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iv | FOREWORD

of the elderly or ill, and economic maintenance. Among the works
reviewed are Moroney’s own rcsearch and policy analysis of fam-
ily and State interaction in this country and in England.

There are three particular aspects of this work which bear spe-
cial attention for public policy purposes. The first is the author’s
idea, emphasized several times in the monograph, that both fam-

(ily and State have responsibility for the provision of care to de-
pendent family members. Moroney is not the first to respect both
the family’s and the State’s role in providing for dependent per-
sons, but he may be the first to marshall as much evidence for
their capabilities in doing do. :

The second aspect of this volume to be looked at thoughtfully is

, the author’s view that family and State should work together to
* assist dependents. If the family is assuming the primary care role,

it i3 deserving of help and of the kind of help it wants in the ways
irn which it wants it. If the State is assuming the primary care
role, it needs family input of personal and particular feelings.
Much has been written about burnout of persons delivering in-
tensive long-term care due to the time-consuming, exhausting,
and routine nature of such care. Families are on call 168 hours a
weel: they are not supposed to get sick, go off for a breath of
fresh air, or think of quitting. Professional and paraprofessional
service workers give such care 40 or 60 hours a week and are al-
lowed sick leave, vacations, and resignations. It would seem, then,
that both family members and service workers require support
from each other in order to adequately support the individual in
need. -

The third important aspect related to public policy concerns the

% focus on both child and elderly populations. The author makes

{significant comparisons and contrasts of the needs of perrons at
“each end of the life cycle. Previously, concern has centered on the
child's needs; however, the needs of the elderly, as the elderly pop-
ulation increases, are very much in the forefront. Looking at the
family in terms of the human life cycle makes eminently good
sense; we are born within a family, and we need to retain
throughout life some social relationships with significant others.

__In the United States, as in most other societies investigated, sig-

nificant others are usually family members. Care for them and
care from them are critical for human growth and development.
Sirengthening of these human bonds, therefore, becomes critical
for society’s future well-being.

Division of Special Mental Health Programs
Nati_onal Institute of Mental Health
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vi PREFACE

and eventually translated into programs, are they based on a real-
istic understanding of the family? ‘

Focusing on two types of families, those caring for frail elderly
parents and those caring for severely mentally retarded children,
it became clear that there was little hard evidence that health
- and welfare services were being misused or that they were under-
mining family responsibility. In practice, those who were benefit-
ing from the services were mainly those dependent persons who
have no family or have none within reach. Families who decided
to provide care for handicapped children and elderly parents ex-
perienced considerable hardship and stress; few, if any, supportive
services were availabie. I concluded that when families cared, so-
ciety in general and the State in particular benefited (at least in
terms of keeping expenditures down), but that these families were
penalized. Little in the way of exchange or shared responsibility
was found in existing social policies and programs.

This book, then, begins with the notion of shared responsibility
sn2 attempts to identify ways that might bring about a more
equitable exchange. Even if the analysis begins within this framme-
work, a great deal of attention has been given to the dociimemta-
tion of American policies and practice in terms of their owerall
emphasis. Are they structured so that the emphasis is on substitu-
tion, or are they balanced to include the possibility of family sup-
port?

Still, a personal “bias” has emerged over the past 5 years. This
bias, however, should be understood as one that identifies this an-
alyst as an advocate for a significant part of the population—fam-
ilies caring for handicapped members. This, I feel, is a legitimate .
role of the analyst as long as he or she does not also begin as an
advocate for some predetermined solution. Recommendations
must flow from analysis, rather than analysis being used to sup-
p'orl:-aparticu.larpolicy.

‘This work was supported by a contract from the Division of
Special Mental Health Programs of the National Institute of Men-
tal Health (contract No. 278-77-0016-SM).

Many colleagues gave shape to the analysis with concepts, in-
sights, and a philosophy of social welfare. These include Robert
Morris, Charles Schottland, and Robert Perlman of the Florence

Heller School, Brandeis University; Sheila Kammerman, Hunter -
College; Alfred Kahn, Columbia University; Nicholas Hobbs and - -
Paul Dokecki, Center for the Study of Families and Children,
Vanderbilt University; Shirley Zimmerman, University of Minne- -
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activities—the interactions between families and social welfare
agencnes.'rhemqmrybegmsmthsomebmsm that it assumes
somedegreeofexchange This position can be defended on a num-
ber of grounds. There is an exchange operating already, although
its dimensions and emphasis are unclear. It is evident that the
State is benefiting from the amount of social care provided by
families. In fact, it exceeds by far the social care provided by the
organized health and social services. It is impossible, furthermore, -
to assign a monetary value to these family ‘“‘services,” and it is
inconceivable to speculate the costs involved if the State were to
increase its caring function. For example, could the State afford
the economic cost (leaving aside the social costs) if it were to pay
families caring for handicapped members a sum equal to the cost
of care in institutions or even the current rate paid to community
care workers?

As discussed in greater detail later, admission of pemmwr= -Who
are severely physically or mentally handicapped to institutions
has been prevented or delayed. Many families, often with the help
of friends and neighbors, have provided what csn caiy be de-
scribed as a staggering amount of care at significant social, physi-
cal, and emotional costs. In this sense, the family has been a
major resource for the social welfare system. There is growing evi-
dence that in current social policies the exchange is far from
being bilateral or equitable. Even though over one-half of all gov-
ernmental public expenditures go to social welfare efforts, a per-
centage that many feel cannot be increased, a disproportionate
amount of these resources is channeled to md.w:duals thhout
families or whose families are unwilling to assume
for their care. In other words, a relatively small number of indi-
viduals are receiving a large share of the services. Families are
being penalized when they care and rewarded when they stop car-
mltmnotbemgsuggestedthatth:spractme:sbasedonexpﬁcit
policies. It is argued, however, that this trend has significamt
short- and long-term implications that need to be exposed and dis-
cussed.

Although the questions introduced at the beginning of the chap-
ter may be more appropriate to a social philosopher or political
theorist, they are of real concern to legislators and professionals
in human services. While the language of the debate may be dif-
'ferent,whﬂetheyaremostoftendzscussedmthespemﬁcsofz
concrete policy, the above questions are central. Recently, this un- .
derlying concern has taken an interesting turn. Over the past few
years, a number of new centers have emerged both inside and out- .
sndeacadem:csemngs. In one form or another, their emphasis is

ml 4 e A
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"thomlymoftheeﬂfoctormp-ctofpubhcpohcu-onfamihu

&mmwmmammmmmamm

' -a&.hmﬂmmthmchﬂdm'Othershmxtthmranﬂymto
:,uaetofpohuuandnotmmups,e.g.,hommg.emphyment.
;,.;m.mdmmmm'mnngthnmpmod.anum-
. ber of academic institutions have begun to establish new pro-
“‘---fmatthepowdmallevelformdwﬂmhwhomthefamﬂy
as a worthwhile field for research.® All of these centers receive

ounnderable funding from governmental or foundation sources,
= another indication of growing interest in the family. It should also
' be noted that much of the support is developmental; each is grap-

phngw:ththep:mblemofﬁnduganappmpnatemethodologyor
framework for such analysis.
‘This interest has also produced a loose coalition of individuals

andorganmdrawntogetherunderthernbncof&mﬂypoh-
’cy,acoalmonthatmcludesremtahonfromboththepohtwal

;“".'r@tmdhﬁ.mwmwmmwthe

'mdammmmmmﬁum

bebeneﬁcaltofamihes,theyneedtobecloselymonnored.Term

s:Pohc:esforalloronlysome’Theseqneshomheeomecnncalas
the Nation moves toward its first White House Conference on this

me.l‘hrthezmre,when:tmpossibletodelvebeneaththerhe-
tonc.d:f&renzthemesemergemtermsofexpectanom

For example, many of those concerned with the status of

¥ Ammmfamﬂ:esseemtobereachngtothesoaalnpheavalsof
Q-L-thepastlSmTh:smdp:oducedthemgeneeoftheCivﬂ

; ofv:olence.Cioselyrelatedweretheunrestandd:sh:rbancethat

:-'occurredonthecountry’scollegecampnses.Furthetmome,the
expectahons.Onasmallerscale,apenmentsmlesstra:htmnal

s Examples of these centers are the Center for the Study of Families and Chil-

: .d:u:.VanderbﬂtUn:vumy and Centers for Traiming in Child Development and
 Social Policy at Michigan and Yale, funded by the Bush Foundation.

= An exampile of this type of center is the Family Impact Seminar, George Wash-

'. ington University, and the Florence Heller School for Advanced Studies, Brandeis
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gements, cohabitation out51de ‘of marriage, and homosexual
“marriages.” These trends were confusing to people who did not

understand them, and many found them unsettling. They were
' seen as threatening traditional societal institutions and basic val-

ues. It is conceivable that part of the discomfort can be attributed
to the fact that rapid change makes the future unpredictable and

" not being able to predict is viewed as a lack of control in our lives.

Some have observed these changes and blame the “family” for
them. In their opinion, the family has defaulted on its responsibil-
ity to provide the necessary stabilizing influence on society. The
family should, it is argued, guarantee continuity and orderly tran-
sition through the transmission of appropriate values. Those who
believe this see the necessity for family policies that will reverse
the trends and restore the family to its earlier state. The family,
thus, is both the cause and solution to the problem.

_Others take a different view and suggest that society as a whole
is changing, and the family is merely adapting to these shifts. In
moving to an industrial and then a postindustrial society, families
have had to accommodate. The family initially lost its economic

fanction to the industrial sector, leaving it with the residual func- -

tions of reproduction and the care of the socially dependent—chil-

'dren, the old, and the sick. This evolution eventually created a

family structure more suited to its needs than earlier forms which
were likely to be characterized as more complete economic and
political units composed of a number of subfamilies whose needs
were met through an interdependent extended kin system. The
extended family was both unnecessary and counterproductive to a
highly mechanized labor market. The nuclear family, however,
composed of husband, wife, and children, independent from their
kin-related families, was viewed as the ‘“ideal” structure for meet-
ing the demands of geographical and occupational mobility. Over
timme, remaining functions began to be shared by other instita-
tions. For example, the socialization of children was seen as a
function that legitimately should be shared by the educational
system. Changes in the family are, then, adaptations to external
demands, and the mere fact that families still exist attests to its
resiliency. Policies should be developed that strengthen this major
stabilizing influence. Despite the fact that research over the past
20 years has seriously questioned such a conclusion, a significant
number of people accept this interpretation. '
Although large numbers of people have been and are convinced

- that family deterioration has occurred and that the damage must

be reversed, the evidence usually cited is not convincing or is at .
least subject to different interpretations. The divorce rate has in-

13




r ':problemand,rfpresenttrends
i youngst&tswﬂlhavebeentojuvenﬂe
"Itheseseat:stlcsmaybemsleadangmda-

t'hatthese m are. assoc:atedthh the increased
i ‘'of mothers i in thework force. Today over one-half of

preschool ‘children ‘and. one-half of mothers with

chﬂdren work -outside their- homes, proportlons that

S doubled in'the last 25 years. =

' "-umeasytounderstandtherecentand

, "":”lp*wasa]soshorrter L:feexpectancyatthebegmn.mgof
oty oftheZOth centuryrthadbeenra:sedto47years. Today
: "-70years.0nehundredyearsago more children

nrﬁcant nnmbersofthese childrer: did not survive to young adult-
hood: For: example, it has been estimated that one child in five
“ed 'before the age of 1 and one in three before reachmg then- fifth

,_People today complmn that aged parencs ‘are shunted off to
nursing ‘homes or retirement homes by their adult children and
severely handlcapped children are sent to institutions by their
parentaFam:hesmthepastarebehevedtohavebeeanrecar-
rmg,:_fniorec_' __ le. The data, as incomplete as they are, howev-
donotsupportthls.First, -most families did not face this trou-

drenbornwrt:hseverehandmappmgcondrtmns ‘died very young.
ermore,: there is- evidence that when.- families’ had to provide

'na.nd detenoratlon and will be dis- -

':;Inﬁnnees;ﬂmugh,thxsplctureofthepastmhxghlyselecuve,-
t] certam aspects. emphasized and ‘others ignored. If life was

born; probably two-to three: times more per family, but sig-

people survived to old age, and most chil- o
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e teht-bf‘urban and rural poverty in the 19th century was stagger-
ing..

R : < m:ght be argued that when most people speak of “returning
 to the past,” they are primarily complaining that life today is too

" complex; and the current rate of socm.l change is unsettling. One
 social sclentlst describes this as the “wor!d we have lost syn-
- drome” (Laslett 1976). It is inconceivable that anyone would really
want to give up the improved standard of living for the dreary
and relatively short life the majority of people endured and that,
of course, creates a dilemma.

Families and Social Policy: The Context for
Discussion _ |

3z e

In the best tradition of the modern Welfare State, this country
has repeatedly expressed a commitment to meet the basic needs
of its people.¢ In this same tradition, this evolution has produced a
‘series of policies, programs, and services that are often contradic-
tory and counterproductive when assessed holistically. This does
not mean that specific policies when taken individuvally were not
_ of value. Rather, the specific intervention often created new
roblems” in other areas or operated at cross-purposes to other
pohcms. More ofter than not, the secondary effects were neither
intended nor anticipated. Some examples are well known, e.g., the
disruption of family life through the Aid to Families with Depend-
- entChildrenProgram(AFDC) The program, as structured, penal-
ized two-parent families and encouraged fathers to desert. Recent-
ly, the Senate Finance Committee and the House Ways and
" Means- Committee discussed procedures to enforce child support
payments, to establish pater.mty for dependent children, and to
require mothers to. cooperate in locating fathers. As one observer
- noted, “This requirement is not only an invasion of privacy; it
acts to split poor families apart by pitting women against men
within the family unit” (Stack and Semmel 1974). Less known ex-
“amples are certain housing policies and current emphasis on

‘Thephxase“WelfareS ”” is used more in an ideological s:nse than as a de-
3 acnphonofaspemﬁceetofpoﬁdesandprogxamsthatmuldbeusedmdxﬁ'erenh-
- ate a Welfare State from a non-Welfare State or to locate individual societies on a
. Welfare State continuum. It refers to the gradual evolution of most societies from

penodscharactenzedbylamez—faueandhtﬂeormmmalgovermnental interven-

s honmpenodswhentheStateaeeeptsmcreasedresponsibﬂxtyformeehngbamc'

© human needs. The term * ‘social welfare,” as used in this context, refers to the par-

B _»:‘:.-"hcnlar set of mstrumentalities that a pa.ﬂ:lcular sor.:lety develops to fu.lﬁll the s




naliza _on in. the ﬁeld ofmental healtb. Inthe former,
licies have had unintentional negative:effects on local
hoods. to‘the: pomt _of destroying informal support net-

’ -_ofphyswally ‘separating children from their aged par-
h 'were,mﬁact,qlubesuccessfnﬂmproudmgade-

physwal env:ronment (Young and Willmott 1975; Hear-
mittee on Executxve Reorganization, Pt. 9,
P 283’1’ 1966) The recent emphasis on efforts to

care for the mentally ill and mentally retarded,

:zenmessnmalpohcyare addreesedthmughouttms book.
, ".jfff'Smee the 1930s, the State has assumed that it has the responsi-
bﬂ;lty to~meet, either- dn-ectly .or -indirectly, the income, employ-
ment,housrng andmed:caleareneedsofltscn::zens In a sense,
-it;garantees their physical and social well-being. While this prin-
ciple-has been upheld by successive administrations, there has
M_htﬂeconsensusastowhmhspecxﬁctypes of policies best pro-
note welfare or to which interventions are most appropriate.

'.l?here have ‘been continuous and often bitter debates around
ese issues. The disagreement can be reduced to a number of
1l i questions. Should services be provided as a right or
‘onty made availa?ble to individuals and families when they demon-
stna;te their: mabihty, -usually financial, to meet their basic needs?
Shouldfbeneﬁts be provided to the total populat:lon or restricted to

the qual:ty ofhfe, or should it restrict its activity to guaranteeing
sqme agreed—upon minimum level of welfare, a floor below which
fn_o one is allowed to fall? Should it actively seek to prevent or
-minimize: stressful situations, both environmental and personal,
or; should it react to- problems and crises as they arise?

On"-ﬁone---level'- these questions are shaped by financial consider-
atlons, on: another by disagreements on basic values. Zrguments
are’ oﬁ'ered supporting the thesis that the country can afford only

.s0 ‘much.‘social’ welfare. Resources are limited and need to be
given: to: those with the great&st need. Selective provision rather
than nmversal coverage is viewed as more eﬁ'ecttve and less cost-

target groups, usually defined as “‘at risk”? Should the _

=
-
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ly. In fact, selective prowsion is more lfkely to result in more
services and lngher levels of benefits for those truly in need and . .

‘are not “wasted” on those individuals and families who can man-

age on their own. Finally, by introducing means testing or other "

criteria for eligibility determination, potentially excessive demand

or use is minimized, and the State indirectly encourages individu-
al initiative and responsibility. This position is countered with the
argument that a residual approach, cne that basically reacts to
crises or problems after they have occurred, is shortsighted and
that present economies might result in tremendous future de-
mands. Furthermore, policies and services developed from this
stance tend to stigmatize recipients, segregate them from the
~ mainstream of life, and strengthen an already fragmented service
delivery system.

These questions and concerns are value laden. They are pre-
sented in normative terms to emphasize the idea that policy for-
mulation cannot be equated with technical decisionmaking and
that the process is open to disagreement. On two levels the issues
transcend the technician or analyst and are firmly grounded in
- politics. Questions of what the State should do or must do presup-
pose some degree of consensus as to the desired nature of a specif-
ic society including the relationships among individuals and be-
tween individuals and formal institutions. On another level, and
after the first two questions are resolved, analysts have a role to
play. They can translate goals into resources and can also gener-
ate particular courses cf action to achieve those goals. Unfortu-
nately, the criteria for choosing among alternatives are often eco-
nomic, and the implications of policies are not traced through suf-
ficiently.
~ Despite this ambivalence and disagreement, there tends to

‘emerge a general consensus that when policies are proposed, the
family should be considered in all deliberations. Most, if not all,
argue that families should be protected and strengthened as a
~ basic social institution. For some, this j-osition is philosophical
~ and moral; for others, it is a political necessity. Reasons aside, the
. family continues to be very much a part of the social welfare de-
bate. Even a cursory review of the past 40 years shows that social
legislation has been promoted on the premise that it would bene-
fit family life and, in so doing, benefit the country. In turn, oppo--
nents counter with the argument that such action, if taken, would
weaken the family. Because little rigorous analysis accompanies
these claims and countercharges, for the sake of argument it does
‘mnot matter which group is “right’”’ on a specific issue. Nor is it
possible to determiine what the motives are of the various groups

17
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volved, since motxves are at best imputed from an individualized
perception of what is “good.” Regardless, the notion that the fam-
_i_[ywﬂlbeneﬁt or be harmed becomes a key part of the debate.
.:Recently, the incoming administration stated in a major cam-
paign address that “Families are America’s most precious re- _
source and most important institution. Families have the most——-
fundamental, powerful and lasting influence on our lives. The

strength- of our families is the key determinant of the health and

well-being of our nation, of our communities and of our lives as
individuals” (Califano 1976). Following the election, welfare re-

-_ :-form emerged as a top priority for legislative action. The ration-

. ale presented was to the point, and it argued that existing welfare

‘;I'_‘.";:pohcxes were detrimental to family life. Proposed reforms were
'necessary to restore families to positions of strength. This concern

. for restructuring the system, however, has not been unique to one

" political party, nor is it a new subject for political debate. An-

.other administration, 8 years earlier, introduced slightly different

f "pmpoaals with the argument that the welfare system had been
““guccessful in breaking up homes, robbing millions of the joys of
clﬁ]dhOOd, contributing to social unrest, and undermining family

- life in general” (A Message from the President 1969). Still another

- administration 15 years ago suggested amendments that would re-

focus efforts on the family and family life (Office memorandum on
“Administratnon Actions Necessary to Improve Our Welfare Pro-

. Each of these criticisms generated a series of reforms that were

“to overcome the deficiencies of the public assistance programs

- that evolved from the Social Security Act of 1935. This legislation

- in tarn had been promoted as a major break from the Poor Law

" tradition, an innovation to strengthen the quality of family life by :
providing a protective floor against the risks of income loss ’
- through unemployment, death of the wage earner, disability, Or
mmployment. The designers of the earlier reform saw a guaran-

" teed income as enabling families to remain intact. The merits or
~lixnitations of these policies will be addressed later. They have L
. been introduced here to emphasize that each measure was intro- -
duced with the explicit assumption that it would benefit families.
- Take another example. In 1971, the Office of Child Development
- proposed that universal daycare, available for all families and not
) J‘nst the poor, was both a right and a service with the potential of
_“ymproving the well-being of the total family” (Department of
" Health, Education, and Welfare 1971). The Administration disa-
.'greed, and in his veto of the proposed Comprehensive Child Devel-
opment Act, the President argued that universal daycare would
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“diminish parental authority and involvement with children.”

. Furthermore, he suggested that such public provision would be

. harmfual to the family and would not ‘“‘cement the family. in its
rightfal position as the keystone of our civilization” (Presidential
Veto Message of the Comprehensive Child Development Act of

1971). Four years later, when the Child and Family Service Act of -

1975 was introduced, this country experienced a unique campaign
to discredit it. It was charged that, if enacted, children would be
raised in a “Soviet-style system of communal child care” and that
“;t+ would take the responsibility of parents to raise their children
and give it to the government” (Committee on Education and
Labor 1975). And what principles did this legislation propose? In
the preamble it states that “The Congress finds that the family is
the primary and most fundamental influence on children; child
and family service programs must build upon and strengthen the
role of the family and must be provided on a voluntary basis only
to children whose parents or legal guardians request such services
with a view toward offering families the options they believe to be
most appropriate for their particular needs” (H.R. 2966, Section 2,
94th Congress, 1st Session). ' '

This listing could go on with examples drawn from the areas of
housing, mental health and mental retardation, family planning,
employment and- manpower, and even various proposals for tax
reform. Legislation is defended on the principle of strengthening
family life and attacked by opponents on the assumption that it
has harmed or will harm families.

Families, Social Welfare, and the Current
Debate

- Assuming that these positions are more than political rhetoric,
it is necessary to search for their rationale and to unravel their
implications. The family is viewed by many as a social institution
under attack, one that has been weakened over the preceding dec-
ades, -one that is in danger of annihilation. How real is this con-
cern for families? As importantly, why the concern and what fam-
ilies > being discussed? Regardless of ideological or political
pretervnce, many agree th-. the breakdown is occurring and that
it is in the best interest of society that the family be restored to
‘its earlier position. The underlying assumption. is, of course, that
previously the family was stronger. There tends to be less agree-
ment, however, on the causes of the perceived breakdown or on
ways to reverse the trend.
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pollmesanddevelopxtsownThepmisincrementaLchmc
tenzedmorebymarg:naladjustmentsthanbyradlcalchange.Ex-
amples are the numerous income maintenance, food stamps, man-
power, and educational programs. Intervenuon usually takes
place after a crisis or breakdown, whether individual or structur-
al. While in the earlier period of the Poor Law, services were
made available only as a last resort, forcing families to admit to
pathology or “family bankruptcy,” the current role of the State is
- still seen as marginal though not as repressive or personally de-
meaning. Legislation, by and large, still views social welfare as a
system that should be concerned with a relatively small propor-
tion of the population, & residual group unable or unwilling to
meet its own needs (Titmuss 1963). In general, then, the State bhas
been reluctant to intervene if that intervention in any way is per-
ceived to interfere with the family’s rights and resggasibﬂltms for
self-determination.

This residual approach, consistent wWith earlier soc1al philos-
ophies of laissez-faire and social Darwinism, is gradually becom-
ing balanced with the belief that society, especially as represented
by govemment, should assume more direct responsibility for as-
suring that basic social and economic needs be met.-However, this
evclution, incorporating many of the earlier Poor Law policies,
has produced a number of uncertainties, and the borderline be-
tween society assuming increased respomnsibilities through its so-
cial welfare institutions and the family retaining appropriate
functions has become less clear.

For example, over 40 years ago, the Federal Government estab-
hshedaprogramofsodalinsuranceandpublicassistancethat
provided retired persons a guaranteed income. Implicitly, the
_principle was established that adult children were mot to be held

e for the economic needs of their parents, a position
that ran counter to previous policies. In practice, however, the
principle was not totally accepted. A number of States still have
various statutes regulating filial responsibility (granted, they are
not enforced in most situations), and early drafts of current wel-
fare reform proposals state that adult children have a duty to
care for their infirm parents.s The State has also assumed major
responsibility for the education of children and youth.- It has justi-
fied this intervention, a policy strengthened by legal require-
ments, from a human investment rationale, i.e., children are the
adults of the future and will be responsible for the social and eco-

s Earlier drafts, later amended, required that the income of all relatives in a
household be counted when determining eligibility for welfare benefits of anyone
in the household This requirement would have penalized many families because
aged members would not have been eligible for Medicaid or Social Security. :
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t:al.Manyambwalentparentsweremadetofeelgmlty if they re-
sisted institutional care, and they were led to believe that such a
_deasxonwouldnotbemthebostxnterestofthehandlcapped
 member in terms of his or her physical and social well-being. A
- second and equally convincing argument for institutionalization
was that in providing home care, intense strains are placed on the
t. ‘al family unit, creating problems for the other children or be-
tween parents. However, the pendulum recently seems to have
swung to the opposite side. Professionals now seem to feel that
community care, including family care, is superior to institutional
care. Furthermore, it is extremely difficult, given current prac-
tices in the States, to institutionalize a young, severely retarded
child. The current thinking among professionals is that instita-
tional care is not in the best interests of the child or family as a
whole, and, as in the fifties, much pressure is brought to bear on
parents. While there have been exceptions to these polar posi-
tions, there has been a tendency to see solutions in either/or
terms rather than anticipating the value of diversity. In some sit-
uations families can provide better care, and in others, the State
is the more appropriate caregiver. Therefore, there should be a
range of policies, and specific policies may have multiple pur-
poses.

Policies may then be located on a continuum whose end points
are extreme forms of substitution (the State becoming the family
for the individual) and total lack of State involvement in family
life. The needs of families and individuals vary in time and over
time and ideally the State would respond to those variations with
policies that support families when they need support and substi-
tute for families when they are mcapa.ble of meeting the needs of
their members. Even this postuzatlon is incomplete, since it sug-
gests a progression from no services to supportive services to sub-
stitute services, the last only when the family breaks down. In
many cases, a family may need some other social institution to
temporarily assume the total caring function for a child or a frail
elderly parent but would reassume primary responsibility after
the crisis has been dealt with. From this point of view, both func-
tions (support and substitution) are necessary, and neither can be
offered as more important nor desirable than the other.

If these premises are accepted (they are dealt with at greater
length in the monograph), it becomes critical for the literature to
" be drawn from the social and behavioral sciences and for the pro-
fessional field to be examined and synthesized within a frame-
work where the family is identified as a social service interacting
with pother social institutions. The overriding question guiding
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What tends to distinguish this from traditional research is the
way the questions are formed and the specific purposes of the
ingwithdesirable,eﬁ'ective,andfeasibledivisionofresponsibﬂity
between families and other institutions are different from a more
standard research question that sets out to determine the rela-
tionships between variables, e.g., the effects of maternal employ-
mentonchilddevelopment.Theformerhopestoproducesome—
thingthatlegislatorsoradministratorscaneasﬂytranslateinto
action, while the latter provides a better understanding of certain
relationships. Policy analysis relies heavily on research, while re-
search can stand by, itself, although Bronfenbrenner (1974) has
suggestedthatsocialsciencereliesonsodalpolicyforvitaﬁtyand
validity. A further distinction is that policy analysis, to be useful,

mustbemponsivetotheneedsofpolicymakerswhoareoften”_

under considerable time pressures. The researcher who informs a
decisionmaker that the specific information needed is not availa-
ble and cannot be had for 1 or 2 years or more soon loses his or
her audience. While the best possible information may not exist,
there is value in reexamining what is available and drawing from it -
reasonable policy responses. The argument used is that the infor-
mation can provide some direction, transcending intuition.

This monograph attempts such analysis and is based on a re-
view and synthesis of major research covering the last 10 years of
dealing with the family as a social service. Given that the family
is accepted as an appropriate focus for academic disciplines such
as philosophy, sociology, anthropology, political science, econom-
ics, and history, as well as the professional fields of medicine, so-
cial work, psychology, law, and education, the search was consid-
erable. The initial phase of the study attempted to identify and
pulltogetherindicatorsassociatedwiththecaringfunction_ln
general, they dealt with family structure and family types. Specif-
jic indicators include family size, mobility, female participation in
the labor force, dependency ratios, emerging new forms of fami-
lies, the prevalence of three and four gemerational families, and
indicators of family disorganization. While these indicators are de-
scriptive,implicaﬁonsoftrendsaredrawnoutastheyrelateto
the family’s capacity to function as a social service.

Studies of the attitudes and values people hold about various
caring functions were then reviewed. Policy formulation is de-
pendent on general attitudes and beliefs. If consensus seems to

exist, the process is facilitated; if not, the policymakers must de-
termine whether there is a need for education and information
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testing, and the end product is a discussion of what may be done,
given what is already known. _ _ _

Chapter 2 explores the concept of the family as a primary social
service. It covers approaches to defining families and the chang-
ing nature of the family over time. Chapter 3 provides descriptive
material of two at-risk groups, their characteristics and needs.
Chapter 4 builds on the preceding chapter and discusses the more
general issues of social welfare, i.e., financing patterns and prob-
lems in organizing and delivering supportive services. The ques-
tion of professional response to families is dealt with in chapter 5,
and the final chapter reexamines the initial policy questions. Im-
plications for policy and research are also identified.
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cators, such as increased geographic mobility and working moth-
ers, are seen as contributing to these developments. Weak family .
units, then, come to be defined as those on public welfare; those -
in which parents abuse their children or each other; those in
which there is a single parent—the ‘“broken family’’; those lack-
ing in nurturance, etc. These approaches offer definitions or de-
scriptions that are based on some concept of pathology or devi-
ance. With this underlying assumption, it is easier to understand
why s0 many existing or proposed policies are concerned with res-

toration—rehabilitation through treatment and cure. This ap-

proach, however, raises some serious questions. Are these appro-
priate indicators on which to base public policy? Possibly not.
Bane (1978) questions whether divorce and the work status of
women are problems. “The assumption behind this categorization
(i.e., nonproblems) is that the ways in which men and women
choose to marry, split; have children or work, are not in them-
selves problems. There are, of course, circumstances under which
their choices cause problems for others, particularly for children.”
Furthermore, the relevance of the indicators aside, how are they
to be used? Indicators are merely descriptions. They do not, nor
can they, explain why the conditions exist nor suggest what
should be done. Within the pathological model, these indicators 5
are used to justify policies that attempt to rehabilitate or reshape
those families with these characteristics—to make them more like -
“nonweak families.” It is implied that they are the cause of their . :
own problems, that they are failures. Such a view deemphasizes
the need to examine systems external to the family and to devel-
op policies and services that either reverse or minimize their im-
pact on these family units.

Even with these caveats, what useful information do these defi-

nitions offer in attempting to describe strong families? It is not -
too helpful to be told that strong families are those that-are inde-
pendent, self-reliant, and capable of meeting the nedils -of their

members. There are no families that can completely meet these 3
criteria. While most families are not receiving public assistance,

many are benefiting from various tax and hrasing policies. Few

families are independent to the point where they have the re-
sources to educate their children within the family unit. Virtually 3

all rely on the education system, whether private or public. While. -
this reliance may be an oversimplification, strong or weak fami- -
lies are more likely than not to be end points on a continuum,
and each individual, or for that matter, each society, perceives a
desirable point above which independence is good and dependence
unacceptable. That point not only shifts over time, but the contin-
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aum itself is really a set of continua, and strength is defined dif-
ferently on each, e.g., physical care, education, and econormc
maintenance.
* "While all would agree that spouses should respect and support
reach other, there is less agreement as to the balance »etween the
identity of each individual as an individual and the individual as
‘a'member of a group. There are tradeoffs involved, and few guide-
lines are -available. Furthermore, all would agree that children
should grow up in a caring environment where their social, physi-
cal, and emotional needs are met, but few agree as to the specifics
of such an environment. When “solutions” are offered, they often
' are ‘simplistic or, in some cases, impractical. They range from rec-
- ommendations that the Welfare State be gradually dismantled to
gu'gg'esttonsthatworkmgmothersresumeonafullhmebaslsthe
more “crucial” functions of childrearing. Although simplistic in
their analys:s of causation, the recommendations appeal to large
numbers of people who seem to need uncomplicated statements of
why problems exist and what can be done about them. And yet,
‘b_oth -of theee popular solutions have little basis in fact. Retrench-
ment in social welfare assumes that intervention has become a
&isincentrve. ‘Families no longer are willing to provide social care
but can be forced to become more responsible. In the words of Sir
ex Jweph (1974), a leading British Conservative and former
]M’m:ster of Health and Social Services, “when you take responsi-
'bi‘l;ty away, from people, you make them irresponsible.” Carried to
its. .extreme, this position argues that the State should be guided
bypnnczpls of Social Darwinism as evolved in the 19th century.
‘The problem with this solution is that similar analyses suggesting
that families had deteriorated can be found in the 19th and 18th
centuries, long before the emergence of the modern Welfare State
(Moroney . 1976). The argument for returning mothers to their par-
enting/homemaking roles is equally spurious. The same problems
of concern today existed before women entered the labor force in
.great numbers. Furthermore, most mothers work because they
“have to, and if pohcxes were developed to reverse current trends
~without changes in economic and welfare policies, the quality of
famﬂy life would be seriously altered.
", It is understandable that definitional issues are set aside and
:the*debateconﬁnedtotheabstract.EachAmencanhasadeﬁnl
:tion for the terms “family” or “strong families.” Unlike other
areas of policy development, most of which demand some techni-
cal knowledge, each individual, professional or not, considers him-
sélforherselfanexpertbecauseevezyonehasor at least has had
'f?fa:mﬂy. Those who feel that their own experiences were good de-
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fine strong families in terms reflecting their own. Even those with
negative experiences tend to idealize the type of family they

For all of these reasons, the public debate is often nothing more"
than rhetoric that produces lofty idealized statements and slo-
gans. As long as the term “family’’ remains vague, disagreement
is minimized. A move beyond this level of abstraction proves dis-
quieting for many. The apparent consensus evaporates, especially
if specific objectives are debated. In one way or another, the con-
cept of family and the notion of developing policies to affect fam-
ily life inevitably raisc fundamental questions about the nature
and form of society in general, including an evaluation of what it
is and what it might be.

American Families: Concepts and Approaches

Families have been examined in a variety of ways from a num-
ber of different disciplines, including demography, sociology, an-
thropology, psychology and social psychology, history, and eco-
nomics. Hill and Hansen (1960) in an early review article identi-
fied at least five major conceptual approaches, each generating its
own set of definitions. The interactiornal approach viewed the fam-
ily as a ‘“unit of interacting persons, each occupying a position(s)
within the family to which a number of roles are assigned.” With-
in this framework, the family is defined as a relatively closed
unit, and emphasis is on internal relationships. Primary attention
is given to role analysis, problems of status and conflict, processes
of communication, problemsolving, and decisionmaking. The
structure-function approach, on the other hand, sees the family as
a social system, one of many components in the complete social

Within this fremework, attention is given to “the interac-
tion of the individual family member with other individuals and
subsystems in the family and with the full family system; the in-
terplayofsubsystemswithothersubsystemsandwiththefull
family system; and the transactions of the family with outside
agencies and other systems in society and with society itself.” The
situational approach views the family as a social situation for be-
havior and focuses on the individual’s behavior in response to the
situation. “The family, then, is seen as a unit of stimuli acting to--
ward a focal point (e.g., child).” Within the institutional approach,
the family is defined as a social unit in which individual and cul-
tural values are of major concern. “Continuity is assured for the
individual’s values and learned needs are transmitted from gen-.

