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THE FREE CHO CE PRI NCI PLE I N THE
CARE OF THE MENTALLY RETARDED

This presentation is the product of the collective thinking of
several menbers and staff of the Research and Advancenent Subcommittee
of the President's Commttee on Mental Retardation. Patrick Doyle,
Matilde Krim Allan Menefee, Ceorge Tarjan, and Donald Stedman (1967)
were of particular help in developing this concept. However, | take
responsibility for its consequences.

The Medicare Act of 1965 initiated a revolution in nedical care for
the elderly, and for the indigent and nmedically indigent. Title V
initiated conprehensive care of children; Title XVIII initiated a health
i nsurance program paid for during younger working years, and utilized
after age 65; Title XIX initiated a free choice system of nedical care
for the poor rather than the previous welfare system which forced many to
city and county hospitals for the poor

| am proposing that we need a Mental Retardation Care Act of
1969, equivalent to the Medicare Act of 1965, nmking possible the in-
di vi dual selection of programs and facilities by each famly of the
retarded, so that not only public (state or local) institutions wll
be providers of care.

The Medicare Act of 1965 provides for reinbursenent, on a ful
cost basis, for expenses in private or public, profit or nonprofit
hospitals; in nursing homes, proprietary or nonprofit; and for private
physician's services.

What inmpact has this act had on the users and the purveyors of
service? What has been the response of the public and the private
health industries to that act?

In less than 2 years of operation, there has been a dramatic shift
fromcity clinics and city hospitals to private physicians and private
hospital s even though these latter may be | ess accessible. Indeed, there
has been a rejection of public type care: for the first tinme, city
clinics and city hospitals are experiencing decreases in registration
and patient census. Even Cook County Hospital is no |onger overflow ng.
Free choice has noved the consumer away from public nmedicine. | amtold
that a nei ghborhood health project of the Ofice of Econonic Opportunity
was rejected by the poor of San Francisco. They are tired of long |ines,
massive facilities, and inpersonal care, and they want a m ddl e-cl ass
system of care.
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In response to this denmand for private services, facilities are
being built or altered to provide nore acceptable environnents for
patient care. City hospitals are undergoing face-lifting operations
that are transformng the | ong benches to privatelike clinics.

More pertinent to our argument in mental retardation is this
remar kabl e statistic fromthe Social Security Administration: in only
twenty-one nont hs of operation of the Medicare Act, the nunber of nursing
homes has increased from 1,200 to over 4,000; and while many of these are
proprietary, alnost all meet accepted standards. Likew se, the Snal
Busi ness Administration reports that the nost common | ow i nterest | oan
whi ch they currently advance is for nursing hone construction.

The sinmultaneous presence of funds to support private care as wel
as demand by patients for such care has created a burgeoni ng new i ndustry.
In a free enterprise system such as ours, the presence of consumer demand
and consunmer capability to pay rapidly leads to better facilities and
better prograns on a conpetitive basis.

Yet neither new facilities nor new program plans coul d be operated
wi t hout professional nmanpower. What has been the response here? In fact,
an enornous numnber of trained nursing and nedical personnel has appeared--
al nost "out of the woodwork"--because these new facilities are small, very
personal, easily accessible in our suburbs or near our popul ation bases,
close to the hones of nurses fornmerly in retirement, close to physicians,
to volunteers, close to the hones of families of the beneficiaries.

Let us now contrast extended care for the aged under Title XVIII of
the Medicare Act, or acute care for the poor under Title XIX, with the
care of the severely and profoundly retarded in nost of our states.

Unl ess parents are indigent or nedically indigent (e.g., an in
cone under $3,100 for a famly of four in Maryland), or unless they carry
an unusual variety of health insurance, they nust bear the full cost of
di agnostic and therapeutic studies in the first several nonths of life of
a severely handi capped child. Birth defects are onitted from coverage in
many health insurance plans. It is little wonder that young famlies are
wrenched apart with hospital bills that disrupt the future of the norma
as well as the affected child.

As the handi capped child grows, opportunity for day care is
limted by the tenuous financial situation of private or, sonetines,
public agencies. Rarely are young couples able to neet the full cost of
even day care. What if care out of the honme is needed for the well-being
of the child or famly? What are the options for the famly? For al
practical purposes there are no choices. There is only one answer:
public care.
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Extended care in private facilities for the nentally retarded is
al nost never covered by private insurance, not even by ngjor nedica
benefits. The cost of private residential care is geared nore to the |ess
severely handi capped, especially those with enotional disturbance, and
amounts to four to eight thousand dollars per year. Such costs cannot be
nmet by other than a small segment of our upper class. Not only the |ower
cl ass, but even the niddle class in a sense becones nedically indigent and
must turn to public care for the retarded

VWhere is this public care located? Usually many mles away, some-
times even across state lines. And what are these public facilities
i ke? Large, old--planned years before our nmodern concepts of handling
the retarded were devel oped--i npersonal, crowded.

