight categories to four for the purposes of collating.



3. As an optional next step, when the frequency data have been dis-
played, allow members of the committee to argue briefly for
placing more or less importance on particular expanded statements
of need -~ particularly those for which the data suggest consider-
able disagreement regarding either the existence of the need or
its importance. If you do allow for this period of argument,
allow as well for re-rating each of the expanded rda's for which
arguments have been presented.

4, Whether or not the prior optional step is taken, the frequency
scores for each expanded rda result in one of the workshop's
two products: a list of expianded statements of need that have
been generated by individual committee members, checked on two
occasions for group understanding, and then rated for importance
by all committee members.

5. There are several ways to produce the second workshop product:
the subset of five to ten mest critical goals, rank-ordered in
priority by the entire committee. One technlque is simply to
give each expanded statement a '"total score" based on its previous
importance scores. These '"total scores” can then be arranged from
highest to lowest, in effect rank-ordering the expanded statements
of need from most to least important,

An alternative procedure, although slightly more complex,
separates the initial rating of importance from the rank-ordering
for priority. Given the display of frequency scores for all ot
the expanded rda's, isolate as a subset the ten rda's that have
high ratings of importance (6 or 7 on the seven-point scale) and
low spread (most of the responses clustered near the upper end of
the scaléy. Allow for argument within the full committee on the
relative priority of each of these ten expanded rda's. Then ask
each committee member to select rrom the subset the five tda's
that he thinks deserve highest local priority. When these indi-
vidual selections have been collated, a frequency-of-selection
score can be computed for each rda and used to rank-order all of
the rda's in the subset.l

6. When the two products have been completed, you may want to ask
committee members to indicate their personal commitment to them.
Again, a seven—-point scale can be use¢ and the results collated
and publicly displayed. This time, the essential question becomes,
"On a seven-point scale, how committed are you to the two lists
of statements of need -- as guidelines for future activities of

lThe committee may want to cluster its most important i1tems into

two or three groups rather than rank order them; or it may simplv want
to identify, without distinguishing among them, its "top five" or 'top
seven' goals.
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the local committee and as information to be forwarded to the
State Advisory Council for the developmentally disabled?"” (Form
3 at the end of this section may facilitate this final rating for

commitment.)

Finally, produce for the local DD committee coples of their two

products --
importance,
in terms of
may want to
ship of the

the total list of expanded rda's with their ratings of
and the subset of highest priority rda's rank-ordered
importance. In preparing these final products, you
preface them with a brief description of the member-
local DD committee and the specific processes employed

to define these goals and prilorities,
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Exercise 1

Distinguishing Among Three Kinds of Statements:
Designative, Appraisive, and Prescriptive

Let's try to distinguish among three kinds of statements, each of
which conveys a different kind of information:

1,

a designative statement conveys information about "what is"
with respect to oneself, his environment, or his relationship
to that environment. Presumably, therefore, it is a state-
ment of fact. Moreover, it represents "'public events,” and
so the "tervitory'" mapped by the statement is rully open

to the independent inspection of other observers and to their
independent judgment regarding the degree to which the state-
ment accurately maps that territory. Given a designative
statement, the question of '"truth" is extremely relevant.

an appraisive statement conveys information about "what is
desired" with respect to oneself, his envivonment, vr his
relationship to that enviromnment. 1t is, therefore, not a
statement of fact, but a statement of preference or value.
That is, unlike a designative statement, an appraisive state-
ment tepresents 'private events' and so it cannot be publicly
verified except by inference. Arguing the "truth" of an
appraisive statement is, thus, quite different troem arguing
the “truth'" of a designative statement.

a prescriptive statement designates actions te be taken or
behaviors to be exhibited in order to achieve a particular
end. It is, therefore, a statement of proposed action. 1t
represents forms of action that can be taken to change either
the characteristics of the environment or ome's relationship
to that environment.

Based on these definitions, use a "d" for designative statements, an

"a'" for appraisive statements, and a "p'" for prescriptive statements
to identify whether each of the following statements is more designa-
tive, more appraisive, or more prescriptive.

1. There is currently no diagnostic clinic or research
center for the developmentally disabled in the town of

Q 2. Job opportunities for trained DD are very scarce.

é} 3. I wish that all doctors and nurses be specially trained

to deal with the specific problems of the DD.
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Publish a monthly newsaletter for DD in the region that
describes services that are available to them and on-
going activities in which they may want to become
involved.

I would like to see detailed information about who the
DD actually are and where they currently live.

Most treatment for the DD in this region requires that
they travel outside 1its boundaries,

Buy a new fleet of buses that can provide more reliable
transportation for the DD.

I prefer to be informed about the school's classifica-
tion of my DD child following its dlagnosis and grouping.

There are no educational programs for the trainable
mentally retarded in our region's public schools.

Coordinate a series of sheltered workshops for DD during
the early summer months,
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Example 1

Formatting Statements of Need: A Referent
and Comparable Designative and Appraisive Statements

We'd like to use a particular format for specifying needs of the
developmentally disabled, one that builds on distinctions between
designative and appraisive statements. Fach need will have three
component parts: (1) a referent, a label for the general topic or
thing we're talking about; (2) a designative statement regarding rhat
referent; ard (3) an appraisive statement regarding that referent

The resulting need can then be defined as the "d-a discrepancy' be-
tween "what is" and 'what is preferred” with respect to the referent.

For example, given "my car' as a referent, here are two of the many
possible statements of need that could be developed with respect to
that referent:

Referent Designative Statement Appraisive Statement
1. my car Whenever it rains, my car I prefer that my car
leaks something terrible, leak not one drop when
and my feet get soaking wet. it rains.
2. my car It is the cheapest and T prefer it to be the
smalliest model Ford makes. most deluxe Cadillac

a man could buy.

In each example, there is a discrepancy between ''what is" and "what
is preferred' with respect to '"my car."

When developing statements of need that have this format, try to avoid
collapsing designative and appraisive statements —-- that is, avoid
veiling values in designative statements. For instance, look at the
following example:

Referent Designative Statement Appraisive itatement

the coffee pot There is toc little attention  There should be more
to the coffee pot ir the attention to the coffee
morning. pet in the morning.

At first glance, the designative statement in the above example appears
to be a legitimate statement of fact; upon closer inspection, however,
note that the statement implies far more about "what is preferred"

than it says about 'what is."
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Avoid as well confusing prescriptions or solutions with either state-
ments of fact or statements of preference. Look, for instance, at
this example:

Referent Designative Statement Appralsive Statement
the coffee pot It is empty until 10:00 in The janitor should fill
the morning. it when he arrives.

In this example, the appraisive statement 1s actually a prescription --
a proposed action -~ rather than a statement of preference. As a
result, it is difficult to identify the particular need being

described ~- that is, the specific discrepancy between 'what is"

and "what is preferred."

A more useful statement of need would read:

Referent Designative Statement Apprailsive Statement
the coffee pot The pot is empty until I usually want a cup
10:00 in the morning. of coffee when 1 arrive

at 8:00 in the wmormning.
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Example ¢

The following example illustrares how statements of need (rda's) from
four small groups were combined into a single expanded rda. Changes
that occurred as a result of checks for clarity, truth, and distor-
tion are also illustrated.

1. Five statements of need from four small groups, as originally
brainstormed and as revised:

Group 1, Ttem l4.

Original statement:
Referenr: Sperial living arrangements for DD
Designative Assertion: Limited local services {group homes,
foscter hames, etc.) to place DD's in lieu of institu-
tions.
Appraisive Assertion: Cet 0D out of institutions where
appropriate,

Clarified srtatement:
Referent: Alternative living arrangements for DD
Designative Assertion: Limited local facilities (group

homes, foster homes, etc.) to place DD's in lieu of
institutions.

Appraisive Assertion: Cet DD out of institutions where
appropriatce and intc appropriate living arrangements.

Group 2, Item 4,

Original statement:
Referent: Some DD's
Designacive Assertion: Residence not avallable near
services (hoth permanent and temporary).
Appraisive Assertion: Prefter residences near services.

Clarified statement:
Referent: Some DD's
Designative Assertion: Protective living environments
not available near services (both permanent and
temporary).
Appraisive Assertion: Freter permanent living environment
neatv services,
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Group 2, Item 5.

Original statement:
Referent: Severely retarded
Designaflve Assertion: No residential services in Lane
County.
Appraisive Assertion: Prefer residential services in
Lane County.

Clarified statement: No changes were made on thls statement.
Group 3, Ttem 3.

Original statement:
Referent: Adult moderately and mild retarded population
Designative Assertion: Lack of living facilities.
Appraisive Assertion: Adequate group supervised living
facilities,

Clarified statement:
Referent: Adult moderately and mildly retarded population
Designative Assertion: Lack of living facilities to
- promote independent living.
Appraisive Assertion: Should be adequate supervised
living facillities.

Group 4, Item 3.

Original statement:
Referent: Housing for disabled
Designative Assertion: Adult lack of suitable housing and
supportive services to live independently.
Appraisive Assertion: Prefer housing and services be
available.

Clarified statement:
Referent: Housing for disabled
Designative Assertion: Adult handicapped lack of suitable
housing and supportive services on all levels of
community living.
Appraisive Assertion: Prefer housing and services be
avallable.

I1. The expanded statement of need based upon the five rda's received from
the - four small groups:

Referent: Alternative living arrangements for the DD
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Designative Assertion: In Lane County, there are limited alter-

native living arrangements -- few group homes, foster homes,
community homes, etc. -~ that will promote independent
living.

Appraisive Assertion: [ prefer that there be more residential
services and more suitable housing for the DD in Lane
County... that there be more protective living arrangements,
both permanent and temporary. near availlable services ...
that there be more group supervised living facilities
that, to the extent possible, the DD be able to live outside
formal institutions.

The expanded statement of need revised by the entire committee:
Referent: Alternative living arrangements for the DD

Designative Assertion: In Lane County, there are limited alter-
native living arrangements =-- few group homes, foster homes,
community homes, etc. —- that. will promote Independent living
and/or total care, particularly for the severely disabled.

Appraisive Assertion: [ prefer that there be more residential

services and more suitable housing for the DD in Lane County...

that there be more protective living arrangements, both
permanent and temporary, near available services... that
there be more group supervised living facilities... that to
the extent possible, the DD be able to live outside of formal
institutions.
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Form 1

To "weed out" unnecessary ambiguity, distortion, or factual error in
the expanded statements of need, please respond to each question for
each item.

How do vou rate
this expanded rda
for understanding?

(1-low, 7-high)

Do you think this
expanded rda signifi-
cantly distorts one
or more of the ori-
ginal statements?

(Yes or No)

p—'

Do you have good
reason to doubt
the cruth of any
or all of the
designative asser-
tions in this
expanded rda?

{(Yes or No)
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Form 2

.ﬁ}’ py

I
f(‘ N Individual Tally Sheet for Rating Importance

A
{qu Eﬁ’ of the Expanded Statements of Need
o

For each expanded rda, ask yourself the following question:

"How important on a 1-~7 scale (1 low, 7 high) is it to the
developmentally disabled in this region that the particular
need be met -~ that is, that the particular discrepancy
between 'what is' and 'what is preferred’' be reduced?”

If you still don't understand the statement of need or don't think it
really represents a need, and you therefore can't rate it for impor-

tance, simply rate it O.

Circle your rating for each rda:

Item Rating Item ngigg Item Rating
1 01234567 2}, 01234567 41, 012 34567
Z 01234567 22, 01234567 42. 01 2 3 4 56 7/
3 01234567 23, 01 234567 43. O 1L 2 Y 4 5 6 4
4 01234567 24. 01234567 44, 012 34 5 kK 7
9 01234567 25, 01234567 45. 01234567
6. 01234567 260 01234567 46, 01 2 3 456 7
7. 01234567 27. 012134567 47. 0123 4 56 7
B. 01234567 28, 01 234567 48, 01234567
9. 01224567 29, 01234567 49, 012 34 56 7
10. 012 34567 30. 01234567 50, 01234567
11. 01234567 31. 01234567 51, 01 23 456
12. 01224567 32, 01214567 52. 01 23456
13, 012 34567 33. 01 2 34567 53, 01 2 3456
14, 012 324567 34, 012 34567 54. 0123456

15, 01234567 35. 012 34567 55, 01 23456
16. 01224567 36. 012 34567 56. 01 2 3 4 5 67
17. 012 345467 37. ¢ 1234567 57, 1 2 34 5 67
18. 01234567 38. 0123456867 58, 01234567
1. 01234567 3. 01234567 5. 01234567
20, 01234567 40. 01 2 3 4567 60. 01 234567
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Form 3

Satisfaction/Commitment Response Form

After approximately one full day of effort, you have produced two
group products: (1) a list of expanded statements of need that were
originally generated by individuals, checked on two occasions for
group understanding, and rated by the total group for importance; and
{(2) a subset of statements that, after having been rated by most
participants as extremely important, have been subsequently priori-
tized by the entire group.

We would like to raise two final questlons:

1.

On a 1-7 scale (1 low, 7 high), how committed are you to the
first of these two products, the total 1list of expanded
statements of need, each with its frequency of importance
ratings? Are you willing to have the list used as an input
for future decision-making at the regional and state levels?

o 1 2 3 4 5 6 7

On a 1-7 scale (1 low, 7 high), how committed are you to the
second of these two products, the subset of high priority
statements of need, rank-ordered from most to least impor-
taat? Are you willing to have this rank-ordering or priorities
used as an Input for future decision-making at the regional
and state levels?

0 1 2 3 4 5 6 7
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A DESCRIPTION OF SURVEY PROCEDURES
FOR IDENTIFYING STATEWIDE AND/OR LOCAL NEEDS
OF THE DEVELOPMENTAL DISABLED

Introduction

The survey procedure cutlined in this section offers an alter-
native to the small group procedures previously described for providing
State DD Councils with information regarding the statewide and/or
local needs of developmentally disabled people. The procedure
developed from the realization that while there are knowledgeable
and experienced persons capable of speaking for the needs of develop-
mentally disabled people in thelr respective regions of the state,

i can be tremendously difficult to bring such persons together or
to otherwise organize their perceptions in any useful and efficient
nanner .

The procedure employed was inspired by the Delphi technigue.
Originally developed at the RAND Corporation, the Delphl technique
is a means of soliciting and collecting the cpinions of experts. Its
initial uses were primarily in the area of technological forecasting,
but more recently it has been used as a technlque for identifying
apgreement concerning organizational problems, goals, and objectives,
The most important characteristics of the Delphi approach are: (1)
the anonymity of the survey participants; (2) a numerical analysis
of the participants' responses; and (3) the use of controlled
opinion feedback to participants in a series of successive question-
naires.

Since participants in a mail survey are unknown to cne another,
the technique also prevents persons of influeace from unduly over-
riding or swaying the opinions of other participants. Communication
between participants is maintained by summarizing the responses to one
round of questions and providing this information to participants
with the next round of questlons,.

The present set of procedures includes the development and
dissemination of three sequential questionnaires dispersed over a
pariod of approximately three teo four months. Four major phases of
activity are required. Phases one, two, and three each culminate
in the preparation and mailing of the three questionnaires. TFhase
four involves the analysis of data from the third questionnaire and
preparation of a final report for the State Council.

