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Background] of tha Project ;- - .

~\r The Developmental 615&b111t1ée Project at Northwestern University's

for Urban Affairs was undertaken. for the two-year period beginning

Ju *T Wikh funding from the‘ExtrhmJ?al Régearch and Development Gxants

N

ﬂtbgr;ﬁ 5;—the'1111ﬁqis Depaytment of/&enZal Healeh'aﬁd Developmentél
Disabilities, fk% study 1s being carriequut.ln Lake County, Illinols.
Theiyesearch‘focué of the project is parental decision making,iﬁ the cholice
of -ervices for éhil&geﬁ-with developmedldl dieabﬁiiiies.{ The long-rangé
objeétivea of thig proj'c§ are: (i) to 1nyé9t1gate factors influencing

parental decision makin "{n the choice of services, and (2) to dssess the

'consequ*nceé of the decisions nade ag/both(%he jnstitutional and individual

P .

P 4

~levels within par

ticular family, nélgﬁborhood, and cbpmunity networks. Ihree
A . S

Q&pecific tagks are contair‘ within the p_rioject. - o J

) The collection of qu tit&sive¥survey reaearch'data and the gnalysis
of that data to develop a report investigating the relationship .

e between families Tommuniry resources, and policy orientations -
toward normafl ization in the parental decision making process; = -

. : J .

(2) To develop a bandbook for parents and profeassionals listing re-

" sources pnd strategies for optimizling ‘the development of disabled
children; ~ g : ' ' .

- .

R, .

o .«(3) To develop a ﬁodef for similar ragearch in areas with more cpm;

plex populatious>and del%uery.systgms such as Cook County.
- PR . L. , ’ . , 7
The first year of the project was devoted to-earrying out thelsur—
: " A v - A BRI .
vey. PreparatoYy work included a reyiew.of the literature, depth interviews

\
K

v \ .
of pax“ém:s /1n __Lake Countf, _meet img é

ith_édministrators,Qf'prbg;amg for thej’
.déveldpmentally dip&bied in Lake County, and a prétest of the ¢ estionnaire
hi;k fé&ilies of-childfen ;ttending three schooig‘for the deve}opmenzall§‘
disibled’ig-gvanston, I1linois. The.fipal 57-page éurvey questldﬁnaire wasg
~ i : '
. ' . /!

\ ’ M R
. \1

N
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completed'by 330 Lake County pargntu of dovq{opmoktally disablod Childﬁun \\.t Cw
\ ages O 21 years. (Ses Table 1 for response fate by’ fﬁiility .) I“takaew : '/;.

and survey data are being nnalyzed in order to produce the report on pA*
rentnl choice of services, focuseing on the family as the mediator betwuon

. _ "~ the disabled individual,and socicty. This is a report “on the f{ndinge ¢on—- -

l

t'\
During this second year of the project a handbook for parents and!

\\\\\\ .\ - cerning curtent aatiafactiihs and projected nedds. T ’
;/ prof ssionala»hae bdhn written. A premine undoily nh the original proposgl . -
¢ ' was that a handbook for parento and profeesionals would be an important cqn-'

tr ibution towards rsdu ing the information.vacuum dbich delays parents in :
el | obtaining avnilablo and appropriata,servicea fo:ﬁg;eir children, An itcm\ '

- ’ /;as i\ﬁluded'ob tha aJ?&oy dhestionnhire to»dot oropot parents

..\

themselves perceived the need for such’a manual; 60 pérc&i - aported auch a

' . b

* ] . ’
] , LA N i . \ N . ) Ny
: nﬁ&d - hd ) ’ ) "-,‘{"\_\: .

T - Opan«endod quest ons included{bn the survey questionnaire obtaine}.&*{f‘

g specific inﬂormation on the networde of eerviccs actually utilized by Lake

County parents. Background materials and samplee of handbooks from across_

-
— +

the country were also gathered. -On-site visits were made to facili‘igs

serving devalopmoptally disabled children from Lakd County and over 70

A ]

* intorview? wer e conducted with profeesionals, administtatora, and ‘members .
\
) fbf parents organizations. Information wns organized for the hondbook in.

’ *

< terms of five sections -~ life c0urse planning, family suppQrt, consumer

\
action, the developmental disabilities, and history and philosophy "The

.

. : .handbook also includes an index directory of facilities and ﬁervices

: o v
.(See page 4 for extended outline of handhoog and order form.) - P
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Lake Cdunty, Illinois familiea with developmentally dfsabled children 2l\years of age und'undt;~—1dont1fied
' conaenting to participate In aurvey, and returnlng survey questionnnire i

&2 S
. L A . b
1. o : . o _ Fémilies
' ‘ contacted
‘ . _' . ' \ i .
ﬁ:ﬁ Educational Facility, - ' (N)
Speciul Educat ion School Distrié! .
Waukegan N L (274)
' NSSED* \f' , 77y
S ‘ SEDQL** + ‘ L (1)
. ! State Residencial Facility . "
h) A Waukegan Devélopmental Center ( 29)
' Federally Funded Barly Igteryention ) :
Lake~-McHenry . Regiona rogram : (70)
Private Facilities ‘ ' b )
. b " Countryside : ; -( 10)
' : - Glenkirk T « 7 ,
. .. . = Grove . R . (22) -
M . Klingbexrg S | ( 2)
. Lambs . . . . - D
' Moraine N . « 3 .
It JL -of -Couhnty Facllities Identified .
RS .-" through ‘Specilal ﬂHUCation School Districtg -, ¥ t
S s ... 7 Waukegan _— ( 2)
o ' (+15) .
Rl ( 25)
\S - »
. . | ‘ .
.. oTALs (751
\ _ Pian : . -
, * Northern‘Suburban Qpecial aEinq_District .
—**Qpecial Educqtion Distnict ofl County ’

. ' R
. .
. e ]
o . _ ) : . o . N

Families who . c .
cbnﬂ&nted';o

Fbmilgpd’;ho returned surveys .

partdcipate
R of thage. - % of those. ¥ of. thoseé

. \\(N) contacted" (N) contg;ted consenting
(141)  51.5% - (73) 26.6% - 51.8%
( 45)° 58.4 ( 35y 45.5 . 771.8 il -
(Ashy 72,0 , (18 7> ss.u . . . 76.6 1 -

‘ ' \ ; ) » -.1 '
(21) 72.4 T(18) T 62.1 - 85.7 .
(39) 577 . (33 4T .@<,6\_

- s g : - ’ . k’ \ : . .
‘(. 5)  50.0 -( 5) 50.0 - 100.0
(b6 857 ; (6 85.7 100.0
( 22) 100.0 (19) 86.4 86 .4
( 2) 100.0 & . S (-:1)  "50.0 "~ 50.0
( 1) 100. 0" (L) 100.0 100.0
¢ 3) -100.0 . ( 2).- 66.7 66.7

. ( - .
(" 2) 100.0 ( 1) 50.0 '50.0

. (10)  66.7 « 7N . 46.7 7Q.0

(. 7y 28.0, 7 ( 5) 20.0 71.4°

W )] ) %l_;_;_
(458) ~ 61.0% (330) 43.9% 72.1%

. el
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L 'HANDBOOWR pARENTS OF DEVELOPMENTALLY DISABLED™ “\.r. ' & ' e
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DREN TN LAKE COUNTY, TLLINOISL * == = . 7.l w

Thebﬁybelopmentalf is‘gf§ggleé Project at Northwestern University's -
Center gpr Utbda A%faird Was/ funded by the Extramural Research and Developwent .

Grants Program of thuflllanis Department of Mental Health and Developmental
Disabilitfes to develop a h ndbook for parents dnd.profegsionala in Lake County,
listing rasouf&aa(gﬁd strategiéﬁ for optimizing fhe dev%}opmtn; of disabled children.

. b ‘

: ' ?zhpngl')ocﬁ(, which will be available this gummer ,Vis organixed into-
five ségtd : ) '

ns—+ 4 , .o oy

™ * /

- ¥ gives parents a gildeline tq choose successfully a propar cliﬁig,-

- hospital or program for diagnosing and asgsessing their child's

4 o disability . ) S N \

‘ . < . . / ) ‘V . .

degcribea»medical and educational pro{esstonals who may have
contact with g develogmmntally disabled child e

. . . ~ . Q
. provides-inqgﬁmndon on educational options and suggests ways.

- o S that parentg)can participate to create qontinuity between -
. hope agd school . ? .

X, dischsags the importance of yocational mréining for the j

dtvelopmentally disabled. and their options for employment

upon leaving fo:mal‘ébhooling. a

. explores yuestions about where and how developmentally

- disabled adolescents will live after formalyNchooling ends

7 .

- >

-~ .

‘Family Support - o S / \

-,

descgighashow to locate health care (such as medical, dental,-
and counseling) services and prof%ssiona{f ag well as how to
Qomplement'profeesional care with practices in the hone that/.
promote physigal wall~abeing . . : o
. : - . RN ' Y .
includes ideas for family recreational activities and public .
agd private recgeational programs for the handicapped

-

R 1hforms parents of fihanaial planning alternatives to provide
for thellr disabled child.now and?;q,the,futute - ' ) »

3 Y

" rglates~gnforma£ioq on the gievéhtion.of more ‘developmerital

N disabilities o - - e
-\‘ R -4 ' . \ ) .\
S ' .

" NQRTHWESTERN UNIVERSITY

§ Center For Urban Attairs ,
’ c..an imc/rdiscibf&ury center for m:ban mnrogvd policy studies '

¢ A

v

N 2040 Q@Man Road, Evanaton, lilinols 60201 (372) 492-3395 ‘
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. [ 2L 8 [N R N ~ ‘.'_ .
N . v, ' » L { L - j [3 }
‘ R | < L . N , ‘\\ L _ | N .
D - Cconsullar ‘c&ion o - S K , ., L ' ' .
'“\ U w \% & - t | ~N o] -f!- -
- L»\K e Tt T 0 probi&és ducational aqtivitias and‘practical ideas that parencs
. - \."A ,can uge at home with their handicappsd phild ‘ -
e . L ) . LA . v .
. ~/ A : identilles‘nreag of _8chool " proggams 1n whlch parentu cén work
. . ¢ to ensure the best, education for thelr child T
v - ‘ . deecribea how nationai and local parents’ organizatiouu help
B ) -~ parants and thair disabled child o
\» } . . J ) \ 4 » ‘ -
S TN : ol talle paranta apeut the adminiatratipn of organinations for
' ef - the haﬁdicapped and how to sgprt new programs Q”/ .
- . ‘ ¢ ° 4‘
. ) N ' S, axplains the legal-rights of the handicapped and how parents
O\ .. can -ensure dud-process for their ‘child. e )
* Wl ) . ) . R
. _ o , S ’
D’velo mental Dieabilities et ' (- . .
, .g - p- ‘ . . | ‘/" \ . __,'/v‘ . .
) deﬁineé mental retardagdon, eprleps ," autism, and cérebral palsy
. Y % .. . and .discusses non-catggorical 1evele of functioning for the
AT ;disabled‘ B :
R 1, ’ ".)- ) ) B ‘ ! .o
oW History ap¢ hilosophy v TN . E
! . . "¢' . * m(
' o Ny - . tr&ces briQfly the history and philosephy of care for the
R '2;? - handic&pped 1u TI1linois and Lak@ County
. . e ) ] ' - R . N
‘ . ' Thie,handbook #1680 fncludes an 1ndexed directory of facilities
~and gervices avaibag;g to- the developmentally disabled who live in Lake County.
. . "t . N Y
e S S et i et TSt o e e e —'L""'—)".- s “ - Y }L " —-—w-"-—v:—'\/ 7 : : ———-—-—-—TT——‘;——:w—--—:t‘-—:ﬂg——

The handbook 1s proﬁ,ﬂed ,.free of charge to par'en’ts and prOfessionals
/'/ through funding from the IlH‘no‘s Department of Mental Hea]th and Deve]QQnental

' Disabthjes ‘ If you are 1nterested 1([_} receiving a copy of the handbook please

. v ’
) - 'fﬂ-l. out &h\e_b'l.ank,belovq and return it by mail-to: "

* »

.

v e R NG o L/_

A 'S [N ' . . \
\/ Tﬁ& Developme taJ 1sab1]1t1es Project - \
- R Center for UrbanAfFgirs. . - ,