—
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than useful for other areas of research related to the family; they
were not intended to be. '

First, the unit of analysis is the dwelling unit and the house-
hold living in it. As Bane (1978) argues, ‘“‘the Census Bureau defi-
nition of family does not encompass the relationships of people
who do not live together but who may think of themselves as
members of the same family, maintaining emotional, social and
often financial bonds across households. Nor does it encompass
unrelated people wno live together and who think of their house-
hold as a family.” As structured, the census definition is not able
to arrive at the prevalence of three and four generation families.
Furthermore, by focusing on dwelling units, the census data have
been used by some researchers to show that the nuclear conjugal
family is the dominant form in this society. As Glick warned over
20 years ago, “the status of the family changes in so many 1e-
spects from its inception to its dissolution that it is largely an ab-
straction to speak of ‘the average family’ in the United States as
of one point in time” (Glick 1957; Norton 1974; Glick 1976). Yet
this is done repeatedly by those who rely heavily on census data
since these are collected in a cross-sectional survey and cannot
deal directly with family formation, expansion, and dissolution.
The fault is not with the Census Bureau, but with the research-
ers. While the concept of life stages is dealt with later, it is worth
stressing that census data do demonstrate the dominance of nu-
clear households but in no way support the position that the nu-
clear family is the dominant form today.

The issue of nuclear versus some form of extended family form
needs examination at two levels. The first questions the appropri-
ateness of fit between family form and those institutions that
have evolved in the industrial era as well as those emerging in
what has been termed the postindustrial period. This is the ques-
' tion of adaptation and tends to assume that one form is superior
to others. The second issue, less valuative in its beginning point.
is concerned with empirical reality. Is there a dominant form or a
variety of forms including, but not limited to, nuclear and ex-
tended? Depending on the evidence, what are the implications for
public policy? This position tends to be more neutral than the
first in that it does not favor one form over another, nor does it
search for policies that directly or indirectly attempt to shape
family form. To do so, to work toward a form of “idealized family
type,” is a form of social engineering that is both presumptuous
and dangerous. To see public policy moving in this direction is to -
accept the notion that families basically exist to meet the needs of
other social institutions, that they are means or instruments to
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expectant mothers, mothers without husbands, the unemployed,
and so on. Services are provided to individuals on the implicit as-
sumption that if an individual family member is provided with a
service, the entire family will benefit. While these services do
affect families, the nature of the impact is unknown, since the as-
sumption has not really been tested.

The Case for the Nuclear Family

Social scientists interested in the family have tended to operate
on the assumption that societies (at least in theory) have orga-
nized their kinship systems, along either conjugal or consanguinal
lines (Linton 1936; Parsons 1943). From this starting position, it
was suggested that these patterns are associated with existing
economic systems in which a stable agrarian economy was charac-
terized as consanguinal and the more industrial as conjugal (Mur-
dock 1949; Nimkoff and Middleton 1960; Osmond 1969). Further-
more, the industrial society was likely to emphasize a nucleated
system with family units consisting of husband, wife, and off-
spring independent from other kin, while nonindustrial societies
favored the extended family in which the conjugal units were in-
tegrated into a set of kinship ties (Kerckhoff 1972). Finally, those
who accept this position imply that the history of the family
should be seen as the gradual decline of the large patriarchal
family and the rise of the nuclear family through a natural evolu-
tionary process (Parsons and Bales 1965; Burgess and Locke 1945;
Ogburn and Nimkoff 1955). According to this interpretation, this
smaller, more independent family unit, is ideally adapted to the
requirements of industrial society even though a number of more
traditional family functions have been transferred to other social
institutions in whole or in part.

For some social scientists, the family no longer is a fully self-
sustaining social unit and has had to relinquish its economic (or
at least has shifted from a production to a consumption unit), edu-
cational, and protective functions, leaving it with the responsibil-
jties of socialization and emotional support of its members (Og-
burn 1933; Nimkoff 1965). For others, however, even these re-
maining functions are no longer the sole responsibility of the fam-
ily but have been taken over gradually by the health care system,
formal education institutions, organized religion, and, in terms of
recreation, the commercial sector (Hauser 1976).

Primary or shared responsibility aside, proponents of this evolu-
tionary view stress the appropriateness and capability of certain
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functions still under the control of the family. Socialization of
children without doubt emerges as the major family function. So-
. cialization is defined as “‘the process by which persons acquire the

knowledge. skills, and dispositions that make them more or less
- able members of their society’”’ (Brim 1968). ““The function of so-
' cialization is to transform the human raw material of society into

f - good working members; the content can be considered analytically
- to include an understanding of the society’s status structure and
- the role prescriptions and behavior associated w:i*» the different

= positions in this structure’” (Brim 1968). He and others argue that
. while the literature tends to emphasize the socialization of the
 child, socialization continues throughout the life cycle as adults

take on new roles (Cogswell 1968, Sewell 1963). Lasch, in a review
of the literature, states:

As the chief agency of ‘“‘socialization,” the family reproduces
cultural patterns in the individual. It not only imparts ethical
the child with his first instruction in the

social roles, it profoundly shapes his character, in
waysofwhmhhe:snotevenaware.The ylnst:lllsmodes
oftbonghtthatbecomehabltual.Becauseofnsenormous
emotional influence it colors all of a child’s subsequent
behavior . . . If reproducing culture were simply a matter of
formal instruction and discipline, it could be left to the
schools. But it also requires that culture be embedded in per-

Socialization makes the individual want to do what

sonality.
he has to do; and the family is the agency to which society
entruststh:scompluanddehcat.etask(l.asch 1975).

- Socialization then, beginning in childhood and continuing
- throughout adult life, is concerned with knowledge, ability, moti-
.. vation of individuals, and the transmission of norms and values
- across generations. Furthermore, in the view of many social and
- behavioral scientists, this process is bes. carried out in the nucle-
- ar family (Parsons 1968; Weinstein and Platt 1977; Burgess and
. Locke 1945).

.+ A second function still retained by the family is the provision of
. social and psychological support (Parsons and Bales 1955; Berger
- and Kellner 1970). The modern family, in losing some of the earli-
. er functions, has emerged as an agency specializing in emotional
- 'services for its members. It provides adults with an escape from
" the competitive pressures of the market while at the same time
equips the young with the necessary resources to master those
_ pressures. It is within the nuclear, conjugal unit that intimate
.and meaningful relationships are possible and that alienation can
- be countered (Carroll 1973).
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A third function is that of providing a stabilizing environment,
one that benefits individual members as well as society as a whole
(Mercer 1967). Segre (1975), moreover, argues that the nuclear
family is ideally suited for this, while only the “less privileged”’
need an extended family for survival. Hauser (1976), building on
Parsons’ notion of social systems, hypothesizes that “the more
mpidtherateofchange,thegreaterbecomestheprohabﬂitythat
sectors of the social order will be characterized by anachronistic
relationships and dissonance which may be represented in the at-
titudes, values, and behavior of the individual.” According to this
view, the reorganization of the individual, the family, and the so-
cial order is preceded by family disorganization (Sorokin 1941).
Hauser concludes that the nuclear family, unlike the extended
family,canbestmovewiththesechanges.Whﬂenotagreeing
that the nuclear family is superior, Vincent (1967) discusses the
adaptive function of modern families. Given the pervasive
changasnotedabove.hesuggeststhatsodetyneedsafamﬂysya-
temthatishighlyadaptivetothedemandsofothersocialinstim-
tions as well as to the needs of its own members. The family fa-
cilitates social change by adapting its structure and functions to
these external changes.

A major reason is that the family’s strategic socialization
function, that of preparing its members for adult roles in the
larger society, is inseparable from its mediation function,
whereby the changing requirements (demands, goals) of that
societyanditaothersecialinsﬁtutionsaretranslatedandin—
corporatedintotheongoingsocializationofall members of
the family, both children and adults.

Social scientists who agree with the thesis that the family has
gradually evolved to a nuclear form see this transfer of functions
as desirable. The extended family retarded industrialization by
discouraging individual initiative. Because this new form is more
adaptive, more stable, and more mobile than the traditional fam-
ily, greater advances in economic growth are possible. Moreover,
theconjugalfamﬂyeneouragesmoreintimateandsupportivere—
lationships for its individual members. Finally, by transferring or
sharing functions with other social institutions, the family is able
to concentrate its efforts in the critical areas of socialization and
emotional support.
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standard.Carewupmvidodbutprob.blymtfmelyandoﬂen
without affection. Given the lack of alternatives under the Poor
Law, care for the handicapped was often perceived as something
that had to be done. Conceivably, the early developments of the
modernWelfareStat.ehadapositiveeﬁ'ectonthefamily.and.
contrarytotheargumentsofaomesocialsﬁentim.theyactuany
strengthenedfa.milylife.lnremovingtheeconomicstrainandes-
tablishing an income-maintenance floor, family members were for
thefirsttimecapableofprovidingotherformsofsodalsupport.
Why then this widespread acceptance of the theoretical belief
that the nuclear family not only had emerged as the dominant
family form, but also that it was superior to earlier forms? There
are at least three possible explanations, each of which offers par-
tialanswers.Earlieritwassuggestedthat.beeauseofthe manner
in which the Census Bureau collects data, some social scientists
have equated the nuclear household with the ascendency of the
nuclear family. However, to equate families with households -.
spurious. Further, Sussman (1965a) suggests that many of the ear-
liersociologistsviewedtheworldindichotomies. Families were
characterized as either extended or nuclear units, and theories
were developed when the prevalence of three-generational fami-
Heswaslow.l.asch(lS?S)goeSevenﬁ:rtherandarguesthatmany
of these sociologists posited the dominance of the nuclear family
because it fit their theoretical perspective. In the sociologist’s view
of evolving society, the extended family was conceptually disfunc-
tional. Its emphasis on cross-sectional analysis ignores fluidity,

family patterns. Most families go through extended and nuclear
phases, a fact that is hidden when social scientists rely exclusively
on periodic cross-sectional samples. Family types are con.used with
' in the developmental cycle of a single family organization.
- As Glick (1957) has pointed out, families go through a series of
characteristic stages between formation and dissolution. He identi-
fies six such stages: marriage, establishment of households, bearing
andrearingchﬂdren,marriageofchildren,lateryeanswithout
children,anddissolutionthroughdeath.Thesestageshaveledhim
toconcludethattheaveragefamilyasofonepointintimeisan
abstraction. Those who argue for the dominance of the nuclear
famﬂydosobecauseitmakestheoreﬁcalsense,whilethosewho
argue the existence of the extended family are more empirically
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" The argument that the dominant form of family structure is
- not the nuclear family, but a modified extended family, is based
 on a number of facts: the existence of three-generational families,
the amount of vertical and horizontal communication between
family subunits, and the extent to which family members offer as-
‘sistance to each other. While it is difficult to draw conclusions
- sbout the quality of these interactions from quantitative data, in-
. teraction is a necessary condition for emotional closeness and sup-
- port. Sussman (1965a), almost 15 years ago, argued:

The theoretical position assumed . . . is that there exists in

modern urban industrial societies . an extended kin family
h:ghlyxmdwnhmanmkof.odalm
and mutual assistance, that operates bi-lateral

hnlinuand over several generations. validity
of this position is by the accumulation of empiri-

cal evidence on the structure and functioning of urban kin
networks . . . (evidence) so convincing that we find it unnec-
toeont;nuefnrtherdeocnpuveworkmordertoewab-

essary
Bsh . . . (its) existence.

S While Sussman reported on urban areas, Rosencranz et al.
.  er, in spite of Sussman’s position that it is unnecessary to docu-
‘- ment this further, the evidence is not an integral part of our poli-
. . ¢y development. The evidence shows not only that families of all
¢ - social classes tended to function in extended kin networks, but
. - ents. Rather, it took the form of a bilateral exchange across gen-
- exational lines (Lowenthal and Robinson 1976; Sussman 1965a).
- -Although it might be argued that these data are old and the stud-
" jes preceded the social upheavals of the late 1960's and early
> 1970's, two recent surveys suggest that the same patterns are oper-
.. ating. Cantor (19756) reports that two out of three inner-city el-
= derly have at least one living child. The majority of children live
. relatively near their parents, and the two generations have fre-
- Ixalf their children at least once a week and two-thirds at least
. momthly. Intergenerational support includes assistance in carry-
- ing out chores of daily living; giving advice; intervening in a cri-
" 'sig, principally at times of illness; and giving of gifts and money.
. ' Remarkably, this survey was carried out in New York City, and
- classes and ethnic groups. The second piece of evidence is offered
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by Hams et al. (1975) and is reported in his national survey of
o the elderly (table 1).

Table 1—-Amount of COntact by Elderly With Children
and Grandchildren (Percentages)

- Grand-

Children children
\Nithm last day or so, incl. living with. .- 55 45
Last week S 26 28
AL month ago . cemesemeeressnsueessnncsnants 8 10
2-3 months ago eeeesesssemassesenmesnseemncnetitmtsessseseananns 3 5
“-Longer... 8 11

- Not sure
. [ - IO 100 100

. Source: Adapted from Harris, L. and Associates. The Myth and
' Reality of Aging in America. Washington, D.C.: National Council on the
Aging, April 1975, p. 73.

. Over half of the elderly saw their children within the last day
and slightly over eight in ten within the last week. An extremely
smallpercentagecanbesaxdtobe:solatedfromthexrchﬂdrem-
The reality of intergenerational contact is further strengthened if
grandparent-grandchﬂdren interaction is included. Moreover, the
. patterns of support and exchange continue to be bilateral. More
' than four in five elderly persons help their children or grandchil-
dren ‘in times of illness; three in four care for their grandchildren;
_and more than half offer financial assistance. While the survey
_does mot report on the amount of help given, nor the frequency, it
-does.'show the. presence of an extended-kin' network. Given that
the- type of mteractlon is similar to that reported earlier (in these
sﬁ:d:es*the*mtens:ty is reported -on), it is reasonable to suppose -
‘that the ‘amount and frequency are significant (Shanas et al.
1968).(Seetable2.) _

The chscussmn to this point has focused on mtergeneratlonal
- '_"commmcatmn. ‘Harris and his associates (1975) also report the
... extent ‘of - horizontal interaction. Forty—four percent of the elderly
et living ‘brothers and sisters see at least one of them weekly,
‘“vhile 62 'percent of adults between 18 and 64 years ofage see one-
5 -.: of then' sibl.lngs weekly. |
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Not
Do <
Do appli-
not cable
90 8 2
68 19 13
54 28 18
45 44 11
. 39 52 9
34 54 12
26 60 14
16 64 20

Harns.L.andAssoclates-ﬂreMand

_H’eaﬁty of Agmg in America. Washmgton, D.C.: National Council on

:theAgmg.April 1975- P- 74. .

”Batasnchasthesehaveledagromng rumber of social scien-
tists: to argue that the isolated nuclear family rather than the ex-
tended_ ‘family is the rarity. Most people are housed in nuclear
units;, “but . most people live in exteanded networks. Litwak (1965)
hasconclnded that:

In terms of the problem of maximizing available resources,
. the author would hypothesize that the modified extended
- family would be a more efficient unit than the nuclear fam-

itly—all things being equal. This results because the modified

- extended family, confronted with a problem, has a greater
' pool ofresources to draw on than the nuclear family.

The argun:ent, of course, can be extended beyond the benefits
derived by individuals. Earlier it was pointed out that most social
pohmes are oriented to individuals and not to families. Further-
more; ‘when the object of the policy is the family, invariably it de-
fines the- family as nuclear. To shift policy development so that
the mod:ﬁed extended family is explicitly included would require
a major reorientation and tremendorus creativity but would bene
fit the State in the long run. If successful, such a reorientation
could result in policies that set out to maximize available re-
sources, the natural resources of the family, and the resources of
thesoc:al welfare system. Such an approach begins with a search
for' ways to support families by complement:ng what they are al-
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ready doing—intervening directly and indirectly, but not interfer-
ing. To identify possiblc strategies, it is necessary to review the
‘characteristics of families and the exiernal stresses they are expe-
riencing. It is one thing to define the family as a social service, a
primary caregiver to dependent members; it is another to ignore
the real issue of capacity to function in this area.

Characteristics of American Families

. Families today differ significantly from those of the 19th cen-
tury, and a number of these differences potentially affect a fam-
_ily’s capability and willingness to provide effective social care for
their dependent members—to function as a viable social service.
This section examines some of the more critical changes. Given a
concern for families caring for dependent members and specifical-
ly handicapped children and aged, the analysis does not attempt
to review all changes related to families, but focuses on a limited
number, e.g., family size, women and employment, and marital
status.. :

. Perhaps the most notable change is the size of the family (table
8). Toward the end of the 18th century, the average household size
was almost six persons, and over one in three households had
seven or more persons. By the end of the 19th century, the aver-
age household size decreased to under five members accompanied
by sizable increases in two- and three-person households. Today,
average household size is less than three (a reduction of 49 per-
cent since 1790 and 40 percent since 1890). Fifty percent of all
households are now one- and two-person units, while only one in
six are households with five or more members compared to one in_
two 100 years ago. These data are, however, on households and
not on families. As mentioned earlier, the Census Bureau changed
the definition of a household and a family, making long-term
trends in family composition difficult if not impossible. These
larger households of the past included servants and boarders as
well as related members.

The information on family size, although of shorter duration,
shows similar trends (table 4). Forty-five years ago, one in three
families had five or more persons, compared to one in five in 1975.
A significant shift was in the percentage of two-person families.
Even though women were marrying younger in each successive
generation since the turn. of the century and theoretically they
' were likely to have more children, the birth rate dropped signifi-
cantly. Although the birth rate did swing upward between 1950-
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not Households by Size

1950 | 1960 | 1970 | 1975

42826 | 52799 | 63401 | M1,120
03| 131 171 196
81| 28] 23| 6
28 189 173 174
84| 176 158 156
04 15 103] 40
63; AT 56 43
o 541 80| 35
1000 1000| 1000 100.0
39 30| 315 2%

HALLOAJASHAJd NI SEI'IIINVA

R ranmies. €y, 1591. D, |
Somca: US Bureau of the Censu& Current Population Reports. Series P-20, No. 231, Household and Famil
, US, Govt. Print, Off, 176, p. 3.
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| Table 4—Number of Familiee and’ Percent Distribution -

; | | by 8ize
. ]

o j 1930 1940 195C 1975
All Families (000) 27.980 | 32,166 | 39,303 55,712
2 persons.. 26.1 29.3 32.8 37.4
3:.persons { 225 242 252 21.8
4 persons... 18.8 19.3 19.8 19.7
5 persons 12.8 11.7 11.1 113
6 persons 8.1 6.8 56 54
7 orsnore persons 11.7 8.7 5.5 4.4 -

R 100.0 100.0 100.0 100.0
- Mean cord 4.04 3.76 3.54 ' 3.42

Souroe Glick. P. American’ Farmlies. New York: Wiley, 1957. p. 30.

Source: U.S. Bureau of the Census. Current Population AReports.
- Series P-20. No. 291. Household and Family Characteristics, March
_7975 Wasl-nngton D.C.: Supt.ofDocs. U.S. Govt. Print. Off 1976.p.7.

© 1960, 1thasbeguntodropagammthe 1970s. The average number

‘ofchﬂdrenperfamﬂy75yearsagow332.9 and today it has .

dropped o 22 (Glick 1957). (See table 5.) This trend in fertility
andrtseﬁ'ectonfamﬂystructurehashadamgnlﬁeant impact on
family life. In the middle of the last century, the average mother

' _wassﬁllbeamgchﬂdrenwellmtoherthxrn@,bylm)ﬂ she had

completed her childbearing functions at 33, and by 1970, at 29

. years of age. Unlike her predeceGSOr, the pr&sent—day mother is

‘likely to have completed her childrearing function in her forties.
’ 1t13mterestxngtonotethattheb1rthral:eper1000womenagedj'_

5539 in 1920 was 86, and by 1975 it had dropped to 19.4. For ages
. 40-44; the birth rate per 1,000 women was 35 in this earlier peri- :

- od7and. 4.6 in 1975 ('U.S. Bureau of the Census 1960- US. Bureau' N
y ;;-_-ofthe Cens‘.:s 1977. .
. Oneé argument, for - these changes is that as a society beoomes
moremdustnahzed it develops some form of Social Security or so- .

cial insurance. system. Without thls, many parents, however erro- -
fheously, vzewed their: children: as thelr insurance for old age, and ' -
-tﬁeﬂgreater the number of .children, - ‘the greater the .insurance :.."i

(Schottland 1963).  With collective 'Social: Security mechanisms
favailable,theneedforlargefamﬂi&e dlmm.lshed_ Related tothxs




iwas the dra.matlc reductaon in mfant mortality rates. Over the
pastSOyeaxs,th:sratehasdropped from 86 to 16 per 1,000 live
births: (See table 5.) While data for the nineteenth century are
sketchy, 100 years ago (1870-1874) in Massachusetts, the infant
-’mortalrtyratewasashxghasl'io per 1,000 births (U.S. Bureau of
the Census 1957). One can only speculate what the rates were in
the frontie¥ States. The norm was to have a large family on the
.assumption that only a few would survive. Another reason was
‘the nonavailability and/or nonreliability of fertility control meth-
;o_ds.Theﬁnalfactorlsrelatedtochanglngexpectatmnsand roles
" ‘of women over the past 50 years. In the past, women had few op-
- portunities for careers outside the home. Furthermore, prior to
. World War II, mothers were under heavy societal pressure not to
_work. Since then, not only has this sanction disappeared, but
-.women have been encouraged for economic reasons to limit the
.size of their families. Large families are now viewed as & barrier
*. to social mobility and to a high standard of living.

" Table 5—Birth, Infant Mortality, and Maternal Mortality
g Rates, 1840-1976

. infant
- Birth - Maternal
Year rates m?arglsny mortality
- 1840 ... eemeeeeremeasemeameeeanannseaens 51.8
B £ 272 7o IS 39.8
B K2 0 o U S 32.3
D K2 0 2SN 27.7 85.8 79.9
1940 eecmtcesomamnen emeeosmmnennennnd 19.4 47.0 37.6
g £2 570 SOOI U 23.7 26.0 3.7
- 1970 reeeccseeermeaeeetteseneenenetnmnnnannnes) 18.4 20.0 2.1
L £ (- O — 14.7 16.1 1.3

__ Notes: Birth rates are per 1,000 population; infant mortality rates
. are per 1,000 live births; maternal mortality rates are per 10,000 live
- births.

" . Sources: Adapted from U.S. Bureau of the Census. Historicas

" Statistics of the U.S., Colonial Times to 1957. Washington, D.C.
1960. pp. 23 and 25. U.S. Bureau of the Census, Statistical Abstracts

- of the U.S., 1977. Washington, D. C., 1977. pp. 55 and 70.

- Mothers, having completed their childbearing function by 30,
‘ had the time and opportunity to begin or resume other careers,
- many with paid employment (table 6).
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Table 6—-Labor Force Participatlon Rates (Female)

- : R o - Percent

Age - ‘ 1950 1 960 1970 1 974 change "~
. - 1950-1974
1619 _ ' 41.0 394 44.0 49.3 20.2
- 20-24 46.1 462 578 63.2 37.1
- 25-34 ———d 340 36.0 45.0 52.4 541
3544 : 39.1 435 51.1 .7 39.9
45-54 38.0 49.8 54.4 54.6 43.7

. 55-64 27.0 37.2 43.0 40.7 50.7
“Total 33.9 37.8 43.4 45.7 348

_ Source: U.S. Bureau of the Census. Current Population Report. A
Series P-23 No. 58. April 1976. Table 7-2, p. 28.

- In 1900, 20 percent of women were employed. Over the next 40

years, this percentage gradually rose to 26 percent. The figures
. for married women rose from slightly under 5 percent to 15 per-
cent during this same period. Older women (45 to 64 years of age)
- were less likely to be in the labor force—14 percent in 1900 and
20 percent in 1940 (U.S. Bureau of the Census 1957). (See table 7.)

Tabl_e 7—Labor Force Participation Rates (Married
Females), Spouse Present

Percent
1950 { 1960 | 1970 | 1974 change

With Children under 18..........{ 18.4 | 27.6 | 39.7 | 44.8 143.5

TotalMamed . 238 | 306 | 408 | 444 86.6

T Source: U.S. Bureau of the Census. Current Populat:cn Report. A
. Statistical Portrait .of Women in the United Saetes. Special Studies
. Senes P-23. No. 58. April 1976. Table 7-2. p- 28. . \

ofall ‘women: between the ages of 16 and 64 are now employed.

- . With Childrenunder 6 ............. 119 | 186 | 30.3 | 36.6 207.7

Statistical Porlrart of Women in the United States. Special Studies

Th&ee trends accelerated over the. past 25 years until 46 percent ‘_

Further it is ostrmated that by 1991, one in two women wﬂl be -



oI ‘_jj-m',"_‘_j"”"'"w:ththe:rhnsbandsmakenpmpercentofthe female
‘fabor: force’ and the ratio of married to single women is over two
yp*mw.s;mofthe&mm The reasons for this
B ple and have been reported extensively (Kanter
i ey 1968). Whﬂethespeaﬁcreasommayd:&'erbysomal
class, canbegronped into three major headings: the need for
‘income. cither to supplement.a husband’s earnings or, in the case
e ;_._"""‘whenethewoman:sthemaxnpronder,tosurvwe,the
2 for sclf fulfilhnent; and increased opportunity. Not only have
prenonsly attached ‘to working mothers and exclusion-

v d:aappeared, ‘but-women are not tied down to

,ﬂy" - Extended peri I
Jﬂ'-'g‘* Brnilies and ex i} v of sge While

, 1 mtesforwomenwer%YeamOfage'Whﬂe
“aﬁevotl:‘ch:mgeforwomen:ntheworkforce111‘31'3‘5'99‘1"?46
mthemgsyears,:tmcreased by 87 percent for mar-
“Women. by 143 percent for married women with children, and
percets ‘formothers wﬂ:hchﬂdren undertheag’e"fs- |

dren ".I'.he eldeﬂy made up only a5 percent of the populatlon,
od ‘ olderperson,thetewereIZchﬂdren.By1950the
Iﬂno'had dropped to one elderly person for every six children, re-
. ﬁomasharpdecreasemthepercentageofchﬂdrenanda
of the population 65 years of age and older. Children
- A mostofthedemandsonthefamﬂy;nowtheyare
31331'1“8’ them with their grandparents. Furthermore, it is estimat-
ed that gver th: next two decades this ratio will kave dropped to
onemthree(table 8.
Theee sl:nﬁs in the dependency ratio are creat:mg new pressures
n iamilies. For most families today, there is a significant gap in
ye: ‘.,__betvweengzvmgupthecarmgofchﬂdren and taking on the
cal'e Of elderly parents. In earlier periods, as mentioned above,
s often began providing care to elderly members shortly
afhe'!“ OomPletlng their child-caring functions. Few worked, and
thetmnsi:ﬁonwasmmpler.ThJsgaphascreatedstresson many
" anits, especially the middle-aged women. Not only did
fewerl women work previously, but often families had unmarried
: orotherrelamveslrvmgwnh..hem.'l‘hzsgroup,espe-
c:a]Iy thoge between 45 and 54, were a considerable resource in

- et
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‘l'able 8—Dependency Ratio 1910-2000

Ratio of Depen-
Year Percent | Percent 1o ]
355" | cveres | Siemyio | dency
1910 : 31.5 4.5 1:12 45 S
: 31.5 4.8 57.0
29.0 57 1:6 53.1
24.4 71 46.0

26.3 84 53.1

31.1 9.2 1:4 67.6

28.5 9.9 62.2

23.0 110 515

23.0 11.8 1:3 55.1

230 | 11.7 51.4

years of age plus the n umberGSyea:sand over per 100 persons
- aged 15 to. 64 years. Projectives for 1980—2000 are drawn from

1977. Tables 1/2 and 1/3, pp. 22-23.

this fanction. This pool ofpotent:lal caregivers has shrunk over
the past 75 years. As noted above (tables 6 and 7), over half of the
‘'women in this age category are working, and almost half of moth-
ers with children are employed. Moreover, 86 percent of married
women between the ages of 45 and 64 years are working (U.S. Bu-
reau of the Census 1977). These women, once a major source of
caregiving, are either unavailable or are both working and caring.

‘The caretaker ratio (table 9) has historically assumed two po-
" tential sources of care: married and single women between the
.. ages. of 45.and.54. In 1900, for every elderly person in the popula- --
‘-twntherewerealmost!)?womenmthmagegronp,ofwhomexght

o ;weres:ng]e,closetoaone—to—onemuo.Fﬁftyyeamlater,th:sraho
.- . had dropped sharply, and by 1976 had reached the level of 56 for
" . every 100 persons over 64. During this period (1900-1976), the el- -
"derly;populatlonmcreasedby158percent, and the caregiver pool

. by only 46. percent. Shifts-among single women in this age group
-]a:reevenmorestrik:ng. Whereas there were almost eight single -
‘womezx: for every 100 elderly, there are now only two and a bhalf,

an overall reduction of 67 percent. This caregiver pool, then, has o




a

 total Percent Rate/ women 45—
Pon | 4554 | eieny | 5%/1.000
: a"'ldarlgr' ‘elderly

4.07 3.83

966 76

4.31 4.20 974 83

463 455 983 94

o 545 5.10 937 84
681 572 837 72
814 - 573 708 55

923 | 578 625 44

9.80 | - 5.88 600 29

1050| = 573 561 25

i m Cabnaf Tinass o 7957. Washington, D.C., 1960.
A?‘I—BS p.10. -
U?xlg; m 1976 {97th Ecﬁbon) Washington, D.C., 1976. Table 3,

Anotber characteristic of the modern family with implications
a:éhtedutoms‘capacrcytoprovidesomalcarelsthegrowmgdz-
vprcerate.Althoughth:strendzsusedasoneofthemagormdxca-
tors of family deterioration, such an interpretation is simplistic.
‘There is no question that divorce is becoming a common occur-
t:;qnce.lt:sfnrtherprojectedthatbetweenthreeand four of every
ten-marriages of women born between 1940 and 1944 will eventu-
ally end in divorce (Norton and Glick 1976). However, this trend
hmbeenaccompanied with a sharp increase in the remarriage
rate: In fact, it is estimated that four of every five divorced per-
sons will eventually remarry (Norton and Glick 1976). Further-
more,m 1973, 60 percent of divorces involved families without
, an increase of 5 rercent since 1953 (Norton and Glick
19‘26-th111957) o

Thesemeasesmdxvorc&s(table 10)can,mpart,beatu-ibuted
.-chang:mg attmudes and the liberalization of the divorce laws

00
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(Goode 1975). For example, in 1973, 23 States adopted some form |
. of no-fault divorces, 16 since 1971, and the Office of Economic Op-
ity has provided funds for free legal services to 2 popula-
tion that had littie previous access to these services (Norton and
Glick 1976). In 1974, 33.6 percent of a national sample felt that
divorce should be easier; 21.9 percent felt that the current system
was adequate; and 44.4 percent would like to make divorce more
difficult (Social Indicators 1977). Yankelovich reports that 63 per-
cent of adults disagree, and 6 percent were not sure that parents
should stay together for the sake of their children when the mar-
riage is an unhappy one (Y: ankelovich, Skelly, and White 1977).

Table 10—Marriage and Divorce Rates, 1921-1974

First Divorces Remarriages
Period 9o |
Thou- Thou-
;—:‘?d"; Rate | sands | 12t | sands Rate
3 12 Vg BorrC J O 990 99 158 10 186 98
1924-26...ceeeeeceeenee-e. 992 95 177 11 200 99
1927-29 S ——d 1025 94 201 12 181 84
193032, eeeeccenencees 919 81 183 10 138 61
1933 -3S...ccrcecicaccncccenead 1081 o2 196 11 162 69
1936-38. ceeseeameeaemennsn 1183 o8 243 13 201 83
g [ooclie B & RO 1312 106 269 14 254 103
1942—-44.......coeeeeeeeeaneeeead 1247 108 360 17 354 139
194547 ..eeeaaeeanes 1540 143 526 24 425 163
194750 ceucueacccacacccceccnssd 1326 134 397 17 360 135
195153 e ctaccaacaccnanad] 1190 122 388 16 370 136
1954-56... - 1182 120 379 15 353 129
1957 =59 cnccecccrcccccaannend 1128 112 381 15 359 129
1960-62 .- 1205 112 407 16 345 119
1963-65. 1311 109 452 17 415 143
1966-68 1440 107 535 20 511 166
1969=71 ceeemccaeancncs eevamed 1649 109 702 26 515 152
1972-74. ... 1662 103 907 32 601 151

Note: First marriages are per 1,000 single women 14-44; divorces
are per 1,000 married women 14-44; remarriages are per 1,000
divorced and widowed women 14-54.

Source: Norton, A., and Glick, P. Marital instability: Past, present and
future. Journial of Social Issues, 32: 1, 1976.




: - des famihes,doublethenumberm
: oftenhavechﬂdren,andonemfourhavechﬂdren
T G"yemofage. These percentages have increased consider-
“ably over the past 25 years when less than half were families with
childre .,';L:'F_emale-i;eaded families represent 11 percent of all white
amalies A sC ‘mercent of all black families. Also, whereas in
39per agri 2 Fae family heads were divorced or separated, 6
‘“;mlater th:spercenbagemcreasedtoSOpercent. Finally, these
7-million families include over 10 million children.
Althongh most of these women work, the average income of sin-
glemothers in 1973 was $6,000 (Sawhill 1976; Pearce 1978). Be-
«ca@ewcmenarewewedasmarglnalworkers,theyareholdxng
obs that are low paying, that have low status, and are insecure.
To compound this problem, 40 percent of absent fathers do not
.contribute to child support; when there is child support, the aver-
agepayment:sleestban$2,000peryear(’1‘heUrbanInsntute




1970

1975

2 PErSONS cereeeeeee—
3 persons.

4 personS....oooeeeeee
5 persons.

. _6 persons

P

‘under 18

under 3

3,637

83.1
16.9

46.4
13.0
7.1
33
3.8

48.0

104

NA

4,225

81.5
18.5

445
24.4
148
8.0
3.7
4.5

558

173

NA

4,494

21.1

47.1
24.0
135
6.9
43
42

56.6

466 |

16.6

NA

5,006

46.0
236
12.0
8.5
4.4

56|

57.8

49.5

17.8

NA

5,580

75.0
242

453
239
13.7

7.9

a5
60.5
524
20.0

10.7

47|

7.242

720
280

112

Sowoes:U.S. BureauofﬂmeCerns’n.ns.U.S.CensusofPopcﬂéﬁoutS

1950, 1960, 1970 and Cuwrrent Population Feports, 1976.
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ing children for their future lives, it is important for women to
devote full time to childrearing and not to work outside the home.
In industrial societies the child is also seen as a potential adult,
but parents respect individual tendencies and are less authorita-
tive. Creativity, progressive authority, and shared activities are
emphasized. Furthermore, parents are to provide emotional secu-
rity through an expression of affection. In the postindustrial soci-
ety, each generation is expected to develop a new adult model; in-
tergenerational differences are to be accepted; and parents them-
selves are not to live just for their children. It is here that differ-
ences emerge. Forty-four percent of the responses were tradition-
al, only 13 percent industrial, and 43 percent postindustrial.

In the last area, man-woman relationships, the traditional view
is that women need protection and security, the male is naturally
superior, and the female should be self-effacing in love. In indus-
trial societies, the emphasis is on the equality of the individuals
and complementary roles. Finaily, in the postindustrial view,
weight is given to communication built on shared wvalues, mean-
ingful exchanges, equality within and outside the family, individ-
ual development, and self-actualization through relations with
others. Sixteen percent of the responses were categorized as tradi-
tional, 44 percent as industrial, and 40 percent as postindustrial.