The questionnaires ar: designed to solicit opinicn regarding
respondents' perceptions of the more Important needs of developmentally
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disabled people in their community or throughout the state, Two final
products result from this survey procedure. The first is a listing

of all needs identified and rated for importance. From this list,

the needs receiving the highest ratings are selected to be rank-ordered
for priority. The rank-ordered list of needs constitutes the second
product of the survev.

These survey procedures have been implemented to assist the
Oregon Developmental Disabilities Council in its identification and
prioritization of statewide needs of developmentally disabled citizens.
The DAP framework for conceptualizing needs, described in the previous
section for implementation in small groups, was also utilized in this
survey procedure in order to ensure comparability of results with
those produced by the small groups.

The remainder of this section will detail specific procedures
for implementing the four phase survey, based on our experiences in
the state of Oregon. Variations of these procedures will undoubtedily
be required in response to each unique situation where such a study
might be conducted. The end of this section includes the survey
instruments that were used in the Oregon study.

Implementation of the Needs-Assessment Survey

Phase 1

Step 1: Establish a steering committee. The function of a
steering committee is to serve as an advisorv panel
of experts at particular junctures in the survey
process. The committee should include knowledgeable
representatives from both '"provider" and "consumer"
groups and also at least one person with expertise
in survey methodelogy. In addition, it is strongly
recommended that several key members of the Council
also serve on the steering committee. The Council's
participation in basic planning and implementation
decisions will help to ensure their acceptance of
the final survey products.

Step 2: Identify the major question(s) needing resolution.
The steering committee should provide advice on the
proposed question to be put to the respondents.

Example: What do you consider to be the
mest important problems faced
either by developmentally
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disabled individuals you know
personally or by most develop-
mentally disabled in your
particular region of the state?

Particular care should be taken in finalizing the
specific wording of the question. For example, words
that are vague, ambiguous, or unnecessarily long or
technical should be replaced. As a final check,
ask several uninvolved colleagues to test the clarity
of the statement.

Identify the relevant population of respondents.
Here again, the steering committee should assist in
developing a list of possible respondents or respon-
dent groups {'rom which the sample is to be selected.
The choice of the respondent population will, of
course, depend on the specific survey objectives,
The choice will also depend to some extent on the
resources available to conduct the survey. The final
selection, however, will undoubtedly include respon-
dents from the following three categories: (1)
"providers" of services or practitioners; (2) "con-
sumers' of services or clients (where appropriate,
this category can be broadened to include the
parents of the developmentally dlsabled); and (3)
nominated "experts' who are well acquainted with the
problems of developmentally disabled persons.

Select the respondents. After determining the total
sample size that is feasible for a given studv,
selection of respondents from the "provider" category
will usually involve consideration of the following
criteria: (1) necessary respondent qualifications,
such as years of experience in providing a service,
or percentage of DD clients in the professional
caseload; and (2) relevant agencies from which
respondents will be selected. It should be possible
to determine which agencies serve the greatest
number or provide the broadest range of statewide
services to developmentally disabled individuals.

Somewhat different criteria are recommended for
selecting respondents from the "expert' category.
These criteria are guided by two general assumptions:
first, there are persons highly knowledgeable about
the problems of the developmentally disabled; and
second, these knowledgeable persons or "experts' can
be identified om the basls of their reputations.
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After identifying individuals to serve as nominators
of the expert respondents, it may he helpful to emplov
a set of "selection guidelines” by which all potential
respondents can be compared, For example:

(a) all persons nominated more than once are o be
considered as possible respondents;

(b) a person nominated more than once with at least
two strong recommendations is to he selecred;

(¢) a person nominated only once but with strong
recommendation is to be selecred in preference
to a person nominated more than once bhut with
no strong supperting recommendation; and

(d) no person is to be selected who has nor received
at least one nomination with a strong recommenda-
tion.

When selecting respondents from the consumer or
client category, it is best elther to sample from the
parents of clients, or to employ the nomination tech-
nique to identify clients capable of accomplishing
the required task. The names and addresses of clients
or client representatives may be considerably more
difficult to obtain than the names of providers or
experts, since rather strict regulations usually
govern access to this kind of information. One
possibility is to enlist the assistance of the public
or private agencies where such records are kepf; they
may be willing to make the initial contact with the
clients and to provide you with the required informa-
tion once client agreement to participate is obtained.

Obtain the respondents' cooperation. The respondents

selected for participation in the satudy should be
individually contacted by telephene to enlist their
support. Before making the conracts, however, it is
suggested that a telephone message be prepared and
used with all respondents. The message should expiain:
(a) the purpose and importance of the study; (b)

the methodology to be employed; {(c¢) how respondents
were selected; and {d) what will be required of those
who agree Lo participate. After obtaining the
respondents’ verbal commitment to the project, one
additional step is recommended. A letter of confirma-
tion should be forwarded ro respondents specifying

in greater detail the purpose of the study and the
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approximate amount of time involved. An enclosed
postcard to be returned to the researcher can provide
confirmation of the respondents' correct name,
address, and telephone number along with a written
comnitment to the project.

Prepare and mail the first questionnaire. The purpose
of the first questionnaire is to obtain the respon-
dents' answers to the major research question being
posed for resolution. Since all other questionnaires
will build upon the data received from this ques-
tionnaire, clarity concerning the task to be performed
is extremely important. The questionnaire used in

the Oregon study can be found at the end of this
section.

It is wise to decide upon the amount of time
participants will have to return their responses.
Our experience has indicated that a response-time
interval of 10-12 days is desirable, especially where
the study involves a large number of respondents,
and where a high response rate is expected. Be sure
to enclose a pre-addressed stamped envelope for the
return of the response forms with all questionnaires;
this courtesy is considered a must to guarantee
even minimal returns., Soon after mailing the first
questionnaire, a "reminder notice' can be sent to
all respondents who have not returned their replies
by (or perhaps a few days before) the deadline date.

Analyze the replies obtained from questionnaire #1.
The primary purpose of this step is to organize and,
to some extent, summarize the responses that will be
resubmitted to participants for additionmal considera-
tion. This procedure should involve some variation

of the following general steps. (1) Make a capy of
each returned statement on a separate 3 X 5 index
card. (2) Sort the cards into piles of thematically
related statements. It is wise to have a colleague
work with you to check the accuracy of your clustering
or sorting results. {3) Eliminate obvious duplica-
tions in each cluster, and (4) combine closely related
items. When these two steps are completed, each
cluster should be composed of unique but thematically
related statements. (5) If appropriate, rewrite some
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of the items for greater clarity and/or conciseness.
(6) As a final step, following the rda formats,
collapse and rewrite the individual statements to

form one "'expanded" statement of need. (An illustra-
ticn of the c¢lustering procedures involved in deriving
an expanded statement of need can be found toward

the end of this section.)

Prepare and mail the second questionnaire. The second
questionnaire is designed to allow participants to
make a judgment concerning the importance cf the needs
that were identified in rhe first questionnaire.

This task can be accomplished by instructing the
participants to rate each expanded statement «of need
on a scale of importance. The questionnaire used for
this purpcse in the Oregon study can be found at the
end of this section.

Analyze the replies obtained for questicnnaire #2. The

ratings from the second questionnaire should he

compiled and recorded on a master tally sheet. Separate
data analyses should be performed for each of the
several regions or gzroups invelved in the survey.

Prepare and mail the third questionnaire. The task fcr
the third questionnaire requires participants to
reconsider a list of top-rated needs and to make une
final judgment indicating priorities. A decision

must first be made concerning the number of top-rited
need statements to incluge in this third questionnaire.
Participants should then be asked to select or choose
approximately half of the need statements from the
total list, A copy of the third questicnnaire in the
Oregon study can be founc at the end of this section.

Analyze the replies obtained from questionnaire #3.
Rank-ordering of the need statements can be accomﬁlisheu
by tallying the frequency with which they were selected.
Separate analyses can be conducted for each of the
subgroups in the survey.
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Step 2: Present the fimal results to the steering committee.
The steering committee should examine the results and
make recommendations concerning any additional steps
in the data analysis that might be conducted. They
may also want to discuss the most effectlve way of
preparing the final report for presentation to the
Council,

Step 3: Prepare and submit report to the State Council.

Step 4: Prepare and mail report to participants.

An Illustration of the Expanded Problem-Statement Clustering Process

The following diagram illustrates the clustering process
involved in deriving an "expanded" statement of need.

Figure 1
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As shown in the figure, need statements generated by participants
in each of the five regions are thematically clustered to form a
regional expanded need statement. Similar expanded need statements
from each of the regions are then combined and rewritten to form one
expanded need statement that is cross-regional in content. Finally,
this draft of the cross-regional expanded need statement is revised
to refine its clarity and representativeness.

To further illustrate this important procedure, we are includinpg
the following example of the clustering process involved in deriving
an expanded need statement based upon the DAP problem generating format.
Tables 1 through 4 are, in effect, illustrations of the diagram
presented above. Table 1 presents individual "d-a" need statements
that were generated by four of the five regions in the Oregon study
concerning the central theme of "Transportation Needs of the Develop-
mentally Disabled." Table 2 lists the expanded need statements
resulting from the clustering of individual need statements within
each region. Table } presents the expandesd need statement derived
by combining the four regional expanded need statements. Table 4 pre-
sents the final revised form of the cross-regional expanded need
statement.
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Table 1

Individual Need Statements for Each Regional Group

Ragion I:
1, D - Some clients walk, some clients wait for rides, and some
clients are brougzht by parents or relatives,

A - T would prefer a bus that would pick up and take back
clients at a specific time,.

2. D - Public transportation is non-existent in our community.

A - A daily bus service throughout the county for tramsportation
te jobs, medical services, and social living activities
including spectator sports.

3. D - Community transportation is not oriented toward DI} persons.
A - Specialized transportation services and devices should be

readily availabla.

4. D - Transportation is not provided for the students.

A - I would prefer that transportation be provided.

Ragion II:
1. D

Since the developmentally disabled tend to be widely
scattered in a rural district, transportation is scarce,
expensive or almost impossible.
A - Transportation should be made available to the disabled
at a reasonable rate and at reasonable times.

2. D - Students in special education classes seem to have great
difficulty in arranging their own tramnsportation. They
rely heavily on parents and/or teachers to cart them
around.,

A - Individualized attention within schools to assess student
transportation needs.

3. D - There is a problem of lack of adequate transportation --
the severely disabled find it difficult to use buses --
when available.

A - Special transportation facilities to take these people
places for scocial contact.

4, D - A mentally retarded client living in a rural area was
denied training due to a lack of persomal and/or public
transportation.

A - 1 prefer that transportation be made available to all
developmentally disabled individuals who have been accepted
for training.

Region TIII:
1. D - Transportation for the non-ambulatory developmentally
disabled is virtually nil, especially for ancillary ser-
vices such as recreation programs and religious education.
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Table 1 (continued)

A - Vans equipped with hydraulic lifts are needed in all
population centers.

Region V:
1. D - Insufficient transportation “or the developmentally
disabled.
A - Varied public tramnsportation to meet the needs of the
developmentally disabled.
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Table 2

Regional Expanded Need Statements Derived by
Combining and Rewriting the Individual
Statements from each Regional Group

Region T1:

What is: There is no adequate public transportation in this com-
munity for DD persons. Agencies must budget for private
carriers or depend on volunteers.

What is preferred: The community should provide a variety of
services to transport the disabled to schools, jobs,

dical facilities, and recreation centers.

HRegion TII:

What is: There is a lack of adequate transportation for the DD.
Most importantly, transportation to and from service
agencies and job sites is extremely lim ted. Special
education students, for example, must often rely on
parents and teachers for their transportation needs.
The accommodations that do exist are rarely equipped
to handle the special needs of the severely disabled
population. Accommodations in rural areas, where the
DD tend to be widely scattered, are particularly scarce
and are often too expensive for many to use.

What is preferred: 1 prefer that transportation accommodations
be available to all the DD whe need it. . .that it be
available at reasonable rates and at convenient times,
especlally for those families isolated in rural areas
. .+ .and that special accommodations be provided for
transporting the severely disabled.

Region Til:

What is: There is virtually no transportation for the non-
ambulatory disabled, especially to allow them to
participate in support programs, such as recreation.

What is preferred: Specially equipped vehicles should be provided
by communities to transport their disabled citizens to
and from various activities.

Eegion V:

What is: There is insufficient transportation to meet the needs
of the DD in our community.

What is preferred: A wvariety of public transportation shcould be
made available.
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Table 3

Cross—-regional Expanded Need Statement

What is: There is a lack of adequate transportation to meet the needs
of the DD in our community. Most importantly, transportation
to and from service agencies, schools, job sites, and scocial
and recreational facilities is extremely limited. Moreover,
the carriers that do exist are not adequately equipped to
accommodate the severely handicapped and non-ambulatory
client. I[n rural areas, where the DD tend to be widely
scattered, transportation is even more scarce and often too
expensive. Many agencies must either budget for private
carriers or depend on volunteers for providing transportation.

What is preferred: [ prefer that a variety of transportation alter-
natives be made available for all the DD in our community
who require such facilities, regardless of the severity nf
their disability or their ability to pay. These services
should be available at convenient times, particularly for
clients residing in rural or out-of-the-way areas.
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Table 4

Final Revised Expanded Need Statement

What is:

There is inadequate transportation for the DD to and from
service agencies, schools, job sites, and social and recrea-
tional facilities. Moreover, existing carriers are not
adequately equipped to accommodate DD who are severely
handicapped and nonambulatory. Rural areas, where the DD
tend to be widely scattered, have even fewer and more
expensive transportation alternatives than other areas.

Many agencies must either budget for private carriers or
depend on volunteers,

What i3 preferred: 1 prefer that a variety of transportation alterna-

tives be available at convenient times to all DD, regardless
of the severity of their handicap, their ability to pay,
or their place of residence.

The remainder of this section includes copies of the

questionnaires that were used in the Oregon study.
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REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

MODIFTED DELPHI INVESTIGATION: NEEDS IDENTIFICATION

This 1s Part One of the modified Delphi Investigation in which
yvou have kindly agreed to participate. FEven before we begin, there-
fore, let us extend our sincere thanks to you for agreeing to take
the time and effort to contribute to our final product.

The toplc of the investigation is ''Developing State Priorities
for the Developmentally Disabled in Oregon.” (The Developmentally
Disabled are defined, at this time, as the mentally retarded, cerebral
palsied, and/or epileptic.)

The researcher is Mr. Kenneth Fox of the Rehabilitation Researcl
and Training Center in Mental Retardatior, University of Uregon. The
supervisor of this study and director of the Research and Training
Center is Dr. Andrew Halpern.

Purposge

This investigation has been desigpned by the Rehabilitarion
Research and Training Center in Mental Retardation, University of
Oregon, for use by the state of Oregon's Developmental Disabilities
(DD) Advisory Council. The information collected in this investiga-
tion will be provided to the DD Advisory Council to aid Council members
in their attempt to assess the immediate/future needs of the develop-
mentally disabled throughout the state,

The investigation seeks to identify the major problems currently
facing the developmentally disabled in Oregon so that wherever possible.
programs can be developed or other appropriate actions taken to deal
with these problems.

