'] nagement

gystems,eﬁc

Suite 301 ¢ Clak Building « 5565 Serrett Face « Columbia, Mayland 21044 « (301) 997-4060 « (301) 596-5655

SUMARY COF THE TEGHN CAL ADVI SCRY COW TTEE MEETI NG

"STUWDY G- THE POTENTI AL | MPACT O THE DEFI NI TI ON
RECOMWENDED BY THE NATI ONAL TASK FORCE ON THE
DEFI N TI ON CF DEVELCPMENTAL DI SABI LI TI ES'

H E W GONTRACT NO. 105-78-5003

MANAGEMENT CONSULTANTS



SUWARY CF THE TECHN CAL ADVI SCRY COW TTEE MEETI NG
Ranmada I nn, Rosslyn (Arlington), Virginia
February 5 and 6, 1979

Present:

Menbers: E Boggs; F. Bowe: J, Denpsey; J. Drage;
M Fithian; R CGettings; A Halpern; S Katz;
M Kirkl and

Staff: E. Gollay; S Jaoobson; K Lapidus; W Morgan;
V. Nelkin;, A indler; E Beard

Federal: K Rogge; R Pelton

Interpreters for F. Bowe: N Bouvier and A Raffel

Absent : N Lourie, nenber

The nmeeting was chaired by Elinor Gollay, Principal Investi-
gator for the project. A nunber of inportant topics were
di scussed at the first neeting of the Technical Advisory
Commttee. Sone of the issues were resol ved sati sfac-
torily, while others remain open to further discussion and
debate. The key topics discussed are summari zed bel ow.

1. Background of the DP Program

After the introduction of project staff, technical
advi sory commttee nenbers, and other prelimnaries, an
hi storical overview of the Devel opnental D sabilities
program and definition was provided. The discussion of the
history of the DD program helped to clarify the probabl e
Inpact of the new definition on the states. A summary of
the discussion nmay be found in the Appendi x.

2. Project Purposes

The TAC spent considerable tine discussing the
purposes of the project. The lack of clarity wth respect
to the precise purposes of the current project has resulted
fromthe confusion that has existed over wnether or not the
project is part of the congressionally nandated study or
I's an independent (and perhaps parallel) effort. Because
the study was originally designed before P.L. 95-602 was
passed, the original purpose was an examnation of the
potential inpacts of introducing a new definition into
the field, wth the expectation that the anal ysis woul d
point the way toward a snooth inplenentation. However,
with the passage of 95-602, the pressures to inplenent the
new | aw i nmedi atel v, and the congressionally mandated study
regarding the inpact of the new definition, it becane
necessary to alter the purposes of the project. However,
these purposes were altered within the sane basic framework
as had been devel oped originally.



Assumng that the project is not the congressionally
mandated study, then its primary purposes are to (1)
provide popul ation estinates based upon the new definition;
(2? study the process of introducing the new definition in
selected states to determne what types of inpacts are
bei ng experienced by the states; and (3{) make specific
reconmendat i ons whi ch can be useful at both the state and
national levels to facilitate the future use of the new
definition. However, if the project _is the congressionally
mandat ed study, then it is inportant that baseline inforna-
tion be gathered along with a design for ?at hering and
anal yzing data in the future. The lack of resolution about
the role of the project with respect to the congressionally
mandat ed study caused consi derabl e concern anong TAC
menbers. In addition, the concern was expressed that the
project's prinmary mssion should be the provision of
I nformati on which would be directly useful to the DD Bureau
as it works with the states.

By the end of the discussion of what the purposes of
the project were, the follow ng specific purposes were
suggested by the TAC

1. Study the process of introducing the new
definition into the DD field to determne its
i npacts in four major areas: Population; DD
program oper ati ons; Broader program context; and
Cost s.

2. Recommend specific ways of facilitating the
Introduction of the new definition and mtigating
negative i npacts.

3. Assist in operationalizing the new definition so
that it can be nore readily used.

4. Lav the groundwork for the longitudina | study
nmandat ed by Congress.

The | ast Eurpose, the TAC agreed, is one which the project
ou?ht to be undertaking, but it is not clear whether it
falls within the contracts scope. Follow ng the advice of
%he TégA MVS is seeking further clarification of this point
rom

3. Specific |ssues

Over the course of the two days, the TAC discussed a
nunber of specific issues and concerns which it had
regardl ng the definition, its introduction into the field,
and the way in which this introduction should be studied
and facilitated. Sone of the points nade by the TAC are:

« The institutional environment which the DD
pro?ram operates should be exanmined. In
different states different admnistering




agencies were selected for a variety of
reasons. Wth the shift in the focus of the
DD program (in terns of popul ati on and
services), it will be inportant to see
whether this institutional environnent is
affected, and if so, howit is affected.