Of the total 740 responses (it should be underscored that per-
centages are not of individuals but of responses), 20 percent were
classified as traditional, 40 percent as industrial, and 40 percent
postindustrial. It was these latter that Carisse points to as emerg-
ing forms and new roles. However, the women interviewed did not
neatly fall into one of the three types. An individual could, in
fact, be traditional in her beliefs about the family or childrearing,
industrial in another area, and postindustrial in yet another. This
study was discussed in considerabiz detail, however, because it
clearly shows the current ambiguity as welil as aspirations most
families are experiencing. It is also useful in understanding the
stresses most families face, stresses that have implications when
discussing the family’s capacity and/or willingness to function as
a social service. Moreover, Carisse’s indepth study of a2 small num-
ber of women has been supported by a recent national survey of
families with children under 13 years of age (Yankelovich, Skelly,
and White 1977). In exploring many of these same areas, it was
found that 57 percent could be classified as traditionailists and 43
percent as the “new breed.”

In the first section of this chapter it was suggested that while
the current debate assumes that many families have become
weakened, that deterioration of the family is taking place, and
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“thataoclal pol.unes should be developed to restore families to their
: "pgewouspomhonofstrength,muchofthedlscussmnlsabstract
and: ‘has not generated ‘meaningful directions for State interven-
t:on. Fnl:themore, when definitions are used, they tend implicitly
‘ tcdeacribe “‘non-strong”’ families in pathological terms. Consistent
b with much of :.the ideological underpmmng of our social welfare
> system; this pathology or weakness is more often than not seen &as
the fault. of the individual family unit. They are weak because
they are deficient; somethmg is wrong with them. Moreover, poli-
4 c;es,are often punitive insofar as they seek to rehabilitate these
A famihes——tomakethem behave or act in accordance with some
' idea‘«of;aafnormal‘fam.ﬂy;
.>The argument was made that this definitional problem had to
headdresaed if policies were to effectively support families as basic
soc'xal ‘institutions. The literature reviewed showed that families
have ‘been: defined descriptively/demographically (e.g., the Census
Btn:ean) by function: (e.g., socialization, physical care, mediation,
etc.), and in terms of relationships (e.g., conjugal or consanguinal,
nuclear or extended). Furthermore, it was suggested that these
definitions have been generated to fit the needs &F ﬁ]ﬁ'deﬁner
(e.g:, the bureaucrat and the professioral) or t@ ‘meet the
tual needs of a specific discipline. Although ~ealid znd useful, they
have not. necessarily been relevant to the-dewe’opment of social
pohcles.lnspxte of this, most if not all offenx golicies are shaped
bythe belief that the normal family is nudiear and that this fam-
+Aly: is- .made up of a husband and wife wish children, the father
?'-w'orlnng and -the mother remaining home: to raise the childrex
Most pohcxes begin with this as the norm amd define variamts as
‘deviant forms. These definitions, furthermore; are used to Iuciude
":;-Or._exclude families from servic&a, to penalize or benefit certain

To exbend the analysis, several trends or changes in family life
-and structure were examined. The analysis was shaped by two
‘questions.  Are present-day families capable of functioning as so-
‘cial services? Is it possible to derive a definition of family useful
~:for policy development?

- Although family structure has changed considerably over time,
‘the’ soc_xahzat.ton and supportive functions appear to have survived
‘and, in the opimion of some social scientists, to have been
gt.r’engthened in the 20th century. In spite of earlier theoretical
conclusions that the extended family has been replaced by the nu-
‘clear family evidence indicates that the nuclear family is not the
fdm:mnant family type. While ‘there are nuclear housekholds, these
households flmctlon in an extended family network characterized
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by a high degree of vertical and horizontal interaction and mutu-
al support.

Families today are smaller than they were. When coupled with
changing fertility patterns and significant increases of working
women and especially working mothers, families should be de-
terred from carrying out certain caring functions for their de-
pendent members, especially the frail elderly and the handi-
capped, and yet there is some evidence that families are willing
to, and even capable of, carrying major responsibility.

Families are, however, experiencing considerable stress. For
whatever reason, women in the work force are the norm. Whether
they work for financial reasons or to achieve self-fulfillment, they
are often penalized. In some sectors of society, they are told that
in working they are not being good mothers, not providing their
children with the necessary environment for growth and develop-
ment. Despite research on maternal employment suggesting that
children of working mothers are neither emotionally neglected
nor unsupervised and in some areas maternal employment has
positive effects, e.g., greater independence, scholastic achieve-
ment, and aspirations (Hoffman and Nye 1974), working mothers
are often made %o feel guilty. Moreover, this trend has not result-
ed in the blurring of the more traditional male/female roles in
the household. In her study of professional women, Poloma (1970)

found that:

. . . the assumption of a professional role by the wife does niot
mean a drestic change in family roles. . . . The wife was re-
sponsible for the traditional feminine tasks.

Gordon (1972), in reviewing t':«e literature, suggests this pattern
to be universal and not limited to the United States:

_ . . women in socialist and welfare naticns which indicate
that while more women may work and have better jobs than
do American women . . . their domestic responsibilities are

not lightened to any degree . .. and thus are doubly bur-
dened. They work “full time and take care of their homes as

well.

Divorce rates may be rising but so are remarriage rates. In a

sense, divorce for many is a solution to an existing problem. This
“golution,” however, brings with it a number of stresses. In their

review article, Schoor and Moen (1977) graphically describe the -

economic strain (44 percent of female-headed families have in-

come below the poverty line) and difficulties in parenting (no one ;

to share the responsibility). They argue, however, that much of .-

this stress is externally caused in that these families are defined




'numberofwomen expressa desire for a more
: ';_'_}of relat:onshlps and yet find themselves anchored
nal :value sets. Furthermore, as in most cases,
xnstltntlons have not responded but have, in fact, im-

S e’ for. handleapped ch:ldren or elderly parents are not part
W ;mainstream of American life. Values appear to run counter

£y PH bf."L wlk

= th:lsfnnctaon,and.tosomedegree these families can be seen as
3

demnt” than the smgle-parent family or the dual-career

serv:ee ‘agencies and the edueatlonal system because of
the _‘_' -hours of operatlon. ‘She :may have a problem, but, if so, it
oﬁ:enismththe system which tends to be rigid. Furthermore,

shers? They have problems but more
en : -is - beill the ‘social welfare system does not
moﬂthem.Th:s:scoveredm the next three chapters.
M'Finally the issue of defining family and families for policy is
addressed. ‘There is no one dominant family type. There are nucle-
ar isolated families—units with few or no contacts with other
ﬁ:nily units; - extended families—units which are residentially
::near other kin -and: high in functionality; and modified extended
ough the families are spatially dispersed, they are
characa.enzed by considerable interactions and exchange- There
-are families in which both spouses work; families in which only
hnsba.nd ‘works and the mother stays home to care for the
yildren; there are s:ngle—parent families where the head works;
and’ others ‘where he or she stays home; there are families with
andwzthontchﬂdren.Asvahdasth%efamﬂytypesaremade—

L 58 ; - B
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scriptive sense, it is simplistic and somewhat counterproductive
for policy development to divide America’s 50 million families
into these categories. Since most data are a cross-sectional snap-
shot of families, families are assumed to be static. A more realis-
tic (though much more difficult) approach is to recognize and ana-
lyze the fluidity, change, and transitions as individuals live in a
variety of family patterns. There are periods in the life cycle-
when an individual family may be one in which the father works
and the mother stays home with the children. This stage is rela-
tively short lived when the total family life course is analyzed.
There are periods, also, when women (and men) find themselves
raising a family without a spouse present, but again, for many
this is a transition period. None of these types or stages, however,
should be viewed as the dominant or “ideal” family type. No one
family type is superior to another or to be favored over others. Ef-
" fective policies and services should be sensitive to the needs and
stresses of certain types of families and recognize that some fami-
lies are at greater risk (statistically) than others. Policies, howev-
er, should not begin with the assumption of individual pathology
and deviance but should explore ways to support these families.
In a sense, the premise of this book is that to define a ‘“family” in
concrete terms tends to exclude many families and to favor im-
plicity certain types of families. If this were to happen, it would be
counterproductive. A more useful approach is to recognize variant
forms of families and to work toward strengthening these forms.

o9




"H HANDICAPPED

Egegeneralooncemnoftb:sstudy:sthenatureofthere—
mbetweentheﬁmilyandthesoaal welfare system in

ion: ‘of social care. toxdependent members, it was decided
%focus to one type of dependency—that caused by a
on. Dependency as snch 18 - too broad a con-

Lion: (see. the dependency ratio in table 8) designated
omthe cntenon ofage, or it could include

:ﬁmchons and need asslstance, e.g-, the poor, the alco-
frug' abmem, those with mental or physical problems.
emphas:s - O handlcapped ‘members ‘proved too broad,
mdyfocuswasnarrowedtotwosubgroup&fam:hesthh
v ‘members and families with severely mentally retard-

:.A,numberofreasonscanbeoﬂ'eredto;]usmfyﬂns de-
:t,thes:zeofthese “at risk populations”™ and the pres-
proble:ns faced by these families have serious implica-
rture resource allocations. Second, it can be argued that
mtherelahomh:pbetween caregivers or changes in at-
ut who should provide social care will be first seen in
hﬁ.Overthepast%years,andespecmllysxnce 1960,

lasmadeacommltmenttothesetvvogrmps, the elder-
mentally retarded, and relative to other groups of de-
theyhavebeenldent:ﬁedasgroupstobeglvenhlgh
the development of social programs. Again, relative to
:s,there:snowlessst:g:naattachedtoag:ngandmen-'
l::on.TheformerxsanaturaIproc&s,onewlnchmost
-kl experience, while the latter handicapping condi-
ally severe mental retarda.t:on, is no longer viewed as

fthe 1ndividual or family. Ia the termmology of the
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Poor Law, they are ‘“worthy’’ of support. Given these factors, in-
creased commitment of resources and decreased stigmatization, if
there were a transfer of the caring responsibility from families to
the social welfare system, it would likely be observed with these
two groups of families. The final reason for this choice was the
possibility of providing some cross-national data by building on a
previous study carried out in the United Kingdom (Moroney
1976). ’

This chapter begins with a discussion of handicapping condi-
tions and then moves to a more detailed analysis of the two spe-
cific groups. It is estimated that almost 7 percent of the adult pop-
ulation has some impairment, and as many as 2.5 percent are
handicapped.

Impairment and handicap can be defined in a number of ways,
and, depending on the definition used, various estimates of inci-
dence and prevalence can be derived. This study chose to use a
functional definition rather than a diagnostic one. In table 12, im-

Table 12—Prevalence of Impairment anc Handicap,
1970 (in thousands)

Very Appreci-
A - | tmpair- severely Sﬁ;za?_ly ably -;g::;?
ge ment handi- ped handi- capped
capped cap capped
16-29.......] 435 22 20 50 92
30-49........ 1,299 40 106 195 341
50-64........ 2,530 79 285 " 490 854
65-74.......] 2,740 103 298 630 1,031
75 and
Over.....] 2855 | 260 405 574 1,239
Total..... 9,859 504 1,114 1,939 3,556
Rates
per
1000.....] 67.99 3.47 7.68 13.37 24.52

Sources: Age specific rates from Harris, A. Handicapped and Im-
paired inr Great Britain. Social Survey Division, OPCS, HMSO, 1971.

pp. 5. 236. Social /ndicators 7976. U.S. Department of Commerce, -

Washington, D.C., December 1977. p. 22.

61




FAMILIES WITH HANDICAPPED MEMBERS a3

- . ity, work, or self-care. Handicap is the disadvantage due to the
..~ loss or reduction. of functional ability. Within this definition, not
* . all impairments are handicaps. This approach is similar to the
- one used by the National Center for Health Statistics in its
©Health Interview Survey. Riley and Nagi (1970), in their introduc-
. tion to a review of these data, distinguish between impairment
* (anatomical and physiological abnormality which may or may not
- involve active pathology) and disability (the pattern of behavior
., that evolves in situations of long-term or continued impairments
. ~which are associated with functional limitations).
" Although the prevalence figures in table 12 are derived from
... the rates found in a national survey carried out in Great Britain,
- it seemed more useful to use these rates rather than those from
- the Health Interview Survey since they provide a much more de-
. tailed description of various levels of handicap compared to the
- 'US. survey. Moreover, this survey tested functional ability,
" whereas the.other asked the respondents whether they were able
. -to carry out various functions. Finally, where available, the two
. surveys appear to support each other. For example, the U.K. sur-
. vey estimated that 2.5 percent of the population were handi-
- -capped, and the U.S. survey estimated that 2.1 percent were un-
- able to carry on major activities. The U.K. survey reports that
- 11.3 percent of the aged population were handicapped, while the
- U.S. percentage for the same group was 13.5.
.~ As mentioned above, almost 7 percent of the adult U.S. popula-
tion, or almost 10 million people, have some impairment. Over
. 500,000 persons are very severely handicapped. This grouping in-
. cludes those who are mentally impaired or senile, unable to un-
- derstand questions or give rational answers; those who are perma-
. nently bedfast; those who are confined to a chair, unable to get in
and out without the aid of a person, unable to feed themselves; or
- those who are doubly incontinent or cannot be left alone since they
- might harm themselves. An additional 1,100,000 are severely
~ handicapped. These include persons who experience difficulty
~ doing everything or find most thiags difficult and some impossi-
ble. The appreciably handicapped (2bout 2 million) can do a fair
~ amount themselves but have difficulty with some functions and
- require assistance. Cverall, it is estimated that over 3% million
. persons are handicapped to some degree.
- Given current population projections, the impaired population
by the year 2000 will have increased by 40 percent (an additional
4 million); the very severely handicapped by 200,000; the severely
' handicapped by 450,000; and the appreciably handicapped by

. 800,000.

‘: o
- ~~
‘I ' «provided by eric I 64’
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Neither impairment nor handicapping conditions are evenly
distributed across the population (table 13). Sixty-four percent of
all handicapped persons are elderly; 72 percent of these very seri-
ously handicapped. Furthermore, the elderly over 74 years of age
are two and a half times more likely to be very severely handi-
capped compared to those between 65 and 74 years of age.

Table 13—Impairment and Handicap by Age (Rates

per 1000)
Very Appre-
Im- severely Severely ciably Total
Age . : handi- : handi-
paired handi- capped handi- capped

| capped PP capped P

|
16-29......] 8.94 0.46 0.41 1.02 1.89
30-49........ , 27.84 0.86 2.28 4.18 7.32
50-64....... . 85.08 2.65 9.59 16.47 28.71
65-74....... 1 220.24 8.28 23.99 50.67 82.94
75 and '

Over.....] 372.60 33.91 52.92 74.90 161.73

Total.......... 67.99 3.47 7.68 13.37 24.52

Sources: Adapted from Harris, A. Handicapped and Impaired in
Great Britain. Social Survey Division, OPCS, HMSO, 1971, pp. 5, 236.

. Dataon children and youth are more difficult to come by. Riley

and Nagi (1970) state that 2 per 1,000 under the age of 17 are
haandicapped. This seems a reasonable estimate, given the esti-
mate of 1.9 per 1,000 for those aged 16 to 29. Again, it should be
emphasized that, by definition, handicapped is related to function-
al ability and not the presence of an impairment. Most data re-
porting on children tend to report on con itions or diagnoses. For
example, the Bureau of Education for the Handicapped has esti-
mased-that 6 percent of preschool children (0-5) and 12 percent of
schookage children (6-19) have handicapping conditions (Snapper
and Ohms 1978). Three and one-half percent of all children are
speech impaired; 2.3 percent are mentally retarded; 3.0 percent
have a learning disability; and 2.0 percent are emotionally dis-
turbed. These children have, of course, an impairment but not all
are handicapped or disabled.

Taking the rate reported by Riley and Nagi (2 per 1,000 under . .

17 years of age), the total handicapped population is estimated at

€3
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‘8.7 million children and adults. This is a significant number of
_people overall, a population that is at risk has a need for consid-
. erable services and potentially a high user of the social welfare
" system. In light of the discussion in chapter 2, this group also
" makes demands on families, possibly heightens stress on family
—life, and, at a minimum, forces families with handicapped mem-
* bers to function differently from most families. Are families pro-
.viding social care? Are families transferring the caring function
" to other institutions?

Since 1950, slightly over 1 percent of the population have been
institutionalized (table 14). These institutions, moreover, include
mnonhandicapped as well as handicapped. While there have been

- shifts 'a the rates of institutionalization within categories of facil-
 ities, e.g., mental hospitals and facilities for the elderly, the over-
‘all rate has been remarkably constant. Between 1950 and 1970,
- the insitutional rate has dropped for each grouping below 70, with

. the largest decreases in the populat.lon under 15 years of age

* (table 15). Although the data in table 15 do not present rates of

- institutionalization in the same age categones as the prevalence

. rates -of handicaps (table 13), it is clear that in all age groupings,
- rates of institutionalization are significantly lower than rates of

. handicapped persons.
. Table 14—Institutional Population (Rates per 1,000

Population)
1950 | 1960 | 1970

Mental HOSPItAIS .o ooeeeeeeeemeceeeeeeeeeeeeoereenene 4.06 343 213

- Mental Handicap.....ccoeooiiiniiiicie .89 95 .99
- Homes for Aged/Nursing Homes ............ . 1.96 2.56 4.56
- FB/Chronic Disability............ccaueieemeennnenn. 4 .50 .35 .08
~Homes for Neglected ........coiiiniiiiaians ! .64 | .40 23
Phys:calHandacap ...................................... ! .14 .13 -.11
........................................................... ;. 217! 248 2.40

B o] = | [PURU U REU U SR 1 10.36 10.30 10.50

f

Institutionalization, then, is not the norm. Most handicapped

~ persons, regardless of age, are living in the community. Some live
" in community facilities, e.g., shelters or small group homes; others
~ Iive by themselves; and still others live with their parents or
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Table 15—institutional Population, 1950-1970 (Rates
per 1,000 by Age)

1950 1960 1970 ghange
Age 1950-1970
Under S........ - ——— 1.0 0.7 0.5 —50
5-9. N 3.5 23 1.7 —51
10-14 7.1 5.3 4.4 —38
15-19 . . 9.2 9.8 8.5 —8
20-59.. — 10.3 9.9 7.8 —24
60-64 — S 16.3 15.2 11.6 —-29
B5—69 ... ceeeccrcrcniennaanee.. J 17.8 17.7 16.7 —6
70-74...... - S 25.5 26.4 26.8 +5
T5~TNeeeeeeceaccanens . 43.4 51.9
} 47.3 } +49
80-84. - 77.8 102.1
Owver 84...... SO—— 94.1 126.3 179.8 + 91
Total... el 104 103 10.5

adult children. It is this latter group that is important for the
purposes of this study. The elderly will be dealt with in the next
section, followed by a discussion of families with mentally re-
tarded children.

Characteristics of the Elderly
Since 1900,thee1derlypopulaﬁonhasincreasedataratefarin

excess of the general population. Although the rate of increase
was greater over the first half of the century, the second 50 years -

. wﬂlbecharacteﬁzedbysigniﬁcantinaeesesintheolderelderly

population,especiallythoseSSyearsofageandolder.Whﬂethese
trendsreﬂectadvancesmmedicaltechnologyandenvironmental :
and,socialcon&iﬁons,theshifbinthepopﬁ]ationhasalsobrought"
with it the need to develop services and commit resources to guar-
antee the quality of life of this population. The greater the suc-

 ng ";the'}—fn:lfednotIS' jous diseases, in discovering and applying cures,
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ila,themﬂnwwlong-termduabﬂity The achieve-
;m;ndtheptoblmmthemudeofthemeom—
Axﬂlotmofthecentury(table 16), the elderly numbered

",:cvar&Smﬂhmpeople,MAIpementofthetotnlpopu-

-one of every !bnrelderlywu?ﬁorﬁer

themﬁncelsso thuehavebaenmgmﬁcantshxﬁsm
ﬂ:eagecompomon.Byl.S’m almost 4 of every 10 elderly were 75
yursorolder a ratio that will be reached by 1990. At the end of

'l’d:lo 16—Percent increase in the Elderly Population

_ 1900-2000

o 1900-1950 | 1950-2000 | 1900-2000
Fotal Population. 100 85 270
ulation 65 and Over.......... 247 165 820
tion 75 and Over ... 334 275 1529
n BSandOver.......... 387 473 2690

Souwe: Adaptad from Aspects
n the U.S. R% Specual

P-23, No. 59, May 1976. Tables 2-1 and 2-4.

Slu:ies._

thewntnry 1 of every 10 elderly will be 85 or older (table 17). In

20 years’ time, there will be almost 14 million people over 74 (an
MemeaseomeﬂhonoverlQ?O)andover3mﬂhonpeople
over 84 (an increase of approximately 1.8 million). These in-
creases, especially in the older elderly, will create considerable de-
" mands on the social welfare system, since the elderly have histori-
i:callyheentheheav:estconsumersofhealthandsocmlservmes.
. - ‘Another ‘demographic shift is in the sex composition of the el-
de::ly population (table 18). From 1910 until 1930, 50 percent of
the aged were female. Even among the elderly over 74, there were
- approximately 92 males for each 100 females. By 1960, the ratio of
males to females had dropped to 83 (75 for those over 74), and by the
“tuxrn of the century the ratio will have decreased to 65 and 52
respect:rvelyJacobS.S:egel,.DemogrupfucAspectsoftkeAgzng




Table 17—Eiderly
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Popuiation as a Percentage of the
Total Population

Total Percent | Percent | Percent
Year Pﬁ" eiderty | eidedy eiderly
1900 .J 78,004 4.1 25.1 3.9
1910...... { 92,407 4.3 30.7 4.2
1920... - J 106,466 4.6 29.4 4.3
1930 e eeeceeeeeeaaseacoessenssnsenannnnnd 123,077 5.4 29.3 4.1
1940............... 132,594 6.8 295 4.1
1950 152,271 8.1 31.4 4.7
1960 eeeteeseesesessesanass 180,671 9.2 336 5.6
) {- 7 4+ JEOOESOU recssncconnnneed 204,878 9.8 37.7 7.1
1980 . 222,943 11.0 37.3 8.4
1990 { 246,108 118 39.9 8.6
2000 264,866 1.7 44.4 105
2010 281,288 11.9 42.0 11.6

Source: Adapted from Demographic Aspects of Aging and the
Ovdler ion in the United States. Curremt Population Reports.
Special s, Series P-23, No. 59, May 1976. Tables 2-1 and 2-4.

and the Older Population in the United States 1976). Not only
-wﬂl,‘therehe-moreelderlywomen,buttheyarelikelytobeolder
than elderly men. The more significant differences are found in
the over-84 group. By the year 2000, not only will there be over 3
marital status of the elderly (table ¥ii. e proportion of elderly
gel, Demographic Aspects of the Agnd and the Older Population
in the United States 1976). Even within the past 15 years (1960-
1975), the elderly, both male and female, are more likely to be
"Ablmost twice as many men as women in the age group 65 to 74 -
were married and three times as many in the older group. In
1970, 7 of every 10 men over 74 were married (an increase of 18

. pexcent ent since 1960), compared to only one in four of women of the




1910 | 1975 | 19685 | 1995
s ) 503 | 410 40.1 | 398

] 497! se0| 509! 0.4

o e 71.8| 659 | 68.0 | 64.1

- i 276 | 278 | 292

}282 | “gs | 62! ‘67

e eeensemeanrnan 596 | s84 | 556

— }39-7 31.1 | 31.6 | 331

303| 93| 100] 113

w Reports.

Ad-piad Social indicators 1976. U.S. Depastiment of

uc‘m‘w P-22:anda.rrm

No.mnm
CGrasus.

-Llinited States: 1975-2050. Bureau of the

1 975.

“Fable 8, pp. 67, 77, 87.

samane age. If these ratios were to remain constant, by the year
- 2000 there will he almost 6.8 million women over the age of 74
. without a spouse (single, widowed, and divorced). When the un-
'-mamenareadded.tbemmberemeedsSmﬂhonpeop]e.
- While it is generally agreed that the elderly are more likely
,tobedmbledmdhavehigburateaofhandmppcngm
wthmthemlpopnlatwn,xt difficuilt to locate co
'h:l'tedhem'e data to measure historical patterns. The data re-
! e are based on the assumptions discussed in table 12. A
‘total of almost 2.3 million elderly are handicapped, 700,000 se-
wverely handicapped, and 360,000 very severely handicapped. Two
.of every three impaired elderly were female, and over half were
75 years of age or older.
. "Table 20 presents estimates of the number of very severely and
aaverelyhandicappedeldedyfovthenext%years.'ﬂ:eym




' Table 19—Marital Status of the Elderly Population

(Percentages)
1960 1975 2000
65-74 's75 | 65-74 |75 | 65-74 |75
Marsried......ccooceeen.nnd > 78.9 | 59.1 839 | 700 | 6,199 | 3.256
Single 6.7 7.8 43 5.5 318 256
Divorced............. 144 | 33.1 118 | 245 872 | 1,140
Females ) :
. Married...eo.....l 456 | 21.8|  49.0| 234 | 4,748 | 2,075
Single 84| 8€ 5.8 5.8 562 514
Widowed/
- Divorced..o—..... | 460 696| 452! 708 i 4,380 | 6,279

Note: The figures for the year 2000 are estimated numbers (000’s)
. for each category and are based cn 1975 pattemns. While these
estimates are tenuous, they are included to show what the situation

. Sources: Adapted from Current Population Reports, P-23, No. 59.
p. 46; and Social Indicators 1976, U.S. Department of Commerce,
‘Washington, D.C., December 1977. p. 22.

2000, this group will have increased by 65 percent or an addition-
al 700,000 persons, of whom 550,000 will be women. Within 20
years, there will be cver 600,000 very severely handicapped elder-
ly. Three of every four will be female ard over 74 years of age.
.~ Or, by the year 2090, there will be more than 230,000 nersons who

. are either bedfast or chairfast, over 170,000 of wuom will be
- women over 74, and 75 percent will be widowed, divorced, or -
" :Owver the past 25 years, between 5 and 6 percent of the elderly
. population have been residents in institutions at the time of the

.. .. decennial census. Most of these people are in nursing homes,
. . . . homes of the aged, and mental hospitals. The data in table 21 iIn-
¢~ clude’. these’ three types of facilities rather than just nursing

" homes. ‘While rates of institutionalization for nursing homes have '

_increased significantly (from 19.6 per 1,000 in 1950 to 45.6 per 1,000

] "in '1970), this incresse on face value is misleading. During the -
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Table 20—Numiber of Very Severely and Severely

.‘Handlmpped Elderiy by Sex and Age, 1970, 2000
(in thousands)

Percent

Sex and age 1970 2000 | .. crease

[ 2. R J 118 161 36.4

75 B30 OVET...eeeeeeeeeeeeeeeeareesmenesesanmeens] 176 272 545

[ o 7= | U 294 433 47.3

Females

S 1o S - NPT 283 392 38.5

75 and OVer........ o eeeeeececeaeeeecaeeeeneaones 489 932 91.2

LK < ¢ 1 OSSR 772 1,324 71.5
Both Sexes

85-74 wemammssseseseesssseseiessssnessseesssemnsnaseensns 401 553 37.9

75 and OVer........eeeeeeeeeeeevseeeenneceeneeeond 665 1.204 81.0

[ K ] - LU 1,066 1,757 64.8

- Sources: Age and Sex specific rates based on Harris, A. Harndi-
- capped and Impaired in Great Britain. Social Survey Division, OPCS,

. HMSO, 1971. pp- 5, 236. Social /Indicators 7976. U.S. Department of
- CommerceYashington, D.C., 1977. p. 22.

- 1960s, many elderly patients in mental hospitals were transferred
to nursing homes with the inception >»f Medicaid. These massive
relocations were due ir great part to financial reimbursement in-
centives since the Federal Government shared the costs of nurs-
irg home care, while States bore most of the costs of mental hos-
.pital care.
Institutionalization is clearly related to age and sex. Since 1950,
- the rates for the younger elderly have actually decreased while
- . the major increases have been in the population 80 years of age
. and older. In 1970, about half {52.2 percent) were¢ .v~- 80 and one
©in four (28 percent) over 85. Less than 2 percent 2f ..:2 population
. _between 65 and 74 were institutionalized but m<:- than 17 per-
_cent of those over 85. Seventy-one percent of the elderly in nurs-
*..ing homes and 60 percent of the elderly in menta! hospitals are




Table 21—Nurslngl-lomw, Homes for the Aged,
. 'Mental Hospitals (Rates per 1,000)

1950 1960 1970
Males
65-69... reeeeesseecmessseneesrereaseasssasanaranes 17.71 16.27 14.88
70-74 eeeeeeeesssassmcesaceeasansses 23.72 22.41 2200
Y £ 4. T URS PR 34.94 34.36 37.96
- 80-84 —eecmeenee ey 51.89 58.36 70.49
85+ - emmememeemeecsessscscnarnnns 79.97 95.20 | 122.98
e B5—B9....eeeieceerecracccsescscssnsserrere e e e s 14.25 14.40 1455
o B 2 VU ceeeead 23.55 25.13 27.03
V£ 4. FO OO -4 39.93 45.33 56.35
S 80-84. ............. mereccmescecmmccesesesreeernen 65.40 84.51 11422
L . B e ccesteeeeeeeasncstsasssesesn e enraanas e 97.71 136.47 | 200.15
Total
S - PR 15.70 15.28 14.69
4 o Ty 7 S U 23.64 | 2387 2483
4=y £ = TP | 37.30 40.45 48.86
BO—84......eeeeeetesccccaccnsrsisnnreeansnesnsasa 59.39 73.72 97.45
85+ ceeeevesasevessemnscemcastesssseemeranes 9059 | 12038 | 172.45

women, differences that increase with age (National Health Sur-
vey 1973).

The major reason for institutionalization is that the elderly (by
and. large the frail elderly) are unable to look after themselves or
anticipate that they will not be able to in the near future. Admis-
sio— is often preceded by an illness or death of the family member
who provided care for the elderly person, or the elderly person
has no family and is unable to care for him or herself (Townsend

_and Wedderburn 1965; Brody 1966; Gottesman and Hutchinson
1974). Gottesman and Bredy conclude that:
Among those in institutions who have families, there is no
wi read dumping or abandonment of their disabled mem-
. bers. The notion has been thoroughly refuted by the clinical
and research literature. Prior to admission of retarded, the
mentally ill and the disabled, families are likely to have ex-
" tended themselves over a long period of time to provide care,
to have tried alternatives, and to have endured severe person-
al, economic, and social stress in the process.
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i.&;ammtwofmmmuonalmhmneedeemmmredwme
ates of -handicapping conditions (see table 13). Twenty-one of
ery 1,000 elder.ly' ‘between 65 and 74 years of age are in institu-
ons,while83in this age group are handicapped. Ninety-two of
very 1,000 of the elderly over 74 are institutionalized, but 162 per
= 00.are handicapped. These differences are significant, especially
since it is unlikely that all elderly residents in long-term care
mmt:onsarephymcally bhandicapped (U.S. Government Account-
‘mg-Office 1971; DHEW National Center for Health Statistics 1969).
Based on current: rates of utilization, which have to be viewed as
__consermtIve, and the projected age structure of the elderly popula-
"nonby theyeer?.OOO it is likely that an additional 600,000 aged
wﬂlbem:nstrtutlonalseu:mgs,assumngtherearenoshlﬁsm
“social, polcy nor changing patterns of family care. Of these, over
qne-halfamiﬂmnwﬂlbeover74yearsofage. :
" These numbers, however, must be put in perspective (table 22).
Overthepast .25 years, between 94 and 95 percent of the elderly
I ha:ve ‘been- livi,g Za nonmshtm:lonal sett.:mgs. Almost
all ﬂdaly persons live in households, the majority in primary
::Eamilies.,ln 1976, slightly more than 28 percent lived alone, a per-
‘centage close to that of 1970 but significantly higher than that of
1950 (US. Government Accounting Office 1971; DHEW National
?Cesnter for Health Statistics 1969). Women are two and one-half
‘timmes more Lkely to be living alone than men. For example, of
the more thar: 6% million elderly living alone in 1976, 80 percent
were female. Those 1mng alone are also likely to be older; almost
onem two are. over 74 years of age (U.S. Bureau of the Census
21971
Table 22—L.iving Status cf Elderly 1950-1970

(Percentages)
1950 - 1960 1970

L Total ccemmcccceeaced] | 12,244,380 | 16,197,834 | 20,091,825
~ in:Households.......................... o4 o5 94
7 in'Prdmary Families .................. 76 73 67
'head or Wife of Head ......... 69 56 54
[ Parent of Head 15 12 9
Other Relative of Head......., 6 6 3
meg Alone ' cemmenanennd] 18 23 27
6 5 &6
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A large number of the elderly are living with their children or
other relatives as their dependents. In 1970, this represented al-
most 2% million elderly, of whom 1.8 million were living with
their adult children. Although this percentage has been decreas-
ing since 1950 (from 21 percent to 12 percent in 1970), the abso-
Jute numbers have remained constant.

While these data might be used to support the thesis that fami-
lies are less willing to provide care, this conclusion is not warrant-
ed since the age composition of the two groups differs consider-
ably. In 1950, of those elderly living with their children or other
relatives, 46 percent were 75 or older, and 71 percent were
women. By 1970, 57 percent were in the older age category, and
78 percent were women. The latest data, 1976, show that 62 per-
cent are the older aged, and 80 percent are women. What seems
to have happened is not that families are giving up the caring
function for their parents who are handicapped (note the constant
institutional rates over these same years), but that many of the
elderly who are physically and mentally capable of caring for
themselves are living alone or with just a spouse. Twenty-five
yvears ago there was a housing shortage, especially housing for the
elderly. Many elderly persons were forced to live with relatives.
Today, those living as dependents are just that while those living
alone are likely to be capable of independent living.

The elderly do live alone, but usually by choice- Their prefer-
ence has been and continmes to be to live near their families but
not with them. The elderty do want contact with their children
and other relatives, and, as pointed out in chapter 2, there is con-
siderable interaction between the generations. By and large, the
increase in the percentage of the elderly living alone can be inter-
preted as a positive social trend. As pointed out, the elderly are
more likely to be impaired or handicapped, isolated, and have
lower incomes than the general population. Fortunately, however,
most of the elderly are not. Almost 75 percent are not impaired;
90 percent are not handicapped. Furthermore, a recent survey on
the attitudes of the elderly provides strong evidence that for most,
old age is a positive experience (Harris et al. 1975). Older people
today are more independent than in the past, possibly because of
better health status, more adequate housing, increased levels of
income maintenance, and expanding community support services.

Regardless of their living status, whether they live alone, with
 their spouses, or with their children, when the elderly person be-.
comes ill or disabled, it is the family who is likely to provide care.
Under each category of tasks reported by Shanas and her col-
'leagues, children were the major source of help in one-thkird of the

‘3 |




t 4

ataanons. With the exoeptaon of heavy housework, the patient’s
sponsewastheprmaryprov:derofeare.ltshouldalsobenoted
ﬁathththeaceptaonofhelpmbath:ng one-third of the care
was' g:.ven ‘by children or others who did not live in the patient’s
'_fWhentheeldeﬂypersonwaspezmanentlybedfast.
children_were even more likely to be the primary caregiver
(Shanasetal.m) happroxlmatelympercentofth&sesxtua-
hons,helpmhousework.shoppmg and preparation of meals was
ded by children hving in the same household and 10 percent
Bychﬂdrenhvlngelsewhere.lnveryfewcasesweresoclalserv-
ices involved (table 23).

