PRESIDENTS COMMITTEE ON MENTAL RETARDATION

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Office of Human Development Services
Washington, D.C. 20201

JN | g l985

Dear Col | eague:

This is witten to formally acknow edge your role in _
contributing to the success of the 20th Anniversary Cel ebration
for the President's Commttee on Mental Retardation (POWR).
Thank you for joining with present and forner mnenbers,

consul tants, constit uena/ organi zation representatives, and
staff in the "Future's Planning Task Force work session which
addressed the Coommttee's goal to maximze the quality of life
experienced by individuals with nmental retardation and ot her
devel opnental disabilities. Your assistance in identifying and
prioritizing barriers to the quality of life, and your 1 nput
suggesting their probable inpact provides val uabl e data that
can be used by the Coonmttee to further devel op its national
agenda for early realization of this inportant goal.

| ampleased to share with you the acconpanying Task Force
Report entitled "Recommendations to Enhance the Quality of Life
of Persons with Mental Retardation and G her Devel opnent al
Dsabilities in the Uhited States.* The report was prepared
and submtted to POWR by the Task Force Consultant and | eader,
WIIiam Schi p?er, Ph.D., Associate Drector of the National
Association of State Drectors of Special Education. Your
comrents are invited and will be appreciat ed.

S ncerely,

’

Susan Geeson, RN, MS N
Executi ve D rector
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RECOMMVENDATI ONS TO ENHANCE THE QUALI TY OF LI FE OF
PERSONS W TH MENTAL RETARDATI ON AND OTHER DEVELCPMENTAL
D SABILITIES IN THE UNI TED STATES

I
EXECUTI VE SUWARY

~This is a report of activities and recomendati ons devel oped
during a May 13 neeting of an ad hoc task force of nore than 40

persons involved or interested in inproving the quality of life of
persons with nental retardation and ot her devel opnental disabilities.

The purposes of the neeting were to (1) identify barriers which
I npede maximzing the quality of life of persons with nental
retardati on and ot her devel opnental disabilities, and (2) devel op
suggestions for reducing or resolving those barriers.

The neeting was conducted in Washington, D.C, as a part of the
20t h Anniversary Celebration for the President's Commttee on Mntal

Ret ardation (PCWR).

Dr. WIIliamSchi pper of the National Association of State

Drectors of Special Education, In. (NASDSE) facilitated the neeting
procedures and provided this report on behalf of the Task Force.

During the May 6 neeting the Task Force:

Di scussed for clarification a list of 51 statenents generated
by Task Force nmenbers and others prior to the neeting which
reﬁresented their views as nmajor barriers or problens to
achieving the POVR goal of "maximzing the quality of life of
persons with nmental retardation and ot her devel opnenta

disabilities";
Anal yzed and achi eved consensus on the prospects of success
of resoiV|n

g each of those barriers by 1992, and the inportance
of that success relative to achieving the goal statenent,;

. Concluded that 14 of the 51 barriers discussed have both a

hi gh TTkel'1hood of resolution and woul d have a hi gh inpact on
goal achievenment. Therefore, the task force has put forth those
statenents to POVR and ot her national, state, and |ocal agencies
as recommended "first priority" problens to attend to;

. Developed lists of action ideas for POWR and others to
consider 1n beginning to attend to those first priority problens
whi ch i npede the POVR goal. Those 14 barriers cluster 1nto four
general deficiency areas which for purposes of this report have
been titled (1) legal/final/deficiencies; (2) practitioner/

prof essi onal deficiencies; (3) prograninodel deficiencies; and

(4) attitude deficiencies

Section Il contains an explanation of the procedures followed by
the Task Force. Section IIl profiles the results and recomendati ons

of the Task Force.



o Al high inpact statenments should receive high priority

o

attention by planners. Low inpact statenents should receive
| ower priority attention or should be disregarded.

The likelihood scale can provide information as to the
probabilities of success and the anmount of resources
needed to achi eve resolution of each issue.

The scores, taken in conbination, provide a nmethod of
sorting out or rank ordering problemareas for further
anal ysi s.