/
! - T . Northwestern University e ’ .
o L 2040 Shwidan Rodd. A !
. L Evanston, IL 60201 S /
i ‘ B )
| g ?vd me a copy of the- Handbook f"or P{!:ents of Deve1opmenta]1y- Di\'ibled Chﬂd;‘en.
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oo UL SPE DEMBRAHICS
ST T pabtel2y, Tt R IR
<l T Tv - Age of‘Devglopmehtally Disablad Child . o
A . — - R bz ot B ‘. .‘ - :‘ ‘.‘. \: Y . F‘”‘ . _’- . — . ‘-. .
. '?rfjﬁﬁoolj(bipthﬁtd 5-yays vld) e, 07 23.5% B
’ _P€1mary (6 to 12 ypars old) * \ *31.3 . '
Secondary (13 to IBfieﬁfs old) . ;li ':*‘“_s' | 36f7iw‘
} . 'Ttansitiohal'(l9'to,21 Yths 6id) . | : “14.6 .
. . ) . . T R . - - . * ‘ [ . .“ <
« a .Npég;; "- .‘ & -
oo o R - T < ] _ T o - R
P Table 3 | e ' o
. ~ . - K' ) . : ‘ o '
Sex of Developmentally Digabled Child ~ . IR
- . . . N - o ot - ’ w
N : . Male ) R | :57 .3%
. ‘-\};W ¢ - _ ’
Female [ 12 .7 L.
/ : N . . L ] - ; \\\\ - N'323_r
‘Table- 4 . ) < . L ‘
’ o . A o . T o . o
. . o : ek -
; C o T  Type of Disability
v . ) Mental retardatioh wjmild 21.5% . .. (
" . ‘,. _“ :’ \) . - 'S . ) . 5 \
Mental retardation - moderate - . 3?.9
- N X‘ . . - . » N
{ . J/ Mental retardation é severe and profound, ' - . 20.
‘ Cerebral palsy P - , ' -1}.7 .
f “ Autism | ‘ ' o3 o
oo : . . Epilepsy‘- 3 .9.1 ,
; L& o ’ . } ) N .- N-298 ) R
) SN - ] I
’ If there wasmore than one dd&elopmentally disabled child in the family, the
R parent was nequested to answ the survey questionnaire for the oldest deyel-.
Y oo opmentally disabled child. 'e are lesd than 330 due to missing data on cer-
i jotoin questions. ; ) - -
/ - When children were reported s ‘multiply handicapped they were categorized by
S type as follows: (1) mental etardation and epilepBy-vcategorized under epi-

afid cerebral palsy or mental retardation, cerehral

ed/%jfer cerebral palsy. )
‘ : y .- '

-{ " lepsy, (2) mental retardatfo
. palsy and epilepsy-—categor.

s -
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Tablea S

A
s 1

i

| I

T ‘ ) !
L ;

! - ‘ -
i { o : " Yéarl Famil Income A -'/
“ ‘ § 4 f | IR
= = *r ] - ';',— ¥ f #
: Léee than 815,000 F - j 33.:1%
$15-25,000 y 39.0 |
Over $25,000 - [T ..o / 27,9
! i / ' - 1 . .
— - e ok N=3,08
; - -—- K ~+ ‘\/ 7 i
‘ - : - | T
. .‘ U . . - - ‘H" / 4 - ”~
' Area of/ Residence / e T
NSSED’/ = R - F _‘)s.ax..
) ‘ // V . . ) . ! .
‘SEDOL South of Highwﬂy 120 :f R A 2
SEDOL. North_oﬁ Highway~129 - ,/_ 125.7
Waukegaﬁ ' *JAf ‘ " o 3023 :
. o
L v . j i ] N=323 .
"@ o /" S / . .
L. ' 3 L ) R . .[-L R . X . . R
\ T "‘ . 4 N
Yearly Family tncome by Area. oﬁ Residence
- " o k S \‘
“Kéea'of - Less~ﬁhan < Qver o
‘Regidence " $15,000 $25,000

NSSED 39.37%

o
“SEDOL,South .  25.5 / 16.9
* . ¢ ,:l / . - e

. SEDOL,North 26.5 /f 36.1 . . 7.

i [ 286 116.7
100. 0%

*(119)

c41.2 )
100. OZ'

W= (102),

. . ‘//

i _ ) SRV { _

x2=63.01, df=6 YA R

Waukégan
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A ! .. A, ‘HEALTH CARE DELIVERY: SATISFACTIONS o

- _ ] . .
. . - 3

1. Initial diagnosis and assessment .

R L .o prprokimat§ly-2/3 of the parsnts were satisfied:‘ s ..
‘ N their doctor provided a clear explanacibﬁ, in a '
v support ivljmanner, add took enough time to explain. ° I
(see Tables 8-10). " v : :
: . . : .
-Féw differences were reported by age of child. or type of disability:
more parents of older children reported doctor's manner as sympathetic;
* more parents of younger thildren reported doctor's manner as matter-of=~
. fact and harsh;’ i . .
" morq parents of autistic childyen reported octor's manner as unsure
and that not enough time was taken. i \

2, Global shtisfaction
'«;}“’* |

, *Majority (86.5%) of parents satisfied with fll cufkrent medical
N professionals, Similar level of"satigfaction regardless of
' child's age or-type of disability, although families with -
higher incomes tended .to be more satisfied. 1/3 of the parents
changed doctorg becauge of dissatysfactiion with the care pro-
vided. Parents were more likely to change doctors if the
child's disability was severe or if .their family income wag - L,

higher. (See Table 11.)

"Most common'sougcc of ref!kral to another doctor or clinic- was the
doctor initially seen (47.47) with self-referral closely following
(36.2%) . (See Table 12.)

!

= ' -Less than half of the first doctors seen provided informatjon concerning

o, . referrals or family ppport, (See Table 13.) ' ' "\/ |




- w Tabla 8 ' B
R When tho doctor told you what ahe/ho thought tha develop-
- . . mental dismbility was and used medical words that yﬁh*did
) not und tand what did you do?
) 1 aéked questioﬁg and got them better explained . 45.9%
. : E I let it pads, since the dpctor geemed too busy
. : . to take time to explain them. . . . 5.6
W S : ‘ v -
’ ' 1 was reluctant or too shocked to ask fgrther
. questions at the time. 11.9
- It did not happen: the explanaiion was clear tq
me, . o 36;£’
o | | N=303
I R . L3
Table 9 . - s :
. poctor's manner when child's diagnosis first explained
" to parent. : '
. . % agree
’ ' : Supportive mannexr . X B
d | | Patient S o 77 .4%
' * Matter—of-fact ' 72.2%
: ) Sympathetic . . 64 .97
\ - * Bfoke the news gently { ¥ 7 60.9%
AN ' -7 . ' :
.Negat ive manner o _
: ' co .'Qessimistic : ‘ , _ - 33.5%
F ! e Unsure : . 3 , 50.2%
%' ‘ ' ) _Evasive, nervous 7 20.6%
o . Harsh ' ‘ ‘ - 11.7%
Table 10 - , AN
' About how long would you say this first doctor spengswith
. . you, after telling you about the developmental disability?
] ! No time at all. . = \ 12.9%
(// _ Not enohgh time to answ all my questions. 5.9
Not enough time then to answer all my questions
but made another appointment. . 9.7
| Enough time to explain it adéquate1§. : © 61.5
) \ N=309




. Table 12

R Ny

11 \

" gsatiafaction with medical Egofessionals.

K\JAro you satisfied with all the medical profésr

sionale your child 1s going to now?,

- Have yo sver. changed ggz_ofiyour devalbpmentally
child's octors because you were dissatisfied with.

% jgg

86.5%

<

35.4%

¢

"the care pravided?

\‘_\ . >

-

£

Whose 1dea was it to take yéur chilg To another doct
or clinic? - i

or

e
R "

Y and/or my husband . ’
A friend pf relatiye
My firstsdoctor f e

Another professional (for example, social worker,
teacher, public health nurse)- '

36.2%
3.0

47 .4 .

}3.4

R4
*

L4

N=268

Table (6

L S

disabilityfido any of the following? (rank ordered b
quency with which heMp provided). . - e

pid the f%iat doctor you talked to about the developmental -
]/ i

y fre~

\

1. Give a specific label for your child's devel-
opmental disability.

T

2. Refer you to a apécialiet.‘

3. Suggest what the future would look 1like for

your child. ' ' .

{ .

4. Ask to talk with you and your husband (the
child's father) together.

¢

5. Tell you abbut services available in the
community. -

6. Refer you to organizations concerned with your
child's disabjlity.

7. Suggest institutionalizing your child, éither
immediately or in the future.

8. Suggest you meet other parents of children
with developmental digabilities. ———

9. .nggest a particular program for your child (for
 example, early intervention, Mbntessori, Dolman~
Delacato, 8rthogenic). - .

-

10, Tell you how to explain the disability to family,

-

11.17%§,

X yes
46 .8%

45.5%
37.9%

31.8Y

=

®
25.8%

21.7%

——

18.8%

e

11.1% ¢

8.3%

¢

—rer .
) - ) X i
, 7 .‘ .- . _us‘ -~ - ‘&‘-a R

_friends, and others. .

A .
R A

R

Y4



1} « $. ‘.-' 7/ "
- A a
e . N ‘ . ) .t
) bareﬁ:;‘\Evaluations of Medical Profdssfiohals
pramd X ; - : ) ' . »

. i i 4 - R ) } )

. ! § Moo, ) Ly % . . :

. They respect the persg and. trgat him yith understanding without b

/ ‘putting him ‘ (#288) ) . - : . ~

My husband and I were totall} satisfied with our pediatrician‘gld v
ophthalmologist.Their understanding, explanations and coggern .about our -,

, child's problem were very helpful. (#95) , ' '
L . ~

<

1
!

Digssatisfied with cold, impersopal, impatient, unkind attitude —
disrespact for feelings or right:to kindness and concern due to every~
pefson, handicapped or normal. .Told doc_tor? go, firmly and plainlyy and
~féund another. He was aqually qualified and pqssessed of the proper
rapport. (#356) ‘ '

» 1 wag dissatisfied with the pediatrician as f had to really insist 4
to get him to test to sae if the child had a problem and what the nature
_ of the problem was. I do belleve that in earlier gtafes ha .(Dr.) felt I
- ' was baing tha typical "Hysterical ‘Mother',- When he finally agreed to tast
) at about ageé 4, which I think might have-been just to pac fy me, and found |
a problem, I feel he could have given more specific dire¢tion. The.testing
" took over a year to ¢omplete-—their goal being causes and type of disabtlity,
' but no on-going service as to what to do now that we've ascertained there is
: a prablem. In the following years, I think he usad the information wae had
- gained to increase his own knowledge. All is not in vain if he (Dr.) can .
y §pp1y his knowledge to other cases. (#91) . T

Ve "
.
. )
. 49 . -
. i

-

-~

Had child . evaluated and was told.he would never ;peakv his IQ was zero

and that institutlonalization was best. Believe this’ was ‘an honast opinion,
but child now spedks reasonably well, understands virtually everything said’ .
"to him, is almost totally able to care for self and after special schooling '

from age 6 to 12 has an IQ of 34, or mor & (havetgpg_different evalsationeljz/

) . Perhaps.today~ this was thirteen years ago—-doctdrs are more aware of what.Lan
) be done whth children with Down'a Syndrome. (#318) -

* .- -

>

- ) Most had very little real knowledge of‘_thé"problem of Autism‘ti\oaa

A Y that did were obvicusly trading. on® knowledge that was at least 20 years old.
‘ Had we received more informed medical help earlier we.wogld be farther along

to a great deal of

‘now in helping our thild. We feel we bate been subjecte
{k madical quackery and literally wasted thbusands of 'dollars Just to get straight

answers. (#358)

4

v It took almost 2 years to prove to pediatricians and family that there
was somathing wrong. \Jﬁ\@s always the last. percentile of ndrmal development .

? L - . ) -
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/ 1. Health cara delivery. Developmentnlly disabled ch;&Qreﬁ h ve the same

health care needs as do aik .children. «In this respect it/ perhaps
- " ghould be of concern that 10X of the patents do not gnticipate ever '«
" . . . havipg any comtacts with aither a pedlatrician or h déntdst. Dewelop-'
" < mentallly disabled chiXdren often have additional health cere neqeds. - )
D : Nedrovlogiaths, ophthaY¥mologists, aﬁdiologdste, and ear,. digse and\ thivat :
specialists are contagted by approkimateély 3/5 'of the parents; psychi-
atyists, orthopedists approxipately 1/3; obstetricians, orthodontists,
. oral surgeons, cardiolog sts'an;rplastib surgeons by % or less. (See
_Table 14). 'y ;/ T : M\
Q T ‘ k -/ B ' S

Frequency of contact is 1oﬁiuenced by demoéraphic factors.

EN

Age of child.

y, ‘One would axpect contAct to increase as children grow older. This is
the cneeéfﬁ?\tontac with: family doctors, obstetricians, ear, nose

o . and throst specialists, opthi#lmologists, dentiste, or%& syrgeons,

- neurologists, and sychiatriste S . -
; It —~—

! .. -On the other ha , parents’ of preschool children report the most contact
‘ *&& " with pediatrjicjans, orthopedists, and audiologistd. Thid may reflect the
’ availability of -early intervention programs and reaultant 1ncrease in .,

~ ° parant awareness.

7+ Supporting /the argument that both availability and awareness influence -

, - use of hedlth care services is the finding fthat parerts of primary and
secondarysage cbil ren are more likely to contact orthodontiets than are

’ < parents/of " either Breschoolers or 19 to 21-year-olds. Preschoolers
’ @ leas likely to need the service; parents of the oldest group

st 11kely to have been aware of the service and its benafits.

-

R

<

s ’ - ¢

LY v ’
. R . .