- Those who live with their children or other relatives ar. more
“"'_"Itobeoldm: female, and widows. They are also more likely
10" be disabled and need considerable amounts of physical, emo-
tional, and financial support (table 24). Wherea=s 12 percent of all
elderly Lived with their children or other relatives, 46 percent of
the handicapped elderly did. Where the elderly Lived was also cor-
related with the severity of the handicapping condition. Harris
‘(197 1) found that the percentage of the elderly living alone de-

able 23—Percentage of Elderly Who Were Unable to
Carry Out Various Functions and Received Help

_ Heavy Care
- : House- Bath-
Major source of help ~ | house- < of
work work ng feet
37 25 42 32
Child in Household : 18 19 18 22
‘Child Outside Household................. 15 12 13 12
- Others in Household —— 7 9 10 6
OthersOutSIde Househoid.............. 12 21 13 25
‘ a-- 12 14 4 2
;;Haye Difficulty S 26| a4 3 9

- * Applies only to people ill in bed.

"Note: Percentages relate only to those elderly who were as-
sessed as needing assistance in carrying out these functions.

. 'Source: Adapted from Shanas, E., et al. O/d People in Three
Iadusamf Societies. London: Routledge and Kegan Paul, 1966. pp.
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‘Table 24—Living Arrangements of Noninstitutional
Elderly With Marked Incapacity (Percentages)

Living status Male | Female | Total
. With Spouse ONlY ... eeeaecaaeaeeenn] 56 19 29
With Spouse and Children........cocoeeceeeeeeeees 19 5 10
With Children Only ....ooaeerreaeeneeee. ceeememeasenameoes 6 37 28
With Relatives/Others ... vevameeaeaenees 8 8 8
LiVING AlONE e eeoeeceeemeenccetcceme e ecensasnnannad] 11 31 25
TOAL c..oeneeeeceeaennnecmeaneroasesssnsmenmsereeaes 1 100 | 100 100

__Adapted from Shanas, E, et al. Oid People in Three Industrial
Societies. London: Routiedge and Kegan Paul, 1968. p. 217. :
Note: Marked incapacity as defined includes those elderly who

can perform the following tasks with difficulty or are unable to do

some at all. The six tasks are: (1) go out of doors, (2) walk up and
down stairs, (3) get about the house, (4) wash and bathe self, (5)
dress and put on shoes, (6) cut own toenails.

creased with the degree of incapacity and those with the greatest
level of handicap were most likely to be living with their children.
Men who are handicapped tend to be cared for by their wives,
mainly because most elderiy men are married (78 percent). Two of
every three w-omen, however, are widowed, divorced, or single and
rely on children or other relatives. It must be remembered, more-
over, that three of every four severely handicapped are women
and three of every four over 74 years of age.

To appreciate the pressures these frail elderly bring to their
families, it is useful to reintroduce what handicap means. The
definitions used in this analysis are related to functional ability,
those basic activities that people can or cannot do for themselves.
A handicapped person is one who cannot do tasks that are taken
for granted for normal living. A number of frail elderly have diffi-
culty and need assistance; others, the severely handicapped, often
need someone to take over completely. _

. One in six handicapped, an estimated 360,000 zlderly persons,
are very severely handicapped (Harris 1971). This group was de-
fined as those who were:

entiy bedfast or confined to a chair, unable to get

- - -

" jn and out without the aid of a person; or are senile or men-
tally impaired, unable to understand guestions or give ration-
al answers; or are not able to care for themselves as far as ..
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nomal everyday functions are concemed and need assist-
ance.: An estimated 85 percent of the very severely handi-
- capped are in this category or slightly over 300,000 elderly.
.- -, . need help in going to or using the toilet practically every
7 night; need to be fed, dressed or washed; high percentage of
.. . those who are doubly incontinent. An estimated 15 percent of
- the very severely bhandicapped are in this category, or more
. than 50,000 non-institutionalized elderly.

Three in 10 handicapped, over 700,000 elderly persons, are se-
_‘verely ha.nd:capped. This group includes those who:

- - - ha:vedzﬂictﬂtydomgeverythmgorﬁndmosttmngs
- difficult and some impossible. Twenty percent, or an estimat-
" ed 140,000 of the severely handicapped, come under this cate-

gory.
.. - ﬁndmostthmgsdlfﬁcult, or three or four items dif-

~ ficult and some impossible. Eighty percent, an estimated
' aGOOOOelderlypersons,canbesoclassxﬁed.

e :?:The appreciably handicapped, numbering over 1,200,000 elderly
persons, are those who can do a fair amount for themselves but
havedrﬂ:‘icnltymthsome items. Given that these are rates for the
-nominstitutional population, and that the evidence supports the
“&ct ‘that many of the handicapped elderly and most of the severe-
s ly hand:capped are living with their children or other relatives, it
is not difficult to imagine the kinds of pressures they create. The
‘amount and kind of care may vary among families, but most be-
have responsibly and often heroically.

" ‘Sainsbury and Grad de Alarcen (1971) report on the degree to
= wimich families will tolerate severe burdens in caring for the aged.
 In a series of interviews with families who had been referred to
..a community health service, they found that 8) percent of these
. farnilies were experiencing problems, 40 percent severe problems.
Two of every three elderly members of these families needed
" nursing care, and one in two needed it constantly. The stress on
- the family was evidenced by restrictions of their social life (50
percent of the families), decline in the physical well-being of the
caregiver (60 percent of the families), and a disruption in domestic
routine (36 percent of the families). Given these strains, the au-
thors found it remarkable that the precipitating factor in seeking
help was not the burden on the family as much as a fear that the
patient’s behavior was dangerous to himself. Moreover, more than
one-third of the families had endured the situation for over 2
‘years without seeking professional help.

‘Other research confirms the willingness of family members to
care for their handicapped members. Morris (1976) found that 63
pereent of families with severely disabled aged parents were will-
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ing ‘to take the patient into their home and continue care after
their initial hospitalization, a finding consistent with that of
Beggs and Blekner (1970) as well as Lowther and Williamson
(1966). This willingness is, moreover, long term and not crisis as-
sistance. Maddox (197556) reports that among the elderly who re-
ceive care at home, one in four has received care for over 3
years, and 73 percent of those 75 years of age and older have re-
guired care for over 1 year.

Newr - (1976), in 2 national study of older parents living with
their acuit children, has been able to document the specific types
of stresses and strains associated with family care. Her findings
are significant since the sample covers a range of families, from
those with severely handicapped elderly parents to those families
whose parents are in reasonable heailth. In one-third of the fami-
lies there had been a net increase in the amount of housework
and chores after the elderly parent moved in. Forty percent of
daughters housing parents who required care devoted the equiva-
lent of full-time work hours in that care. Almost 6 of very 10 fam-
ilies reported that they were spending more time at home and
less in social activities outside the home. Twenty-two percent re-
ported that their financial situation was more difficult since the
elderly parent moved in, and 30 percent of all families expected it -
to get worse in the future. Forty percent made physical changes
in the home, ranging from someone giving up a bedroom to add-
ing or renovating rooms (e.g., ramps oOr handrails). An additional
one in three families wanted to make changes but could not af-
ford them. Forty percent of the families reported increases in
stress, including interpersonal conflicts, feeling restricted, anx-
jous, tense, and physically rundown. These stresses were associat-
ed with the functional ability of the aged parent: The more the
child had to wash, dress, feed, etc., the more likely the stress. A
remarkable finding, however, was that 90 percent of the adult
children were mostly satisfied with these living arrangements,
and only 7 percent were dissatisfied.

This book began with the assumption that both the State and
the family had responsibilities in the care of the dependent and
especially the handicapped. In terms of the frail elderly, the fam-
ily is clearly carrying its share. Large numbers of handicapped el-
derly persons are living and being cared for by their children and
other relatives—far more than are in institutions. Evidence is
available to show that the social, emotional, financizl!, and physi-
cal costs are considerable, and yet families want to do so. The
State’s function or contribution to the sharing of responsibility
through the social welfare system is examined in chapter 4.

: 7
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‘Families With Severely Retarded Children

- Families providing care to severely retarded children are differ-
- ent from those with frail elderly in a number of ways. Although
the intensity of the stress and the nature of the demands are
often the same, e.g., financial, physical, emotional, etc., the differ-
" emces warrant a separate analysis. The aging process is perceived
as normal, one which most people will experience. Furthermore,
i even though a number of elderly become dependent upon their
" children or spend their last days in an institution, for most of
- their lives they were independent. Even the relatives providing
.. care for the 2% million elderly living in families as dependents
» . know that this will end in a matter of years and they can pick up
. -theeir Hves after their parent dies. In most cases, also, these fami-

- 1es have led normal lives before these demsn2s were made.

- Given the medical and technological advances of the past few

. decades, the severely mentally retarded child can be expected not

- only to survive childhood but the majority will live an adult life.
-+ Parents are confronted with the possibility of providing care for
" the rest of their lives, unless they decide to place the child in an
- institution. For these families, a ‘“nocrmal life”” has to be redefined.
. As argued earlier, an analysis of these two different, but in

- other ways similar, types of families should provide some insight
. into the kinds of social policies that might be developed. Addition-
- ally, their experiences should be generalizable to most families
caring for handicapped members. Services that support families

- caring for a frail elderly parent or severely retarded child should

- not be too different in principle from those with, for example, a
child with cystic fibrosis or a young adult who is a quadriplegic.
While the handicapped individual requires specialized services,
the family is likely to need more generic services.

. Unlike the issue of elderly and family care, there are little sys-
tematic data available for analysis. An historical data base does
not exist, and even current data often cannot be synthesized. Re-

-~ searchers use different categories and even different definitions in

- their work. Since 1973, the World Health Organization’s classifi-

. cation has been used in this country. Four categories are current-
-1y used: profound (IQ *:ss than 20); severe (IQ 20-35); moderate
- (IQ 35-50); and mild (IQ 50-70). A profoundly retarded i ‘dividual

! requires constant care and supervision; while adults may achieve
.- limited self-care, they need nursing czre. Severe retardation is as-
-~ ‘sociated with limitations in motor and language development.

* While the individual may not be completely dependent, he or she
: will need complete supervision to develop self-maintenance and
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" self-protection skills. Moderately retarded individuals are slow in

their development but are able to learn to care for themselves. As |
adults they are capable of a degree of self-maintenance under su-
pervision (U.S. Department of Health, Education, and Welfare,
Office of Human Development, 1975; Grossman 1973). .

While criticisms are made of a classification system based on in-
telligence testing, Tizard (1974) has argued that: -

For epidemiological purposes the value of assessing grade or
severity of mental handicap in terms of IQ is very great. . . .
Moreover, well established epidemiological findings indicate
that the traditional distinction between idiots and imbeciles
or severely retarded persons on the one hand, and morons,
feebleminded or mildly retarded persons on the other, is a
meaningful one biologically and socially.

The emphasis in this study is on families with severely retarded
children defined as those with IQs 0—-50. Abramowicz and Richard-
son (1970), in reviewing 20 of the more “reliable” epidemiological
surveys, have concluded that the prevalence of severe retardation
is somewhere between 3 and 5 per 1,000 population. Conley (1973)
has offered age-specific prevalence rates which show slightly
higher rates for children than adults.

The prevalence of severe mental retardation shown in table 25

.is drawn from the studies of Tizard (1974) and Kushlick (1964). Al-

Tabile 25—Estimated Prevalence of Severe Mental
Retardation (in thousands)

Year Ut:céer anc;' cswer Total
3 L2 17 o TR U 146 243 389
B2 U= o TP 200 271 471
b £ 74 0 TP 208 320 528
bk £2 72 0 JUUU e J 184 377 561
8 = 7= T o N 209 411 620
pe 00 0 USSR 211 449 660

Note: The rates used were: For the population under 15 years of
age, 3.6 per 1,000; for the population over 14, 2.2 per 1,000 giving a
total prevalence rate of 2.5 per 1,000.

Sources: Population es for 1950-2000 were derived from So-
cial Indicators 71976. U.S. Department of Commerce, Washington,
D.C., December 1977. p. 22.
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tbonghtheya:reshghﬂy moreconservanvethanConley’sestl
;matw\,_ thay have the advantage of being replicated a number of
nmes.'lhepeakprevalencerate is estimated at 3.6 per 1,000 per-
- sons aged 15 to 19. This prevalence rate is probably close to the
trae prevalence rate for all age groups up to 15 insofar as severe
:Q'f¢-'reta:rdahon is slmost always present from birth or early infancy
- (Tizard 1972).
‘. Given these rates, it can be estimated that there will be 561,000
: .severely retarded persons in the United States by 1980. Over
- 180,000 will be severely retarded children.
' The projections for the next 20 years are based on extremely
. comservative assumptions. They begin with the position tnat the
' prevalence asnong children will not increase substantially (Tizard
1972), and that the possibilities of preventing severe retardation
. are Hxited given current knowledge (Department of Health and
- Social Sewvices. Better Services for the Mentally Handicapped
'_‘IQIILThepmJeaaonsﬁ:rthermethattheranoofchﬂdrento
 adults will remain the same, 1:2, although, as many more severely
. petarded .childven now are surviving to adult life, the number of
adult retaxrdates is increasing (Tizard 1972). Therefore the rate of
- 2.2 per 1,900 for the population over 14 years of age will possibly
" be highesr. Mrdless,thefiguresareuseful,epecmﬂyfortbe
- youngex age ~group, and offer reascnable estimates for planning
Severe retardatlon usually brings with it a2 range of physical
disorders such as epilepsy, visual, hearing, and sprech defects.
Abramowicz and Richardson (1970) found that approximately one-
bhalf of all severely retarded persons have at least one additional
handicap and that one in four have multiple associated handicaps.
Their findings are supported by other studies (Conroy and Derr
1971; Tizard and Grad de Alarcon 1961; Moncrieff 1966; Bayley 1973).
Table 26 gives estimates of type and degree of physical and behavior-
al difficulties associated with severe retardation. The Kushlick rates
are used in this study since Kushlick reports on functional dis-
ability, is specific to severe mental retardation, and documents
the differences between children and adults. The Abramowicz and
Richardson or Conroy and Derr studies were not used since these
. researchers reported on diagnostic categories and did not distin-
guish between levels of retardation.
- One in five of all severely retarded persons needs assistance in
personal care functions; one in eight has severe behavioral prob-
 lems, and one in fourteen is incontinent. With the exception of be-
~ havior problems, those under 15 years of age are more likely to

- ERI c - -
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Table ZG—-MAssociated With Severe llental
- Retardation
Incapacity U'.';ge' 15: andi_ Total
Nonambulant 24.06 6.23 11.45
Behavior Difficulties R - . _

Supervision 14.06 11.23 12.06
Severely Incontinent 12.55 520 7.34
Needing Assistance to Feed, Wash and

Dress 28.33 15.49 1925
No Physical Handicap. or Severe Be-

havior Difficulties 21.00 61.85 49.90

Total 100.00 | 100.00 | 10000

from Better Services for the Mentally FHandr-

Sowrce: Adapted
capped. Crmnd 4683, HMSO, 1971. Table 1, p. 6.

have associated handicaps. Children are twice as likely to be in-
continent and need assistance in personal care functions and four
times more likely to be nonambulant. Eighty percent of the se-
verely mentally retarded children are likely to have a physical or
behavioral problem, compared to 40 percent of the severely retard-

‘ed adults.

Based on the prevalence rate of 3.6 per 1,000 for this age group,
over 44,000 severely mentally retarded children are nonambulant;
S&OOOmedasszstancemfeed:ng,wmshmg,anddresmng;%OOO
are severely incontinent; and almost 26,000 have severe behav
ioral problems.

Severementalretardahonmnot,then,;ustameasurementof
the intelligence level of an individual. Forchﬂdrenltmeansthat'
someone has to provide care and supervision over and above what

“normal” children require. This decision to maintzain the child in
theﬁemilysetﬁngserionslyaﬂ'ectsthefamﬂylifeoftheother

_members.

Oneofthemorecriﬁcalareasaﬂ'ectedrstbephys:cal health of the
primary caregiver. Hewett 11972) and Tizard and Grad de Alarcon

(196G1) found that i4 percent of mothers with severely retarded

childtenwerempoorhea]th, 12percentwerenmdown,and60per—
centexpenenced periods of depression. Holt (1958) found almost one

in five mothers exhausted at the-time of her survey. The presence of .
_asewerelyrebarded child means additional household chores (Al-




th Md:ommw)and cons:d’erablede-

rrazrz, T,

ol:‘ﬁmiﬁesweremﬂﬂvmlated. Furt.baum'e,74 pex-
w&mdmm&dm felttbatthenrnagh—
&mmnemmtelhng)sthatmmpetcmtofﬂ:esefam-
ﬂies,thepare:ﬂswmmabletogooutmgethet Theseﬁnd-

Slme,AldnchetaL(IS?Dﬁ:nndthattheprmofaretarded
madvemelyaﬂ‘eaedvm(%mtofthe&mﬁm) geo-
mmmmmxmm‘ its

naectedbytheco:mmmtyorhadchusenmlatmntbemse}vesxs
not clear (Schonell and Watts 1956; Kershaw 1965; Peck and Ste-
pbensISG)'GottheblgIS;Jmtwe,Bradley and O’Connor 1971).
A’ third area of stress is financial Handicapped children obvi-
a:slycostmoretom:seandcareforthannonhandlcappedchﬂ-
dren. ‘How much more the additional costs are, however, remains
unknown. Aldrich et al. (1971) found in 44 percent of families that
ﬁmcxalproblemsaasocnatedw:ththemreofaretardedcbﬂdad—
versely affected the family’s lifestyle. In their studies, Holt (1958)
reportsthatzsperceutwerefacedthhaddztaonalexpensaand
Dunlap (1976), 27 percent.
“ 't is also known that the severity of the retardation is correlat-
edthhlevelsofpersonalexpendn:n'es.Althoughthedataaspre-
sented are difficult to use, Aldrich demonstrates that paren.
snthd:ildrenwhoareprofoundlyorseverelyretardedaremuch
more kikely to spend over $5,000 (the categories used are $1-$100,
$101-$1,000, $1,001-$5,000, and over $5,000) for services, while
t’hoeew:thmﬁdlyretardedchﬂdrenarehkelytospendsxgnlﬁ
cantly lower amounts (Aldrich et al. 1971). The study, however, is
severely limited in that age is not controlled for and these cost
ﬁguresonhfet:meapendﬂ:ureshavenotbeenstandard:zed.One
study, restricted to medical care expenditures, is significant. Al-
oug "thedatamcludearangeofchromcﬂ]nessesandlevelsof
sevetrtySultzandhxscoﬂeaguesprovzdethetypeofdetaﬂuseful
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for analysis (Sultz et al. 1972). They found. for example, that these
families spent, on the average, 6.6 percent of their mean gross in-
come for medical care for the chronically ill child, and 16 percent
reported medical expenses exceeding 15 percent of their annual
income. At the time of the survey, mean out-of-pocket expenses
for American families (care for all members) amounted to only 5.5
percent.

Sultz was also able to show that reported medical costs varied
little by level of family income but that out-of-pocket expenses as
a percentage of family income were significantly higher for low-
income families. Families in the lowest income bracket were ex-
pending 16.5 percent of family income for medical care, compared
to only 4.1 percent for those in the highest bracket. Furthermore,.
those with higher family incomes benefit from income tax policies.
(See table 27.)

Table 27—Mean Costs for Total and OCut-of-Pocket
Medical Expenses

Gross Family Income

7 ) T
| <$8.500 $3,500- $5,000- $7.500 and
$4,999 $7,499 | Over
Pct. .
. Pct. Pct. ! Pct.
Doliars éc')?r-'ne Dollars | in- | Dollars! in- 'l:;?;' in-
_ come come! come
! ] I
Total.......... $1.141) 46.8| $1,134| 26.5| $1,026! 17.2|$896 8.9
Out-of-
Pocket..! S405| 16.5] $S404! 96| $477| 7.9 J $404| 4.1

Source: Adapted from Sultz, H., et al. Long-Term Childhood /-
ness. Pittsburgh: University of Pittsburgh, 1972. Table 6.4.

Finally, the presence of a handicapped child creates stress in
family relationships. Wolfensberger (1967) suggests that the family
of a retarded child is faced with three types of crises. The first
crisis is that which is most likely to occur when the diagnosis is
made to .n unsuspecting parent.

At a point of great vulnerability, an unexpected event disor-

ganizes the parents’ adjustment as when they are told that
their baby is a ‘“‘mongolian idiot.” The parents realize that

the event is rare and that thei:nfzﬁectations have to be radi--
cally revised, but they know vi y nothing about what the

realistic expectancies now are. The crucial element here is
not retardation at all: it is the demolition of expectancies.

85
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Thesecondmsxsdescnbed as a value crisis.

'Retardation and its manifestations are unacceptabie to many
monsforfagumﬁrofreasons- .. .II:‘earo soc:igl andab;.
orrence of phys stigma, censure by inlaws, feelings o
glnlt or failure, and other essentially subjectively determined
angmsh may contribute to the value crisis.

'.I'.'he third is the reahtyerisis

o ' Forces extemal to and only partially controllable by the par-
+lwoents.resull in situations that make it impossible, exceedingly
‘difficult, or inadvisable for the retardate to remain integrated

" into the family or the community.

' 'Some researchers have argued that parents of a handicapped
clnld experience severe strains, often resulting in marital break-
down: (Bone, Spain, and Martin 1972; Farber 1975; Farber and
Ryck:man 1965; Farber, Jenne, and Toigo 1960; Farber 1960). Par-
ents have been described as both angry and guilty, angry that it
has happened to them and guilty that they rmght be responsible
(Cohen 1962; Reid 1958). Another speaks of the ‘“chronic sorrow”
parents live with (Olshansky 1962). The trauma that brings on bit-
“terness, guilt, and shame in turn contributes to serious emotional
problems, quarreling, and, ir a number of cases, disintegration of
fam.ily relationships. These strains are felt by more than the
" handicapped child’s parents. A number of parents felt that their
normal children were experiencing problems, including role ten-
- sions (Fowle 1968; Tew and Laurence 1973). Holt (1958) found that
- some siblings resent their parents paying too much attention to
the ‘’handicapped child, and often they are embarrassed when in-
teractu:g w1th their peers.

It is a gross understatement to say that these families are “at
nsi:.” The problems and demands that they are experiencing are
stagge*'mg. For two sets of reasons, it is reasonable to expect that
- most families with severely retarded children would seek to insti-
tutxonahze them. Throughout this century, especially the first 60
‘years, official policy and professional practice have supported
institutionalization as the most desirable alternative. Families
“who did decide on institutionalization were not likely to be stig-
mat:tzed. In fact, the evidence seems to suggest the opposite. Fami-
- Hes who  decided to care for the retarded child felt isolated from
~the rest of the community. The second is related to the changing
expectatlons and aspirations of women—historically the primary
.caregivers in this society. In chapter 2, Carisse’s stady of “irnova-
. tive wemen” was discussed. Within her framework of three basic
value orientations, only women with traditional values toward

marriage, family, and child care can be expected to willingly pro-
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vide care for their severely retarded children. Women with tradi- -
tional or pre-industrial orientations accept their dependency on

their spouses, believe the male should be the primary wage earn-

er. and, most importantly, feel that women should devote full

time to childrearing. In a post-industrial society, these values are

nonexistent or at least deemphasized. As mentioned above, the
family provides an environment for individual growth and devel-

opment. The family as a social organization is secondary to the

individual. Parents as individuals are not expected to live for

their children, and tasks or functions are not sexually deter-

mined. Moreover, self-development is best achieved through extra-

familial relationships and, in most instances, through paid em-

ployment. -

Caring for a retarded child is contrary to these values. Parents,
especially mothers, live for their handicapped children. Extrafa-
milial activities, whether social or recreational, are curtailed. In-
dividual lifestyles and self-fulfillment (post-industrial) ar= difficult
if ‘not impossible, since so much time and attention sce given to
the handicapped member of the family. The wife :ad mother is
especially penalized since it is she who most -lien becomes the
caregiver. -

Given these shifts in values and the nrobability of a high degree
of ambivalence among adults during this period of transition and
social upheaval, it can be argued that decisions to maintain a se-
verely retarded child in the home and not to seek
institutionalization are not to be expected. Furthermore, it would
seem reasonable to fird growing rates of institutionalization.
What has been the experience?

Over a 20-year geriod-(1950-1970), there has been a 50 percent
increase in the number of persons residing in institutions for the
mentally retarded (table 28). This growth, however, has been un-
even. Sixty percent of the increase occurred between 1950 and
1960. The decade of the sixties shows a slight slowdown. The insti-
tutional rates have increased from 89 to 99 per 100,000 population
(11 percent), but this cannot be interpreted on face value as evi-
dence of recent unwillingness on the part of families to provide
care. As was pointed out above, up until the mid-sixties, the pre-
vailing professional practice was to recommend early
institutionalization and families more often than-not complied.
Earlier institutional rates show even higher increases. In 1920, for
example, the rate was under 40 per 100,000; 20 years later it had
doubled (Baumeister 1970). .
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Table 28—llontally Retarded Patients in Mental
Retardation Institutions 1950-1970

1950 1960 1970

PUDHC INSHIIIONS noeeoeeeeeeeeeeeereeneened 125650 | 160,225 | 176,103
Private Institutions..............ncieenaes 8,539 14,502 25,889
Total — 134,189 | 174,727 | 201,992
Rates per 100,000 population......... 89 95 99

Sources: Decennial Census of the Population.

- Conley (1973) reports that the total institutional population was
. closer to 269,000 in 1970. These additional 67,000 persons included
- thoee retarded persoas in schools for the blind, deaf, mental hospi-
ta.ls, residential treatment centers, chronic disease hospitals, Fed-
eral . and State prisons, and general hospitals with psychiatric in-
patlent services. This larger number would give an overall rate of
132 per 100,000. However, pmportlonately as many, if not more,
retardates would have been residents in these institutions in the
" earlier decades. It should also be noted that these figures include
the mildly retarded as well as the more severely handicapped.
- Age-specific rates of institutionalization do show significant
- shifts over the past 20 years. While the overall increase between
“1950 - and 1970 was 11 percent (table 28), much higher increases
. are found in the younger age groups. Although the rates for those
-under 5 years of age are considerably lower than the other age
- categories, the rate of increase for this group was the highest (76
~ percent) compared to 35 percent for those between 5 and 9 years
‘of age and 15 percent for those between 10 and 14 years of age.
The data show a slight decrease for those between 15 and 19 years
of .ge. These shifts are directly related to the overall age composi-
tion of ‘these public institutions. In 1950, oar: in three residents
“was under age 20. In 1960, two of every five were under 20 and by
1970 one in two. (See table 29.)
- Admission rates have increased shghtly between 1950 and 1965,
.-ﬁ:om 7.3 to 7.8 per 100,060. population. The thhest rates are found
among children between 5 and 14 years of age. However, all age
. groups with the exception of 5 tarougzh 9 years of age show de-
“creases. Those admitted are likely to be younger than previously.
"Jn 1950, 79 percent of all admissions were for persons under 20.
‘By 1970, this groun accounted for 85 percent of all admissions.
| (See table 30).
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Table 29—Mentally Retarded Patients in Public
Iinstitutions for the Mentally Retarded (per 100,000

population)

Age 1950 1955 | 1960 | 1965 | 1970
o O U 119 198 17.1 19.2 21.0
S - R 53.7 67.9 77.2 85.1 72.9
s [o T - RIS 1249 | 1306 | 139.8 | 1519 143.6
2 F- 5 = TR 1816 ! 1857 | 197.9 | 194.1 | 178.6
20—24.....cccammeeeanrarnesconeensens 1516 | 167.3 | 177.1 | 1788
DB-B8....ceeeeeeemneiarereanaeaenanasans 1188 | 1184 | 123.6 | 1328
B5 b aeneeenreeeenncieeanarameannanennaas 64.1 67.2 66.2 66.0

Source: Public institutions for the mentally retarded—Trends in
caseload. manpower, expenditures. Social and Rehabilitation Service,
DHEW, July 1968.

Table 30—Admission Rates to Public Institutions for
the Mentally Retarded (per 100,000 population, Age at

Admission)
|

Age 1950 1960 1965

o S0 OO 10.7 11.1 9.9
B0 .oeeeeeeeeeeaeseseesaesstasassnnsemaesecseaaanseennnnanran 17.6 199 21.9
2 o S . SO 22.9 20.8 21.9
R [ 5 | - YU U UEo U EPUUONOUUSPRRRSt 19.4 17.8 15.9
DO c.eeeeeeeeeeeeeeeeareevessssnnstessnmsnssanareseserarassan 6.6 5.0 5.1
DEaBA ...ceeeeeeeeaeeeeeceserseresaneasnnsensesassammreneennnsd 3.3 2.0 2.0
BB b oo ceeeeeeeeeeeeasinesnrnnanassaenaseaee s tenasacsrrnnsnnes 1.2 1.0 0.7
e 7= SO 7.3 | 7.6 7.8

Source: Public institutions for the mentally retarded—Trends in
caseload, manpower. expenditures. Social and Rehabilitation Service,
DHEW, July 1968.

The final part of the equation is discharges. In 1967, the median
length ~f stay in public mental retardation institutions was 16.4
years (Report No. 1 from the Social Security Survey of Institution-
alized Adults 1967). This was considerably higher than other long-
term care institutions (psychiatric hospital—8.1 years; chronic

&7
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Ma ffl“ilities—’l‘s Yeqyg), TWO of eve three adults_ had remaineq
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Tab'Q -31/”":““’90 of Po gons at the g;me

Uittian for the agantally Rey, .ded 5 Yea, gefore

_the Ceny, . ¢ 1960 ond 5 Yeary gefore the g nsus of
o 197Q and StHll Tiore at the Tl:le of the QQe‘ \SUS

BB e e et vt a2z | 42

7. o G RS 61| 66
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i 87

65 a8 OVer T T e T e 90 | 61
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More recent data on California’s institutional population show
that almost one-half (49 percent) of the residents were profoundly
retarded and an additional 25 percent severely retarded. Ninety-
three percent of the residents had IQs less than 50 (California De-
partment of Mental Hygiene, 1975). A national survey reports
that 44 percent of residents in public residential facilities have
IQs of less than 20, and 30 percent have IQs between 20 and 35
(Scheerenberger 1976). :

Table 32—Median 1Q of First Admissions to Pacific
State Hospital

Age in years Median |Q
LINAEE 5. cieteeceeacressemsassameseantessasresamssasasassssssssrssassosas 19.0
DD .o eeeeeerecteeneeenssnseesasaransaamasatntesacassantarrensesaaranaasaanonanans 21.9
2 [0 T B NP OOUOTPPR 49.5
2 L O N R P PP PPRPPRPT DIPTSR 57.2
1 1= I U ORI IPP §57.5
B [ = Y SOOI ORI URS 543
L SR 7. U PPSPSPPPI 39.2
B5 ANA OV T .. caetieccireiaccsissssesessmcnassanssssrsesctetsssassrasasens 40.0
Al AGES . ... coeeemnnirieasreaessesassossressstasetssntessnssnsmmessnssssasssasss 42.9

Source: Adapted from Tarjan, G., et al. The natural history of
menta! deficiency in a State hospital: Probabilities of release and
death by age, intelligence quotient, and diagnosis. AMA Journal of
Diseases of Childrerr, July 1958. pp. 64-70.

The institutional population is also younger than it was 20 to 30
years ago. In 1950, 32 percent of this population was 35 years of
age or older; by 1970, the percentage was 24.6 percent. During '
this same period, the percentage of those under 5 increased from
1.5 percent to 3.9 percent and for those between 5 and 9 years of
age, from 5.6 percent to 11.5 percent (U.S. Department of Health,
Education, and Welfare 1973).

The last piece of information needed before concluding that
shifts in patterms of care provided by families are occurring is
related to the percentage of severely retarded persons in institu-
tions. The trend may be toward younger admissions and fewer ad-
missions of the less severely handicapped, but how many of
the severely retarded are in institutions and how many are in the
community?

83
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. Table 33—institutional and Noninstitutional Severely
e Mentally Retarded

o Resi- |Estimated |
dent umber ercen
= Estimated Popula- " of Not in
B ' ""of' er tion in Soverely Mental
Severely Mental Mentally Retarda-
Mentalt Retarda- | Retarded tion
Retarded tion in Institu-
institu- Institu- tions
e Under 16 ................ 146,000 25,845 23,260 84.07
. 15 and Owver.............. 243,000 ! 108,408 97,567 59.85
| ’ (68.94)
. 1960
S Under 15 e 200,000 46,269 41,642 79.18
o 15 and OVer............. 271,000 | 128,458 115,612 57.34
e (66.61)
- 1970
©  Under 1S..................] . 208,000 | 48,141 43,327 79.17
15andOver.............] 320,000 | 153,851 138,466 56.73
(65.57)

.. _The data in table 33 assume that 90 percent of the resident pop-
- ulation are severely retarded (IQ below 50). Eight of every ten se-
-Verely retarded children and slightly more than two of every
‘three of all ages are not in institutions, ratios that have remained
fairly constant since 1950. Not all of these are being cared for by
‘their families. A number may be in fostercare, nursing homes,
.boarding homes, hostels, or other facilities. While it is impossible
to determine the numbers involved, it is fair to estimate that, at
‘least for children, most live with their family if they are not insti-
tutional residents. This suggests that more than 165,000 severely
‘Tetarded children will be living with their parents or other rela-
tives in 1980.

-~ Barlier, the problems and strains associated with the presence
of a severely handicapped child were discussed. Despite these,
most families either do not seek or delay institutionalization. The
Imajority appear to develop a number of coping mechanisms

I¢
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(Hewitt 1972). Although as noted in table 26, the incapacities asso-
ciated with severe mental retardation are considerable, those who
are institutionalized are likely to be even more handicapped. In a
Social Security survey of 75,000 caregivers who had institutional-
ized their retarded rvelative, the following reasons were given
(table 34).

Table 34—Reasons for Institutionalization

Reason | ce':\et;ge
Needed Permanent Care......ccceceeecrecimeieneictontiotmmcostonesanntaasess 49.8
Had to be Watched ind Looked After More Carefully............. 42.8
Needed Special Training ...c..ccocieriicermmiieenntieeaeeniisinnasstsesees , 36.5
Too Hard to Handle at HOME.........ccoiiiimiecaiinentiiitenteniaane J 27.5
No One 10 Look After at HOME........cocccmrininnireessssessencsssssssmennens ! 13.1

Sources: “Report Number 1 from the Social Security Survey of
Institutionalized Adults: 1967.” DHEW, SSA, Office of Research and
Statistics. July 1971 and reported in Menta/ Retardation Source Book of
DHEW. Washington, D.C.: Supt. of Docs., U.S. Gov. Print. Off., 1972.

