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iv FOREWORD

- of the elderly or ill, and economic maintenance. Among the works
reviewed are Moroney's own research 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
mist dependents. If the family is assuming the primary care role,
it ij deserving of help and of the kind of help it wants in the ways
II" 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-consuiviiing, exhausting.
and routine nature of such care. Families are on call 168 hours a
week; 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
kl focus on both child and elderly populations. The author makes
(significant comparisons and contrasts of the needs of persons 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.
Strengthening of these human bonds, therefore, becomes critical
for society's future well -being-

Mary Lystad, Ph. D.
Associate Director
Division of Special Mental Health Programs
National 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 available. 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.

ThiR book, then, begins with Me notion of shared reeponeanlity
artel attempts to identify ways that might bring about a nacre
equitable exchange. Even if the analysis begins within this frame-
work, a great deal of attention has been given to the .doclimesita-
tion of American policies and practice in terms of their Gowan
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 populationfam-
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-
port a particular policy-

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 Scbottland, and Robert Perlman of the Florence
Heller School, Brandeis University; Sheila Sammerman, Hunter
College; Alfred Hahn, Columbia University; Nicholas Hobbs and
Paul Dokecki, Center for the Study of Families and Children,
Vanderbilt UniversitY; Shirley Wunmerman, University of Winne-
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2 FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

activitiesthe interactions between families and social welfare
agencies. The inquiry begins with some bias in that it assumes
some degree of exchange. 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 pew =ro
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 cP,A caw 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 individuals without
families or whose families are unwilling to assume respoiiiaffity
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-
ing. It is not being suggested that this practice is based on explicit
policies. It is argued, however, that this trend has significant
short- and long-term implications that need to be exposed and dis-
cussed.

Although the questions introduced at the beginning of the chap-
tar 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, while they are most often discussed in the specifics of as
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-
side academic settings. In one form or another, their emphasis is
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FAMILIES. SOCIAL SERVICES. AND SOCIAL POLICY

rangements, cohabitation outside 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
therm 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 poedndus-trial society, families
have had to accommodate. The family initially lost its economic
function to the industrial sector, leaving it with the residual func-
tions of reproduction and the care of the socially dependentchil-
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
time, remaining functions began to be shared by other institu-
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
stabili?-irig 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-
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FABArriTRS, SOCIAL SERVICES, AND SOCIAL POLICY

tent of urban and rural poverty in the 19th century was stagger-
mg-

It might 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 social change is unsettling. One
social scientist descrthes this as the "world 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

In the best tradition of the modern Welfare State, this country
has repeatedly expressed a commitment to meet the basic needs
of its people-4 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 individually were not
of value.. Rather, the specific intervention often created new
"problems" in other areas or operated at cross-purposes to other
policies. More often than not, the secondary effects were neither
intended nor anticipated. Some examples are well known, ez, the
disruption of family life through the Aid to Families with Depend-
ent Children Program (AFDC). The program, as structured, penal-
ized two-parent families and encouraged fathers to desert_ Recent-
1Y, the Senate Finance Committee and the House Ways and.
Means Committee discussed procedures to enforce child support
payments, to establish paternity 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 Senunel 1974). Less known ex-
amples are certain housing policies and current emphasis on

4 The phrase "Welfare State" is used more in an ideological sense than as a de-
scription. of a specific set of policies and programs that could be used to differenti-
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
periods characterized by laissez-faire and little or minimal governmental interven-
tion to-periods when the State accepts increased responsibility for meeting basic
human needs- The term "sc;Cial. welfare," as used in this context, refers to the par-
ticular set of instrumentalities that a particular society develops to fulfill the
goals :
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FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

ly. In fact, selective provision is more likely to result in more
services and higher 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 eligilaility determination, potentially excessive demand
or use is minimized, and the State indirectly encourages individu-
al initiative and responsibility_ity. This position is countered with the
argument that a residual approach, one 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
main.stream 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 of action to achieve those goals. TJnfortu-
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 crisensus 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 position is philosophical
and moral; fore 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
legislati.on 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
not matter which group is "right" on a specific issue.. Nor is it
possible to deter.--..In' e what the motives are of the various groups
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involved, iilce motives are at best imputed from an individualized
,perception of what is "good?' Regardless, the notion that the fam-
ily -will benefit 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 precioug-re-
'source and most important institution. Families have the niostn""-

':- fundamental, powerful and lasting influence on our lives.. The
strength of our families is the key determinant of the health and
-wen-being of our nation, of our communities and of our lives as
individuals" (CaliTano 1976). Following the election, welfare re-
forin emerged as a top priority for legislative action.. The ration-

. ale presented was to the point, and it argued that existing welfare
policies were detrimental to family life. Proposed reforms were
necessary to restore families to positions of strength. This concern
for restructuring the system, however, h.as 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
proposals with the argument that the welfare system had been
"successful in breaking up homes, robbing millions of the joys of

-chtdhood; contriliuting 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
"Administration Actions Necessary to Improve Our Welfare Pro-
grams" 1962).

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 turn 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 again' st the risks of income loss
through unemployment, death of the wage earner, disability, or
unemployment. The designers of the earlier reform saw a guaran-
teed income as enabling families to remain intact. The merits or
limitations of these policies will be addressed later. They have
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
just the poor, was both a right and a service with the potential of
"improving the well-being of the total family" (Department of
Health, Education, and Welfare 1971). The Administration disc
greed, and in his veto of the proposed Comprehensive Child Devel-
opment Act. the President argued that universal daycare would

7

7



10 FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

"di-min frai parental authority and involvement with children."
Furthermore, he suggested that such public provision would be
harmful to the family and would not "cement the family. in its
rightful 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
"it 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" (MR- 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 p/sairining,
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 tion. How real is this con-
cern for families? As importantly, why the concern and what fam-
ilies a- being discussed? Regardless of ideological or political
preterknce, many agree 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.

19
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I4. FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

tiaL Many ambivalent parents were made to feel guilty if they re-
sisted institutional care, and they were led to believe that such a
decision would not be in the best interest of the handicapped
member in terms .of his or her physical and social well-being. A
second and equally convincing argument for institutionalization
was thiat in providing home care, intense strains are placed on the

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- Profess;onaLs 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 institu-
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 incapable of meeting the needs of
their members- Even this postulation 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 gpther social institutions_ The overriding question guiding
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What tends to clistinguish this from traditional research is the
way the questions are formed and the specific purposes of the
analysis- The policy questions raised in the preceding section deal-
ing with desirable, effective, and feasible division of responsibility
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-
ment on child development The former hopes to produce some-
thing that legislators or administrators can easily translate into
action, while the latter provides a better understanding of certain
relationships. Policy analysis relies heavily on research, while re-
search can stand by_itselt although Bronfenbrenner (1974) has
suggested that social science relies on social policy for vitality and
validity_ A further distinction is that policy analysis, to be useful,
must be responsive to the needs of policymakers who are often
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 availableand 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
pull together indicators associated with the caring function. In
general, they dealt with family structure and family types- Specif-
ic 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 generational families, and
indicate= of family disorganization.. While these indicators are de-
scriptive, implications of trends are drawn out as they relate to
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

25



t7"C-

4.1131'

S a 0,,,IO

/ a f
f146.'_14:1"P

; - .7.1 :AZ') :.: I 111,113. _

e 1 - - J

I a 14:

)1a 3 IS.

a i 1. 14.211 Of IS' 1- I

; Pr ea

. . f,,,.._ PI 4 _. a 4 j 1_ 1_1/1-14; 2stas, a so Laial;14 : ...,&".-

Yr'.: s.. - , !. 1 11_-.5/0. :.--..201 11 -.I.,.;..
--s,,,1,'S. :4

1 I _ --.11:I :1 1 : 0 ff 111 1 ...:1_,.._.11 I . 1

1 _ , I i Z___-.. !Li m I.- _ _ A 4 L..... 01 1,;/ 41

''",c:0 r -. r - 01 ....- 0...110111I etts, it IN Psf :-.1111 16 Pi

F;r2;_....

"-Ps44. ft .. _ .:.- .:s_o ... : II go, --rilla;511 I, k 1 :- : : 0 S .--- .. _1; I

1 Pt 1 I 4SM.

Pr?* a Z.. s 3.:96 _ Z J 4/: b. 1

4,1, _ . 2 1

-411111001.
. . . 1 is_ :.--: : 4 3 , f a. Pt _ 1 4 0 1 : . 1 4 , 4 j1 : a : 10 : Ir : 1

1.4-...

741,g 1 P - . 1 I . fi, is ... a .. -. IP .. .1_ . I Ili 0 f -,. ..L. 111at Z -MO s :11 PI 1., g_11, :_;.--Z Z1 11

. 1 1 3 i

1 01 I .: . ; s i t tn__ t : _ if TO, 4;.-.:. -..:/ .. _,

V`,'' :-) - lia t P; 1 i O. 4 - 1 - :... b M. ..: : ri r: a : _.,i :-..: ;.-. i 1 :- II
.14

f011._ ;104 -4 e

1114/111 i t Z 5 1 1 2 1 :-..111 i ) P I _11)111 PT.:

- _151T:
1 . _ 1 1 b . : . 1 . Tr 1 :1 11 ii ti,1211a 1 21 MT: PI T.; a 1

IP 1 I ; I :._. _- 11s; ;a.; La,

a z.. 44 a Z.. a....:._:1,;11. .tar.. ' 0 if -..1...:-.1 1 _:....._T_:. ali :-.: Pi _4,15..: ; ...-. :.- ; 4

:et -11011 ;214 4_, a P i 4,; 7.....11:114 1, , le N.:P8P11101 UTZ . . MI .---: ; A 1.re
s :4.....tol _ .117/1,:....,.. 6.1ollo 1 SO e 8 :..-.Z :1811 ...-..-. : '0' Ills.: Z..= b 14,,11_, J

. a 4: J 0 4 e t at t -.... . 4 a . 44 .-_ : a a 4 i a . : k.j,' 4' 4. ; 4 44 ,q__48.14. %a :Ina t4

a - a a :- ;1,1 :. 0-4 1_- 4 PR , ,,, : PI -:-.5.:1...L...Z., I 1.4111,44..- sk4.1.:.-: : 1.e ,:-.-... erZ

1 4 i : , 1 _ ' I II 5 : _,.:- .1 .1.....Z.Is II 18110114 2 I . :......-.

MP

k I a 2 _, ;_. 111.Z a t ; O.

1.........s_k a if :.- : 111 a 4 = s t s a z.,...)5.k.:,..;.-..._o 1: all .3,:.-:: :1a a a 14: Is 5 ,

. ...2l .....6 ..." . _ , I f. 8 1.4 eL MT; a :... _11 _:...i. 1 MO :-J in LA sp; 11. a 1_11 .1...:111 _1111, T.: a r;

:- .-.. :1 is 1 1 ; I r; .1.4 ; I. ;.-1 Z a ;
II .: 1- a :...- PI :.4.' 10, t 8.: a,. .1-1a II"; 1 ; M

Z.. a --- M ea : :- M ; 1 :.- 1 T: ' _., 1 . TPA. ; : 1.....ia. :

o; TZ

a S; I .... :IC

la : 1 I /4a 1 a .: Plo:1014.: ;1 a 4111: ; :1 :-.. * . " - a :-.411 fa.: I le

P i :.. M I I :..MR ' I -:-1 ; 1 1.: :.-.1. 0 : 1 3 Z 8;.,.._:_._ M:-.Mr
I1mao 5 i :41 : 1 :4

;..-P.:,11......1)11.... I si_k- z1I a -. i s a. -LIS I 4....19...e...3.112.14 L a s 1122 I 111 M; I k
s.._5__: In a a a0, a :1 sr: *t.: .: t ..7. :-.1, II T.:. R III' le:Ife 1 a,- :atlas

sees '.:., is 8 8 q_:...: : 1 a .:01 :-.1. . : I it ts_....::.- :: Z..:.

4 . I _

- : - 1 - - I. - P. 7 s1*7

: . _ 4// J
:1 It :*:



18 FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

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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20 FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

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 parentthe "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 so many existing or proposed policies are concerned with res-
torationrehabilitation 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
are used to justify policies that attempt to rehabilitate or reshape
those families with these characteristicsto 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 rnirlimiTe 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 tbatCare inde-
pendent, self-reliant, and capable of meeting the nails -of their
members. There are no families that can completely meet these
criteria. While most families are not receiving public assistance,
many are benefiting from various tax and hr using policies. Few
families are independent to the point where they have the re-
sources to educate their children within the family unit. 'Virtually
all rely on the education system, whether private or public. While
this reliance may be an oversimplification, strong or weak fermi
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-



utmi itself is really a set of continua, and strength is defined dif-
ferently on each, e.g., physical care, education, and economic
maintenance.

While all would agree that spouses should respect and support
teach other, there is less agreement as to the balance between 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
suggestions that working mothers resume on a full-time basis the
more "crucial" functions of childrearin- lg. Although simplistic in
their. analysis 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,
both of these popular solutions have little basis in fact. Retrench-
inent in social welfare assumes that intervention has become a
..disincentive. Families no longer are willing to provide social care

can be forced to become more responsible. In the words of Sir
Joseph (1974), a leading British Conservative and former

lirmister of Health and. Social Services, "when you take responsi-
ility away from ,people, you make them irresponsil)le." Carried to

extreme, this position argues that the State should be guided
by principles 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 1970. The argument for returning mothers to their par-
enting/homernsariTyg 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 policies were developed to reverse current trends
without changes in economic and welfare policies, the quality of
family life would be seriously altered.

