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HEALTH CARE FOR OLDER AMERICANS: THE
“ALTERNATIVES” ISSUE

WEDNESDAY, NOVEMBER 23, 1977
U.S. SENATE,

SeeciaL CoMMITTEE ON AGING,
Tallahassee, Fla.

The committee met at 9:15 a.m., pursuant to notice, in the Georgia
Bell Dickenson Housing Center, Hon. Lawton Chiles presiding.

Present: Senator Chiles.

Also present: William E. Oriol, staff director; Iathleen M. Deig-
nan, professional staff member; David A. Rust, minority professional
staft member; Thomas D. Woodbery, legislative assistant to Senator
Chiles; Boley Johnson, district representative for Senator Chiles;
and Patricia G. Oriol, chief clerk.

OPENING STATEMENT BY SENATOR LAWTON CHILES, PRESIDING

Senator Cuires. Good morning. Today, the U.S. Senate Committee
on Aging resumes its hearings on community health and long-term
care for all older Americans.

The committee has already conducted hearings in Washington, but
I consider it important for the committee to come to Florida, the
State with the highest proportion of elderly in the Nation. Florida’s
experience and plans in developing community options for long-term
care will be, I think, of great value to the committee as we develop
legislation and look to the future.

I think it is also appropriate that we should have the hearing in
this building, which has served so well as a housing alternative. I
thank our hosts for making this space available to us today.

I am deeply concerned about Federal long-term care policies and
how they make it difficult for State and local governments to develop
effective programs to care for frail and handicapped older Americans.

We found contradictions in policy from one Federal agency to an-
other. We found real shortcomings in vision. We talked to people
who tried to develop adequate home health and home help services.
They struggled to build programs of adult day care or provide hous-
ing with adequate services, but they encountered almost insurmounta-
ble obstacles, and generally those came from the Government.

The Department of Housing and Urban Development told a woman
in California that she could not, under existing regulations, include
a center for health services in an apartment building for the elderly
because it would be a “major commercial facility.”

(711)
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We also found there was no one within the Department of Health,
Education, and Welfare with responsibility for the development of a
long-term care policy.

ApyiNisTRATION RESPONSE

We have made some progress. At my urging, the Department re-
cently gave the committes assurances that they will place a very high
priority on improving the delivery of long-term care services. They
have also consolidated responsibility for policy development in serv-
ices which support independent living among the chronically ill or
disabled.

I consider these actions a major breakthrough, but we are still far
from a national policy to encourage this development.

Quite often, the real initiative is being taken by the States. T am not

surprised at that. That has always been so. It has always been a part
of our system, and I think it is good, but I think if we could have the
Federal Government see a little quicker the good that is going on in
the States, that would help much more. -
. Iam concerned whether Federal policymakers will learn from these
initiatives. We are experimenting and demonstrating all over the
Nation. but are we going to find a way to share and learn from these
valuable experiences? .

That is why we have come to Florida. There is much experience here,
and we came to hear you give us those experiences. ‘

Some witnesses will describe the initiatives taken under Florida’s
Community Care for the Elderly Act, which authorized demonstra-
tions in home delivered and family placement services, multiservice
centers, and adult day care.

We will also hear from persons who are concerned about the future
care in nursing homes. Most experts agree that we must make a com-
mitment to community alternatives to institutional health care for the
elderly. However, we must not forget that many people will need the
kind of intensive care that can only be provided in a nursing home
setting. As important as the development of alternatives is, we can-
not ignore the improvements which must be made in our Nation’s in-
stitutional health care.

I believe that we have now achieved an awareness of the needs and
some momentum in developing solutions, but we can’t stop where we
are. Major decisions still must be made not only on what the Federal
role in this development will be, but also on what the most appropriate
services should be.

It seems, over the years, that when you get to the point where you
have to make a tough decision, the easiest thing is to study it and put
it out on the pile. I think this is one area that we have studied and
studied, and piloted and piloted, and now we have to look at some of
the results we have, and say we are going to embark on a program, and
we are going to try to quit determining if it is going to save money or
cost more money if we decide. I think we really have decided, or we
should decide, that these alternative forms of care arc necessary for
relieving the pressure of having to build more and more nursing homes
and other complete institutionalized care. If this is the only humane
thing to do, to allow the elderly to not have to be institutionalized for
as long as possible, then I think the time has come for us to go forward
with these commitments.
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We are delighted to have the opening panel on community care for
the elderly and to have Representative Rish, who has been taking a
leadership role in this area. We also expect to have other people here.

Mr. Lipscomb is here as the staff director of the aging and adult
services program office from the Florida Department of Health and
Rehabilitative Services. We think we will have a couple of other mem-
bers come in. We will start with you, Mr. Lipscomb, and let you
proceed.

PANEL ON COMMUNITY CARE FOR THE ELDERLY

STATEMENT OF E. BENTLEY LIPSCOMB, TALLAHASSEE, FLA,
PROGRAM STAFF DIRECTOR, FLORIDA OFFICE ON AGING AND
ADULT SERVICES

Mzr. Lirescoas. Thank you, Senator Chiles.

We appreciate the opportunity to be here today as you continue to
receive testimony on “Health Care for Older Americans: The ‘Alterna-
tives’ Issue.” The Florida Office on Aging and Adult Services is vitally
concerned with this issue, which affects so many older Floridians pres-
ently, and will impinge on the lives of countless others in the future.

