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and preparation for the future. Key findings include: (1) adolescents
are not considered a priority either for funding or programming; (2)
specialty medical services appear to be universally available but
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are not; and (3) the three most important factors limiting successful
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transportation/location of service, and vocational training. Seven
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e - - Executive Summary--

We began the decade of the

1990s knowing a few things

about adolescents with chron-
ic conditions. For example, we

know that they are living

longer. Indeed, at least 85 per-
cent of all children born with

disabilities will survive until
their 20th birthday. Today,

ninety percent or more of chil-

dren with asthma, diabetes,

sickle cell anernia, hemophilia

and kidney disease survive
well into adulthood, when

less than a generation ago, the

outlook was bleak.

We also know that, regard-

less of condition— health or

iliness— adolescence is a time

of intense self-examination.
By the time a child with a
chronic iliness or disability
becomes an adolescent, that

child is acutely aware of soci-

ety’s ideal physical image,

and that image is not one that

includes illness or disability.
We know that too often
teenagers with disabilities
move into adulthood with
limited social skills. They
have fewer opportunities to
consolidate self-identity, to
achieve independence from
family and to find friends.
We also know that less
than 20 percent of employ-
ment-aged individuals with
disabilities are emploved.

Q
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Against this background
we asked the question: “What
services are available for these
young people?” In late 1990
and early 1991, the National
Center for Youth with
Disabilities surveved the
directors of seven public
agencies and programs of the
50 states and the District of
Columbia. The seven public
sector programs surveved
within each state were:

8 Maternal and Child
Heath Programs

8 Children with Special
Health Care Needs Programs,
B Adoi~cent Health
Coordinators

8 Departments of Special
Education

8 Mental Retardation/
Developmental Disabilities
Programs

8 Developmental Disabilities
Councils

8 Vocational Rehabilitation
Services

The survey asked about
program priorities, what ser-
vices are necessary and who
should provide the services.
The response rate was excel-
lent— 73 percent— especially
given the length and com-
plexity of the questionnaires.

The information obtained
provides valuable insight into
our country’s service delivery
system for adolescents with
chronic illness, but more
importantly, helps indicate
the direction for policy and
program development on
behalf of youth with disabili-
ties.

Survey Findings

The single, overwhelming
impression the data give is
that adolescents are not con-
sidered a priority—either for
funding or for programming,.
When asked which age group
receives programming priori-
ty, more than 85 percent of
program directors reported
that infants and toddlers
through the age of two-vears,
receive the greatest program-
ming emphasis.

Yet, the increased survival
rate of youth with chronic
conditions, coupled with the
relatively low priority given
to services for teens, strength-
ens the challenge and need to
provide social and psvcholog-
ical support for children and
their families bevond child-
hood. This survey documents
the gaps in service and chal-
lenges agencies to develop
policy that guides adolescents
into adulthood.

National Center for Youth with Disabilities 5




specialty Medical Services

Specialty medical services,
particularly those offered
through Chiidren with Special
Health Care Needs programs,
appear to be universally avail-
able to teens with chronic
conditions: 98 percent of the
states report making such ser-
vices available. Case manage-
ment services are offered by
R9 percent of Children with
Special Health Care Needs
programs.

However, bevond these
two services, vouth-focused
activities are tar more sporad-
ically available. For example,
primary health care—critical
to adolescents’ overall good
health—is provided by 47
percent of Maternal and Child
Health programs, fewer than
half of all the states. Primary
health care is provided
through fewer than a quarter
of Children with Speciat
Health Care Needs programs,

Q
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Psvehosocial and health
promotion services are
otfered with even less fre-
quency. Overall, less than one
in every five states appears to
make such services available
to vouth with chronic condi-
tions. A higher level of ser-
vices in both Maternal and
Child Health programs and
Children with Special Health
Care Needs programs enists
in those states that have des-
ignated Adolescent Health
Coordinators, especially in
the areas of psychosoctal and
health promotion services.
but only 33 states had such a
posttion in 1990-1991.

Program Priorities for State
Pragrams

The adolescent population
tends to be underserved.
Other age groups are consis-
tently given higher prionty
for the provision of services.
Some of that preference is his-
torical, some is mandated by
federal and state legislation,
and some simply because
other age groups appear to

have more “aggressive” advo-

cacy groups. In addition,
some directors said that ado-
lescents are “healthier” than
other population groups.

Regardless, directors
emphasize programming for
cither vounger or older popu-
lations. Maternal and Child
Health programs, Children
with Special Health Care
Needs programs.
Departments of Special
Education and Developmen-
tal Disabilities Councils place
emphasis on birth through 5-
vears-of-age; Mental
Retardation/Developmental
Disabilitics programs along
with Vocational Rehabilita-
tion Services place their
emphasis on the voung adult.
Few saw adolescence —ages
12 to 18— as critical.

B Ninety-one percent of
Maternal and Child Health
directors and 86 percent of
Children with Special Health
Care Needs directors report
that the birth to 2 age group
received their most extensive
program emphasis.

“The single,
overwhelming
impression the

data give is that
adolescents are
not considered a
riority—either

fgr fund'zlng or for
programming.”




B Three age groups—birth
to2,3to5vearsand b to 11
vears—account for three out
of every four Special
Education directors’ choice as
their most extensive program
emphasis.

B Two of every three (67
percent) directors of Mental
Retardation/Developmental
Disabilities programs selected
the 19 to 29 vears and older
than 29-vears-of-age groups
as the one currently receiving
the most emphasis.

B Over 80 percent of
Vocational Rehabilitation
Services directors report that
the 19 to 29 and 30 to 39 vears
age groups were their choice
as receiving the most exten-
sive program emphasis.

A “wish list” didn’t change
the outcome. When asked,
“Who should receive the most
extensive program emphasis
were funding not to be a con-
sideration?”— the resuits did
not significantly change. Only
the Vocational Rehabilitation
Services directors selected
adolescence as the age group
which should receive the
most extensive program
emphasis. Clearly, moneyv is
not the sole reason for the
preference for other age
groups. Adolessonce just
doesn't sell.

A majority of directors said
it was the school’s responsi-
bilitv to provide training and
guidance in nearly every area.

Q
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financial planning, vocational
counseling, vocational skill
development. sexuality, family
life education, drug preven-
tion, self-advecacy, health
education, and health services.
These data suggest that we
mav be seriously overloading
our schools with responsibili-
ties more appropriate for other
programs and agencies.

Just What are the Issues in
Transition?

All program directors
acknowledge the importance
of transition to adulthood for
adolescents with chronic con-

“In this country,
adolescents are
nota prioritly
and are vast y

I4
underserved.

ditions, although there are a
few differences in their per-
ceptions of the most impor-
tant factors:

B Overall, directors consid-
er insufficient transition plan-
ning, transportation/location
of service and vocational
training as the three most
important factors which limt
successful transition.

B Materaal and Child Healtt.
and Children with Special
Health Care Needs directors
believe health care financing
and insurance coverage to be
the single most important
factor. When all directors
were included. insurance
coverage was fifth on a list
of nine factors.

B Generally, the public sec-
tor programs view access to
health care as a far greater
problem for adolescents with
chronic conditions than the
availability of health care.
Seventy-seven percent of
directors felt that adolescents
with severe chronic illness,
without overt manifestations
of phvsical disability. would

9

experience various employ-
ment-related problems.
Survey data indicate that a
significant percentage of
directors did not know how
successfully these problems
were being addressed. A
strong need for interagency
collaboration was reflected in
the findings.

What's Known?

Few programs actually
conduct special studies or
needs assessments of adoles-
cents and voung adults with
chronic iliness or disability.
Qverall, just one in five (20
percent) state agencies had
ever conducted such a study.

This study shows that:

A State level legislation is
viewed as a positive factor by
27 percent (it enables service);
15 percent sav it interferes
with service provision.

R Oneinevery five direc-
tors agree that program
expansion is necessary.

B Oneinevery five direc-
tors emphasize the need tor
increased funding.