‘ Type of Diaabiligy,

: *Int general the more severe t¥ retardation, the wore aly parents were
" A ' - to have contacted medical professionals. The" two¥axcept§ons are that
' Y parents of_the mildly retarded wer§ more 11ke1y to have contact with family
doctors and paychiatrigts. . .
T S | o b
e ‘Parents of children with autism were most likely to have contact ‘with
. audiologists, easr, nose and throat specialists, and psychiatrists. . Th
, difference for zie latter was quite pronounced. with 907 having contact
T . ' with psychiatrists, The fiext, most frequent contact with psychlatrists
g . type of disability occurred forﬁiarents of mildly retarded and epilepsy
P ' * (44% in each case). On th hand, no parent of an autig€ic child had
N or expected to have contacaih&th a plastic surgéon.

) X | < U -

- ) 5 ’ ' 3

’ . N .
A Y A . -
. K . . . .
) ) . .
) . . N - . 1 )
hd . - . ' hd ! ) - . .
. . - - . .o (O '
Ic N . : . N . : . .
- . .
{ .
.
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“« ‘Parents  of children with cerebral; palsy were the most ‘1{kely to have
. _ . cdntad!’with ophthalmologisthk, ofthopadiats, and heurdloglugs (877, . :
.' g . 84X and 94X respectivaely). There are no mysteméfic'patterna'for ~ & oL
. ' paranys of“qh{}droq With epileps » N ’ X
. . ‘ e . . '.J' \ | \ . X {
S ‘Higher incdme enables families o'ﬁurchaae more services. On the other
hand, sliding fee scales make sgrvices avallable to 18wer {ncome families;
~ ,and risk factors associated with\low income_ (such as lowér birthweight,
poor nqtritionl.may incresse the d for medical services. '
v

"*The higher the income, the morq likely families,were to contact: pedi-
atricians, dentiota,'neurologiats,‘pphﬁhalmologimte, ear, nose snd throat

specialists, orthopedists, orthodontists, and\ plagtic surgeons.
- L

. 'Converselﬁ, lower income families were mbre likely -to contaét: family
o . . . Yoctors (G.P.'s), psychiatrists, and cardiologists. . ) )

: ‘Incoma did not exert a systematic effgct gg the frequency_w1£h  thich
- families consulted: audiologists, obst'etricians, or oral surgeo '

. . ) 4 . . \.‘ ‘ "
'\ . 14 h '

i . 2, Bocial Pervice Delivaery. ,A devalopmental disabilithmay create social

i . pervice'needs for both children and their families. | A mafority of families
o ~~ bave had contact h speech therapists, social workers, and phygical
- ; “therapilsfs, Betweer)’ -and-% of the families hgve had contact with clinical
| b . peyc gipts, public health nurses, occupational thergpists, and recrex
N ational therapists, Léss than } of the families have hadvcontact wtthgh\ ’
' family groups or individual therapists, genetic counselors, vocatiohal ~
coupselors, nutritionists, house or foster parents, and pro&&esional home -
makKers. (Sees Table 15.) - ( ' : R

-
4 ! - ¢

4 1

»

\_ A \
. " Age of Child. * | ,

‘Needs for social servicee at this time peem to be much more stable over

“the 1ife cycle than was-the case for health care sqrviéeb. Age of child

was not related to familiaes' contact with! clinical psychalogists, public

~ health nurses, occupational therapists, recreational therapists, nutrition-

-lf/ iste, and professional homemakers. Stabihty of - qontact 'could be due to . -
relatively unchanging needs over the life dycle of a developmentally dis-
abled:child, lack of awareness of how thes “professionals may provide

N assistance, and/or{lack of availability, .
“ ."' . : -
Planning for vocational and résidentipi.opgziﬁs does increase the frea—-"
quency of contact with some professicnals over the child's life cycle.
wThere are mora.needs and services to bq'cooﬁaunated‘in adolescence and
early adulthood. Parents of older children have had more contact with:
gsocial workers, vocational counselors; and house or foster parents. As
. > can be seen from Table 15, the increased.uti}ization of these professionals
R is projected for vocational counsalors only. ' ‘ ! A
~ ' ) y
. . - ‘
i = ( ) ‘
) o
o 1" c 18 / L
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e . "Conversely, payents of younger children have had greater contact with
7~ 5 Lo ,apequ uﬁgrapiuta, physical therapists, family, group or in ridual - .

N . &7 therapis®, =a d genatic counselors. These seem-to reflect eas whare .

.1‘ 9*?1? %ntarv tdon proggams andfincrfaggd ?warenees'havg\b an impact.

g ‘ Type of Disability. - . .

\

. hY .
~ K ‘Severity of mental retardatiore is releted to utilization of social ser~
vice profassionals, The more severe the ratardagion the more likely '
families are to have had contact with: speech t erapistgs, -social workers,
physical therspists, occupational therapists, genetic ounselors, house
or foster parents, and professional homemakers. Parents of mildly re-
tarded children are more 1ikely to have had contact with: clinical psy-
chologists, public health nurses, and family, group or individual ther-
‘apists. (This is consistent with the finding that, among health service
. professienals, parents of the.mildly retarded are more likely to have
N had contact with psychiatrists.) Parerts of the moderately retarded are ¢
the most likely to have had contact with recreational therapistsa and
( —_— vocational counselors. :
: \ ? . ~\~ o / )
~— “Parents of children with autism are more ffkely,to have had a higher fre-
quengy of contact with social service professionals than parents of child-
\ ran @ith any othek type of disability., The only exceptions_are'cohtacts )
t + with public health nurses, and physical and ockcupational therapists. :
Frequency 6f contact 'is gspeciflly higher for: social 4orkers (91%),
clinical psychologists (82%), family, group or individual therapists
. (60%), recreational therapists and vocational counselors (56% each),
‘ genetic counselors (40%), and nutritionists (30%). ¢

l—\";

‘Par@pcs of children with cerebral palsy are tﬁ\\most likely to have had -
. contact with: speech therapists (94%), physicall therapists (94%), and
‘ occupational therapists (75%) . : : '

SN ‘There are no systematic patterns for parents of childgen with epilepsy.

. ! . . . : » .
v ' \ ¥ _ !

'Fémily Ingome .

N

-~

.. - -As was ttue f6r health care services, the ralatipnshifp;of family .income
: to utilization of social services is complex. '

N e ~ with: occupational? . therapists, genetic counselors, .
' ' and vocational counselors. - . _ ; {

/The. higher tha incoms, the more,likely families were to have had contact
Lﬁagor%pists, recreatibn

: . - » ) . . )
" +Conwarsely, the lower the incomd, the more likely famllies were to have ‘had
cofitadt with: physical therspists, public health nurses, house ox foster
parents, /and profegsional homemakers. / .
. ) 4 . .
. . : ‘Middle income families 131%,000 to $25,000 annual family ffpcomg) wera
least likely to have had contadh with: clinical psychologis\s, Jfamily,
. group,or individual therapists, and.nutritionists., - - -
- . “*Income was not associated witl likelihood of contact with speech ther- "k)
. ,apidtg or social workers. ' e ' . ’
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» . Health Care Delivery
. ’ v 4 . 4 _
Parents g‘f children with.developmental@disabi¥lities often need (
to sea diffefent kinds of doctors. Which have'you gone to-s
-~ about your developmantally disabled child? {rank ordered by
. , .. * frequency of contacf). \ ‘ .
' > _ . _ . ‘ .- _ & -
L : / ~ 4
. Have Expect to Do not 'expect .
' . : ' 5 , See See to see
’ ) ~ ) t
o S 1, Pediatrician : © 88.0% 1.0 ©10.9 N=293 .
2. D.entis(t . 78.5% 12.6 . . 8.9 N=293
N . LY 2
, W ‘ .
C% . . |3, remily doctor (6.P.) 65.50 1.7 32.8 N=293
T ) L \ - i :
\ 4. - NeurOKOgist - ) 63.2% l‘.8 A . 35.1 - N=282 |
. A ‘ ~
5. Ophthalmologist (eye doctor) “61.2% " 10.6" 28.2 N-ﬁ73
n 2 . o - ' ‘ : vl “‘.x.'”. )
‘\ \/\ | 6. Audioloft (hearing specialist) 59.3% . 4.7 , 36.0 N=275
7., -Ear,- nose and throat specialist 57 .82 . 6.7 35.6 N=270 ty
fk L 4 -~ s . ) “ / ’ .
' 8. Orthopedist 37 2% A0 sg.f N=247 )
. , . .
9. Psychiatrist - | 36.67 1.9 61.5 . Nn265 |
* b . . . . ) .\0
10, Obstetrician ' . '26{".7% 2.8 70.6 N=248
- _ .3 ‘ - ' '
r 7 -1l orthodontist A T aar 13 7.6 4 Ne256
12. Oral Surgeon '_ SRS ¥ 27 SRS I 77.6 Ne246|
s ' 13. Cardiologist (heart spacialist) 16.7% 2.0 . ,'81.2 N=245
S0+ |14, Plastic surgeon S 6.2 2.1 91.7 . N=242.
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o - Social Sorvi&‘ Delivery = * . B
' N . o : . o . - .
1 * Below is a list of other ‘profession“éla that parents sometimes con- A
. tact. Which have you seen about your devplopmentally disapled
s I child? (rank ordered by fraquency of contact).
- . . . X \-~.*"~ C
dd S - \ - -y
‘{ Have Txpect to Da not expect
. ) Seen ~__ See to see
. 1. Speech therapist 78.5% 5.2 .  16.3  N=289
e - ) 2. Social worker . ..56.81 _- I»v 1 " 38.8 , N=278 )
. 3. Physical therapist ’ 52.00 3.6 A TICRE U 2 L
A . ' ) ) - . V4 i / [
4., Clinical psychologist 42.7% 6.7 _ 50.6 ( {1-;67
\ .. . // . . L AN . . b - : ' P t ‘: N
5. Public health nurse- 37.9% 1.5 60.6 N=269
4 // " o .
6. Occupational therapist 33.1% 4.4 . 52.5 N=257 / 1
‘ B \ | ,
T 4 . ' r 4 ‘ : ‘ N
C 7. Racreational ther;npist 27.5%° 10.4 62.2 N=251
n - . ' . _ *
. ‘ VoL \ . §
. . /A  8: Family, group or individual . _ ©L
- - . tWMerapist | 19.5%- 6.1 7ad w206 =
e S R | v
. i . . ) . / » ’ . \
‘ 9. Genetic counbelor * < 15.0x T, 78.9 N=246
e | ¥ ' ’ YA |
' _ 10.° Vocational coumselot’ 13.4% 30.0 . 56.5- N=253 -
WY R ® L3 ' ' . -
, ;\g: . - . . . ‘ ) . . . .
N " .11, Nutritionist . ‘\ 10.1% . 2.8 . . 87.0 . N=247
' \ f } L . ¢ . . . | . ‘ ‘
Aa 12. House parent or foster parent 7.2% 2.4 90.__14' N=250 v
) | 13." Professional homemaker . , 2.8% " 1.6 )6 - Ne208|
e e . . &, ] ) ' et e . ; ‘Y::\}?‘f" “‘. ) . ) . _L . Al
74 - . o ‘ . ~
, N ‘ \/ ) ~
. _ i b
[ . N o .
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*This queéfidn appeared benegth thé'queatidﬁ askin;\banﬁhép\\ O

feeeionalﬁ/zacp Table

' ‘0£‘>he families who were

.
s \,

their contact wit ) types of social service pro-
for listing). ’

L - L

>- T ’ Q

currently dealing with oRe orgpore of/the 13

1s listed -(N=194) , ##0X wereé satisfied. -

types‘of gocgalmqerviqe professiona %

‘Age of Child.

o ’ N o v
The younger the developmentally digsbled child; the more

"

! 1ikely parents were to be s

1sfied with social: service professionals

‘Type of Disability.

(preschool 100%, primary 89X} secondary 83%,

transitional 82% satisfied).
. . 4 . v /
The less severe the mental retardation, the more
be satisfied (mild retardation 100%, moderate

likely parents were to

tisfied).

Parents-

retardation 91%,

gevere or profound retardation 85% sa

. "epilepsy 78%, and autism 71% sati¥Tted. /;
S _ . ,
. -Family Income. There is no relationship between income and satisfact{on .
' with social service professionals. f ] ¢
: . | ‘-\/
d} ‘4 - ’
’ ‘!- . .t
- .\\.\‘ P - » )
{ 4 (,/j
' "\ . . ~a 7 !
' [ Al ‘ ’
~ ‘ e
“: [ h ~1! - ‘ X
: ).
, 22 .
4
- ’ “ V

of children with other types of disabilities reperted:

cerebral palsy 957,

A . e N 7
» . )
: ~ | S R (
\ N ) el g . ) \ & ) * _’ . \\\“
- - R . . . ) . \
* -+ C. SOCIAL SERVICE DELIVERY: SA’I‘I§FAC'[‘IONS _— Bf ot
. , A Y : . ’ . i ' -
" #pahle 16 5 T ™. K . (0 L
_ . D ookl
T T . ' &;A£;;Zou'satinfied'with'thg social aervicg'pfofeeaiona€; ] ' \
e o | PN yotsare dealing with now?” .2 \\_ N U R \
. . L, . .—L'y . , . v .
N e - R g S 1 N
el R fl; ‘ -Yes o o, Tt 7{&" 54.9%
~ : - ~_ - - ) ’ 1 ‘ ° ,..' N ..
. i . . e MR o ' .
e . L Lo e |
7 | - Not seeing dny.now LT 18 .8
. iy N "7: . . . \ . Lt . .
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Ji ) - )  Parents' Evaluations of Soclal Service Profesaionals. . v

_ . T

————— .. - .. ot e e hd S s. . rt ) . _’/.
. : \.“ . - , ) - 1 . i ) . X i . ) -
P . - .+ Ourdchi]d and we have’ had the services of a speech therapjst; social
- ) ﬁoykof, psychologist, and group therapy as provided by the program our child

N 1s 1n. I myself did not seek these people out. - They were prbvided by the

Spacial Rducation District and have Proved to be_extremely helpful, (#340)

20 B

;/_ S ; Mave been helpful in giving materigls.to read, suggestions faor Kelping
o7 A{gﬁevelopment,‘fycts,*evaluations, referrals., (#607) T
4 -~ © I ) ‘

I feel in the shSEE,time_my sén had peen in school‘I have seen a tre-
nendous fMprovament in concentration, speech,\behavior. They were able to .
give him the one-to-one attention. (#001) )

-~ N * . -
.