Step 3. Develop alternative solution strategies. The Task

Force then used a nodified "brainstormng™ technique to devel op
|ists of alternative ways to resolve nmany of the barriers agreed to
be high priority for imedi ate attention by PCVMR and ot her national,
state and | ocal agencies. The information generated fromthis
process shoul d be useful to planners and nmay provi de a nodel for
replicating the generation of these types of information on other key
problem areas identified by the Task Force.



1]
RESULTS

This section profiles the results of procedures used by the Task
Force in identifying priority problens to address and in devel opi ng
reconmendati ons tfor action by POVR and other national, state, and
| ocal agencies to undertake activities to reduce barriers to
maxi m zing the quality of life of persons with nental retardation and

ot her devel opnental disabilities in Arerica.
Fifty-one barriers were discussed individually. O these:

0 14 barriers were determned to have a relatively high
| i kel i hood of resolution and woul d have a hi gh |nﬁact on
achieving the "quality of life" goal. These "hig
priority" suggestions are presented at |length on the
foll ow ng pages, along with lists of alternative ways
of attending to solutions to each barrier.

0 3 barriers were determned to have a great inpact on goal
achi evenent, if resolved. However, they were judged as
having a |low or very |l ow |ikelihood of resolution by 1992.
These statenents are presented later in this section.

0 22 barriers were determned to be unlikely to be resol ved,
but if resolved, would have sonewhat of a high inpact on
goal achievenent. These barriers are recommended to be
re-anal yzed in the future—after progress has been nade on

the "high priority" barriers.

0 7 barriers were determned to be both unlikely to be achieved
and uni nportant to goal achi evenent even if achieved.

0 5 barriers were determned to be relatively achievabl e,
but not inportant to goal achievenent if achieved.

Thus, the Task Force reconmends that PCOVR and national, state

and | ocal agencies and others begin to undertake activities towards
resolving or reducing barrier statenents which have been clustered

into four "types" of deficiency:
A Legal /Fiscal Conpliance Deficiencies
B. Practitioner/Professional Deficiencies
C.  Prograni Mbdel Deficiencies
D. Attitude Deficiencies



Barrier statenents in each of these clusters follows (Statenent
nunbers indicate the order in which the statenent appeared on the
master roster of 51 perceived barriers)

A CLUSTER PROFI LE OF BARRI ERS TOREDUCE OR RESO_VE I N O?DER TO

AND OTHER DEVELOPMVENTAL DI SABI LI T ES.
1. Legal / Fiscal /Conpliance Deficiencies

2.

# 30. Inpact of high costs of insurance, esp. on
transportati on, nust be addressed.

# 40. D sproportionate financial resources are spent
on institutions vs. comunity-bases services.

#41. Title 19 ICFMR programrequi rements do not pronote
nornal i zation for the MR DD popul ati on.

#43. Volunteer efforts are jeopardi zed by the Fair Labor
St andards Act which prohibits staff fromvol unteering.

# 46. Many comunity services though nmandated by |aw, are
not in place.

Practiti oner/ Professional Deficiencies

#3 . Limted expertise of physicians re nental retardation,
and obstetricians re the "dangers" during pregnancy.

# 11. Delay in transfer of rehabiliation engineering
t echnol ogy to use by individuals who are handi capped.

# 29. The courts often ignore the nental inconpetence of
many jailed individual (s) with MR who have been
found guilty of breaking the | aw

# 37. Failure of professionals in the field to communicate

with individuals with MRand DD re their desires and
future concerns, and to involve themin planning.

Prograni Model Defi ci enci es

# 36. Lack of adequate nodels in planning by famlies for
future security of disabled nenber.

# 31. Lack of prograns that focus on prevention, inluding
education of parents-to-be and counseling of parents
and famlies.

# 26. Sexual, nental and physical abuse of individuals with
MR i s not being adequatel y addressed.



4. Attitude Deficiencies

# 9.

# 17.

Unwi | | i ngness of CGovernment to support the
constitutional rights of MR persons and their
famlies.

The fal se assunption that "being enpl oyed"
guar ant ees adequate health coverage for workers
wth MR or other DD inhibits appropriate public
pol i cy devel opnent.