It is understandable that definitional issues are set aside and
they debate confined to the abstract. Each American has a defini-
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-
,self or herself an expert because everyone has or at least has had
At. fay. 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
would like to have had.

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 raise 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 interactional 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, problernsolving, and decisionmakin' g. The
structure-function approach, on the other hand, sees the family as
a social system, one of many components in the complete social
system. Within this framework, 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-
terplay of subsystems with other subsystems and with the full
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 z e-
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-
sustiairking 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 responsil)il-
ities of socialization and emotional support of its members (Og-
burn 1933; Nimkoff 1965). For others, however, even these re-

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



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
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 vr5.4.'_ -. 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
norms, providing the child with his first instruction in the
prevailing social roles, it profoundly shapes his character, in
ways of which he is not even aware. The family instills modes
of thought that become habitual. Because of its enormous
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-
sonality. Socialization makes the individual want to do what
he has to do; and the family is the agency to which society
entrusts this complex and delicate task (Leach 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 sperisiliving 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
rapid the rate of change, the greater becomes the probability that
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, can best move with these changes. While not agreeing
that the nuclear family is superior, Vincent (1967) discusses the
adaptive function of modern families. Given the pervasive
changes noted above, he suggests that society needs a family sys-
tem that is highly adaptive to the demands of other social institu-
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
society and its other social institutions are translated and in-
corporated into the ongoing socialization of all 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,
the conjugal family encourages more intimate and supportive re-
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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Rosenheim (1965) agrees when examining the American experi-
ence. Where there were three generational families in the last
century, the living conditions for most of the elderly were 'sub-
standard- Care was provided but probably not freely and often
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
modern Welfare State had a positive effect on the family, and,
contrary to the arguments of some social scientists, they actually
strengthened family life. In removing the economic strain and es-
tablishing an income-maintenance floor, family members were for
the first time capable of providing other forms of social support.

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-
tial answers- Earlier it was suggested that, because of the 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-
lier sociologists viewed the world in dichotomies. Families were
characterized as either extended or nuclear units, and theories
were developed when the prevalence of three-generational fami-
lies was low. Leech (1975) goes even further and argues that many
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,
changes, and transitions as individuals move through a variety of
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 cora:used with
phases 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 stage= marriage, establishment of households, bearing
and rearing children, marriage of children, later years without
children, and dissolution through death. These stages have led him
to conclude that the average family as of one point in time is an
abstraction. Those who argue for the dominance .of the nuclear
family do so because it makes theoretical sense, while those who
argue the existence of the extended family are more empirically
grounded.
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by Harris et aL (1975) and is reported in his national survey of
the elderly (table 1)-

Table IAmount of Contact by Elderly With Children
and Grandchildren (Percentages)

Children Grand-
children

Within last day or so, incl. living with .......... 55 45
Last week 26 28
A .rnonth ago 8 10
2-3 months ago 3 5
Longer 8 11
Not sure

Total 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
small percentage can be said to be isolated from their children.
The reality of intergenerational contact is further strengthened if
grandparent-grandchildren 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-
dreli in times of illness; three in four care for their grandchildren;
and more than half offer financial assistance. While the survey
does not 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 interaction is similar to that reported earlier (in these
studies-the- intensity is reported on), it is reasonable to suppose
that the amount and frequency are significant (Shams et aL
1968)- (See table 2:)

The discussion to this point has focused on intergenerational
communication. Harris and his associates (1975) also report the
extent of-horizontal interaction. Forty-four percent of the elderly
with living brothers and sisters see at least one of theme weekly,
while 62 percent of adults between 18 and 64 years of age see one
of their -siblings weekly.
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2Ways in Which Elderly Help Children and
Grandchildren (Percentages)

M.S....04.1.0M..0 .0r4 ..H
someone is ilL

otgandchildren
IM.....F0. ....W.. ON. .. .

.:431:&111Cli3 +/..e..Ma .
.-raround the 'house

7tijiijaidatfildsiii1, nieces, and nephews-..--Waf

Do Do
not

Not
appli-
cable

90
68
54
45
39
34
26

16

8
19
28
44
52
54
60

64

2
13
18
11
9

12
14

20

Adapt!d from Harris, L. and Associates. The !Idyll; and
of Aging In Arneriast. Washington, D.C.: National Council on

1975_ p. 74.

as these have led a growing r_umber of social scieii-
argue. that the isolated. nuclear fsanily rather than the ex-

`tended ',family is the rarity. Most people are housed in nuclear.

Tbut most people live in extended networks. Litwak (1965)
hsts concluded that

terms of the problem of ThErrimivirng available resources,
the author would hypothesize that the modified extended
family world be a more efficient unit than the nuclear fam.-
ilyall thinis being equal- This results because the modified
extended family, confronted with a problem, has a greater
pool of -resources to draw on than the nuclear family.

The argument, of course, can be extended beyond the benefits
derived by individuals. Earlier it was pointed out that most social
policies -are oriented to individuals and not to fowl-flies. Further-

ore; when-the object of the policy is the family, invariably it de-
fines the family as nuclear. To shift policy development so that
the-modified extended famil3r is explicitly included would require

Major reorientation and tremendous 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-
souices, the natural resources of the family, and the resources of
the-social welfare system. Such an approach begins with a search
for ways to support families by complementing what they are al-
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ready doingintervening directly and indirectly, but not interfer-
ing_ To identify possible- strategies, it is necessary to review the
characteristics of families and the external 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 membersto 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
3). 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-



\olds and Percent Distribution of Households by Size

1790 : ' 1 1900 1944 1950 1960 1970 1975

*011sebolds ) ............._ 558 12,690 16,188 34,855 42,826 52,799 63,401 71,120
,

................................. 3.7 3.6 5.1 7.7 9.3 13.1 17.1 19.6

-.....-,................ 7.8 13.2 15.0 24.8 28.1 27.8 28.9 30.6

...............,......,......0 11.7 16.7 17.6 22.4 22.8 18.9 17.3 17.4
, oie

) .
13,8 16.8 16.9 18.1 18.4 17.6 15.8 15.6

0,........-0.,.,....,..........,.... 13.0 15.1 142 11.5 10.4 11,5 10.3 9.0

....................... 13.2 11,6 10.9 6.8 5.3 5.7 5.6 4.3

perns.................... 3509 23.0 20.3 8.7 5.7 5.4 5.0 3.5

, . 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0

Meal............................... 5.74 4,83 4.60 3.67 3.39 3.30 3.15 2,90

ro

0

Bureau of the k Census. Current Population Reports. Series P-20, No. 291. Household and Family tl
Dharaoleits: March 1975. Washington, D.C.: Supt of Do., U.S. Govt. Print Off., 1976. p. 3.
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.'4--Nuirnber-ofFashilies and: Percent Distribution-
by:Size

930 1940 1950 1975

AU Families (000) - 27,980 32,166 39,303 55,712..
2 persons 26.1 29.3 328 37.4
3- persons 22_5 242 25.2 21_8
4 persons 18.8 19.3 19.8 19_711
5 persons 12_8 11_7 11.1 11_3
6 persons-- 8.1 6-8 5.6 5_4
7 or more persons 11_7 8-7 5.5 4_4-

100.0 100.0 100.0 100_0
Mean 4.04 3.76 3_54 3.42

Source: Glick, P. American-Fannies. New York: Wiley, 1957_ p_ 30.
Source: U.S. Bureau of the Census_ Cwrent Population Reports_

Series P-20. No_ 291 Household and Family Characteristics, March
1975. Washington, D.C.: Sept of Does., U.S_ Govt._ Print. Off. 1976. p. 7.

1960, it has begun. to drop again in the 1970s- The average number
of children per family 75 years ago was 2.9, and today it has
dropped to 22 (Glick 1957). (See table 5.) This trend in fertility
and its effect on. family structure has had a significant impact on
family life.. In. the middle of the last century, the average mother
was still bearing children well into her thirties; by 1900, she had
completed her childbearing functions at 33, and by 1970, at 29
years of age. Unlike her predecessor, the present-day mother is
hicely to have completed her childrearing function in her forties_
It is interesting to note that the birth rate per 1,000 women aged
S5-39 in 1920 was 86, and by 1975 it had dropped to 19.4_ For ages

the birth rate per 1,000 women was 35 in this earlier peri-
4.6 is 1975 (U.S. Bureau of the Census 1960; U.S. Bureau

Onrginnent for these changes is that as a society becomes
morindustrialiZed it develops some form of Social Security or so-
cial iiisurance.system- Without this,. many parents, however-
eeously vieived their-children as their insurance for old age, and

Agreater the nuniber of children, the greater the insurance
1963). With collective Social Security mechanisms

avliilabIe, the need for large &rallies clirnirlighed- Related to this

SIP ir_V-11-11st



was the dramatic reduction in infant mortality rates- Over the
past 50 years, this rate has dropped 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
mortality rate was as high as 170 per 1,000 births (U.S. Bureau of
the Census 1957)- One can only speculate what the rates were irk
the frontieY-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 none ability of fertility control meth-
ods- The final factor is related to changing expectations and roles
of women over the past 50 years_ In the past, women had few op-
portunities for careers outside the home_ Furthermore, prior to
Worid War II, mothers were under heavy societal pressure not to
sviirk. 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 a barrier
to social mobility and to a high standard of living_

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

Year Birth
rates

fant
mInortality

rates
rnMaternal

mortality

1840 51.8
1880 39.8
1900 32.3
1920 27.7 85.8 79.9
1940 19.4 47.0 37.6
1960 23.7 26.0 3.7
1970 18.4 20.0 2.1
1976 14.7 1 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_ Historical
Statistics of the US., Colonial Times to 195Z Washington, D.C.,
1960_ pp. 23 and 25. U.S. Bureau of the Census, Statistical Abstracts
of the US., 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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able G.-Labor Foree Participation Rates (Female)

Age 1950 1960 1970 1974
Percent
change

1950-1974

16-19_____-..._...... 41.0 39.4 44.0 49.3 20.2
20-24_ 46.1 46.2 57.8 632 37.1
25-34 34.0 36.0 45.0 524 54.1
35-44___________ 39.1 43.5 51.1 54;7 39.9
4554_____-- ----- -- 38.0 49.8 54.4 54.6 43.7
55-64 ________-....-._ 27.0 372 43.0 40.7 50.7

Total ------- ...... 33.9 37..8 43.4 45.7 34.8

Sour= U.S. Bureau of the Census. Current Population Report_ A
StatiStica1 Portrait of Women in the United States. Special Studies
Series P -23 No- 58. April 1976. Table 7-2, p. 28.

In 1900, 20 percent of women were employe& 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 rely 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-)

Table 7-Labor Force Participation Rates (Married
Females), Spouse Present

1950 1960 1970 1974
, .

Percent
change

With Children under 18 .4 18.4 27.6 39.7 44.8 143.5
With.: Children under 6 __________,

Total -Married ---......._...-
11.9
23.8

18.6
30.6

30.3
40.8

36.6
44_4

207.7
86.6

S_ource: U.S. Bureau of the Census. Current Population Report A
Statistical Portrait of Women in the United States. Special Studies
Series P-23_ No- 58. April 1976. Table 7-2, p. 28-

These trends accelerated over the past 25 years until 46 percent
all women between the ages of 16 and 64 are now employed.

Further, it i13 estimated that by 1991, one in two women will be

4
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TableI3-Dependency Ratio 1910-2000

Year Percent
0-14

Percent
over 64

Rati° °felderly to
drenchil

fin
dency
ratio

1910 31.5 4.5 1:12 45.5
1920 31_5 4.8 57.0......_ ..,
1930 29.0 5.7 1:6 53.1
1940 24.4 7.1 46.0
1950- 26.3 8.4 53.1
1960 31.1 92 1:4 67.6
1970 28.5 9.9 62.2
1980 23.0 11.0 51.5
1990_ 23.0 11.8 1:3 55.1
2000 23.0 11.7 51.4

Notes: The dependency ratio is the number of persons under 15
years of age plus the number 65 years and over per 100 persons
aged IS to 64 years. Projectives for 1.980 -2000 are drawn from
Series It which assumes a fertility level of 2.1 children born per
woman.

Source: Adapted from Social Incricators, 1976. Washi n, D.C.:
US_ Bureau of the Census, Department of Commerce.
1977. Tables 1/2 and 1/3, pp. 22-23.
this function_ This pool of potential 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, g, 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
careg:ivio' g, 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, V 54. In 1900, for every elderly person in the popula-
tioz. ithere were almost 97 women in this age group, of whom eight

. were single, close to a one-to-one ratio. Fifty years later, this ratio
had dropped sharply, and by 1976 had reached the level of 56 for
every' 100 persons.; over During this period (1900-1976), the el-
derly population increased by 158 percent, and the caregiver pool
by only 46...perce.nt. Shifts -among single women in this age group
are even- more strilting. Whereas there were almost eight single
women-for every 100 elderly, there are now only two and a halt
an Overall reduction of 67 percent This caregiver pool, then, has
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FAMILIES. SOCIAL SERVICES. AND SOCIAL POLICY

(Goode 1975). For example, in 1973, 23 States adopted some form
of no-fault divorces, 16 since 1971, and the Office of Economic Op-
portunity has provided funds for free legal services to a popula-
tion that had little 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 (Yankelov!ch, Skelly, and White 1977).