In studies of families who had decided on institutionalization
and families who kept their children home, significant differences
were identified. Hobbs (1964) reported that the institutional group
had a higher incidence of antisocial behavior and were more like-
ly to be from broken homes. Graliker (1965) found that the insti-
tutionalized child had more severe and multiple handicaps and
that 68 percent of their parents showed significant emotional
problems requiring professional help. In yet another survey, Wolf
and Whitehead (1975) found that 92 percent of the families choos-
ing institutionalization mentioned disruption of ramily life as a
major contributing factor. Unfortunately, none of these studies
has identified how long even these families provided care. Still,
long-term or permanent institutionalization among children does
not appear to be the norm. When a child is placed, he or she is
likely to be severely handicapped, causing problems associated
with behavior or management, leading one researcher to suggest
that “in spite of the obvious hardships which many families had
to bear in caring for a mentally handicapped child at home, the
proportion who wished for institutional care was small” (Tizard
1972). )

9
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- Thooverndmghlnoin this study is the nature of the relation-
,lbipbotweenfamihesandtheStatamtheprommn of care to
" handicapped. individuals. A basic assumption is that the caring
- function should be shared by both social institutions—that =ach
-~ has a responuibility and each a contribution. Furthermore, it is
axzmdthatnextherhasthe ssources to function as the sole care-
. EAver. ‘ﬂnschapurhummmedtheﬁrstpanottheequauon—
zi_fmmum
1 The chapter first examined the nature and extent of handicap-
. ping conditions. It was p.inted out that almost 10 million persons
~have some impairment. Of these, approximately 2.7 million are
“handicapped insofar as they are functionally disabled, and over
" 1% million are severely handicapped. And yet, the total institu-
‘tional population in this country (including prisons) was only 2.1
million persomns, or 1 percent of the population. Given this, it can
"be argued that significantly more of the handicapped are living in
noninstitutional settings and that a considerable number are liv-
f.mgmththexrfamnhes.
¢ . The analysis then shifted to two groups of handicapped per-
:_fsons—-the frail elderly and the severely mentally retarded chil-
{dren.ltwasfeltthatamore detailed discussion of these two
‘groups would be useful in determining the extent to which fami-
hesare providing care and the impact the caregiving function has

on family well-being.
1 Two and three-tenths million elderly are handicapped, 1 million

vsevu'ely handicapped. Although the elderly account for 63 percent

of all handicapped persons, they represent less than 10 percent of
the total population. More than one in ten elderly persons (11.3

percent) are handicapped, and, one in twenty severely handi-
capped (5.3 percent). However, the percentage of the elderly insti-
tutional population has remained fairly constant, between 5 and 6
percent. Twelve percent of the elderly or 2.5 million persons are
living as dependents with their adult children or other relatives.
Both the institutional population and those living with relatives
tend to be older, female, widowed, and handwapped. Based on
population projections, this at-risk population is expected to in-
crease at a much faster rate than the population as a whoie. This
shonld, in turn, result in greater demands on the institutions and
or families for the provision of physical and social care.

- By 1980, there will be an estimated 561,000 severely mentally
retardedpersonsmthlscountry Of these, 180,000 will be chil-
drer Despite the fact that severe retardation is associated with
multiple handicaps, 80 percent of the children are not residents in
mstitutions. Most, in fact, are living with their parents.

et v it 4. onim b e . 92
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Recent surveys of values and beliefs associated with family life,
marriage, expectations, and roles of adults would argue against
family care. It is demanding, disruptive, and requires family
members, especially the mother, to make major adjustments to
family life. Although there are alternatives, e.g., nursing homes
and institutions for the mentally retarded, most families appar-
ently choose to provide care, often for long periods.

However, there have been slight shifts in institutional trends.
While the data are inconclusive at this time and the long-term
pattern is still unknown, it is clear that once a placement is
made. it usually means ong-term care. There is also some evi-
dence to suggest that far ilies who are not provided support are
less willing to take handicapped members back into their homes
after an admission to an acute-care facility.

This chapter identified the pressures and strains both sets of
families (those caring for handicapped elderly and those caring
for severely retarded children) are experiencing. Not all families
are experien :ing all of these streases, but all of these families are
“qat risk” in that statisticaliy they are more likely than families
without handicapped members to have these problems. There cre
signifcant ccmmonalities in the types of strains among both
sroupe of families. In fact, they are probably common to families
providing care to all of the physically handicapped. In turn, these
pressures can be translated into the services that families could
benefit from. These pressures include:

Additional financial costs
Stigma
Time consumed in personal care, e.g.. feeding, washing, dx_'ess-

ng
Difficulty with physical management, e.g., lifting, ambulation
Interruptions of family sleep
_ Social isolation, attitudes of neighbors and kin
Limitations in recreational activities
Handling behavioral problems
Difficulty in shopping and other normal household routines
Limited prospects for the future

The next two chapters examine the other part of the relation-
ship, the social welfare response. First, the organizational response
is analyzed, followed by a discussion of how the major resource—
the human service professionals—interacts with families provid-
ing care. Is there a shared responsibility, one in which support
services are made available to famzilies retaining the primary
caregiving function?

9,



’ “ﬂat is the most desirable, effective, and feasible division of
‘responsibility between the family and extra-familial institutions

‘ther could function effectively without the other. This relation-
“ship is best understood by analyzing whether social welfare meas-
support the family as a primary social service or whether
however,reqmressomeelaboratnon.lheStatecansubstxtutepar-
tially by assuming certain functions and leaving others with the
-family. An example of this is the development of social insurance
,.;programsthrm:ghwhichtheStateassumesresponsibﬂityforpro-
viding financial support to the elderly. In principle, this program
s a major break from the earlier Poor Law tradition that re-
quired children to support their parents. In a sense, then, the
State, in assuming this function, has substituted ir part for the
faﬁily.Homemakerservicesareanotheremmpleofpartialsub—
stitution. These services make it possible for elderly persons to
maintain independent living by carrying out various domestic
ﬁhctiomchﬂdrenmighthavedoneinthepast.Both-ofthese
services support the individual elderly person by partially substi-
tating for the family. If the handicapped person is institutional-

35
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.zed. on the other hand, the social welfare system takes over the
caring function compietely. The staff and other residents become
a substitute family, and, for the sake of argument, it does not
matter whether the institution is a nursing home, a 1,000-bed fa-
cility for the mentally retarded, a hostel, or a boarding home.

This total transfer of the caring function can be either perma-
nent or temporary. If temporary short-term care is provided in an
institution so that the caregivers are given some relief, the pur-
pose of the transfer is to support the family. If, on the other hand,
the iransfer is permanent, the purpose becomes one of replace-
ment. Given this distinction (the purpose rather than the service
itself), it is important not to conclude that institutional care al-
ways implies substitution for the family just as community serv-
ices do not always support the family. Community care cannot be
equated with family support. More often than not it has come to
mean the provision of care to certain groups of dependent people
in community settings as alternatives to care in the larger institu-
tions If the handicapped person receives services while living
alone, with his or her spouse (elderly), or in a hostel, these serv-
ices support the individual but substitute for the family.

The preceding chapter discussed the characteristics of two at-
risk groups, the frail elderly and severely retarded children. The
extent to which families are providing care and the strains associ-
ated with caregiving were identified This chapter examines the
social welfare response, beginning with an analysis of social ex-
penditures in general and later moving on to those expenditures
with specific implications for the retarded and the elderly. An at-
tempt will be made to determine whether responses are organized
and provided to support families or whether they emphasize tak-
ing over the caring function when families are unable or unwill-
ing to continue as caregivers. To extend the analysis, it is impor-
tant to identify whether the object of the policy or service is the
individual or the family unit. |

Unfortunately, the analysis has to be more exploratory than de-
finitive, in that there are several gray areas. Policies often have
multiple objectives. On the other hand, the analysis can identify
themes that give an indication of past and current priorities, espe-
cially as they relate to families. It is clear that services support-
ing families do exist, but it is not clear whether sufficient re-
sources are being made available. The notion of sufficient, of
course. cannot be defined in absolute terms, nor can any discus-
sion assume that resources are limitless, and the major task is
only to determine what is needed. This analysis is more concerned
with the share that support services are given relative to social
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~welfare expenditures and, in particular, relative to services that
- substitute for the family. It becomes more a question of balance
b-ud on the idea of a more equitable distribution of resources.
" A major problem encountered throughout the analysis was the
~lack of & coherent data base on community services. As the Presi-
‘dents Committee on Mental Retardation (1976) noted:

'Inaﬁscmonofaerﬁce.onefactmparamount.'l‘hereua
..~ serious dearth of wvalid and reliable information through
.;whnchwp:uentmmtemctumofthemteofsemoes

~ for mentally retarded people. . . . Perhaps most critical
among these problems is the fact that current statistics are
rarely available on a natinnal, regional or even statewide
-basis. In Fiscal Year 1975 many cies are still analyzing

i ;n;fl.ormm from 1971 or before, if they keep information at
iTh:smtuat:on is found in almost all areas of community serv-
‘ices and is not unique to services for the retarded. Theanalysxs.
:then, must be limited to a discussion of pieces of fragmented in-
formation and cannot establish clear trends. Still, the identifica-
tion of emphases is useful in addressing the issue of shared re-
sponsibility through the provision of support services.
- Two concepts, normalization and least restrictive environment,
.areha.ngnsedmomand more as the basis for developing commu-
mity services and are directly related to the notion of support.
. While the concepts are discussed primarily in terms of the needs
. that the mentally retarded have, they do have applicability to all
- The first, normalization, argues that with z;propriate support
: ,servxces the mentally retarded person will be able to live as nor-
" .mal a life as others within the constraints of the level of function-
. al disability (Nirje 1969; Wolfensberger 1972), Nirje describes this
. sapportive environment as one which provides the individual the
: opportunity to “share a normal rhythm of the day, with privacy,
" activities and mutual responsibilities; a normal rhythm of the
~week, with a home to live in, a school or work to go to, and lei-
. sure time with a modicum of social interaction; a normal rhythm
. of the year, thhthechangingmod&sandwaysoflife,offamily
' and community customs. . . .”” The second concept is that services
" should be provided in the least restrictive environment. If mental-
Iy retarded persons cannot or should not live any longer-with
- their families or in their own homes, they should be able to live
mﬁmlru@ofnormalsmelocatedmres:dentzalareas.'l‘hesepnn-
. ciples have been supported in a number of recent court decisions.
- Horejsi (1975) suggests that this approach requires five types of
- services: (1) family support, including genetic counseling, diagnos-
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tic services, respite care, homemakers, parent/child training, rec-
reation, and financial assistance; (2) child development services; .

(3) residential services for those who cannot remain in their own
homes or for those at an age when it is normal to leave home; (4)

vocational training and employment opportunities; and (5) coordi-

nating services. Other services often mentioned are leisure time
-and recreational programs, transportation, and health care serv-
ices (Thurlow, Bruininks, Williams, and Morrean 1978). LInderly-
ing these concepts is the belief that wherever the menially retard- -
ed person lives, he or she should be supported. Building on this

approach, when the handicapped person lives within a family set-
ting, both the handicapped person and the family require support- -

ive services.

As mentioned above, these concepts are applicable to all handi-
capped persons, including the frail elderly. Normalization and a . *

least restrictive environment mean that since most elderly want

to live independently, alone, or with their spouse, appropriate - :

support should be made available. Various income maintenance  1
programs, especially retirement benefits, appear to make this pos-

sible for most. If the elderly person becomes partially disabled

and finds it difficult to carry out some homemaking or personal_- 5 -
care functions, he or she often can remain at home if serv- -
ices are provided. If the elderly person experiences greater diffi- T

culty in maintaining independent living, a range of alternatives,
only one of which is the nursing home, should then be available.
These include living with adult children, special housing for the
elderly, sheltered hiousing, and other forms of congregate living.. -

The nursing home or long-term care hospital is seen as the last
choice, only to be used when other less dependent arrangements S
are not viable. Such a system, found in many European countries, .

is built on the idea that the individual can progress through a
number of stages from complete independence to totally depend-
ent living and should be able to remain at each level as long as-

possible through the provision of support services.

A least restriciive environment or progressive stages of care are
viable concepts only when real choices or options exist. Without a . L
community system offering a wide range of services, the choice is
often limited to institutional care. Without such a community sys-

tem, there is no meaningful choice at all.

Choice, of course, is not a simple concept and has to be exam- -
ined closely, if it is to become a criterion for policy development..
In suggesting that families should be able to decide whether they.
want to assume, maintain, or transfer the caring function, it does'
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notfollow that either family care or institutional care is equally
desirable in all situations or that both serve the same function.
Da.ta in chapter 3 showed that significant numbers of families
prowd:ng care to handicapped relatives. Insofar as they are,
igh 'bearguedthattheychoosetodo so. But was this a con-
mou&'muond choice based on an assessment of available alter-
nat:ves" ‘Were-there appropriate options, a requirement for real
c_home, -or-was the only option institutional care? If the family and
i:idividnal chose care in the home, were they provided with neces-
sary ‘services? If the choice was for substitute care in an insti-
tnnonal environment, were these facilities offering the highesi level
rof . care possible? If all of these services were available, the
cho:cewas ‘meaningful. If, on the other hand, a family caring for
-;anj- 85-year-old., incontinent, bedridden parent finds that they are
! mehgible for supportive services in their home, but that their par-
ent wou]d be eligible for nursing home care, do they have a real
choice?: -

I:l:_'the essence of a caring socxety involves the development and
*ﬁz‘o’vxmonofamderangeofsemcessothat families can choose
'hat ds most appropriate, emphasis must be placed on policies
‘and’ prograrms that. are supportive. Support, unlike substitution,
~redu1resshanng The issue of whose responsibility it is to care for
L,:t:he “hand:capped cannot be reduced to either the family or the
"""" .. Nor is it a matter of the family providing care without ex-

t‘:rw'c Al

Masmstance, until this care becomes lmpossible, and then

e

ing the fanction to the State. Most families need the so-
> system to wrry some responsibﬂ.lty while they main-

p)
PSP

: tﬁgmrrole as the pnmary careglver For these families, shar

atec 'wﬂ:.h the handlcappmg cond;t:on, practxcal help and ad-
ed to the physical care. of the child.or elderly parent;
15 a&aptat:tons to the home, and short-term relief for vaca-

lnstltutmnalmtaon, the famﬂy visits their child or par-
ently and occasxona]ly takes h:lm or her home for short




only a range of semces but services that are flexible and mnova--- -
nve. What has the response been? :

The Soclal Welfare COmmitment

Asaronghmeasure ofcommxt:nent, expendlture levels show, in .
- ~_-T“ r’élaﬁ'ﬁe“”f“e"nﬁi‘s",“ “the value a ‘society places on’social objectives. “In'i"'-ﬁj;'}
“.".this sense it'can be interpreted as an indicator of social welfare .
- eﬂ'orr. (Wilensky 1975): Two specific indicators are often used— :
: asapercentageoftheGrcssNatxonalProd-_
?,nct (GNP) and: per capltaexpendltures for social welfare purposes.:
Soc:al we]ﬁre expend:hn-es as a percentage of the GNP have
i moretban -doubled since 1950 (table 35). Or, whereas the GNP in-
SR creesedby423percen1:between 1950 and 1975, social expenditures,
grew by~1,000percent. By 1975, these expenditures accounted for
r (26.3 percent) of the national mcome. Expendl-
_?:__-;?_'.'tnres were'divided fairly equally arnong health, 'income: mainte-
nance, and edncatxon‘ n 1950. Spending for the social, services was-
1y ‘low: at:this time, accounting’ for less than 1 percent of -

S '_theGNP ‘During the following 25 years there were a. number o
- . ‘dhiftsiin: ‘this pattern. While total expenditures in constant dollars,\
were mcreased by 427 percent, pubhc ‘sector” spendmg was 1n-

T thist penod. Th:s 25—year growth, however, was not evenly d:strib-
o uted: The. period 1965-1970 acconnted ‘for the most sxgmﬁcant ex-
S pansxon—Gl percent over the prewdmg 5-year penod, compared
L o 37 ;percent in the" 1970—1975 period. Until 1965, moreover, the-
.. private sector outstripped. the ‘public sector in growth rates. After:
SR ' _this; the’ Government ass‘;med a greater share of expendltures, es~
peclally in the health ‘cure field, primarily through the Me:hcare
i and-Medicaid programs. In relanve terms, this society has made a.
' 71_-;"-i?"comm1tment tn social welfare, and this commitment continues to
o grow. It is. beconnng associated ‘more and more with the pubhc
. '-fsector with the Govemment assuming direct responsibﬂrl:y for as—
. + suring ‘that basic needs are being met.: The private sector, ‘while.
. still significant., has expenenced less growth, although its share of 4
fj'jfthe expendltnres for health care remains high. X i
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Gross National Product 1950-1975

1975

1950 | 1960 1970 1975 (S millions)
3.41 5.20 6.19 8.81 132,094
-4 0.34 0.70 1.18 1.38 20,700
.................. 3.75 5.90 737 | 10.19 - 152,794

. 1.07 1.26 257 3.33 49,947
Private......eeee 3.13 3.85 4.47 4.57 68,552
ooTotal eeeeeieeened 4.20 5.11 7.04 7.90 118,499
.4 3.27 3.56 5.28 5.53 82,859

0.54 0.73 1.00 1.03 15,500

3.81 4.29 6.28 6.56 98,359

0.46 0.31 0.79 1.44 21,647

0.24 0.21 0.20 0.20 3,000

0.70 0.52 0.99 1.66 24,647

8.21 1033 | 1483 | 19.11 286,547

4.25 549 6.85 7.18 107,752

(394 billion)
dapted from U.S. De nt of Commerce, Social

DIs- part of society in general and the
m part::cular is also charact.enzed by the decision to meet
S "ipn'marily through the provﬂton of income. Total expendi-
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_'Statetends to favor indirect lﬁvolvemem‘., a policy con-
'ﬁwzththevalueofnonmterfereneemfamilyhfe.Tlnsas-

"fonthehmxdnappedandthexrfamﬂ:es,theanalysts
' ! ofoverwlow&demlprogramsmtermsof

&omtbosew:than“indn'ect&mpact”(i.e.,pro-

o&:gan:zanom).lnaddiﬁon,annmberofprogramswere
p ving ‘an “explicit family impact” when the-family or a
"-oﬁ‘:atleasttwofamﬂymemberswerethemtendedheneﬁma—
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Table 38—Iinventory of Programs With Potential
Iimpact on Families, DHEW, Fiscal Year 1976

Potential Total Explicit | Total
family obliga- family -
impact tions impact tons

pro- (S mil- pro- (S mil-

grams lions) grams hons)

Social Security . 8 93,473 2| 17,761

Welfare 25 18,336 9 15,568
Education 59 5,881 2 75
Health 25 1,387 6 348
Office of the Secretary .......... 2 151 1 124
Total 119 | 119,228 20 | 33,876
Sowce:Adapted from Family Impact Seminar. Tonadarlnvmmi
of Federal Programs with Direct Impact orr Farmibes: Gec:geWash—__

mgtonUrwersuty February 1978. p. 17.

centofallﬁmdsobhgatedbytheZGSprograms.Itappearsthatsl';
of these programs focus specifically on the handicapped or provide
benefits and sexvices to them as one of many eligible groups. Thir- -
teen of these are administered by Welfare, nine by the Office of
‘,Educanon,sevenbytheSoclalSectnuyAdministrataon,andtwof-
by the Public Health Service (table 39). -
, Theﬂe31programswereobhgatedat$102.7billioanY1976._f
Seventy-one percent of this total were accounted for by various in--
come maintenance prog:ams:ZSpercentbyprograms paying for
medical care services, and 4 percent for the provision of servxoes.}-‘-
While this investment is sxgmﬁcznt, the distribution itself raises
‘some questions. A fundamental issue in developing an improved
supportsystemforfannh&ecarmgforhandzcapped members lies
in the dominance of the income approach. Federal policy in gener-
al has been primarily an income policy and, while income suap- -
portsa:reneeded,thexrvaluemaybelmenedmtheabsenceofaﬂ
network of sapport services. y

As discussed earlier in chapter 2, most families are experiz=nc-.
ing financial strains. Inflation has threatened the standard of liv-
ing that families have come to view as normal and desirable.
These expectations have, in turn, been a major factor in large
numbers of women entering the labor force and in the evolution -
-of the two-earner family as the norm. Chapter 3 showed that fam-
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Public Assistance. The purpose of the program is to maintain chil-
drenmtbemrownhomebypmvidingmcomewhenthewmearn—,
er dies, is inca tated.xsahaentfromthehome,and.msome:
instances, is unemployed. As in the other income maintenance
programs, the existence of a handicapping condition is neither a
part of eligibility determination nor will it substantially affect the
Jevel of the benefit. One admittedly conservatxveestnmatesug-:_
gests that 4 percent of all children receiving AFDC benefits are
mentally retarded (US. Department of Health, Education, and
Welfare 1970). It is unlikely that many families who have decided
to care for their children would qualify for these benefits. Even if
parentfamilies. B
mtancetotheelderly(OAA),thednabled(APTD),andtheblmd,
(AB). This program (as with disability insurance) explicitly recog-
mzesahandmpptngcond:t:onasamagorfactormdetennmng*
eligibility. In terms of the two groups emphasized in this analysis,
bydeﬁnxuontheeldedyandthementallyretarded-aremmor“'
beneficiaries. For mmple,m 1970, approximately 140,000 men-
gram (US. Department of Health, Edncatmn,andWelfarelgfz)“'
These represented 16 percent of this program’s beneficiaries. A
major limitation, however, is the reliance on income testing to de-
termine eligibility. Moreover, the notion of family support is ig- -
noredmsofarasthestatedpurposeofthem:stoguarantee._
a minimum income to “individuals’” who have insufficient re-
sources.Theemphasxs:sonthen:dividualatnskbecanseofager
ord:sabihty andformar‘recogmt:on xsngen neutbertothec&re-
t:onalﬁnanc:alstras.ln&ct,thepohc:esbdnndtheminﬁ@
somen:stancesactnallyseemtopenahzefamihes.?ormmple.
income received $157.70 per month in 1976 (US. Department of '
Heatlth, Education, and Welfare 1976). In order to prevent or delay .
institutionalization, the program allows for higher benefit levels to
thoaerempmtswhoareunabletohvemdependenﬂybutanapabie
of functioning in a domiciliary care facility. These facilities include
foster-carehome,ﬁmﬂy-typesettmgsforfewerthenﬁvepemj
andevenlaxgergroupsethngs.Asstaﬁed,“themajorpurposeoffoster -
care is to enable handicapped and elderly persons to live within a
" xamilysett:ng.”Atthehmeofthesurvey IO'IOOOSSIrecipientsmIS-
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- The second largest area of Federal expenditure is for medical -
care. Of the $25 billion obligated, 67 percent was for the Medicare :
program (Title XVIII of the Social Security Act). Although this: :
program is technically not for long-term care, it does allow for the .
provision of services that theoretically could be supportive to the
handicapped and their families. However, in 1975, 92 percent of - -
the expenditures under both the Hospital Insurance and Supple-
mentary Insurance programs were for inpatient hospital care and
services provided by physicians. Home health services accounted
for only 1.3 percent of the total (U.S. Department of Health, Edu- -
cation, and Welfare 1976). The Medicaid program (Title XIX of
the Social Security Act), on the other hand, can provide a much
broader range of medical care services, including long-term care
as well as the more traditional inpatient hospital, clinic services,
and physician services. In 1975, 42 percent of the Medicaid ex-
penditures went toward the provision of long-term care (table 40).
Less than 0.6 percent of these long-term care expenditures were
used to pay for services provided in the patient’s home. Under
this program, long-term care services have come to mean institu-
tional .care. The program will pay for skilled nursing care, home
health aids, physical and occupational therapy, social services,
and medical supplies delivered in a noninstitutional setting. It

Table 40—Medicaid Expenditures by Type of Service

(1975)
Expend- P .
. iture® ercent-
Service ($ mil- age
lions)

Skilled Nursing FACHIRY ccea.....eeeeeeeeeeeecererceeaaeaeeaes 2,200 43.75
Intermediate Care Facility ... eieerccearemeeeeeaaad 1.838 36._56
ICF Mentally Retarded..................oooreeiecieeaeeaaeas 362 7.20
Psychiatric Hospital.....e . aeeeeeeeeeeeceettcecaacveeannnd] 600 11.93
Home Health....... i eeeereecveeenccenraccaanccnrrnnnne 28 0.56
Total semeeretatamaceccaceesetensasssetentbarssnananesns 5,028 100.00 -

*Total Medicaid expenditures $12,028.

Source: Adapted from LaVor, J. Long-Term Care: A Challenge 1o -
Service Systems. Office of the Ass:stant Secretary for Planmng and .

Ewvaluation. DHEW, April 1977. p. 48.
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) Aﬁ'ailelderlyare the ma,]or users of thJs program. For exam-
ssachusetts, 40" percent ‘of all vendor payments were

‘the care ‘of the elderly in licensed nursing homes and
- chr “hospitals. The' rema:nder paid ‘for inpatient care, outpa-
&Wmm, physician ‘services, and drugs for the total eligible
E opa o_n, i.e., children, elderly, and adults. Institutional care

ﬁ__relatlvely :sma]l percentage of the elderly population

O .
T, v

éa’late. In- 1964, monthly costs averaged $211. By 1969, they had
ciched $356 and by 1973, $495. The latest available data show
these . costs to'have reached $605 in nonprofit facilities and $588 in
or-profit.homes- (U.S. Department _of Commerce 1978). Huge in-
vestments are being made for approxunately 5 percent of the el-
deﬂy popu]atlon. The Federal Council on Aging (1977) has con-

-~

‘Care: for the impaired aging md.lcates first that such pro-
‘grams .as available are limited to financial reimbursement
mechanisms rather than ‘the provision of direct services for
‘frail elderly at home; and second, that we have chosen to fi-
nanceflong-term ‘care on a means tested basis and offer it pri-
:marily through nursing homes. . . . (This) places a substantial
burdenon famihes ca:nngfor afrail parent where family and kin

'“foz' the’ retarded ‘were > for t]:ns fonn of ¢ care. Although
d: _'_;_not th_e only source of fundmg for institutional care, it
2 '-‘l:to mclude patterns of: ‘care for the retarded




1970

| 1968

i Public Ftesadenhal Care

1,004 | 1,307

--Federa! 110 196
Statell_ocal 768 937
Other 126 174

e 1,391 1,868

. Comm wrhinity Care..

121 192
~4 1,207 | 1,580
- 63 | 896

"]prcmde the ¥

. (Ses table 42)

Souroe: Adaptedfrom Conley

TR Unlike’ commun::ty services, institutional costs are not ‘easily -
SREN malnpulable (outside the scale factor). If resources for community
S services are’ “limited, recipients living in the community can be
-given: less than they need or be denied services totally. For exam-
- ' ple;-an agency - providing' homemaker services may find that, al-
... though the demand for services has grown. resources have either
i :.rvemained constant or ‘even decreased. Faced with this problem; -
- the: agency may decide to continue accepting applicants, allow the

. . The Economics of Mertal Retar-
_ daton Baftimore: Johns 'Hopkins, 1973 and cited in President's -
- Committee on: Mental Retardation, ‘Mental Retardation: The Known

.i;andme Unlmom DHEW Washmgton, D.C., February 1, 1975. p. 96..

. ]:ngh as commun.lty services. It is- not belng suggeeted that 1nsi:1tu-
= tional’ progza...s shonld not receive resources sufficient enough to
o rhes< level of care possible to remden‘:s, nor that re- -
* sources.should be channeled from institutions to community- -based -

i Services:- As long as mertally retarded persons live in these. facih R
- ties;’, EVery | ‘effort sho=ld: ‘be made to improve the quality of their
Lives: However, as with nursing home .care, institutionak care is' -
costly “is'becoming more costly still, and is touching the lives of a’ ' *
" smail nummber. of persons relatrve to the total at-risk population. '

L caseload: togrow, but cut back on the hours of service to each re- "

- cipient.- An’ elderly client would receive 3 instead of 5 hours each £
- -weeki-On' the ‘other hand, the administration may hkelieve that . =
certam levels of service to each recxplent must be maintained: 1f__
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for the Mentally Retarded 1‘960-1 976

. Percentage
- : Average change over

Year daily cost prevglous 5

years

. 1960, ' .  $420 |
1965 cmeremvememamnaan-] 6.09 45.0
IR L= I o U 11.64 91.1
- 1976... - o 27.60 137 1

- Sources: For 1960-1970, U.S. Department of Health, Education,
. and Welfare. Merital Retardation Source Book. DHEW Publication
No. (OS)73—81, Washington, D.C_: Supt. of Docs., U.S. Govt. Print.

September 1977. Table 20. For 1976, U.S. Department of
Commerce Survey of /nstitutionalized Persons 7976. Washington,

.. D.C.:_Current Population Reports, Special Studies, Series P-23, No.

.69, June 1978. p. 57.

- the support is to be effective. Rather than cutting down on serv-
- ices, new applicants are not accepted by the agency, or more rigid
7 -eligibility criteria are introduced. These often are based on no-
- tions of risk or hierarchies of need. Although either strategy may

the: size of the caseload, both are possible. These optlons are not
as readﬂy available, once the institution is in place.

nes Average per diem costs for the institutional care of a mentally
Tetarded person were $4.20 in 1960. Twenty-six years later the
costs ‘were $27.60, an-increase of 557 percent. These increases re-
,ﬂect in part the effort to improve the guality of care in such insti-
tutions and in part inflation. The costs, however, are only average
costs. In one large State institution, operating expenses per resi-
dent day increased from $16.50 in 1972 to $41.00 in 1974. As costs
.oonnnue to rise, even a stable institutional population requires
l‘arger' investments of social welfare expenditures. Insofar as these
costs’ are fixed, will the additional rescurces become available
only at: the expense of community resources? (President’s Commit-
tee on. "Mental Retardation 1976). Another concern is the direction
tha:b Federal involvement seems to be taking. As seen in table 41,
theFederal share mcreased from 1968 to 1970. Furthermore, Feder— :

- ‘be undesirable, ie., fewer services to more people or a freeze on .
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- -t:onal funds, however, went for mslntutlonal care. Once again, -

" Federal: priorities seem to emphasize talnng over from families

.rather than supporting them. :
| The ‘third category of Federal programs (table 39), with poten-
- -tral apphcabihty for families caring for ha.ndlcapped members,
' contains. programs offering social services to the general popula-
tion.. Although the handicapped and their families are not spec:ﬁ
' cally identified as targets, by definition many of the services may,
- in fact, snpport their effort. Seventy-three percent of the total $3
billion are for social services under the Title XX amendments to -
the Social Security Act. In 1974, several programs were consoii-
dated, and each State was given discretion to develop those serv-
ices it felt were needed. Within the constraints of a $2.5 billion
ceiling, block grants are distributed to the States. As stated, the
purposes of Title XX are the reduction of dependency and the pro-
tection of vulnerable populations. Services are to be ergan:zed
around one or more of the ] program s goals: (1) to achieve or main-
tain economic self-support in order to prevent, reduce, or elimi-
nate. dependency; (2) to achieve or maintain self-sufficiency; (3) to
- prevent or remedy abuse, neglect, or exploitation of children and
adulits; (4) to reduce or prevent institutionalization by providing
community-based or home-based care; and (6) to secure institu-
tional care when other forms are not appropnate.
: These goals, especially the fourth, are consistent with the no-
tion of normalization through the provision of appropriate sup-
. portive services. Services allowed include homemaker and chore
services, home-delivered or congregate meals, daycare, respite
- care, and transportation. Although it is difficult to determine the
~ actual number of people receiving services, it has been estimated
that in Fiscal Year 1975, $380 million ($284 million Federal funds)
were spent to deliver in-home services to two million people. How-
ever, expenditures varied widely from State to State, e.g., Califor-
nia spent $88 million, compared to New York $22 million. (See
table 43.)

Morris has provided more detailea information on patterns of
expenditures under this program (table 44). The data suggest that
" even if these social services are theoretically available to families
caring for a handicapped member, provision to date has been in-
adequate. The authors found that some combination of 38 services
was being provided by the States. Sixty percent of total expendi-
tures, however, was being spent for only six of these services.
Daycare for children, potentially a major support for families, was
the largest program and was found in all 50 States. Despite this
coverage, abrcst all of the recipients (98.9 percent) were either re-
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- tures
($000’s) | 39S
484,718 | 24.7
284,000 145
264,947 135
249,247 12.7
92,241 4.7
43,177 22
542,243 27.7
- : 1,962,573 100.0
Total Expendimres 2,622,364

maal Ay s £t = AL Koy B e < T

“Source: Adapted from LaVor, J. Long-Term Care: A Challenge to
Senaoe Systerms. Office of the Assistant Secretary for Planning and
Evaluanon. DHEW April 1977. p. 51.

c:plents of mcome maintenance or were income eligible. Chore
serv:c_es,anotherma;orfoxm of support, were also restricted in
ictice.'to low-income populations—€99.1 percent), and coverage
"was limited to 35 States. Table 44 lists” five additional services

irhid:.;can bé vlewed as those services necessary for the develop-'

'~"-  en':“d:yet_' ' 1;hey aceount for less than 10 percent of the total
% = yEL, Taey

SO

vpattemrmsessenom questxons.TitleXXhasbecome the

P '}f...qdmg source for social services. Moreover, it is being
médto finance a number of social services that were previously
-by,? other agenmes, e.g., N]ME[, Adnnn:stranon on Aging,

canbeseen asthepnmarycntenon for recexvxngmost
i - services. Even those programs which

isabilities) .or -demographic. vulner:

ia to: cons:deratlon of mcomestatus (]Moms 1977)

coveragelsnottmrversalmtermsofthe_

mentak; Disabil erability ,
mm:stratnononAg:ng) mpmctleetendtoattachsughmte--







rengthe thefamﬂythroughtheprov:sxon of preventive services,
e.g, homemaker services and counseling; the second, the develop
.appropnate alternatives when necessary, e.g., foster care, adop-
tmn. However, a recent survey of child welfare agencms has re-
.tha:t:,_ .

A s:gnﬂ':icant proportion of the child welfare funds appears to
‘be spent on out-of-home care for childrén such as foster fam-
-ily-care and institutional care . . . . Furthermore, resources ap-

- pear to be directed toward removing children from their own

‘home and placing them in foster care . . . . Currently, 25 per-

~ cent of children receiving child welfare services are in institu-

. tions and such care is costing about one-half of the total budg-
et (Office of Human Development 1976). _

. . In one-half of the States, eligibility for services was based on in-
¢ come and, with the except:on of child abuse, outreach received a
.. very low priority. When services are provided in the child’s own
‘home, there is some question of its purpose. For example, a home-
maker is often seen as “teacher-aide” to a poorly functioning. par-
ent.. Fmally, almost every State reported that the multihandi-
capped child is the least served population group. It appears that
in sprl:e ofthe goal of strengthening families, the program empha-
sizes services that substitute for rather than support families, and
only Jow-income families are likely to be eligible for these.

:Tn Fiscal Year 1976, $462 million were obligated for Headstart
programs (table 39). This program, within the Office of Human
Development, prov1de£ comprehensive health, educational, social,

jprograms. Th:s number represents 7.4 percent of the handicapped
gl;ﬂdrenmtheprogramorlessthanlpercentofthe%?loo en-
‘ll"ees (U S. Department of Health, Education, and Welfare 1974).

agpmnmately 2,600 of the children would have been retarded.
Ih:s_ ase of a qnota is not the only concern. As with other federal-
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The final programs listed under tke category of general social
services (table 39) are the Crippled Children Services and the -
Maternal and Child Health Services. A little less than $300 mil-
lion were obligated for these two programs. Both aim toward chil-

' dren in low-income areas and use income to determine eligibility

for certain services. Services that are provided include diagnostic,
counseling, treatment, and followup. Specialized mental retarda-
tion clinics have beem developed under the Maternal and Child
Health programs. In 197L approximately 61,000 children were
seen in 154 clinics. However, of the new natients seen in 1971, 39
percentwerefoundnottoberetarded,%percenthadIste-
tween 52 and 84 (borderline and mild), and23percentwerese—
verely retarded (Q less than 52). Furthermore, although these

~ clinics were established to reach the mentally retarded early in

their lives, only one-third (36.2 percent) of the new patients were
under 5 years of age. Most children were being referred only after
beginning school (U.S. Department of Health, Education, and Wel-

fare 1972). '

~ 'The final category in table 39 contains those programs that are

demgned specifically for the handicapped. Nine of these programs

" are undér the Office of Education and are to assist educationally

deprived-handicapped children at the preschool! and school-age
levels. The National Advisory Committee on the Handicapped

(1976) has estimated that 90 percent of all school-age retarded

children are being served by the schools. The Bureau of Education
for the Handicapped reported that in the school year 1971-1972,
723,747 children with IQs between 51 and 70 and ‘148,466 children
with IQs between 36 and 50 were receiving educational services in
the public school system (President’s Committee on Mental Retar-
dation 1976). The National Association for Retarded Citizens
(1974) estimated that 826,177 mentally retarded children were
served by the schools in 1972-1973, and represented 1.87 percent
of the total school population. Forty-seven States and the District
of Columbia have specified ages for eligibility for school services.
Fifteen States as of 1974 provided services only to children 6 years
or older. Thirty-nine States required the children to be at least 3
years old, and only eight States had not set a lower age limit
(Council for Exceptional Children 1974). Even the most recent leg-
mlatmn dea.hng with the education of handicapped children (PL

34-142) requires States to provide full educational opportunities
only to those children 3 years of age and above.

