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L~·rrRODucr.I'IOIT 

In Jam..:ary 1964, 8. SUb~Oml~littee of th8 AS32l.tJly 1,~ays and {·leans 

Con1."nittee began a revj_e,-: of Sta.te serv.ices for mentally retarded 

persons unable to IiV2 in th.eir ovm homes. Since th~t time the 

corroni ttee and its staff have Vi.,3.Lted and studied California's pUblic 

and pri'late faaili ties; cO:.1sul ted "'iith nu[aerous professionals; 

conducted pUbl.i.c hearingo; sJcudiecl literature pertaining to mental 

retardation; and f.lub lished t1;!C reports: d A Preliminary Proposal to 

Eliminate Vlaiti.ng Lists for State Eospi"tals for the f'lentally Retarded," 

and a companion document, "Supplementary Factual Report #1." 

For man;y years J th'8 State has assluned responsibility for' certain 

retarded persons by offerinG care in State hospital facilities. Since 

the time when the State hospital system was first designed, new 

knot-l1edse of the problem of mental retarda.tion has been developed. 

The corruni ttee I s study has had a tvw-fold pu.rpose: to produce recom­

mendatior.s for improving Stat.e hospital services, and to determine 

if California ~ s system. 1s p:coperly or"ganized in the light of current 

knowledge. 

In addition to analysing information pr'ovided by agencies, 

professional persons, and or[;aniz5.ti.ons; the committee has probed 

another dimension. Of major impot'tance, :!.n revie',Jing the present 

system, is the attitude of the individuals who use these services. 

vJhat do parents of' retarded children Han't the State to do? HOVI do 

they view their problem a~d what solutions are they seeking? During 

the past fCllv months the committee has at.tempted to find ans'l'1ers to 
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these question;;.). r';"he comm::Lt'~ec ccr'res';,ionded 1'r:i.th over 100 families 

with retarded children and gathered factual information from more 

than 1,200 families v:i th c.~ildren on the ~':ai ting list for State 

hospitals. 

'l'he results of that investigation are sununarized in this 

report. 
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1. Half the f'a.rni1ies vJl.trt ch:"ldren on the current viai ting list 

for State hosoitals for the retarded would not place their children 

in a State hosoital if other alternatives ,'·lere available. 
• I. 

These families state they ~ould prefer to hire help to assist 

them in caring tor their childr'en at home, or would elect to place 

their children ir~ fOi3~Ger i10mes 01" !; r1vate institutions if funds were 

available to help them pay tor these services. 

The present State system does not offer such alternatives to 

State hospital care. The following quote from one of the many letters 

"Our son 1.3 4 years old, and 12.ving for the past few 
months in a foster home licensed by the State Department 
of Mental Hygiene. 

"He was dia.gnosed by Dr. ~--::---:-,_, at the 3irth Defect 
Center at Childrents gospitaJ. in San Francisco, as 
neurologically dal1Iaged. and severe sensory receptive 
aphasia. We were advised to make an application for 
him at Sonoma State ::::ospital • • . . The hospital told 
us that he V,las eligible b'C.t ~ot suitable--that they 
could not duplicate the care a~d education he was 
receiving in San Franci.sco. 

"Naturally \'le were delighted that he can be here in 
San Francisco where we can Visit him, and that he is 
showing progress in the classes for aphasic children 
at the San Francisco Hearing and Speech Center." 

"But, 1 1m afraid we are classic examples of the middle­
income fa~ily unable to afford the $150 a month for his 
care. My husband makes an adequate salary for a family 
of seven ~1th normal expanses . . . • we arc not eligible 
for any aid from Public ~elfare •.•• We1re a bit stYmied 
at this point. We are praying that funds will be made 
available as a result of new legislation and it is on 
that premise that Vie are taking a loan to help us take 
care of our son fa 1"" the next ~~everal months • . . • II 



2. Half the families with children on the waiting list prefer 

State hospital care to any of the suggested alternatives. 
:' i 

These families prefer the State hospital because of its permanency 

and complete spectrum of services. Some families have also expressed 

a distrust of the motives of private agenpies and foster parents and 

suggest that until more adequate standard~ and inspection procedures 

are developed they would not feel secure about placing their children 

in community facilities. 