Table 10 Marriage and Divorce Rates, 1921-1974

Period

First
marriages

Divorces Remarriages

Thou-
sands Rate Thou-

sands RateThou-
sands Rate

1921-23 990 99 158 10 186 98
1924-26 .______ ...... -4 992 95 177 11 200 99
1927-29 1025 94 201 12 181 84
1930-32 919 81 183 10 138 61

1933-35 1081 92 196 11 162 69
1936-38 1183 98 243 13 201 83
1939-41 1312 106 269 14 254 103
1942 -44. 1247 108 360 17 354 139
1945 -47 1540 143 526 24 425 163

1947-50 1326 134 397 17 360 135

1951-53 1190 122 388 16 370 136

1954-56 1182 120 379 15 353 129

1957-59 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 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_ Journal ofSocianssues, 32: 1, 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. Finally, in the postindustrial view,
weight is given to communication built on shared values, 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 forins 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 considerabl detail, however, because it
clearly shows the current ambiguity as well 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 andior willingness to function as
a social service. Moreover, Carisse's indepth study of a 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 traditionalists 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



FAMILIES. IN PERSPECTIVE 47

social policies should be developed to restore families to their
position of strength, much of the discussion is abstract

has not generated meaningful directions for State interven-
Furtheimore, when definitions are used, they tend implicitly

} "non-strong" families in pathological terms. Consistent
,much of the ideological underpinning of our social welfare

this pathology or weakness is more often than not seen as
ult of the individual fmunily unit. They are weak because

they are deficient; something is wrong with them. Moreover, poli-
cies are often punitive insofar as they seek to rehabilitate these

make them behave or act in accordance with some
,'_:;:;idea of a normal family-

, argument was made that this definitional problem had to
be addressed if policies were to effectively support families as basic

i social institutions. The literature reviewed showed that families
ve been defined descriptively/demographically (e.g., the Census

by function (e.g., socialization, physical care, mediation,
a 6 and in terms of relationships (e.g., conjugal or consanguinal,

nuclear or extended). Furthermore, it was suggested that these
def1nitioris have been generated to fit the nee* definer
:(ee., the bureaucrat and the professional) or -imeet the coiimitip-
tual needs of a specific discipline. Although.1cilid rand *ireful, they

:;" have not necessarily been relevant to theageleopasent of social
::policies. In spite of this, most if not all ormar limes' are shaped
by the belief that the normal family is nuclear and that this fain-., By is made up of a husband and wife vrith children, the father
working and the .mother remaining home to raise the children.
Most policies begin with this as the norm mod define variants as
deviant forms. These definitions, furthermore,rare used to jickudt
or exclude families from services, to penalize or benefit certain

f;,--

To extend the analysis, several trends or changes in fasnibr life
and structure were examin' ed. 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 socialization and supportive functions appear to have survived

and, in the opirsion of some social scientists, to have been
strengthened 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
dominant family type. While -them are nuclear households, these

olds function 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 workbag
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 to 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 riot

imean a drastic change in family roles. . . - The wife was re-
sponsible for the tratliVonal feminine tasks.

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

. women in socialist and welfare nations 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
"solution," 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



discussed in pathological terzns, in spite of the fact
theriterature is inconclusive.

trend is the apparent change in values about mar-
.as an instattttion. Expectations are shifting, espe-

-*reit liusband-wife and parent-child relation-
number of women express a desire for a more

et. ,,,Of relationships. and yet find themselves anchored
salite sets- Furthermore. as in most cases,
ns have not responded but have, in fact,

Of. levels, then, families are neither in a position
nor 'are they expected to ,be. Those families who

pped children. or elderly parents are not part
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mainstream of American life. Values appear to run counter
and, to, some degree, these families can be seen as

"deviant" than the single-parent family or the dual-career

is an abused term and connotes pathology.
iously, these trends in: family life cannot be

problems. A dual-career family, a single-parent fam-
family cannot be defined as problem families. Some

in terms of having problems or undergoing stress
are a certain fzunily type. A working mother head-

:.-mg-az family may have problems in her interaction with external
Service agencies and the educational system because of

ours of operation. She may have a problem, but, if so, it
q'zOtiPit is with the system which tends to be rigid. Furthermore,

IS the solution to the problem? Change the family or change
the extenial institution? Similarly, what about families providing

...-care to handicapped a? They have problems but more:..11

than not it is the -social welfare system does not
them- This is covered in the next three chapters.

-'!-Ititailly, the issue of defining family and families for policy is
taddressed- There is no one dominant family type. There are nude-
jtar. isolated familiesunits with few or no contacts with other
.flintily units; extended families units which are residentially
*ear other kin and high in functionality; and modified extended
;L--fainiliesalthough the families are spatially dispersed, they are
;Characterized by considerable interactions and exchange. There
pm -families in which both spouses work families in which only
the husband works and the mother stays home to care for the

ldren; there are single-parent families where the head works;
others: whore he or she stays home; there are families with
without children. As valid as these -family types are in a de-
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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.
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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-
pairment is defined as lacking part or all of a limb or having a
defective organ which may be associated with difficulty in mobil-

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

impair-
ment

Very
severely
hands-

capped

Severely
handi-

caPPed

Ao oreci-
ably

handi-capped

Totally
handl-

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-__ 2,855 260 405 574 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 Irn-
poked in Great Britain. Social Survey Division, OPCS, HMSO, 1971.
pp. 5, 236. Social Indicators 1976_ U.S. Department of Commerce,
Washington, D.C., December 1977. p. 22.
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ity, work, or self-care. Handicap is the disadvantage due to the
loss or reduction of functional ability. Within this definition, not
an 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 theUS. survey. Moreover, this survey tested functional ability,
whereas the Apther 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 (about 2 million) can do a fair
amount themselves but have difficulty with some functions and
require assistance. Cverall, it is estimated that over 3 1/2 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.
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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)

A eg

.

T

lm-
paired

Ve
seve

ry
rely

handi-
capped

Severely
handi-

capped

Ae-
c

ppriably

han-di
capped

Total
handi-

capped

16-29 1 8.94 0.46 0.41 1.02 1.89

30 -49.. .1 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 .J 372.60 33.91 52.92 74.90 161.73

Total 1 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.

Data on 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
handicapped_ 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 conditions or diagnoses. For
example, the Bureau of Education for the Handicapped has esti-
mated-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
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3.7 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
nonhandicapped 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 population under 15 years of age
(table 15). Although the data in table 15 do not present rates of
institutionalization in the same age categories 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 Hospitals 4.06 3.43 2.13
Mental Handicap .89 .95 .99
Homes for Aged/Nursing Homes 1.96 2.56 4.56
TB/Chronic Disability .50 .35 .08
Homes for Neglected .64 .40 .23
Physical Handicap .14 .13 .11
Other 2.17 2.48 2.40

Total 10.36 10.30 10.50

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
live 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)

Age 1950 1960

,

1970
Percent
change

1950-1970

Under 5 1.0 0.7 0.5 -SO

5-9 .-............-....- ........ ..... 3.5 2.3 1.7 - 51
10-14....................- .............r 7.1 5.3 4.4 -38
15-19 9.2 9.8 8.5 ___43

20-59 10.3 9.9 7.8 - 24
60-64 16.3 152 11.6 -29
65 --69w 17.8 17.7 16.7 -6
70-74. .1 25.5 26.4 26.8 -I- 5

75-791. 43.4 51.91
47.3 -I-49

80-841 77.8 102.1j
Over 84 94.1 126.3 179.8 -i- 91

Total 10.4 10.3 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, the elderly population has increased at a rate far in

excess of the general population. Although the rate of increase
was greater over the first half of the century, the second 50 years
will be characterized by significant increases in the older elderly
population, especially those 85 years of age and older. While these
trends reflect advances in medical technology and environmental
and social conditions, the shift in the popUlation has also brought
with it the need to develop services and commit resources to guar-
antee the quality of life of this population.. The greater the suc-
cesses in overcoming the problems of infant mortality, in control-
ling the - infectious diseases, in criscovering and applying cures,
drugs, and tecamiques that have saved lives and increased longev-

65
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the greater the spread of long-term disability. The achieve-
the problems are the reverse side of the same coin

tbrogregs.
aura. of the century (table 16), the elderly numbered

ITZ Over 3.5 million people, about 4 percent of the total popu-
ritienpproxth latebr-one- of every four elderly was, 75 or older,

three of every one hundred elderly were 85 or older.
the next 50 years (1900-1950), the percentage of the pop:ask-

:ilia 65 doubled, but the age structure of the elderly re-
d the -same. Snow 1950, there have been significant shifts in

compreition. By 1970, almost 4 of every 10 elderly were 75
ears or older, a ratio that 1 be reached by 1990. At the end of

Table 16Percent increase in the Elderly Population
1900-2000

1900-1950

100
247
334
387

1950-2000

85
165
275
473

1900-2000

270
820

1529
2690

Adepted from DemaArraphic Aspects of Aging and the
in the U.S. Current Population Reports: Special

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

the century, 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
Admpohite increase of 6 million over 1970) and over 3 million people
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-
cally been the heaviest consumers of health and social services.

Another demographic shift is in the sex composition of the el-
derly 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
-molest* females had dropped to 83 (75 for those over 74), and by the
turn of the century the ratio will have decreased to 65 and 52
respectively Jacob S. Siegel, Demographic Aspects of the Aging

66
41,1. f:, `;.,,.
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Table 17-- Elderly Population ass Percentage of the
Total Population

Year

,
Total

Pcs=a-
(000)

Percent
elderly
over 65

Percent
old
over 5

Percent
&dotty
over 85

1900 76,094 4.1 25.1 3.9
1910.................................. 92.407 4.3 30.7 42
1920............-- ...... .. ..... 106,466 4.6 29.4 4.3
1930 123,077 5.4 29.3 4.1
1940 132,594 6.8 29.5 4.1
1950 152,271 8.1 31.4 4.7
1960 180,671 9.2 33.6 5.6
1970 204,878 9.8 37.7 7.1
I980..................... ............ ...... 222,943 11.0 37.3 8.4
1990........................ ..... ........... 246,106 11.8 39.9 8.6
2000.... 264,866 11.7 44.4 10.5....... ....... ... ............
2010..........-..................... 281,288 11.9 42.0 11.6

Sons cet Adapted from Demographic Aspects of Aging and the
Okier PofiellitiOn in me United (ages. Current Population Reports.
Special Studies, Series P-23, No. 59, May 1976. Tables 2-1 and 2-4.

and the Older Population in the United States 1976). Not only
will there be more elderly women, but they are likely to be older
than elderly men. The more significant differences are found in
the aver-84 group. By the year 2000, not only will there be over 3
million people this old, but seven of every ten will be female.

Over the peat 25 years, there has been _a consistent shift in the
marital status of the elderly (table proportion of elderly
men who are married has increased -itioiMcantly (Jacob S. &le-

DeasograPhic Aspects of the Agagrand the Older Population
in the -Unk ted States 19762 Even Within the past 15 years (1960 -
1975), the -elderly, both male and female, are more likely to be
married than they were previously_ This pattern holds for both
sexes. However, marital status differs sharply between the se3ces-
Ahnost :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
2970,- 7 of every 10 men aver- .74 were married (an increase of 18
Percent en' :Ice 1960), compared to only one in four of women of the



?ANIU IVITH HANDICAPPED 341111111ERS

Table IS-Ageand Sex Distribution of the Elderly
Popuistion, 11175-1995 (Percentages)

59

1910 1975 1985 1995
, ._ .

role Eidsdy Population11116.11.0
.

50.3
49,7

71.8

28.2

i
l' 69-7

.

41.0
59.0

65.9
27.6
6.5

59.6
31.1
9.3

4,0.1
59.9

86.0
27.8
6.2

58.4
31.6
10.0

39.6
60.4

64.1
29.2
6.7

sae
33.1
11.3

fffff
Famagea...........................WS 1,110 ft 01. 0 in/

Miss
05-74-, 01,0 .* -, 1Fly% 0,,,
75-84..........01.1.1.1..11.10111.Ne.-0404.1PM.

Farnales
65.74................m............we, .4........ 4,.......-04
75-84....011.1N.I.,M. 0.00.1. ......,..arasa .ma

Somas= Adopted from Social !nal:saws ISM US. Department of
;Commerce. Washington,

No.
December 1977. p. and Currant

;I:tputaii2n Report% P-25, 6C), Projectlorxs of the Population of the
thalami Stalstir 1975-2050. Bureau of the Census, October 1975.
Table 8, pp., 87, 77.87.

same 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 UZI-
married men are added, the- number exceeds 8- million people.

While it is generally agreed that the elderly are more likely
to be disabled and have higher rates of handicapping condi-
tions than the general population, it is difficult to locate compara-
ble time series data to measure historical patterns. The data re-
ported here are based on the assaarnptions discussed in table 12. A
total of almost 2.3 million elderly are handicapped, 700,000 se-
verely handicapped, and 360.000 very severely handicapped. Two
f every three impaired elderly were female, and over half were
75.years of age or older.