The inpact of the new definition and its
nmeani ng to di sabl ed people and parents is
crucial . Some effort should be nmade, if
possi bl e through this project, to facilitate
the interpretation of the new definition to
consuners. They want to know directly how
the new definition will or will not nake a
5ﬁe0|f|c difference to them S nce nmany of
the people now covered are not famliar wth
the program (because they were previously
excl uded from coverage) they wll often need
to have basic aspects of the ﬁrogran1

expl ained to them not just the definition.

The new definition should be explored in
terns of its inplication for national data
collection. Qurrently, national

statistics vary widely and are in great need
of 1 nprovenent.

Careful consideration needs to be given to
identifying the potential users of the
definition, and those to whom the neani ng of
the definition nost needs to be clarified.

Pl anners, admnistrators, parents, disabled

i ndi vidual s, service providers, and trainers
all have different needs regarding the defini-
tion. The audience needs to be clarified.

Consi deration needs to be given to the extent
to which the DD systemcan tolerate varia-
tions in interpretations of tThe new defini-
tion. ATrecent study by RSA of the defini-
tion of "severely disabled" as used in the
rehabilitation field indicated that there
were hundreds of interpretations that varied
wth different circunstances. Can this type
of variation be tolerated? Are there sone
advantages to variation, or should every
effort be nmade to ensure maxi numuniformty
of interpretation?

There is a tension in the system which
results fromthe different needs and

per spectives brought to the situation by
service providers, clients and adm ni stra-




tors. Admnistrators want definitions for
accountability purposes; service providers
and clients are nore interested in providing
or securing services in an integrated fashion.

The crucial criterion perhaps should be
understandability rather than uniformty

of interpretation. V& can test whether or

not people understand the new definition. W
know for sure that it is causing confusion in
sone states. W need to recognize that there
nmay have been a fal se understanding of the
old definition due to the listing of

cat egori es which people (such as |egislators)
coul d grasp and under st and.

VW need to examne the political ramfications
?f tre new definition, particularly at the state
evel .

There is a difference between a | egislative
construct such as the definition of
developnental disabilities in P.L. 95-602, and
the reality with which the state needs to deal.

A current problemis howto respond to the
states yesterday in terns of the new definition.

How can a devel opnental disability be neasured
In a way that it would be useful at different

| evel s?  Mst behavioral neasures that exist

have been designed for use at an extrenely mcro
level with an individual client. They are not

{ead%ly aggregated for use at the admnistrative
evel .

How does the new definition affect the way in
whi ch the DD ﬂrogran1f|ts into the broader
context of other services for the population?

The issue of who is excluded fromthe current
definition and tThe reasons for these excl usions
shoul d be expl ored.

Despite the fact that the definition is based
largely on the extent to which a devel opnental |y
di sabl ed person can not do certain things, it is
inportant to focus on what the disabled

i ndi vi dual can do.

Eligibility determnation has been nuch |ess
Inportant a criterion in DD prograns than in WR
or Social Security prograns.

Includi ng additional diagnostic groups under the
new definition may not add substantial nunbers




to the total popul ation due to | ow preval ence of
many of the added disabilities, and concentra-
tion on the nost severely disabl ed.

The states are varied in their utilization of

funds; there nay be nore than one state
admni steri ng agency.

. There was consi derabl e di scussion of term -
nolog%, with di sagreenent on such terns as
Isability", "handi cap", inpairnent", and
"substantial functional limtation".

. H storical and |egal perspectives are needed.

4. Specific Reactions to Issue Paper on Explicating the
Lefinitron

The TAC spent considerable tinme discussing the contents
of the Issue Paper on the Definition of Devel opnenta
D sabilities. A though sone of the discussion was conceptua
in nature, nuch of it related to specific issues raised in the
paper and to specific suggestions for nodifying the paper.
Mbst of these suggestions have been included in the revised
version of this 1ssue Faper. There were, however, sone issues
that were not adequately resolved in the discussion; they wl
reqriae further exploration later in the project. These
i ncl ude:

. The precise definition of inpairnment needs to be
explored, and in particular, the difference
between an "inpairnent” and a "functiona
limtation" needs to be clarified.

. Further thought is needed on how to include two
particul ar ?roups in the program Those who are
“at risk" of being devel opnental |y disabled, and
the "fornerly" devel opnental |y disabl ed.

. The issue of progressive conditions, particu-
larly those which begin to manifest thensel ves
prior to age 22, but do not result in severe
functional limtations until a later age, needs
to be expl ored.