Farticipant [nformation

As a member of a professional group concerned with providing
services to the developmentally disabled, you are, we helieve,
uniquely qualified to help us in this process. It is our task to
‘draw on your knowledge and opinions, and to provide the comnunication
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vehicle for you to share your perceptions with us and with other
professionals serving the developmentally disabled.

The research technique being used in this investigation is one
which requires a series of briief contacts by mail. On subsequent
contacts we will be providing you with summary information concerming
the products and perceptions of your entire group. We feel sure
that the generation of this kind of information will be of great value
to us and, we hope, a rewarding experience for you,

Before we move on to the specific task for Phase One, however,
perhaps it would be helpful to briefly focus on the importance of
the investigation, and to indicate how the generated information will
be: used, by providing some background information on the function
of the DD Advisory Council.

Background Information

The DD Advisory Council is the sole officlal body responsible
for the planning and coordinating of services for the developmentally
disabled on a statewide basis. The Council 1s composed of a represen-
tative group of clients, practitioners, and interested citizens whose
primary responsibility is for annual review and approval of a state
p..an concerned exclusively with the developmentally disabled. This
responsibility requires that the Council be able to evaluate the extent
to which existing services meet the needs of the developmentally
disabled, and from an examination of the discrepancies between needs
and services, to develop a list of prioritlies for the allocation of
raesources.

The Council's mandate with respect to evaluation is far reach-
ing and complex. The accomplishment of this overall task requires
a series of intermediate steps, the most urgent of which is cthe direct
concern of this investigation -- to somehow ascertain the needs of
the developmentally disabled from both regional and statewide
parspectives.

Focus

The problems that this study seeks to identify are major
problems currently faced by the developmentally disabled. In other
words, we would like to focus primarily on the problems of the client-
consumer. However, don't hesitate to suggest problems faced by those
wno provide services to the developmentally disabled when you feel
tiat these are of prime importance to the client.
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Problem Format

Finally, we would like tc generate your Phase (Une problem-
statements using a particular format. Experience has indicated that
this particular type of problem-statement format is relatively easy
to work with, and produces statements which not only ceonvey much
more information, bul are also monre easilv understood bv others.

Each problem-statem nt should consist of twe separate components:

) an assertion as to "what is" with respect to some general subject
atter, and (2) an assertien of "what is preferred” with respect to
fBut same subject matter. Stated differeantly, the 'g@at_igﬂfcnmponent
describes the current state of affairs nof the probLem-gfluation. e
should be{an assertion of fact)(as cpposed to a statement of value)
and should therefore indlcit€ a state of affairs which could be
checked by other obsaervers. The 'lwhat is preferred” component tells
us how you would prefer that state of affairs to be, 1t is not a
statement of fact, but a statement of preference or value., Unlike
the "what is' statement, the "what is preferred" statement cannot be
publicly verified as to its truth,

_— One or two examples may help te clarify the distinction between

zf% two components:

"What Js" "what Is Freferred”
I have time to read one book I wounld prefer to read at.
a month. least four books a month.

Notice in the above example that both statements have a common
focus or referent -- the number of books [ have time to read in a period
of one month. MNotice also that an attempt was made to be as precise
as possible. Instead of using phrases like '"not enough time,"” or
"too few books" {(phrases which mean different things to different
people), reference was madc to the exact time period and number of

books involved 1n my problem.

rhwhat fs" "What Is Preferred”

| = Lande Lo e erTer

!At my office the first pot of 1 prefer that the coffee be
\coffee is seldom ready until ready when I arrvive at 8:10
v9:00 in the morning. in the motning. .

This =xample involves my problem of not bheing able to get
coffee early in the morning. Again, an attempt was made to be as
precise as possible in specifving the current and the preferred state
of affairs.
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ID No.

One last caution. Try to avoid confusing prescriptions or

's2lutions with either statements of facts or statements of value.

fLook, for instance, at this rewording of the last example:

"What Is" "What Is Preferred"
At my office the first pot of The janitor should make coffee
'coffee is seldom ready until 9:00 when he arrives,

in the morning.

In this example the "what is preferred" statement is actually
a prescription -- a proposed action -- rather than a statement of
preference. As a result, it is difficult to identify the particular
problem being described.

The Task

You are asked to reflect on the information presented above
and then to generate two or three problem-statements in answer
to the following question? "What do you consider to be the
most important problems faced either by developmentally
disabled individuals you know personally or by most develop-
mentally disabled tn your particular region of the state?”

Please concentrate on major problems, but also attempt to be
s precise as possible. If you believe your problem-statement applies
to one particular disability group (for example the epileptic) or to
one particular age group (for example the pre-school), please state
these qualifiers as part of your problem-statement.

All communications received are strictly confidential. You
are asked to fill out the attached personal data sheet and to include
vour name on each returned form for statistical and operational
purposes ONLY.

Deadline

Since there are subsequent stages in this investigation, and
in order that all problems received may be processed for the second
istage, you are asked to return the attached personal data and problem-
statement sheets in the stamped addressed envelope provided by
December 9, 19572. We suggest that you retain this introductory infor-
mation for your future reference.

If you have any questions concerning the study, please do not
esitate to contact me at the Regearch and Training Center, niversity

of Oregon. My telephone number at the university is 503 - 686 - 5466
and at home, 503 - 343 - 4659,

Your cooperation is sincerely appreclated.

KENNETH D. FOX
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REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

[NIVERSITY OF OREGON

PROBLEM - STATEMENTS

Note: The information abcve the dotted iine will be removed upon
receipt of this form.

D #

STATEMENT OF THE TASK: '"What do you consider to be the most importan’
problems faced either by developmentally
disabled individuals you know personally
or by most developmentally disabled in your
particular region of the state?”

(1a) "What Is"
(1b) "What Is Preferved”

(2a) That Ts" it

(2b) "What Is Preferred” -
(3a) Tkt o -
(3b) "What Ts Preferved” ==

PLEASE RETURN IN THE ENVELOPE PROVIDED ALONG WITH THE ATTACHED DATA
SHEET. THANK YOU,
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CONFIDENTIAL INFORMATION

REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

MODIFIED DELPHI INVESTIGATION

(NOTE; PERSONAL DATA IS FOR STATISTICAL AND COMPUTATIONAL PURPOSES ONLY.)

NAME. :

Note: The information above the dotted line will be detached upon
receipt of this form.

CURRENT OCCUPATTION: ID#
SEX: Male
Female
YOUR AGE HRANGE: under 21 21 - 30 31 - 40
41 - 50 51 - 60 61 +
ARE YOU CURRENTLY PROVIDING A SERVICE DIRECTLY TO THE DEVELOPMENTALLY
DISABLED: Yes
No

FPLEASE ESTIMATE THE PERCENTAGE OF YOUR PROFESSIONAL CONTACT WITH EACH
(1 THE FOLLOWING DISABILITY GROUPS: (1) Mentally Retarded
(2) Cerebral Palsied

(3) Epileptic
(4) Multiply Handicapped %
100%

a9

8

>4

FLEASE ESTIMATE THE PERCENTAGE OF YOUR PROFESSIONAL CONTACT WITH CLIENTS

(OF THE FOLLOWING AGE RANGES;: (1) 0 - 6 years
(2) 7 - 18 years
(3) 19 - 50 years
(4) 51 + years

e

i

a0 8 e

[
o
(=]
>4

PLEASE ESTIMATE YOUR TOTAL EXPERIENCE IN WORKING WITH THE DEVELOPMEN-
TALLY DISABLED. Years
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REHABILLTATION RESEARCH AND TRAINING
CENTER IN MENTAIL RETARDATION

UNIVERSITY OF OREGON

MODIFIED DELPHI INVESTIGATION: NEEDS IDENTIFICATION

This is Part Tweo of the modified Delphi Investigation inm which
you have kindly agreed to participate. Once again let us extend our
sincere thanks to you for agreeing to take the time and effort to
contribute to our final product.

Review of General Information

As you recall, the topic of the investigation is 'Developing
State Priorities for the Developmentally Disabled in Oregon.” (The
Developmentally Disabled are defined, at this time, as the mentally
retarded, cerebral palsied, and/or epileptic.)

This investigation has been designed by the Rehabilitation
Research and Training Center in Mental Retardation, University of
Oregon, for use by the State of Oregon's Developmental DMsabilities
{DD) Advisory Council. The information collected in this investigation
will be provided to the DD Advisory Council to ald Council members
in their attempt to assess the immediate/future needs of the develop-
mentally disabled throughout the state,

The investigation seeks to identify the major problems currentlv
facing the developmentally disabled im Oregon so that wherever
possible, programs can be developed or other appropriate actions
taken to deal with these problems.

Your Regponses to Part One

In Part One of the study, you were asked to generate two or
three problem statements in answer to the following question: 'What
do you consider to be the most important problems faced either by
developmentally disabled individuals you know personally or by most
developmentally disabled in your particular region of the state?"

In writing your problem statements, you were asked to utilize the
following guidelines.

Each probtlem-statement should consist of two separate components:
(1) an assertion as to "what is" with respect to some general suhiect
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matter, and (2) an sssertion of "what is preferred" with respect to
that same subject matter. Stated differently, the "what is" com-
ponent describes the current state of affairs of the problem situation.
I1 should be an assertion of fact (as opposed to a statement of value)
and should therefore indicate a state of affairs which could be
checked by other observers. The '"what is preferred"” component tells

us how you would prefer that state of affairs to be, It is not a
statement of fact, but a statement of preference or value. Unlike

the "what is" statement, the "what is preferred" statement cannot

b publiely verified as to 1rs truth.

In response to this request 223 persons from throughout the
sitate produced more than 600 problem statements for us to consider.
hese statements have been clustered into 27 "expanded problem
statements' and are now presented for your further consideration.
uring Part Two of the study, you will be asked to make some judgments
€h0ut these expanded problem statements,

Your Task in Part Two

Although a few of you who agreed to participate in this study
did not completg Part One, we are asking all of you to participate
in Part Two. Ebur task will be to rate each of the expanded problem
siatements with respect to its importance within your community.
Consider the following exampl

Legal Services for the DD

f

E What Is: There is currently nec provision in our
ycommunity for legal counseling that is geared
Lespecially to the needs of the DD.

fﬁﬁat Is Preferred: I prefer that legal counsel
capable of represeating the needs of the DD be
available in every court in our community.

0 1 2 3 4 9 6 7

Not Slightly Mcderately Extremely
A Tmportant Important Important
Problem

_ If you do not think taat the above statements represent a prob-
am in your community, then circle "0" on the scale. If you think
(ﬁ:hey describe a slightly important problem, then circle "1" on the
“srale., At the other extreme, a rating of "7" would indicate that you
%iﬂard the problem as extremz2ly important in your community.
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As you rate the 27 expanded problem statements for importance,
please keep the following guidelines in mind:

1.

Deadline

Each item is to be rated independently. There is
no limit on the number of problems you might regard
as extremely important or slightly important or
anywhere in between.

You should rate each problem in terms of its
importance in your community.

You may not agree with everything that is contained
in an expanded problem statement. If you agree
with most of the statement, however, you should
circle one of the ilmportance ratings {one

through seven) rather than the "reject" rating
(zero).

In order that replles may be processed for Part [IT of tche
study, please return your ratings in the envelope provided by Friday,
February 9, 1973. You may retain these instructions for future

reference.

Again, if there are any questions please contact Mr. Kenneth
Fox at 686~3591.

Your cooperation is sincerely appreciated.

PLEASE RETAIN THESE INSTRUCTIONS FOR FUTURE REFERENCE. THANK YOU,
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REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

EXPANDED PROBLEM STATEMENTS

T #

Statement Of The Task: Please rate each of the following problem
statements with respect to its importance
to tre disability group for which you are
recpending and within your community.

1. Public Understanding and Acceptance of the DD

What Is: The public, while cften solicitous, does not generally
understand the developmentally disabled or accept them as full-
fledged members of the commurity; rather, it tends to over-emphasize
threir shortcomings and ignore their potential for growth. Worse, the
fears and misconceptions the public harbors are manifested in exten-
sive social prejudice against the DD, who, as its victims, suffer
ridicule, humiliation, and rejection. Families, associates, and
professionals who deal with the DD are by no means innocent of such
prejudices.

Wrat Is Preferred: T prefer that the public -- including parents,
associates, employers, teachers and other service workers -- under-
stand and accept the needs and abilities of the DD. State agencies,
ptblic schools, and the media might cooperate in programs to teach
tte public ways of helping the DD and to encourage community inter-
action with the DD.

0 1 2 3 4 5 6 7

Not Slightly Moderately Extremely
A Important Important Important
Problem

2. Adequate Income For the DD

What Ts: 1Income for the disabled, whether from employment, social
security, or public assistance, is very inadequate.
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What Is Preferred: 1Income to the disabled should be sufficient for
them to enjoy life styles that are as normal as possible,

0 1 2 3 4 5 6 7

Not Slightly Moderately Extremely
A Important Important [mportant
Problem

The remainder of this form has not been reproduced here in order to
conserve space.
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REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

MODIFIED DELPHI IMVESTIGATION: NEED IDENTIFICATION

FINAL STAGE

Irtroduction

This is the third and final stage of the modified Delphi study
concerned with developing state priorities for the developmentally
disabled in Oregon. Once again we wish to thank you for your time
and effort spent on parts one and two of the study. Your participa-
tion has contributed very significantly to the present develcpment
of the project. We realize that a study of this nature places con-
siderable demand on respondents, and this is another reason why your
contribution is so greatly appreciated,

Summary of the Study to Date

In Part One of the study you were asked to generate statements
focusing on the major problems of the developmentally disabled in
your particular region of the state. These Individual statements
wore then clustered and combined into a series of "expanded problem
stLatements.” In Part Two you were asked to rate each of the expanded
problem statements with respect to their importance within your
community.

The ratings from Part II were analyzed by ceombining your respon-
sos with the responses of other participants representing your region
ol the state. The list of problem statements presented in this
final questionnaire, therefore, represents those problems judged by
ynur regional group as being of greatest importance. During Part
Three of the study you are asked to make one last judgment about these
problem statements.

Your Task in Part Three

Your task in Part Thrae is to reconsider the enclosed 14
p-oblem statements and to select from this 1list the seven problem
sratements which you believe to be of greatest importance within
your community. You are asked to signify your choice by marking the
aspropriate spaces on the enclosed response sheet.
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When making your selections do not be concerned with ranking
the statements in any particular order of importance. You are
simply to check those seven statements which you believe represent
the most urgent problems facing the developmentally disabled within
your community.

Deadline

In order that replies may be processed as quickly as possible,
please return the enclosed response sheet in the envelope provided
by March 9, 1973. If you have any questions concerning this final
dtage, please contact me at 686-3591,

In appreciation for your participation, a report summarizing
the results of thils study will be made available to you upon request.
If you wish to receive a copy of the report, please check the appro-
priate space on the response sheet.

Again, thank you for your continuing cooperation.

Kenneth D. Fox



-972-
Regional Code No. I
REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNTVERSITY OF OREGON

EXPANDED PROBLEM STATEMENTS

Statemznt of the Task: Please read all of the following problem
statements and, on the enclosed response
sheet, select the seven statements which
you jeel are the most important within
your community.