Table 20 presents estimateis of the number of very severely and
severely hancricapped elderly for the next 30 years. They are
straight-rine projections, based on age-specific prevalence rates for
men and women applied to population projections. By the year
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Table 19Marital Status of the Elderly Population
(Percentages)

1960 1975 2000

65-74 1 -575 65-74 575 6574 575

Males
Married_________ 78.9 59.1 83_9 70.0 6,199 3,256
Single ______________ 6.7 7.8 4.3 5.5 318 256
Widowed/

Divorced 14.4 33.1 11.8 24.5 872 1,140

Females-
Married 45.6 21.8 49.0 23.4 4,748 2,075
Single 8.4 8.6 5.8 5.8 562 514
Widowed/

Divorced 46.0 69.6 45.2 70.8 4,380 6,279

Note: The figures for the year 2000 are estimated numbers (000's)
for each category and are based on 1975 patterns_ While these
estimates are tenuous, they are included to show what the situation
might be at that time

Sourcew 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 over 600,000 very severely handicapped elder-
ly.. Three of every four will be female ard over 74 years of age.
Or, by the year 2000, there will be more than 230,000 persons who
are either bedfast or chairfast, over 170,000 of witom will be
women over 74, and 75 percent will be widowed, divorced,
single.

Over 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 in-
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 increase on face value is misleading. During the
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Table 20Number of Very Severely and Severely
IL-Iaadicapped Elderly by Sex and Age, 1970, 2000

(in thousands)

Sex and age 1970 2000 Percent
increase

Males
65-74 118 161 36.4
75 and Over 176 272 54.5

Total 294 433 47.3
Females

65-74 283 392 38.5
75 and Over 489 932 91.2

Total 772 1,324 71.5
Both Sexes

85-74 401 553 37.9
75 and Over 665 1,204 81.0

Total 1,066 1,757 64.8

Sources: Age and Sex specific rates based on Harris, A. Ham Ii-
capped and Impaired in Great Britain. Social Survey Division, °PCS,
HMSO, 1971. pp. 5, 236. Social Indicators 1976. U.S. Department of
Commerce.Vashington, D.C., 1977. p. 22.

1960s, many elderly patients in mental hospitals were transferred
to nursing homes with the inception ..7:f Medicaid. These massive
relocations were due in great part to financial reimbursement in-
centives since the Federal Government shared the costs of nurs-
ing 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) wert 80 and one
in four (28 percent) over 85. Less than 2 percent population
between 65 and 74 were institutionalized but mc.J7- 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 mental 1-zospitals are
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Table 21-Nursing 'Homes, Homes for the Aged,
Mental Hospitals (Rates per 1,000)

1950 1960
1

1970

Males
65-69 17.71 16.27 14.88
70-74. 23.72 22.41 22.00
75-79 34.94 34.36 37.96
80-84 51.89 58.36 70.49
85-1- 79_97 95.20 122.98

Females
_65-69 14_25 14.40 14_55

70-74 -, 23.55 25.13 27.03
75-79 39.93 45.33 56.35
80-84 65.40 84.51 114.22
85± 97.71 136.47 200.15

Total
65-69 15.70 15.28 14.69
70-74 23.64 23.87 24.83
75-79 37.30 40.45 48.86
80-84 59.39 73.72 97.45
85-i- 90.59 120.38 172.45

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. Adrnis-
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 Brody conclude that:

Among those in institutions who have families, there is no
widespread dumping or abandonment of their disabled mem-
leers. The notion has been thoroughly refuted by the clinical
and research literature_ Prior to admis'sion 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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institutionalization need to be compared to the
pping conditions (see table 13). Twenty-one of

v'err 1,000 y between 65 and 74 years of age are in institu-
kilo*, while sa in this age group are handicapped. Ninety-two of

000 of the elderly over 74 are institutionalized, but 162 per
are .handicapped: These differences are significant, especially

is unlilEely that all elderly residents in long-term care
institutions arephysically handicapped (US_ Government Account-
.ingoffice 1971,_DlifEW National Center for Health Statistics 1969).
Based on current rates of utilization, which have to be viewed as

--conservative, and the projected age structure- of the elderly popula-
tion by the year 2000, it is likely that an additional 600,000 aged
will. be in institutional settings, assuming there are no shifts in
socia/ policy nor changing- patterns of family care. Of these, over
one-half:a million will be over 74 years of age.

nuMbers, however, must be put, in perspective (table 22)-
Over the past ..25 years, between 94 and 95 percent of the elderly

*.....pOpulation have= been livinig En noninstitutional settings. Almost
T.1-:-rall.-..-elderly persons live in households, the majority in primary

"es_In 1976, slightly more than 28 percent lived alone, a per-
tage close to that of 1970 but significantly higher than that of

1950 = (IT.S. Government Accounting Office 1971; DFLEW National
Center for Health Statistics 1969). Women are two and one-half
times more likely to be living alone than men. For example, of
the more thaii. 6% !pillion elderly living alone in 1976, 80 percent

-were female. Those living alone are also likely to be older; almost
one in two are over 74 years of age (U.S. Bureau of the Census
1971).

Table 22Living Status of Elderly 1950-1970
(Percentages)

1950 1 1970

Total ............. 12,244,380 16,197,834 20,091,825
In[n= Households 94 95 94
n Primary Families 76 73 67

Ha ad or Wife of Head 69 56 54
Parent of Head 15 12 9
Other Relative of Head 6 6 3

Living Alone_ 18

6

23

5

27

6
in Institutions/Group Quar-

ters

72
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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 21/2 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-
lute 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
years 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 continues to be to live near their families but
not with them. The elderly 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 Shsmas and her col-
leagues, children were the major source of help in one-third of the
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gv:-.---
"1/444iiittlaticilZEL With the, exception of heavy housework, the patient's

.,the priniary provider of care. It should also be noted
the exception of help in bathing, one-third of the care

L:,-.as given by children or others who did not live in the patient's
... When the elderly person was permanently bedfast,

were even more likely to be the primary caregiver
-';'(Shianas-- et aL 1968). In approximately 40 percent of these situa-

'-' help in housework, shopping, and preparation of meals was
by children riving in the same household and 10 percent

cluldrien living elsewhere.. In very few cases were social serv-
-4ices involved (table 23)

who live with their children or other relatives ar - more
likely to be older., female,. and widows. They are also more likely

be disabled and need co 1e amounts of physical, emo-
and financial support (table 24). Whereas 12 percent of all
rived with their children or other relatives, 46 percent of
cricapped elderly did_ Where the elderly lived was also cor-
with the severity of the handicapping condition- Harris

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

Major source of help work fr
Heavy
house-
work

Bath_
ing

Care
of

feet

Spouse______ 37 25 42 32
Chnd in Household 18 19 18 22
Clued Outside Household 15 12 13 12
3 = . .-: in Household 7 9 10 6
Others Outside Household ______ 12 21 13 25
Social Services _
NOne 12 14 4 2_____

Peecent Unable to do Task or
Have= Difficulty 26 44 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_
Sourc Adapted from Shanas, E_, et al_ Old People in Three

Industrie Societies. London: Routledge and Kegan Paul, 1966. pp_
120_
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Table 24Living Arrangements of Noninstitutional
Elderly With Marked Incapacity (Percentages)

Living status Male Female Total

With Spouse Only 56 19 29
With Spouse and Children 19 5 10
With Children Only 6 37 28
With Relatives/Others 8 8
Living Alone 11 31 25

Total 100 100 100

Adapted from Shanas, E., et al. Old People in Three Industrial
Societies. London: Rout ledge 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 elderly men are married (78 percent). Two of
every three women, 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
farnilies, 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 elderly persons,
are very severely handicapped (Harris 1971). This group was de-
fined as those who,were:

permanently bedfast or confined to a chair, unable to get
in and out without the aid of a person; or are senile or men-
tally impaired, unable to understand questions or give ration-
al answers; or are not able to care for themselves as far as
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2101113.111 everyday functions are concerned 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

night; need to be fed, dressed or washed; high percentage of
the who are doubly incontinent. An estimated 15 percent of
the very severely handicapped are in this category, or more
than 50,000 non-institutionaliz' ed elderly_

Three in 10 handicapped, over 700,000 elderly persons, are se-
=:Verely handicapped This group includes those who:

have difficulty doing everything or find most things
dif ficult and some impossible. Twenty percent, or an estimat-
ed 140,000 of the severely handicapped, come under this cate-
gory-

. find most things difficult, or three or four items dif-
ficult and some impossal3le. Eighty percent, an estimated
560,000 elderly persons, can be so classified_

The appreciably handicapped, numbering over 1,200,000 elderly
:person's, are those who can do a fair amount for themselves but
have difficulty with some items. Given that these are rates for the

-on:institutional population, and that the evidence supports the
that many of the handicapped elderly and most of the severe-

ly handicapped are living with their children or other relatives, it
-2s.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_

Sains. bury and Grad de Alarcen (1971) report on the degree to
vErhich 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 80 percent of these
families 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
.s.ouil-ine (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 faxnily 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

... cave for their handicapped members_ Morris (1976) found that 63
.percent 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 (1975b) reports that among the elderly who re-
ceive care at home, one in four has received care for over 5
years, and 73 percent of those 75 years of age and older have re-
quired care for over 1 year_

Newt (1976), in a national study of older parents living with
their anuit 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 health_ 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 or 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-
ious, 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 relativesfar more than are in institutions_ Evidence is
available to show that the social, emotional, financir.O., 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.
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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-
ences warrant a separate analysis_ The aging process is perceived
as normal, one which most people will experience. Furthermore,
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 21/2 million elderly living in families as dependents
know that this will end in a matter of years and they can pick up
their lives after their parent dies. In most cases, also, these fami-
lies have led normal lives before these demos* s 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 "normal life" has to be redefined-
- As argued earlier, an analysis of these two different, but in
other ways similar, types of ftunilies 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 amities
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-
ly used: profound (IQ 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 care. 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-

Table 25Estimated Prevalence of Severe Mental
Retardation (in thousands)

Year Under
15

15
and over Total

1950 146 243 389
1960 200 271 471
1970 208 320 528
1980 184 377 561
1990 209 411 620
2000 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 figures for 1950-2000 were derived from So-
cial Indicators 1976. U.S. Department of Commerce, Washington,
D.C., December 1977. p. 22.
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though they are slightly more conservative than Conley's esti-
mates, they have the advantage of being replicated a number of
-times_ The peak prevalence rate is estimated at 3.6 per 1,000 per

aged 15 to 19. This prevalence rate is probably close to the
true prevalence rate for all age groups up to 15 insofar as severe
retardation is almost always present from birth or early infancy
Crizard 1972/-

Given these rates, it can be estimated that there will be 561,000
severely retarded persons in the United States by 1980. Over
130,000 will be severely retarded children.

The projections for the next 20 years are based on extremely
conservative assumptions_ They begin with the position that the
prevalence aariong'ichildren will not increase substantially (Tizard
1972), and that the possibilities of preventing severe retardation
are li=ited, given current knowledge (Department of Health and
Social Services. Better Services for the Mentally Handicapped
19711. TIm projections further assume that the ratio of children to
adults wilt remain the same, 1:2, although, as many more severely
retarded,children now are surviving to adult life, the number of
adult retaidates is increasing (Tizard 1972). Therefore the rate of
2.2 per 1,000 far the population over 14 years of age will possibly
be big' her- Regardless, the figures are useful, especially for the
younger' age group, and offer reasonable estimates for planning
future services.

Severe retardation usually brings with it a range of physical
disorders such as epilepsy, visual, hearing, and spcech defects.
Abramowitz and Richardson (1970) found that approximately one-
half 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 Abramowitz 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



Incapacity Under
15

15 and
over Total

Noriambubant 24.06

14.06
12.55

28.33

21 MO
100_00

6.23

11_23
5.20

15.49

61.85
100.00

11_45

12.06
7.34

19.25

49.90
100_00

_
Behavior Difficulties Requiring Constant

Supervision---
Severely Incontinent W.O.

Needing Assistance to Feed, Wash and
Dress__-___ -- 04.M......^... 4.

No Physical Handicap., or Severe Be-
havior Difficulties

Total ____.--
Source: Adapted from Better Services for the Mentally Ham,-

capped. Crnrid 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 nonarnbulant;
52,000 need assistance in feeding, washing, and dressin 23,000
are severely incontinent; and almost 26,000 have severe behav-
ioral problems.

Severe mental retardation is not, then, just a measurement of
the intelligence level of an individual. For children it means that
someone has to provide care and supervision over and above what
"normal" children require. This decision to maintain the child in
the family setting seriously affects the family life of the other
members.

One of the more critical areas affected is the physical health of the
primary caregiver_ Hewett 1,1972) and lizard and Grad de Alarcon
(1961) found that 14 percent of mothers with severely retarded
children were in poor health, 12 percent were run down, and 60 per-
cent experienced periods of depression. Holt (1958) found almost one
in five mothers exhausted at the-time of her survey_ The presence of
a. severely retarded child means sadditio' nal household chores (Al-
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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 Out-of-Pocket
Medical Expenses
Gross Family Income

<$3,500 $3,500-
$4,999

$5,000-
$7,499

$7,500 and
Over

1

Dollars
I

Pct.
in-

come Dollars
.

Pct.
in-

come
Dollars

Pct.
in-

come
Doi-
lars

Pct.
in-

come

Total .1

Out-of-
Pocket -1

$1,141 46.8

$405 16.5

$1,134

$404

26.5

9.6

$1,026

$477

17.2

7.9

$896

$404

8.9

4.1

Source: Adapted from Sultz, H., et al. Long-Term Childhood III-
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 their expectations have to be radi-
cally revised, but they know virtually nothing about what the
realistic expectancies now are. The crucial element here is
not retardation at all: it is. the demolition of expectancies.
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The second crisis is described as a value crisis.
Retardation and its manifestations are unacceptable to many
persons for a number of reasons. . . . Fear of social and ab-
horrence of physical stigma, censure by inlaws, feelings of
guilt or failure, and other essentially subjectively determined
anguish may contribute to the value crisis.