B. PROFILE OF "H GH | MPACT" BARR ERS WH CH APPEAR TO HAVE A LOW
LI KELI HOOD OF RESCLUTI ON BY 1992.

# 4.

# 14.

# 16.

Lack of conmtnent and training for independent
vendors in | CF MR group honmes and community
practitioners and supervisory personnel enployed
to insure maxinmumaquality of care to encourage and
guide individuals with MR and DD.

Lack of accurate data for forecasting service needs
In the community.
Reduction of Federal funding while the popul ation

grows neans that many disabled individuals wll
remai n unserved or inadequately served.

ACTI ON STRATEA ES

Action strategi es suggested by nmenbers of the task force in
order to begin activities to reduce or resolve sone of the
high priority barriers are presented on the foll ow ng pages:



LEGAL/ FI SCAL/ COWPLI ANCE DEFI G ENC ES

ACTI ON STRATEQ ES

Statenment #30 | npact of high costs of insurance
esp. ontransportation, nust be
addr essed.

LIST OP STRATEGES, ACTIONS OR PGCSSI BLE RESOURCES, ACGENC ES OR
TACTI CS TO ASSI ST | N RESCLVI NG PERSONS WHO MAY PARTI G PATE | N
BARRI ER OR ACHI EVI NG RECOMVENDATI ON  EACH STRATEGY ACTI ON OR TACTI C?

1. Exam ne approaches in various . National Insurance Association
states, Ceorgia - State's screening
as insurance carrier.

2. Exam ne potential perfornance
i ncentives to encourage | ower clains
experi ence.



LEGAL/HSCAL/COMPLIANCE DEHCIENCIES

ACTION STRATEGIES

Statement #41 Title 19 ICAVIR program requirements
do not promote normalization for the

MRDD

LIST OF STRATEGIES, ACTIONS OR
TACTICS TO ASSIST IN RESOLVING
BARRIER OR ACHIEVING RECOMMENDATION

POSSBLE RESOURCES AGENCIES OR
FERSONS WHO MAY PARTICIPATE IN
EACH STRAGEGY ACTION OR TACTIC?

1. Legislation

2. Regulation changes

, Congress, |obbying groups, PCMR
Redefine ned. vs. devel. nodel
don't know how.

CGover nment agenci es - |nvol ved
groups - institutions, ICFMR s



PRACTI TI ONER/ PROFESSI ONAL  DEFI O ENCI ES

ACTI ON STRATEG ES

Statenent #37 Failure of professionals inthe field
to comunicate with individuals with MR
and DD re their desires and future
concerns and to involve themin planning,

LI ST OF STRATEG ES, ACTIONS OR POSS| BLE RESOURCES, AGENC ES OR
TACTI CS TO ASSI ST | N RESCLVI NG PERSONS WHO MAY PARTI CI PATE | N
BARRI ER OR ACHI EVI NG RECOMMENDATI ON EACH STRATEGY ACTI ON OR TACTI C?

1. Medical School & Professional . School s & Col | eges
educat i on prograns.

2. Continuing Education . Programs by various societies/
associ ati ons.

3. "Dissemnationof literature . Surgeon General s office; HHS;
Advocacy G oups

4. Prograns by specialists in . Informational programs in
verbal conmunication medi cal facilities.



PRACTI TI ONER/ PROFESSI ONAL  DEFI G ENCI ES

ACTI ON STRATEQ ES

Statement _#29 The courts often ignore the nental
i nconpet ence of many jailed" individuals
with MRwho have been found guilty of
breaki ng t he I aw.

LI ST OF STRATEGQ ES, ACTI ONS OR
TACTI CS TO ASSI ST | N RESALVI NG
BARRI ER OR ACH EVI NG RECOMMVENDATI ON

1. Devel op educational opportunities
for judges, defenselawers, prosecut-
ing attorney's .

2. Working strategy conference i nvol v-
ing "key pl ayers. "

3. ldentify "best" practices of

i ncarcerating individuals (M3 -and
identify alternatives.

4. "Ear mar k" nodel prograns, and

identify possible fundi ng sources.