1. Public Understanding and Acceptance of the DD

What Is: The public, while oftensolicitous, does not generally
understand the developmentally disabled or accept them as full-
fledged members of the community; rather, it tends to over-emphasize
thelr shortcomings and lgnore their potential for growth. Worse,
the fears and misconceptions the public harbors are manifested in
extensive social prejudice against the DD, who, as 1ts victims,
suffer ridicule, humiliation, and rejection. Families, associates,
and professionals who deal with the DD are by ne means innocent of
such prejudices.

What is Preferred: 1I prefer that the public -~ including parents,
assoclates, employers, teachers and other service workers -- under-
stand and accept the needs and abilities of the BD. State agencies,
public schools, and the media might cooperate in programs to teach
the public ways of helping the DD and to encourage community inter-
action with the DD.

2, Adequate Tncome for the DD

What Is: [Income for the disabled, whether from employment, social
security, or public assistance, 1s very inadequate.

What Is Preferred: Income tu the disabled should be sufficient for
them to enjoy life styles that are as normal as possible.

The remainder of this form has not been reproduced here in order to
conserve s5pace.
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ID No.
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REHABILITATION RESEARCH AND TRAINING

CENTER 1IN MENTAL RETARDATION

UNIVERSITY OF OREGON

PHASE THREE RESPONSE SHEET

selection of the seven most urgent problems in your community by

Regional Code No.

Please indicate your

placing a check in the apace to the right of each selected item below.

1.

10.

13.

15.

19,

21.

22.

26.

27.

PLEASE DETACH AND RETURN THIS RESPONSE SHEET IN THE

Public Understanding and Acceptance of the DD
Adequate Income for the DD

Training in Living Skills for the DD
Opportunities for the Post-Schocl-Aged DD
Treatment for the Emotionally Disturbed DD
Educational Programs for all DD

Parental Involvement and Acceptance of the DD
Job Training for the DD

Alternate Living Facilities for the DD

Job Opportunities for the DD

Coordination of Services

Special Learning Disabilities

Funding Programs for the DD

Preschool Opportunities for the DD

Please check the space to the right if you would like tao

receive a copy of the report summarizing the results of
this study.

THANK YOU.

ENVELOPE PROVIDED.
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TWO ALTERNATIVE WAYS TO INVOLVE
A STATE DD COUNCIL IN DEFINING STATEWIDE GOALS AND
PRIORITIES FOR DEVELOPMENTALLY DISABLED CITIZENS

To qualify for federal assistance under the Developmental
Disabilities Act, each state must establish an adequately staffed
state planning and advisory council that can periodically evaluate
existing services to developmentally disabled citizens and prepare
an annual State Plan for improving both the scope and quality of
these services. More specifically, the mandate requires that a state
council annually define a set of goals and priorities for the succeed-
ing year and then use these (1) as a vehicle for influencing others
who provide services to the developmentally disabled, (2) as a
guide for the council's own rescurce allocation decisions, and (3)
as a basis for collecting evaluative data at the beginning and end
of that particular year.

When a councll engages in systematic planning for the first
time, it probably has no prior set of statewide goals and priorities
or, if it does, that set may be considered by council members to be
essentially inadequate. Described below, therefore, are two alterna-
tive processes that we think a council can employ to define a new set
of goals and priorities. One of these alternatives allows council
members to generate goal statements themselves; the second alterna-
tive provides them with a base of potential goal statements from which
ttey can select or develop their own set of goals and priorities.
Finally, we have included a few brief comments regarding the processes
that a council might employ to modify or refine its existing set of
gcals and priorities in subsequent years.

Al ternative One

This first alternative set of processes calls for the state
ccuncil to replicate at the state level the exact same set of small
group processes described earlier for use by local DD committees. As
indicated in that description, the processes require inputs from small
groups of individuals -- inputs that are identified as statements of
need or rda's consisting of referents or topics, assertions of what is
with respect to each referent, and comparable assertions of what is
preferred with respect to each referent. This time, the inputs are
addressed to the general question, "What do you consider to be the
mcst important needs of either developmentally disabled individuals
you know personally or most developmentally disabled in our state?"
Each small group generates its own set of statements of need and then
processes those statements for interpersonal understanding and
acceptance,
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The rda's from all groups are then collated or clustered
thematically, and expanded statements of need are prepared, presented
to the total council, and checked for understanding, acceptance, and
distortion. When the complete array nf expanded rda's has been
processed, wmembers of the council are invited to argue for the rela-
tive importance of particular statements and then to rate and rank
order in terms of importance the total array of expanded statements
of need.

Other than changing the context of inquiry, therefore, from
needs of the developmentally disabled in one region of the state to
needs of the developmentally disabled throughout the state, the same
processes for defining goals and prjorzEIes described earlier can alsc
be used by a state council. If so, as before, the state council's
final products will be twe: (1) a list of goal statements or expanded
statements of need, each of which was originally generated by indi-
viduals, checked on two occasions for group understanding, and then
rated by the total membership of the state council for importance:
and (2) the subset of goal statements that, after having been rated
by most participants as extremely important, were subsequently
prioritized by the entire group. Either or both of these products
can be included in the council's annual State Plan; both can be used
to influence others in the state; and either or both of these products,
though probably only the highest priority goals, can be used as a
basis for gathering evaluative data.

Alternative Two

This second alternative set of processes assumes that the state
council has a list of potential goal statements generated by others
in the state from which councll members can select and modify the
particular statements that they want to include in theitr own sat of
statewide goals and priorities.

To exemplify, assume that each of ten local DD committees in
a particular state has employed the DAP group processes described
earlier, and has developed a rank-cordered list of its top ten goals
for the ensuing year. Because many of these 100 locally-defined goal
statements will overlap in content, they can usefully be categorized
by referents or topics to simplify their presentation to state council
members. Suppose, for instance, that the 100 statements cluster
around twenty-five reasonahly distinct content areas or referents;
if so, they can be most meaningfully presented to state council members
if they are organized in a booklet in terms of the twenty-five new
referents, one referent and its related statements of need per page.

In addition, to give council members a sense at a glance of
which goal statements each local committee generated and of thae
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prioritles they assigned to each goal statement, a two-dimensional
matrix can be developed which lists the twenty-five new referents

ard their 100 associated goal statements down the left side, each
ccded for easy reference to the already-described booklet of state-
ments, and the ten regions of the state across the top of the matrix.
Ac appropriate, the rank-order of each statement can then be indicated
ir the cells of the matrix. (See Appendix B for a sample display

of data in such a matrix.)

A second matrix that may be useful for a state council to
hzve during its deliberation on statewide goals and priorities relates
tte twenty-five new referente to the sixteen service areas usually
icentified in discussions and legislation relevant to the develop-
mentally disabled. Referents can be arrayed down its side, the sixteen
service areas can be listed =zcross its top, and checks or '"x's" can
be used to indicate which referents or goal statements speak to which
service areas.

Given all this information -- the booklet of goal statements
ortganized in terms of twenty-five referents, the matrix of regional
priorities, and the matrix of regional goals related to service
areas -- state council members can then be asked (1) te focus on the
twenty-five referents, (2) to argue for their relative importance,
and (3) to identify by a rating or ranking procedure the ten most
critical of those twenty-five referents, Naturally, the local goal
statements related to each referent help to "unpack"” it, but council
members should be urged to rank—-order the referents in terms cof their
general content rather than in terms of specific assertions incorporated
in any one of the related goal statements. 1In effect, therefore,
council members can be asked to select from the list of twenty-five
referents those ten referents that they think are most worthy of
being developed into state goals. Any number of processes can be
usied; for instance, all twenty-five referents can be rated, a 'score"
developed for each, and the top ten scores identified, or partici-
pants can be asked to select five of twenty-five referents and
frequency-of-selection scores can be used to identify the tap ten
referents; or successive rounds of rating or ranking for importance
can gradually reduce the list from twenty-five to ten referents.

However handled, once the top ten referents have been jidenti-
f:ed, the members of the state council can be divided into ten small
groups. Each group can be assigned one of the ten referents and
charged to develop, from the one or more regional goal statements
related to that referent and reported in the booklet, a single expanded
statement of need that best describes the specific state need or goal.
It so doing, council members may or may not want to revise slightly
the original referent, but they most assuredly will want to pick
selectively from the assertions of "what is' and "what is preferred"
found in the booklet of local goal statements. Eventually, each
small group should be able to prepare an entirely new state-coriented,
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expanded statement of neef, one that takes its cues from the state-
ments generated by local groups and includes a referent and comparahble
assertions in paragraph form of 'what is" and "what is preferred.”

Assuming that each subgroup has prepared its particular goal
statement in reproducible form -- on acetates, wirth carbon copies,
or on ditto masters —-— the ten new expanded goal statements can be
presented to the total state council. As before in the local groups,
these new expanded statements of need should then be processed for
interpersonal understanding and acceptance as well as for distortion
of the original statements provided by the local groups.

Finally, when all ten goal statements have been processed,
exercises similar to those described earlier can be employed by the
state council to rate and/or rank-order the list of ren goals, re-
sulting eventually in a set of state priorities for the ensuing vyear.
The product of this second alternative, therefore, is essentially
the same as that of the first alternative. The second assumes,
however, that the state council will build on inputs from local
commitrees; the first assumes that the council either cannet obtain
or does not want to consider those local inputs.

Modifying or Refining an Existing Set of Statewide Goals and Pricrities

Once a state council has identified its initial set of geals
and priorities in the form of a referent and comparable statements
of "what is' and "what is preferred,” it has taken a long step toward
evaluating achievement of those goals. As explained in some detail
in the next section of this report, the :ouncil's immediate task is
to gather baseline data on the current state of each goal, so that
when follow-up data are gathered at the 2nd of the year on the same
goals, council members can determine the extent to which pregress has
in fact been made toward their achievement.

Thus, each year, council members can modify and/or add to last
year's goals and priorities on the basis of (1} evaluative data about
achievement of last year's goals and (2) another round of inputs {rom
local DD committees. One way to do this would be simply to replicate
the processes employed the first year to define goals and priorities.
As an alternative, those original processes can be adjusted in such
a way that (1) a prior year's goals can be carried forward -- but
with evaluative data available about each -- (2) rnew goals zan be
added, and (3) the total list of both new and 0ld goals can be reduced
systematically to a set of five or seven or ten highest priority goals.
Clearly, the specific processes designed each year to modify 2 state
council's set of goals and priorities will have to depend largely on
its success in achieving last year's goals, the availability of inputs
from local committees, and the decision of council members to huild
upon the past or to start fresh each year,
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ROLE OF THE STATE DEVELOPMENTAL DISABILITIES
COUNCIL IN EVALUATING ACHIEVEMENT
OF ITS GOALS

Background and Context

The evaluation strategy developed in this project for use by
state developmental disabilities councils assumes that planning and
evaluation are inseparable components of a cyclical process. Planning
lays the foundarion for evaluation by specifying the goals and objec-
tives that must be measured. Evaluation influences subsequent plan-
ning efforts by documenting the extent to which goals and objectives
have bren achieved,

A critical requirement of this evaluation strategy is that a
need be defined as the discrepancy between an existing state of affairs
and a desired state of affairs. This definition of a need leads to
a stylized method of stating goals, whereby each goal consists of
three components: a referent indicating the subject matter of the
goal; a designative statement indicating the current state of affairs
with respect to that referent; and an appralsive statement indicating
the desired state of affairs.

Once goal statements tave been formulated in this fashion,
evaluation can be construed ss a three-step process occurring over
an extended period of time: (1) ascertaining the accuracy of the
designative statement for each goal shortly after the goal has been
adopted, and using this information for a baseline evaluation report;
(2) ascertaining any progrese with respect to the designative state-
ment after the passage of a period of time; and (3) examining the
remaining discrepancy between the actual and preferred state of
atfajrs. Results from steps two and three can be utilized in a
fcllow-up evaluation report.

Implementation of the Stratepgy

The development of a baseline evaluation report begins with a
ccreful examination of a state council's established goals and priori-
ties. The designative component of each goal statement must be
empirically examined in crder to ascertain its truth or falsity.

Any of three possible conclusions may result from the initial inquiry:
(1) Available data are fully adequate to confirm the designacive
component of the goal statement; (2) Available data are not fully
adequate; or (3) No data available are relevant te the goal statement.
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When adequate data are availlable, it 1is possible, of course,
to verify immediately the designative component of a given goal
statement. When no relevant data are available, it is necessary Lo
design and implement a strategy for collecting such data before the
designative statement can be verified. When available data are only
partially adequate, a decision must be made whether to use these
available data or to generate additional data as well.

Once the status of the designative component of a given goal
has been confirmed, it is then possible to examine the discrepancy
between the actual and preferred state ol affairs. An assessment
of this discrepancy constitutes the core of a baseline evaluation
report. This initial report serves two purposes: (1) it provides
an empirical foundation for encouraging agencies and programs to
attend to particular unmet needs of developmentally disabled people:
and (2) it provides a benchmark against which to measure future pro-
gress with respect to each adopted goal. Filgure 1 presents a flow-
chart of the procedures that have just been discussed for verifylng
the designarive component of a goal statement and assesaing discre-
pancies between the actual and preferred state of affairs.

Prior to submitting its next annual plan, a state council
should prepare a follow—up evaluation report assessing progress with
respect to each previously adopted goal. Preparation for thils report.
however, should begin immediately following completion of the base-
line report.

One of the products of the baseline repert will be an awareness
of certain inadequacies in the data that have been collected. Such
awareness should serve to stimulate the designing of improved data
collection procedures prior to conducting the follow-up evaluation.

It may be necessary to establish one or more task forces tc investi-~
gate a variety of data collection alternatives.

Once the data collection strategies have been determined and
sufficient time has elapsed for progress to occur, follow-~up data
should be collected concerning the designative component of each goal.
Examination of this follow-up data in juxtaposition with comparable
baseline data will permit an evaluation of whether or not progress
has been made with respect to each adopted goal. Further examination
of the discrepancy between the new actual state of affairs and the
preferred state of affairs will also provide an evaluation of the
progress that still remains to be achieved. The follow-up evaluation report
should then be used to influence the state developmental disabilities
council as it determines its goals and priorities for the next year.

A flowchart summarizing these procedures for follow-up evaluation can
be found in Figure 2.
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Although it is clear that the processes of planning and evalua-
tion are cyclical in nature, the length of an individual cycle may
be somewhat arbitrary. A developmental disabilities council will
probably follow a one-year cycle since the law requires that state
plans e evaluated and revised on an annual basis.

Figure 3 portrays the major events in such a cycle over a two
year period. As can be seen from this flow chart, a separate activirty
of bas=line evaluation is required only for new goals that emerge
dering the goal setting process. When an old goal is readopted for
a subsaquent year, follow-up Information from the previocus year can
serve as baseline data againcst which to measure any progress that
mzy be revealed from follow-up information collected during the sub-
sequent year.

Some Simulation Exercises

The flow charts and accompanying discussion just presented
cen be used in an introductory lecture teo council members on this
strategy for evaluation, provided they have been previcusly introduced
ta the planning concepts which constitute a foundation for the cycle.
In addition to a formal lecture, however, it may be useful to provide
council members with a more experiential frame of reference for
understanding the issues and complexities of the evaluation process.
Toward this end, a number of simulation exercises have been developed.