The: third is the reality crisis.
Forces external to and only partially controllable by the par-

-, . .entsresult 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
child ,experience severe strains, often resulting in marital break-
'down (Bone, Spain, and Martin 1972; Farber 1975; Farber and
Rya-matt 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 might 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, in a number of cases, disintegration of
family 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-
teracting-with their peers_

It is a gross understatement to say that these families are "at
risk." The problems and demands that they are experiencing are
staggering. For two sets of reasons, it is reasonable to expect that
most families with severely retarded children would seek to insti-
tutionalize them. Throughout this century, especially the first 60
-years, official policy and professional practice have supported
institutionalization as the most desirable alternative. Families
-maw did decide on institutionalization were not likely to be stilt
matized. In fact, the evidence seems to suggest the opposite. Fami-
lies who decided to -care for the retarded child felt isolated from

--:the rest of the community. The second is related to the changing
'expectations and aspirations of womenhistoricaliy the primary
caregivers in this society. In chapter 2, Carisse's st-ady of "innova-
tive women" was discussed. Within her framework of three basic
value orientations, only women with traditional values toward
marrage, 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 deernphasized. 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-
fainffial 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) difficult
if not impossible, since so much time and attention are given to
the handicapped member of the family. The wife turd mother is
especially penalized since it is she who most saen 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 find growing rates of institutionalization.
What has been the experience?

Over a 20-year period (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 100,04)0; 20 years later it had
doubled (Baumeister 1970).
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Table 28 Mentally Retarded Patients in Mental
Retardation institutions 1950-1970

1950 1960 1970

Pub Bc Institutions ., 125,650 160,225 176,103
Private Institutions 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 PODulatinn_
mlo

Conley (1973) reports that the total institutional population was
closer to 269,000 in 1970. These additional 67,000 persons included
those retarded persons in schools for the blind, deaf, mental hospi-
tals, residential treatment centers, chronic disease hospitals, Fed-
laral and State prisons, and general hospitals with psychiatric in-
patient services. This larger number would give an overall rate of
232 per 100,000. However, proportionately 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 _gge....These shifts are directly related to the overall age composi-
tion of -these public institutions. In 1950, o 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 slightly between 1950 and 1965,
from 7.3 to 7.8 per 100, 0G0 -population. The highest rates are found
among children between 5 and 14 years of age.. However, all age
groups with the exception of 5 rough 9 years of age show de-
creases. Those admitted are likely to be younger than previously.
in 1950, 79 percent of all admissions were for persons under 20.
By 1970, this grout, accounted for 85 percent of all admissions_
(See sable 30).
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Table 29-Mentally Retarded Patients in Public
Institutions for the Mentally Retarded (per 100,000

population)

Age 1950 1955 1960 1965 1970

0-4 11.9 19.8 17.1 19.2 21.0
5-9 53.7 67.9 77.2 85.1 72.9
10-14 124.9 130.6 139.8 151.9 143.6
15-19 181.6 185.7 197.9 194.1 178.6
20-24 151.6 167.3 177.1 178.8
25-34 118.8 118.4 123.6 132.8
35 ± 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

0-4 10.7 11.1 9.9
5-9 17.6 19.9 21.9
10-14 22.9 20.8 21.9
15-19 19.4 17.8 15.9
20-24 6.6 5.0 5.1
25-34 3.3 2.0 2.0
354. 1.2 1.0 0.7

Total 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 of 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
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disease ities......1.6 yeet,..) /Iwo of eve three adults had remainedty
thest___144titutions for 10-Oer rii°re Yelira; oue in three for 20 years or

wore- (See table 31.)

31.......Percitata90 Of Pgsrsons at the same
for the. mentallY Retarded 5 Years Before
of 1960 and 5 Year% Before the census of

1970 and stiu at the lime of the Cttnsus

Age 1960 1970

5-13 ---- . . ...
........ - ..... .... ....................................

.......................................................
................................ .................

04 Over .....45.-'r641 .....................................................
......

Total Over 5 Years .....................................

.............

32
61
93
97
go
79

42
66
80
78
61
6?

Although it is impossibie to obtain accurate information on
eicsict length f stay ford ifferent age estiniates can be de-.rived. The of Bureau reports ori individuftts Who were
in the sa131 reside years bef°re.the census was taken- ()Ver-
so here seems to be sot decrease in the length of Where-
-as 18 Percellt of all reside eats in 1960 11,Tkci been there ft, t least 5the ÷ r a14ercentlige haqinaropPwla to Rp7 inercen. in 1970. This de_
tease ho aCCOtlxited for by tik"e ;daft P°Pulation. Among
thy's° aged, s to 13, the percentage had increased roarkedlY-
Leogth ftta ohvioitm, affected by the characteristics of the
retsWded Pe Yrson, esPeclally the degree-7 d their haaadieap. Tarjan

in a.
-s1Lt earbr studs, of one Institutional PoPulAtiort, foundthat reside between 14 and 17 had the

behest rates of
clisctt.e 4 Years after b-Ig admitted, and those betvvt,e0 0 and 9
-the 1 %e in three yowls children (0_4) died witbiri 4 years of
,sidoasslon- 'Nose discharged were likely. to have IQs over 50 (over 60

t of the with IQs 50_49 and over 70 percent of the with IQs

20 were discharged, and cane in five died. These data %110.g. est that" " Slightly mare than 5 Percent of th°s,e.... with /Qs under

win very Young children admitted are likely to be4I's.,-"verely

re and have InultiPie haladicaPs A significant Percentage die
vvitAAr °Lae* yearS of admission, and those who survive tend to
rerriem "A the institution For long Period..

88
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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 32Median ICI of First Admissions to Pacific
State Hospital

Age in years -I- Median IQ

Under 5 19.0
5-9 21.9
10-13 49.5
14-15 57.2
16-17 57.5
18-24 54.3
25-34 39.2
35 and Over 40.0
All Ages- 42.9

Source: Adapted from Tarjan, G., et al. The natural history of
mental deficiency in a State hospital: Probabilities of release and
death by age, intelligence quotient, and diagnosis. AMA Journal of
Diseases of Children, 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 patterns 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, biit how many of
the severely retarded are in institutions and how many are in the
community?

8
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Table 33 institutional and NoninstitutIonal Severely
Mentally Retarded

1950
Under 15.
15 and Over

1960
Under 15
15 and Over

1970
Under 15
15 and Over

Estimated
Number

of
Severely
Mentally
Retarded

Resi-
dent

Po Pula-
bon in
Mental

Retarda-
tion

Institu-
tions

Estimated
Number

of
Scyorely
Menta
Retarded

lly

in
Institu-
tions

Percent
Not in
Mental

Retarda-
tion

Institu-
tions

146,000 25,845 23,260 84.07
243,000 108,408 97,567 59.85

(68.94)

200,000 46,269 41,642 79.18
271,000 128,458 115,612 57.34

(66.61)

208,000 48,141 43,327 79.17
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
retarded children will be living with their parents or other rela-
tives in 1980.

Earlier, 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
majority appear to develop a number of coping mechanisms
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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 relative. the following reasons were given
(table 34).

Table 34-- Reasons for Institutionalization

Per-
centageReason

Needed Permanent Care 49.8
Had to be Watched And Looked After More Carefully 42.8
Needed Special Training 36.5
Too Hard to Handle at Home 27.5
No One to Look After at Home 13.1

Sources: "Report Number 1 from the Social Security Survey of
Institutionalized Adults: 1967." DHEVV, SSA. Office of Research and
Statistics. July 1971 and reported in Mental Retardation Source Bookof
CHEW. 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 family 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).
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The overriding issue in this study is the nature of the relation-
ship between families and the State in the provision of care to
handicapped individuals- A bask assumption is that the caring
function should be shared by both social institutionsthat each
has a responsibility and each a contribution. Furthermore, it is
argued that neither has the . *sources to function as the sole care-
-Rhea-. This chapter has examined the first part of the equation
, the family as provider.

The chapter first exaxnined the nature and extent of handicap-
ping conditions. It was painted out that almost 10 million persons
have MOW impairment Of these, approximately 2.7 million are
hancficapped insofar as they are functionally disabled, and over
I_ Vs million are severely handicapped. And yet, the total institu-
tional population in this country (including prisons) was only 2.1
million persons, 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-
ing vsitb their families.

The- analysis then shifted to two groups of handicapped per-
sons--the frail elderly and the severely mentally retarded chil-

Arm.. It was felt that a more detailed discussion of these two
groups would be useful in determining the extent to which farni-
,lies are providing care and the impact the caregiving function has
on family well-being.

Two and three-tenths million elderly are handicapped, 1 million
severely 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 handicapped. Based on
population projections, this at-risk population is expected to in-
crease at a much faster rate than the population as a whole. This
should, 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
retarded persons in this country. Of these, 180,000 will be chil-
irer Despite the fact that severe retardation is associated with
multiple handicaps, 80 percent of the children are not residents in
institutions. Most, in fact, are living with their parents.
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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 periodic.

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 severe) retarded children) are experiencing. Not all families
are experie :brig all a these 47:tresses, but all of these families are
"at risk" in that statist:caliy they are more likely than families
without handicapped members to have these problems. There ere
signif cant cx.mizionalities in the types of strains among both
groups 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, dress-
ing
Difficulty with physical management, e.g., lifting, ambulation
Interruptions of family sleep

. Social isolation, attitudes of neighbors and kin
.imitations 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 professionalsinteracts with families provid-
ing care. Is there a shared responsibility, one in which support
services are made available to families retaining the primary
caregiving function?
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',zed, on the other hand, the social welfare system takes over the
caring function completely. 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. lf, on the other hand,
the transfer 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
booed on the idea of a more equitable distribution of resources.

A major problem encountered throughout the analysis was the
lack of a coherent data base on community services. As the Presi-
dent's Committee on Mental Retardation (1976) noted:

In a discussion of service, one fact is paramount There is a
serious dearth of valid and reliable information through
which to present an accurate picture of the state of servicesfor mentally retarded people.. . Perhaps most critical
among these problems is the fact that current statistics are
rarely available on a natkinal, regional or even statewide
basis. In Fiscal Year 1975 many agencies are still analyzing
information from 1971 or before, if they keep information at

This situation is found in almost all areas of community eery-
ices and is not unique to services for the retarded. The analysis,
_then, must be limited to a discussion of pieces of fragmented in-

H' formation and cannot establish clear trends. Still, the identifica-
' tion of emphases is useful in addressing the issue of shared re-

sponibility through the provision of support services.
Two concepts, normalization and least restrictive environment,

are being used more and more as the basis for developing commu-
nity 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
handicapped populations.

The first, normalization, argues that with a; propriate support
services 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 196% Wolfensberger 1972), Nirje describes this
supportive 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, with the changing modes and ways of life, of family
and community customs.. ." The second concept is that services
should be provided in the least restrictive environment. If mental-
ly retarded persons cannot or should not live any longerwith
their families or in their own homes, they should be able to live
in facilities of normal size located in residential areas. These prin-
ciples have been supported in a number of recent court decisions.

Horejsi (1975) suggests that this approach requires five types of
servicesn (1) family support, including genetic counseling, diagnos-

1,7-
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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, ..ansportation, and health care serv-
ices (Thurlow, Bruin inks, Williams, and Morrean 1978). Underly-
ing these concepts is the belief that wherever the mentally 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
programs, especially retirement benefits, appear to make this pos-
sthle for most. If the elderly person becomes partially disabled
and finds it difficult to carry out some homemaking or personal
care functions, he or she often can remain at home if serv-
ices are provided. If the elderly person experiences greater diffi-
culty in maintsairting 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 housing, 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
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 restrictive environment or progressive stages ofcare are
viable concepts only when real choices or options exist. Without a
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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not Xollov, that either family care or institutional care is equally
e in all situations or that both serve the same function.
in chapter 3 showed that significant numbers of families
'ding care to handicapped relatives. Insofar as they are,
be argued that they choose to do so- But was this a con-

7,,scious, rational choice based on an assessment of available alter-
9 Were there appropriate options, a requirement for real

oice,.orwas the only option institutional care? If the family and
chose care in the home, were they provided with neces-

, services? If the choice was for substitute care in an insti-
tutional environment, were these facilities offering the highest level

care possThle? If all of these services were available, the
"choiceWas ineaningfuL It on the other hand, a family caring for
an 85-year-old, incontinent, bedridden parent finds that they are

le for supportive services in their home, but that their par-
ent would be eligible for nursing home care, do they have a real
Choice?