~ \b T 14 always géem to refer to someone else and the.bucﬁ cantinues to
- be pasfed.- (134) i V-
< . . R

’ .« Most pf\what 1 hhve‘found out to help my daughter was on my own digging
' and asking questions. There is not enough help givén to parents—-méstly

': _? " parents help eath othﬁr.’ (#771)
: A \ Most of the social service professionals we are associated-with are
S from the school that our child is attending. They are helpful, encouraging
. and set goals for us and the ghild to work together with them and. to - -
attain the goals. A#372) ‘ L T ) . . o

»

Q@ S LN

_ . ' [ . N .
Some are fantastic and seem to care véry much. Others only look in .
their books and if child fits in no category they do nothing for you. At

c 4 one time had 7 social workers trying to find school child would fit.into. (#i;;&
a | N ' JY SO -
T » * #At the Junior High Level there is not ehod§h~Speech therapy, there are ~,V;

. A\ ? . ot endugh options.. The system seems to serve the very young adequatcly-but'
when it gets tg/ the Junior High b‘vel the options are etther for the very low r
functioning child Qr the very bright L.D. child., The chilq in the middle is
. . over-lookedi: (#541)° - o " N y . :
v/ . , fhey:are human add we ask for, want and need Superhuman things when
' we havé problems. _(#397 ' .

RVl
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Bl 1. Famyly-centered Actipities _ ' " -
. ) ! QG : ,
oo : : ‘tgh great majorityjof children are included in everyday family ac-
o ' ¢ givities. Childreh are mors likely to be excluded, or the family-
as a unit 1s less/likely to participate, when activities would re-
quite group partifipation of & scheduled duration ({.e., going to
movies, sports. eWents, or religious services) : (See Table 17.)

» Age of ¢hild qufluenced only one of the 7 family activities about .

which parents reported.. Families of younger children were more

1ikely to take walks, go to the beach or park, or similar activities

(se item #3) than were families of older’ children (99% with pre- .
sch ”khor primgry age children compared to B8% with adolescent child-
ren) ' i . ' ‘ - '

N I
- -

2

v Type of Disabilit Severely and profoundly retarded children were less
U likely to be inci%ége‘in family aetivities.
Family Income. The only family activity .influericed by income wagreli-
gious participation. kywer income families who participated in church
~ ' or temple were more likely to include their developmentally disabled
" . children, R S T : " .

o

C ' ‘During the time developmentally disabled children are at home on regular

- ~ week days, they are most- Likely to be involved in passive activities
‘ such ag watching TV, followed by socializing with other family members,’
P helgipng around the home, and dgve10pmen§al activities. Very few have
e no réal activity, (See Bable 18.) S ‘
‘. " "‘. * ;_i + col . ° . . ‘ ) N X .
S - : " .pattern of involvement is not affected by age of child or family income.
AN Wt . . . i ~ : :

o . _T&pe of Disability. As might be expected, gseverely and profoundly re-
- . . < tarded children and children with cerebral palsy are less likely to be’
' invdlved in developmental activities or doing household chores.

: . A . .
N LI . . . _ . \

\\4/ ].! .:2 ;1'\\“‘ RS N

« ™

~ 2. poﬁmunityﬂgentered Acgivities.

ltﬁough ﬁargntg feél-speciml recreation programsg, social events and
clubs are important for the community and that their, children would do
oo . better in a special, recreation .program than in a regular ‘program, 2/5

o ‘ . ' raeport. that they do not-use or need special recreation programs  for
e L . their own children (see Table 19). . o ) ‘"

» . . ) ' Y

P
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;- | Perceived nead:for spacial racreation for one's own children is in-
fluencad hy type of disability and family income. Parents of mildly

i " retarded children and those with higher family incomes are less likely
/ to report a peraonal need ' . o

‘Few 'groups have more ‘leisure time than the develd mentally disabled.
Often free time 1is forced upon them due to lack planned oppor-
- tunities. In this respect, it may be of concern that less than 1/3
_ ,are involved with organized youth groups and only slightly more than
[ "1/3 have ever gone to a summer -camp program. (See Table 20.)

[ L -

P o
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- “Table 17

s
¥

Ny

ies mightjdo toagtﬁar. Does your -

U A— " - .}« Below are mome acedvities f‘ _
- degvalopmentally disabled ch db the following with you? (rank
. ordered by fraquency of familywjnvolvement) L . . -
_ \ Child does  Child does not  Family does
. " ) with family  do with family - not do
) 1. Go for rides in the ' , | 7 ' . o
] family cat . 96.6% 1.3 1.6 . w3197 -
_ N : ) e
2, Visit friends or ' ,r; - "
- relatives 2 95.6% ‘ 4.4 © 0.0 ' N=318
3. Take walks, gotté béach, . ' ' 4 / .
- d L ~ ' ot i
o W or park, or_ﬂj@%lar _ 3 4 : g
nctivities " T 91.4% 5.4 3.2+ ;N=315
TR 4, Eat away from home (for
< example, ice tresm parlors,
hamburger stands, or _ g C
restaurants) = . 90-2% 6.9, 2.9 N=317
- 5. Watch TV, - 87.1% 11.3 1.6. N=318
L 6. Go to moviéq, concerts, i
_ plays, sports events, QX - [ _
- simi}ar activities = = 65.2% i24.5 10.3  N=319
B - . " o '
] 7. Go to chufch or temple (in- = / o :
__tluding Sunday Schpol) 56,3% / 1193 26.4 _N=318
Table 18 ' - ) ' . » .
During the time your developmentally dishbled child is at home on a
‘regular week day, what is she/he usually doing before going to bed?
(rank ordered by involvement in activity; 38 families excluded where
_child does not live .at home) _ : T .
. ' Hardly
A . ‘Somet imes Ever
1. Watching TV.or listening to -
- radio oxs record player. 18.6 8.9 « N=280
. ' - : c ~
\ 2. Playing with brothers and sis- _ oo
ters or other children. 28.4 '20.3 N=275
: < _ o N ‘
3, Activities with parents (for ex- , ' .
 ample, games, reading, talking). 50.9% - 37.7 11.4-, N=273
4. Helping around homg.(fqr example
_ ( taking out trash, setting, table, / .
’ . sweeping, feeding pets). , / 28 .8% 30.3 40.8 N=274
9 s ¢ ‘ . T . ‘ /"
Tl 5. Working on developmental skills, - A |
. doing homework, or reading. 18.1% 37.4 AL 5! N=265
6. WAndgfiﬁg aimlessly; no_ real : ‘
2 5.9% _ _19.8 74,5 _ N=258

R S s
S eatg g Tl

_agtivity.

Vi . .l‘ .-‘.i,'.'; S - " "% ':" L

2
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Zable 19 . 3
= — — 7
: Special Recreation : .
Not
- . Adequate Expand or Offer  Necessary
Rate according to how im-
portant it is to expand
or offer-. . . :
Speciak. recreational pro- o ) -
gramp | 26. 5% 70.9 2.6\ N=306
Social\events.and clubs |
(including dances and ' T
.parties) ' 22.1% 67.5 10,4 N=289
_ . : i aree ) Uncerxtain ‘Q}ségreq
My child would do better in \ '
a special recreation pro- )
gram thah in a regular pro- _
gram. 73.47% 14.0 " 12.6 N=300
N No, but would ‘No, do not
Yes like to need
Do you use . . . ,
Special recreational pro- o ,
+  grams? 25.7% S 3.3 43.0 N=307 -
Table 20 . - D ]
Youth Groups and Camps
' ‘ . ' Yes )
Is your developmentally disabled child involved -
with an organized youth group (for example, o e
Scouts,d YMCA, church group)? 28.2% N=316""
I3 the group eépécially for develbgmentally'
) disabled children? N . _ 70.2% N~ 84
Has your child ever gone to a summer camp-program?‘. 38.2% - -, - N=325
" Were the camps especially for developmentally
disabled children? 79.7% N=118
L
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E. EMOTIONAL AND INFORMATIONAL SOURCES OF SUPPORT

1. Confidants and Consultants.

4

*Significant others are utilized as sources of emotional support, as
~ confidants (see Tablae 21) and as sources of information, as consult-
., ants (sae Table 22),.

Ad might be eXpacted members of primary groupe are frequently confided
in when there are worries aboat the¢developmentally disabled child
(husbands 88.8%, and friends and relatives 41.9% being confided in
often) . What is perhaps more interesting is that social service pro-
‘fussionals also seem to be operating in.this capacity traditionally
assoclated with members of the primary group of extended family (48.5%
of ten confide in social service préfessignals). Tonversely respondents

. are leagt likely to confide in a- rabbi, minister or priest, or to keep
~thelr worries to, themselves.

\ .
. When advice 1is sought, as might be expected, health serVice and educational
professionals are those most likely to be talked to-as "expert' sources
of information (4/5 would talk to their child's doctor, or teacher or
principal). Again, what {s perhaps more interesting is that parents are
next most likely to talk to other family members or friends, choosing
these primary group members as c¢Bnsultants ahead of organizations
specifically concerned with their child's disability.or other profes-
sionals such as social workers or psychologists. Least likely to be
consulted for advice are librarians or staff méfibexs of a State govern-
ihental office. Underutilization of these information sources could re-
sult from either a lack of awareness of their expertise or* availability,
or from negative evaluations of the value to be gained from contacting
M these sources.

-

2. Personal Sources of Support and Needs.

‘Significant .others, both primary group members and pro essionals, are
utilized to meet the day -to-day management needs‘n\ for develop-
mentally disabled children. (See Table 23.)

-

Child (day) .Care. Personal resources—~family, friends and paid sitters —-— _,/>

are more likely to be used and perceived as necessary than are community.

resources —- after school day care or respite care. Although needs are

highest for younger children, over J of the families still use family and T
A friends as babysitters for their adelescent children; approximately 1/3

still use paid sitters. All 4 types of child/day care arrangements are
ed most frequently: by families whoge children are the most severly dis-— -
bled (these with severe and profound retaxrdation, cerebral palsy, and
autism)., The higher the family income, the more all 4 types of care are .
used. . .
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‘ Houaoﬁold Maintenance. Household masistance is relatively unavéilable
: for the 10Y of families who report that they nesd ths sarvics. {

'

[

2

Belf-Help/Tharapautic. Approximately }s of families desiring self-help or
professional counseling are turrently using thess services. The ydungar

N the developmentally disabled child, the more l1ikely parents are to repoyt -
that thaey use or would like tosuse both services, the informal and the
professional. This could reflact sither a laarning effect, so that less
support is neceseary ovaer time, or changing patterns of awareness and
gservice availability. Parents of ¢hildren with carebral palsy anft autism
are most likely to use or want to use informal rap sessiéns; the reported
nead for professional counseling is not affected bp-the type of child's’
disability. Family income ig not associated with the reported need for

. either service, . : ‘ .