Natioral Center tor Youth with Disabilities 7




Those who work with ado-
lescents have a clear obliga-
tion to make the situation
known. This study shows
more than a case of inequity.
The differences in programs
across the entire public sector
are enormous. States need to
improve delivery svstems,
making them more efficient,
more collaborative and more
<ocrdmated. Given the
increased survival of voung
people with disabling condi-
tions, there is a compelling
need that:

B Priorities across age
groups must become more
equitable.

&/ Adolescent Health Coor-
dinators should be positioned
In every state for coordination
and resource allocation.

B States must translate the
wwareness and coneern tor
transition health services into
actual delivery systems that
meet the needs of vouth with
chronie conditions.

B States need to develop
specific pohev inttiatives to
address the needs of adoles-
cents with chronie conditions
and to continue to aggressive-
v advocate tor programs

and resources that, n tact,
implement the goals of those
policies.

]
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Concluston

This report elicits a com-
plex set of reactions. There are
both causes for concern and
opportunities to be pursued.
In many ways the lack of
focus on vouth is neither sur-
prising nor historically inap-
propriate. Services tor chil-
dren throughout the twenti-
cth century have focused on
meeting the acute needs of
preventing malnutrition
through milk stations and,
more recentiv, through pre-
venting infectious discases
through sanitation and immu-
nizations. The history of the
“prevention movement” has
had both carlv identitication
and earlv intervention as
hasic tenets.

Clearly, we have been the
beneticiaries of those policies,
tor todav over 85 percent of
ali children born with chronic
and disabling conditions will

reach their 20th birthday.
Because ot the success of
many of our early interven-
tions, it is more critical than
ever that issues facing vouth
with disabilities be on nation-
al, state and agency agendas.
What is being advocated here
is not that *v~ *Lcrease our
commitment to children with
special health, education and
social needs in the tirst fow
vears ot life; but rather that
we expand our horizons, our
mandates and resources to
assure that all we have
achieved in childhood is not
lust i adolescence. Jtis time
that we attend to the needs of
vouth with chronic and dis-
abling conditions i wavs we
have vet to do in the United
States.

Ly

Recommendation 1:

The issues facing adoles-
cents and young adults with
chronic and disabling condi-
tions need to be better
understood at the state level.
States must understand and
focus attention on the total
needs of youth with disabili-
ties: How does the health of
a young person relate to
career or educational choices
or opportunities?

We call on state Children
with Special Health Care
Needs programs to undertake
state-level needs assessments
of young people 15 to 24
years-of-age to better under-
stand their needs as they per-
ceive them. Such a needs
assessment must include
physical, educational, voca-
tional and social niceds.

Recommendation 2:

The activities of state
agencies which serve young
people with chronic and dis-
abling conditions need to be
better defined.

We call upon state
Developmental Disabilities
Councils to undertake an in-
depth analvsis of state agen-
cies that serve voung people
with chronic conditions so
that thosc who provide ser-
vices and run programs at the
state and focal level can have
a better understanding of
what each other 1s doing.
There is a profound intorma-
bon pap at the state level of
sister agency activities.
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Recommendation 3:

Federal legislation should
mandate increased priority
be given and resources be
directed to youth with chron-
ic and disabling conditions.

We call upon lawmakers to
address the needs of voung
people with disabling condi-
tions. While many agency
directors did not seem to
believe that legislation will
make much difference, it is
also clear that many agency
priorities are driven by leg-
islative mandates and/or
federal funding priorities.
There is little reason to believe
that without a bold federal
initiative, many agencies
will reorder or expand their
priorities.

Recommendation 4:

A federal task force of
interagency directors needs
to be established.

We call upon federal
agencies which serve voung
people with chronic and
disabling conditions to imple-
ment the rhetoric of intera-
gency collaboration which has
been long espoused. Federal
leaders need to role-model
such collaboration. An ongo-
ing working group of direc-
tors of agencies that serve
children and vouth with dis-
abilities would accomplish a
number of objectives:

B increased awareness and
recognition of the needs of
vouth at the national level.

ERIC
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M shared information of
agency priorities and activi-
ties;

B potential reduction in
duplication and/or competi-
tiveness;

B development of multia-
gency initiatives;

M role-modeling intera-
1 g
gency ccilaboration.

Recommendation 5:

Broad-based interagency
collaboration at the state
level should be federally
mandated.

We call upon federal agen-
cies to mandate their state
counterparts require docu-
mentation of state-level inter-
agency collaboration. This can
be done in much the same
way as other agency require-
ments are established and
documented. Furthermore, if
federal agencies collaborated
at the national level, new pro-
grams and }.rojects could be
established to encourage new
collaborative initiatives at the
state and Jocal levels.

Reconmmendation o:

Interagency programs and
projects need to be carefully
evaluated.

Does interagency coordina-
tion and collaboration reallv
improve the services to ado-
lescents? We need to carefully
assess program outcomes
as we expand programs. We
need to studv models of
collaboration to learn what
works and tor whom.

Recommendation 7:

States need a focal peint
for coordinating interagency
activities related to youth
with disabilities.

We call upon Adolescent
Health Coordinators to have
the responsibility for coordi-
nating vouth-related intera-
gency activities as part of
their defined roles . For this to
occur, every state needs to
establish such a coordinator
position. Survey data clearly
indicate that the Adolescent
Health Coordinators serve a
valuable role by maintaining
the visibilitv and in address-
ing vouth issues. These indi-
viduals are ideally situated to
chair interagency task forces
and to facilitate interagency
programs at the local level.

Qstid b

Robert Wm. Blum, M.D.,
Ph.D.

Project Director

e Orr)

Nancv AL Okinow.
Executive Director

National Center for Youth with Disabilities ¢
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Introduction and Methods

This report presents the
results of a survey conducted
by the National Center tor
Youth with Disabilities on
issues refated te adolescents
with chronic illness and dis-
abilitv. The survey was com-
pleted in 1991. Seven agencies
within cach state were sur-
veved:

B Maternal and Child
Heaith Programs

B Children with Special
Health Care Needs ’rograms

B Adolescent Health
Coordinators

W Special Education
Departments

® Doelopmental
Disabitities Councils

B Mental Retardationy
Developmental Disabilities
Programs

| \Vocational Rehabilitation
Services

The intent of the study was
to obtain a comprehensive
preture ot the nation’s public
sector service delivery system
tor vouth with disabilities.

Q
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In late 1990, questionnaires
were sent to the directors of
the seven state agencies listed
above. Three weeks later, a
second mailing was sent to
non-respondents. Subse-
quently, a reminder telephone
call was made to non-respon-
dents as the final means ot
obtaining a respense. Ulti-
mately, resporses were
received from 248 program
directors, which represented
an overall response rate tor
the survey of 73 percent. (See
Appendin A

The survey process is com-
plicated by the tact that state
agenvies across the country
do not otter consistent pro-
grams. In some states, the
SOV CN Program/ agency areas
into which the survey was
structured were indeed sepa-
rate; in others. they were com-

“I don’t think, at
this time, that the
state is looking
beyond the special
needs of younger
children. This
is a forgotten
population
primarily because
we have little
data on the extent
of the problem and
the needs.”

bined. And, in other states,
<ome do not exist at all. Tor
example, at the time ot the
survey, only 33 states had
someone designated as an

to

i

Adolescent Health Coordin-
ator. Collecting even descrip-
tive information across states
is complicated. Thev use dif-
ferent terms, titles, services,
organizations, jurisdictions,
jargon, and acronvms. Even
populations served and eligi-
bility criteria are not always
the same. Some states admin-
ister services on a state-wide
basis: others do so through
smaller units, such as counties
or school districts. Many
agencies simply do not cullect
data that focuses on those
who are oe 10 te 21; thus,
agency responses frequently
represented “best guesses.”