Ir the essence of a caring society involves the development and
(provision of a wide range of services so that families can choose
lw -is most appropriate, emphasis must be placed on policies

that are supportive. Support, unlike substitution,
The issue of whose responsildlity it is to care for

handicapped = cannot be reduced to either the family or the
t.4;-1Wor- is it a matter of the family providing care without ex-

:assistance, until this care becomes impossible, and then
the function to the State. Most families need the so-

f'welfare system to carry some responsibility while they main-
as the primary caregiver- For these families, shar-

PIN.,' may mean 'financial assistance to offset the economic strains
with the lrDdicapping condition; practical help and ad-

!4icii-.1-iated to the physical care of the child or elderly parent;
tions to the home; and short-term relief for vaca-

or recreation. On another level, sharing may
the family some assurance that when and if the bur-

eir intolerable, when they can no longer maintain the
ed person in their home, appropriate residential care

she: _:aVailable. On still another level, sharing may mean that
institutionalization, the family visits their child or par-

frequently and occasionally takes him or her home for short
14days:

.-f elements, the choice to maintain the relative at home or
nalization, and the provision of services in such a

:::,+:-,..-2thatZfairiffies- share the responsavility with others, require not
r4
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able 35-Social Welfare Expenditures as Percent of
Gross National Product 1950-1975

1950 1960 1970 1975 1975
($ millions)

income Maintenance
Public 3.41 5.20 6.19 8.81 132,094
Private............._ 0.34 0.70 1.18 1.38 20,700

Total 3.75 5.90 7.37 10.19 152,794

Health
Public 1.07 1.26 2.57 3.33 49,947
Private 3.13 3.85 4.47 4.57 68,552

Total 4_20 5.11 7.04 7.90 118,499

Education
'Public 3.27 3.56 5.28 5.53 82,859
Private_______...... _ 0.54 0.73 1.00 1.03 15,500

Total 3.81 4.29 6.28 6.56 98,359

Welfare and Other
Public 0.46 0.31 0.79 1.44 21,647___________. __

Private_______. 0.24 0.21 0.20 0.20 3,000
Total 0.70 0.52 0.99 1.66 24,647

Pubfic ____________ 8.21 10.33 14.83 19.11 286,547
'Private 4.25 5.49 6.85 7.18 107,752... --...-

--, (394 billion)

Sourc:e: Adapted from U.S. Department of Commerce, Social
Sitadicators 197Z Washington, D.C., 1977. Tables 4/1 and 4/8_

This commitment on the part of society in general and the
in particular is also characterized by the decision to meet

nmarily through the proviiiion of income. Total expendi-
health and education relative to income maintenance

since 1950. Social services (a category that in-
us housing, rehabilitation, institutional and personal

services), never large, accounted for 6 percent in 1975, a
Increase over the 1950 level. (See table 36.)
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Table 36Social Welfare Expenditures by Category
(Percentages)

Total

Heedth
30
34
31

5
(100)

Social Services/Other---

38
33
28

1
(100)

34
33
29
4

(100)

39
30
25
6

(100)

Income Maintenance
. FOIMMFM. W.,

EdUldailiOne.NO...
SiCallat SIBMICES/OtherIMMO

41
13
40
6

(100)

50
12
34
4

(100)

42
17
36
5

(100)

46
17
29
8

(100)

Source: Adapted from U.S. Department of Commerce, Social Int,-
calors 1977: Washington, D.C., 1977. Table 4.1.

able 37Per Capita Social Welfare Expenditures
Under-Public Programs (Constant 1975 Dollars)

1950 1960 1970 1975

Social trims:lance 67.20 176:49 352.31 567.32Public Assistance. 33.95 31,127 106.68 187.13
Healthr.........__ 28.06 40.68 63.10 76.80
Veterans 92.23 49.12 58.08 76.23............__Education__ 90.75 160.45 329.17 36195
Welfare and Other Services 6.31 12.00 33.62 49.99

Source: U.S. Department. of Commerce, Soy azI Indicators 197Z
Washington, D.C., 1977.. Table 4_2.

The data in table. 37 measure the social welfare effort in yet an
other way- Between: 1950 and 1975, per capita expenditures in-
creased by $1,000 (constant dollars), or 314 percent While there
were inincreases per capita: expenditures for health and educa-
lion, these increases were less than the overall increase (174 per-
cent and 299 percent, respectively)_ Welfare and other social serv-

.
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Tablei 36Inventory of Programs With Potential
Impact on Families, DREW, Fiscal Year 1976

Potential
family
impact

gamsmil-

grams

Total
oblige-
lions
lions)

Explicit
family
impact

pro-
grams

Total
obliga-
tons
($ mil-
lions)

Social Security. 8
25
59
25
2

119

93,473
18,336
5,881
1,387

151
119,228

2
9
2
6
1

20

17,761
15,568

75
348
124

33,876

Welfare.

Office of the Secretary _____

Source Adapted from Family Impact Seminar. TossenriasrInventory
of Federal Programs with Direct Imoact 017 Famtrrest. George Wash-
ington University, February 1978. p. 17_

cent of all funds obligated by the 268 programs. It appears that 31
of these programs focus specifically on the handicapped or provide
benefits and services to them as one of many eligible groups. Thir-
teen of these are administered by Welfare, nine by the Office of
Education, seven by the Social Security Administration, and two
by the Public Health Service (table 39).

These 31 programs were obligated at $102.7 billion in FY 1976.
Seventy-one percent of this total were accounted for by various in-
come maintenance programs* 25 percent by programs paying for
medical care services, and 4 percent for the provision of services.
While this investment is significant, the distribution itself raises
some questions- A fundamental issue in developing an improved
support system for families caring for handicapped members lies
it the dominance of the income approach- Federal policy in gener-
al has been primarily an income policy and, while income sup-
ports are needed, their value may be lessened in the absence of a
network of support services.

As discussed earlier in chapter 2, most families are experisnc-
ing financial strains. Inflation has threatened the standard of liv-
ing that familie' s 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-earn.er family as the norm. Chapter 3- showed that fain-
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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 ('Iltle 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 40Medicaid Expenditures by Type of Service
(1975)

Service
Expend-

iture"
($ mil-
lions)

Percent-
age

Skilled Nursing Facility 2,200 43.75
Intermediate Care Facility 1,838 36.56
ICF Mentally Retarded 362 7.20
Psychiatric Hospital 600 11.93
Home Health 28 0.56

Total . 5,028 100.00

*Total Medicaid expenditures $12,028.
Source: Adapted from LaVor, J. Long-Term Care: A Challenge to

Service Systems. Office of the Assistant Secretary for Planning and
Evaluation. DHEVV, April 1977. p. 48.



101

care aervices, such as as-
as Gong. as they are supervised

-.nurse and ,Ordered by a physician. It
th andlperso" care services, that

y important to those .famines: caring for a handl-
t, and'yet they are the least developed.
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monthly costs, a.-Q-eragea. $211. By 1969, they had

and by 1973,. $495. The lateif-alianable data show
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. . .

e.!, ditureson Mental Retardation
ees (*Millions.)

1968 1970
Percent-

age --

Increase-

-. State/Locat 0,,. . ,

Community: Care
Federal
State/Local
Other

il

1,004
110
768
1.26

1,391
121

1,207
63

_ 1,307
196
937
174

1,868
192

1,580
96

.

22A
38.1
34.3:
58.7
30-9:
52.4

Source: Adapted-from Conley, -R_ The Economics of Mental Retar-:--- dartion Baltimore: johns Hopkins, 1973- and cited in President's
Committee on Mental Retardation, Mental Retardation: The Known
and the Unknown. DHEVV, Washington, MC., February 1, 1975_ p. 96.

high . as community services- It is not being suggested that inst.itu-
'-- tiorksal proipsa-.........ns should not receive resources sufficient enough to

provide.the_highes-:-. level of care possible to residents, nor that re-
-...4._

sourees..shonld be channeled from institutions to community-based
services_ As long as mentally retarded persons live in these facili-
ties, every effort shotald be made to improve the quality of their
lives.. However,, as with nursing home care, institutions& care is
costly, is becoming more costly still, and is touching the lives of a
smafl number of persons relative to the total at-risk population.
(See table 42.)

...Unlike community services, institutional costs are not easily :

Manipulable (outside the scale factor). If resources for community
services are limited, recipients living in the corn mtmity can be
given less t.han 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
remam- ed constant or even decreased- Faced with this problem,
the agency may decide to continue accepting applicants, allow the
caseload to grow, but cut back on the hours of service to each re-
cipient. An elderly client would receive 3 instead of 5 hours each
week. On the other hand, the administration may believe that
certain evels of service to each recipient must be maintained if



-1

*rag
tt,2' - THE SOCEAI. WELFARE EtESPOIISE
rf -

103

e:42Average Daily Costs in Public Institutions
for the Mentally Retarded 1960-1976

1960
. .1965

-1976

Year Average
daily cost

Percentage
change over
previous 5

years

$4.20
............ 6.09 45.0

........ ........... 11_64 91.1
27.60 137.1

Sources: For 1960-1970, U.S. Department of Health. Education,
and Welfare_ Mental Retardation Source Book. DHEW Publication
No (OS)73-81, Washington, D.C.: Supt. of Docs., U.S. Govt. Print.
Off-, September 1977_ Table 20. For 1976, U.S. Department of
Commerce_ Survey of Institutionalized Persons, 1976. 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
eligibility criteria are introduced_ These often are based on no-
tions of risk or hierarchies of need.. Although either strategy may
be undesirable, i.e., fewer services to more people or a freeze on
the size of the caseload, both are possible.. These options are not
as readily available, once the institution is in place.

Average per diem costs for the institutional care of a mentally
retarded person were $4-20 in 1960_ Twenty-six years later the
costs-were $27.60, an increase of 557 percent_ These increases re-
fleet in part the effort to-improve the quality 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
continue to rise, even a stable institutional population requires
larger investments of social welfare expenditures. Insofar as these
costs are fixed; will the additional reseurces become available

y at El-kot, expense of community resources? (President's Co nimit-
: tee on Mental Retardation 1976). Another concern is the direction

that-I Federal involvement seems to be taking. As seen in table 41,
theFederal share increased from 1968 to 1970_ Furthermore, Feder-

expenditures grew by 68 percent, compared to 27 percent in
State and local spending. Over one-half (55 percent) of the addi-;r-
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tional funds, however, went for institutional care. Once again,
_Federal 'priorities -seem .to emphasize taking over from families
- rather- than supporting them.

The third category of Federal programs (table 39), with poten-
tial-applicability for families caring for handicapped members,
contains- programs offering social services to the general popula-
tion:. Although the handicapped and their families are not specifi-
cally identified as targets, by definition many of the services may,
in fact, support 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 consoli-
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 organized
around one or more of the program's goal (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
adults; (4) to reduce or prevent institutionalization by providing
community-based or home-based care; and (5) to secure institu-
tional care when other forms are not appropriate.

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 detailec 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, all of the recipients (98.9 percent) were either re-

7, A



43Social:Services Expenditures (Title 30C)
Fis cal-Year 1975

4ii-t-lorne Services

eivicesto the 'Mentally Retarded
Alcoholism

Other (Protective, Information,
"-Total Federal Expenditures

Total Expenditures

Expendi-
tures

($000's)

484,718
284,000
264,947
249,247

92,241
43,177

542,243
1,962,573
2,622,364 I

Percent-
ages

24.7
14_5
13_5
12.7
4_7
2.2

27.7
100.0

WWWWWW 4111.11Nria

Source: Adapted from LaVor, J. Long-Tenn Care: A Challenge to
Service Systenm Office of the Assistant Secretary for Planning and
'Evaluation.- DHEVV, April 1977_ p_ 51.

of .income inaintenance or were income elignale. Chore
services, another major form of support, were also restricted in

to low-income populations 99.1 percent), and coverage
i-Wa limited to 35 States- Table 44 lists= five additional services

be :viewed as those services necessary for the develop-
.:anent .stipPortive -network for the handica.pped and their fermi-

account for less than 10 percent of the total
eap coverage not universal in terms of the

are being used only by the low income or poor.
.raises serious questions_ -"Title XX has become the

source for social. servii:es. Moreover, it is being
ce- a 'number of -social services that were previously
per agencies, e.g-, Administration on "Aging,

elfare--While the notion of consolidation makes sense,
ce social services are only available to

income eligibility criteria.
be seen, as the primary criterion. for receiving most
ded-::Social services- Even those programs which

-aifitie;ithitir eIe population-a-. inAertiis ofhandicapping con-, VocationEd -Rehabffitation Services an_ d Develop-
or -demographic vulnerability (e.g., Ad-

-461von Aerie; in Practice ;tend to attach such crite-
`'.a:rciOrkeideration-, of income status (Morris 1977)-

41,:p1V:1
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The final programs listed under tie 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 dill
dren in low-income areas and use income to determine eligil)ility
for certain services. Services that are provided include diagnostic,
counseling, treatment, and followup- Specialized mental retarda-
tion clinics have been_ under the Maternal and Child
Health programs. In 1971, approximately 61,000 children were
seen. in 154 clinics_ However, of the new patients seen in 1971, 39
percent were found not to be retarded, 38 percent had IQs be-
tween 52 and 84 (borderline and mild), and 23 percent were se-
verely retard.ed (IQ 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
designed specifically for the handicapped- Nine of these programs
are under 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-
islation dealing with the education of handicapped children (PL
94-142) 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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centage of the -Gross National Product. This trend is found in the
major areas of social welfare: income maintenance, health,.

edUcation.. A fourth area, broadly defined as social ser4ices
and housing, although relatively small, still demonstrates consid-
erable growth since 1950

The analysis further shows that within the Department of
Health, Education, and Welfare there has been a serious commit--,meat to develop programs that at least in principle offer services
to handicapped persons and their families. Thirty-one programs
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 fmancial support (71.4 percent) or paid for
medical care services (24.5 percent) However, of the $4.2 billion
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 designated as "at risk?' Although the handicapped are
consumers of these more general services, they are not the major
users.

Within the framework of relative. expenditures, it can be:argued_
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 $19 billion). One State,
South Caroliaa, over an S-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 points out that most States have experi-
enced similar developments (President's Committee on Mental Re-
tardation 1976).

An alternative approach to exornirargg 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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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 that-- 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 the 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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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 form 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.