“Although data are not readily available on utilization patterns,
it appears that while utilization is growing, the shortfalls are still

- significant. LaVor (1977) has estimated that some 250,000
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468tates respond:ng to a recent natlonal survey
im; --mﬁowever there is a wide variationm - E:
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etarde ”'1974).Asof1970 approma:l:ely92,000menta]lyretard
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centage of the Groes National Product. This trend is found in the
- three: ‘major areas of social welfare: income maintenance, hea.lth,
.and education. A fourth area, broadly defined as social services
- and. hous::ng, although relatively small, still demonstrates consui-
< _ |
'I‘he analys:s ﬁ:lrther shows that within the Department of .
Heal.th,Educahon,andWelfarethere has been asenouscomm:t-
-menttodevelopprogramsthatatleastmprmapleoﬂ'erservm
to handicapped persons and their families. Thn-ty-oneprog:ra::ns- :
falling into four clusters were identified and discussed. Approxi-
- mately 4 percent of the total funds obligated for these programs
. in Fiscal Year 1976 were for the provision of services, while the re-
mainder provided financial support (71.4 percent) or paid for
medical care services (24.5 percent). However, of the $4.2 billior
obligated for services, only 28.6 percent were specifically ear-
marked for handicapped persons, while the remainder provided -
services either for the general population or for a large number of -
- groups dezignated as “at risk.” Although the handicapped are
_consumers of these more general services, they are not the major
users.
Wiﬂnntheﬁameworkofrelauveexpendn:ures,ltcanbeargued
that since current levels are greater than they were in the past,
more needs are being met. For example, more is being spent on
community services today than in past years. Expenditures for .
these services increased by 34 percent in just 2 years, 1968-1970

- (see table 43). In dollars, this represented almost $500 million in -

additional funding (from $1.4 billion to $1.9 billion). One State,
South Caroliixa, over an 8-year period (1968-1975) developed 55
daycare programs, 38 adult activity centers, 12 community homes,

and 60 family care homes across the State. Prior to this, there

were virtually no community-based services in that State. Maine

spent approximately $3 million (to be matched by $2 million local

funds) in 1975, compared to $70,000 in 1970. Alabama spent only

$25,000 in 1969, compared to $1.5 million in 1975. The National
Association of Coordinators of State Programs for the Mentally

Retarded, in its report poinis out that most States have experi-

enced similar developments (President’s Committee on Mental Re-

tardation 1976).

- An alternative approach to examining the issue of commitment

is to shift the base from past levels (growth) to the numbers at

risk or with need. This frame of reference shows that even with .
these increases, the shortfalls are still considerable. To increase
use from 5 to 10 percent of the target population may be a dou-

bling of effort, but it still'means that 90 percent of the need is not
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times. On page 47, the report identifies home health services and
;mb]ichedthnursingas“two—signiﬁcanthealthmeasureswhich,
in enabling families to deal with special medical or management -
problems, can minimize the need for residential care outside their
homes.” Under income maintenance for the retarded, Aid to Fam-
jlies with Dependent Children (AFDC) is listed and statistics on :
the percentage of retarded recipients reported (p. 59). The final
mention of family is found in the section discussing where the -
mentally retarded live (p. 61). It begins with the statement that -
“all children cannot live with their families,” and then, with one -

exception, deals with alternatives to family care, e.g., group
homes, hostels, boarding homes, foster care, and institutions. The
natural home is identified as one ‘of many possible community
residential care settings. - ~

This committee report has not been singled out for criticism. It

appears to be fairly representative of any number of reports deal-

ing with the handicapped. It is quite useful in that it provides in-
formation on the handicapped—their characteristics, their prob-
lems, their needs, and services that would support them to live as

independently as possible. With this focus, however, the needs of

families tend to be deemphasized, and little attention is given to
necessary and critical support services.

The Issue of Resource Constraints and
Family Support

In spite of the considerable growth in social welfare expendi- _ -
tures, there are still significant shortages, and these shortages are

continuing to be felt most heavily by the families who are carry-
ing the major responsibility for their handicapped parents and
children. While these families may be in a better position than
their counterparts of the 1940s and 1950s insofar as many of the
community services either did not exist then or were in their in-
fancy, they are more often viewed as “less needy’” than other at-
risk groups. Even if additional resources are not made available,

most of these families will continue to manage, at least for a time. -
However, it is somewhat simplistic to assume that when the coun-

try enters into another expansionary period and more can be

made available for social welfare purposes, the additional re-
sources will filter down to these families. Such a rationale sug- -
gests that the needs of these families can only be met after serv-
jces are provided to those in more acute situations, e.g., the elder- -

- 1=
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ing together all disabled and professionals, by forming a unified
front, does expansion become possible.

A fresh look at the organization of services would permit a

more systematic consideration of alternatives which might range
from better coordination among the fragmented and incomplete
specialities to a more structured and generic approach to the
problem. Given our negative experiences with coordination efforts
(the current policy thrust), it is suggested by some that only large-
scale reorganization can be effective. '

Two strategies are usually offered. The first involves restructur-
ing agencies in terms of functional needs with emphasis on certain
commonalities. All of the disabled, regardless of diagnosis, have
difficulty in performing the major functions considered normal for
their age: the severely disabled require attention from an adult
for some time of the day or night; the situation will persist for
many years. There are also financial difficulties, family stress,
and a lack of social stimulation. In reorganizing the system along
functional lines, high-quality, specialized services can be offered
to all disabled regardless of the specific diagnosis. The alternative
is to build on the growing trend to restructure governmental
agencies into umbrella human service configurations. Although
the evidence to datc is not clear, the concept is appropriate. What
is needed is the development of mechanisms to integrate these
services at the delivery level. To date, most efforts have empha-
sized State-level operations, with little attention given to chang-
ing community structures. . .

A second concern for proponents of a generic approach is that
the fragmented system has dissipated any meaningful effort for
community support services that are needed by most disabled.
While there are agencies, programs, and lobbies for tke blind, the

" mentally retarded, children with cerebral palsy, there are none
for meals on wheels, home care, or transportation services, and
needed expansion in this area has suffered. A restructuring along
some dimension of a generic approach would highlight these
deficiencies.

The issue of generic services is controversial. While specialized
knowledge and skills are essential, it does not necessarily follow
that they can only be developed through categorical agencies. The
provision of services specifically for the handicapped or for a dis-
tinct group of handicapped persons tends to isolate them from
other people and may deny them equal opportunity. In the past,
for example, it has led to the provision of poorly paid jobs that

. were inappropriate to the potential of the handicapped worker.
Furthermore, it is interesting to note the demands by parents of -
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| yretardedclnldren for admission to ordinary schools and

s.we the genenc approach should be. It would be easy to destroy
: the effect:venoss of any program by making it so comprehensive
that the needs of all the hand:lcapped are mcluded such as hous-

spec:ahzed agencles and fully generic agencies which should be
*e;:ammed more thoroughly. They include programs such as Triage
an Connecticut, which provides comprehensive services under a
;single ‘administration._These services range from acute hospital
-care, through intermediate nursing and home nursing services, to
-chore and neighborhood support services. Other examples are Per-
_sonal -Care Organizations, Community Care Corps, and Home
_Ca.re, Corps,. all. of which are organized on relatively generic
gronnds. These- efforts, while bnﬂdmg on the common needs of the
handlcapped, do not necessariiy imply that all agencies be re-
structured to meet the functional needs of the disabled. Rather,
they are bmld:ng meaningful bridges with the specialized agen-
cies by creating interfacing mechanisms. These efforts are also re-
al;st:c attempts to reexamine the relationship between the com-
.mtmxty support system . for the long-term disabled and institution-
-al: care.’ Despite  the rhetoric of choice and preferences for the
handicapped ‘and, their families, priority (resources) has been
“given to the: latter And yet, the evidence shows that most fami-
hes : favor home care over institutional care and that they are
;domg sc mth little support from the organized health and welfare

fuach of the reluctance to address the issue of an integrated
polic; e Stanoe lHes in the fear that in highlighting these needs
ATNC theprobability that total costs will mushroom over the next
fewdecades, Government will seek ways to retrench. However,
“there is httle ev:dence to support a posltlon based on the hope

”'\‘ and eﬂ'ectlvr- program for hand1capped persons and their
]S to be aclneved, and a number of alternatives should be
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tention should be given to identifying populations at risk. This
task is complex in that there are many technical and clinical dif-
ferences related to the nature of the condition. The blind, retard-
ed children, individuals with multiple sclerosis, the quadriplegic,
the severely crippled arthritic, all have different clinical require-
ments. There is still a need, however, to aggregate disabling con-
ditions across diagnostic categories, and yet there are no common-
ly used or accepted criteria of severe disability. Numerous scales
measuring activities of daily living, such as the Barthel’s and
Pulse’s, measure not only functional status but also intellectual
and emotional adaptability, but none of these permits comprehen-
sive aggregation of data. Once these aggregations are feasible, it
would then become possible to derive firmer estimates about the
range of services or benefits the at-risk population is likely to re-
quire and to identify the likely utilization rate.

An approach other than full insurance would involve payment
in a formm comparable to the disability allowance in the United
Kingdom (Constant Attendance Allowance), whereby individuals
identified as needing the attention of another person are given a
supplementary cash allowance so that they may secure the sup-
portive assistance they require. This allowance is not income test-
ed but given solely on the basis of disability.

: Short of full insurance, the present Medicare and Medicaid pro-
grams could be expanded to encourage the provision of less costly
and often more desirable home care services. If one chooses a non-
insurance route, a variety of existing programs may be considered
for expansion into more generic approaches, such as programs for’
the blind and crippled children. The new amendments to the So-
cial Security Act (Title XX) which provide for personal social serv-
ices may be considered as a viable nucleus around which to con-
struct such a system.
ess of the specific mechanism, whether it is the creation
of a national health insurance program, some foxm of guaranteed
income related to disability, or the large-scale development of var-

jous generic supportive services, it is unlikely that such compre- " -

hensive policies can be realized unless the professionals, the agen-
cies, and the lay associations come togr.cher in a united front. If
these organizations continue to act separately and only push for
distinct categorical groups of handicapped, these policy issues will
either be ignored or be given low priority.

Finally, while the issues of adequate resources and more effec-
tive delivery systems are critical, there are still others as impor-
tant. Increases in resources and a new .organizational structure
are two key dimensions, but only two. A third component is the
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~attitude and behavior of those persons in direct contact with the
recipient, the staff responsible for actually providing the services.
‘These three—resources, structure, and professional practice—can-
mnot be- separated, and each will have an influence on the overall
‘effect of improving the status of families with handzcapped chil-
dren and elderly parents. This issue is dealr with in the next
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@ﬂ'erently. In this view, professionals are capable of responding to
any situation, since as professional caregivers they are flexible and
adaptable. The latter interpretation, that professional behavior is
condxtxoned by training, argues that no amount of additional
resources or restructuring of orgamzat:ons will bring about inter-
wventions that support families caring for handlcapped members,
since professionals are either unwilling to function in this way or
,mca]:ga_ble of doing so because they do not know how to support.
::?Th:’s ‘issue is, of course, stated in polar or dichotomous terms.
Suach is not the intent. As with resources, professional behavior
a:nd attitudes fall on various points of a continuum. In the previ-
ous chapter, services were classified as either supportive or substi-
tutive; it was necessary to go beyond the simple description of the
servzce,e.g.,mstltntzonalcareorcommun;tycare The purpose of
the serv:ce, implicit or explicit, became the primary criterion.
-was it being delivered? What was it attempting to achieve?
In reeogz'nzmg that most services could not be neatly identified as
emtber/__'or, the analysxs looked for emphases.

It also has tobesomexammmg professional response. Regardless

_oﬁ ‘the: agency’s expressed purpose, some professionals define
stheir functions as either supportive or substitutive.’Still others

%seetbetrfunctmnchangmgfromcasetocase.chenttochent, pa-
tient to patient. It should be possible to identify dominant themes
"“l:ela:ted ‘to :professional attitudes, themes that describe family-pro-
fessional - interaction. These themes should indicate wkat, if any-
g. should be done if both sets of caregivers were to share re-

or il 'iln:} for handlcapped persons.

4] e
T

< Towatd Families: A Typology

stnng snch descnptors as family care, family support, family
cture, family systems, and family services, 551 citations were
fromcomputersearchesofSoaologwalAbstnxcts and
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Psychological Abstracts. A third search undertaken was from the
National Library of Medicine’s National Interactive Retrieval
Service, Medlars 1II, and produced 238 citations. Given the type of
literature covered by this system, descriptors such as family and
elderly, family and handicapped, family and mentally retarded,
and community support were used. The fifth and final search was
provided by the Division of Special Mental Health Programs, Na-
tional Institute of Mental Health, and produced 511 citations. In
all, 1,300 articles, books, or reports were generated and abstract-
ed. Of this pool, 312 specifically dealt with the issue of family care
as defined in the study. An additional 213 citations were identi-
fied from the citations produced by these searches and from other
sources. The total working bibliography, then, contained 525 cita-
tions, each of which came under one of the following major cate-
gories: mental retardation, mental illness, physically handicapped
children (excluding the mentally retarded), or physically handi-
capped elderly. Each citation was then content analyzed and eval-
uated in terms of the following five conceptual views:

1. Family as part of the problem. A number of citations dealing
with families with mentally or physically handicapped children
and physically handicapped elderly tended to discuss the family
as a barrier to the successful treatment and rehabilitation of the
individual. When the desired outcomes were not achieved, the
family received much of the blame. The mental health literature
discussed the family as a part of the problem in a different way.
These studies viewed individual illness as symptomatic of family
pathology in general.

2. Family as resource to the handicapped person. These studies
tended to view the family as caregiver to the handicapped individ-
ual. The family members are not discussed as people in their own
right but seem to exist only in terms of the handicapped child or
elderly parent. ’

3. Family as resource to the professional caregiver. In this litera-
ture, the family continues to be viewed as a resource to the handi-
capped person but now functions as an extension of the profes-
sional. The assumption underlying this approach is that the pro-
fessional maintains overall responsibility for diagnosis and treat-
ment but also delegates certain tasks to the family. The family, of
course, carries out these functions under the supervision of the
professional.

4. Professionals as resources to the fam:ily. These studies are sig-
nificantly different from the above three. Although the focus is
still on the successful treatment/rehabilitation of the handi-
capped person, the family is recognized as thu primary caregiver.
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ereas mthethxrdcatego:y.tbefamﬂymsupportxvetothepro-
fe-xoml and is dependent on profewonal direction, this litera-
empl:m:zas that family caregivers in their own right are ca-
g ans (at least in‘terms of needs and services) and

mmnBown nsht-aumtthatneedssupportbecame it is pro-

wdi:ngcaretoahandlcapped member. Because the presence of a
handicapped. child or frail elderly parent often brings with it
physical, social, emotional, and financial stress to other family
members, supportive services are made available to prevent or
mnehdrate any accompanying problems.

‘I'heana!ymsshowedthatthetypolog;eshadtobeusedmoreas
E:adealtypesmtherthandmmtecategonesmtowhmheachmta—
tion could be placed. For example, in many studies emphasizing
that families were part of the problem, the implicit assumption
;swasthatfamﬂxescouldbeeﬂ'ectzvereaourcestothe handicapped
individual. Families were, therefore, viewed as objects of treat-
ment,atleastiniﬁa]ly,sothattheycouldbecarengers. More-
‘over, although categories 38 (families as resources to the profes-
Wcaregwer)andlt(pmfemona]sasresourcestothe family)
are: ‘conceptually distinct and the difference in emphaesis signifi-
:cant, it was often impossible to determine into which category a
number of citations should be placed. It was therefore decided to
mbmethetwomtoasmglecategm:ymwhmhthefamﬂywas
o ',»'1'f‘.'f'__.fasapartofthecaregivingteam. Where possible and ap-
wopriate, the distinctions were noted. Finally, the analysis was
/to determine patterns, even though many of the individual
4 """_'fhadtobecomntedmmorethanonecategory.
G lowing this coding orocess, a number of alternative ways to
resent an& mterpret tneae “data” were explored. One possibility

Did essxonals tend to react differently to families with handi-
‘ed. members? Is there a distinct pattern, for example, among
ychiatrists that is significantly -different from social workers,

Irses, -‘counselors, therapists, physicians, etc.? A preliminary

analysis:showed some discipline-unique patterns-but also enough

wiation: to  cloud the results. For example, psychiatric social
roxrks may tend to approach the family as part of the problem,
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a rehabilitation team or as a resource for the handicapped ir-.
vidual. These same patterns were found among physiciai.:,
nurses, and counselors. Although inconclusive, the first hypoth-
esis—agencies determine how the individual professional will
react to the family—seemed to be supported. However, the data
were ambiguous, and the approach along discipline lines was
deemphasized. A second possibility for aggregation was to orga-
nize the findings around handicapping conditions. As mentioned
earlier, these included mentally retarded children, physically
handicapped children, physically handicapped elderly, and théa ..
mentally ill. This approach proved to be more fruitful. First, to
some extent it controlled for the agency defining functions and
professional behavior; second, it produced distinct patterns; and fi-
nally, it offered the possibility for policy intervention.

It was decided that such a review should also examine these
emphases on family care along a time dimension. With a 20-
year review, was it possible to determine shifts in attitudes and
approaches? For example, did professionals dealing with mentally
retarded children see families as contributing to the problem 10
or 15 years ago and now see families as team members or as need-
mgresourcesmthexrownnght"lfthesetrendsensted,they
argue for an evolutionary process that will eventually result in
more family support.

These five views of family should not be seen as a continuum
with one end superior to the other. Such a progression is not in-
tended. Although the argument to this point has been for more
supportive services to families providing care to handicapped chil-
dren and parents (category 5), it has also emphasized the notion of
shared responsibility underlying categories 3 and 4 (family as part
of the caregiving team). These views of the family are compatible
and not counterproductive. It is also likely that in some instances
families do actually inhibit or retard the rehabilitation of the
handicapped member. If they are to be effective caregivers (as-
suming they want to function as such), they have to be helped.
The notion underlying this form of intervention is not to support
these family members but to treat them. The object of treatiient
begins with the handicapped person and then expands to define
other members as patients or clients. The purpose of the interven-
tion is to bring the family to the point where they can function
effectively as caregivers or providers of social services. The follow-
ing analysis identified examples of the literature falling into one
or more of the conceptual typologles- The listing is not offered as
exhaustive in any sense. It is drawn from the general blbhogra o

pbhy used in this study.
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as Part of tho Problem

,mammwwmmwwm
_Mutmlbuwtowmtdthe
oblem, it is useful to begin with this latter position.
;mmnotdmibedasamgthephymlhandmap
ﬁwmwwzthfamﬂymmberafromthmperspecuveof
“pathology. How, then, are these families defined by professionals?
2 their review of the literature covering the years 1920-1958,
gel and Bell (1959) point out that most mental health practi-
honmassnme&thatxfanmdividnalexpenencedproblems,the
mfamﬂyhadaproblem.i‘mthermore,mostprofemonalsm
:N"."““',aaarchf'ortheetxology of the individual’s illness began with
M'ﬁpmontheﬁmﬂyandtheemtsanteeedenttothedevelop—

:sesg.,hnrﬂ:or&er nmberofsiblmetc.,andgenetxcorconsnm-
i“hom!ﬁctmwmallpresumedtobefactors.%eyreport,fur—
thepnoblemto oneormoretra:tsmthepa:uentwhxchwere
\f‘f'asunchangmg.pennanentupectsofthemothe:’sorfathers
ty. and behavior. . . . In the other half the investigators
f&vev:ewedthepathogmofthechﬂdsd:stnrbanceasthe
resuit of a process of on-going events between parents and the
Mandmafewmdthedynamxcmterrelamnﬂnps

S5 ?. i_ . mmmtomthemandeanseof
, - .‘:wmk(seealso,Ehrhd:mMm
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member is ill. Robinson (1975) explains that ‘“in family therapy-
the dominant forces in personality development are thought to b®
the family . . . the family is viewed as a rule governed, change®
resistant, transactional system with an operational program that
has evolved through seversl generations. . . .”” Numerous articles.
such as those by Aponte (1974) and Gatti and Colman (1976), de-
scribe techniques to involve the family in the therapeutic process
on the assumption that the entire family has contributed to the
problem.

Two other variations of this theme are also found in the litera-
ture. Whereas families, especially parents, are not seen as the
- "“cause” of the problem when a child is mentally retarded or phys-
ically handicapped, they have at times been seen as incapable
caregivers or as barriers to successful treatment.

Wolfensberger (1967) and Carr (1975), in their review grticles,
suggest that professionals until and through the early sgixties
strongly urged parents of severely retarded children to seek
institutionalization as soon as possible after birth. This recom-
mendation was related to the notion that the family could do very
little for the child, that the condition was irreversible, and that if
the child were to remain with his or her family, all would suffer-
It was further estimated that 80 percent of pediatriciang recom-
mended institutionalization at birth (Werkman, Washington, and
Oberman 1961). Kramm (1963) reported that 44 of 50 families with
mongoloid children were advised to institutionalize when informed
of the diagnosis, and 31 were urged to do so immediately. Physi-
cian:' tended to discuss this decision only with the father gnd be-
fore the mother had seen the child (Aldrich 1947). Farber (1960)
wrote persuasively that institutionalization was the only effective
strategy to preserve the rest of the family. Most professionals be-
lieved that if families elected to keep their children at home, they
did so because they were “guilt ridden, anxiety laden and overpro-
tective”” (Barsch 1968; Wolfensberger 1967). When families op-
posed professional advice, they were relegated to the role of sec-
ondary patients. The parents, furthermore, were provided counsel-
ing services or peychotherapy so that they eventually would ac-
cept institutionalization (Cohen 1962).

Even after the professionals changed their attitudes about ipsti-
tutional care as superior to family care, family problems and pa-
thology were emphasized in the literature. Pinkerton (1970) writes
of parental anger and overprotection and, through the use of nu-
merous examples, discusses how parents’ attitudes are counterpro-
dvuctive to the child’s well-being. Poznanski (1973) also discusses
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thomofpamuwthebmhofahandmappedchndand'
mhowthoymbammwmoceufulmhabﬂxtanon.
***** —This view of the family is also found in the literature dealing
viﬂtthaenmofphyncallyhand:cappedchﬂdrenandadults.Gol-
. die (1966) points out that when a child is “sick, abnormal or de-
. formned,” the child psychiatrist should be aware of family adjust-
. ‘mwent problems that could stand in the way of treatment. This
. view is supported by Kohut (1966), who argues for family counsel-
lingz “For the sake of the abnormal child, it is essential that par-
.ents receive guidance with identifying some of the troubled and
eomplexfeehngsthatenstbetweenthemandthexrchﬂdand
other members of the family.”” Binger et al. (1969), in discussing
. childhood leukemia, found that 5. percent of the families in the
" study had one or more family members developing emotional dis-
" turbances that were severe enough to interfere with adequate so-
aalfunchonmgandrequxredpsychmtnchelp.Others,suchas
‘Perrin et al. (1972), Davis (1975), and Pless (1976), argued that
"]long—termﬂlnesaandd'mabﬂityinachﬂdareusuallyaccompanied
by problems of adaptation by other family members and that the
child’s treatment is related to parental coping and attitudes more
‘than to the degree of disability. Initially the purpose of Perrin’s
stndywastodemmnetheeﬁ'ectwenessofphysmmnandsomal
-worker involvement in a comprehensive care program for handi-
“capped children. Finding little evidence of professional input and
- successfal outcome, the authors seem to imply that the family
wassomehowxmped:ngthetreatment/rehabﬂxtatmnprocess.

- Liveey (1972) argues from a perspective that includes the whole
ﬁmﬂyandnotjmtthehandmppedadult.Althoug:hthestated
. parpose of this focus was identify ways to help families to cope,
‘the article draws heavily on family-focused literature that diag-
nosed the family as the patient. Peck (1974), in discussing the
;;‘fanﬂydymmmofrehabﬂxtauon,mtscasestudlesmwhlch
“the family was clearly a barrier to treatment and concludes that
. *jt is not safe to presume a blanket of good will motivation on the
- family’s part towards its disabled relative . . . . If the rehabilita-
tnonofonefamﬂy-nembergoessonr,xtmostfrequently:sas:gn
thatotherﬁamilymembersaremvolvedmsomeuncooperatwe
. strategy.” Another study (Moss and Kaplan-DeNour 1975) found
'that in renal failure and chronic hemodialysis, families tended to
havenegat:veaccumngatntudestowardthepanent,thatsxgnsof
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the individual member’s handicapping condition or that the fam-
ily is a block to successful rehabilitation or treatment. it is not
being implied that this approach is misdirected. If families do
have problems, it is legitimate that the family as well as the
handicapped person becomes the treatment unit. But such an ap-
proach is longstanding and has great currency. It begins with the
notion that, until demonstrated otherwise, family pathology ex-
ists. For example, Leavitt (1975) reports that families of patients
to be discharged from mental hospitals complained that, in prepar-
ing for this, they were being treated by the professional staff as if
they were patients and not as responsible caregivers. Or even
more pernicious, family members seem to be blamed for unsuc-
cessful treatment outcomes, while professionals are responsible
for the successes.

Another theme that has emerged more recently also begins
with a variation of this assumption. Whereas 25 years ago, the de-
cision to keep a severely retarded child in the home was <~=en as
symptomatic of underlying pathology on the part of parents,
today this same diagnosis of pathology is made when parents seek
institutionalization. Hewett (1976) points out that the current pro-
fessional attitude assumes that seeking institutional care indi-
cates a rejecting attitude on the part of the mother. Wolfens-
berger (19718), a leading advocate for community and family care,
has argued that parents should not have the right to decide
whether to keep a retarded child or to transfer the care to some
other social institution. “We need to reconceptualize the parental
right as being one of seeking divestiture of the child but not nec-
essarily of implementing it. At least where public funds are in-
volved, society through its representatives, and not the parents,
must be conceptualized as making the ultimate dec.sion on wheth-
er parental demand for divestiture should be met.” Wolfensberger
goes on to recommend that foster care should become a major al-
ternative to family (natural) care since many parents refrain from
transferring their responsibility if they know that another family,
probably in the same town, will accept the child as their own. The
assumptions behind this position are clear. Home care is always
superior to institutional care. It is better for the child, better for
the parents, better for the other children. Any deviation from this
is considered to be an indication of pathology. Furthermore, just
as the present administration’s initial welfare-reform proposal
sought to strengthen families by forcing filial responsibility, so
also this approach would coerce parental responsibility on the as-
sumption that it would be in the best interest of the family.
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‘loms retard the treatment/rehabilitation of the handicapped per-
- son. Finally, the family is viewed as a unit needing treatment if it
- is to become an effective resource.

~sumption that families can be capable caregivers. Families are
" seen as under stress, but stress is not equated with pathology.
?_Whenachildxsbomthhaaeverehandwaporanelderlyparent

MearlyaslSGZ.Cohenpoxntedontthatparentsgothrougha
of@ageswbentheylearnthattheyhaveahandmpped

ﬁomwhstmmtbeomofthes&ongestmshnc&mldemandsof
‘parents—the care of the young.” Yannett’s argument is simple:
‘Parents of handicapped children have much in common with par-
mdnmhandmmedchﬂdmOnemmparenhngorchﬂd-
‘rearing, and, although handicapped children may make greater
demands and create additional stress, their parents more often
“ﬂ:mnutfeeltbeymorshmﬂdcarryomﬂnsfunctxon.

d:ildreanngrolesofﬁ:mﬂy, the“notmalsom-ceofaﬂ'ec-
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is the best envu'onment for this. Bu-enbaum 1971) argues that the
family is able to help the retarded child in expressive activities, at:
least while the child is young. Later, as the child grows older, he -
needs outside help. Caplan (1976), agreeing with Hobbr. views the
family as the appropriate support system for the handicapped
child and identifies a number of critical parenting functions.
These functions, he suggests, are not unique to parents of retard-
ed children but are universal to all families with children. His
premise is that families with handicapped children have much in -
common with families in general. These functions include: (1) the
collection and dissemination of information; (2) the provision of-

appropriate feedback to the child, i.e., a guidance system; (3) a
source of personal ideology; (4) family as mediator and guide for -

problem solving; (5) a source of practical and concrete services; (6) - :

an environment for recuperation; and (7) a source and validation :'-

of personal identity. |
This position is more than just mshful thinking or undue opt1— '

» 'mxsm. Fowle (1968), in her comparison study of families providing

care to retarded children and families who had institutionalized
their children, reports that the former did experience consider- -
able stress but were able to function as capable caregivers. Stress,
however, was not defined as pathology, and these families did not *
exhibit greater amounts of problems than those who had given up |
the caring function. The amount of literature on this issue is large -
and was discussed in chapter 3. ' 3

The mental health literature tends to deemphasize families as
caregivers. Families are identified as important to treatment and
successful outcome, but the weight of the argument is toward
family pathology and treatment of the family. There are, of
course, exceptions. Rubenstein (1972) states that families can and
should share responsibility for the patient’s treatment, not be-
cause they are responsible for the illness, but because they can do
so and thus prevent institutionalization. ¥iall and Bradley (1975)
and Mannino and Shore (1974) report that patients discharged to -
receptive families have need for fewer services than those pa-
tients without families or whose families are unwilling to assume
responsibility for the caring function. What distinguishes these
writers from their colleagues in mental health seems to be their
approach to families. While the former assume pathology until
proven otherwise, the latter tend to begin with the notion that
families can support the mentally ill member. They do, of course,
recognize that in some instances families may have “caused” or

exacerbated the problem and in other instances the family is a. .-

barrier to treatment. Family members are then appropriate ob-
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resources to the physically handlcapped ‘than found in the mental
health literature, the number is considerably lower than those
discussing family care and mentally retarded children. Two em-
‘phases are found: the first, the impo:tant management function
‘of farmily members as well as the general socialization of the
“handicapped member (Mattson 1972; Kogan and Tyler 1973; and
“Battle 1974). Critical to this is the family’s acceptance of the
hand:wap and their ability to accommodate to uncertainty. The
“second and complementary position discusses the need for profes-
‘sionals to give accurate information on the diagnosis, prognosis,
-and-treatment plan nymchuk 1975; Jenkins et al. 1976). In doing
?_so, it is felt that the curegivers can realistically anticipate difficul-
‘ties, that present and future stress can be defused, and that fam-
-ily' members will be in a position to assume an active role in the
‘care of the handicapped member.

Fammes as Team Members

St YIm revlemng the medical literature cver the past twenty years,
- the terms ‘team’ and ‘team approach’ have become increasingly
. common in all fields which suggests that we have entered the
_; ‘Age of the Team’ in the delivery of health care, not just for han-
: 'dling chronic illness and complex long-term problems, but also in
.. providing care for short-term acute problems” (Katz 1975). The
"-‘team approach evolved initially in the field of rehabilitation
. "where it became apparent that the variety and complexity of pa-
- tients’ needs cculd not be met by professionals working alome.
;.. These needs were some combination of medical, psychiatric, so-
‘cial, and vocational. Given the fragmented nature of the human
‘service dehvery system, multidisciplinary teams were organized to
?d:agnose and treat the “whole patient.” In time, this team has
"come to include not only physicians and nurses, but a growing
‘number of allied health professicnals such as social workers, nu-
tritionists, physical and speech therapists, health aides, psy:-holo-
:‘g:sts, etc. -

' H‘istonca]ly, the physmlan has- been pivotal, and other team
’members were viewed as ancillary. Moreover, relatives of the pa-
t:tent were not seen as part of this team. Parsons (1951), in his ar-
ucle on the role of physicians, notes that the patient was expected
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to become dependent on the professional, since only the profes-
sionally trained ~ould know enough to cure. The ‘“‘good patient”
accepted this status differerze and followed orders. A patient,
often defined to include family members, was a person in need of
help as determined by the professional. Goffman (1961) expanded
on this notion by observing that patients were required to place
absolute trust in the knowledge and techniques of the profession-
al, since only the professional could translate symptoms into diag-
nosis and treatment.

This practice of excluding the patient and the family from the
team has been questioned over time. It has been found that when
perceptions of needs differed between professionals and family
members, the treatment plan tended not to be carried out (Bedard
1967). One response has been the development of procedures to
orient patients and their families so that they will understand .-
and accept the professional’s reason for whatever is recommend-
ed.Wh:leth:sstrategyxsstﬂlnotbasedonacceptmgfamﬂymem-_
bers as equal partners, it does expand the role of nonprofessional
caregivers.

The literature in this section has two dastmct emphases. The
first views the family as part of the team but secondary to the
professionals. Family members can carry out certain functions
under the supervision of others. Just as early developments in
teamn care were dependent on being able to divide tasks historical-
ly carried by the physician and delegating some of these to “lower
level” personnel, families were brought into the team when cer-
tain tasks could be identified as nonprofessional. Magraw (1968)
and Millis (1967) label these as the role of knower and the role of
doer. In one context physicians are knowers (problems-solving
knowledge), and ancillary professionals are doers (performing a
technical function). In another context, all professionzals are
knowers and possibly doers, but family caregivers are never.
kknowers. They do something under a professional’s direction. The
second type of literature views family members as both knowers
and doers. They are fuily participating team members and as
such contribute to the diagnostic/assessment function as well as
the treatment phase.

As an example of the latter, Matheny and Vernick (1969) re-
port on a study of parents with retarded children who were asked
to estimate the level of the child’s functional ability. These chil-
dren were then assessed by professionals. Their results showed lit-
tle difference between professional and parental assessment. The
one difference found was that parents tended to have slightly
higher expectations as to the capability of the child for learning .
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taskst A followup of the children showed that the parents
mfact more: realistic than the professionals.

.- parents-of mentally retarded children are seen by
' aseﬂ'ectrveteachers. Thxstrendlsﬁ'equentlybased

' areheglnnmg to be acceptedas both correct and reason-
d_b_;le :l_n ‘their demands"for mformatmn, guidance, and training

p!arents while their children are in institutions (Bullington 1976),
mvanous -out-reach . programs such as the Georgia Program
(Hax - 1975);, and the growing number of parent group pro-
jg.mms (Jew 1974). In these efforts the profess:onal developed a
partnershiy relanonshlp with the parents and in most instances
acted ‘as ‘resource persons. The Parent Involvement Programs,
ﬁrst deveIOped in the mid-sixties, have demonstrated the effective-
‘;,oftlnsstrategy W’iegennget al. (1978), in their review of the

‘”:‘IQ and.achlevement were favorable and long lasting. Their review
jncluded the studies of Karnes and Tesca (1975), Bronfenbrenner
(A9TD, and Lazar et al. A977).