In addition to providing an opportunity for experiencing the
evaluation process vicariously, the simulation exercises were designed
to stress especially the fol .owing points: (1) Baseline data should
he pgathered soon after adoption of a set of goals; (2) Careful
evaluation of adopted goals will influence goal setting procedures
in subsequent years; (3) The identification and gathering of high
quality data for evaluation is partially the responsibility of council
members; and (4) Different tvpes of poals require different kinds
ol evaluative data.

In order to illustrate this fourth point, three simulation
exercises were developed, each requiring a different kind of data.
The first exercise illustrates a goal in which agencies providing
services are the appropriate "subjects" for data collection. The
second exercise illustrates a goal in which the clients receiving
services are the appropriate subjects. The third exercise illustrates
a goal in which people other than clients are the appropriate sub-
jects. Examining these three exercises together illustrates the
point that no single data collection format will be suitable for
evaluating all types of goals.
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The three exercises refer to goals of high priority to the
Oregon Developmental Disabilities Council, in order to maximize the
believability and relevance of the exercises and, hopefully, the
lessons to be learned from them. With this in mind, the exercises
are presented here only as examples. Others wishing to engage in
gimilar activities should probably devise their own exercises in
order to ensure that the material will be attractive to their owm
council members.

The following exercises presented to Oregon Council members
make reference to a File of Background Data and to Charts I, IT, and
II1. The charts are reproductions of Figures One, Two, and Three
presented above. The File of Background Data contained Oregon's 1973
State Plan, some data collection forms that are belng proposed for
adoption in Oregon, and a contrived memorandum providing data with
respect to one of the exercises. The File has not been reproduced
here because of space limitations,

Exercise One

The highest priority goal established by the Oregon DD Council
last yecar was not phrased as a goal referent, statement of 'what is"
and a comparable statement of "what is preferred." However, it was
relatively easy to translate that geal into this format.

GOAL REFERENT: Fixed Point of Referral Services
GOAL STATEMENT:

What is: There are no centrally located agencies in the
state —-- fixed point of referral centers -- that
are designed (1) to help the developmentally
disabled and their families get to and make use
of existing services, (2) to provide information
to developmentally disabled people and the gen-
eral public, and (3) to maintain a central regis-
try of developmentally disabled people and the
services available to them,

What is

preferred: We prefer that centers able to meet the above
needs -- fixed point of referral centers -- be
established throughout the State of Oregon.

Task #l: Given the above goal statement, the File of Background Data,
and Charts I, II, and III, attempt to determine:




Task #2:

Task #3:

Task #4:

-105-

a, the "What Is" state of the goal at the time of
its adoption;

b. the current "What Is' state of the goal: and

¢. the specific data, if any, that may still be
needed for an adequate evaluation of movement
during the past year toward achievement of the
goal.

Prepare a brief evaluation report on the status of the goal
today for presentation at tomorrow's State DD Council meet-
ing when goals and priorities will be set for next year,

Asisume that during the State DD Council session you are
asked to prepare for presentation after lunch a revised
statement of a Fixed Point of Referral goal for Council
consideration as a high priority goal next year. Prepare
the statement as you would submit it to the afternocon
Council session.

Agssume that two weeks have elapsed since the State DD
Council met and established its goals and priorities and
that you are now involved in a DD Council Executive
Committee meeting called to ensure that adequate baseline
data are established for each high priority goal. 1In
addition, assume that the goal statement you prepared in
Task #3 continues to be one of the state's high priority
goals,

Given the revised goal statement, the File of Background
Data, and Charts I, Il, and IIl, prepare a directive to

the staff of the State DD Council indicating the specific
kinds and sources of baseline cdata that should be collected
with respect to this goal.
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Exercise Two

One great concern expressed by those who help developmentally
disabled people is their need for alternmative living facilities.
Therefore, it seems plausible that the following goal would be
adopted as a high pricority of the State DD Council for next year,

GOAL REFERENT:
GOAL STATEMENT:

What is:

What is
preferred:

Alternative Living Facilities

Alternative living arrangements for developmentally
disabled people are extremely limited. Specifically,
there is a lack of group homes, foster homes,
halfway houses, and other noninstitutional living
facilities to provide care and independent living
opportunities. Existing facilities are often
inconveniently located, are not prepared to deal
with certaln disabilities (such as emotional dis-
turbances or multiple handicaps), and usually do
not provide regular social and educational activi-
ties. In addition, their supervisors are often
poorly trained and badly paid.

We prefer rhat a variety of noninstitutional,
homelike living arrangements be available s¢ that
developmentally disabled people can live as inde-
pendently iand actively as possible. We also prefer
that these facilitles be centrally located and
integrated with community educational, vocational,
recreational, and transportation services. Finally,
we prefer that adequate pay be provided for well-
trained and certified individuals to supervise

these facilities.

Task: Assume that two weeks have elapsed since the State DD Council
met and established this as one of its high priority goals.
You are now involved in a DD Council Executive Committee meeting
called to ensure that adequate baseline data are established
for each high priority goal.

Given the goal statement, the File of Background Data, and
Charts I, II, and III, prepare a directive to the staff of the
State DD Council indicating the specific sources of baseline
data that should be collected with respect to this goal.



-107-

Exercise Three

Great concern has been voiced about the attitudes of the
public with respect to developmentally disabled people. Therefore,
it seems plausible that the following goal would be adopted as a high
priority of the State DD Council for next year,

GOAL REFERENT: Attitudes of Others Toward the DD
GOAL STATEMENT;

What is: The gemeral public tends to devalue and discrimin-
- ate against persons with developmental disabili-

ties. It is often uninformed and apathetic about
the problems of handicapped groups. For example,
there are a number o” myths and misconceptions
about epileptics, often the result of a lack of
understanding and knowledge about the cdisability;
moreover, the noticeably physically handicapped
are often rejected simply on the basis of their
disabilities,

What is

preferred: We prefer that in an effort to increase public
understanding there he more dissemination of
information about the capabilities as well as
the limitations of developmentally disahled
people... that handicapped persons be evaluated
on their own merits, regardless of their particular
disability... and that widespread myths and mis-
conceptions -- particularly with respect to
epilepsy -- be dispelled by public education in
an effort to increase public understanding anc
acceptance.

Task: Assume that two weeks have elapsed since the State DD Council
met and established this as one of its high priority goals.
You are now involved in a DD Council Executive Committee meet-
ing called to ensure that adequate baseline data are established
for each high priority goal.

Given the goal statement, the File of Background Data, and
Charts I, II, and IT11, prepare a directive to the staff of

the State DD Council indicating the specific kinds and sources
of baseline data that should be collected with respect to this
goal.,
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Developmental Disabilities Planning and
Advisory Council Membership

E. E. Balsiger

Ccnsumer Representative

Oregon Association for
Retarded Children

Klamath Falls, Cregon

Allison Belcher
Consumer Representative
Pertland, Oregon

Barton Brown

Consumer Representative
Pacific Northwest Bell
Portland, Oregon

Zane Campbell*

Consumer Representative
Omark Industries, Inc.
Portland, Oregon

Norman Crawford

Consumer Representative

United Cerebral Palsy of
Oregon

Harold D, Fredericks, Ph.D,

Higher Educatien

Teaching Division, Oregon
College of Education

Monmouth, Oregon

Andrew S. Halpern, Ph.D.

Higher Education

Rehabilitation Research and
Training Center in Mental
Retardation

University of Oregon

Eugene, Oregon

*Member, Executive Committee

Tom Higley

Consumer Representative

Oregon Associatilon for
Retarded Children

Pendleton, Oregon

Jeffrey Johnston
Consumer Representative
Portland, Oregon

Linda Kiever

Consumer Representative
United Cerebral Palsy
Salem, Oregon

David D. Kullowatz, D. D.
Consumer Representative
Oregon Association for

Retarded Children
Salem, Oregon

William Lowther

Provider Representative
Fublic Assistance Division
Salem, Oregon

David MacFarlane, M. D,

Provider Representative

University of Oregon Medical
School

Portland, Oregon

Richard J., Mathewson, D.D.S,
Consumer Representative

United Cerebral Palsy Association
Portland, Oregon



Jerry McGee, Ph.,D.*
Consumer Representative
Oregon Association for

Retarded Children
Salem, Oregon

Richard 8. Mitchell, Ph.D.*
Consumer Representative

United Cerebral Palsy Association

Portland, Oregon

Dean Orton

Provider Representative
Children's Services Division
Salem, Oregon

Rhesa Penn, M.D.

Provider Representative

Department of Human Resources,
Health Divisicn

Portland, Oregon

James Pomeroy, M.D.*
Provider Representative
Mental Retardation Services
Salem, Oregon

Ray Rothstrom

Provider Representative
Oregon Board of Education
Salem, Oregon

Robert Schwarz, Ph.D.
Provider Representative
Center on Human Development
University of Oregon
Eugene, Oregon

Norman Silver

Provider Representative

Department of Human Resources,
Vocational Rehabilitatien
Division

Salem, Oregon

*“Member, Executive Committee
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Bette Stokes¥*

Consumer Representative
Fpilepsy League of Oregon
Portland, Oregon

Hazel Warren*

Provider Representative
Comprehensive Health Planning
Association for Portland

Metropolitan Ares
Portland, Oregon

James M, Watson, M.D.*
Consumer Representative
Epilepsy League of Oregon
Portland, Oregon

Helen White

Consumer Hepresentative

Comprehensive Health Planning
Agency

Coos Bay, Oregon

Health Planning Staff

David Porter

N0 Planner

Dffice of Comprehensive Health
Planning

Salem, Oregon

Ruth Russell

0D Planner

Office of Comprehensive Health
Planning

Salem, Oregon
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State Council September Werkshop Agenda

Thursday, September 14

Friday, September 15

Saturday, September 16

Registration and warmup

Introductory comments
What is planning and what is evaluation?

Review of current data available to state
council and its staff

Lunch

Presentation and discussion of a strategy
for generating state goals and priorities

Initial generation by the council of some
potential state goals

Lunch

Establish potential state priorities from
among the generated goals
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State Council April Workshop Agenda

Friday, April 13

Lunch

Executive committee evaluation simulation
exercise

Saturday, April 14

Registration

General review of the planning and avaluatiorn
project

Presentation and discussion of the results
from the local workshops and survey goal-
generating activities

® Lunch

Establish state goals and priorities for the
1973 state plan



Appendix B

Materlals Developed to Assist the State
Council in Their Needs Assessment and Goal
Setting Activities:

a. A Summary of Goal Referents, Goal
Statements, Procedures, Groups, and
Group Priorities

b. A Master List of Top Priority Goal
Referents and Related Goal Statements
Relevant to Oregon's Developmentally
Disabled

A Complete List of the Eleven Expanded Problem
Statements Adopted by the Oregon State Council
for Use 1in the State Plan
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A Master List of Top Priority
Goal Referents and Related Goal Statements
Relevant to Oregon's Developmentally Disabled

1.0 Atrtitudes of the DD Toward Themselves

1.1 What is: Many DD individuals poorly understand their handi-
cap, often believing that, because of it, they cannot marry,
hold a job, or participate in normal social activities.

Many also feel stigmatized and therefore attempt to keep
their condition a secret.

What is preferred: We prefer that each DD individual be
helped to understand both his disorder and his unique abili-
ties, that he openly admit his condition, and that he seek
assistance.

2.0 é;titudes of the General Public Toward the DD

2.1 What is: The public, while often solicitous, does not gen-
erally understand the developmentally disabled or accept
them as full-fledged members of the community; rather, it
tends to overemphasize their shortcomings and ignore their
potential for growth. Worse, the fears and misconceptions
the public harbors are manifested in extensive soclal pre-
judice against the DD, who, as its victims, suffer ridicule,
humiliation, and rejection. Families, associates, and pro-
fessionals who deal with the DD are by no means Innccent of
such prejudices.

What is preferred: We prefer that the public -- including
parents, associates, employers, teachers and other service
workers -~ understand and accept the needs and abilities of

the DD. State agencies, public schools, and the media might
cooperate in programs to teach the public ways of helping
the DD and to encourage community interaction with the DD.

2.2 What is: The general public tends to devalue and discrimin-
ate against persons with developmental disabilities. It is
often uninformed and apathetic about the problems of handi-
capped groups. For example, there are a number of myths and
misconceptions about epileptics, often the result of a lack
of understanding and knowledge about the disability: more-
over, the noticeably physically handicapped are often rejected
simply on the basis of their disabilities.

What is preferred: We prefer that in an effort te increase
public understanding there be more dissemination of




~114-

information about the capabilities as well as the limitations
of the DD . . . that handicapped persons be evaluated on their
own merits, regardless of their particular disability

and that widespread myths and misconceptions of the DD --
particularly with respect to epilepsy -- be dispelled by
public education in an effort to increase public understanding
and acceptance.

3.0 Attitude of Employers Toward the DD

3.1

What is: Many employers are reluctant to hire the DD. As a
result, for example, epileptics find they need to conceal
their disability during job interviews.

What is preferred: We preler that there be equal opportunity
--no discrimination--for the DD in appropriate areas of the
job market . . . that disclosure of an epileptic's disability
not prejudice his employment opportunities.

4.0 Attitudes of Insurance Companies Toward the DD

4.1

What is: [Insurance companies often discriminate against the
DD, either by simply refusing them coverage or by charging
high premiums for limited coverage.

What is preferred: We prefer that insurance be regulated so
as to be available to all qualified DD individuals, and at
reasonable rates.

5.0 Persconal Rights of the DD

5.1

What is: The rights and wishes of the DD who live in group
or nursing homes are not always protected. Unscrupulous
home operators may exploit them, for example, bv usiny or
withholding thelr perscnal allowances, controlling their
medication, or keeping them in a home against their will.

What is preferred: We prefer that DD clients be protected
against exploitation by care providers. Where a patient 1s
unable to determine his rights, protection should he provided
--caseworkers could be given mors power to protect their
clients, for example.

6.0 Architectural Barriers to the DD

6.1

What is: The majority of public and private buildings,
including low cost housing, are physically inaccessible to
the physically handicapped. Legislation relevant to this
now applies only to new, state-owned buildings.
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What is preferred: We prefer that all buildings, including
low cost housing, be designed for easy entrance, exit, and
usability by the physically handicapped . . . furthermocre,
that legislative and funding constraints be enacted to make
all facilities accessible to the physically handicapped.

What is: Architectural barriers, such as stairways without
ramps or doorways too narrow for wheelchairs, restrict the
mobility and thus tha independence of the DD. Even new or
remodeled buildings are constructed without comnsideration
for the disabled.

What is preferred: We prefer that the needs of the DD be
considered in the design of major public buildings. Special
safety and convenience features, such as ramps and elevators,
should be provided wherever possible so that disabled can
use these buildings.

7.0 Funds for Providing Services for the DD

7.

1

.2

What is: Funds for the provision of services to the DD are

generally inadequate. This is sometimes because the LD are

low on the priority list for available money. 1In other in-
stances, money allocated for the DD is deposited in an
agency's general fund and then spent for other purposes.

The mechanisms for funding programs are also frequently
clumsy and ineffective. For example, one agency may need

to apply to numerous sources in order to pet sufficient funds
for a single program. Moreover, money that is awarded often
carries inappropriata restrictions concerning the types of

DD people that are eligible, and frequently the announcement
of awards comes teoo late for effective planning.