Finally, interagency com-
parisons were limited. At
times, it was possible to
aggregate and compare
responses across agencies: at
other times, the questions
aked were agency-specific,
allowing only for presenting
information on a program-
specific basis.
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“The multiple and
long term needs of
such adolescents
cannot be met by
a single agency.
Interagency
collaboration is
the only hope an
individual has
for long term
support services.”
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Tabdc 1
Services Offered by State Title V
MCH Programs, 1990
Service Percent of States
Offering Service Number

specialty medical senvices  56% 18
Case Management 53% 17

I'nmary HealthCare 47% 15
sevcFamdy Lite educater 34% 11
Home Health senice 28°% 9

Family Supports 28°% 9

Indinidual teansion Planmine. 22% 7
School health Chines 19%¢ 6

e preventien 16% 5

Foliow -up o1 tormer chents - 12% 4
Mental health serviees 12% 4
Self-advevacy traus s 12% 4

Lo

setting and monitoning tech-
nical assistance: Mtormation
and cducation: and mtera-
geney coordmation and
reportmg. fnrecent vear-
state Title \ programs have
increased therr adolescent
toc~

B \cariv all state Childre
with special Health Care
Needs programs (9s percents
report that specialty moedicat
ser ces tor adolescents are
avatlable. Primary health care
availabilitv, however, falls to
25 perecent through Children
with special Health Care
Needs programs and 47 per-
cent through Maternal and
Child Health programs.

B bightv-nime percent ot
Children with speciat Health
Care \eeds programs report
prm‘idlng some torm of casc
management services for
vouth with special health care
noeds

B Onlv 43 pereent of state
Children with special Health
Care Needs programs mdi-
cate that imdividuat transition
plannmg services are avail-
able tor teens: these services
dechine toabout halt that tre
quency (22 percent) ton
Maternai and CIndd Plealtl:
programs

Notounal Center tar Youth swith Dsabilities 18




B Very tew state Children
with Special Health Care
Needs programs provide for
drug abuse prevention (7 per-
cent), mental health services
{9 percent), tracking or fol-
fow-up of former clients (14
percent). or school-based
health services (9 percent) tor
adolescents with disabilities.
Maternal and Child Health
programs do not appear to
provide these services in anv
greater trequency. In many ot
the states there 1s no reason to
believe that the majority ot
vouth with chronic and dis-
abling conditions receive such
services at all.

B  \Where thev enist, health

promotion services appear to
be the domain of Adolescent
tHealth Coordinators.

B Of the 33 states with
\dolescent Health Coordin-
ators, 2t responded to the sur-
vev, and ot those, 63 percent
(13} reported previding

sev/ family life education; 55
puercent (H) provide drug
abuse prevention; and 30 por-
cent (10) provide case man-
aeement services to _vmlth
with chronic and disabling
conditions.

O
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Table 2

Services Offered by State Title V

CSHCN Programs, 1990
Service Percent of States
Offering Service Number
Specialty medical services  98% 43
Case Management  89% 39
Family supports  64% 28
Individual transition planning  43% 19
Home Health service  39% 17
Primary healthcare  25% L
Sex/family life education  18% 8
Self-advocacy trmming  18% 8
Follow-up of former chents  14% 6
Schooi health clirics 9% 4
Mental health services 9% 4
Drug prevention 7% 3
Tuble 3
Services Offered by State Adolescent Health
Coordinators, 1990
Service Percent of States
Offering Service Number
Sex/family ltfe education  65% 13
Drug prevention  55% 11
Case management  50% 10
School health clinics  40% 8
Famuly supports  35% 7
Individual transition planming  35% 7
Career planning/assessmeot  30% 6
Salf-advocacy traiming  15% 3
Post -graduation follow up  10% 2

14

| States with Adolescent
Health Coordinators appear
to provide more ot the social
and emotional support ser-
vices than in states where
such coordinators do not
exist. For example, 35 percent
report providing family sup-
port with an equal number
providing individual transi-
tion planning; 30 percent otfer
career planning and assess-
ment; |5 percent have self-
advocacy training programs;
and 10 percent undertake
post-graduation tollow-up.
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Stvent! Baication Poogaine-
Dvveimmentas Disad
Cotncisand NMienti.
Retndation Decclepnner
Dyusabiitios Progras
Departments ot Special
Fducation report a wide
range of educational, voca-
tionat and psychosoaal ser-
vices to adolescents with dis-
abilities. Many of these ser-
vices, provided i most cases
by local school districts.
ovtend bevond the core edu-
cational curricubum, and are

mandated by tederal and stote

legislation. Ehe Indivaiduais
with Disabihtres Pducation
Act (IDE N tormerlv the

“Federal program
requircments
appear to conflict
with one another.
Common
applications,
eligibility
requireiments and
treatment
standards would
be destrable.”

ERIC

Aruitoxt provided by Eic:

Table

Service

Services Offered by State Special
Education Programs, 1990

Percent of States

Offering Service Number

Adaptine equipret 890, 32
Suprorted empis et g§9°, 32
Cnevr planming assessmet g1e, 29
On=the-ps tran 80°c 29
Indiadual transtion pRARSS 78%, 28
Lires preventnes 750, 27
Case maageme =t 72% 26

fob plicement 70, 24‘

I'ersonal vovational adjustnuet §49, ;

counsehing

fobtairs 61% 22
~ov Rl Breeduoste - 58% 21
Post-graguation teliow -up 53% 19
Fammn sappaits - 53% 19
Sltadiocns tranes s 44% 16
binandial planminz - 36% 13

I ducation tor All Handi
capped Act, P12 man-
dates cach state to provide a
irec appropriate education i
the least rostrictin e setting
and based onan mdinoiduy!
cducational plan.
wmendments te HDr \added
anew detintion ot tran~ition
and the requirement that trar
<itien services and piannimeg
be added to mdiadual stu
dent plans begmnimg at age
14 or vounger

Ha

‘ e
}

For the most part.state
cducation agencies set policy,
mamtam data sestems, pre-
rare state plans to secure ted-
crat tunds<or services, devel
ap rules and regulations
momtor local cducation pre-
grams tar compliance. and
provide mtormation. tramine:

and teclhimical assistance o the

local school district or educe-
tron agency

sioi kY AUSILABLE

B \ticast Sepoercent ot b
~tates pron rde totr sery ee-
adaptinve cquipment (84 per
cent supported emplovmen:
(S pereent s career plannims
and assessment st pereent
and on-the-iob tranng (8
poercent.

| Indiadual transition
plannme S pereenthodrug
prevenuon 173 percent) and
case manacement G2 percent
arce all ottered by more than ™
out or every rot the state
~peaat education programs
WM Nany <ernvaces are
assumed by or deterred to
~pectal cducanon Torevam
vl psichosoaal vocational
sersices indudimg personal
vocational adpustiment
counscling iob placement
sen. tamily hite education
tamils supports, selb-advoce-
v tramig and timancial
planning were all reported as
avarfable by special education
programs (see Table 4

W \W\ith the exception o
selt-ady ocacy trammee

CH percentrand nmanciad
plannime o percent e all th
otner psvchosocal vocatians
~ervhoes histed anove werd
oitered Dy aticast halt ot the
states and. tor the maority

ot those servees by over
two-thinds of the states S
aaleducation programes

Natwnal Centec lor Yoath with Dasabalities 13




Developmental Disability
Coundils are primanily plan-
ning and advocacy agencies.
Thev otten set state policies
and agendas tor mental retar-
dation and developmental
disabilities programs and ser-
vices. They are not usuallv
directservice proveders.

\ental retardation -devel-
opmental disabilities pro-
wrams are usually responsible
tor planning, administrating,
coordimating, monttorm and
cvaluating the delivery ot ser-
vices tor individuals with dis-
absilities. Thev mav also devel-
op and manase programe that
ensure that persons with dis-
abilities receve supervision,
support and tramimng,

M Developmentad

[ m<abilities Councils report
that programs such as sup-
ported emplovment, tamilky
support, and case manage-
ment are all ottered m at least
70 pereent of the states by var-
rous provider agencres

Q
E lC‘” Teenagers at Risk

Aruitoxt provided by Eic:
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Table 5
Services Offered by State Developmental
Disabilities (DD) Councils, 1990
Service Percent of States
Offering Service Number
Supported emplovment  76% 28
Famulv supports  70% 26
Case management  70% 26
Individual transition planming - 65% 24
Carver planming/assessment  57% 21
I'ersonal/ vocatonal adjustment  54% 20
Counseling

o On-the-job training 51% 19
lob placement  51% 19
school nurse s school health dhinie 46% 17
Sex/famiv hfe education 38%, 14
Self-advacacy trinung, 359, 13
Prug preventon  30% 11
Post-graduation follow-up  30% 11
Financial planming 149 5

B Scventv-seven pereent or
more ot all state Mental Retar-
dations Developmental
Disabilities programs provide
Case Management services (83
percent); family support (80
percentl; adaptive equipment
(77 pereent); and supported
cmplovment (77 percent).