This information confirms the continuing need for State 

hospitals for those children whose special needs cannot now be met 

by community agencies and for those whose families prefer State 

hospital care for a variety of reasons. 

3. There is a direct relationship between family income and 

the willingness or ability to utilize private care facilities. 

Among the families with children on the State hospital waiting 

list, the families in the high income range do utilize private 

facilities at a much greater rate than the families in the low 

income range. This confirms the belief that financial reasons alone 

may be a significant reason why more families do not use private 

facilities to help them deal with their problems. 

4. Of the children on the waiting list who are in private 

facilities until a vacancy occurs in the State hospital, nine out 

of ten are supported in the private facilities at a monthly cost of 

less than UQ,Q. 

5. Three out of four children presently on the waiting list 

for State hospitals are living in their own homes. 
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Even though the retarded who are on the waiting list represent 
J 

the more severely retarded in a community, over three-fourths of them 

are living at home. The cost of private care very likely prevents 

many parents from placing their child in a private facility, but the 

fact that such a large percentage are cared for at home may also 

indicate that with some type of assistance to the parents, some of 

these children could continue to live at home, utilizing such services 

as day care centers and homemaker service, rather than being placed 

away from the family. 



GENERAL FINDINGS 

1. Over half of the parents with a Child on the waiting list 

for a State hospital responded to the questionnaire. With the coopera­

tion of the Department of Mental Hygiepe, a total of 1,879 questionnaires 

were mailed. One hundred twelve questionnaires were returned because 

the family had moved and left no forwarding address. Of the 1,767 

who received questionnaires, a total of 1,175 (66.4%) replied. 

The conclusions drawn in the main body of this study are based 

on 1,023 of the 1,175 responses. (A total of 152 responses could not 

be used because they were incomplete, were answered in an ambiguous 

manner, or were returned late.*) 

The 1,023 questionnaires upon which conclusions are based 

represent 57.8% of the parents with children on the waiting list. 

FIGURE I 

Rate of ReilY to 1,879 Questionnaires Mailed to Parents
 
of Chi dren on the State Hospital Waiting List
 

Replied to Questionnaire 

112 Returned (Did 
Not Reach the 
Parents) 

592 
No Reply 

1,175 

* The 152 responses not included in the main report are analysed and 
discussed in the appendiX. 



2. About half the parents with retarded children on the waiting 

list would prefer hiring help at home or placing the child in a 

foster home or private institution, rather than place the child in 

a State hospital, if funds could be made available to help pay for 

these services. Of the 1,023 responses used to draw conclusions 

for the study, ~ stated a preference for private or home care 

services, while 222 preferred the State hospital. 

3. A breakdown of the two groups (those preferring State 

hospitalization and those preferring community care) according to 

yearly family income indicates that the economic position of the 

two groups is almost identical. A breakdown according to the age 

of the child also fails to show any significant difference between 

the groups. 

A comparison of the percentage of those whose children are 

living at home to those who have placed their children in private 

care facilities· likewise fails to show any significant difference 

between the groups. Further, whether the child is now at home 

or in a private facility seems to have no bearing on the preferences 

of the family, nor do we find any evidence that the portion of the 

cost of private care now paid by these families is related to their 

choice of community care or State hospitalization. (See Figure II) 



Monthly Cost 0 

Private Care 

Portion 
Private Care 
Paid by Parents 

FIGURE II 

Placement Preference of Families
 
With Children on the Waiting List
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4. Three out of four children presently on the waiting lists 

for the State hospitals are living in their own homes. Of the 

1,023 in the study, 802 (78.4%) are now living at home, while 221 

(21.6%) are living in foster homes, nursing homes, or other types 

of private care facilities in the community. Some children living 

at home utilize day care facilities in the community, but the rate 

of utilization of these types of facilities by persons on the 

waiting list could not be determined from the available data. 

The retarded persons on the waiting list represent the more 

severely retarded in the community, yet three out of four are cared 

for in their homes until a vacancy occurs in the State hospital. 

The cost of care in private facilities, a desire to keep the child 

at home as long as possible, and, in some cases, a general distrust 

of those who operate the private facilities "for profit" are some 

of the reasons cited by parents for not utiliZing private services. 