. Age-appropriate limtations need to be further
spelled out. GConsideration wll be given to
using the functional limtations for levels of
retardation at different ages used by AAMD.

. The issues of app”ying the new definition to
speci fic aspects of the DD program have been
rai sed, but not yet adequately addressed.



5. Summary

As a result of the discussions during the meetings, the
following were agreed to by the group:

. The site visits will serve additional functions,
nore than originally conceived. 1In order to
study the introductory Frocess, the interviews
shoul d be conducted earlier than planned, and
shoul d be done in phases. In this way, they
will be able to describe the process at varlous
stages (before the regul ati ons are issued;
imediately after; and sone tine after the
introduction of the regulations.) The site
visits will also feed Into operationalizing the
definition, provide feedback for the
| npl enentation process, and background for a
| ongi tudi nal st udy.

. V¢ are seeking clarification on our role in the
Congressional |y mandat ed | ongi tudi nal st udy.

. The issue paper on popul ation clarifies issues
raised in the Congressional intent and the
conf erence report.

. Due to nmany factors and constraints of inmrediate
introduction, the definition has to be vi ened
in a broad context in relation to the Act.

The Technical Advisory Commttee will neet two nore tinmes in
the Washington area. The next meeting is scheduled for June
11 and 12, 1979. The third and last neeting is tentatively
schedul ed for Septenber 17 and 18, 1979.



APPENDI X
H STCR CAL  OVERVI EW

The original concept of "devel opnental disability" was
introduced in 1969 by Senator Edward Kennedy. Although it was
not intended to be categorical, the original definition as it
energed in the law listed three specific categories: nental
retardation, cerebral palsy, and epilepsy. These three
categories covered approxi nately 75% of the People who were on
Social Security rolls as the result of a childhood disability.

(MR counted for 50-66% CP for .7$ and epil epsy for another
7%.) The original intent was to focus the program on peopl e
with severe, chronic disabilities originatinP early in life.
The expectation, as indicated by the original authorization
| evel s, was that the DD formula grant program nonies would be
spent prinarily on services for the tar?et popul at i on.
However, when the funding level was in tact very low, it was
decided that nore inpact could be nade by spending the scarce
funds on planning and influencing activities rather than on
services. However, even the services were prinarily intended
to be gap-filling and denonstrative of the types of services
whi ch could and should be supported through other means for
t he popul ati on.

The new |l aw, Public Law 95-602, returns the programto
its original intent, but unfortunately does so wth little
increase in the funding level. P.L. 95-602 clearly requires
that the states spend at' |east 65%of their formula grant on
di rect services. APQIU, these services are explicitly
intended to be gap-filling services, to be supported only
after other sources such as 94-142 and vocationa
rehabilitation funds have proven inadequate. This new
requirement will bring all the states into the sane basic
pattern of expenditures. U to now, states have varied
wi del y; sone have been spendln%_as little as 5% on pl anni ng,
and others as much as 100$%. This diversity should still be
preserved, reflected in the types of services funded by each
state. The services funded in each state should reflect the
specific gaps which exist in that state, as well as conformin
general to the priority services identified in the |aw

It is inportant to note that the DD program has al ways
served, and undoubtedly will continue to serve or benefit
directly and indirectly many individuals not specifically
targeted by the program This is because nmany of the specific
servi ces which are needed by the devel opnental |y disabled
popul ation are best provided to a Proup of peopl e that
I ncl udes some non-DD people as well. To deny such services
woul d be |ike saying, "that no one with a baby carriage could
use a curb cut because they were designed for wheel chair users
only." It is, therefore, inportant to distinguish between
t hose peoBIe who would be declared eligible for specific
servi ces because they are devel opnentally disabled, and others



who would fall within the broader target group benefittin%
fromthe program Again, this is one of the aspects of the DD
ﬁro ramthat differentiates it frommany other prograns for

andi capped people. It is not an individual entitlenent
program such as vocational rehabilitation or Title XI X

Rather, it is ained at a group of peopl e.

The discussion of the history and purpose of the overall
DD program is the key to understanding how the introduction of
the new definition of devel opmental disabilities is likely to
I mpact on the states. In particular, it is inportant to
recogni ze that the change in the definition was acconpani ed by
other inportant changes in the law As aresult, it wll be
difficult to disentangle the precise reason why certain
changes are brought about in the program For exanple, in
| ooking at the congressionally mandated study and the i npact
of the new definition on the types and anount of services
received, it is likely that there will be greater inpact on
the services fromthe new service priorities than fromthe
new definition, while the new definition will have nore inpact
on the types of individuals benefitting fromthe prograns.