M The following services are
provided by 38 percent or less
of the state Mental
Retardations Developmental
Disabilitics programs: sex/
familv life education (38 per-
cent); self-advocacy training
{31 percent), financial plan-
ning (28 percent); drug abuse
prevention (28 percent); and
post-graduation follow-up
(26 percent), These represent
less “traditional” services.

pr
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M Inanarca gaining
increasing, attention by the
medical and health protes-
sions, onh 26 percent of the
state Mental Retardation
Developmental Disabilities
programs provide services to
help teens” transition to adult
health care.

W Perceptions ot what ser-
vices are availabie and actual
availability are often subject
to wide discrepancy among
different programs. However,
this is not the case with
Mental Retardation /Develop-
mental Disabilities Programs.
Adueh levcl of agreement exists
between what services
Developmental Disabilities
Councils behieve are available
and what 1s reported by
Mental Retardation /Dev elop-
mental Disabilities programs
as available tor teens with
chromic conditions

ERIC

Aruitoxt provided by Eic:

Table 6

Services Offered by State Mental
Retardation/Developmental Disabilities Programs

(MR/DD), 1990
Service Percent of States
Offering Service Number
Case management  gse, 33
Famuly supports  80% 31
Adapuve equipment 772, 30
Supported employmer* 773, 30
Mental health senvices 729, 28
Indr-1dual transition planning, 672, 26
Home health services  §2% 24
Job placement 569, 22
Career planning/assessment  46% 18
On-The-job trmmung,  46°, 18
Pervonals vocational adjustment 46 18
counsehing,
Sex/family life education 380, 15
Self-advocacy traineng.  31¢, 12
Financial planmung 289 11
Drug prevention 289, 11
Post-graduation follow-up 262 10
Transition to adult health care 269, 10
lob fairs 132, 5

Natanal Center bor Youth wath Pisabilities 1




What Programs are
Emphasized?

Vocational Relalihitation
Services

V'ocational Rehabilitation
Services deal with both com-
petitive and supported em-
ployment outcomes. Young,
adults with disabilities recetve
counseling and guidance
based on individual written
rchabtlitation plans. Histor-
ically, Vocational Rehabili-
tation Services hav e tocused
on older age groups. While
these services are theoretically
availabie to adolescents,
many may not have casy
access to the programs.
B Al states surveved pro-
vide career planning and
assessment (100 percent); the
vast majority provide tor:
evaluation (98 percent), job
placement (U8 percent), and
on-the-ob training (95 per-
cent) to teens and yvoung
adults with disabling condi-
trons.

B AlmostQoutof every 1O
states report providing per-
~onal and vocational adjust-
ment counseling (92 percent),
adaptive equipment (40 per-
cent), education ot post-sec-
ondary mstitutions (Y0 per-
cent). and supported emplov-
ment (88 pereent) to vouth
with disatilities.

O
E MC‘(: Teenagem at Risk
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Table 7

Services Offered by State Department of
Vocational Rehabilitation (DVR) Programs, 1990

Service Percent of States
Offering Service Number

Career planning/assessment  100% 40

Evaluation 98% 39

Job placement  98% 39

Personal/ vocational adjustment 92, 37
counseling

Adaptive equipment  90% 36

Education at post-secondary  90% 36
educational mstitutions

Supported emplovment  8g°% 35

Case managenent  §0% 32

Services located inr./sr. high  62% 25
school

Family supports  60% 24

Support payments  60% 24

Job fairs  52% 21

Self-advecacy training 40% 16

| \While only 30 percent of
states report oftering self-
advocacy traming, that is still
twice the trequency ot
Children with Special Health
Care Needs programs (18 per-
cent), and more than three
times that of Maternal and
Child Health programs (12
pereent) ottering a similar
service,

One ot the barriers to pro-
viding services for adoles-
cents is their low priority
compared with other age
groups. To measure the prior-
tties assigned various aye
groups, agency directors were
asked how they would rank
the current program emphasis
ot health, education, policy
development and employ-

ment-related concerns in tive
specttic age groups. The same
question was then posed
asking the respondents to
identity what the program
emphasis should be assuming
additional resources were
avatlable.




Maternai and Cinld Health &
Cludiven et Special Healt:
Care Nends Prograns

B Anovenwhelmng Ui per-
cent of Maternal and Child
Health directors and 86 por-
cent of Children with Special
Health Care Needs directors
report that the birth to 2 vears
age group recenved their most
extensive program emphasis
tor health-re’ated concerns

B NoAaternaland Child
Health or Children with
Special Health Care Needs
rvs‘pundvnl\ selected the ado-
lescent (12 to IS vears) aw
category as a primary jocal
group

MOH Progrome.
Current bmphasis
By Age Group, 194

B | he tocus on miants and
voung children retlects both o
philosophical and o program-
ming priority, When asked

MCH Prograiny
Gaven Increased Funding,
What ~hroshd be Emphasis

By Age Group 14491

w hat the emphasis should
b, tie adolescent age catene
rytared only shightly better
than with tew er resources,

CSHON Prozrams.
carrent Tonphasis By Age Groap, 1991

B yenattunding ware
available jor thewr programs
T2 pereent ar Maternal and
Child Health and 82 percent o
Children with .\}‘\'\'idl Healue
Care Nevds directors still 1ot
it appropriate that the brrth o
2 age aroup should be aiver
top priority

B \With mcercased rundimg
NMaternal and C hild |lealth
and Children with speaa!
FHealth Care Neads. director~
reported that adalescents
would have a sonewhat high
CF Program prioriy

CSHON Proerams
Guiven Increased Fundime
What Nrould be Fmphas ~

By Ave Group, 1991

- 61 years of o v 'F:"f‘V;’“"‘ <o B 11 yoars of age A8 years of ane B ve ot an
e ’
S8 vears 3% 14% 7% o 12%
of age -- : - 51 It 0 O B
30, - 35 years of - - 35 yoars of age 6 vPaos of aqe [} \,('\,6105 3¢ a0
3% G a °

l 'y

~18 vears 12-18 vears -18 vears 3 5 ves
12-18 vears of aqr >18 vears ot age ot aae ot i ol arle of &4
0% 0% 0% 0°¢ Q% 0°.

bomr.

National Center Tor Youth waith Phisabibities 17
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Developmental Disabilitics
Councils and Mental
Retardation/Developmental
Disabulitivs Programs:
Because Mental
Retardation/ Developmental
Disabilities programs have
traditionally had responsib-
ility across the life span, a
broader range of program

priorities exists. Nevertheless.

adolescents stil fared poorly
against every age group with
the exception of those 6 to 1
vears-of-age.

B [ust under half of
Developmental Disabitities
Council directors (48 percent)
sclected the birth to S age
group as its most extensive
program emphasis with res-
pect to policy development.

Nevelopmental Disabilitics Councils:
Current Fmphasis 8y Age Group, 1991

B The age group of 19to 29
vears and those who are older
than 29 vears accounted for 41
percent of the councit direc-
tors’ priorities.

B About [ in 10 ot Develop-
mental Disabilities Council
directors selected the adoles-
cent age group as its priority
choice.

B [ven with more tunding,
council directors would still
increase their support tor the

Developmental Disabilities Councils:
Given Increased Funding. What Should
be Emphasis By Age Group, 1991

birth to 5 age group (48 per-
cent to 53 percent). With such
hypotheticallv-expanded
funding, the 12 to I8 year age
group did increase in priority
from 11 percent to 19 percent.
B Two out of every three
(67 percent) Mental Retar-
dation/Developmental
Disabilities directors report
that the 19 to 29 vear olds and
those over age 29 currently

Mental Retardation/Developmental
Disabilities Programs: Current
Emphasis By Age Group, 1491

receive the most extensive
program emphasis.