)

Information., There is a paucity of information sources utili%ed by familiaes
reporting such a need. The greatast need reported {s for a parent manual
(which will be one.of the products from this rasearch projecty, closely
followed by the need for a referral gervice (undertaken by the Family Sup-
port Unit at Countryside Center for the Handicapped the year following
distribution of the survey quastionmaire). Relatively high unmet needs
are also raported for an ombudsman, and for profassional and informal crisis
lines. Age of child was. associated only with need for an ombudsman and for
a referral service., Reported need for an ombudsman jncreased with age of
child, whereas need for a referral service was raeported highast by parents
of the youngest and oldest children. ‘The more severe the mental retardation,
the more likely parents wers to report needs for all 5 types of information
gources. Needs for information sources reported by parents of children ~
with cerebral palsy and autism. were similar to thogsa reported by pdrents

. of the severely and profoundly retarded. o i
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Table 21 R : N
‘ . Confidante (sourc.o of emotional sypport) .
' ' "~ When you are worriad about something concd&ning yqur chelopmengally
o "\\< disabled child, haw o!tgnjéo you confide in each of the following?
L - (rank ordered by frequency as source of emotional supp t)
P v - " 7
S = ' / ’
» ' . Hardly
Often - Sometimes  FEver .
¢ ' .
1. My husband < 88 .8% 9.8 1.4 N=276
.’ ) ) \ ] | .. '- . . .
2. 8pcial Sexivice professionalds f
. (school personnel, social ) .
l worker, atc.) 48 . 5% 32.6 18.9 N=307
3. A friend or relative 41.9% 3241 26.0 =308
_ ~— ~ '
4, A doctor ox other medical ' . J
t prqf.osional 39.0%° 34.7 26.3 N=308 5
/ ‘ “| 5. other parente with develop~ *
: mentally disabled children 19.5% 30.3 50.2 N%297
~4} - . . :
v 6. No one; -1 keap it tyfmysclﬁ 7.5% 12.2 80.3 - N4295
. [ 3
7. A rabbi, minister or priaest 4.}% 12,0 83.3 N=300 * |~
Table 22 i
Consultants (sources of information). . —
Faranta aftert react differently to advice depending upon who gives 1it. i
' If you had a serious decision to make about your developmentally dis-
o abled child, would you talk to ahy of the following? (rank orderad by
frequency ag gsource of tnformatiof) R '
. Would Depends Would not .
1. Child's doctor ~ .  81.81 12.0 6.1 N308 |
2. Child's teacher or principal 79.3% 12.9 7.8 N=309 N
it 3. Other family members or friends 67.7% 15.7 16.6 N=300
. ' D
4. An organization specificaliy con- '
cerned with your child's dis— ' ' B
. T ability . 63.8% a4 25.2 11.0 309
5. Other professional (such as a . : "y ,
) social worker or psychologist) 59.4% 27.1 13.5 N=303
. 6. Other parents with developmentally B
/ \ disabled children 40.4X 337 25.9 N=297
) 7. A priest, minister, or ;;bbi 24, 5% - 24.2 JL.4. N=298
8. Someone in a State governmental o
oftice ﬂ . 14 .8Y% 26.6 58.6 N=297
9. A lbrarian ( 5.2 ' " 8.5 86.4  N=294

®
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Table 23
| >

Parsonal Sources dT‘SﬁppBrt and Needs.
A\

cart of youf/develop;

: ' Do you use any of the féilowing to heip you take

- ' | . men T_l_l.y disabled child?

——

.\'.‘

~ No, but would
t Yes like to need
+Child (dhy) Gars
. . \
Babysitting provided by family . -
. and/or friends? €5.7% 5.7 28.6 N=315
Paid babyseittera? 47.1% 6.1 46.8  m=310.
After school day care? 3.7% 11.3 85.0 N=301
/ > ' : _ . )
Respite care provided by a . :
t raesidential facility? l¢2x 13.6 '79.5 N=302
‘Household Maintenance FA
Regular paid domestic help? 1.3% /}4.8 86.8 - N=304
Vigits by a homemaker/home-health : _
aide? - L . 2.9% ., 7.0 90.4  .N=301
-Self-Help/Therapeutic
"Rap" sessions with other parents -
of developmentally disabled
children?" 32.5% - 25.6 42.0 N=305
Parent counseling and guidance? 17.7% 22.6 59.7 N=305
*Information \
An informal “crisis line" with \
dther parents of developmentally .
disabled children to provide sup- - N
port in an emergency? © 5.9% 430.7 63.4 N=306
A "crisis line" supported by the » ’
State for contacting. the necessary .
professionals in an emergency? 3.6% 40.4 56.4 N=305
A referral service ‘funded by ‘the ' ,
State to provide help in finding )
gervices and progrdms when needed? 9.8% 55.2 35{6 N=306
An oubu&sman to investigate com- .
plaints about services for the
developmentally disabled? 4.3% 40.5 55.3  N=304
A parent manual that would dden- )
tify local, state, and national
sarvices available and suggest ,
ways to utili ’
_Ways to utilize them? {l%xl 61.8 26.5 N=309

No, do\not ' . 1

‘




;Kiﬁ" - roundings., We have also fac«ived 4 great deal of encouragement from them, (009l)l

)
" . - Fal ]

quqgtgf Comments on Relatfonohin‘with Family 1nd Friaends
As & Result of Having 8 Devaelopmantally Disabled Child- )
[N L )

. We have been woat fortupate in having kind-hearted, sympathetic and
understanding frisends and relativas. They wera educatad along with us and
-have not been made to fael uneasy or uncomfortabla in.any situation or Bur-

N 2
Friends are concerned and sympathetic but do not know quite how to re-~
spond to child. Some even a little embaryassad about asking about the child.
Family has been a grpat help and all seem genuinely to love and cara about
this child. (#318), ) L . i

) ' . . .
Y

o, Vary few friands and most of family ware unable to accept my child's
- savere retardation. (#773) . .

> | |

Our’ friends and family have accepted our son very well. I think we
have all become considerate and thoughtful to any handicapped person. Most
of us-had no contact with handicapped people bafora. We have, also, bacome

e very active in my son's school and our community. Out of this, we have many

naw friepds with handicapped children, (#321)':

L}

I find most relatives overreact to the. disability and are afrgid to be
‘left alone with the child, Also they etther expact too much from them or
treat them like babies and hand out advice without having any iea of what
living with or raising a disabled child is like. Friends, on the other.\add,
respect the way'l treat my child and treat her the same always asking me to
bring her along to play with their child or children although children of -the
same age seldgm have the patience to play with her and would rather be with
their 6wn friends. (#382) d

Many friendéhipé ceased to eaxist. Some paoble‘were afraid their child-
ren would "catch 1t", too. Some of our "normal" child's friends couldn't
visit at our home because of our d.d. child. (#1258)

The attitude changes of,.all those involved 8& knowing a retarded child
¢ are remarkable. Most peoplezé'have met and become gqod friends with and do
& ' notihave retarded children seem to grow in their awareness of the value of life.
They tend to stop and think of the importance of time and slow down in their
rat race of living to.appreciate what they have,. (#774)

4 e

We are more or less by ourselves. We can't go W1tﬁ\h{3\§go many pk&ces.“
Not too many people are willing or able to babysit with him/ d we couldn't

.-”“ fford it too much anyhow. His brogher and sister don't want much anything to

do with him. They may babysit with him when it's really necessary. We don't
have too many friends or relatives come to visit us, o

N . ! .
‘ . - b 32 . ‘ o #

- !
. LA .
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A. SCHOOLS AND DEVELOPMENTAL PROGRAMS f

\

.
A

1. Selectiton of Schools and Prqgrams ‘

L]
v *School personnsl were relisd on moat heavily by far whj‘ paraents'
salected their children's currant school or program, wfth 62.5% having
_ . .done sa and being staisfied with the recommendation. About 1/3 were
: _ satisfied with recommendations from soclal sertvice professionals or doc-
tors,having visited other schools or programs firet, and having contacted
organizations. Next in order of utiliiation‘foriiq ation, about 1/5° .
of the parents were satisfied with available literatute, recommendat ions
from other parents of developmentally digabled children, and reconinendations
from family members and friende. Relatively few received recommendat ions
N from State officials or religious leaders. In general, parents weraé ) .
_overwhelmingly satisfiad with whatever source of information they utilized..
(Ses Table 24.) . oo : M

\

T

'T‘e way in which parents go about smeeking information when selecting'a
school or program is influenced by demographic factors.
. I - '

Age of Child. Parents of younger children, especlally preschoolers, are
Tass likely to rely on the recommendgtions of school personnel (56% of
- . parents with preschoolers contrasted tb qver 70% of parents of older child-
i ‘ ren). Parents of prasthoolers are more likely to, spread their. search for
information over a variety of sources, with doctors, social service pro-
fegsionals, organizations, other parents of developmentally disabled
‘ children, literature, and family members and friends about as likely to be
) ' contacted as ate school pergonmnel.: At the opposite end of the age range,
parenta of the aldest transitional (19-21-year-old) children incraeased

N
. their reliance on organizations, being as likely: to contact organizations
as achq?l personnel (over 70% in each case). . - S '
( Type of Disability, The more severe the mental retardation, the more
. likely parents were to seek informatjion from a variety of sources. Par-
- . . ents of children with cerebral palsy or autism were similar to p rpnts~qf
' ' ' severely and -profoundly retarded children in seeking informationliwidely.
» ’ Family Income. Lower income families were more likely to have obtained
v information from doctors, social service professionals, religious leaders,
‘ and government officials. _ .
~ . S - '
‘ | 2. Satisfaction with’Schools and Programs
.~ N 4‘ - .
. ‘ . A"\
-In gencr&lﬁ ;ﬁproximately 90% of the parents were satisfied with,their
children'a}current school or program, felt the staff were interepted. in .
- their chilﬂyen as individuals, and reported that teachers welcom Lhem
L as visitors. (See Tables 25, 26,and 27.) .
) - ! S e — . ,2? ,"‘. .
~, . .
‘ * . " Vo L,»
. i

) | 611
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. — ~ -Interpersonal communication between homae and- school appeaxs to be an
e, o area whare relationships could ba Improvad. About }y of the parents
(45.5%) reportad that they did not really kriow what questions to ask
* at the initial placement interview. Whereas approximately 3/4 of the
teachars offered. suggestions to paranta, only X askad parents for eug-
gestions about how to handle tlieir children. Efforts to both provide
. X parents with more information and to elicit more information from them
' ] would help inyolve parants more fully as members JY the team.

*Tha only other barrier to participation dn school mestings seems to bae
ona of logistics, with 40,1X of the parents raporting-difficulty in
arranging meetings due to gsuch factors as work gchedules, "transportation,
and babysitters, This is an area where professionalsd and parents could
work together to- provide cooperative exchanges to facilitate meating
attendance. _ , -

‘Demographic factors did not heem to aexert sya;&maiic'influenqea on
satisfaction. . '

L3

3. Attitudes Townrgg Mainatreaﬁing : ’
- ) . . - . - .
’ *Theoretically mainstreaming can JL,concgptualized as a continuum pro- ]
viding developmentally disabled children with an incréasing amount of - A§<\\\

contact with other children. Hopever, parenth attitudes do not seem to

be organized in this faghion of increasing or decreasing favorability
towards amount of contact provided. Rather their attitudes are bimodal,
favoring either ssparate buildings or .a combination of gpecial and

regular classes within a regular attendance center. Conversaly, there

~1is little support for either total intagration'Qr‘fox'eelf~conta1nod - -
"classrooms within a regular attandance center. (See Table 28.) -
-§1ightly over 2/3 of the parents reported that their children were in
- the type of environmént they perceived as most appropriate, although
a . . not necessarily in their own .community (see Table 29). Of-the parents ¢
: o ' who reported that their children were not in the most appropriate en-

o ‘ vironment, virtually all had children who were attending separnte schools
. . for the developmentally disabled. Not surprisingly parents af mildly and
' moderately retarded children wera more 11ikely to favor a combinat fon of
special and regulax classes within a regular attendance centef.

I3 2 -

* v . . . " .
-Attitudes towards mainstreaming are baged upon judgments about both the

@fﬁ':ﬂ_ _ * educationad and social needs of developmentally disabled children (See
B - Table 30.) A majority of parents fael their children learn more in.
a ' special. education classes (82.7%) and wouldfhave difficulty-getting-along

gocially if all the other children in the pgogram were normal (59.5%),. -
On the other hand, they also feel their children would gredtly benefit o
* from meeting more normal children (60.0%). This complex sseggment of
different neads may account for their ambivalence about the moﬁivation

for mainatreaming (see item #5, Table 30).
- Cow N ] ‘ »

e
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1 Age of Child. Parents of younger chtldren are more likely to express
- o attitudes favorable towards maiqﬁtraaming. This may refleét a more

hopeful outlqok among.younger cohorts and/or that develgpmental de-

- ! v laya are not as accénggated for younger children.
Type of Disability. As was true for feelings about appropr {ate environ-
ments, not surprisingly parents of mildly .and moderatgly retarded child-~
ren werg more likely to favor mainstrea’iﬁk than were parents of child-
ren with severe orx prqfound-retardation,‘c rebral palsy or autian.

Family Income did not seem to be systematically associated with attitudes
toward mainstreamding.

‘ » &~ \ / gs .
| B | 7
» S Y
- 4. Parents' Priorities for Progrﬂﬁs
. . _ _ *Progyam priérifies are olearly child~centered (see ritems ranked #1-5,.
' ¢ ¢ Table 31), with parents needs second (see items ranked #6 and 7), and
. mode of service delivery least important (see items ranked ## 8 and 9).
y
. J
. \
. h\'\‘ '
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Table 24 ' T
" Tafyre you enrolled your developmentally diaablaaffzild in his/haer
- current|school or program, did you do any of the {0l
orderad| by fraquency of effort to exercise choice)
T X T

N

s

33

owing? (rank

X 10.

. Rely p

. Rely

fess

. Rely 6n the recommen- -

disability.

9'

sl

/) Yes, Yas, not

th® recommen- )
daton jof school per- .
adnnel 62.5% 8.6

the recommen-~
datifp of' another pro-
ongl (for example,

social worker). 33.2% 6.2

dation of a doctor. 31.3%% 6.5

. Viait at least one

irst. . 30. 57 7.5

Aontact an organiza-

tion specifically con- ' -
cerned with your child’ 8 _
28.8% 7.1

Read any materials
about options which
might be available.