Regardless of the specific mechanism, whether it is the creation
of a national health insurance program, some focan of guaranteed
income related to disability, or the large-scale deVelopment of var-
ious 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.eher 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 persona in direct contact with the
xecipient, the staff responsible for actually providing the services.
These threeresources, structure, and professional practicecan-
rrnot-be separated, and each will have an influence on the overall
effect of improving the status of families with handicapped chil-
dren and elderly parents. This issue is dealt with in the next
chapter.
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Services tend to be organized in such a way that emphasis is
1/2-47clearly on substituting for families, on taking over certain func-
, '16ions that families are incapable or unwilling to carry, on becom-
F7 a surrogate family either totally or in part. It is critical to de-

e whether professionals in these agencies merely respond
e:14o definition of function and purpose or whether they them-
--selves are conditioned in their training to substitute for families.
tIlie foamier suggests that once resources become available and
-services organized around support, professionals would behave
:crifferently. In this view, professionals are capable of responding to

:-frany situation, since as professions/ caregivers they are flexible and
.,-,=adaptable. The latter interpretation, that professional behavior is
:Conditioned by train' ing, argues that no amount of additional
:resources or restructuring of organizations will bring about inter-
ventions that support families caring for handicapped members,

;;'since professionals are either unwilling to function in this way or
incapable of doing so because they do not know how to support.

This issue is, of- course, stated in polar or dichotomous terms.
fSitch is not the intent. As with resources, professional behavior

attitudes fall on various points of a continuum. In the previ-
ous chapter, services were classified as either supportive or substi-
iutive; it was necessary to go beyond the simple description of the
service, e.g., institutional care or community care. The purpose of

:the service, implicit or explicit, became the primary criterion.
,-.131Vhy was it being delivered? What was it attempting to achieve?

rec:ognizing that most services could not be neatly identified as
eitherfor, the analysis looked for emphases.
"I also has to be coin exzamiTlmg professional response. Regardless

agency's expressed purpose, some professionals define
fUnctions as either supportive or substitutive.*Still others

:4!ee their- function changing from case to case, client to client, pa-
to patient. It should be possible to identify dominant themes

ated -to= prarfessional attitudes, themes that describe family-pro-
iOnalr - interaction- These themes should indicate what, if any-, s. be done if both sets of caregivers were to share re-

ility for handicapped persons.

Toward 1Farrillleic A Typology
such = descriptors as family care, family support, family

.systems, and family services, 551 citations were
from computer searches of Sociological Abstracts and
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Psychological Abstract& A third search undertaken was from the
National Library of Medicine's National Interactive Retrieval
Service, Medlars II, 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:7y. 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 the primary caregiver.
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in the .third category, the family is supportive to the pro-
**dna and is dependent on professional direction, this liters-

'emphasizes that family caregivers in their own right are ca-
(at least in terms of needs and services) and

major responsibilities for much of the treatment/reha-
process. The professionals beconie supportive to the fain-, the dependency relationship has shifted to some degree.

ansilies needing resources. This category includes literature
*atfor.the first time shifts the focus from the individual (the ob-

aept_of the intervention) o the family. The family is recognized as a
!i?.Cuiiit. in its own right, a unit that needs support because it is pro -
,k *iding care to a handicapped member. Because the presence of a
,1.,handicapped child or frail elderly parent often brings with it
iphysical, social, emotional, and financial stress to other family
-members, supportive services are made available to prevent or
:-..Ameliorate any accompanying problems.

analysis showed that the typologies had to be used more as
'Ode'al. types rather than discrete categories into which each cita-
tion could be placed. For example, in many studies emphasizing

;,%'% . families were part of the problem, the implicit assumption
,-;ivias that families could be effective resources to the handicapped
,,*dividual.. Families were, therefore, viewed as objects of treat-
JOient, at least initially, so that they could be caregivers. More-j iailer, although categories 3 (famile s as resources to the profes-
r*Inal caregiver) and 4 (professionals as resources to the finily)

,-,conceptuidly distinct and the difference in emphasis signifi-
it was often impossible to determine into which category a

,On?iii*w:-of citations should be placed. It was therefore decided to
,ther-two into a single category in which the family was

eewed a part of the caregivin' g team. Where possible and ap-
Orliiiiiroiate,:the distinctions were noted. ithe analysis was
01s:: determine patterns, even though many of the individual

one had: to be counted in more than one category.
this coding process, a number of alternative ways to
interpret _these "data" were explored. One possibility

,use.. the professional discipline as the orgarsiTlg principle.
essionals tend to react differently to fiunilies with handl-

Members? Is there a distinct pattern, for example, among
that is significantly -different from social workers,

-counselors, therapists, physicisms, etc.? A. preliminary
sbowed some discipline-unique patterns -.but also enough

to cloud _ the results. For example, psychiatric social
May tend to approach the family as part of the problem,

social workers may emphasize the family as part of
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a rehabilitation team or as a resource for the handicapped it
vidual. These same patterns were found among physiciaz,z,
nurses, and counselors. Although inconclusive, the first hypoth-
esisagencies determine how the individual professional will
react to the familyseemed 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
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-
ing resources in their own right? If these trends existed, 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 treatment
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 typologies. The listing is not offered as
exhaustive in any sense_ It is drawn from the general bibliogra-
phy used in this study.
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member is ill. Robinson (1975) explains that "in family therapy,
the dominant forces in personality development are thought to be
located externally in the organized behavioral characteristics of
t h e family . . . the family is viewed as a rule governed, change
resistant, transactional system with an operational program that
has evolved through several generations. . ." Numerous articles,
such as those by Aponte (1974) and Gatti and Colman. (1976), de-
scril3e 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 liters -
tune. 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 articles,
suggest that professionals until and through the early sixties
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 pediatricians recom-
mended institutionalization at birth (Virerkznan, Washington, and
Oberman 1961). Kramm (1963) reported that 44 of 50 forma' les with
mongoloid children were advised to institutionalize when informed
of the diagnosis, and 31 were urged to do so immediately. Physi-
cians.- tended to discuss this decision only with the father and 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 psychotherapy so that they eventually would ac-
cept institutionalization (Cohen 1962).

Even after the professionals changed their attitudes about insti-
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-
ductive to the child's well-being. Poznanski (1973) also discusses
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the reactions of parents to the birth of a handicapped child and
Orlaphasizes how they create barriers to successful rehabilitation.

---71iis-view of the fainily is also found in the literature dealing
with the care of physically handicapped children and adults. Goi-
as (1966) points out that when a child is "sick, abnormal or de-

, formed," the child psychiatrist should be aware of family adjust-
ment problems that could stand in the way of treatment. This
view is supported by Kohut (1966), who argues for family counsel
limp "For the sake of the abnormal child, it is essential that par-
ents receive guidance with identifying some of the troubled and
complex feelings that exist between them and their child and
other members of the family:" Binger et al. (1969), in discussing
Childhood leukemia, found that 5i 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-
cial functioning and required psychiatric help. Others, such as
Perrin et al. (1972), Davis (1975), and Pleas (1976), argued that
long-term illness and disability in a child are usually accompanied
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 dig' ability. Initially the purpose of Perrin's
study was to determine the effectiveness of physician and social
worker involvement in a comprehensive care program for handi-
capped children. Finding little evidence of professional input and
successful outcome, the authors seem to imply that the family
was somehow impeding the treatment/rehabilitation process.

Livsey (1972) argues from a perspective that includes the whole
family and not just the handicapped adult. Although the stated
purpose 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

,-,family dynamics of rehabilitation, presents case studies in which
the family was clearly a barrier to treatment and concludes that
.4"it is not safe to presume a blanket of good will motivation on the
family's part towards its disabled relative - . . If the rehabilita-

: :tiona of one family -member goes sour, it most frequently is a sign
that other family members are involved in some uncooperative
.strategy." Another study Moss and Kaplan -DeNour 1975) found
:that in renal failure and chronic hemodialysis, families tended to
',have negative accusing attitudes toward the patient, that signs of
-2-empathy were missing, and that any professional attempt to help
Itheni in-that direction was :ejected.

In labeling this literature as emphasizing pathology, either
from the perspective that the family is somewhat responsible for
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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 wore 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 men 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 (1971b), 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 de-,gion 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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is the best environment for this. Birenbaum (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, 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 wishful thinking or undue opti-
mism_ Fowle (1968), in her comparison study of families providing
care to retarded children and families who had institutionsalived
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.

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_ stall 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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jects of treatment. Thei- conclusion are simple: Assume the fam-
r- can be a resource until the weight of evidence demonstrates

this 'to be impossthle.
While there are more examples of articles discussing families as

veSourceis to the physically handicapped than found in the mental
.-,health literature, the number is considerably lower than those
diadussing family care and mentally retarded children. Two em-

. pholses are found: the first, the impaztant management function
of fsrnily 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
.handicap 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 (Tymchuk 1975; Jenkins et aL 1976). In doing
so, it is felt that the caregivers can realistically anticipate difficul-

that present and future stress can be defused, and that fam-
-ny. members will be in a position to assume an active role in the
care of the handicapped member.

Families as Team Members
"In reviewing 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 could not be met by professionals working alone_
These needs were some combination of medical, psychiatric, so-
cial, and vocationaL Given the fragmented nature of the human
service delivery system, multidisciplinary teams were organized to
diagnose and treat the "whole patient." In time, this team has
come to include not only physicians and nurses, but a growing
mimber of allied health professionals such as social workers, nu-
tritionists, physical and speech therapists, health aides, psy.:holo-
gists, etc_

Historically, the physician has been pivotal, and other team
meinbers were viewed as ancillary. Moreover, relatives of the pa-
tient were not seen as part of this team. Parsons (1951), in his ar-
tide 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 difference 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. While this strategy is still not based on accepting family mem-
bers as equal partners, it does expand the role of nonprofessional
caregivers_

The literature in this section has two distinct 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
team 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 professionals are
knowers and possibly doers, but family caregivers are never ,
knowers. They do something under a professional's direction_ The
second type of literature views family members as both knowers
and doers. They are fully 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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on lessening the demand for services, especially for institutional
care_ Clausen and Yarrow (1955) argued. almost 25 years ago that
if families were to participate as caregivers, more discharges
would be possible and, 114:* ; mportantly, readmission rates would be
lowered_ Their concera, r 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 (1950) came to the same conclusion when he pointed out the
value of hospital staff working with family members before dis-
charge and then maintain' ing 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 Kis' ly (1973), Schwab (1975), and Weller (1976), who
argue the successful patient outcome is as much related to family
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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
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, medical 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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. merited the need for family 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.

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
solutio s in terms of unmet needs, not available resources.

Boggs (1e78) 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 professionals can resign, most natural
families cannot_ If burnout is associated with the intensity and
amount of personal contact, it would 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
full time still has time away from practice; the family caregiver
often does not.
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This notion of family support is also found in other instginces of
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-
new

What cannot be measured are the costs of around the clock
watchfulness and attention by parents and often by slings,
the demancring 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
Sulczki (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
literature. 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-
sil)lea 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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programs have taken this as the primary goal. Mental retardation
has come to.be 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 time 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, and-
physical, social, and intellectual functioning can be improved, it is
IlTkiiirely that a severely retarded child will improve to the point
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),
and in focusing on no 'on as an organizin. g 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 literature 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 area
(mental health) be in a position to form and develop a scien-
tific tradition.

In the field of mental health, most theoretical approaches begin
with the assumption that the etiology is either within the psycho-
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the patient or within the dynaznics of the patient and
If the focus is on problems within the family

leis of a Chance that the family will be viewed as ca-
assizminThg a caring role with the patient, of sharing

as members of the helping team, or of needing sup-
-services to = reduce the accompanying pressures or strains_

would seem that psychiatry has not developed an adequate
,thearetical -base which would support the growth of professional
concern about the needs of

The
-

The remaining area, families with physically handicapped
Members,- offers a third approach_ While the first would appear to
fbe",:clevelopmentaT, and the second psychiatric, the dominant ap-

here is the medical model- Professionals trained in this
Model -are also conditioned to search for pathoLogyin this case
,vb3rsical: While some attention in professional education may be

prevention and maintenance, the overricrmg emphasis is
'successful. diagnosis, treatment, and cure of medical prof

This' -focus is understandable, since illness is difficult enough
measure, "but health actually defies measurement- Still, in az-

-U*431Y seeking to reverse whatever pathology (physical handicap
rain' tbix case) exists, attention tends to begin and end with the pa-
lient-1140.....tutiiefe. o exist and are recognized, of course, but they are
viewed p.....isratray as resources to the patient, as participants on
-the'caregiving team_

Within this framework, the family as such does not exist. It is
criscussed in terms of how it can contribute to the successful treat-
/neat of the patient, how it can function as an extender of the
mofesSional. 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 recogrrizing the family as a unit in its own right. The
major- exception to this is the fairly significant number of articles
identifying the family as potential blocks to rehabilitation- Inter-

enough, this tends only to occur when the handicapped
isa. child.

is chapter began by asking whether additional resources, if
were to become available; would filter down to families pro-

for handicapped members. To answer this, the analy-
eia',eittein to identify how families were viewed by profession-

services are organized to substitute for families, to
various caring functions- Services are not designed to be
to rIn fact, most services focus primarily on

th*liancricapped person- The delivery of effective supportive eery-
ices-to the family requires professionals capable of doing 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 ffistinct views of the family. Do professionals tend to ap-
proach the family as contributing to the problem, as resources to
the handicapped person, as team 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. Such focus, by definition, tends to restrict in-
tervention to patients, even if family members are involved in the
caregiv. ing.