B None of the Mental
Retardation/ Developmental
Disabilities directors who
responded to the survey
~clected adolescents as the
age group currently receiving
the most extensive program
emphasis.

B Eyvengiven increased
tunding, only about 1 in 10
(11 percent) directors ot
Mental Retardation/ Develop-
mental Disabilities programs
believed adolescents should
actually be their tap priority.
Rather, priorities would
remain with the birth to 5 age
group for nearly half (46 per-
cent) ot the respondents from
mental retardation programs.

Mental Retardation/Developmental
Disabilities 'rograms:
Given Increased Funding,
What Should be Emphasis
By Age Group, 1991

19.29 years
of age
17% }— 12-18 years of age
11%

t

~29 years 6-11 years
of age of age
24% 0%

12-18 years
of age
19% >29 years of age
7%

19-29 years 6-11 years
of age of age
19% 0%

6-11 years of age
5%

Birth-5 years 1218
years
28% I of age
0%

12-18 years of age
-29 years 11%
of age '

17% : 6-11 years
\ _ ol age
o 3%

)
i

19.29 years of age
23%

E l{l‘ic 9 Teenapers at Risk
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special Lducation and Vocatonal
Reiabilitation Services
Pre-adolescent and
vounger children are clearhy
the top priority of current
Special Education programs.
Much of that prionitv is the
result of the tocus on early
intervention seen m the feder-
al legislation passed in the last
two decades.
M Three age groups—birth
to 2 (18 percent), 3 to 5 vears
(32 percent), and 6 to H vears
of age (23 percent)—account
for nearlv 3 out ot every 4
Special Education director
selections as current pregram
priority.

Special tducation Programs
Current kmphasis By Age Group, 1991

M increased funding mahkes
an insigniticant ditterence
tirom 18 percent to 20 pecent)
in the priority that Special
Education directors give to
the adolescent population
With \ ocational Rehabi-
litation directors, the opposite
i~ trues groups older than
adolescents (19 10 29 and 30 to
34) account tor more than &
of 10 directors” selections tor

Special Lducation Programs.
Given Increased Funding:
What shenld be Emphasis

By Age Group, 1891

existing program priority.
The mandates of tederal
legistation—especially the
Rehabilitation Act of 1973 and
subsequent amendments—
account, in part, for this
cmphasis on adult popula-
tions. \ ocational Rehabih-
tation directors said thev'd

Vocational Rehabititation Programs:
Current Emphasis By Age Group, 1991

12-18 vears »18 vears
of age — otage
18°% . 9%

3 5 vears
ctage

6-11 vears ~18 vears
ot age — ofage
15°% ' 5%

Birtn 2 vears
Soane .
30°

— 40-49 years

12-18 years . of age
of age | 3%
13% i >49 years
. | of age
|1 3%

make the most dramatic
changes my programs it addr
tional monies were avalabie
M Slightly more than halt
(32 percent) ot \ ocational
Rehabilitation directors
believe adolescents sitondd be
their department’s most
extensive program emphasis.
an increase of 0 percent.

M That dramatic 400 percent
shitt mav suggest \ ocational
Rehabilitation divectors
appreciation for the crucial
transition period trom school
to the adult world of work
and the need tor vocational
<kills to make that transition
suceesstul.

Vocational Rehabilitation Programs.
Given Increase.d Tanding,.
What Shondd be Lmpizases

By Age Group, 3W9]

Y

— >49year:
{ of age
i 3%

19-29 years
of age
45%

30-39 years

40-49 years

of age of age
. 0% 0%
Birth-2 vears of age 12-1g vears of age
LN 20%
. Nattonal Center o1 Youth with Thsabilities 14
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Who Should Provide Services
to Adolescents

With Chronic lliness or
Disability?

Directors ot the programs sur-
veved in this study do more
than plan, coordinate or pro-
vide services. They usually
have some role in shaping,
and intluencing policy. The
directors” perception ot who
should be primarily respon-
sible tor providing services
may be an important tactor in
what services an agency or
program actuaily otters. To
measure that perception. we
asked the directors of all six
state programs and the
Adolescent Health Coord-
inators who should be respon-
sible for providing services

in 11 areas. Directors could
assign primary responsibility
for a particular service to one
ot five programs or depart-
ments:

W \Maternal and Chuld
Health Programs

W Children swith Special
Health Care Needs Programs
W Department ot Vocational
Rehabilitation

B Department ot Education
tincluding Special Education)

B Other (and asked to
~peaty)

Q
E lc‘zo Teenagers at Risk
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Combined results tor all
programs are represented in
Table 8.

B Seventv-two pereent
agreed that vocational coun-
seling is the responsibility of
the Department of Vocational
Rehabilitation.

W The services least avail-
able to teens with disabilities
tend to be those where pri-
marv responsibility is most
dispersed among, the five
program choices such as:
transition to adult health
care, hnanctal planning, sclt-
advocacy, and support with
tamily relationship problems.,

B Manv agency directors
cxpect the Department of
Education to provide services
to adolescents with chronie
iliness and disability, even
when the education system
mav not necessartly be the
most appropriate choice.
Departments of Education
are reported to be the tirst
choice to provide services
including;: tinancial planning,
drug prevention, selt-advoca-
cv, health education, familv
relationships and health ser-
vices in schools and schoot
health clinics.

o

B The Department ot
Education appears tobe a
catch-all when a specitic ser-
vice does not clearly fall
under another agenev's prior-
ities.

B There s ittle agreement
among state-level public pro-
gram directors with respect to
program responsibility tor
manv activities related to
voung people with disabili-
ties. This may suggest a lack
ot understanding, of the hmits
ot some programs. lack of
knowledge ot what other pro-
grams actually provide, and a
~trong rationale for the need
for greater interagency collab-
oration among programs and
ARCNRCICS.

“We have training
materials and
resources.

We need to put
them into
praciice.”




Lable s

ALL DIRECTORS

For cach of the tollowing tssues, who do vou believe shondd be primartly responsible tor

the provision of services to adolescents with chronic ilinesses and disabilities?

Issue

Health services
in schools

Transition to adult
health care

Financial planning

Vocational
Counseling

Vocational skill
development

Sexuality / family
life education

Drug prevention
Self-advocacy
Health education

Family
relationships

School Health
climics

1 Responses with mnltigic

MCH

28"

0%

22%

0,
o

Init]
/v

417

}RENANE N I

AGENCY/PERCENT*
Dept.
CSHCN VR of Ed.
17 0" 47%
33% 12% 14%
14" 19, 28",
1% 72% 22%
1% 58% 36%
5% 1% 59%
4" 1 63"
25% 7% 30%
15% 1% 60,
21% 1% 32%
7 0", 44"

Other

3%

13%

21°.

29,

3%

0
o

15",

No
Response

o
«

(5]

5‘:()

14+

3%

o
0

3%

10%

mare than one per hotizontal row were climimated trom this analvas s

O

ERIC
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What are the Major Issues?

Transttion to Adulthood
Fransttion to adulthood
can be paintul and awkward,
but 1t is a significant and vital-

Iy important time. even tor
healthy adolescents, For those
with chronic and disabling
conditions, it is all that and
perhaps more. fust w hat do
state program directors con-
<ider the most signiticant fac-
tors in their state that linut the
<uccesstul transition ot vouth
with chronie illness or disabil-
ity to adulthood? Thev were
asked to select trom a pre-
~clected list of nine tactors:

B cducation

B parentinvohement

B peer relations

B ocotional emplovment
traming

B isuthcient transition
planning

B heabth care tinancing - 1n-
SUTANCE COVErage

B avadabihity ot health care
SCTV IS

B nadeguate community
Hving options

B transportation. location of
WOTVICeS.