Yet these facilities represent a major capital investment for the
state: |arge physical plants, large civil service payrolls, and |arge
commitments which mnimze change sinply fromthe enornous inertia of
such nmonolithic systems. Even now, nmany of these excessively large facil-
ities are being enlarged still further

Wth all respect to the efforts of prograns ained at inproving
existing residential facilities, these are stopgap neasures. Only a
totally new approach can produce najor changes.

Vhat if public institutions do not satisfy parents? What if care is
poor? What if distances are too great? What if legislatures limt
appropriations?

Now, under our present system families have no options--no nore
free choice than the nmedically indigent 3 years ago--only the "city
hospital"™ for the retarded; sone are good, many are bad.

How t hen can opti ons be devel oped? How can the free choice prin-
ciple be applied to long-termas well as acute care? By providing a new
basis for reinbursenent: insurance, supported on the w dest possible
base, and designed to neet unexpected and catastrophic financial burdens.

The application of the same principles as those of the Medicare Act
to the care of the severely and profoundly handi capped child woul d nmake
possi bl e, on an insurance basis, paynments to famlies to assist in
providing care where famlies rather than public officials prefer it.

Fam |lies could then choose facilities and progranms, day or residential
whi ch were nost acceptable to them just as with acute nmedical care

363



Wth consuner denmand and consumer capability to pay, a nmultiplicity
and variety of facilities to nmeet a variety of needs would be created,
just as with the Medicare Act. Snall size would be inevitable because of
limts on local capitalization for such ventures. Small size, intinacy,
personal involvenent, volunteer and parent participation would result.
Wth demand, new job | adders, new job opportunities would arise close to
hone, accessible as well as available to the married wonmen and the vol un-
teers, young and ol d, of urban and suburban society.

Nonprofit and proprietary both could flourish--regul ated nore by
consumer satisfaction and conpetition, by parent boards and comrunity
| eaders than by |egislative committees or even boards of trustees that
"visit" the institution once a year.

How woul d an infant, child, or adult enter this new systenf? By
application fromthe famly, or an agency acting for the famly. Deter-
m nation of disability would be made by nedical, psychol ogical, and other
disciplines. |ndeed, appropriate study for each child would be
guaranteed as a byproduct of this system

The conprehensi veness and cost of such a program woul d be dictated
by demand. Medical care, nedically oriented therapies, nursing, physica
t herapy, behavior analysis, and the |Iike would be provided under such a
Medi care extension. Since education is essential for many of the
severely handi capped, the cost of education activities should be borne by
state or | ocal educational structures in those cases where such is not
provi ded by the public schools. This principle should be nmaintained
because education is a public responsibility by tradition so firnmy rooted
that it could not and should not be shaken. Wthin linmts of their
i ncome, families would be expected to bear costs to the same extent they
woul d bear costs for a norrmal child at honme. Thus, these three conponents
woul d conbine to neet the total costs of services.

The reasonabl e cost of such a programnationally woul d approxi -
mate 1.2 billion dollars annually, liberally calculated. Mich of this
woul d be a replacenent for present expenditures from state and | ocal
appropriations. To an enployed person it would represent an increnent
of 0.19 percent of taxable base inconme, and a simlar increment to the
enpl oyer--a price to pay, not insignificant, not easily bought by
politicians, but one that |abor unions and mddle class will buy.

I ndeed, the possibility exists that the cost nay be no greater than
in the present system despite nmarkedly inproved services because of the
reduction in overhead that inevitably acconmpani es nmassive facilities,
massi ve personnel rosters, with their supervisors and supervisors of
supervi sors.
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To this point | have presented only the positive aspects. Needless
to say, there are potential flaws: parents and government exploited by
entrepreneurs; governnment exploited by parents and physicians; parents
m ght not foll ow adequate counsel; parents may die, leaving the child
wi t hout guardian. This |ast problemnust be faced realistically, and a
surrogate parent, a |life manager behind the scenes, nust be created
i nstead of the dependence upon the security of isolation in the large
institution where the superintendent is the |life nanager for thousands.

Yes, this is an extension of social security to a different group
but not to a different purpose.

Sonme nay say it is a step down the road to nore socialized nedi-
cine. To those | would say the present systemis the ultinate in
soci alized nedicine: state facilities, state-operated, state-controlled
st at e- regul at ed.

There are concerns: there are dangers. California is partly ex-
perimenting, but inadequately so, w thout an adequately broad base of
i nsurance coverage. Canada seens to be noving successfully in this
direction.

Sooner or l|ater, parents of the retarded will demand options--
options which they control, not others.

In a free society, sooner or later, free choice is inevitable,
even for our least privileged: the retarded. The wise society wll
act speedily to create a nechanismfor this free choice, and bring to
parents of the retarded everywhere a new cause, a new involvement, a
new opportunity.
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