What is preferred: We prefer that more local, state, and
federal funds be made available for increasing and improving
programs for the DD; that specially designated funds for the
DD be used only for rheir intended purposes; that consistent
methods of appropriating funds be developed, with as few
restrictions as possible on the types of DD persons eligible;
and that grant awards be announced far enough in advance for
effective planning and implementation.

What is: There is a lack of public money for implementing
programs and services. Prior legislatures did not always
give high priority to the problems of the DD. The lack of
funds prevent some DD from obtaining adequate medication and
equipment.



8.0

9.0

7.3

What is preferred: We prefer that there he sufficient fuads
to implement programs . . . that the next legislature be more
sympathetic to the financial needs of the DD . . . that there
be adequate funds to modify or ameliorate medical and equip-
ment needs of the DD, e.g., a medication/equipment bank
especially for developmentally disabled individuals.

What is: Some regions do not receive their fair share —-
based on need and populaticn —- of Oregon's state and local
funds for the DD. For example, only two of fifteen grant
proposals submitted from Central Oregon durlng the past
three years have been funded.

What is preferred: We prefer that funds for the DD from
state and federal sources be more fairly allocated on the
basis of population and need in each area of the state.

Basic Research Relevant to the [D

8.1

What is: Knowledge of the functions of the brain (both gen-
eral and specific) is extremely limited.

What is preferred: We prefer that basic research into the
functions of the brain be accelerated, and that such research
ultimately provide information useful in diagnosing and
treating specific brain disorders.

Knowledge and Training of Physicians Who Serve the DD

9.1

What 1s: Many physiclans are not well informed about the
diagnosls and treatment of developmental disabilities (espec-
ially seizure discrders). Moreover, they are usually not
trained to counsel DD patients about the psychosocial aspects
of their disorders.

Whar is preferred: We prefer thart physicians be well in-
formed and skilled in the diagnosis and treatment of develop-
mental discorders and in the counseling and DD patients.

10.0 Knowledge and Training of Non-Physicians Who Serve the DD

10.1 What is: Those who serve the DI} often lack the knowledge,

understanding, and training to meet the needs of the DD,

For example, many teachers and administrators have had insuff-
icient exposure (in university courses or in practicums) to
the methods and purposes of special education; teachers often
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do not understand problems in emotional or physical develop-
ment ; administrators frequently lack interest; and many care
providers do not have the training to provide stimulating
home environments.

What is preferred: We prefer that DD persons be served by
knowledgeable, understanding people who are aware of the
needs of the DD and who have the desire and skills to meet
these needs. There should be cooperative programs (between
agencies and universities, for example) to educate service
workers about the DD, and to encourage them to take an inter-
est in the problems of the DD, and to give them training in
recognizing and alleviating problems.

11.0 1Identification of the DD

11.1 what is: There is currently little or no effort directed

11.

2

toward the early identification of persons with DD, 1.e.,
from birth to age one. Moreover, many of the DD who reside
in Oregon are unknown to service agencies and, therefore,
receive no services. 1In addition, there is no one agency
charged with the responsibility of identifying and maintain-
ing an updated roster of all the DD in each county.

What is preferred: We prefer that a greater effort be directed
toward early identification of the DD . . . that steps

be taken to identify the DD in Oregon . . . and that one

agency be charged with the responsibility for maintaining

a current roster indicating the number and location of po-
tential DD clients.

What is: In this community, there is little coordinated and
responsible effort to screen and identify the DD, Some DD

are jdentified only when they come in contact with public
agencies; thus, they sometimes go undetected too long, par-
ticularly children who need very early treatment. Children are
usually not screened at school entrance, and there is no
routine screening of under-achievers by public school teachers.

What is preferred: WE prefer that there be greater effort

to identify and locate the DD whoe do not now receive service:
that emphasis be on identifying the preschool DD population;
that there be routine testing of potential MRs in the early
school years; that efforts be continued to identify the
post-school-aged DD; and, that service providers, such as
teachers, be better prepared to recognize early problems.
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12.0 Diagnosis and Zvaluative Services for the DD

12.1

12.2

1z2.

3

What is: There is currently no diagnostic clindic or

research center ror the developmentally disabled in ourt
regiomn.

What is preferred: We prefer that a comprebhensive diag-
nostic clinic ~- possihbly combined with a research center
—— be established in a location convenient to our rezion
and that diagnosis attend cto the emctional, mental, social
and physical needs of the developmentally disabled.

What is: There are currently no adequate testing pnrograms
in our region for evaluating the abilities and taienis of

the DD -- pre-schonl abilities, vncatlonal skiils, mental
aptitude, #d =0 Fforth.

Whst 1s preferre=d: We prefer rhat a ctomprehensive fastin:
program be developed tn diagnose and evaluate all fa.efr nf
a developmentallyv disabled individual's abiiities ana

skills.

What is: There is a lack of adequate diagnostic and
evaluation services for all age-groups of the NI in our
community, Where services are available, insufficient
resources {(particularly the shortage of traiued and
experienced profesgsionals) limir the frequency, compre-
hensiveness, and usefulness of the service. For example,
client plans must ofter be formilated from records too
old and vague to be of direct value; good evaluation
instruments are Jlacking; and important client decisions
are often made without corroborating evidence.

What is preferrec: We prefer that adequate and compre-
hensive diagnostic and evaluation services be regularly
and frequently available to all DD in this community.

that these services he provided by trained and competent
personnel; that particular emphasis be directed toward the
differential diagnesis of the preschool D penulation;
that more effective evaluaticn and assessment instruments
be developed; and that data from such instruments be
corroborated by other available evidence, especially
first-~hand observation of the clients involved,
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13.0 Coordinating of Services for the DD

13.1

13.2

13.3

13.4

What is: There is a general lack of coordination of

services to the DD. For example, there is often no
follow-through on referrals, with the result that many
DD simply get lost 'between the cracks."

What is preferred: We prefer that a specialized agency
be created to provide comprehensive coordination of the
medical, educational, vocational, and other services
available to the DD in our region.

What is: There is no central source of information on
avallable services for the DD, thelr parents, and providers
of services to the DD; as a result, agencles sometimes
duplicate services or are unaware of each other's
activities.

What is preferred: We prefer that a central information
source be made available to the DD, the parents of DD,
and those agencies presently providing services to the DD.

What is: No fixed-point referral is provided; follow-
along of the DD is not regular and consistent; some
agencies retain clients unnecessarily when they could
be better served by anocther agency; some services are
duplicated by many agencies while other services remain
unavailable.

What is preferred: We prefer that there be one central
agency responsible for coordinating services to the DD . . .
and that this agency be client-oriented to provide

adequate follow-along for the DD.

What is: It is very difficult to coordinate care for the
DD. For example, there is no fixed person or agency in
our community to act as a referral point for them and
their families. Without such a service(as things now
stand), many do not receive all of the services for which
they are eligible. Existing programs frequently suffer
from lack of coordination and communication among service
agencies and professionals, resulting in fragmented or
overlapping delivery of services. Lack of coordination
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also makes it difficult to plan and provide for a life-
time continuity of services.

What is preferred: We prefer that a fixed person or
agency be designated in our community to help DD clients
and their families obtain all the services they need
throughout their lives. [n addition, we prefer that coor-
dination be improved among agencies serving DD,

14.0 Local Availability of Services for the DD

14.1 What is: Most treatment fotr the DD means removal from
the community -- that is, it meéans having to travel
somewhere. For instance, there is no physical rehabili-
tation center in the area and transportation is not only
necessary, but often a problem and an expense.

What is preferred: We prefer that there be local treat-
ment centers in the region; for example, that there be

a physical rehabilitation center in our region with
adequately trained staff and a sufficient number of
resident personnel,

14.2 What is: Special services and facilities for the DD are
extremely limited in cur community. The alternative of
traveling to other communities (sometimes at considerable
distances) is expensive and time consuming {especially
when emergency services are needed), and removes the
individual from family and friends. Furthermore, communi-
cation at long distance is frequently inef{fective. For
example, agency personnel in distant communities sometimes
make decisions about DD individuals without really
understanding local conditions and needs. Distance also
makes obtaining necessary treatment information and
records more difficulr.

What is preferred: We prefer that a wide range of services
be available regionally -- where possible, within our
community. When travel to distant communities is still
necessary., more effective communication should be
established between those facilities and the people

they serve in our communities.
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15.0 Transportation Services for the DD

15.1 What is: There is inadequate transportation for the DD
to and from service agencies, schoels, job sites, and
social and recreational facilities. Moreover, existing
carriers are not adequately equipped to accommodate DD
individuals who are severely handicapped and nonambulatory.
Rural areas, where the DD tend to be widely scattered,
have even fewer and more expensive transportation alter-
natives than other areas. Many agencies must either
budget for private carriers or depend on velunteers.

What is preferred: We prefer that a variety of transpor-
tation alternatives be available at convenient times to
all DD, regardless of the severity of their handicap,
their ability to pay, or their place of residence,

15.2 What is: Public and/or low cost transportation for the
DD is limited. Madical and service facilities do not
provide year-round transportation to DD clients in need
of this service. There is no centralized transportation
system available to the N, and they often have difficulty
manipulating present metro transportation systems, e.g.,
complicated transit maps, unclear bua identification,
barriers of the equipment itself, etc,

What is preferred: We prefer that there be more public
and/or low cost tramsportation for the DD...that these
facilities and services be better designed and more easily
understood...that agencies serving the DD provide year-
round transportation...and that centralized transportation
systems be established to provide for the special needs

of DD passengers.

16.0 Training for the DD With Resgpect to Basic Living Skills

16,1 What is: DD individuals (especially post-institutional
MR's) are often unprepared to function effectively in
the community or to cope confidently with the routine
activities of daily living. Some lack basic self-care
skills (bathing, dressing, etc.), but nearly all are
deficient in decision-making and communication skills,
as well as in the practical abilities needed to run a
home or hold a jeb without supervision.

What is preferred: We prefer that there be greater program
emphasis on providing the DD with the knowledge, training,
and experlences necessary for them to develop more effec-
tive self-help and social-living skills.
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17.0 Treatment for the Emotionally Disturbed DD

17.1 What is: There is limited help available in our community

for DD individuals who also suffer from emotional problems.
Treatment is expensive and/or scarce, particularly for
children and juveniles {whose problems are often mani-
fested in disruptive classroom behavicr).

What is preferred: We prefer that better treatment services
be available in our community for the emotionally disturbed
DD. No one should be denied a service because of its cost;
and teachers should have help in dealing with the behavior
problems of emoticnally disturbed students,

18.0 Treatment for Epileptic Selzures

18.

1

What is: Medical control of seizures is not entirely
satlsfactory., Medication programs are often poorly planned
and administered. Moreover, anticonvulsants are too
expensive for some, may have unpleasant side effects, and
are not always reliable,

What is preferred: We prefer that there be more effective
medical programs to control selzures; moreover, that more
satisfactory medication be available to all who need it.

19.0 Services for Pre-School DD Children

19.

19.

1

2

What is: There are very few direct services available to
DD children under four vyears.

What is preferred: We prefer that there be a whole range
of services available to DD children under four as well

as to their parents: more physical therapy, occupational
therapy, speech therapy, and preschool experiences as well
as more parental education and training.

What is: There are few programs to provide educationm,
training, and therapy for preschool DI children. There
are almost no services Eor the very young (although
remediation should start as early as possible), and exist-
ing early education programs segregate the handicapped
from the nonhandicapped -- if they accept DD children at
all.

What is preferred: We prefer that there be more programs
to provide direct early services to preschool DD children.
These programs should be integrated as much as possible
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with regular preschool programs, but should focus on
early intervention in areas of developmental as well as
academic difficulties, plus providing training in basic
self-care and social adjustment.

20.0 Services for Post-School DD Adults

20.1

£0.2

What is: There are little or no services available to the
DD who are beyond high school age. For example, there is
no activity center outside the major city in our region.

What is preferred: We prefer that there he a whole range
of services available to the DD who are no longer in
school: day care services, activity centers, and workshops
that provide meaningful remuneration for the DD.

What is: Very few programs provide educational, social,
and vocational training opportunities for the DD who are
past school age; moreover, available programs are often
inconveniently located. Thus, if a developmentally
disabled person does not receive the services he needs by
his early twenties, he is often without further options
for growth and training.

What is preferred: We prefer that the DD who are beyond
school age have a wide variliety of publicly supported
options for education and training. These opportunities
should be provided for an individual until he has reached
his maximum competence, no matter how severe his dis-
ability.

21.0 Alternative Living Arrangements for the DD

£1.1

What is: 1In our region there are insufficient supervised
living situations/facilities, and those that exist lack
trained personnel. For example, there are no community-
based long-term residential treatment centers; there are
limited facilities with trained personnel to provide care
on a temporary basis for moderately independent DD
children and adults; more specifically, there are few
foster homes and most are poorly designed and staffed;
there is no supportive assistance for severely handicapped
adults who wish to live independently; and there is no
housing other than Fairview available for the CP.

What is preferred: We prefer that there be available a
wide range of living situations/facilities for the bD in
our region...that well trained perscmnel staff these
facilities...that the public be made aware of the need
for foster homes...and that HUD provide housing for the
DD in each project.
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21.3

21.4

What is: In our region there are lim.ted alternative
living arrangements -- few group homes, foster homes,
community homes, etc. -- and so few residential facilities

that will promote independent living and/or toral living
care, particularly for the severely disabled.

What is preferred: We prefer that there be more residen-
tial services and more suitable housing for the DD in our

region -- that there be more ''protective living envivan-
ments,' both permanent and temporary near available
services...that there be more group-supervised living

facilities...that, to the extent possible, the DD be
able to live outside formal institutions.

What is: There is little available information about
commun{ty homes or residential centers that are already
in operation cutside of (entral Oregon. Moreover, there
are no such facilities available in our region itself

for small groups of DI} adults who are willing and able to
live together under the supervision of tralned staff.
That is, older DD in che region recelve no assistance I[n
the form of domiciliary care, "half-way houses," or humes
with surrogate pareants that can help them live Iindepen-
dently in the community.

What is preferred: We prefer that more information about

existing community homes or residential centers he avail-
able and that a variety of community omes, "half-way
houses," and homes with surrogate paresnts be available in
the major cities of our region.

What is: Alternate living arrangements for the DD are
extremely limited. Specifically, there is a lack of group
homes, foster homes, halli-way houses, and other noninsti-
tutional living facilities to provide care and independent
living experiences for the DD. Existing facilities are
often inconveuniently located, are not prepared to deal
with certain disabilities (such as emotional disturbances
or multiple handicaps), and usually do not provide regular
social and educational ackivities. In addition, their
supervisors are often poorly trained and badly paid.

What is preferred: We prefer that a variety of noninstitu-
tional, homelike living uarrangements he availahle so the
DD can live as independently and actively as possible.

I also prefer that these facilities be centrally located
and integrated with community educational, vocational,
recreational, and lransportation services. Finally, |
prefer that adequate pay be provided for well-trained and
certified individuals 1o supervise these facilities.
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Financial Income for DD Adults

22,

1

What is: 1Income for the disabled, whether from employment,

soclal security, or public assistance, 1s very inadequate.