A recent report by the Committee, "Supplementary Factual 

Report #1," gives the results of a stUdy of the 225 private facili­

ties licensed to care for the retarded in California. That report 

indicated that there are many vacancies in these existing facilities-­

primarily because of the prohibitive cost for many middle-income 

families. 

Reasons such as the desire to keep the child at home as long as 

possible and feelings of distrust for those operating private care 

facilities are some of the reasons given for not placing a child 

in a private facility. Such reasons, based on feelings and attitudes, 

are very difficult to measure. Intensity of feelings cannot be 

translated into numbers and compared as easily and reliably as the 

cost of care factor. 



- -

The cost factor has been analysed and it is clear that there is 

a direct relationship between yearly family income and whether or not 

the family of a child on the waiting list will place the child in a 

private facility until a vacancy occurs in the State hospital. 

Figure III illustrates the sharp increase in the rate of utilization 

of private facilities that accompanies an increase in yearly family 

income. 
FIGURE III 

Rate of Utilization of Private Facilities 
by Income Groups 
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Figure III indicates that a yearly fa~!ly inco~e of $10,000 or 

more is necessary before many persons are ab:e to afford private care. 

Although there is a steady increase in tne rate of utilization of 

private facilities as one goes from the low income to the high income 

groups, a significant change in the rate of utilization occurs in 

the over ~lO,OOO group. 

Figure IV further clarifies the relationship between yearly 

family income and placements in private facilities. Of the families 

with children in private facilities, the portion of the cost of 

private care paid by the parents increases sharply with an increase 

in yearly family income. 
FIGURE IV 

Portion of Private Care Costs Paid by 
Parents of Children on the Waiting List 

Who Live in Private Facilities 

Yearly Family Income Yearly Family Income 
Under 4000 $4000 t 6000 

Pay None 
of the Cost 
16 (50%) 

ay Part of 
the Cost 
22 (45%) 

Yearly Family Income Yearly Family Income 
$6000 - $10,000 Over 10 000 

None of 
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Among i:iJJiliLi.:);) wLo tlaVe a yearly i'sJni1:'l income under $4,000 per 

~;ear l'1ho have a child placed in apr::.vate f'acil:" ty, 23i) pay the full 

cost of private care. ;"~'}""2 percentage of those paying the full cost 

of private care -r>13:..S Z.S one goes up the income scale, and among 

thos~: \-'1ho have a :yearly family income of more than ~~lO, 000, 89% pay 

the ful2. cost of pri.va.1:e care. 

As expected, "\"se find a decrease in the percentage of those 

paying ~ of the cost of pr~vate care as income increases. Among 

the families with a '~/carl:'i income under ;~4, 000, 5096 pay none of the 

cost of private care. In the j4, 000-$6,000 bracl{et, 20% pay none 

of the cost of pr~vate care. In the $6,000-$10,000 group, only 8% 
pay not:'iirW; tO~la:."'as :'ne cost of private care. I::J t.he over :;10, 000 

catego~', only 2% fail to contribute in some part to the cost of 

private care for their child. 

Although it is not surprising to find that those '.'.rho have a 

larger income pay more towards the support of their child in a 

private institution, these facts prove the direct relationship 

between family income and the ability to utilize private facilities. 

Over 8o~"j of the families in the study have a yearly family income 

of less than $10,000, and these families clearly cannot afford the 

total cost of private care. 

5. Nine out of ten children on the waiting list who are 

preGently in private facilities are being cared for in these 

i'acilitie~ at a mont,hly CO.it 0:" less trlar, $300. (A totaJ. of 221 

patients on the i'.raiting list were _l.iving in private facilities at 

the time of the study.) The monthly cost for maintenance in 

pr'ivate fac.ilities for 201 (91:;;) of ~hese patients '.'Jas less than 



$300. Since $300 represents a minimal estimate of the cost of main­

taining a person in a State hospital, it is apparent that the cost 

of maintaining these 201 children will increase when they are trans­

ferred to the State hospital. (A transfer desired by only half the 

families.) 
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SOME IMPLICATIONS FOR PLANNING 

This report emphasizes the need for a new dimension in planning. 