5. Assessnent/anal yses of existing
state statutes/as they address nent al
i nconpet ence with persons with MR

6. Assessnent of "training progrant
for correctional officials.

PGSSI BLE RESOURCES, AGENCI ES OR
PERSONS WHO MAY PARTI G PATE I N
EACH STRATEGY ACTI ON OR TACTI C?

. POMR contact ABA - task force
onthe disability - work with
col | ege school s of | aw.

Wor k thru Justi ce Departnent

PCVR cont act ABA.

ADD

Labor uni ons representing
correctional

Law enf orcenent offici al



PRACTI TI ONER/ PRCFESSI ONAL  DEFI G ENCI ES

ACTI ON STRATEQ ES

Statenment #11 Delay in transfer of rehabilitation

LI ST OP STRATEG ES, ACTI ONS OR
TACTI CS TO ASSI ST | N RESCLVI NG

BARRI ER OR ACH EVI NG RECOMVENDATI ON

1. Support the anmendnent to the
Rehab act that addresses engi neer -
i ng technol ogy.

2. Support education and public
awar eness in the area of Rehab
engi neeri ng t echnol ogy.

3. ldentify specific results of
engi neering technol ogy (comuni ca-
tive tools) to specific groups of
i ndi viduals (profoundly or severe-
l'y retarded).

engi neeri ng technol ogy to use by
i ndi vi dual s who ar e handi capped.

PCOSSI BLE RESOURCES, AGENCI ES OR
PERSONS WHO MAY PARTI G PATE | N
EACH STRATEGY ACTI CN OR TACTI C?

CCDD (dtizens Concerned with
CO ARCDS UCPA NCR (Nati onal
Counci | on the Handi capped)

PCVR

. a) "National Association of State
MR ProgramDi retors (Bob Gettings,
Exec. Dr.)

b) National Association of
Superintendents of Public Residen-
tial Facilities for the MR



PROGRAM MCDEL  DEFI A ENC ES
ACTI ON STRATEQ ES

Statenment #36 Lack of adequate nodel s in planning
by famlies for future security of

di sabl ed nenbers.

LI ST OF STRATEG ES, ACTI ONS OR PGSSI BLE RESOURCES, ACGENC ES OR
TACTI CS TO ASSI ST | N RESALVI NG PERSONS WHO MAY PARTI G PATE | N
BARR ER OR ACH EVI NG RECOMMVENDATI ON EACH STRATEGY ACTI ON OR TACTI C?

1. Maximze fanily participation in , Contact organi zations that are
devel opnent of services and establish- governed/ adm nistered by parents
i ng assurances of security and famlies of mentally retarded

persons.

Congress of Advocates for the

2. Governments nust recogni ze and .
Ret arded (413/773-5155)

utilize the input of famlies dealing
with mental retardation and acknow edge
that famlies have the capacity to

sel f-represent.



ATTI TUDE DEFI A ENO ES

SOLUTI ON STRATEQ ES

Statenent #17 The fal se assunption that "being
enpl oyed" guarant ees adequate health
coverage for workers with MR or other
DD inhibits appropriate public policy

devel opnent.
LI ST OF STRATEGQ ES, ACTIONS OR PCSSI BLE RESOURCES, AGENCI ES OR
TACTI CS TO ASSI ST | N RESOLVI NG PERSONS WHO MAY PARTI G PATE IN
BARRI ER OR ACH EVI NG RECOMMVENDATI ON EACH STRATEGY ACTI ON OR TACTI C?
1. Study done to evaluate the full . Workwith National Institute
scope of the problem of Enpl oyment of the Handi capped.
2. After determnation of the . Legal armof Department of
probl emfind out |egal status. HHS.
3. Look at medicaideligibility. . HCFA (Health Care Finance -

Adm ni stration).

4. Advocacy Goup or HCFA . Legislature to enact
to recommend to |egislature.



ATTI TUDE DEFI A ENO ES

ACTI ON STRATEG ES

Statenment #9 Unwi | lingness of Covernment to

LI ST OF STRATEG ES, ACTI OS OR
TACTI CS TO ASSI ST | N RESOLVI NG
BARR ER OR ACH EVI NG RECOMVENDAT

support the constitutional rights
of MR persons and their famlies

POSSI BLE RESOQURCES, ACGENCI ES OR
PERSONS MHO MAY PARTI G PATE | N
ON EACH STRATEGY ACTI ON OR TACTI C?