20.8%  12.3

. Ask for or receive any-

recommendatiops from
other pareéntis of de-
velopmenta®ly disabled

children 18.4% 5.4.

. Agk for or receive

any recommendations
from other family m .
bers or friends. - 17.6% 8.4
Ask fo¥ .or recelve any {
advice from a person '

/@brking in a govern- T
ment office. . 5.7% 3.7

S

Ask for or receive any
recommendations from a
rahbi, ptiest or minis-

ter. b . 3.0 2.7

1 had

No, wish Not
necessary

0.3 28.6 N304

58,2 N=292

2.0 60.2 Nw 294

N=308
N=295

12.6 ° : 54.3 * N=293

. 6.1 70.1 MN=294

6 =296
3.4 87.2

1.7 92.2 N=295

N=296




Table 25 /- ~ 4
All in all, how aatisfied are you with your aBild 8 (urrent school  , .
or program? . o
o Satisfied 88.0%
fogd fqélinga 6.3
Diagatisfied 5.7
________ e e e e o N=317 I,
Table 76 o L ‘-___ﬁ__’\, L
l(ollngu alout the Interview or stufflng among the parents who went
for such o meeting before their children were placed in thelr current
achool or educational program. ]
Agree Uncertain Disagree
1 felt the staff was interested in y, _
our. child as an indi{vidual. 92.9% 4.2 ’ 2.9 N-28§\
I felt my child and 1 were being _
evaluated. 56.4% 15.4 28.2 N=266
T did not really know what ques-
tions to ask about the program. 45.5% 12.5 42.1 Nw264
1 éould not reallﬁ understand what .
was being said. 12.6% 5.7 81.6 N=261

iyble 27

Below are sCme things p

N

rents say about meeting with their develop-

mentally disabled child's teacher(s). Do you agree orgdisagree?
Agree Uncertain Disagree
The teacler(s) welcome(s) Vou to visit
your child's classroom or progham. ©92.6% 3.9 3.5 "N=310
l' -
The teacher{s) offer(s) suggestiog
to you on how to handle your child. 72.3% 5.3 2243 N«300
The teacher(s)-ask(s) you for sug- - ’
gestions_on how to handle your child. 51.3% 5.6 43,1 N=30)2
Ié ig difficult for mé to arrange
meet ings (for .example, hecausc of work .
schedile, transportation, babysitters). 40.17% 7.1 ) - 0/
The teacher(s) has/have Tittle to of for .
me ag a parent. » 1x, 07 Ho ) N H=101
Such meet ings are usually unpleasant.  5.6%, 5.6 B89 uel0h
7/




Snplp 28 . '
There is a " Tot of talk thesa days about Tma instreaming" children with
developmental disabilitiee into programs and claesrooms with normal
¢children. Mainstteaming means different things to different parents.
If your child werd.to be mainstreamed into the envisonment which you
felt to he moSt appropripte for hig/her developmental disability, which
of the fo lowlngﬂ_lternatives would you choose?

T

Having .child attend a dpecial educktion program or sthool far the

deavelopmentally disabled 1ocated in your cbmmunity -v 47,37

Having child attend special education classes in the samne building

as other children attending regular clasaes L - 12.5

Having qhild {nvolved in some specialy educat {on ‘classes -but also

in some classes or activities with normal children. 38.7

Having child involvéd -only 1n regular Qlaeses and activitiee with ' _

normal children. o T 1.6
) Né313

e A ma— s - Svatn gy

a
Table 29

Is your child actually in the type of enviranment.which you checked
above a8 most appropriate?

39

_.M.qu

Yas, in our own community 40.8%
Yes, but not in our own community 27.3
No 31.8
) ) N=311
T q
Table 30
Some parents have made the following statements about mainstreaming’
Do you agree vr disagree?
Wgree VUncertain Disagree
My child learns more in special adu- . .
cation classes than would be possible
in regular classes. 82.7%. . 12.7 4.6 N=307
’ "
My child would 'do better in a special
recreation program than in a regular: : .
program 73.3% 14.0 Y 12.7 N=300
: _ .
My developmentally disabled ohild would ' '
greatly benefit from meeting mgre nor-
mal children. 60.0% 18.7 21.3 N=310
My child would have difficulty getting Z\\ )
along socially if all the other child- . _
ren in the program wera normal, ' 59.5% 14.4 +26.1 N=299
. . .
Mainstreaming i1s an excuse forcutting
back funds for special education, 1 38.9% 31,6 =301
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o . If ?bu had a choice in salecting your deJelopmentally disabled child 8
program, how impdxtant would the following be in makLng your decision?

(rank ordered by ortance of factors)

e e A A e m+ e o e ]

Not
Imgpftant Uncertain Important
- FLant ncertain it
1. That my child likes the _ ’
program, - - 96.8% 3.2 0.0 N=311
i 2. That there are support ataff B : ,
available (psychologists, - ' -
pocial worker, doctor or nurse, , i}
- tharapists). . 96.2% {’iTQ.' 0.9 N=313
3. That the program is develop- - ) ' | _ \

" mentally soupd, (emal)l staff/
studant ratio, ragular writ-
__tap progress reports, skills

instruction provided). 95.2% 3j.2 - 1.6 N=313
4..That the facility is attrac- ' )
_ } tive-(clean, well kept-up, - “
. have recreational and social '”':'“ o - . o
' areas, provide meal services). . 94,9% 3.5 /" 1.6 N=312
5. That the program is esasily ac- | . \
cessible (within walking dis- o — PN , N
L tance or with transportation 7 o o :
~ provided). ;. 85,87 1.9 12,3 | =317
‘ K] togae - ; '
6. That there is.an opportunity > - : .
e " for parent- 1nv01vemehc . 83.9% o103 5.8 . N=310
\ ' s i .
- 7. That T like the syaff. - - 82..9% 6.8 10.3 N=310
8. That other atudéﬁ"s in. the . T |
. {  program hawe‘develoﬁﬂﬁntal o ..-Q\\,/Q’ i . .
dieahilitieq which are about ' . oo - - L .-
the saie as my child's. ' 78.5% 90 0 f2is wedn
) 9. That my child remain in che . - . o
publi¢ school aystem. - 54.4%. 20.1 . 25.5 N=309°
Ry v S - . ~ A
o ’ "\
Yy 4 * - N
’ \i ;‘ Kr 7 2 :
. . ; T
&
\ «‘ -4‘
’a ~ .
, 490" |

-




. \
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Parents Experiences in Finding A Program
for thefr Developmentally Dianhied Child

IS
~

Very difficult in New Jersey. When we moved to illinoie it seemed
like a dream. (#358) ‘

. While'fn Grade school my son was put in regular clagsses with normal
children. I fought in vain with schools for special classes and was told
it wasn't needed. When he entered high school I agaln contacted a counsgelor
and explained the situation. She had him tested ‘and then and only then,was
he finally put [n special classes wherc he has heen extremely happy and has
made .slow but STEADY progress for the last 8ryears. (#710)

It was relatively simple. She was tested by a psychologist (which
was suggested by our pediatrician), and upon her recommendation to place
our child in the Special Education program, we.did and have been very pleased
with her progress ever since. (#095)

It took me many months work and much wasted time and money to have my - .
child placed in an institution. So much red tape of forms, questions,
waiting, statd not having facilities available were {nvolved. Caused much
mental strain on entire family and probably hastened my husband's death. (#257)

-

Y

told they "had no program for J" for September. This was in August 8o
they did™not give me much time to find a place for J. I did put "heat” on
the school district for no programs directly- for J., so they ''threw him out'.
We had to settle for a school that we felt did not meet J's needs and still

doesn't! (#641) N

~\mi$\:ae,enrolled at a special education program and after 6 years they

-

<

1 haven't found what I hoped for and don't guess I will. There don't
seem to -be anything for a child like mine.” It isn't even fair but that
just the way it is. T don't even want to talk about it. T tried to find

* help,” but haven't got'what\l want yet. I want therapy and lots of it, but

o .

can't get it. (#650) . ' - a N

Started a class (parents own expense) for 3 to 7 year olds. As a
volunteer, got retarded children's gociety to take over cost and~provide

" rooms for this class and increase age to 10 yearé (parents subsidized $10.00

per week and provided own transportation). At 11 started at his present
.residential/day care private achool. School district special education paid
part and provided transportation. We paid $110 per monkh. Now undeér new
b11l and fully paid for school year plus 8 weeks at summer school. Son will
be 21 this year and will attend same school on a day basis at parent's ex-
pense. All three have been very rewarding experiences and have made many
true friends along the way. (#642) . '

-

, We were unable to find any program for our child ung 1l he'waslfive :
years. We wish he could have gotten help earlier; he's in an excellent pro- i
gram now at the grade school level, but I'm very concerned about the program

" {n high school. (#002)
o - 1@ -

3



’ ' B. RESIDENTIAL OPTIONS

Ll P Satisfacti&n wiéh Residential Experience

, . b -
of the families in our sample, 48 had children who were or had been
in residential placement. Of these, 26 families (54.2X) had children
who had been in more than one residential placement. (See Table 32).

)

.+ Of the 22 families whose children had been in only one residential
" placement, 5 Had their children beck at home at the time they
rgsponded‘to the survey questionnaire. Thus, a total of 31 families
‘had experienced a transfer from a residential facility(5 to the families'
homes and 26 to another residential facility) .

Transfers occured as a result of a new faclllty becoming available

(Waukegan Developmental Center) and assoclated dissatisfactfons with’
previous facilities. Cost of care was not a factor. . N
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Table 32
N 7) ' How many residential placements has jour child 6::@ in? |
One ' 45.8%
~ ' :
c ™ Two . 37.5
: Three 14.6
y . . , o S
; Four 2.7
| S - T - Ne [',8*,_,,____,_,__*___,,‘_____ e e
Tabla 33 s _or | e
Parants' reasons for transferring their child to anothar residential
facility. (rank ordered by frequency of reason given for transfer, N=31)
e Y ey O e R o 2 N )
e : _
| " % yes
1. I felt she/he was not making any progress. 38.7%
2. A new facility was built or opan;d. 38.7%
3. I felt she/he was not receiving adequate care. 35.5%
4. She/he was evaluatad as needing a different program, 35.5%
5. She/he wag evaluated as being able to benefit from a less
restrictive environment. o . ' 19.4%
_ R
6. Became too old for the previous facility.. _$ 16.,1%
7. I could afford a more expensive facility.l _ , 3.2% . -
8., Our family moved. o, X | 3.2%.
9; The previous facility became too expensive. 0.0% .

P g
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Parents Fvaluatione of Regidential Placements

: R It 1s = pleasure to have our son closer to-home. (#238)
.. . - M/

Child was merely cared for physically and his social, physical, and

- ' spsach development weres retarded because of poor environment "stimulation"

- and no individual love and attention. (#283)

.I could not be more satisfied with the personal care my son is getting.

- Theére is some frustration with state bureaucracy at a higher level. They

: filled the center at full capacity quickly. Now they talk about tutbacks
and tranafers. (#z;g) : -

Y

We were afraid until this year that the school doors would close be-
cause of the lack of funds to aetay open. 1 and others (nvolved with the
school want it reopened for those over 21. We wart to keep the school opened
for the cara ofrthese people for a 'lifetime”. (#286)

v -

I feel my child is happy in a rasidential facility I only wish 1t
could be panmanent J(#252) .

|} )
Whoh‘reitdential placement 18 needed, 1t igs better to place the child
in a facility_.be close to home as possible; keep the child home as long as
pogsible, but not too old for a satfsfactory adjustment to the facility. (#659)

f

Placement enables my child to progress because of the rhythit in her
life. Living at home would constantly alter apy routine and would Anterrupt
her learning ability. .Size 1s another big consideration since she is getting
too large for me alone to handle for any length of time. (#774)

{

// ' o K., will be placed sodn, T dia not_think there were other alternatives.
in the community. My doctor told mé it was f8 the best. There were no

+ openings in' the day programs 1 investigated. I thought it was best for my
' child. TI’'thought it was best for my family. (#398)

B

There is sometimes a lack of prdper care and ;upervision because of a

( . _ ser idus staff shortage (No funds available to pay better and/or hire more

‘ aides.) As caring parents, e are not kept 1nforhed of procedures in the
medical and dental care. (#651)




L
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2. Anticipatpd Needs for Residential Care

“Although I‘w children- are old and capubié enough to lock after them-
gelves (3.3%7), not many parents have contingency plans fot placcment
in a supervised facility (10.2X) in the event that they became unable
to care for their developmentally disabled children. The majority ex-
g pact other family membsyg or friends would care for their children
(63.0%). The remainder, about 1/5, simply trust to the future or leave
placement up to the State. (See Table 34.)
!
-Few parents have long-range plans {nvolving a residential placemént.
’ Even if the guentual need for such a placement is anticipated, the
timing for such a transition is left vague (see item ranked {2,
Table 35). S
*Not aurprisingly, parents of younger,children are more likely gb rely \>
on relatives or friends; parents of older children are more likely ta
have arranged for a superviged facility! The more severe the dis-
ability, the more likely a facility is to have been planned.
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Tablo 34 4

Many Sﬁients are concernad about what would huppen ff for gome resson
they sere unable to care for their developmentally disabled child.