‘Some: writers ‘have even ventured further. Goolsby (1976) sees
‘professionals and the parents of mentally retarded children as in-
terdependent and partoers, interacting to identify needed serv-
ices. ‘Duff (1976) argues that the physician does not have the nght
‘to. unilaterally decide on what should be done: “. . . at issue is
}pwthefamﬂymdotherresomamuse&hwpeople

the deIiberated chom&s of patlents and families should be consid-
erei vaotal if not paramount for. they primarily must bear the
wohseqnenees.” Boggs (1978) is forceful in her discussion of family
care ofthe retarded, as opposed to mstltuhonal care. She evalu—

R

' l:are'more oﬂ:en than- not in the best pos:tlon to make the
n_. Neither Duff nor Boggs is eliminating the contribution
Stha profeeslonals make. in these decisions, but they have moved
y from the .more- dommant behef -about professmonals as de-
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on lessening the demand for services, especially for institutional

care. Clausen and Yarrow (1955) argued almost 25 years ago that
if families were to psrticipate as caregivers, more discharges

would be possible and, &: *mportantly, readmission rates would be -
lowered. Their concers, a: stated, however, was that mental hos-
pitals were lacking in resources and were understaffed. If families

provided services, this pressure on the system would be lessened.
Shea (19506) came to the same conclusion when he pointed out the
value of hospital staff working with family members before dis-
charge and then maintaining an ongoing supportive relationship
with them. The primary emphasis was not on the well-being of
the patient so much as on the well-being of an overly taxed men-
tal health system. In benefiting the system it was, of course, im-
plied that the patient would benefit. As Leavitt (1975) stated, such
objectives could be achieved if families accepted their share of the
care and treatment of psychiatric patients.--

Examples of literature viewing family members as part of the _
team are numerous in the area of physical handicap. Insofar as |
this literature emphasizes the medical care approach, families -
tend to be included for two reasons. The first is simply the notion -
that if family members participate in the caregiving function,
they are likely to carry out professional recommendations. In as-
suming the role of ancillary personnel, they implicitly agree to su-
pervision. Secondly, just as nurses, social workers, therapists, and
other members of the team work under the direction of the physi-
cian leader and become physician extenders, so also do family
members become extenders. The team approach achieves coordi-
nation and service integration through a form of control. Mem-
bers are coopted (in a positive sense) and work toward common
goals. In this case, the goal is the successful treatment/rehabilita-
tion of the patient, and more care is made available. :

This cooptation idea is significant. It differs from the pathologi-
cal position that begins by treating family members so that they
will not obstruct patient care (the family as patient) and will be
able to function as a resource to the patient. The team approach
does not assume pathology. It does recognize that if family mem-
bers are excluded from the treatment planning and treatment de-
livery process, the outcome can be negatively affected. Kanthor
(1974) found that patient care was uncoordinated if the profession-
als did not provide a clear understanding of what was happening
to family caregivers, and this lack of coordination slowed the
process significantly. This recommendation has been supported by -
the work of Kisly (1973), Schwab (1975), and Weller (1976), who
argue the successful patient outcome is as much related to family
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nbnon(mmﬂartothelueramreon ‘mental retar-
i parents become teachers) is equally important.

._.V;GIS'ZS)typuﬁesthxsapproachwhenshesuggeetsthathos-
‘pe should instruct family members in proper meth-
n fmedwalcare,mclndmgproceduresforphys-
" ‘patients from bed to chair, etc., and for feed-
"anddremng.’l'hecareglversthusextendthenurmng
ﬂ:empystaﬂiHoughhnandMarhn(lB’lG)descrﬂ:ea
‘programwlnchemphameshelpmgthefamﬂyprovxdethe
nt wi ‘necessary dietetic and personal care while the profes-
2 ?*heamma:ntemsthemedlcal,nnrmng social, and therapeu-

'*thaslxteratttteassumesfamﬂymemberscanbeef
ye:‘caregivers. . ‘What is of note is that only in the literature
wﬁ;h mental retardahon is there an explicit commitment

tture‘discussingmental illness and physical illness, profeseionals
end to view the. family ‘as a2 resource to the professional care-
ives htheformerlnsta.nce, the famﬂy lsvlewedasthe prima-

port them. ‘Under appropnate supervision, they are encour-
and ‘trained to carry out certair nonprofessional or quasi-
eas:onal tasks. The fam:ily becomee an extension of the profes-

S ﬂptoth:spmnt,thehteratnremtedhasfocusedonthehand:-
: . individual. Here the emphasis shifts dramatically, the

becomestheobjecl:ofthemterventmn,andsemcesaredas-
mtems of supporting the nonhandicapped members. The
’ _"“‘chﬂdoradultsﬁllretamaplaceofprom:nence,
"_'ortreatmentsernwsarenot ignored. Howev-
ey *nnﬂethe previous: literature, the family is not viewed pri-
arily; as’ a resource to the ‘individual or to the professional.
meqeadthomarguemsteedthatthededsiontocareforahandl-

'-';memhersandmoreoﬂ:enthannotdmruptsnormal

Jgi}j:'sontendstobnngthhxteons:dembledemandson-
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family functioning. It is further argued that unless supportive

‘services are made available, the family’s ability to function as.ef-

fective caregivers is threatened and in time the handicapped per-
son and other family members will suffer.

The pressures that families are experiencing were discussed in
detail in chapter 3. It was shown that families caring for severely
retarded children and families caring for frail elderly parents
faced similar stresses. It was further suggested that these stresses
were probably common to families providing care to handicapped
persons in general, regardless of the diagnosis. These included in -
a generic sense the following:

* financial stress associated with the care of the handicapped
person

* the significant amount of time required for personal care

e the physical well-being of the caregiver

* the constant interruptions of family routines, including
sleeping

» the sense of social isolation and a perceived stigmatization by

- others

» difficulties in shopping, household routines, and limitations
in recreation and other social activities

* handling behavioral problems

* the sense of limited prospects for the future

The analysis in chapter 4 showed that, although financial assist-
ance, medicel care, and social services are available and have
grown in both scope and scale, these services are designed to sup-
port the handicapped individual Relatively speaking, services to
support families are nonexistent. Family needs are not recog-
nized.

And yet, there is a literature base that has assumed the value
of supporting families. Unfortunately, it is not as well developed
as the other views of family and caregiving. As early as the fifties,
the World Health Organization (WHO 1954; Wolfensberger 1969)
discussed the need to consider the family rather than the severely
retarded child as the unit of service. Breaking away from the
then traditional pathological view with its psychodynamically ori-
ented approach, this organization suggested that economic and so-
cial conditions should be dealt with so that parents would not be
penalized by keeping their children at home. Well before such no-
tions became acceptable, it was argued that social costs should be
considered in deciding on the relative merits of home or institu-
tional care insofar as parents have little real choice if supportive
services are nonexistent. Holt (1958), in her seminal work, docu-
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mented the need for famﬂy support services but, like so many
others, offered little in the way of specific recommendations.
(Much of the literature cited in chapter 3 falls into this category.)
- . Horejsi (1975) is an exception. In an important piece, he lists
five types. of services necessary for normalization and the develop-
ment of a least restrictive environment. While four emphasize the
needs of the retarded individual, the first discussed is family sup-
port, including genetic counseling, diagnostic services, respite
care, homemakers, parent/child training, and financial assistance.
" Others, such as Dunlap (1976) and Thurlow et al. (1978), also offer
- specific recommendations.
. In another article, Horejsi (1978) argues that in beginning with
the needs of the individual, the needs of the family are deempha-
- sized. Whereas more sophisticated diagnostic services are continu-
ously being developed, little attention is given to the development
“of appropriate homemaker services. Special education teachers
are provided, but babysitters are not. Wheelchairs, but not wash-
~ing machines, for handicapped children are considered appropri-
“ate expenditures. The handicapped child may be sent to a camp,
- but families are not helped to have a vacation. Finally, residential
.care services are provided once a retarded person leaves home,
_but little in the way of respite care has been developed to support
. family members who want to continue as primary caregivers.
v - Skarnulis (1976) supports this general thesis and comments:
When faced with a family having a difficult time coping with
a handicapped member we usually say in effect, “We realize
your burden is great and getting heavier. Would you like to
consider one of our group homes?” We should learn to define
soluticcs in terms of unmet needs, not available resources.

, Boggs (1978) makes a telling point in her discussion of “burn-
- out.” She argues that the closer the professional is to the handi-
.. -capped person (the direct service practitioner), the more likely he
- or she will experience burnout. To alleviate this constant stress,
“human service agencies are attempting to find ways to provide
_other, less intense functions for them to perform. In balancing the
-professional’s work, it is hoped that they will be able to continue
‘working with the handicapped. Boggs continues, however, by
-pointing out that whereas profesionals can resign, most natural
‘families cannot. If burnout is associated with the intensity and
- amount of personal contact, it wouid seem that families are at the
‘greatest risk. A professional can seek other employment; the par-
.ent of a severely retarded child cannot. A professional employed
j- full time still has time away from practice; the family caregiver
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-Thisnotionoffamﬂysupportisalsofoundinotherinsténcesof

families caring for handicapped members. Teicher (1969) describes
the stresses experienced by parents of children with cystic fibro-
sis. After discussing the “staggering economic drain,” he contin-
ues:

What cannot be measured are the costs of around the clock

watchfulness and attention by parents and often by siblings,
the demanding schedule of visits to doctors, clinics or centers,

and the strain on family relationships.

These comments are similar to those offered by Bayley (1973),
who speaks of “the daily grind” and Hewitt (1972), who describes
“the practical aspects of day-to-day living”” when parents choose
not to institutionalize their handicapped child. Others, such as
Kulczki (1970) and Burton (1975), in identifying the specific
strains families with cystic fibrotic children experience, produce

~ lists that are remarkably similar to the strains faced by families
with members who have other handicapping conditions. More-

over, Freeston (1971) and Taft (1973) offer comparable data when
discussing families who have children with spina bifida and mus-
cular dystrophy.

A Question of Emphasis

This analysis shows that examples of all four approaches to the
family and the care of a handicapped person are found in the lit-
erature. Moreover, examples of each can be identified in the fields
of mental retardation, mental illness, physically handicapped chil-
dren, and physically handicapped adults, including the elderly.
What the analysis did not show was the relative emphasis of the
Iiterature. It should be underscored that the fairly large number
of citations used were identified by a series of computer searches
augmented by additional sources identified after reviewing the
initial pool. It is not, nor can it be argued, that such is really pos-
sible—a scientific sample. Still, it is probably more representative

of the literature than not. Moreover, the distribution of the arti- -

cles over the four components of the typology is consistent with
various theoretical notions of how families are to be viewed, given
certain discipline orientations.

The distribution across the four types of handicapping condi-
tions in order of actual numbers was: (1) families as resources to
individuals; (2) families as part of the problem; (3) families as
team members; and (4) families needing resources. This pattern

-
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fmnotconmtent,however w:thxnthefmn'categones. (See table
45.): a

:Tﬂmemmofﬂowmm

Mental Men- ically ically

- retarda- tal handi- handi-

" | tion illness | capped | capped
| le(u 4 1 1 3
:_Fanﬁesasﬂesowces......... 3 2 3 2
Famiies as Part of the

Faru‘ﬁes milies Needing - Re-

- sources 2 3 4 4

j:»i:-"-ffl-’Note:-‘l = highest emphasis in terms of numbers; 4 = lowest

“;;anplms.

.. Professionals writing in the field of mental retardation tend to

,‘_,_";mwtheﬁamﬂyas effective teamm members. Moreover, there is as
~much emphasis on professionals as resources to family members
 (primary caregivers) as there is on the family as extender to the
‘}:profeesxonalteam.Fo]lowxngth:s,famihesaredmcussedmterms
- of their needing supportive services. This position explicitly recog-
“nizes the pressures families experience when they decide to care
. for the child in their home. Furthermore, a number of authors
have identified the pressures in extremely concrete terms. Most
tendtoagreethatpractwalsnpport,e.g.,ﬁnanaalass:stance,m-
tation, and periodic relief, rather than counseling or other forms of
therapyarecntwal:ftheyaretoeontmuefuncuomngaseﬁ'ecnve
caregwers.Thearhclesthatviewthefamﬂymembersmpatho—
logical terms were often written from a psychiatric orientation
andemphamzedthepsyrhodynamxcmphcataonsofbavmgamen-
tally retarded child. They also tend to be found in the earlier lit-
erature, e.g., the 1950’s and 1960’s.

iﬂhlspattemcanbebestundmstoodbyexammmgthepmpose
of:themtermon.ThemaJorthrustsofmentalretardatlonleg;s-
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programs have taken this as the primary goal. Mental retardation
has come torhe defined as a developmental disability. Severe men-
tal retardation is accepted by most professionals as a noncurable
condition. As such, mental retardation is a functional designation
that applies at the timme at which an assessment is made. Al-
though there is ample evidence that with appropriate and ade-

quate intervention the degree of handicap can be altered, gnd-.
physical, social. and intellectual functioning can be improved, it is

unlikely that a severely retarded child will improve to the poin
that he or she would no longer be designated as retarded. Not ex-
pecting a cure, then, the emphasis is on normalization for both
the retarded child and the family, the disabled and the nondisa-
bled. In defining retardation as a developmental disability, in ar-
guing the relevance of educational objectives (broadly defined).

I

and in focusing on normalization as an organizing principle, pro-

fessionals identified a range of services supportive to both the re-
tarded child and the other family members. This perspective was

‘also consistent with the notion that parents and others were pri-

mary caregivers, could identify necessary and realistic services,

and did not need therapy to overcome nonexisting pathology.

The literaiure dealing with mental illness is quite different.
The dominant view is of families as a part of the etiology of the
illness. Furthermore, when professional treatment does not pro-
duce the expected results, family members are seen as the major
obstruction. Whatever the view, etiology or obstruction, family
members become part of the treatment plan. They become pa-
tients. Given this, it is easier to understand why little emphasis is
given to family members as part of the caregiving team. Implicit

in the notion of pathology is the belief that family members are

not capable of functioning in this capacity. To some extent, the
professional may seek merely to neutralize the potential negative
effect the family might have on the patient or to successfully
treat the entire family.

The psychiatric approach, then, is significantly different from
the developmental approach. As Spiegel and Bell (1959) suggest:

It is generally apparent that theory exercises a Strong,

though sometimes unavowed, influence over what is observed

and how it is stated. Accordingly, effective progress must wait
upon further advances in theory construction . . . . Only when
_such theories have been well-worked out in fine detail will
students from different disciplines concerned with this grea
(mental health) be in a position to form and develop a scien-
tific tradition.
In tke field of mental health, most theoretical approaches begin
with the assumption that the etiology is either within the psycho-
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Iynamic ofthepanentorw:thznthedynammsofthepahentand
orherﬁ:nily If the focus is on problems within the family
:&:ete:sleesafachancetha:tthefamﬂywﬂlbev:ewedasca-
pons asmembersofthehelpmgteam,orofneedmgmp—

Thelremammgarea,ﬁmihesw:thphymca]ly handicapped
metnbas,oﬁ’@tsath:rdapproach.Whﬂetheﬁrstwouldappearto
, and the second psychiatric, the dominant ap-
xoach here is the medical model. Professionals trained in this
model\arealsocond:tmnedtosearchtbrpathology—mthmcase
2l While some attention in professional education may be
;g:mtoaprevennonandmamtenance,theoverndingemphas:sls
ganthesncceasfuld:agnomtreatment,andcureofmedmlprob-
jiIems.Th:sfocus:snnde:standabIe,smceillneas:sd:fﬁcultenough
:to, measure, but health actually defies measurement. Still, in ac-
;twelyseehngtoreversewhateverpathology (physical handicap
I this case) exists, attention tends to begin and end with the pa-
‘tient. ¥ramiiies do exist and are recognized, of course, but they are
jvxewedp.mi.yasresourcestothepat:ent,asparﬁcipamon
f. Withmthzsﬁ-amework,thefamﬂyassuchdo&snotex:st.ltls
;discussedmtermsofhow:tcancontributetothesucc&sfultreat—
ment of the patient, how it can function as an extender of the
professional. The medical model does not lend itself to focusing on
the needs of the other family members, to identifying services
that support families by reducing the stresses they are experienc-
ing, to recognizing the family as a unit in its own right. The
ma;orexeeptmntoth:slsthefa:rlysngnzﬁcantnnmberofarucla
ng the family as potential blocks to rehabilitation. Inter-
fés'l:mglyenough,thxstendsonlytooccurwhenthehand:capped

chapter began by asking whether add:tlonal resources, if
:weretobeccmeavaﬂable, would filter down to families pro-
vi"dingcare for handicapped members. To answer this, the analy-
‘s?s:attmnptedtoldentd'yhowfam]heswerevxewedbyprofesmon-

takeavm:‘vmouscanngfuncmons.Servmesare notdemg:edtobe

wes._tothe&mﬂyreqmres professmnals capable ofdomg so, or ad-
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ditional resources probably result in more services that continue
to substitute. A significant body of literature was reviewed around
four distinct views of the family. Do professionals tend to ap-
proach the family as contributing to the problem, as resources to
the handicapped person, as teamm members, or as needing services
themselves? The review showed, first, that relatively few authors
discussed the need to or value in supporting families (the last cat-
egory) and, second, that shared responsibility (the third category)
was not emphasized relative to the others.

It was then argued that this pattern might be understood by ex-
amining the implicit theoretical underpinnings found in the various
areas of handicapping conditions. Three models or approaches
were identified: The developmental (retardation), the psychiatric
(mental illness), and the medical (physical). Perhaps because pro-
fessionals in the developmental approach do not begin with the
assumptions of pathology to be cured or family members as in-
capable caregivers, greater emphasis is given to supportive serv-
ices and shared responsibility. The other two, the psychiatric and
medical approaches, begin with these assumptions of pathology or
family incapability. Suchfocus,bydeﬁmtmn,tendstorestnctm—
tervention to patients, even if family members are involved in the
caregiving.

. If the analysis is valid, additional resources alone will not re-
sult in more services to support families caring for handicapped
members. What is necessary is that professionals change their at-
titudes toward family members and accept the pathological ap-
proach as incomplete. The next chapter attempts to identify some
of the changes that might be involved in such a shift and the bar-
riers in the way.
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While the reasons for families deciding to provide care, to func-
tion as a social service, are unclear and need to be examined more
closely, available research argues that, for the most part, family
members are willing caregivers. Not only are they willing, but
they give care under extreme stress and at considerable sacrifice
to other family members. For most, there is a disruption of fam-
ily life, less opportunity for social and leisure activities, a barrier
to career and geographic mobility, and financial strain because
of additional costs associated with the care of a handicapped per-
son, compounded by the fact that these families are likely to be
single-career families at a time when two earners are the norm. A
less well-documented stress involving such care is related to the
changing role and function of women in society and the possible
ambiguity many caregivers are facing.

This willingness to care is a major reason for rates of
institutionalization being as low as they are. Without this social
service, demands on the formal social welfare system would prob-
ably reach intolerable levels because no society has the resources
to assume this function. Even with these stresses, few families are
threatening to transfer what they perceive to be their r&sponsﬂnl-
ities. They have made known what their needs are, but m nonde-
manding terms.

The response to families has been, at best, mixed; at worst,
counterproductive. If policies and programs are categorized by
purpose and function, the State has emphasized those that in es-
sence substitute for the family, an emphasis that is expressed in
both the scale of social welfare expenditures and the type of serv-
ices or benefits that have been developed. The reasons are com-
plex, and while the rationale may have changed over time, the
net effect has been the same. Social services that are organized to
support the family have received lower priority than those that
replace the family.

In chapter 4, 31 major programs administered by the Depart-
ment of Health, Education, and Welfare and representing over
$102 billion of obligated funds were analyzed. These programs
were chosen because in principle they seemed to be relevant to
the issue of concern to this book—families caring for handicapped
members. A number of significant themes emerge from the analy-
sis. Most policies and programs are neutral toward the family.
Neutral in this sense does not me=n that they neither benefited
nor harmed families, for such is not the case. These policies and
programs ‘are neutral in that the family (excepting AFDCQC) is ig-
ncred. The explicit beneficiary in. almost all instances is the indi-
vidual aged or handicapped person. Existing policies recognize
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. that an aged or handicapped person is not likely to be active in
. the work force or to provide financial support. These individuals
are also likely to require medical care and other health-related
- services, and policies exist to pay for these. Finally, a service net-
- work of support services has been developed, since these persons
often need social support if the quality of their lives is to be pro-
' tected. There is no recognition, however, thhat when family mem-
bers provide care to the aged or handicapped person, they are at
risk financially, physically, socially, and emotionally.
A second emerging theme is that the preferred way to meet the
- needs of handicapped persons is through financial support and,
while social services may be provide 1, their contribution relative
to the income programs is secondary. This choice of strategy, as
~ discussed earlier, seems to be based on at least two assumptions.
There is an implicit belief that in providing money to dependent
persons, the needs of most will be met. They either have no need
for social services, or they will be able to obtasin them in the mar-
ket. Given the level of expenditures for the social services, it
~ would appear that the State, through its social policies, antici-
' pates that a percentage, albeit small, of the depepdent will re-
' quire more than financial assistance, and segvices wil be provided
- directly to them.
~ This interpretation is supported whem the intended bemefieia-
- ries of these services are identified. Bx insent, most services ame
targeted on the poor and near poor. Ewen in the case of Titl¢ XX,
- a program that allows for services to be provided to the general
population through fee schedules, most users are recipients of
- public assistance or are financially eligible for public assistance.
Fundamental to this set of policies is the affirmation of a dusal ap-
proach to social welfare which approves the notion of a private
“system for the nonpoor, and a public systeny for the poor. While
most critics of separate systems emphasize the negative and even
harmful effects experienced by the poor, e.g_, the arbitrariness of
the system and its accompanying stigmatization, few critics argue
‘that this dual approach has penalized the monpoor in a number
.of ways. A separate syvstem for this group assumes that the mar-
ket will respond and services will be available. The private sec-
‘tor’s response, however, has been uneven. Some communities
- have few private services, and others have limited private services
‘resulting in high fees. Furthermore, in its evolution and imple-
‘mentation, Title XX has emerged as the major social service pro-
gram nationally. It has become in many comxnunities the only so-
cial service program, thereby excluding many families whose in-

_'comelstoo high.

l\')
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The need for additional resources to develop a system of serv-
ices to support families caring for handicapped members is com-
plicated by many service providers, the human service profession-
als seeming to be more comfortable in taking over the caring
function than in supporting family members as caregivers. The
analysis in chapter 5 showed that professionals tend to view fam-
ily members as potential barriers to successful treatment, as re-
sources to the handicapped person, or as extenders of the profes-
sionals. Those professionals who viewed themselves as supportive
to the family, who believe the family to be effective caregivers,
and who see the family as needing services in their own right, be-
cause of the presence of a handicapped person, are likely to oper-
ate within a developmental approach, while the others see the
problem in pathological terms, i.e., from the perspective of the
traditional medical or psychiatric models. It is argued that if a
commitment is to be made to these families and supportive serv-
jces are to be designed, some attention should be paid to reorient-
ing these professional attitudes.

This chapter identifies arguments for and against supporting
families, explores what must be done if such a support system is
to become ¢ reality, and identifies areas of research to expand the
knowledge base necessary for the development of sensitive poli-
cies.

' The Argument Against Intervention

It has been argued in the past and will continue to be argued in
the future that any unnecr ssary intervention in family life harms
both the family and the State. The logic of th¢ argument is unas-
sailable. No one, regardless of his political belief, would defend
the value of “unnecessary”’ intervention. To do so would under-
mine the family. Such intervention is likely to be interpreted by
the family as not only an invasion of its privacy, but in a subtle
fashion, a questioning of its own capability to function adequately.
if the intervention grew both in scale and in areas of family life,
in time anger could evolve into acceptance.

There is precedence for this result, at least in the area of men-
tal retardation. Seventy years ago, parents of retarded chidren
were viewed by professionals as deficient themselves, insofar as
retardation was believed to be genetically transmitted. Children
were removed from their homes, isolated from the community,
and in some instances prevented from bearing or fathering chil-
dren. Twenty-five years ago, aspects of this policy were modified,
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but the outcome was essentially the same. While parents were not
seen. as defectives in the sense that they were to blame, they were
not accepted by professionals as capable caregivers. Moreover,
t,hey were still subject to a form of coercion (psychological rather
than-legal), and children were still likely to be placed in institu-
tions. In today’s more enlightened environment, this intervention
is considered unnecessary.

Unnecessary intervention also harms the State because each in-
tervention requires additional resources, greater levels of public
expenditures, and eventually a society in which all other social in-
stitutions. are secondary to the State. The financial and social
:_;;;costs of such action are staggering.

- For these reasons, State involvement should be considered care-
fnlly before actions are taken. As discussed earlier, intervention
-has been limited to instances where family functioning has been
-clearly impaired. Policies and programs have been introduced in
-situations where parents are unable to carry out what is expected
-of them. The State has assumed rights and responsibilities when
:young children are in danger of being abused or neglected. The
State, through its social welfare system, not only has the right to
‘intervene to protect the child, it has the right to act in place of
the parents. Even then, it proceeds with caution. Whereas in pre-
‘vious eras, dominated by the philosophy of the Poor Law, the
“State tended to discharge its responsibility rather arbitrarily and
reqmred the parents to “prove’” their competency as parents, to-
-day’s society places the responsibility on the State to show that
the parents are inadequate. The decision to remove a child re-
‘quires the presentation of evidence sufficient enough to demon-
stmte family detenoratlon.

i #ly supports the notion of intervention only
5 : OSI; y, it is referred to as a residual ap-
p_woach to social welfare and undergirds most social policies. Inter-
;-’ventlon is appropriate when, and only when, there is clear pathol-
_ogy i.e., when the family cannot carry out its functions.

+Two important principles have emerged to shape the State’s re-
sponse. The first requires a case-by-case determination, and the
second argues that treatment, rather than prevention or insur-
“anceaga.tnstnsk, is the preferred strategy. This approach is con-
sistent with the concern that when intervention does occur, it is
clearly necessary.

- Only when the famﬂy cannot or will not function as the prima-
rn'caregrvertohand:capped members can the State step in and
‘become the surrogate family for the handicapped person. Should
‘ﬂ:e!_State, then, develop policies and programs to support families
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as caregivers? Even if families with handicapped members are ex-
periencing considerable stress and are at risk, is the stress suffi-
cient to break these families? Are parents of handicapped chil-
dren unable to function as good parents? Are they experiencing
higher divorce rates than families without handicapped children?
Are the other children negatively affected? Are they trying to di-
vest themselves of their responsibility as parents to raise their
children? Similar questions can be asked of adult children caring
for an aged parent. If there were evidence that families neither
wanted to continue providing care nor were capable of providing
appropriate care, there might be justification for intervention.
Without such evidence, intervention is inappropriate insofar as it
undermines and weakens the family.

What is the evidence? As presented in chapter 3, families are
shown to be willing to assume the caregiving function and, in
most instances, are capable as caregivers. While some families
find the stress unmanageable and seek institutionalization for the
handicapped, most learn to accommodate. Although the quality of
family life may be threatened, families are ‘“choosing’’ to make
adjustments and are not seeking institutional care for their
handicapped children or elderly parents. Rates of insti- .
tutionalization (the complete transfer of the caring function to the
State) have remained low, and institutional care is sought usually
after the family has provided care for a relatively long time.

The State is concerned about these families, but the concern is
a fundamental one. While the families may need support, inter-
vention might result in their givirg up their responsibilities, re-
sponsibilities they prefer to keep. Instead of helping families‘re-
main strong caregiving units, the ‘“support” might result in weak-
ening the family. Intervention becomes interference.

Perhaps the more appropriate role of the State is to become in-
volved only when there is clear evidence of family breakdown, i.e.,
family pathology. By waiting until the family declares that it can
no longer care for the handicapped person, the State is assured
that its involvement is necessary. It is not interfering in family
life. This approach should not be interpreted as one which defines
the State as insensitive or not caring. Rather, there is such a fine
line between support and substitution, between intervention and
interference, that caution is the preferred course.

Policies are safe when such a dichotomy operates. A broad
range of services of the highest possible quality can then be pro-
vided. They should not and would not within this view be pro-
vided indiscriminately but only when absolutely necessary. Work-
ing within the residual notion of social welfare, each case would
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“be judged on its own merits, and decisions of appropriateness
would be made by competent professionals. While such a dichot-
" omy, either the family or the State as caregiver, may seem dras-
~tic, it does resolve the troublesome issue of noninterference in .

‘The Argument for Intervention

. .To argue for greater involvement on the part of the State re-
- quires beginning from a different set of first principles. As men-
' ‘tioned above, this position accepts unnecessary intervention as
.. dysfunctional, but it rejects the conclusion that because little is
- known about appropriate forms of intervention, minimal inter-
. vention is the desirable course. At the heart of the disagreement
.18 a significant difference of opinion as to the proper function of the
. State. The residual position discussed earlier is concerned with
". the elimination of poverty and the treatment of problems. Within
. this framework, social welfare is justified only if it is directed to
- those who can no longer function on their own.

. - 'Each generation defines a minimum level of welfare and devel-
- ops policies and services so that at least the basic survival needs
- of all are met. This minimalist view suggests a reactive role for
- the State. The counter position suggests that industrialization has
' brought with it a number of risks and consequences that poten-
- tially affect all people and not just a small percentage of the pop-
. ulation. It is further argued that the market has not been able to
. .achieve a just allocation of goods and services, resulting in a num-
''ber of hardships for some people. It becomes necessary for social
. welfare services to be established as major institutions rather
- than residual agencies. Social services within this model are de-
- fined as essential means of correcting social inequalities. The con-
:.cept of elimination of poverty needs to be replaced with the prin-
- ciple that the purpose of the State is to maximize the welfare of
‘all and not just the poor. The goal then becomes one of achieving
-.the optimum and not just guaranteeing the minimum.

.. The “good” society is not one in which the State intervenes as
:little as possible in economic and social affairs but one in which
-the State effectively promotes economic activity and guides social
~affairs. Insofar as policies are sensitive reflectors of current soci-
-etal values, the State has a major role in identifying, articulating,
‘and shaping these values. The evolving welfare society is one
buﬂt on the premise that social welfare is a collective responsibili-
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ty and rests its moral claim on the ethics of mutual aid and co-
operation. These are not new values, nor are they identified pri-
marily with the more liberal sector of society. Mutual aid and co-
operation are the values held by those who feel that families can
only be strengthened by a return to the past.

Proponents for greater State intervention suggest that industri-
alization has weakened the earlier mutual aid systems and that
the Welfare State was created to support this long-standing belief
in collective responsibility. It attempts to stimulate cooperation
and mutual aid through various social welfare measures. Con-
trary to popular belief, a strong Welfare State is not synonymous
with the State assuming responsibility to directly meet the needs
of its citizens. It does not mean that individual, family, or commu-—
nity responsibility is anachronistic. Furthermore, the realization
of a modern, proactive Welfare State does not mean the inevitable
diminishing of voluntarism and altruism. A Welfare State con-
cerned with collective responsibility and maximizing the welfare
of all develops its policies and programs on a foundation which as-
sumes the ethics of mutual aid and cooperation. This, at least in -
intent, is the rationale for the Social Security system with its in- :
tergenerational and intragenerational exchanges. For retirement
benefits, the notion of collective responsibility is clear. One gen-
eration is supported by another, and, in turn, those giving trust
their needs will be met by still a younger generation. Although
the support is not given directly, i.e., by a child, friend, or neigh-
bor, the use of Social Security taxes to accomplish this same end
is a form of mutual aid. x

. Finally, this notion of a Welfare State, with its emphasis on col-
lective responsibility, mutual aid, and cooperation, is antithetical
to the future development of policies that in practice suggest
State involve:ment only after the family is unwilling or incapable
of providing care—the dichotomy introduced in thke previous dis-
cussion of the residual model of social welfare. It assumes, im
stead, that there is, or should be, a shared responsibility. Shared
responsibility, moreover, implies continuous sharing and should
not necessarily be limited to crisis intervention. The needs of fam- 3
jlies with handicapped members vary in time and over time, and
ideally the State responds to these variations with policies that
support the family when it needs support and substitutes for it
when necessary. Even this postulation is incomplete, since it im-
plies a progression from no services to support services to substi-
tute services, the last only when the family breaks down or can
no longer handle the problem. |
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Shued responnbilny requires that a diversity of options, flexi-
Heenooghtomeetthefamly’sspemﬁcneeds,andavaﬂablewhen
required, be developed. In practice, the current system restricts
'tothmemthatemtatthenmethefamﬂyseeks
help.Chowe,meanmgfulchowe,suggestsanemphamsonpohczea
that would result in the development of supportive services. since
sofewamavaﬂable.MostfamﬂiesneedtheState through its so-
~ welfaresystem.tocarrysome responsibility. For those fami-
J:esmapos:hontofunchonastheprunarycaregwers,shanng
a,mymeanthattheSbateo&'ers financial assistance to offset the
-@conomic - stress involved in providing care. For others, it may
:mean the giving of practical help and advice related to homemak-
ing and physical adaptations to the home. Still others may need
mformatxonandoounse]mg Shared responsibility may also in-
‘volvetheten:porarytakmgoveroftheeanngfunctmnsothatthe
family has short-term relief for vacations, recreation, or shopping.
Atanotherlevel.sharmgcouldmeanthatthefamﬂybengen
*aomemsurancethatxfandwhenthestreasbeoomestoogreat,
when it is not in the best interest of the handicapped person nor
" other family members, alternative arrangements are available.
Even:ftlnsweretooecur,thefaxmlywouldbeexpectedtopro—
vide some care while their child or parent resides in an institu-
-.-The choice to provide or not provide care, to provide it with or
‘without external support, and to provide services in such a way
that families and the State share the caring function requires not
only a range of services, but also services that are flexible and in-
nomtlve. The next section identifies what might be done if this

b2

The _Need for Professional Reorientation

.,_Itnspomtedoutmchapter that most human service profes-
shonalstendtoentherdasoonntthefamﬂy’sabihtytocareforthe
personor,msomemstanws,tovlewthefamﬂyas
apable only if supervised by professional caregivers. Whether the
ﬁmﬂyxsseenasactuallycontﬁbutmgtoanmdmlduabfamﬂy
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mentally oriented framework, families only exist in terms of the
handicapped person, i.e., as barrier or resource. They are not seen
as the object of services in their own right. They are provided
services so that they will be able to function as more effective
givers of care, only under the direction of professionals. The no-
tion that they need support because they are caregivers is not
widely recognized under the psychiatric or medical models.
Professional training within these models is not well suited to
recognizing the need for family support, nor does it lend itself to
accepting family members as effective social services in the ab-
sence of professional supervision. Both models focus on the handi-
capped individual and define intervention in terms of reversing -
pathology. As discussed earlier, emphasis is placed on the ability
to diagnose, treat, and cure, and only professionals are capable of
doing so. Patients or their family may be ablé to articulate symp-
toms, to identify to the professional what they think is the prob-
lem, but only the professionally trained person can take these
symptoms and translate them into a diagnosis. Patients or family
members may ask for various services, but only the professional
can develop an appropriate treatment plan. Given their lack of
training, patients or family members see services in terms of pre- -
senting symptoms, while professionals are equipped to go beyond
the symptoms and identify the cause of the problem. As Parsons
(1951) pointed out, patients and family members are expected to
become dependent on the-professional caregiver, to rely on his or
her expertise, and to follow the professional’s treatment plan. The -
professional does not ignore the symptoms as presented, the non-
professional “diagnosis”, nor does he set aside the patient or fam- |
ily’s perception of needed services. The professional is trained to
be sensitive to them, recognizing that if they are ignored, the
“real treatment plan” could be jeopardized. .
The professional trained in either of these models, with their
overriding emphasis on the successful treatment and reversal of
psoblems, is conditioned to see personal satisfaction in this cura-
tive function. The need to “cure,” to bring about dramatic change
in a patient or client, and to feel that the change was the result of
professional intervention is normal. With many years of training
and preparation to become an effective caregiver, the profession-
als may know more than nonprofessionals and may more success-
fully treat individuals and families. Continuous affirmation be- .
comes important to the caretaker, and the most visible sign of
this affirmation is a cure. Moreover, the affirmation is strongest "
when the professional is able to assume responsibility for the
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w the professional has tended to deemphas:ze those
areas. that do not lend themselves to the possibility of cure. For
mlauvelyﬁwprofemonalswereattractedtocareemmthe
‘.ﬁeld of chronic disability, e.g., mental retardation, arthritis, and
‘cerebral vascular accidents. Whereas cure was a real possibility in
'treatmg the acutely ill, patients with chronic disabilities were not
cmble ‘At best, the professlonal hoped to slow down the degener-
sl:xve _process or to maximize whatever functional abilities re-
ma:ned. Arthritis and strokes are particularly good examples of
how, when little was known about successful treatment, profes-
saomlsdidnotwanttospemahzemthesetypesofcases. Once
new drugs were found to treat the arthritic and new techniques
were discovered that did result in the rehabilitation of the stroke
patient, the medical model became applicable, and professional in-
terest grew. Only when the condition or problem fit the require-
ments of the medical model, ie., diagnosis, treatment, and rever-
sal of pathology, was there professional concern on a large scale.