1. ldentify agencies that are
not supportive of rights of
i ndi vi dual s.

2. ldentify "class action" type
rights of which that Governnent
I'S not supportive.

3. Establish Washi ngt on based
coalition to watch-dog violation
of rights or potential problens
that need attention

4. Continue' respondi ng (by
resolution) to particular regul a-
tions, policies, guidelines, etc.
that violate the rights of MR or
ED i ndi vi dual s.

US Dept. of Justice - Gvi
Ri ghts; PCVR ADD, ED, N MH,
NI CHCY.

PCVR, as | ead coordinating
agency, of those cited above

PCVR

PCVR



P ige e

Likelihood

LIKELIHOOD-IMPACT MATRIX

IV.
9 41 3
47 . 18" 11 43 - 46
49 17 29 1y
34 40 36
44 26 37
30
45 1 | 23 6
5 2 24 19 14
35 7 27 39 4
8 28 50 '
{10 32
&z 33
S 15 13
5] 38 20
42 : 21 18
. 25
48
i 2 3 L
Impact D=
@ All high impact events should receive high priority

attention by planners. Low impact evenis should receive
lower priority attention or siouid be disregarded.

The likelihood scale can provide information as to the
amount of resources needed to achieve the occurrence of

the event.

The scores, taken in combinaticon, provide an efficient

method of sorting out events for further analysis, assuming

that limited resources exist to resclve ali identified
barriers. '



V. DRESIDENT'S COMMITTEE ON MENTAL RETARDATION

GOAL: Improve the Quality of Life of Individuals with Mental
Retardation and Other Developmental Disabilities

Barriers which impede
anl Achievement

1. Networking re commmnity and
transitional services is
inadecuate.

2. Iack of definition ye the role

of the schools in "other than

academic" preparation of students.

3. Ia.'m:l.ted expertise of phys:.cians

re mental retardation, and
" cbstetricians re the "dargezs"

during pregnancy.

4, lack of comitment and train- _

ing for independent vendors in
ICF-MR group homes and
community practitiioners and

supervisory persomnel employed to
insure maximum quality of care to -
encourage and quide individuals with

MR and DD

5. Cyeative cost control is .
not clearly understood by many
service prw:l.ders

6. Inadequacy or absence of
evaluation criteria re quality
of service providers.

7. Negative societal attitudes
regarding capabilities and
potential of Db workers.

LIKELTHOOD

OF ACHTEVEMENT
OR RESOLUTION

BY 1992
LW
1 2
1 2
1 2
1 2
1 2
1 2
1 2

IMPACT
ON GOAL IF
ACHIEVED



8. Ilack of continuity of
community programs intended to
prevent recidivism.

9. Umwillingness of Goverrment
to support the constitutional
rights of MR persons and their
families.

10. Urwillingness of goverrment
to implement coordinated problem
solvirgs at the national level.

11. Delay in transfer of rehabili-~
tation engineering technology to
use by individuals who are handi-
capped.

12, Ilack of methodology in
Federal research and its :
pragmatic application to rehab
engineering techmology.

13. Ethical issues prevent
utilization of knowledge and-
methodology re prevention of
MR and DD,

14. Iack of accurate data for
forecasting service needs in
the commmnity.

15. Qver reliance on private
providers of service jeopardizes
an en;::.tlement approach to
services needed by MR and DD
individuals,

16, Reduction of Federal-
fundirg while the popalation
grows means that many disabled
individuals will remain unserved
or inadequately served.