Q
E MC 22 Teenagers at Risk
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Table 9
Factors that Limit Successful Transition
Factor Percent of all program
directors rating most important Number
Insutficient transition planning  46% 115
Transportation/focotion  45% 112
at services
Vuocational/employment training  45% 12
[nadequate community  38% 95
hving options
Health care tinancing/  24% 60
INSUTANCE COVCTIRE
Fducation  16°% 41
Parentinvoh ement 149, 36
Avarlabitity ot health  139% 33
Care services
Pevr relations 79, 17

Based upon the above
Jhotces, the three primary
barriers to transition generally
identitied by all include:

B in-ufficient transiion
planning

B transpertationslocation o
SCTVICes
B odtional emplovment
[HATIATIENE

Indiv idual directors views
on the key barriers to success-
tul transition varied consider-
abiyv Interestingly cnough,
despite the tact that health
insurance has become a major
national issue, it was mtre-
quentlv crted asa barrier to
transition.




E

O

B Maternat and Child
Health and Children with
Special Health Care Needs
directors selected health care
financing and insurance cov -
erage as the single most
important factor; tor all diree-
tors, insurance was fittiz on the
list.

B Mental Retardation,

Dev clopmental Disabilities
directors. Dey clopmental
Disabilities Councils and
Vocational Rehabilitation
directors viewed voca-

tional 7 employment traming.
transition planning, trans-
portation and community
living, options as most
mmportant; health care
financing s msurance cover-
age and availability ot health
care were least important.

RIC
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Table 10

Factors that Limit Successful Transition

MCH & CSHCN Directors
Factor Percent of MCH & CSHCN
of “Most important” Number
Health care tinancing 47, 36
IRdUTANCYE CON erage
Insufticient transition planning - 46°, 35
Vocational 7emplovement  46°, 35
training;
Iransportationlocation 379, 28
Of services
Inadequate communith - 36°, 27
living options
Education 249, 18
Availability of health 209, 15
care ser icex
Parent imovement {20, 9
Peer relations 5o, 4

B Adolescent Health

C oordmators considered the
reverse to be true: Health
congerns were viewed as
two ot the three most impor-
tant tactars limiting success-
tul transition.

B The importance ot transt-
tion planning was a signifi-
cant theme tor all directors
In=uthicrent transthion plan-
ning. one ot the three most
important tactors. was consis-
tenthy listed by directors, and
40 percent of all directors
tmore than any other factor)
listed 1t as Hie most important
of the three prionty tactors.

| Generally, public sector
programs view heatth care
tinancmg and insurance con -
erage as a more important
cause in limiting successful
transition than the availabili-
tv of health care services. In
other words, the data suggest
access to health care is a tar
greater problem than avail-
ability ot health care

Combined results for atl
programs are represented in
Table Y. Results trom
Maternal and Child Health
and Children with Special
Health Care Needs directors
are represented m Table 10

“Intensive
transition and
vocational
preparation
programs are
needed to prepare
students for all
areas of
a ult life.”

National Center tor Youth with Disabilities

o
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Fhidden Disabidity and
Froploinnent
Emplovment-related prob-
lenis are a signiticant issue in
the lives of adolescents. espe-
aally tor those with severe
chronie illness without overt
mantfestation of physical
disability (such as epilepsy,
diabetes, cvshic tibrosis,
hemophilia. rheumatic heart
Jdiscase). Sivot the seven
program directors were asked
about the trequency of em-
plovment-related problems
tor adolescents with non-visi-
ble conditions. Because coent-
tiv e disabilities were excluded
trom this question, Mental
Retardation  Developmental
Disabilitios program directors
were nof querted, Data are
~ummarized in Table .
B \inetv-tive percent of
\ ocational Rehabnhitation
Jdiroctors feft that severe
»hroniciliness causes prob-
foms tor adolescents on some
QUCASIONS,

B Sivtv-eight percent ot
NMaternal and Chitd Health
Airectors telt that adolescents
arth non-visible conditions
tce some employvment-relat-
ed problems. An even higher
percent ot Children with
spectal Health Care Needs
Jdircctors (81 percenty believe
adolescents with lidden dis-
abilies will tace emplovment
problems

O
E N{C‘ll Feenagers at Rish
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Do severe chronic illnesses without overt
physical disability present youth with any
particular problems with regard to employment?
Response Percent Number
Usually  42% 89 B Developmental Disabi-
Someotthetime  31% 64 hities munul‘dlrcctors may be
cither better intormed or more
Always  gop 18 opiionated: their reported
“dos 't knoges T were 29 percent
Rarely 3% 7 for regular and special educa-
Y apares : g
Donthnow  13% 27 tion; 3.__ perce |1t}:\r v matmx_ml
vducation: and 33 pereent for
No response 2°, a Department of Vocational
Rehabilitation Services.
(Combined results from six ot the seven program ’ B \Whatisclearis that lack
directors-MR/DD directors nat asked question) of mtormation and aw areness

The .ame groups ot direc-
tors were then asked to deter-
mine how successtully the
emplovment-related concerns
ot adolescents with severe
chronic illness were beng,
addressed by regular and spe-
cial educationat services,
vocational educational and
Departments of Vocational
Rehabilitation. The responses
ot Title V Maternat and Child
Health and Children with
Special Health Care Needs
program directors were of
particular interest, primarily
due to the high number ot
Slon o’ responses
receis ed.

B Denthnowe’ responses
were extremely high: 36 per-
cent of Maternal and Child
Health directors r(-~pundcd
that they did not know the
sticcess of regular and spectal
cducation: 32 pereent said

across agencies is the norm,
not the exception, tor agencies
and programs in this crucial
arca concernmg, vouth with
chronic conditions.,

they didn’t know vocational
cducation’s impact: and 44
pereent gave a similar
response tor Departments ol
\'ocationai Rehabilitation.

“Invisible
disabilities often
can carry as great

or greater a
stigma.”

@  Children with Special
Health Care Needs directors’
dan’t knoie T responses were
even higher: 54 pereent re-
sponded “don’tknow” as to
the impact ot regular and
special education; 51 percent
with respect to vocational
cducation; and 42 pereent tor
Departments of Vocational
Rehabalitation.

B Adolescent Health Coor-
dinators’ lack ot knowledge
about the impact ot other
agencies was higher still: 37
percent of responding coordi-
nators didn’t know how reg-
ular and speciat education
services were addressing
such problems, and 64 per-
cent reported “don t hneie” tor
both vocational education
and Department ot
Vocationai Rehabiditation
SCTVICeS.
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Apart trom the apparent
lack ¢t know ledee as to how
emploviment-related prob-
lems are actualhy being
addressed. the data suggest
the respondents to this surves
percene that the programs
regular and special education
v odational education and the
Department ot N ocational

Rehabulitation are not stccess-

tullv meeting the needs ot

v oung people with disabil
ties. O average, agencs
directors evaluated the pro-
FTAm successes m other state
avencies as follows i =high
To=lawg

W Special Bdudation- e v

B’ O\ ccational Lducation o

W\ ccational Rebabihity
tion: 37

\ multidisciphinary intera
yrencs approach requires a
certain level of knowledge ot
other fields and programs
The apparent lack ot mtorma-
uon tretlected by the high
rate ot des fAnon responses
with respect to the extent
cducational programs and
\ ocatienol Rebabihitation sct
vices ctccesstuliv addiess aa
tun emplovment problems
~inraests 3 need tor more
mteracenday coilaboration and
Agreater committment to the
concept ot the muttidisciph-
nary approach to adelescent
problems It programs are
truby o use all tesources
avathable toserve teens wath
Jisabhinae sonditions then

Fable 12

Percent

Is there a need for interagency efforts to meet
needs of adolescents with chronic illnesses and
disabilities (all programs), 1990?