Only when the possibility for dramatic change existed were pro-
fessionals likely to view the condition as professionally interest-

ing, one that provided the professional a sense of personal satis-
faction and even power. To put it bluntly, the general area of
chronic disability was not professionally exciting.

. The_ notion of supporting families who are the primary care-
givers for such groups as the severely mentally retarded child or
the frail elderly is not compatible with the medical or psychiatric
models. Most of the families who care for the handicapped are not
&cedwzthacutemses.'fheyare,moreoﬁenthannot, normal
Enniheswhoareexpenencxngstreﬁsesrelatedtothe long-term
chronic.management problems. They require support and need to
feel that someone is interested in them. They want someone to
take the time to listen and provide them with useful information.
Fhey need relief and practical assistance. Because these needs are
:nlinary and even mundane, most physicians, nurses, social work-
a:s,andotherprofessmnals donotseeth&secasesasmter&snng

ases from which they can receive professional satisfaction. Suc-
essful intervention with ‘these families is not likely to cure the
:b:ild with severe retardation, i.e., raise the IQ to the normal
::nge or reverse the aging process of a 90-year-old, incontinent,
:edndden parent. Moreover, there is no pathology to be reversed.

Rather, success would have to be measured in terms of manage-
nent, maintenance, and significantly less dramatic criteria.

"A_s -discassed in the previous chapter, the last two categories of
he: pmposed typology seem more appropriate to guide the nature
fprofessaonalfamﬂy interaction. In most instances, the families
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have demonstrated their ability to function as the primary care-
giver, with tl. professionals assuming a secondary role and working
through the family. The family’'s ability to identify relevant needs
and to provide appropriate care is recognized. Moreover, tc contin-
ue as primary caregivers, the family requires various supportive
services in its own right; professionals should shift their current
focus on the handicapped person and accept the family as a legiti-
mate object of intervention. Agsain, it is not a matter of one over
the other, but a concern for balance. ‘

There is a need to move away from the pathological model and
to create a service delivery system that assumes that family mem-
bers are capable caregivers and that their judgment can be trust-
ed. Such a development would, of course, require a major reorien-
tation of professional attitude and a significant departure in cur-
rent thinking. To successfully implement such an initiative, pro-
fessionals would begin by asking the caregivers what services or
resources would enable them to continue as caregivers and then
provide them. What professionals think is beneficial becomes sec-
ondary, and requests from famﬂy members are not to be translat-
ed by the professional into services which agencies are organized
to provide or services which the professional believes are impor-
tant.

Such an approach leaves many professionals uncomfortable.
First, as discussed earlier, can family caregivers really have
enough knowledge to identify services that would help them? Sec-
ond—a more subtle guestion and to some extent more than just a
professional concern—if these families were told that they would
be given what they felt necessary, would their requests be reason-
able? That is, would they ask for too much?

Why this lack of trust? Is there evidence to support the belief
that families, if given the opportunity, would make excessive de-
mands? Although the data are somewhat limited, families caring
for handicapped members tend to be reasonable in terms of what
they perceive to be their needs.

For example, in the early seventies, the British Government
was concerned with the needs of families with thalidomide chil-
dren. The special needs of these families were not being addressed
by the social welfare system. High-ranking officials in the Depart-
ment of Health and Social Security questioned whether the exist-
ing programs were capable of meeting these needs and were con-
cerned since parents had decided not to institutionalize the chil-
dren but to keep them within the family. Discussions moved from
these specific families to all families with congenitally handi-
capped children. Eventually, it was decided that the State establish
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.- a pilot program that would operate for a limited time. The objectives
. -of the program were to identify this high-risk population (families
" .coxring for children with severe congenital -handicape), find out
- what. the family felt its needs were, meet these -needs whether
' through cash grants or services, and measure the impact of the
* intervemtion. Aware of the dangers involved with establishing a
. program financed and administered by the Government, eg., the
- possibility that the provision of services would not be flexible or
 innovative, that regardless of cutcome the program would become
. a permanent part of the social welfare system, the State, in 1973,
- gave funds to a private foundation, the Joseph Rowntree Memori-
- al Trust, to administer the Family Fund. Two years later the pro-
- gram was severely criticized. A professional human service work-
‘. er raised the following concerns:
' How many greedy parents there are—those who scratch
around, who feel at all costs they should be given something.
They do not of necessity have a precise need in
mind. . . . Immense sums of money are being dissipated—
thrown to the winds-—where handicapped children are con-
cerned (Fox 1975).
- The Family Fund responded that their experience with over
. 20,000 families showed that “excessive demands from greedy par-
| emxts were not common.”

. Such demands are, in fact, extremely rare and the Fund’s
mail shows that they are far outnumbered by applicants who
are punctilious in asking what to do with modest balances
left after an article has been purchased for slightly less than

.- . the anticipated cost (Hitch 1975).

- Parents asked for such things as washing machines, wheelchairs,
" help in adapting rooms or automobiles, prostheses, and occasional
- respite care. Over 2 years, the average grant to a family was £240.
" " In the course of his study of families with handicapped mem-
-~ bers, the author had the opportunity to interview a number
- of families (Moroney 1976). In one instance, when asked what
. services might support them in caring for their severely re-
j"'tardeddaughtermherlatetwentles,theparents,bothmthexr
' early sixties, responded initially that they were managing. Later
they agreed that their greatest concern was worrying about their
' daughter’s future after they died. They concluded that they did -
. .not need much help, occasionally some relief for a vacation (it had
"heenyeaassnmethetwohadgoneoﬁ'togetherthhoutthexr
_daughter) and, most importantly, to feel that someone was inter-
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On another occasion, the author accompanied a Local Authority
social worker carrying out a survey of handicapped persons. An
elderly couple, the husband 80-years-old and disabled from a
stroke, the wife caring for him despite severe arthritis, was asked
in the course of the interview what needs they had and what
problems the local social services agency might help them with.
By any number of standards, the couple had many professionally
defined needs. They lived in a second-story flat with the toilet in
the backyard. The apartment was heated by a single fireplace and
three space heaters. They were able to move about with difficulty
but were visited by their neighbors. The couple told the social
worker that they would like some assistance. The wife pointed to
a large tree outside the bedroom window and said that they were
worried that a large overhanging branch might strike the window
and break it. If this were to happen in the winter, they might
freeze to death. Neither she, her husband, nor their neighbors
could do anything about it, and she wondered if the social worker
could arrange to have the limb cut off. The professional response
was not atypical: ‘“That’s fine, but let’s talk about your real
needs.” After returning to the office and being reminded about
the tree limb, the social worker commented that he would prob-
ably do nothing, since it was not a social service need. |

These three examples, the Family Fund, the aging couple car-
ing for a severely retarded daughter, and the aging couple living
alone and worrying about the coming winter, are all related to
the issue of trust. In the first example, professionals question
whether families are reasonable in their requests or whether they
make excessive demands. In the second example, the parents were
asking for the intangible, a feeling that someone cared and an as-
surance for the future. Finally, in dealing with the elderly couple,
the professional questioned the appmepriateness of the identified
need and searched for “more relevant” needs.

Trust, of course, is a complex process. It is more than just feel-
ing that families can be trusted to ask for what is appropriate.
The professional who is comfortable in trusting and comfortable
in accepting family members as competent caregivers often finds
that the services requested are not possible. As structured, most
agencies are equipped to provide a discrete set of services, and
needs are translated into those services a particular agency has to
offer. Families, as with any other consumer, are fitted to the serv-
ice as best the professional can. Flexibility may be found in the
social welfare system, but usually the family and not the agency
is flexible. Therefore, the professional may feel uncomfortable in
asking the family to identify needs since trust is a bilateral ex-
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. change. When a professional tells families that they are capable

Wandcarogimmdwthemtonquut

‘_wh-tthoythmkisimport-nt.thefmﬂyuhkelytomtu'pntth&
" "as a gusrantee that the professional can provide the service.
- Whevreas the Family Fund could respond to these requests, most

" sgencies cannot. Discretionary social welfare does not exist on a
. large scale. For a professional to relate to the family as if discre-
. tionmry social services were a reality when they are not can be
 both dangerous to the family and personally threatening to the

A final possible block to trusting families to know what they

' need is the fact that such families are more likely to request con-
_ crete services, e.g., financial assistance, appliances, respite care,
-and not those services that are commonly thought of as profes-
. sional, e.g., counseling and other forms of therapy. If professionals
. spend years preparing themselves to function as therapists using
the most sophisticated therapeutic methods, personal satisfaction
- and a feeling of worth are associated with providing these serv-
_ices. The more concrete services are viewed as important, but

their delivery is not necessarily a professional function. While

- only professionals can provide therapy, paraprofessionals are ca-
-, pable of delivering the “hard’’ services. However, it is a fact that if

families are allowed to choose from an unlimited array of serv-

- ices, most will probably opt for the latter; then, the professional

‘may feel threatened. Although many families are faced with

- stresses that Jo lend themselves to a therapeutic intervention,
‘most do not recognize this need or are unable to articulate their

concerns in these terms. The majority of families caring for
’handicapped persons do not need therapy, at least not long-term

therapy. Furthermore, if there is no pathology to be reversed,

"theae Eamihes are professionally uninteresting and unrewarding

prro&monalsweretofunctmnmsuchawaythattheysup—

ported families, new roles would have to be developed. The *“‘new”

expert would need to be sensitive to the family unit, to under-
stand what it means for a family to function as a caregiver, and
to be knowledgeable about community resources. To be effective

“in this supportive function, the professional would be required to

- assume the role of facilitator and intermediary. This role is not so

‘much one of information and referral as one of advocacy for the
- farnily (at least in terms of the family being; the object of inter-
vention).

‘'With a new emphasis on family support, the training of human

;,servwep:ofesslonalswouldchangesagmﬁcanﬂy.Soc:alworkers,

,;. Lo
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physicians, nurses, and others trained in the clinical model are
conditioned to recognize pathology. While professional education
may give some attention to preventive care and normal growth
and development, its overriding concern is for the successful
treatment and reversal of problems. Moreover, the emphasis
placed on identifying and treating not only pathology but the
more rare or exotic pathologies needs to be balanced with an ap-
preciation of the normal and a recognition of the value of support-
jve services. The traditional view of the professional as primary .
caregiver also needs to be defined as a role with limited applica-
tion. It is, of course, appropriate when pathology, whether acute
or chronic, exists. It is no* appropriate when families are provid-
ing care to a handicapped <hild or adult parent and are capable
caregivers. In these instances, the role of the professional must
shift to one of support, a role secondary to the primary caregiver.
Such a model or approach does not imply that physicians, for ex--
ample, divest themselves of the curative function. It does imply
that these professionals become more adept at recognizing when
pathology exists and when it does not. This more neutral prelimi-
nary diagnosis should result in appropriate “treatment.” If the
provider finds that in treating the handicapped person, the family
could benefit from supportive services, he or she should be in a
position to make the necessary referrals. Other professionrals, such
as social workers, nurses, therapists, or counselors, might be pre- -
pared to carry out both functions, i.e., curative and suppcrtive. -
This would be much more desirable than having specialists in ei-
ther function. This, however, will only become possible if curricu-
la are organized in such a way that the professional accepts both
fuanctions as professionally equal in status.

Supportive Services: Resource Requirements

While a shift in professional attitudes woull be a significant
move, any meaningful effort to support families would 2l=c re-
quire additional resources. This is likely to create problems,
since the present economic situation affects public expenditures
for social welfare purposes. While some are arguing that current
levels need to be protected, others fear that there will be re-
trenchment. Few are optimistic about the possibility for increases.

. Although there have been considerable increases in public ex-

penditures over the past decades, serious shortages still exist. In
fact, in some services, the increases have barely kept abreast of -
general population growth. Currently, agencies are under pres-
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> need. Although famihes caring for handicapped mem-
’Bem«areexpmenc:ngstrws,thexrneeds may not be as great as
ers, e.g., children at risk of ill treatment, the very old and se-
verely handicapped living alone, the mentally ill and mentally re-
tarded in urgent need of care, and individuals in families at immi-
nent risk of breakdown.
“The argument that providers concentrate their efforts on those
with the greatest need assumes that those with less need have to
‘wait until additional resources become available through achiev-
ing a higher rate of economic growth. While this assumption has
beca contested, there is an historical association between econom-
ic growth and an expanded social welfare system. DurmgpenOds
characi:rized by slow economic growth, governmental agencies
tend to be reluctant to take on new responsibilities. Newly identi-
fied needs are not ignored, but the typical response is an attempt
to meet these needs through greater efficiencies in the provision
of services. Tt-is hoped that better management of the system and
some effective coordination of the existing programs will result in
more people receiving services.
~'This approach is reasonable. Federai and State bureaucracies
have grown substantially over the past 40 years, and new initia-
tives, -especially since the mid-sixties, have been introduced in a
haphazard fashion, resuiting in much duplication and overlap.
During this growth period, new policies were formulated, addi-
tional  programs developed, and new service delivery systems for
i épeaﬁc populations at risk established. Little attention was given
:to the possibility that existing policies and service delivery sys-
tems would have been adequate to meet these needs if modified.
. If greater efficiencies are to be achieved, some families caring
= for handicapped members should be better off than they are, de-
pendmg in part on how additionai .esources are used. Services,
sach' as daycare, homemaker; and home health, if extended to
th&ee ‘families, could make a significant differemnce but only if cur-
rent ' eligibility requirements are changed. Efficiencies in the in-
come-maintenance and medical care programs also will not pro-
vide; beneﬁts to these families without similar modifications. The
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side social and recreational activities are curtailed. Although the
value of such services to the family is indisputable, their develop-
ment has been slow and their coverage spotty. Traditionally, the
major purpose of respite services has been to respond to a crisis or
a need for immediate relief. More often than not, the handicapped
child or aged parent was removed from the home and returned
after the crisic had passed. Respite care was seen to be appropri-
ate when the caregiver became ill or when the parents were expe-
riencing marital difficulties. The provision of such services was as-
sociated with the occurrence of a problem and was not viewed as
an ongoing supportive service. Only recently, professionals have
identified the value of respite services in preventing crises or
problems and have advocated their provision on a regular basis.

The earlier notions of crisis and pathology as they relate to res-
pite care have been merged with the recent idea of normalization.
If families are to experience any semblance of normal family life,
they need time away from the handicapped person, time to be
someone other than a caregiver, time to relax. Comprehensive
respite care services include the provision of overnight care, baby-
sitting during the day, and longer periods of out-of-home care for
vacations. However, most families find these services in short sup-
ply or too costly, in part, because of the apparent lack of commit-
ment to integrate respite care into our service delivery system as
other countries have. For example, local authorities in the United
Kingdom set aside a percentage of their nursing home beds for .
short-term admissions. Even if the homes have waiting lists for
more permanent admissions, these places are reserved so that
families may have 1- or 2-week vacations. Community hostels for
the mentally retarded are used in the same way.

The rationale for this policy is simple: If given regular relief,
families are able to function more effectively as caregivers so that
long-term admissions or complete transfers are prevented or at
least delayed. In this context, the British are using their institu-
tions to achieve social as well as health objectives. In the United
States, institutional care means long-term care usually financed
by Medicaid. This program with its single emphasis on medical
care is not structured to finance respite care for family members.
The institutions themselves are also not organized to provide this
service. Respite care does not begin when the handicapped person
is admitted to the institution. The elderly person or severely re-
tarded child is likely to feel frightened when moving to a strange
environment and needs to have contact with institutional person-
nel before being admitted. In the United Kingdom, this contact is
feasible since the institutions are community based, are under the
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2ocal ant.honty personal soc:nal service departments, and have a
great degree of staff interaction. The family is visited before the
dmission, and, if feasible, the handicapped person can visit the
lnst:ltutxon. In-home respite care faces the same funding/financing
problems as those of out-of-home care. As discussed in chapter 4,
‘7nost community social services are currently provided through
:Fitle XX. Respite care relative to other services has low priority
.and, when available, tends to be restricted to families with low in-
- come-
- Asecond area is that of financial assistance. Current poiicies ig-
.nore the financial burden that caring for a handicapped person
‘places on most families. There are programs for the handicapped
‘person and for families with extremely low incomes (e.g., SSI and
~AFDC) but none to offset the costs associated with care. A number
of countnes have established income-maintenance programs that
;_:sp'ecxﬁca.lly focus on families providing care for the handicapped,
‘rather than on the handicapped person. In 1971, the British Gov-
ermment introduced thc Constant Attendance Allowance (CAA).
_:Inlt:la'lly, a sum of money was provided to the caregiver in situa-
- tions where a handicapped person required frequent attention all
day and most of the night. Two years later, the program was ex-
panded to include those who needed such care either day or night,
‘and a second benefit was_ established at a lower rate. The sole de-
‘terminant of eligibility was the level of handicapping condition.
-Age of the handicapped person and family income were not mate-
‘rial. While the bemefits were not large, the program did achieve
.two complementary objectives: in many instances, the grant made
‘a real difference in the family’s financial status; less measurable
‘but in the view of the program designers =zs 1mportan|,, families
were iold in a tangible way that their efforts wer. recognized,
that they were not ignored. The psychological beneﬁt of the grant
ontwexghed the actual amount of the transfer. Alsc, the financial
support was not given to the handi-apped person but to the care-
nger Moreover, there were no requirements that the money be
‘spent .on- predetermined sgrvices and goods; the recipients could
methegrantmanywayﬁeywlshed.

'H:e Danish social welfare system has a comparable program.

ersons who .are considered fully unemployable or whose earning
capaat.y is neghgible qualify for an income grant equal to the old
age pension. Two criteria are used for eligibility determination:
'Fjrst, the handlcapped person must be between 15 and 67 years of
-age;. .after which he automatically transfers to the national old-age
‘ipensmn, the second, family income is not a factor. iIf, by redson of
“h:s or her condltlon, the handicapped person requires constant at-
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tendance on the part of others, a nonincome-related allowance
equal to the full basic rate (pension) is paid. For children, pay-
ment may be paid to parents or other relatives for their care in
their own homes. If the condition and circumstances of the child
involve special expense to the home in excess of what a nonhandi-
capped child would cost, an allowance is paid. As with other pro-
grams, family income is not considered in determining eligibility.

Although income support to families is common in most West-
ern countries, support that is in keeping with the notion of a mod-
ern Welfare State, it has not become a part of this country’s effort.
For many people it is inconceivable, if not unnatural, to pay fami-
lies to care for their dependent members. Parerts or adult chil-
dren should provide care because they are expected to do so. The
normal (in the nonpathological sense) response is to want to care,
whether from a sense of duty or from love. The basis of this posi-
tion emerges from an historical belief in acceptable moral princi-
ples. The payment of money to carry out “natural” family func- -
tions is viewed as harmful in that the moral reasons for caring,
ie., duty, love, responsibility to care for one’s own, are replaced
by less altruistic motives.

Such an attitude has been instrumental in blocking attempts to
initiate a family or children’s allowance. Whereas most Western
countries, in the belief that children can place a family in eco-
nomic risk, have such policies, the United States views such poli-
cies as inherently harmful to family well-being. All societies are
concerned with strengt:henmg families. Other countries attempt
to reduce as many stresses as possible through constant attend-
ance allowances and family and children allowances. Allowances
are major preventive measures in that, if stress is reduced, if -
risks are minimized, the family is more capable of functioning as
a family.

The United States’ position is that only weakened famili0§ need
support from the social welfare system. And yet, there is an ele-
ment of ambivalence in our policies. Money is given to people to
function as families. Foster parents are paid to care for children
without natural parents or whose parents are incapable of provid-
ing a caring environment. Others are paid to care for handi-
capped persons residing in institutions. The staff, in effect, func-
tions as a substitute family by providing for the phkysical and, in
some cases, the social needs of the residents. Recently, policies
have been initiated which provide financial incentives to prospec-
tive adopting parents. Previously, many low-income families
wanting to adopt a child may have found childrearing costs pro-

hibitive.
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. The reluctance to support natural families, but willingness to as-
-gist “substitute” families, needs to be reexamined. The moral issue
_aside, there is no empirical evidence that providing financial sup-
. port results in families that are less responsible or less caring.
“The European experience to date suggests the opposite. When re-
lieved of the financial stress associated with the care of a handi-
capped person, when given a visible sign that someone is interest-
i ed in them, most family caregivers are encouraged to continue
- providing care. :

- 'Although there is no national policy, many natural experi-
% ments are offering financial support to families. One such pro-
' gram is the MR-Family Subsidy Program administereu by the
Minnesota Department of Public Welfare. A Family Task Force
. was formed in response to a request by the Commissioner of Pub-
» lic Welfare to study the issues and problems of families providing
©  for their handicapped child in the natural or adoptive home. This
.. task force, over 75 percent of whom were parents of handicapped
= - children, was charged with identifying the problems faced by
"' .these families, analyzing State and local programs in terms of
" their support to the family unit, and identifying gaps in the serv-

- ice delivery system.

.. Based onm its analysis, the task force recommended the estab-
" lishment of a program which would provide financial support for
- . all expenses related to the child’s disability needs. Expenses asso-
' ciated with the raising of a normal child would not be covered
" under the program. Eligibility would be based solely upon the dis-
. ability needs of the child and not on the income of the family. The
' program was established in 1975 under the Minnesota Statutes,
- Section 252.27, Subdivision 4. The program, on an experimental
- basis, subsidizes 50 families a maximum of $250 per month. While
- the program is similar in principie to the constant attendance
~ aHowances of the United Kingdom and Denmark, the Family Sub-
. sidy Program restricts family expenditures to seven categories: (1)
' . diagmostic assessments, medical expenses, medications; (2) special
.- diets and clothing; (3) special devices ranging from medical to rec-
¢ reational equipment; (4) parental relief and child care costs; (5)
. educational and training programs; (6) preschool program costs;
" .and (7) transportation costs.

The typical child in the program was 8 years old, with an 1Q
below 35, suffering from one or two additional handicapping con-
.ditions, of which cerebral palsy, seizures, difficulties in mobility,
"and hyperactivity were the most frequent. These children were
- found to be comparable to children institutionalized in the State
" hospitals, and yet they did not have a history of placement out of

-
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the home. Although a number of families were considering -
institutionalization, relatively few did once they joined the pro-
gram. |

The notion of a constant attendance allowance policy is long
overdue in this country. While the costs are high, the benefits are
potentially greater. Every day that a family continues providing
care is beneficial to the State and indirectly to the general public.

The costs of institutional care are discussed in chapter 4. Nurs-
ing home costs are in excess of $600 per month (1976), and institu-
tional care for the mentally retarded averages $800 (1976). The
costs of institutionalization can also be significant in terms of the
handicapped person and his or her family. These costs, however,
are more difficult to measure, since they are social and psycho-
logicul rather than economic. A program such as the constant at-
tendance allowance allows families more meaningful choices than
they currently have.

" Once the concept of family support becomes acceptable, the
issue becomes one of level of benefit and eligibility. One approach
is to peg the benefit to the Supplementary Security Income (SSD
grant. In 1976 dollars, this would mean a monthly allowance of
$157.70 or $1,900 per year. This grant, given to the caregiver,
would be provided solely on the basis of the severity of the handi-
capping condition and not on the basis of family income. This pro-
gram might, of necessity, be limited to families caring for the very
severely handicapped, as defined in chapter 3. Approximately
500,000 uoninstitutionalized adults would meet this criterion and
be potential beneficiaries. These 500,000 adults would, however,
be the upper limit since many are not living with relatives but
are residents of semiprotective settings, such as foster homes,
boarding homes, and hostels.

The analysis presented in chapter 3 suggests that of the 22
million elderly living with their adult children or other relatives,
60,000 are likely to be very severely handicapped. Approximately
165,000 severely mentally retarded children are also living with
their parents. A constant attendance allowance program along
the lines suggested above would cost an estimated $300 million.
These expenditures may seem prohibitive in the period of re-
trenchment, but they are likely to be cost effective in the long
run.

Such a supportive strategy is, however, somewhat foreign to the
social welfare philosophy of the United States. It requires develop-
ing policies that provide benefits based solely on need and not on
family income. Needs-tested programs are fairly common in many
Western countries. Society, through its government, recognizes
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: ﬁmt cettanx segments of the population are at risk. Typically,
i these subpopulations include, but are not limited to, the elderly
nd thehandlcapped. The concept of risk is used in a statistical
sense in that not all elderly or handicapped persons are in need
or: have problems. Still, these subpopulations are more likely to
have problems as compared to other groups within the population.
_zo'-'mmnnme .the economic, physical, and social risks associated
with the condition (being old or handicapped), benefits are made
available to all members of the designated subpopulation. Once
‘ the legitimacy of the claim is determined, i.e., membership in the
group, the individual or family is entitled to the benefit. The So-
;_»mal Secunty program, specifically the old age pension program,
-comes closest to these concepts of universal coverage and member-
slup n an at-risk population group. Benefits are not determined
by the presence or absence of personal resources. But, even under
‘this. program, individuals must not only be of retirement age, but
‘they must also have contributed to the program while they were
workmg.
I this country it is argued that umversal provision of benefits
*‘is inherently wasteful, since some of the beneficiaries will, in fact,
- . not “need” the benefit. It is further argued that if benefits or
-services were provided on a selective basis, if only those who real-
‘ly ‘need services were eligible, recipients would then be given
more services or higher benefit levels. On a theoretical level, this
,. '-reasomng is quite appealing. For example, why should a family
caring for its severely retard child be given a constant attendance
allowance of $1,900 per year if the family income is $50,000? This
argument usually concludes by noting that if those whose income
‘is above a certain level are excluded from the program, it may be
_possible to give more than the $1,900 to those who need financial
‘support.
- On a practical ‘level, thls position becomes unsettling. A means-
‘tested program implies that families do not have a right for a
‘benefit, and, once benefits or services are no longer rights, their
prov:saonxsusuallyassomatedw:rthasmgnanzanon. Even if the
mcomeA ‘level were to be reasonable, e.g., $10,000 or even $15,000
peryear many families would not subject themselves to the eligi-
bi]:lty screening. For many, it means an invasion of privacy; for
‘others, it is a strong dislike for any program that seems to be char-
'n:y F‘urthermore, if benefits are income related, there is a danger
ithat the income level will be lowered (e.g., from $10,000 to $8,000)
penods of . retrenchment..Such was the experience with Medi-
aid when Iarge groups of previously eligible individuals and fami-
hes__were dropped from the program. This is not po&sible in uni-
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versal nonmeans tested programs. Benefits may be raised or low-
ered, but recipients are not excluded as long as they are providing
care to a handicapped person. The major policy variable then be-
comes the identifying of that level of handicap to be udsed in defin-
ing group membership or eligibility. Given the uncertainty of de-
mand, it is reasonable to begin with the most severely handi-
_capped and, at a later date, reassess whether other groups should
be ir “-ided. This, of course, was the experience in the United
Ki:ng_am,

These suggestions, the allocation of resources for respite care
services and the inception of a constant attendance allowance, are
only two of many recommendations that might have been made.
It is the opinion of the author that their need and value have
been established. Although it might be argued that income sup-
port alone should be sufficient and that families receiving the al-
lowance could use it to purchase respite care if they wanted to,
the market to date has not been responsive.

During the course of this study, the author attended workshcps
and coaferences dealing with the care of the handicapped. Many
of them were attended by parents of handicapped children as well
as professionals in the field. A recurrent theme expressed by
these parents was their frustration in trying to find respite care.
Even those who were financially able to pay for the service were
not able to find such care in their communities. These parents felt -
‘that respite care, especially that delivered in the home setting,
e.g., periodic babysitting during the day and occasional overnight
care, required people who were knowledgeable about mental re-
tardation, sensitive to the needs of the handicapped child, and ca-
pable of providing necessary care. In general, the usual sitter was
not adequate, and, therefore, a constant attendance allowance by
itself would not be sufficient. The next section identifies areas of
research that still need to be addressed.

A Research Agenda

Insofar as this study relied almost exclusively on existing data
sources, many questions remain unanswered. Although the analy-
sis does counter the growing belief that the modern family is in-
capable or unwilling to function as caregivers to the handicapped,
the evidence cannot be used to answer some of the more qualita-
" tive questions. One such area is introduced in chapter 1—the anal-

ysis of existing social policies as they relate to the family. Al- . .-

..though, as noted, a number of policy institutes have been estab-
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x j;szogusonthmmncetn andagromngnumberofsomal sci-
=l:lama<:o:x:rn:11:1:eclthel:l:xselv:es*l:otlnsnlqt:nry theresultsto

) ; governmental polu::&e are complementary, contzadlctor_y,

*Suchan e&‘ort,beglmungonthe national level and then moving
to the State and local, is a massive undertaking. This study only
mdpohaaandprogramsofoneFederalagency—theDe-
of Health, Education, and Welfare. Moreover, even
w:tbanﬁrsoneagency the analysis was limited to those policies
that directly affect the handicapped and their families. Many pro-
gnamareashaveanlndimctmpactonthesefamihes.Otheragen
cies, such as Labor, Housing and Urban Development, Transpor-
tation, and the Internal Revenue Service hiave policies that direct-
lyandmdirectlyaﬁ'ectallfamﬂxesandthus&mﬂleseanngfor
d members. A commitment to such an effort would
have'thebeneﬁtofﬁrmlyestabhshmgthefamﬂyasacnncalob-
ject of social policy and weculd generate a framework to address
i ,theneedsofﬁmﬂ.lescanngfordependentmembers.

EIE- § second area requiring attention is the identification of those
z;.factorsthatmﬂuencefamﬂ1estocontmue providing care. Handi-
i;rcappedpersonsaremorelikelytohvemcommunxtxesratherthan
Jnstitmnons. Significant numbers of the noninstitutionalized
yped live with their families. Many of these caregivers
f_eelneglectedbytheSta:l:ea:ndhaveexpr&asedaneedforsupport-
" ‘fve services that have historically been deemphasized in favor of
._-?lservwes'thatsuhstltutefor the family.

. Why is it that families want to continue the caregiving func-
‘ tiom, a function that seems out of place in light of the current
value system that favors the opposite and the economic system
;hat_mtatesmorethanonewageeamermthxssomety‘?Or
wha:texchangesysbemmoperanngbetweenthe carengersand

_in a given population of families with handn:apped per-
':e;.::tl:zrewill be families who are functioning as more than ade-
quate caregivers with minimal State intervention. There will be
who are willing to provide care but in the absence of sup- .
portIve St <-will-not-be-able to do-so0.-A. third group.of families

] becharact&nzedbyadeclaredwiﬂmgnoﬁtoprovzdecare,
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but they are really incapable, even with support. In these situa-
tions, both the handicapped person and other family members suf-
fer. The last group would include those families who are unwill-
ing to carry out this function. Research along these lines, identify-
ing the distribution of these family types and the factors associat-
ed with each pattern, could be the basis for developing a sensitive
supportive delivery system.

More studies along the lines of Sussman’s project at Bowman
Gray Medical School and the demonstrations being conducted by
the Community Service Society of New York City should be car-
ried out. Both are offering a broad range of services, including
cash grants to families caring for elderly parents. Their findings
will not only increase the existing understanding of the dynamics
of family care but wili provide important information that does
not exist. |

It is apparent that respite care is not available in many loca-
tions and, where available, is inadequate. Research is needed to
identify the barriers associated with this 10w provision. These bar-
riers may be in the regulations of the existing policies, e.g., Medi-
caid, or be related to certain organizational or political factors,
eg., Title XX_

Although the issue of family violence is much in the forefront
of public concern and considerable sums are available for re-
search and services, little is known about the extent of violence in
families with handicapped members. Whether the violence is the
neglect or physical abuse of the retarded child or the frail elderly
parent, information should be systematically collected on its prev-
alence. '

The final area for research related to family support is service
delivery. This study has shown that families need to have choices
made available through a flexible social welfare system. The need
for discretionary social services is clear but the present system
cannot respond. It is highly organized, often along categorized
lines, and tends to fit recipients to existing services. The purpose
of an agency becomes the sum total of its services and not the
needs of its consumers.

Many today believe that the American family is far from
strong. Pclitical leaders, professional in the human service field,
and the general public have concluded that the family as a basic
social institution is in a weakened state. Some go so far as to
argue that there is widespread family deterioration. For any num-

ber of reasons, a loose coalition has emerged that includes repre- ..

' sentatives from the political right and left. This coalition is urg-
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th&Statetoﬁndwaystorevemse this pathology and restore
2 The pt&:lemw:ﬂxthemuvementzs that the notion of restoring
mm,mﬁct,moreamdreamthanaposiﬁonthh
mebxstormllns:s.Moreover the debate appears to be more an
‘exercise in rhetoric than anything else. Terms are ill defined; lit-
,__;:»attunpthasbeenmadetoachmweconwnsusonbaslcdeﬁnl
notpathabgwal. '

Pmmmmmrthasconcemmsofarastheyop-
-erate on the asssmption that weak families are weak because of
some:ntanalthﬁmency Most policies are implicitly established
tomhmm&mﬂles.’n:eemphamsonpathologyxscon—

attmwsupport&mﬂzesbypreventmgproblems from occur-
mg,bntithashadsenouseﬁ'ecﬁsonfamﬂwsﬁxncnomngascare-
g:we:sforhandx:appedmembers Services that substitute for the
ﬁnﬂyaxetberuleandsupporuveservmestheexceptmn_Thzsre-
active policy posture is discussed in chapter 4, where expenditure
-:‘«:-paﬂ:te:nsateanalymd.'ﬂaeemphas:sonpathologyemergesmthe
- review of professional attitudes examined in chapter 5. With the
'ezcepuonofthoseprofessmnalswhohavebeguntonewthede-
model as appropriate, families are not accepted as ca-
'-pablecareg:versmthe:rownnght.Atbest,theyaredeﬁnedas
partoftheprofeamonalteamwhomay,xfproperlysuperwsed,
carry out a Hmited number of tasks. At worst, these families are
seenbytheprofeamona!sasbarnerstotherehabﬁxtatmnofthe
ped child. Families are treated as coopted but only have
mzng'mwrmsofthelmndicappedandthetreatmentplan.
¥ assoclatedthhprofessmnalu-ammg,professmnalneedsfor

~._

Tmmdmandanmxwﬂlmgnesstoaﬂmmearolesec-
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ers modifications in existing policies, and still others changes in
attitudes. At this time, these recommendations cannot be justified
in cost-effective or benefit-cost terms. If families were giving up
their caregiving function in growing numbers, this argument
would make sense because family care would be less costly than
institutional care. Fortunately for society this is not happening. If
choices have to be made between at-risk groups based on the best -
benefit-cost ratio possible, these families will again be penalized.
Other groups of at-risk populations will, more than likely, show
greater returns for investments as long as the criterion continues
to be economic returns.

Unless changes in priorities take piace, these fannh&s will con-
tinue to be ignored and underserved. Families who transfer the
caring function to the State are “rewarded’” in that resources are
made available. Families who maintain the caring function are
penalized in that their contribution to society is ignored. To recti-
fy this inequitable situation, to move beyond the current Welfare
State to the more positive idea oi a welfare society, the criterion
inherent in the human investment model must be balanced with
criteria evolving from the philosophical belief in justice as fair-
ness. These families care, they are providing more care than the
organized social welfare system, and are functioning as social
services. To continue benefiting from this situation without at-
tempting to be supportive, without sharing the caring responsibili-
ty, is hardly in keeping with the notion of a caring society.
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