17. The false assurption that
"peing employed” guarantees
adecuate health coverage for
workers with MR or other DD
inhibits appropriate public
policy development. _

LIKELTHOOD

2 3 4
2 3 4
2 3 4
2 3 &
2 31 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4

IMPACT



18, Public policy research
~is poor to non-existent,

19. The range and camplexity

of needs represented in diverse
MR population is glossed

over with glittering generalities
(statements that "all--can--."}

20. ‘There is little or no
recognition by many service

providers and professionals
of irﬁlviduals with hard-to-
serve needs,

21. Iack of state Zoning laws
alliow local cormunities to create
arbitrary barr:r.ers to cammunity
livirg.

22, Earnings during training
period (transitional peried) are
charged against Trial Work Pericd
(TWP) allowance of SSI Program.

23, Sheltered workshops too often
retain (rather than place) best

producers--those who are candidates

for campetitive employment.

24. Higher wage earnings in
campetitive employment make
worker ineligibhle for subsidized
- group home or apartment,

25. There are many retarded
adultg having retarded children
and living in poverty.

- 26. Se.xual mental and phys:.cal
abuse of i:ﬂw:.duals with MR is
‘not being adeguately addressed.

27. Many of the homeless are
individuals who have been re-
leased from institutions for
the MR and find themselves in
conmumities lacking appropriate
support.

28. ILack of competent legal
assistance for mentally retarded

. offerders in criminal justice

LIKET.IHOOD |

2 3 4
2 3 ¢
2 3 4
2 3 4
2 3 . 4
2 3 4
2 3 4
2 3 3
2 3 2
2 3 4
2 3 4




29, The courts often ignore the 1
mental incompetence of many jailed
individual (s) with MR who have heen
found guilty of breaking the law.

30. Inpactofhighcostsof 1

insurance, esp. ontz'ansportatlon,
must be addressed.

31. Iack of programs that 1
- focus on prevention, including
_edlmt'ian of parents-to-be and -
- counseling of parents and families.

32. Mental health programs have 1
abdicated their clinical service
resgponsibilities to mentally re-
tarded individuals who are suffer-
ing psychiatric disorders.

'33. lack of sheltered work 1

opportunities for moderate to
severely retarded living in
coremnity residential fac:.ll—
ties.

34. Iackoftrainingor S |

supported work opportunities
by State Rehab agencies -
- for the mildly retarded.

35. Curtailing of HUD Sec. 202 = 1

and Sec. 8 housing programs for
elderly and hard:.capped

36. Lack of adequate models in 1
plamning by families for future
security- of disabled member.

37. Failure of professionals in 1

the field to cormunicate with
individuals with MR and DD re
their desires and future concerns,
ard to irvolve them in plannirg.

38, Funds are scarce to unavail- ‘1
able for research necessary to
identify and explore the positive
uses of mutritional pharmacology

in the treatment and prevention of
mental retardation and developnental
disabilities.

LIKELIHOOD

2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4

DMPACT



39. lack of employment opportuni~ 1
ties for retarded adults in the
comaanity .

40. Disproporticnate 1
financial resources are

spent on institutions vs.
commnity~based services.

41. Title 19 ICFMR program 1
requirements do not pramote
normalization for the MR/DD
population.

42, Not encugh emphasis placed - 1
on holistic approach to meeting _
the needs of persons with MR, and
too much emphasis on work,
supportive work, and employment.

43. Volunteer efforts are : 1
jecpardized by the Fair Labor
Standards Act which prohibits

staff from volunteerirxy.

44. Need for retirement policy 1l
for aged or elderly persons with
mental retardation.

45. An "audit trail® for 1
each person with MR or DD
from birth to death, is needed.

46. Many cdmmmity services 1

though mandated by law,
are not.in place.

]
47. There are no legal assign- h
ments of financial responsibili-
ty in cases involving unjustifiable
prolonging of the life of a
mantally retarded or developmentally
disabled individual (Bsly Doe).

48, Too many Federal guidelmes, 1
requirements and time consuming

paperwork that impede
cooxrdination.

49. Not enough quality control 1
over community residences

LIKELIHOOD

2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 &
2 3 4
2 3 4
2 3 4
2 3 4

IMPACT



50. Provider driven service.
delivery systems too often take
precedence over those based on
consuner needs.

51. Limited expertise on the
importance of proper matrition
and the role of mutritional
therapist in alleviating detri-
-mental side effects of drug

LIKELIHOOD
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