What is preferred: We prefer that income for the disabled
be sufficient for them to enjoy life styles that are as
normal as possible.

Job Training for the DD

23.1

23.

2

What is: It 1s difficult for many DD to obtain joh

training. For example, in our region, the only job

training workshop for those over sixteen years of age is
located in Redmond, Moreover, transportation te and from
the Opportunity Center is undependable; as a simple example,
the buses are in bad need of repair.

What is preferred: We prefer that at least there be better,
more dependable equipment for transporting the DD to and
from the Opportunity Center; ideally we prefer that there
be more job training workshops in local areas.

What is: Vocational training programs for the DD are
extremely limited. Existing training programs are often
irrelevant and/or non-redemptive; many exclude certain
disability groups or depend on unreliable "contract work"
with private industry; and many are not suited to the
needs or talents o»f the individuals involved,

What is preferred: We prefer that more job training
opportunities be available to the DD iIn private industry,
in government, and in sheltered workshops and, to the
extent possible, these opportunities be provided within
or near the community. I also prefer that programs not
only emphasize adeguate training for specific and relevant
skills, but also develop individual's full potential.
Moreover, I prefer more complete client evaluation and
follow-up services, more effective cooperation among the
agencles involved in vocational training, and more funds
for subsidizing client training.

Job Opportunities for the DD

24.1 What is: There are insufficient opportunities for the

adult DD to be employed; most who are employed hold jobs
that earn only minimal wages.
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What is preferred: We prefer that the DD be given the
opportunity to become taxpayers instead of tax burdens...
that potential employers be made aware that the DD are
capable of holding a job...that an advocate go with the
DD to act as a liaison between the employer and the DD...
that, in those cases when the adult DD earns wages at a
level below those necessary for an adequate income, an
income supplement be provided...and that, to the extent
possible, legislation require affirmative action for the
DD: for example, in some cases, it may be feasible to
require that one of each 25 work statlons be reserved

for DD workers.

24.2 What is: Job opportunities for trained DD are very scarce.
Although sheltered workshops are available, they rarely
provide opportunities for permanent employment. There
is virtually no attention paid to job development or job
recrultment which resuits ic minimal job placement of
trained DD. As one example, there is little employment
of the trainable mentally retarded beyond high school.
Moreover, employers don't seem to understand which jobs
can be performed adequately by the DD, and there is no
centrally located center that is able to evaluate the
vocational abilities of individual DD and help them find
jobs by serving as a liaisor with potential employers.

What is preferred: We prefer that every trained DD be
able to find a job; that local citles apprailse and use the
DD (especially the mentally retarded) in their labor
markets; that employers learn to select jobs that are
suitable for each individual; that a centrally located
employment service for the DD be available; and that a
program of permanent -- that is, long-term -~ sheltered
workshops be instituted,

24.3 What is: Existing sheltered workshops and activity
centers are too few in number and/or too limited in number
of work stations to accommodate the DD who might benefit
from such facilities, e.g., the severely mentally retarded

What is preferred: We prefer that there be an increase

in the number of such facilities and in the identification
and development of additional work stations within existing
facilities...furthermore, that there be a hierarchv cf
options available within such facllities for sheltered
workshops, ranging from sheltered work or activity t:
transitional work to outside work experience,
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What is: Job opportunities are extremely limited for all
the DD; it is especially hard to find jobs that are even
slightly rewarding or that pay adequate wages. 1In private
industry, DD workers are not accepted for many reasons,
such as their inability to compete with "normal” workers,
a lack of understanding on the part of employers, poor
efforts to create new jobs, and the inflexibility of

laber and insurance regulations. In the public sector,
there is a shortage of all kinds of sheltered workshops.

What is preferred: We prefer that the disproportionately
high rate of unemployment among the DD be substantially
reduced. There should be organized efforts to help the
DD identify and obtain jobs (e.g., through job placement
and vocational counseling services); to help potential
employers understand the DD and develop a variety of jobs
and pay scales for them; and to work for liberalized
regulations. We also prefer the establishment of more
sheltered workshops (especially those operating on a
proprietary basis), with more training grants and more
adequate pay for employees.

What is: Many cerebral palsied individuals find 1t
difficult to get and hold jobs. For all DD, there is no
interim job step between sheltered workshops and regular
job employment. And for many moderately and mildly
retarded adults, the unavailability of insurance seriously
limits their opportunities for employment.

What is preferred: We prefer that there be earlier and
more vocational counseling, training and placement for the
cerebral palsied during and after high school...that an
interim step be provided by private industry between
sheltered workshops and full-time employment...and that
employment insurance be available to those adults who are
moderately or mildly retarded,

25.0 General Education Programs for DD Children

5.1

What is: Educational programs for the DD are limited and
inadequate, For example, basic education programs are
limited in the Four-County area. Some MR's are not in
school, but are cn waiting lists for special education
classes. Adequate public educatilon programs for children
with uncontrolled seizures are not available. There is a
lack of public education programs (particularly pre-school)
for the multihandicapped. And there are few infant educa-
tion programs (birth to 2 years).
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What 1s preferred: We prefer that educational programs
for all DD be avatlable...that basic education programs

be expanded in local school districts...that there bhe
adequare public education programs for children with
uncontrolled seizures...that there be educational proprams
for the multihandicapped...that there be training programs
for DDs aged 18-21...and that there be education programs

for pre-school DD children.

25.2 What is: There are only limited educational programs
in our community for all DD children. Most of these
programs segregate DD pupils into special classes (which
isolates them from repular school pregrams and stigma-
tizes them as "different") or put children »f too broad
an age range or Incompatible disorders together in one
class. Furthermore, curriculums are ot sufficiently
individualized, and pupil records are poorly kept.

What is preferred: We prefer that all DD children receive
a full-time, publicly supported education. This may
involve both specilal classes and integration into regutar
classes, with specially trained resource teachers, indivi-
dualized curriculums, and methodically kept pupil records.

26.0 Physical Education Programs for DD Children

26,1 What is: The physical education of DD children is often
neglected. Automatic !... exemptions for children with
motor disorders are the rule in many public schools, while
special schools sometimes de not even provide F.[f. program:-.

What is preferred: We prefer that all DD children have
the opportunity to participate in physical education pro-
grams, whether they are in public or special schools

27.0 Educational Programs for DD children With Special Learning
Disabilities

27.1 What is: DD children with special learning problems, such
as speébh or language deficiencies, do not receive adequate
services in our public schocls. For example, the avail-
ability of speech therapy is very limited. Moreover,
many of the DD are unahle tc read or even recognize words
that are important for social or vocatlonal survival.
Furthermore, they are i{requently unable to communicate
effectively with another person, either wverbally or
nonverbally.
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What is preferred: We prefer that more programs be
provided for DD children with special learning problems.
These programs should include more speech therapy and
individualized reading programs, with a minimum goal of
teaching the child to recognize sccially and vocationally
important words. We would also like the DD who lack skills
in verbal and nonverbal communication to have such train-
ing.

28.0 Educational Programs for TMR Children

28.1 What is: There are inadequate educational programs, facili-
ties, and trained persomnnel for all the TMR. Many are not
being served, although they are eligible, especially those
from rural communities who have no transportation.

Existing programs are hampered by over-crowded classrooms,
by the inclusion 2f too wlde an age range of pupils, and
by the lack of an adequate pre-vocational curriculum
focusing on functional academic and self-help skills.

What is preferred: We prefer that more TMR children be
served by special educational and prevocational programs
and by regular visits with trained specialists, such as
speech therapists. Moreover, we prefer that transportation
to these programs and services bae available, particularly
in rural areas. Finally, we prefer that programs emphasize
self-help skills and functional reading and writing,

and that better materials and methods for TMR instruction
be developed.

29.0 Educational Programs for EMR Children

29.1 What is: Educational programs for the EMR, if they exist
at all, tend to place too much emphasis on traditional
academics and neglect the more critical areas of life
adjustment. This is especially true at the junior and
senior high school level, where insufficient efforts are
focused on vocationnal, pre-vocational, and social adjust-
ment skills. At the elementary and intermediate levels,
basic skills, particularly reading, are often not taught
effectively. Furthermore, class sizes and age ranges
within classes are frequently too large.

What i1s preferred: We prefer that appropriate educational
programs be available for all EMR's in our community; that
these programs include both academic and life skills

(with an emphasis on the latter); that programs at the
secondary level emphasize vocatilonal, pre-vocational,

and social skills {including sex education and on-the-job
training); and that programs at the primary and intermediate
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levels teach basic skills in smaller classrooms with more
homogeneous age groupings.

30.0 Social and Recreational Activities for the DD

30.1 What is: There are currently in our region no activicy
centers, special recreational facilities, or special
programs designed to provide the developmentally disabled
of all ages with opportunities for social interaction,
counseling, continued education, recreation, or just a
variety of kinds of physical exercise.

What is preferred: We prefer that in addition to schuols
and school programs there be activity centers in each
locality large enough to support them -- ideally, in all
major towns in our region; that there be community-wide
soclalization services, special recreational programs

and facilities, and ample opportunities for the DD to
engage in physical exercise; and that organizations
throughout the region make a point of inviting and
integrating the DD in their own soclal activirties.

30.2 What is: The social and recreational needs of the DD are
not being adequately met. Specifically, the DD are
socially isolated within the community by being separated
from normal participation in clubs and recreational
facilities, and by the lack of activity centers, special
recreational facilities, or other programs designed to
provide them with varied, meaningful activities. Those
who. are too old to have access to school activities
or who are less able particularly need stimulating programs.

What is preferred: We prefer that the DD be integrated
into the soclal structure of the community as much as
possible. The community should develop social programs
and recreational facilities (such as clubs and activity
centers) that would serve the DD and also allow them con-
tact with members of the wider community. There should
be special provision for older DDs and for the less able.

31.0 Counseling and Training Services for Families of the DD

31.1 What is: Some parents find it difficult to acknowledge
or accept their DD children, others are apathetic toward
their children's conditions, and nearly all worry about
how to provide supervised long-term security (financial,
physical, and emotional) for their children, particularly
if they are severely disabled. Help for parents who want
their children tc remain at home rather than be
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institutionalized is either unavailable or inadequace,
For example, thera is a general lack of counseling
services for parents of the DD; there is a particular
lack of counseling services for helping handle matters

of family stress associated with severe (terminal)
illnesses of multiply handicapped children. Iun addition,
there 1s a lack of follow-up services and social advocacy
programs for parents, there are few educational seminars
for parents to learn more about their childrens' legal
rights and social opportunities and about how to stimu-
late and work with them; and there i1s little research
conducted on the psychelogical stresses upon parents of
the DD.

What is preferred: We prefer that there be more help

available to parents of the DD to help them accept and
deal with their children ~- more frequent and expert
counseling services, on both an emergency and on-going
basis; more parental seminars and training sessions to
develop parental knowledge and skills; and more research
cn the psychologizal problems and stresses facing parents
of the DD.

What is: Many parents of the DD do not provide their

children with the kinds of early experiences conducive

to good mental, social, emotional and physical develop-
ment. Rather, they inhibit independence and self-
gufficiency by withdrawing interest, over-protecting, or
failing to expose their children to 'real-life" situations.
In the extreme, families of the DD ignore the abilities

or limitations of their children and may refuse to
cooperate closely with those able to provide services.

What is preferred: We prefer that (begiloning with identi-

fication of a child's disability) families of the DD
receilve ongoing professional guldance to help them under-
stand the disability and aid in its treatment. In
addition, we prefer that families either expose their DD
children to more real-life situations or else help them
find alternative living arrangements that encourage their
self-gufficiency, and that families cooperate more closely
with service agencies.

What is: Programs and facilities for training parents of

the DD about available services and about skills and
strategies for dealing with the DD child are limited or
nonexistent.
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What is preferred: We prefer that there be ccordinated
parent education programs in all areas of the countv to
provide knowledge of services and rraining for Jealing with
the DD children.

What is: Most families of the DD need professicnal
assistance. However, there is little guidance and
training available to help parents understand their
children and lead them to fuller lives. Parents are not
given sufficient individualized training in teaching DD
children or in handling behavior problems. Moreover,
there is a lack of professional counseling services to
help families cope with specific problems or develop
long~range plans.

What is preferred: We prefer that community-based

programs be developed to provide families with the training
they need to cope with the care and problems of their DD
members. Parents should have information about what is
available for the DD and individual instruction (from
parent training specialists) in how to teach their children
In addition, we prefer that professional counselors be
available to help parents (through classes, discussion
groups, or group counseling sessions) improve family

life and develop their DD child.

What is: There is little or no professional counseling
help available or readily accessible to eitheyr the DD
themselves or their families: little or no help in "life-
span planning;" little counseling for individuais and

families with epilepsy; little help in famlly crises
(marital or sibling).

What is preferred: We prefer that there be much more
counseling available to the DD and their families...that
there be long-range counseling...and that there be more
consultative help available ro all who care for the DD.

32.0 Financial Assistance to Families of the DD

32

.1

What is: Families of the DD -- especially cf low and
middle income -- are burdened with financial problems.
Comprehensive insurance is expensive and limited. Many
expensive services and equipment are not covered bv
present insurance coverage.

What is_preferred: We prefer that services be made directiv
available to all DDs without cost...that there be financial
assistance for treatment...or that there be moritary '"dis-
aster'" relief for partizularly expensive services.
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What is: Families are overburdened with the high costs

of special services (medical treatment, prescription diets,
etc.) for theilr DD members, They must sometimes pay for
services that are free for '"normal" children, and there

is little assistance for middle-income families. Foster
DD children are not considered adoptable because of the
unrelieved expenses of rearing them, nor are their foster
parents adequately compensated.

What is preferred: We prefer that families be relieved
of the heavy expenses of providing special care for DD
members. Services should be available to all the DD,
without costing more than they do for "normal" children,
and families (including foster and adoptive parents)
should have more financial relief, regardless of their
income.

33.0 Respite Services for the DD and Their Families

33.1

33.2

What is: There is inadequate part~time or respite care
for all ages of the DD. Specifically, there are too few
babysitting, nursing, or homemaking services for families
with live-in DD members, which often prevents the rest
of the family from working, responding to emergencies,
or obtaining periodic relief from their full-time care
responsibilities. Furthermore, there are few community
residential facilities for short-term respite care of
the DD. What is available is frequently too expensive.
Without these services, families must often place DD
members in institutions,

What is preferred: We prefer that more professional part-
time care be available, including babysitting, nursing,

and homemaking services. 1In addition, we prefer that local
facilities be available for short-term, residential

respite care.

What is: There is currently in our region limited help
available to provide personal care for those DDs who are
homebound or homefast and to relieve persons and families
of the DD who need to provide constant, round-the-clock
care of their developmentally disabled family members.
There are, for example, only a limited number of baby-
sitters who can assist the families of the DD as well as
the DDs themselves, and there are no speech therapists
who can provide regular home services for those who are
developmentally disabled.

What is preferred: We prefer that there be more help
available to care for homebound DDs; that respite care be
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available to the families of DDs; that babysitters be
especlally trained to handle the needs of the Dls; and
that speech therapists be available to provide regular
home services to those DDs who are homebound or homefasc.