Until this time considerable planning has bee based on facts and 

attitudes provided by professional personnel. Lacking in most pro­

jections was the ingredient of. the feelings and desires of the users 

of service - families with retarded children. 

It is now possible to add this new infor.mation to that already 

knoWD 6 to arrive at more significant est~tes of the impact of 

possible legislation which may increase the number of State sponsored 

alternatives to hospital care: 
,

A survey of the mentally retarded patients' needs done by the 

Department of Mental Hygiene in 1963* indicates that 59.9% of those 

on the waiting .11st could be "more a propr1ately cared for in 

facilities other than the State hospital." n that report, the 

Department also stated that 63.2% of those presently in the State 

hospital could be better served in other facilities. The other 

facilities specified were 24-hour nursing homes, foster hames 6 and 

home care (parental or a relative's home with some homemaker or day 

care assistance). 

Since the publication of that stUdy, the Department has re­

evaluated those patients who were categorized in the "need 24-hour 

nursing care" category, and they now feel that many of· the persons 

* Bio-statistical report No. 34, Department of Mental Hygiene, 1963, 
pp. 33. 

.. It 



30 el.:l::siLL(;;d in 1963 (aou..... t i.j·,OOO people) arc actually in need of 

State hosp::' tc:.:::' ccu·c. -;;. 

li'or the F'.J.:'posc of' the follo':Jing projections ';;e VJill assume 

that; tho,sc "needing 2Li·-l~~our D";"lrsing care" do belone in the State 

hospital, and v;e Hill include o~ly the !lfoster home It and flhome care fl 

categories of patients. Consid8ring only these two categories 

red'"J..ccs the percent of patients ..,rho could be served in community 

faci.liti.es to 53;'0 of the -;raiting list, and 35.75) of those in the 

hospitals. (It is impcr'cant to note that these are minimum figures 

based on a re-definition of the pr~blem by the Department of Mental 

Hygiene.) Based on the above assurr.ptions and the new knowledge 

concerning family preferences, the fol101:';ins projections can be 

made: 

There are appr':)ximately 1,800 persons nON on the 'iJaiting list 

for State hospitale. According to the Department of Mental Hygiene 

954 (53%) of these could be more appropriately cared for in facilities 

other than the State hospital. O~r figures indicate that about 50% 
of the persons on the wai tins ll.st 1'lould prefer placement in community 

facilities if rlnancial help r~B available. Therefore 3 477 persons 

who are presently on the ~aiting lists could be more ap~ropriately 

cared for in a facility other than the State hospital, and would be 

Intervie't/l 1,'·1i th Dr. Vlilliarn :Jeach, Jr., Departme~t of I\1ental Hygiene" 
September 11, 1964. (This re-evaluation is open to some question in 
Vi8';1 of th2 fact that over' 100 patients needing 24-hour narsing care 
have been satisfactorily placed in private nursing homes in a four­
year pilot program conducted by the Department. It is reasonable 
to assume that many patients in this category now being re-defined 
as needing State hospital care co~ld also be properly served in 
cowmunity facilities.) 
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FIGURE V 

Minimum Number of Retarded Persons
 
For Whom I~mediate Community Care is Indicated
 

State Hospital Wai ting List 

o 1'----_ o 
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Waiting 
Lists for 

State 
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37.5% More Appropriately 

Cared for in other facilities 
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for in other facilities 

1 1
 

8 (:)
 
50% will .prefer community 50% will prefer community 
care to state hospitalization care to state hospitalization 

Minimum of 2,720 Retarded Persons: 

1) Who are in the State hospital or on the 
Waiting List. 

2) Who would be more appropriately cared for 
in community facilities. 

3) Whose parents would prefer placement in 
community facilities. 