Response Number
in general. ves 87°% 216
tn come case~ 10° 26
Iy venerat. ne <1% 1

Lon t know 2% 4
N0 respon s <% 1

Table 13

Does your program participate in an
interagency agreements,
related to adolescents wit
disabilities (all programs), 19907

Krograms, or activities

chronic illnesses and

Response Percent Number
Yos 64°0 159
N 29° 7
Don't know 6% 16
N response 1% 2

they must know w here the
programs are succeeding and
where they are not

[ he data suggest a strong
percen vd need tor improved
mteragenay eftorts
B \artually oll (47 percenty
directors report a need tor

nteragency eHorts ta meet the

needs of adolescents with
hronie ilinesses and disahils
toe -

B ewer than two-thirds tnd
pereent) ot all the program
directors report actually
participating innteragencs
agreements, programs or
activities related to vouth
with disabling conditions

B Only halt 630 pereenty ot
\Maternal and Cihiid Health
programs and Adolescent
Health Coordmators partia

pate in mteragengy agiee-
ments that relate to adoles-
cents with chronie iliness and
di~abilitv For Children witix
special Health Care Need~
programs. the correspondin;:
Prequency s 65 pereent.

Data are represented
Tables 12and 13

Interagenay etorts are gen-
erally believed to bea ke toa
real multidisaplinary
approach ta the compley
array of problems taced by
adolescents with chrone ill-
ness and disability, The bene-
tits. bath potential and real.
seem oby jous
B Over one-fourth (27 per
centh of directors indicated
that interagenay collaboration
helps coordimate service and
<hare itormation.

B Oncin 3 believe that
improved delivery services
are a benetit derved trom
mteragency ettorts

B Behteen percent ot all
program dircctors retlected ¢
belet that interageney collalbs
oration enhances techmeal
AsSISfance. communi ation:
and plannme

B [harteen percent o th
directors stated that imtera
ceney collaboration helps
aord duplication. reduces
costs and provides toran et
CIent Use OF Agenoy Tesourees

Nattonal Center tor Youth with Disabiliies 23




What About the Future?
Research, Legislation, Policy
and Future P’rogram
Development

['he existence of intera-
Sency agreements on paper
does not, ot course, imply
ctfectiveness. A number ot
factors intervene to prevent
such agreements trom being
tully implemented:

B Daperagreements are ren-
dered meanmgless by tack ot
coordination.

B Resobving "hirt 7 issues
consumes time and ettort
which could be going to
service coordmation and
dehivery.

B 1.ack ot leadership
and/or a superhcial commut-
ment to interagency collabo-
ration renders ey en the most
<hatlfully -drafted agreement
meaningless and mettective,

B A lack of tormal mecha-
nisms to assure the collabora-
tive process translates into
metticieney, wath numerous
issues and problems talling,
between burcaucratic cracks.

B P'eople are needed to statt
and coordinate mteragenay
collaboration cttorts; such
agreements are rarch afever.
self-executing. Statt shortases
due to budget restramts and
hmited resources impede the
cttectiny eness of manv intera-
SONcy agreements.

seecnti Studies:

\ principal means ot
assessing needs and detinimy,
the problems ot adolescents
with chronie thiness and dis-
ability s, of course, to con-
duct special studies, Few pub-

Q
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lic programs, however, have
undertahen needs assess-
ments targeted to vouth. One
n tour Developmental
Disabilities Councils has
undertaken spectal studies of
vouth with chronic and 7 or
disabling conditions, signifi-
canthv nv ¢ data collection
than has been dey eloped In
the other agencies surveved
Maternal and Child Health
and Children with Speaal
Health Care Needs were not
questioned).

= b
e

luture Priorities:

All seven agencies were
questioned about the three
top priorities for the tuture in
deliverg their services to
adolescents with chronic ili-
ness and disability.

@ The most trequently ated
priorities (20 percent) were:
evpansion of services, mm-
proved coordination of ser-
vices, and the integration ot
service delivery sustems,

B  The sccond most trequent
choice among, program direc-
tors wa s providing more sup-.
port services, such as case
management, transportation.
<chool-based health pro-
grams, dependent biving
assistance and respite care to

tamulics.
-y~
<0

B [he third most frequently
listed priority by all program
directors was the availability
ot transttion services and
planning tor vouth with
chronic and disabling condi-
tions.

B Expanded traming and
supported emplovment
oppnrtunihcs tor teens with
chronic tliness and disabrlity
was an important prionty,
especially tor directors ot Spe-
cial Education and Vocational
Rehabilitation.

B Oncineverveight
responses achnow ledged the
need tor more tunding,.

{ogislation - Does i Enable
serewes or Actasa Baroer?

The agencies surveved
were ashed if they encoun-
tered state legislation bevond
tederal requiremients that
crther enabled or acted asa
barrier to service provision
tor vouth with disabilitios.

@  Overall, 27 percent of the
directors reporting indicated
that therr state had legislation
w hich enabled the delivery ot
services to adolescents with
disabling conditions.

@ just 15 percent of the
directors report that there was
specitic state iegslation which
acted as a barrier to the deliv-
erv of services, An a dditional
2% pereent wore uncertain,




Q

B Dircctors ot .‘D\'(h\'
Fducation (44 percents,
Nental Retardation

Dy clopmental Disabilives
Irograms (3o pereentt
Developmental Disabibies
Councils (33 percentr; and

\ ocational Rehabilitation
Departments (25 pereents
were all much more hkelv to
report having state iegaslation
that enabled the delivery o
seryices than were Maternal
and Child Health and
Children with special Health
Care \eeds programs on
Adolescent Health
Coordmator posiiions

B wice as many diredtors
(54 percentt behieved there
was no legislation which
cnabled the delivery ot <o
vices baentyv-sevon pereent
tebt there were such laws.

B 1hempact ot enabling
fegislaton where it evists on
the delivery of services to
adolescents s tar greater i
P 1al T ducation
Development bisabilities
Counails. Mental
Retardation Drevelopmentai
I nsabilities programs and

\ ocational Rehabihitation
Services thanon Frtle - pree
crams (\Maternal and Child
Health Children swith speaai
1 icalth Care Needs and
Adaoiescent Health
Coordinators:

ERIC

Aruitoxt provided by Eic:

B Of the directors whao
report having cnabling tegis
lation, shehtlv over halt (33
percenty report such legisla
tion hus moderate or hittl
mpact I wenty-tour porcent
report the i s mpact on
eIy Iees as ereat. \bout an
gl namber (23 pereenty
cither did not know the
impact or did not respond

LA

s

.”3){:

RETELELLTL

“eant S 0oh ¢

- gk

Poficw Isstes

I ach agency or program
was ashed to speaty policy
Issties related to services fon
adolescents with chronw il
ness or disability that were
currentiv bemy discussed in
therr state, This was g subie
e question and relied on

the n'\pun-\lvnt poerceptions o

TN EYRTARN A CNAIH
B some 1Y percent of dire
tors mdicated that pohicy dis
CUSSIONS WIS T Progress on
~vstemis plannimg: state ted
ceral mandates. school s
VICOS CNPANSton O serviee-
oteravenay collaboraten
mtormation sharme and HIN
prourams

-
)

ALARLE

B Addtionally.
ot directors acknow tedaoed
discusstons regardime the
TINEE OF SUPPOTT SCPy e
LNy SUpport respHce car

I~ percent

mdependent v, commur
ity -based support services
case management. and inte
cratton nclusion issues

B Seventeen pereent ot aht
director responses indicated
transition 1ssues W ere curerent
I bemg discussed

B Saven porcent of the
respondents indicated that ne
policy issues related toser-
vices tor vouth with disabiire
ties were currenthy bemg dis
cussad in thene state

“Various agencies
deal with pieces of
the needs of this
population—
approaches are
fragmented,
uncoordinated
and the buck is
often passcd
resulting in kids
falling tlnouqh

the cracks.”

National Center tor Yoath st 1isabilines ™7




Poture fognant serances
{heretoronem

The directors of cach pro-
sram were ashed what tvpes
O Programs or services tor
adolescents with chroneill-
ness and disability they
wentdd Tike to see dey clopcd
i ther state o anen
mereased support
B \bout 1 5 O6 percenty
ot the directors tesponded
that they would Bike tosee
more community - and school-
based sery ices made avarable
to teens waith disabilities and
terr tamihies, such as ~chouol
heatth services, mdependent
Inng programs. cecreational
services and empioviment ser-

s

B \ore transition programs
a0 heaith care and i planning,
sud k‘n\phl\ moent were need-
d o help the teenager move
srom ~chool mto the adult
orid accordimg to S pereent
ot respondents

B deen porcent ot the
Jdrrectors wouid Tike to use
noreased tmanaial support
O PrOgram o systems
improvement, making mtera-
senay collaboration and coor:
GINALION OF Seryees more
citedtive and mstituting o
~trong, necds assessment -
HRISYG

Q
E MC‘* Teenagers at Risk
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B Onlv 2 percent ot the
dircctors survey ed would put
MOFC FESOUTCEeS NtV Case Mman-
acement.