33.3 What 1s: There is inadequate part-time care, on either a
regular or respite basis, for all ages of DD. 3Specifically,
there are too little voluntary or no cost baby-sitting or
homemaking services available to families cof the DD, which
often prevents them from heing able to work, respond to
emergenc:ies, or periodically be relieved of hourly-daily
responsibilities in the care of DD persons within the
family. A central referral system for these services is
not available.

What i1s preferred: We prefer that local services for
part-time care be established, including provision of
trained personnel who can come to the homes of the DD
for baby-sitting and homemaking services.

33.4 What is: It is difficult for families of the DD to obtailn
respite from their normal responsibilities or in times of
crisis, There are, for example, limited day-care services
for DDs in our region.

What is preferred: We prefer that there be more respite
care available in the county...that there be, for example,
day care services for DDs available in all areas of the
country.
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A Complete List of the Eleven Expanded Problem Statements Adopted

by the Oregon State Council for Use in the State Plan

FIRST PRIORITY

COORDINATION OF SERVICES FOR THE DEVELOPMENTALLY DISABLED

What Is:

What is

There are currently 8 service coordinators in Oregon serving
12 counties (44% of Oregon's population). The service
coordinators: (1) assist the developmentally disabled and
their family in obtaining and utilizing existing services; (2)
disseminate information to the developmentally disabled and
general public; (3) davelop and maintain:

(a) a catalogue of services avallable to the developmentally
disabled;

(b) a local identification system of the developmentally
disabled;

{c) 1local data on tha unmet needs of the developmentally
disabled and on services provided for input into a
statewide information system;

(4) advocate and facilitate program development; and (5) pro-

vide follow-along services to the developmentally disabled.

Preferred:

We prefer continuation of the existing services provided by
the service coordinators and expansion in the following areas:

—-~ prefer to provide Oregon with full geographic coverage
by service coordinators;

-- prefer comblnation of state and local funding for the
service coordinator positions;

-- prefer stronger utilization and involvement of service
coordinators in planning development and cecordination
of local programs for the developmentally disabled;:

-— prefer that service coordinators be fully responsible
for the community placement and follow-along of all
institutional residents.
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SECOND PRIORITY

PERSONAL RIGHTS OF THE DEVELOPMENTALLY D1SABLED

What 1Is:

The right of the developmentally disabled to receive compen-
sation for work performed is often neglected in vocatiomal
and institutional settings. The developmentally disabled
may be denied use of their personal allowances, be kept in
institutions against thelr best interest, or have behavior
controlled with medication in lieu of suitable programs.

What 1s Preferred:

We prefer that developmentally disabled individuals be
protected against exploitaction., Where a person is unahle to
determine his rights, protection should be provided by
guardianship and advocacy programs. The Declaration of Rights
of the Mentally Retarded as adopted by the United Nations

and International Congress on Mental Retardation should

apply in all cases.
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THIRD PRIORITY

PRE-SCHOOL FOR THE DEVELOPMENTALLY DISABLED

What Is:

Whet is

There are too few direct education, training and therapy
services available for the developmentally disabled 0-6

years old. Parent counseling and training programs to support
direct services received by the child are often not considered
an integral part of pre-school programs. Existing early
education programs separate the handicapped from non-handi-~
capped —- 1f the education programs accept the handicapped

at all. Home infant stimulation programs are usually pot
considered an integral part of pre-school programs.

Preferred

We prefer that there be more programs to provide direct
early services to the developmentally disabled children 0-6
years old., These programs should be integrated as much as
possible with '"regular" pre-school programs, but should
focus on early intervention 1in the areas of developmental
as well as academic difficulties, plus providing training
in basic self-care, social adjustment and language develop-
ment, In addition, parental education, training, and home
infant stimulation programs should be made an integral part
of each and every pre-school program.
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FOURTH PRIORITY

SCREENING FOR EARLY IDENTIFICATION OF THE DEVELOPMENTALLY DISABLED

What Is:

What 1s

At present, screening for early identification of develop-
mentally disabled individuals is inadequate. Further,
comprehensive dlagnostic and evaluatiom procedures are often
unavallable for those who have been identified.

Preferred:

We prefer that every individual have the advantage of a
broad based screening program within a reasonable distance
of his home. Those individuals identified as having a
possible developmental disability should be seen promptly
and, if necessary, included in a system of ccordinated
services.
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FIFTH PRIORTTY

FUMD FOR PROVIDING SERVICES FOR THE DEVELOPMENTALLY DISABLED

Whet Is:

What 1s

a) Funds for services to the developmentally disabled are
inadequate.

b) Some funds allocated for the developmentally disabled
are lost in the general fund of some agencies.

c) Agencles and services are frequently ineffective or
redundant.

d) Funds are often limited by categorical restrictions.

e) Mechanisms for funding are clumsy and ineffective, cause
confusion in agencies and discourage local services.

Preferred:

a) We prefer more local, state, and federal funds for
improving programs.

b) We prefer that specially designated funds be used only
for their intended purpose.

¢) We prefer that interagency planning for use of develop-

d)

e)

mental disabilities funds be encouraged.

We prefer that funds for develeopmental disabilities be
developed with as few restrictions as possible on types
of developmentally disabled persons eligible.

We prefer that funding socurces provide suitable time and
support to encourage providers of service.



-138-

SIXTH-SEVENTH PRIORITY

ALTERNATIVE LIVING ARRANGEMENTS FOR THE DEVELOPMENTALLY DISABLED

What Is:

Alternative living arrangements for the developmentally
disabled are extremely limited. On the one hand, there is
inadequate part-time or respite care for all ages cf the
developmentally disabled. Specifically, there are too few
baby sitting, nursing or homemaking services for families
with live~in developmentally disabled members, which often
prevent the rest of the family from periocdic relief from thedr
full-time care responsibilities.

On the other hand, there is a lack of group homes, foster

homes, half-way houses, and other noninstitutional living
facilities which provide care and independent living experiences
for the developmentally disabled, on either a part- or full-
time basis. Existing facillties are often inconvenlently
located, and are not prepared t¢ deal with certain disabili-
ties (such as emotional disturbance or multiple handicaps),

and usually do not provide regular social or educaticnal
activities. In addition, their supervisors are often poorly
trained and badly paid.

What 1s Preferred:

We prefer that a continuum of alternatives for residential
care be available for all ages cf the developmentally disabled.
At one end of the continuum, we prefer that professional
part-time care be avallable, including babysitting, nursing,
and homemaking service, both in and out of the home. We

also prefer that a varilety of community based homelife living
arrangements are available on a full-time basis so that the
developmentally disabled can live as independently and
actively as possible. These facilities should be centrally
located and integrated with off-site community educational,
vocational, recreational and transportation services.
Finally, we prefer that adequate pay be available for well
tralned and qualified individuals to work in facilities
meeting established standards of care.
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SIXTH-SEVENTH PRIORITY

COUNSELING AND TRAINING SERVICES FOR FAMILIES OF THE DEVELOPMENTALLY

DISABLED

(a) COUNSELING

What Is:

What is

Some parents find it difficult to acknowledge or accept their
DD children, others are apathetic toward thelr children's
conditions, and nearlvy all worry about how to provide super-
vised long-term security (financial, phygical, and emotional)
for their children, particularly if they are severely dis-
abled. Help for parents who want thelr children to remain

at home rather than be institutionalized 1s either unavail-
able or inadequate. For example, there is a general lack of
counseling services for parents of the DD; there is a
particular lack of counseling services for helping handle
matters of family stress associated with severe (terminal)
illnesses of multiply handicapped children. 1In additiom,
there is a lack of follow-up services and social advocacy
programs for parents, there are few educational seminars

for parents to learn more about their childrens' legal rights
and social opportunitles and about how to stimulate and work
with them; and there (5 little research conducted on the
psychological stresses upon parents of the DD.

Preferred:

We prefer that there be more help available to parents and
family of the developmentally disabled to help them accept
and deal with their children -- more frequent counseling
services on both an emergency and on-going basis to include
life span planning, and more research on the psychological
problems and stresses of parents and families of the develop-
mentally disabled.
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(b) TRAINING

What 1Is:

What 1s

Programs and facilities for training parents and family

of the developmentally disabled about available services

and about skills and strategies for dealing with the develop-
mentally disabled child are limired.

Many parents of the DD deo not provide their children with the
kinds of early experiences conducive to gcod mental, social,
emotional and physical development. Rather, they inhibit
independence and self-sufficiency by withdrawing interest,
over-protecting, or failing to expose their children to
"real-life' situations. 1In the extreme, families of the DD
ignore the abllities or limitations of their children and

may refuse to cooperate closely with those able to provide
services.

Preferred:

We prefer that there be coordinated parent education programs
in all areas of the state to provide knowledge of services
and training for dealing with developmentally disabled
children. We prefer that community-based programs be
developed to provide families with the training they need to
cope with the care and problems of their developmentally
disabled members. Parents should have 1nformation about what
is available for the developmentally disabled, and indivi-
dualized and group instructiom (from parent trainiug special-
ists) in how to teach their children in the areas of language,
motor development, practical living skills, and behavioral
adjustment.
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EJGHTH PRIORITY

SEEVICES FOR POST-SCHOOL DD ADULTS

What Is:

What is

There are gaps in the lifespan of service for the post-school
age DD. Gaps occur in at least the following areas in the
post-school age:

a) Activity centers

b} Sheltered workshops

c¢) Community living facilities

d) Recreation and leisure time activities
e) Geriatrics

Preferred:

We prefer that a continuity of services exist in Oregon
beyond the school age for all DDs to include the availability

of:

a)
b)
c)

.

Workshops or activity centers
Community 1living accommodations
Recreation and leisure time activities,
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NINTH PRIORITY

JOB TRAINING AND EMPLOYMENT FOR THE DD

a) What Is:

It is difficult to secure work experlence training and
adequately paid and suitable jobs for the DD,

What is Preferred:

We prefer that all DD persons have work experience training
at 16 to 21 years of age and that all adults needing work
training receive it too. Programs which provide funds for
vocational training such as Vocational Education Act, Voca-
tional Rehabilitation Division ccoperative agreements, and
OJT-NARC funds should be better Ltilized and expended to
serve the DD, Workman's Compensation and Bureau of Labor
regulations should be broadened to encourage employers to
participate in work training programs.

b) What Is:

Vocational training programs for the DD are extremely limited.
Existing training programs are often irrelevant and/or
non-redemptive; many exclude certain disability groups or
depend on unreliable "contract work" with private industry:
and many are not suited to the needs or talents of the
individuals involved.

What is Preferred:

We prefer that more job training opportunities be available

to the DD in private industry, ir govermment, and in sheltered
workshops and, to the extent possible, these opportunities

be provided within or near the community. We also prefer

that programs not only emphasize adequate training for specific
and relevant skills, but also develop the individual's full
potential. Moreover, we prefer more complete client evalu-
ation and follow-up services, more effective cooperation

among the agencies involved in vccational training, and more
funds for subsidizing client training.
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¢) What Is:

There are jinsufficient. opportunities for the adult DD to
be employed; most who are employed hold jobs that earn only
minimal wages.

What is Preferred:

We prefer that the DD be given the opportunity to become tax-
payers instead of tax burdens...that potential employers

be made aware that the DD are capable of holding a job...
that an advocate go with the DD to act as a liaison between
the employer and the DID.,.that, in those cases when the adult
DD earns wages at a level below those necessary for an adequate
income, an income supplement be provided...and that, to the
extent posgsible, legislation require affirmative action for
the DD: for example, in some cases, it may be feasible to
require that one of each 25 work stations be reserved for

DD workers.,

d) What Is:

Job opportunities for trained DDs are very scarce. Although
sheltered workshops are available, they rarely provide
opportunities for permanent employment, There is virtually
no attention paid to job development or job recruitment which
results in minimal job placement of trained DDs. As one
example, there is little employment of the trainable mentally
retarded beyond high school. Moreover, employers don't seem
to understand which jobs can be performed adequately by

the DD, and there is no centrally located center that is

able to evaluate the wvocational abilitiles of individual DDs
and help them find jobs by serving as a liaison with potential
employers.

What is Preferred:

We prefer that every frained DD be able to find a job; that
local cities appraise and use the DD (especially the mentally
retarded) 1in their labor markets; that employers learn to
select jobs that are suitable for each individual; that a
centrally located employment service for the DD be available;
and that a program of permanent -- that is, long-term —-
sheltered workshops be instituted.
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What Is:

Existing sheltered workshops and activity centers are too
few in number and/or too limited in number of work stations
to accommodate the DD who might benefit from such facilitiles,
e.g., the severely mentally retarded.

What is Preferred:

We prefer that there be an increase in the number of such
facilities and in the identification and development of
additional work stations within existing facilities...
furthermore, that there be a hierarchy of options available
within such facilities for sheltered workshops, ranging from
sheltered work or activity to transitional work to outside
work experience.

What Is:

Job opportunities are extremely limited fcr all the DDs; it
1s especially hard to find jobs that are even slightly
rewarding or that pay adequiate wages. In private industry,
DD workers are not accepted for many reascns, such as thelr
inability to compete with "normal" workers, a lack of under-
standing on the part of employers, poor efforts to create
new jobs, and the inflexibility of labor and insurance
regulations. In the public sector, there is a shortage of
all kinds of sheltered workshops.

What is Preferred:

We prefer that the disproportionately high rate of unemploy-
ment among the DD be substantially reduced. There should be
organized efforts tc help the DD identify and obtain jobs
(e.g., through job placement and vocationzl counseling
services); to help potential employers understand the DD

and develop a variety of jobs and pay scales for them; and
to work for liberalized regulations. We also prefer the
establishment of more sheltered workshops (especially those
operating on a proprietary basis), with more tralning grants
and more adequate pay for employees.
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g) What Is:

Many cerebral palsied individuals find it difficult to get
and hold jobs. For all DDs, there 1s no interim job step
between sheltered workshops and regular job employment.

And for many moderately and mildly retarded adults, the un-

avallability of insurance seriously limits their opportuni-
ties for employment.

What is Preferred:

We prefer that there be earlier and more vocational counsel-
ing, trailning and placement for the cerebral palsied during
and after high school...that an interim step be provided by
private industry between sheltered workshops and full-time
employment...and that employment insurance be available to
those adults who are moderately or mildly retarded.
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TENTH PRIORITY

TRAINING FOR THE Db WITH RESPECT TO BASIC LIVING SKILLS

What Is:

What 1s

DD individuals often lack sufficient skills to prepare them
for independent or seml-dependent living in the community.

Preferred:
We prefer to establish basic training programs in self-

help skills, social skills and the abllity to manage finan-
cial affairs.
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ELEVENTH PRIORITY

GEMERAL EDUCATION PROGRAMS FGE. DD CHILDREN

What Is:

Educational programs for the DD are limited and inadequate.
Some DD children are rot in any educational classes, Many
existing programs inappropriately segregate DD pupils into
special classes which isolate them from regular school
programs, or place students of incompatible disorders to-
gether in one class. Furthermore, many curriculums are not
sufficiently individuzalized and public records are poorly
kept. Few educational programs include pre-school and the
18-21 age group.

What is Preferred:

We prefer that all DD children from 18 months to age 21
receive a full-time, publicly supported education adequate
to each individual need.

(Reference Pennsylvania Decision)