What do you think would happen to your child {f you were unable to

care for him/her? (rank ordered by frequemcy of future gtype of care

anticipated) e L e
1. A family member ;r friend wogid care for child. ‘ ) 63.0%
2. T pray to outlive cﬂ{i&; T live from day-to-day and trust |
the future will look after itself. ‘ 13.9
3. f/;ave plamned for placement in a supervised faoility. /j 10.2
4. The Stat; wouid place and care for child; | \\\
5. Child ia old and capable enough to 1§6k aéter him/herself. 3.3 *

ﬂ_-_;,-_,t_“_ﬂfépﬁh"__hj

Table 35 :
1f your future plans include reaidential care for ydbur developmentally
disabled child, when do. you plan to do this? (rank ordered by frequency
with which timing of reeidential placement planned) . <
<
1. Do not plan residential placement . o 43.0%
i b . ! ‘ .
2. Other plans (not specified as to timing of placement) . 37.9
3. My child 18 currently in a residential facility. ] 11.3
) # ~ N
4. When he/she becomes 21 years old. : 7.0
5. As soon as we can find a place for him/her. ‘ ' 3.0
6. When our child finishes his/her current day program. : 2.7
g : - ¥
y ' N=328
. {V‘_'-. ) .. -
.7\
c v i
, .
&



Parents Perceptions of Their Child's Need
for Residantial Placement

\ The right time i{s when the family can no longer provide what the child
I needs effactively-—whep.mor@ hélp, teaching, gte., is indicated. Family
\ ' health plfo should be conslidered. { feel no one member, retarded or not,

should ‘be more important thap any other member. However, the retarded per-
son deserves no lass than the¢-best opportunity to develop his potential. (#263)
’ - T ¥

Y am looking for a residential home now--My son {is 19 and the longer 1
wait the harder it will be for him to adjust to adult living. It 1s diffL-
cult to find a placement-with waiting lists everywhere we turn-and not much,
help from outsiders. (#310) '

3

”

T placed my child 12 years W¥go because I could not continue to care for
her and give her and the rest of the family the necessary time. At .that time
there were not any programs for after school efe. and T was phyeichlly worn
down and could not continue as things were: lo needed physical help more than
anything else. (#77¢) :

\:
We woula like, if at all possible, to avoid residential placement,'bu£
feel that, realistically, this may have to be considered someday. €¢#583)

!

Children who are normal, grow up and Yeave home at about this time. 1t
, would be unfair to our child to keep him at home without friends and activities.
ﬁ#281) .

w

We plan to have our child finish his speclal education years and then
see what the possibilities are for his future. We would like to place him
in a permanent home while we are still healthy and able to visit him and have
him home for vacations. After his schooling 1is finished, we feel he will truly .
miss his friends, all DD individuals, agd would be happier in-a residential
or community 1iving placement before an emergency #rises and he has to be
abruptly uprooted from home. We don't know at what age this will be. (#508)

- [N

Plan to place in ‘early to mid-teens because: 1)We are weary; 2)I feel
unprepared to care for a menstruating teen q%;h developmental disabilities;
3)1f child is positively going to live elsewhere, this seems to be a fairly

(L matural time to make a transition; 4)considerations of various sorts in regard
to adolescent sibling same sex. (#328)

LR

- Oyr child will finish school at 2&. Her brother and sisters will most
Likely not be living at home. He father and I will be in our 50's. I think
1f a good residential placement could ‘be found it would be to everyone's ad-
vantage. I think at age 21, our child will want friends, a soclal life, etc.,
that we will not be able to provide and the community cannot provide at this

o ’ time. (#315). P
“ERIC D 7 . B \\\q / 4 7 _
o I ) . | :
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C. COMMUNTTY ACCEPTANCE AND CONSUMER ACTION o

o

A}

1. Commgn%#x Acceptance
“Labeling a deveLobmentnlly disabled child as deviant may res&l{ fn both
the child and the family being isolated from regular social contacts.
_ Increased social distance and fsolation can occur as a rasult of the
‘. - family's withdrawal from social interactions as well as "because others ’
7 ., exclude the family and child from their social activities. If parents
are willing to Initfate social invitariens, most (88.6X) perceive their
neighbora as ling t6 accept (see item ranked f1, Table 36). Fewer
perceive thelr neighbors as willing to extend the invitation (69.2X),
, to accept the developmentally disabled child s a friend - for their own
children (60.3%), oxr to accept the child as a neighbor living in a .
community living facility upqn reaching adulthood (61.3%) (eee items S\
ranked #2-4, Table 36). When relationshlips move beyond neighborliness
to collegfality at work, at school and in clubs (see items ranked #5-7),
ohly about ' of the parents percelve their neighbors. as accepting thelir
developmentally disahled children, Finally, least acceptance 1s per-
ceived for relationships which symbolize.adult status In the community,
te sex friendshipa and votihg privileges (see items ranked #8--9) .
cial distance is perceived to increase as developmentally dis-
ren move from their own homes, to.the nelghhorhood, to :
lationships and to full acceptance with all the rights and .
f adulthood. ' '

—

collegial
privileges

Age of Child. Parents of younger children are more optimistic, perceiving
lass social distance, than are parents of older children.

Type of Disability. The relationships between perceived social distance <&
‘and type of disability are quite dramatic. Parents of mildly retarded
children perceive the greatest acceptance (65~95% think thelr neighbors
would accept their children in the 9 situations presented; interkstingly
LJ lowest acceptance is perceived. for opposite sex friendships). .In general,
o~ proi:§Z§g/aCE€§tance decreases by type of disability 'as follows: moderately
: retar , epilepsy, cerebral palsy, severely and profoundly retarded, :
- aut . A majority (80%) of neighbors of familiaes with autistic children
are perceived as willing to accept only an invitation to the parents' own
homes. A minority (0-44%) of neighbors of families with autistic thild-
ren are percelved as accepting of the other 8 types of gituations pre-
sented .

3

" Family Income. In general,\lower 1ncome/£am111ea perceive-neighbors as

v

moxe'acceptingi . \

Sex of Developmentally Disabled Child. Invariably, neighbors are per-—
ceived a® more accepting of developmentally disabled daughters than of
sons. : :




P
i

‘Thinking of what their developmentally disabled children will actually
. be doing upon reaching-adulthood at 21 years of age, parents most commonly
. ‘ expreas either a continuation of familial protectiveneas (child re-
. - maining at home and having a job in a sheltered workshop) or independ-
ence (child living on own or with friends and having a regular job in
the community). (See 1items ranked #1-2 {n Tablea 37 and 38.)

[

. Age of Child. As was the case for perceived social distance, parents of
- younger children are more optimistic. - /

Type df Disability. The more severe the dieébility the more likely paren 8
are to choose a communlity facility as the most approprlate living altu-
at fon (see items ranked #3-5, Table 37). Parents of mildly retarded child-
ren are most Likely tod expect their children to hold a regular job (60.0%) .
- Parents of moq’rately retarded children project either a sheltered work-
shop (43.6%) or a supervised job (31.87) as appropriate. A Job in a
gheltered workshop is expected by parents of children with autism (88.97),
severe and profound resardation (69.4%), epilepsy (50.0%), and cerebral
palsy (42.9%). ' .
- ' 7
Femily Income. The higher the income the more l1ikely parents are to pro-
j%?t a community facility and a sheltered»workshop.as mogL appropriate.
Sex of Developmentally Disabled Child,’ Females “are more likely to be ex-
pected to remain at home or td'f‘:e on their owr add to work in a shelteged’
® " “workghop. Males are more likely to be expected to Xive in & community
facility and to work in’a regular or supervised Job in the community,  That
18, females are perceived as wed ihg more protection on the job whereas
males are perceived as needingemore gupervision in thelr lilving situation.

&

A ]

-
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' Table 36 .~ .

y Some people with developmentally Jisabled children find certaln
.communiti ore accepting than others. Imagine r own child

at different stages in life; how accepting do you %hink your own

. neighbgrs are (or would be) in the following situat ong? They do
(would): (rank ordered by frequency with whtch commynity accept-
ance projected) -

Would Uncertain deld-not

1. Visit us when child {s at home. 88.67 6.6° 4,7

2. Invite to visiffn their own ‘ ‘ 1
© homes. 69.2% 12.1. 18.8

5

3. Accept as a neighbor living in -
a community living facility
¥ (upon reaching adulthood). 61.3% 29.8 8.9

y 7

4. Accept my developmentally dis-
abled child as a friend for
their own children of the same N r
age. o 60.3% 18.8 20.9

| .| -

g

; 5. Accept as a coworker (upon V¢
reaching adulthood) 2 52.2% . 32.5 5.3

6. Accept as a classmate at the’
- gamezschool for their own child-
ren o gsame- age. 51.7% 24.0 24.3

’

7. Accept as a member of‘u\aggial'
club with their own children of .
the same age. ~ ‘50 .5% 24 .8 © 24.8

o . g - ’
¢ D B !
A aﬁw {

8. "Aecept as a friend for their own ' ' -

"+ ehildren of the opposite sex. Vo6.8% 25.3 k 27.8

¢
,

9, Accept as a voting member of the !

community with full legal rights
(upon reaching adulthood). v 42 4% 32.5 25.1

b\ i

N=317

‘N=315 .

N=315

N=320

N=314

N=317

N=311

" NM316

N=311
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&, ; Table 37 . A _ b : L
i Which of Qe follpwing choices of living gituations do you think will
Cy - be most appropriate yhen your child becomes 21 years old? (rank
:P“‘ ordered by frequency with which living situation expected) . B
1. With me at home. . . 34.
1 é . v "
2. Living on own or with friends. 21.8 -
: f
.
\N— . . S" e
3. A private residential facii}ty (11ke Grove or Lamb's). 19.8
1 S oot House |
- 4. A supervised apartment house unit. - ) 2.5
S. A public residentlal facility (1ike Waukegan Deyelopmental’
Center) ) R ) \ . \\:3 11.9
e N N=303
4 i
Table 38 ] -
Which_of”the following choices of work situations do you think will be ]
‘most appropriate wheh your child reaches age 217
T : . ~ »
1. A job in g sheltgred-Workshop. ) 43.5%
~— . N
2. A regular job in the community. 32.4
P
3. A supervised job in a special business program (for example,
o in a hospital, rea&surant, or motel). 24 .1
v r - N=253
) ®
. >
~ A

-
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o ) 2. Consumer Action~—Par§nt Groups
¢ o ’ T ~ .

R ' #For many parants, a natural process begins with the {1 tification of

T * their child as developmentally disabled. What atarts as\self-awareness
i < _ : grows in group wsocial action., First comes the gharing of common con-
fu) cerns and {n¥ormation, with 1/3 of the parents having participated in

group counseling and educational groups and another 1/3 who report a
need for thase group experiences (see items ranked #f1-2, Table 39).
. Next comes organization to work for expanding and improving community
' services as well as for the rights and dignity of all devwelopmentally
: disablad persons. Fewer .parents have actively taken thizrnext step with
i 16.2% having participated ¢n a governing or advisory board and 12.4%
having worked with a political advocacy group (see iteem ranked #3-4,
Table 39). There is a considerable untapped potential here with ap-
proximately 1/3 of the parents interested in takKipg this néxt ‘step into
community action (31.2% have not, but would like to, participate on a
governing or advisory board, and 38.1X in a political advocacy group).

Age of Child. It is the parents of younger children who are both more
likely to have participated in group counseling and edugational groups,

and to be interested in doing so if they have not yet participated. Con-
versely, parents of older children are less likely to haye participated
and to plan to do so. On the other hand, age of child does not affect
participation or interest in particip§tion on gbverning boprds or in polit-
\ . : ical advocacy groups. ’ ' ‘

Type of Disability. The more severe the disability, the more likely parents
are to have participated or to want to participate in all four types of
parent groups. '

vt

. Family Income. Parents with higher family incomes are more likely to have
partfbhpated in all four types of parent groups. Parents with lower
A ~ family incomes are more likely not to have participated, but do want to do
Yo ‘80, Family 1ncoﬁé {s not systematically related to unwillingness to ,

participate,.