The need to provide a
creater array ol transtion ser-
vices and plannimg was a con-
<istent theme across all pro-
vrams. Maternal and Chitd
Health directors and
Adolescent Health
Coordimators ranked this tirst;
directors ot Speaiat duacation,

Developmental Disabilities
Councils and Vocational
Rehabilitation programs
ranked it second; and
Children with Speaal Health
Care Needs and Mental
Retardation s Developmental
Disabulities directors ranked it
third.

One i every seven public
~octor programs surveyed
agreed that more and better
transition plannuing and w1+
vices are neaded across the
board. trom pediatric care to
aduft health-care, and trom
~Choot to emplovment and
idependent living

3

I he correlation was high
betw een w hat directors
would like to see developed it
more support was provided.
and whatwere histed as the
most important factors that
fimited the successtul transi-
tion ot vouth with disabilities
to adulthood. For example,
MO LFANSIHION SCTVvIces are
consistently rated as a highly
desrable developmer nsut-
ficient transition planmag,
was viewed as one ot the
three most impnrmm tactors
in limiting the successtul tran-
<ition of adolescents to adult-
hUUd.

More community-based
service with greater access
was the most trequent choice
ot directors, and such basic
~ervice issues as mobilitv and
the location of services was
one ot the three most iapar-
tant tactors that limit suceess-
ful transition.




Addittonallv. the data sug-
gestan equally strong correla-
tion between tuture programs
and ser ice development and
transitional factors. This con-
sistency between what direc-
tors percerve as the most cru-
aal ot adolescent needs and
the programs they would like
to see developed in therr
states can onlv be viewed as a
very positive phenomenon.
The contingency, ot course. is
increased tunding, and untor-
tunately that has been a con-
sistently ditficult problem tor
those programs who would
serve vouth with disabilities,

Natranal € enter tor Yauth seeth Disabrieties 2
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Appendix A

Response by Agency By State

Washington

CSHCN
@ AHC DD
\MR/DD DVR
Montana

MCH CSHCON
SPED DD MR/DD
DVR

(&)

Wyoming
MCH
CSHCN
SPED

DD

&l

North Dakota

\MCH CSHCN ;
DD MRDD DVR Mirnesota
MCH
@ CSHCN
AHC*
SPED
DD
South Dakota DVR
CSHCN
SPED DD MR/DD LT_;]
DVR .
El|
lowa

MCH CSHCON
AHC* SPED

Colorado
. NMCH
California CSHCN
MCH AHC*
CSHCN DD
<PED VR

=]

DD
MR/DD 6
DAVR

Arizona

CSHCN

AHC® .
_qu% New Mexico
DD MCH
MR/DD CSHON

DVR SPED

€ 2

Alaska
CH
JHC*

SPED

1

Sy, -

Nebraska DD MR/DD
MCH CSHON DVR
SPED DD MR/DD
= -
Kansas \ Misslouri
i MCH CSHON
MCH CSHON v
SPED DVR iYED DD

Oklahoma

MCH AHC® SPED Arkansas

DD MR/DD DVR MCH CSHCN

@ SPED DD
MR/DD

H]

Louisiana

Texas Ui
CSHCN .Ciq l}lic\
SPED o h
[D)V]

MR/DD N{;\lﬁébu
DVR

5 (5]

Hawait
PO o CSHON SPED
oqg DIY MR DDIAR

O
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Vermont

@ Total # Of Respondents MRODD

|

CSHION SI'ED

DU AR DD AR

(€]

MOTE CSHON A

Wisconsin
CSHON
AtiC
L
MRADD

(4]

&)

Michigan
CSHON

AHC® SPED
15D MRLDD

B Pennsylvania
CSHON
L Ohio AR - DD
“:'("I‘I"s Indiana PVR
MCI MCEHL AHIC -
CSHON  cstieN | speED DD
AFIC AHICH AMR/DD
Serp SPLD DVR
DD MR DD
MR/DD VIR
DVR

Virginia
MCH CSHON
DO MRDD
DVR

CSHON SPED DD
MR DD DVR

Tennessee [-4‘—]
CSHON DD AR/DD
IR

DD NMRUDD

South Carolina

MO CSHON
AHCT SPFD DD
Georgia N

lz] Alabama \MCHL

. \MC I CRHON
MO H CSHICN 1D Db
CSHON P MR Db
.-\H([' | Dy DVR
MDD i) pp

DVR @

Mississippi

Florida
N Q!
CSEICN
AL
SPED
Db

O
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North Carolina
NMCH CSHON

5}

New York

MCH SPED DD
\MR-DD DVE

New Hampshire

MU SPED
[RIRERANN

— (2]

Massachusetts

DO MR DD INWKR

MO CSHON ATIC sPLy

Connecticut | Rhode island
e | ey
. t_ IR

! =

New Jersey

CSHON SPED D Delaware

[RAN N Li.l

(5]

NMOHECSHION s
[RIFERN 1N

Maryland

A
MR DD

2]

Dist of Col (DC)

MR DD
INK

2)

West Virginia

MO OSERON ST
MR DR IRK

H

Total # Of Respondents
MCH - Maternat Child Health
CSHCN - Children with Special
Health Care Needs
AHC* - Adolescent Health Coordinators
SPED - Special Education

DD - Developmental Disabilities

MR/DD - Mental Retardation
Developmental Disabilities

DVR - Department of Nocational
Rehabidtation
TAVEEC L e s s

F T
LRRENCL PRI PRTIN ATALN] H

1

N
@®*

b Lo83
(28]

l‘.ﬂ’ (7] |

[45]
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National Center for Youth
with Disabilities

I'he Natwonal Center tor
Youth with Disabilitios 1= a
collaborative project ot the
Society tor Adolescent
\Medicine and the University
of Minnesota’s Adolescent
Health Program. Fstablished
i 1983, the National Center
tor Youth with Disabilitios i~
an mtormation and resource
center tocusing on adoles-
conts with chronic illnesses
and disabilities and the isues
that surround therr transition
to adult lite.

Fhe Center's mission s to.
B Raise avwareness of the

needs ot adoelescents with

cirronie dlness and disabali-

fles.

W bapand the knowledse
and mvoelyement ot those
who provide services to
vouth.

B 'romote programs and
strategios w hich enhanee
the ability or adolescents
and veung adults to grow
develop. work, and particr-
pate m communtty lite to
therr tutlest capacity.

O
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I'he National Center tor
Y outh with Disabilities com-
bines and shares mformation
and knowledge to help
advance thought and practice
in a rapidlv developing tield.
Ihe Conter provides cass
access to current researdh
tindings and intormation on
resources and advocacy
cttorts, and disscmimates poli-
v and program development
Mtormation Lo agencies,
health care protessionals, edu-
cators, soaal workers, paolicv-
makers, parents and vouth.

Programs and Services of the
National Center for Youth
with Disabilities:

W National Resource Library
W Publications

B Conterences and
Workshops

Principal Investigator

Robert Wm. Blum. \NLD.,

MPHL, Ph.D.

Protessor and Director
bivision ot General Pedsatrics
and Adolescent Health

University of Minnesota

Executive Director
Nancy AL OKRinow, M.SAW.
University of Minnesota
Project Staff

Elizabeth Latts, M.SAW .
Timathy Jorissen, L.
Pegey Mann Rinchart
Nan Satteriee

Shari Morrison

Linda Pratt

Diane Miajala

Maria Korpi

Coordinating Council of the
National Center for Youth
with Disabilities

Donald Orr, M.D.

Arthur B Elster, ML.D.

Dale C. Garell, M.D.

Renee R fenkins, NLD.
Lonnie Zeltzer, MLD.
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