If the analysis is valid, additional resources. alone will not re-
sult in more services to support ftmulies 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 responsibil-
ities_ They have made known what their needs are, but in 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 bookfamilies 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 AFDC) is ig-
ncred;Trie 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, that 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 providf -I, 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 obtain 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 depenclent will re-
quire more than financial assistance, and services win be provided
directly to them.

This interpretation is supported wheal five intended beneficia-
ries of these services are identified. By- initent, most services erne
targeted on the poor and near poor. Ewen in the case of Tit,34, X21C,
a program that allows for services to be provided to the genera-
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 motion of a dual ap-
proach to social welfare which approves the notion of a privaite
system for the nonpoor, and a public system for the poor. While
most critics of separate systems emphasize the motive and even
harmful effects experienced by the poor, the arbitrariness of
the system and its accompanying stigmatization, few critics argue
that this dual approach has penalized the rionpoor in a number
of ways. A separate system 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 linnited 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 communities the only so-
cial service program, thereby excluding many families whose in-
come is too high.
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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-
ices 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 a 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 urine°. 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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.i!'.but the outcome was essentially the same. While parents were not
Seem as defectives in the sense that they were to blame, they were
not .accepted by professionals as capable caregivers. Moreover,
they 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

considered unnecessary.
Tjnnecessary intervention also harms the State because each in-

-itervention requires additional resources, greater levels of public
:.expenditures, and eventually a society in which all other social in-
:':stitu.tions are secondary to the State. The financial and social

_ costs of such action are staggering.
For these reasons, State involvement should be considered care-

,fully 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
required 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-
strate family deterioration.

This approach supports the notion of intervention only
:when necessary. y, it is referred to as a residual ap-

to. social welfare and undergirds most social policies. Inter-,

-7ariention is appropriate when, and only when, there is clear pathol-
4:sy, ie., when the family cannot carry out its functions.

Two important principles have emerged to shape the State's re-
pponse. The first requires a case-by-case determination, and the
:second argues that treatment, rather than prevention or insur-
'ance against risk, is the preferred strategy. This approach is con-,

AiStent with the concern that when intervention does occur, it is
i41ear1-3r necessary.

Only when the family cannot or will not function as the prima-
y:'Caregiver to handicapped members can the State step in and
.-be0Orne the surrogate family for the handicapped person. Should
!`the; 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 giving 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
family life.

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
is a significant difference of opinion as to the proper function of the
State- The residual position discussed earlier is concerned with

IT 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 minin2a1ist 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-
b er of hardships for some people. It becomes necewary for social
welfare services to be established as major institutions rather
tbaEux 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
built 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 comrau-----
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 maximi 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 forma of mutual aid.

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 involvement only after the family is unwilling or incapable
of providing carethe dichotomy introduced in the previous dis-
cussion of the residual model of social welfare. It assumes, in
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-
ilies 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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Shared responsibility requires that a diversity of options, flexi-
enough to meet the family's specific needs, and available when

be developed. In practice, the current system restricts
ice _to those services that exist at the time the family seeks

Choice, meaningful choice, suggests an emphasis on policiesz

that would result in the development of supportive services. since
so few are available. Most families need the State, through its so-
dal welfare system, to carry some responsthility. For those failed-
lies in a position to function as the primary caregivers, sharing
:nay mean that the State offers financial assistance to offset the
economic stress involved in providing care. Pbr 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
information and counseling. Shared responsibility may also in-
volve the temporary taking over of the caring function so that the
family has short-term relief for vacations, recreation, or shopping.
At another level, sharing could mean that the family be given
some assurance that if and when the stress becomes too great,

. when it is not in the best interest of the handicapped person nor
!-J of other family members, alternative arrangements are available.
:Even if this were to occur, the family would be expected to pro-
'-vide some care while their child or parent resides in an institu-
tion.

The choice to provide or not provide care, to provide it with or
'1without external support, and to provide services in such a way

?that families, and the State share the caring function requires not
onl3ra range of services, but also services that are flexible and in-
movative.. The next section identifies what might be done if this
choice were to become a reality.

law Need for Professional Reorientation
is pointed out in chapter 3 that most human service profes-

tend .to either dis' count the family's ability to care for the
?hancricapped person or, in some instances, to view the family as
'ncapable only if supervised by professional caregivers. Whether the

is seen as actually contrthuting to an individual-family
s problem and thus requires treatment, i.e., the psychiat-

or is seen by professionals as an inadequate caregiver
'.or -.barrier to the successful treatment of the handicapped per-

i.e., the medical model, the family is defined in pathological
It is deficient because of some inherent inadequacy. With

r5.`ttlie 'exception of those professionals interacting within a develop-



150 FAMILIES, SOCIAL SERVICES, AND SOCIAL POLICY

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 able 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
problems, 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
change.
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fastorically the professional has tended to deemphasize those
aFeas::that do not lend themselves to the possibility of cure. For
rears relatively few professionals were attracted to careers in the

,fie;d of chronic disability, e.g., mental retardation, arthritis, and
cerebral vascular accidents. Whereas cure was a real possibility in
,z.eating the acutely :ill, patients with chronic disabilities were not
(.Cgra ble. At best, the professional hoped to slow down the degener-

tive-. process or to maximize whatever functional abilities re-
is:seined. Arthritis and strokes are particularly good examples of
bow, when little was known about successful treatment, profes-
sionvils dB& not want to specialize in these types of cases. 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, i.e., 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 farnilieS who care for the handicapped are not
faiied with acute crises. They are, more often than not, normal
ramffies who are experiencing stresses related to the long-term
thronic Ananagement problems. They require support and need to
reel that someone is interested in them_ They want someone to
like the:time to listen and provide them with useful information.
!hey need relief and practical assistance_ Because these needs arewary and even mundane, most physicians, nurses, social work-

and other professionals do not see these cases as interesting,
mses from. which they can receive professional satisfaction_ Suc-
o'assful. intei-vention with 'these families is not likely to cure the
Auld with severe retardation, Le., raise the IQ to the normal
!inge or .reverse the aging process of a 90-year-old, incontinent,

iedridden parent. Moreover, there is no pathology to be reversed.
tAtherf success would have to be measured in -terms of manage-

maintenance, and significantly less dramatic criteria.
-,--A,criscussed in the previous chapter, the last two categories of

h]giroposed typology seem more appropriate to guide the nature
ePi7ofessional-family interaction. In most instances, the fArnilies
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have demonstrated their ability to function as the primary care-
giver, with th 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, to 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. Again, 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 family 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-
onda more subtle question and to some extent more than just a
professional concernif 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

1 Gi
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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
carin' g for children with severe congenital -handicaps), find out

-- what- the family- felt its needs were, meet these -needs whether
through cash grants or services, and measure the impact of the
intervention. Aware of the dangers involved with establishing a
program financed and administered by the Government, e.g., the
possibility that the provision of services would not be flexible or
innovative, that regardless of outcome 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 arethose 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 windswhere 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-
ents 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 punctalious 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-
tarcled daughter in her late twenties, the parents, both in their
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
been years since the two had gone off together without their
daughter) and, most importantly, to feel that someone was inter-
ested in them, cared about what they-were doing.

162
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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 beaters. 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 liziab 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 dealin g with the elderly couple,
the professional questioned the appropriateness 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 flexiaole. Therefore, the professional may feel uncomfortable in
asking the family to identify needs since trust is a bilateral ex-

r
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change. When a professional tells families that they are capable
diagnosticians and caregivers and encourages them to request
what they think is important, the family is likely to 'interpret this
as a guarantee that the professional can provide the service.
Whereas the Family Fund could respond to these requests, most
agencies cannot. Discretionary social welfare does not exist on a
large scale. For a professional to relate to the family as if discre-
tionary social services were a reality when they are not can be
both dangerous to the family and personally threatening to the
profeesional.

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 do 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,
these families are professionally uninteresting and unrewarding
to the professional.

If professionals were to function in such a way that they sup-
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
family (at least in terms of the family being the object of inter-
vention).

With a new emphasis on family support, the g of human
service professionals would change significantly. Social workers,
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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-
ive 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 child 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 professionals, such
as social workers, nurses, therapists, or counselors, might be pre-
pared to carry out both functions, i.e., curative and supportive_
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
functions as professionally equal in status.

Supportive Services: Resource Requirements
While a shift in professional attitudes woult: be a significant

move, any meaningful effort to support fa m i lies would o ix.) 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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Ksure to :concentrate their efforts on those vriti. the most acute and
:diate need. Although families caring fcr- handicapped mem-

.!are experiencing stress, their needs may not be as great as
otriers, e.g., children at risk of iLF treatment, the very old and se-
verely hanclicapped 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
.beep.. contested, there is an historical association between econom-
ic growth and an expanded social welfare system. During periods
characu.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, It is hoped that better management of the system and
some effectivie 4coordination of the existing programs will result in
more people receiving services.

This approach is reasonable. Federal 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, resulting in much duplicadon and overlap.
During this growth period, new policies were formulated, addi-
tional programs developed, and new service delivery systems for
specific 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-
pending in part on how additional resources are used- Services,
such as daycare, homemaker, and home health, if extended to
these families, could make a significant difference but only if cur-

: rent eligil)ility 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
development of supportive programs, then, requires additional e-
sources and does not just happen through management.

'',.. e remainder of this chapter deals with twr.-: -:,-Ijor supportive
,7,:service=- respite care and income support.

The need for respite care services is documented in chapter 3.
a m.ilies caring for handicapped children and parents are

74Periencing physical and mental stress and and that the r out-

L127.k?::4.&,°
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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 crisis 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 wh,in 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

16,
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authority personal social service departments, and have a
gree of staff interaction. The family is visited before the

on, and, if feasible, the handicapped person can visit the
on In home respite care faces the same funding/financing

ems as those of out-of-home care. As discussed in chapter 4,
most community social services are currently provided through
lade XX- Respite care relative to other services has low priority
and, when available, tends to be restricted to families with low in-
come.

A second area is that of financial assistance. Current policies 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 countries have established income-maintenance programs that
specifically focus on families providing care for the handicapped,
rather than on the hand capped person. In 1971, the British Gov-
erzmient introduced the Constant Attendance Allowance (CAA).
Initially, 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 hawlicapped person and family income were not mate -
rial_ I- While the benefits 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
iout in the view of the program designers es important, families
were told in a tangible way that their efforts wer.a recognized,
that they were not ignored. The psychological benefit of the grant
outweighed the actual amount of the transfer. Also, the financial
support was not given to the handicapped person but to the care -

ia Moreover, there were no requirements that the money be
spent on predetermined iervices and goods; the recipients could
-use the grant in any way-they wished.

Danish social welfare system has a comparable program.
5rPersons who are considered fully unemployable or whose earning

Ica IS negligible qualify for an income grant equal to the old
age pension. Two criteria are used for eligibility deterEaination:
First, the handicapped person must be between 15 and 67 years of
age,, after which he automatically transfers to the national old-age

KlApension; the second, family income is not a factor. If, by reason of
FX';his or her condition, 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- Parents 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,
i.e., 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 hannful to family well All societies are
concerned with strengthening 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 families 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 physical 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-
hilAtive.
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The reluctance to support natural families, but willingness to as-
sist "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-
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 admix istereu 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 on 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 principle to the constant attendance
allowances of the United Kingdom and Denmark, the Family Sub-
sidy Program restricts family expenditures to seven categories: (1)
diagnostic 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 IQ
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 Wand 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 instittrtionalization 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-
logical 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 lioninstitutionalized 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 2%
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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certain segments of the population are at risk. Typically,
subpopulations include, but are not limited to, the elderly

-:mid .the handicapped. The concept of risk is used in a statistical
that= not all elderly or handiCapped persons are in need
pn:iblems. Still, these subpopulations are more likely to

ve problems as compared to other groups within the population.
minim.ize 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, Le, membership in the
group, the individual or family is entitled to the benefit. The So-
ciril Security program, specifically the old age pension program,
-comes -closest to these concepts of universal coverage and member-
ship in an-at-risk population group_ Benefits are not determined
hy 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

In .thisthis country it is argued that universal 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
reasoning 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 practicallevel, this 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
provision is usually associated with a stigmatization. Even if the

:i:ncorne level were to be reasonable, e.g, $10,000 or even $15,000
er. many families would not subject themselves to the

SCreening- For many, it means an invasion of privac3r; for
it is a strong dislike for any program that seems to be char-

?' ity.',FUrthermore, if benefits are income related, there is a danger
fs,hat the income level will be lowered (e.g., from $10,000 to $8,000)

of retrenchment Such was the experience with Medi-
large groups- of previously eligible individuals and fami-

dropped from the program_ This is not posssible 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 ulsed in defin-
ing group membership or eligibility. Given the uncertainty of de-
mand, it is reasonable to begin with the most severely handl-

...capped and, at a later date, reassess whether other groups should
be ir '-ided_ This, of course, was the experience in the United

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 workshops
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 1the anal-
ysis of existing social policies as they relate to the family. Al-
though, as noted, a number of policy institutes have been estab-

N.
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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 will provide important information that does
not exist

It is apparent that respite care is not available in many loca-
tions and, where available, is inadecwate.. Research is needed to
identify the barriers associated with this low 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,

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 prey-
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_ Political 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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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 posszl)le, these families will again be pPrwsalized.
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 place, these families 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 of 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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