4) Who could be more appropriately placed at 
the same or lower cost to the State. 
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A total of 152 qUPGt:ionr:alre,s ',:ere r'2turned, but could not be 

u'.:ied 2.D Jra'.dni! eO:lclu;;:Jon;~ i.'Or' "chc ::;tU(~~'. t·:o~t '.';,,';re returned too 

i::1el".J.c).ed in th.'2 conclusions, tlle purpose of th~s a.ppendix is to ShOVi 

tha"C the exclusion of ~his data did not significantly alter any of 

the conclusions. Since one of the reasons for exclusion from the 

~Jlain bod~l of the study T.JaS failure to anSl;'ler one: or morE~ questions, 

the n~aber of responses added to the totals found in the main con-

elusions ,'rill var'J, depending on hovI many of tho 152 questionnaires 

beinG considered in the appendix gave an answer for the particular 

question of concern. For the most part, the append.ix \'Jill compare 

percentages, rather than nu~bers of re~ponses, since most of the 

conclusions v/ere based on data that had been converted into percentage 

form. 

A) Conclusion 1 deals .."ith the rate of response, and the 

] --, ... 
oJc. cases in the appendix are included. 

B) Conclusion 2 stated that about one-half of the parents who 

have retarded children on the \'laiting list would prefer community 

based care, rather than State hospitalization. Of the 1,023 replying 

to the questionnaire, 514 (50.2%) preferred community care, while 

509 (49.8%) preferred State hospitalization. By adding the prefer­

ences of the 152 questionnaires under consideration in the appendix, 

'.Ie find that 563 (47.9;;) preferred community care, 573 (48.T~) 

preferred State hospitalization, and that 39 (3.4%) had no preference. 
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The inclusion of the 152 cases makes no difference in the 

concl~sion. Those preferring State hospitalization and thO~32 

preferring cO~~Jnity care are still separated by less t~an l,a and 

those having no preference make up only 3.4;6 of the total number 

of responses. 

C) Conclusion} pointed out that three out of four persons 

on the vlaiting list are living in their own homes. Of the 1,023 

in the study, 802 (78.4%) were living at home, while 221 (21.6%) 

were living in private facilities. The addition of those cases 

being considered in the appendix makes little difference in these 

percentages. A total of 888 (76.2%) were living at home at the 

time of the study, and 276 (23.8~6) were living in private facilities 

when He include the cases in the appendix. The inclusion of these 

figures does not alter the conclusion that three out of four persons 

on the waiting list live in their o,m homes. 

D) Concl~sion 4 indicated that there is a direct relationship 

between yearly family income and rate of utilization of private 

facilities. Of those Hith a yearly family income of less than 

$4,000, 14.2% had their children placed in a private facility, 

15.7;b with income of $4,000-$6,000 had their children under private 

care, 20.6% of those with income of $6,000-$10,000 had their 

children placed in private facilities, while 52.4% of those with a 

yearly income of more $10,000 were utilizing private care facilities. 

By taking into consideration the cases in the appendix, the rate of 

utilization of private facilities for those with a yearly family 

income of less than $4,000 goes up slightly to 19.1%, the rate of 

-19­



u-cil:"zat:"on for the $4,000-$6) 000 group also rises slightly to 18.4~t, 

the ut~lization rate for the $6,000-$10,000 group rises to 22.4%, 

while the rate for the over $10,000 group drops to 51.2%. These 

varia~ions are insignificant, ~~d still result in the conclusion 

that rate of utilization of private facilities is closely connected 

to yearly family income, especially when one reaches the $10,000 

per year' .ir..con:.e group. 

E) Co~clusion 2 points out that nine out of ten children who 

ax'e on the w'aiting list and are presently in private facilities are 

being ca~cd for in these facilities at a cost of less than $300 per 

montr.. A total of 201 (91%) of the 221 in private facilities were 

found to be maintained at a monthly cost of less than $300. By 

incl~ding the data from the responses included in the appendix, we 

find that 89.3%, still approximately nine out of ten, are being 

cared for at a cost of less than $300 per month. 

The pur-pose of this appendix has been to point out that 

althoug1.1 some data Nas excluded from consideration in drawing the 

ge~eral cODcl~sions, the exclusion of the data did not alter any 

of the cor.cLu.sicns drav,m. The exclusion of the data, on the other 

har-d" facilitated the dravling of conclusions because the data \'las 

more workable and co~sistent. Since no change in content occurred 

as a result, it is felt that the exclusion of these cases was 

justified. In fact, it appears that the cases reviewed in the 

appendix represent a fairly reliable sample and tend to confirm 

the conclusions. 
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