‘ ’Willingness'of unwillingness to participate in parent gro&ps raises the
b question of what barriers to participation exist. Out-of a list of 7
reagsons commonly gf\en for nonattendance, the logistical problem of ar—
ranging for babysitters or transportation was reported as a barrier far
more often than negative feelings about aspects of the mgetings.them—'
gselves. (See Tdble 40.) This finding 1is similar to that for meetings
with peachers (see Table 27 aund comments on page 31). -

- - e

N



Table 39
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Nowadays there are different types of pareﬁt groupas., How do yoJM5651 about
participating in the typss of parant groups listed below? gk ordered by

. 2. Educational group (dealing with

fraquency of participation) = 5 v . :
N ; flave Haven' t-+ “ fen ' t--
participated would like to ¥ ~ ¥ plan to

1. Group counseling (where
parents meet to discuse
their attitudes and feelings
toward their developmentally
disabled child). 38.8% PY 30.9 30.3  N=317

VN v

techniques of child rearing and
development ns related to* devel- .
opméntal diedbilities). 32.1% 39.1 28.8 N=312
3. Governing or adviaorf board
(dealing‘with the administra-
tion of an organization or
facility for the developmen- w :
tally disabled). 16 .27 31.2 52.6 N=308

4, Political advocacy group ! '
(working to expand options 1 ' -

and services for the develpp-

/7| ___mentdlly disabled). 122.4% - 38.1 49,5 N=307
Table 40 _ 3 L i L _ A_;; 7
Listed below are a number of reasons parents have given us for not at- o,
tending meetings with other parents who have children with'devgiagmentakﬁj
digabilities. Do you agree or disagree with thefe reasons? (rank ordered |
by frequency for not attending meetings) "~ g
] " “Agree Uncertain . Disagree
1. It is difficult for me to arrange
For babysitters or transportation. 32.8% 7.5 59.6 N=305
2. It is a waste of time to go to par-  °
ent meetings because they never seem ° . ’
to talk about things related to ty i .( .
| child. | _ | 17.7%  15.4 " 66.9  -N=305
2?? It is a waste of time to go to parent - )

‘5. I do not like to go to parent meetings ”

meetings because the real decisions

are made elsewhere. 15.3% 17.2 67.5 N=308

4. 1 do not feal comfortable with the ‘
kind of people who attend, 12.1% 14.3 73.6 N=307

, ' )

when they are held in a public place,

such s a community center or library. 8.7% 16.8
. ‘ ' S - ¥
6. The people who tun the parent meetings L
.do triot seem to cate about me.” 8.6%  17.1 N=304
7. I do not like to go to parent meetings S n
when they are held in my developmental%y o

N-301; -
as

Al _
/6.8% 12,3 ¥ 80,9  N=310

disabled chi{?fs.school. ’
. . BRo.
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-_\Englieh (Dor‘\}t understand too gopd_.). (#060)

‘ i to extremes: (#753)

Parents- Comments About Parent Croupe
. 1 felt a ggeétﬁqo for the aupport of such a gyoup from birth to age
6. Now, I'm mpre comfortibla, I fesl that with the problems of.mdoles~
conce, I will need the gragp again. T would 1like to mea some sort of group
Ytving available. fn, the community for a greater’number of the retarded with
meaningful work ag  beLo. 1 faael that the paront.grduﬂh'must work toward
- kthie constantly, gf?ﬁﬁuldnlika the service 9f4ﬁogpitn care. (#335) \

S

s

Ll

. 6 § in:Spaniah‘would very .much like tp attend, but they are all in

- [

e .y
_ Most parent groups naﬂu_ﬁ\ﬁnt_of involvement and time to accomplish’
" anything significant. Moat'pﬁopla“ha%g other commitments and raspongibilities
which also require time and {nterest.’ Tb§$ conflict leads to inadequate
" participation. (#314) . i&f( _@5?'? oM
: 5, by A
B g A '
It is hard to find extra timé%giMy,ﬁnabapd'ahd T~work full-time. Ye
raly a great deal on the pkinted iﬁf@qqaflon fxom -the school and orgmyirations
that relate to our child. :We take,fﬁl advantage Of.activ}tiea'offeted\our

child. But seldom participate our?elveq;' (#348)

-

—~ '

!
. ¥

- R . ’ *
I'm sure tranaportation poses serious problems to many people. Also,
people uncomfortable with their dev. disabled child have many negative teelings:

" meeting in public places (embarrassment) orefacility (too close %o child). (#293)

¥ }

The best, things about parent groups are: 1) the rap gesglons Between
parents--you are not alone; 2) Parent Power--the ability of an organized group
to initiate and support special programs. It geems to be necessary to con-
stantly monitor special programs or.they're, 6fiminated or altered in a nega-
tive manner. (#002) : R s -

. N |
Parent groups are great 1if youfére_objectivé enough to oﬁérlook'ﬁersbd_
alities. Sometimes the parents have so many hang-ups {ft vis difficult for me

to realize they are not_jﬁst feeling sorry for themselves and are sinc¢re in
wanting to bhetter the child's future. (#336) 7 . ' gﬁp

~

Too many of the parénts I\have met seem unwilling or unable to help the .

gschool or organization helpling thelr ¢hild. They seem to expect something
for no effort. Other parents work exceedingly hard, .so hard they exclude other
docial activities. Only a few seem able to achleve & middle ground as opposed

y -

.,I.? (. . s . ’ ’ <
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'3, Congumer Action---Comgunity Needs
.+Parents reflect pessimism or at least uncertaint;‘regarding continued
support ar expansion of community funding of services for the develop-
mentally disabled, This is not surprising given the genéral climate of
increasing costs, taxpayers fallure to support.rate increases which
would maintain current levels of services, dectining aschool enrollments,
and lay-offs of educational personnel. (See Table 41.) '
-Parents' future goals for their developmentally disabled children are
more child-centered than concerned with mode of service delivery (see
TabIE“ﬂ?).\ This finding is ajﬁilar to that for parents' priorities for
educat fonal, progrems (see Table 31 and comments on page 32).
-A wide variety of community services are necessary to provide family
support, educational and disgnostic programs, living alternatives, and
general community accéptance, - Of 19 specific services identiffied, only
"special education programs were perceived as adequat& by as many as 50%
of parents. looking at the need for services another way, less than 1/5
perceived any of the 19 specific services as unnecessary. (See Table 43.)

?

J

Family Support. Family support serviceéanabysitters,abtisis lines, re-
ferral services, respite care, homemaker /home-health aides, and counseling—-
are perceived as extremelY necessary but woefully inadequate. Only parent
. or family counseling services were perceived as azequate by as many as 1/3
of parents, with the other 5 specific services jidéntified perceived as
adequatel by 10% or lebs. Conversely, only homemaker /home~health aides were
perceived as unnegessary by as many as 20% of parents, with/thg remainder
perceived as unnecesmafy by less than 10%.. Parents of older children, .
* pf children with more severe disabilitiésg, and with higher family incomes |
were more likely to favor expamsion of family support services. ;

Educational and Diagnostic Services. Educational and diagnostig¢ services
are also perceived as extremely necessary, but as more adequate than

fanily supﬁg;?“Bervicps; After school day care is seen as the area where
increased avaflability is most needed (by 82. of parents), and this is
particularly the case for parents of younger Children. The more severe

the disability, ‘the greater the perceived need for all four services listed.
Pamily -dncome is not systematically associated with perceived need for
. educational and diagnostic services. :

. Living Alternatives. Approximately 3/4 of parents perceive & need for .
expansion of commumity living facilities, residential facilities, and
foster homes. Nurging home alternatives are pefceived #s most adequate
(by 16.0% of parents) but even ere.approxinately 2/3 of parents perceive °
a need for increased availability. Parents of transitional (19-to 21- R
year-old) children, those who are most likely to have an immediate neéed '
to look for alternatives, report the greatest need to increase availabjiity.
The more severe their children's disability, the greater the parents
paerceived need for increased living alternatives. In gerieral; parents with
higher family incomes perceivé the greatest need for expansion of all 4

_ types of living alternatives; parents with low family incomes (less than

-
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¥ . .

$i5,000 per yearﬂfshnilarly perceive a greater need, but for in-
creased availability of foster cars omly..

General Community Services. Architectural adjustments, news med {a
coverage, and expansfon of library acquisitions are fdentified aa the
priorltyggreas for service expansion. Religious services and special
trptsportat fon are perceived as more adequate, gt even here over 2/%
of parents report a necessity for expansion. The more severe their
children's disabilities, the more likely parents are to perceive [t

/ nacesgary to expand services. Perception of need is not associated with

.age of child or family income.
¢

\—
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“Table 41 i _ _ L
: ' . . Community Funding .
}. " — — e s e et e e o e v e ——— ,,..__/ _- __,_1
/
Willing  Uncertain Unwilling
How willing do you feel your com- | ]
N munity is to continue funding the
_ existing level of serwices for the
RS developmentally disabled? ' 51.7% 39.5 8.8 N=299
® . N ' ) .
How willing do you :feel your com-— -;
_ munity 1is to increase funding to - , _
ﬁ'* : ‘ expand scrvices’ _ 24 .5% 56.3 19.2 N+318

:

Table 42 - ) e s o
Parents have d1fferant goals Yor thelr developmcntully “disabled child.

. Would you agree- or‘disagree that the following are important for your
child's future? (rank ordered by frequency with which goals thought
important) . ) '
| ‘f Agree Uncertain Digagree

1; I, I8 bmportaht that our child _ ' @

be happy and céntent. . 99.1% 0.6 _ 0.3 N=322
. . 2. Our child should be emcouraged -
- ?to reach the 11m1t8 of his/her . .
¥ abilitles. N - 97.8% 1.6 0.6 - N=321 .
\ b
3. It is important that our child . , - -
live normally (or as normally ) _
as possible). - 97 .5% 1.9 0.6 N=320
§ - - :
- 4. It 1s important that our develop- ) \\\_,)
. mentally disabled child ‘be. as-
. sured of a secure lifelong place- . _ .
- ' v 5 ment. - . 80.8% 10.2 9.0 N=313
‘ l ) &
) o .
—— F N
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Table 43 Y ' ' -

17 Some parents are more satisffled Than others with the services that are
avallable to developmentally disabled chigdran in their community.
Thinking of your community, please rate the services below according to
how .important it is to expand or offer them: (rank ordered by nead ¥
expand or offer within each type of service) ]

e S

: : " Expand o Not
, Adequate ~ or Offer  Negecanary
)

Family Support
1. Babysitters trained to haudle de-

”*velopmentally disabled children 2.4 92.5 5.2 N=291
~ : _ ‘

2. Crisls lines (on\pureﬁts in times
of stress o 5.8% 88.7 5.9 N=292

3. Community referral service for legal,

./

-

medical, and financial needs 10.5% ‘ 86.8 2.1 N-296
4. Respite care - . g.9x  82.1 8.9  Nw257
\ 5. Homemaker/home-health aides 6.0% 74.2 19.8  N=283
6. Parent or family counseling . . .
. gervicss - L 32.6%.. .. 63.2. 4.3 . N=304
Fducational /Diagnostic '
|1, After school day care 3.9% ©82.0 b4 .1 N=284
2. Early intervention programs 29.7% 66.5 3.8 N=290
3. Diagnostic services and clinic ‘31,47 65.1 3.6 N=303]
4. Special education programs ' 50.9% 49:1 ‘0 N=316
Living Alternatives \‘q R
1. Community 1ivjng facilities 14 .17 75.7 10.2 ‘N=284
2. Residential facklities B 14.5¢ 74.8 107 N=289
3. Foster homes' . 10.32 71.9 17.8 N-%ﬁl
‘aing homes _ B . 16.0% 65.1 ° ‘18,9 R=281
eral Community . .
Architeetural adjustmegkﬂ made 8o . o
that it is easier for disabled ) )
people to get .around 7.5% - 89.3 3.1 ‘N=292
2. public education concerning develop- _
mental disabilities in the news media ~7 .8% 88.4 3.7 N=294
‘3. Reading materials in libraries on P r
child's disahility 23.47% - 70.7 5.9 N=290
~. »
4. Church services ' 30.5% .- 1 N TR N=292
5. Special buses or vans 43.,0% 41.0 ‘.4"6.0 N=302
N D8
"



Parenta Comments Concerning thelﬁ‘mra
of Their Developmentally Disabled Child .
A . . .

. . T

Concerning her future--1 many times hope 1 out-live her but the future
cannot be tgnored- snd must be planned for. We must try to make it as pleasant
for the ratarded as we can. (#506) : . .

- L4

I feal parents.of younger handicapped youngsters, that will need super-
vised 11¥Ving when-they are older, should be concerned about the future, now.
It's easy to put it off and hope something will be available in 10 or 15
years. It's very hard to get parents to look into the future. Tlils could

~ be because the future is so uncertain--how far will thelr child develop, ’
what will be avatlable, etcg (#315) - )

1
Can't bear to think about it now. Feel we'll crogs that road when we

come to it: that.it is {mpossible to cope with something that won't occur
for 20 ‘years. (#594) -

\

* I would like to see all kinds of ‘"care facilities" available so 1 cduld
v plagé my child in an atmosphere that is "right" for her. It would be un-
_ realistic to put a child who ‘ts not “self-sufficient itn her own apamtmélit or
X With friends. Then there are supervised facillit bes-—ag to what kind of super-
vision it would of course depend on how independent my child is at that time.
T hope by then there are enough ncare' facilities available so a parent could
make a caring and educated choice and not have to place the child {n an unf it
area anly bec#use it was the only space available. (#590)

: I would feel much better about his chances of a Job Lf he recelved ‘at
- least % day vocational training beginning at the junfor hi&p level. This ts
not true now. He is a good worker. lle wants to "get a job'. Trainling Is
the problem. (#054) '

4 - . ‘

We are very concerned about our child's future financially. Will there
be sheltered work shops? Althouglt a number of family members will take our
' child if anything should happen’ to us, the financial burden is a great.con-
' cern. (#134) . |
. . @ : ' : —“{,

fa

: « .
> Since we very mich want our child to live with us, I forsee a pressing
need for respifﬁ care. As we get older, if may be physically more difficult
for us to meet hig®needs, and any help in this area will be required. (#643)

- ' ’ Help!! There seems to be little, in terms of counseling and information
available. (#328)

Y -
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