With the advent of medicare in 1965, the Federal Government in-
creased the financial means with which elderly were able to obtain in-
stitution and home-based, skilled nursing care, oftentimes referred to
as long-term care, despite the programmatic limitations which you
mentioned, which make it anything but long-term care. Medicare fos-
tered the development of ostensibly less costly and more appropriate
services than those of acute care in a hospital, but similar to other
health care costs, the costs of long-term care have increased dramat-
ically from $250 million in 1967 to $15.5 billion in 1976. -

Now as in 1965, we are seeking less costly and more appropriate al-
ternatives to long-term care, only now we are seeking alternatives to
what was then the solution. With costs of institutional long-term care
comprising by far the largest portion of our total health care dollar
and 98 percent of the medicare reimbursed long-term care, we have
finally begun to seriously seek community, home-based homemaker,
chore services, day care, and nutrition programs, based on a belief that
noninstitutional alternatives which address the difference between the
client needs and provider capabilities will be more economical in the
long run.

The cost of services is not the only problem in health care for the el-
derly. The health service needs of the elderly are primarily in the areas
of chronic disease, rehabilitation, long-term care, home health care,
and preventive medicine. However, these are the areas in which the
present American health care system is the weakest. The system is
oriented toward treatment of acute illness rather than long-term.

This situation is reflected in and reinforced by current medicare
and medicaid programs which encourage institutionalization by pro-
viding the greatest coverage for institutional care. There is at the
present time no coordinated approach that can give older persons the
care necessary to prevent serious illness and to maintain and improve
their health. . '
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Maxy Erements In Prace

Many communities have the elements of a coordinated health care
system—medical personnel, hospitals, nursing homes, day care center,
clinics, screening programs, home delivered meals, and transporta-
tion. These are some of the things necessary for appropriate care. Nor
are medical services adequately coordinated with vital supportive
social activities. As a result, many older persons are institutionalized
because no other alternative exists and many others go without neces-
sary care.

I would add, parenthetically, that another thing that is beginning
to disturb me greatly is that there is little or no coverage for the person
who finds himself ofder in the American society today and is not pov-
erty stricken, that people who have taken care of themselves all their
lives, have accumulated funds, are able to purchase and seck out care
in other instances. Federal programs basically take care of the poverty
group, but the large mass of people in the middle find themselves Jook-
ing for resources which in many cases do not exist.

Contrary to popular belief, most people do not live in institutions. In
fact, on a national average, only a small percentage are in nursing
homes, which often results from factors other than mental or physical
conditions. Generally, 10 to 20 percent are recovering from a recent
acute illness and will stay in the nursing home until their condition
improves enough to allow them to care for themselves, which is usually
less than 3 months.

However, for 80 to 90 percent of the patient population, the nursing
home provides a residential setting with some medical services. For
many of these patients, it was a need for personal care rather than for
medical care, which led to their admission to the nursing home. One
recent study of nursing home patients in another Staté concluded that
only 37 percent needed skil]eg care, another 26 percent needed mini-
mally supervised living arrangements, 23 percent could manage at
home with periodic home visits by a nurse, and 14 percent needed no
care or supervision at all, but were simply being kept in the facility.

For a smaller number of older persons—it is imperative because
of the level of care needed, and for these persons quality must be
assured. However, the nursing home should be viewed only as one of
the many alternatives in a coordinated continuum of services. Accord-
ing to statistics, 25 percent have a chance of being institutionalized
before death. Persons most likely to be institutionalized were identified
primarily as those who were socially isolated to some degree, those
living alone, those without a spouse, and those with few children, and
women. In the State of Florida, we have a particularly acute problem
in that many people move here from other States and leave their ex-
tended family behind, either in the North or the Midwest, and when
a tragedy befalls them here, they are more likely to be institutionalized
than possibly in other sections of the country, where théy would be in
close proximity to family.

Frorma Communiry CARE ProcrAM

T would like to address and emphasize the State of Florida program,
which we call community care for the elderly. The basis for this pro-
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gram is a continuum of care. By coordinating a broad range of services
which we. identify as preventive, the elderly are able to stay in their
own homes as long as possible. When physical, emotional, or social
incapacity begins, interventive services can be instituted to maintain
independence and dignity. Examples of preventive services are tele-
phone reassurances, health maintenance, counseling, transportation,
and leisure services. .

Home delivered meals, homemaker, home health care, adult day care,
family placement, adult foster home placement, and adult congregate
living facilities placement are some services which we consider to be
interventive, , : _ .

Florida has, as you have mentioned earlier, the fourth highest
elderly population in the United States, and the highest ratio of elderly
to total State population. Dade County alone has more people over 60
years of age than do 16 other States combined. Hillsborough and
Pinellas Counties have more senior citizens than do 21 other States
combined. By 1979, the elderly population in Florida is projected to
increase to over 2 million. ‘ _ S .

Problems facing many of our elderly include fixed incomes, limited
mobility, frailty, poverty, lack of transportation, mental héalth prob-
lems, nutritional inadequacies, chronic illnesses, isolation, aid so forth.
Those elderly who are most likely to need specialized services are as
follows, and these are based on present statistics: '

Presently we have people 75 years of age or older amounting to
506,046 Floridains; single or widowed women living alone, 376,039;
minority aged, 152,451 ; and rural elderly, 147,159. '

As of July 1975, approximately 30,000 aged Floridians were resid-
ing in institutions such as nursing homes or mental hospitals. An esti-
mated 16 to 30 percent of those persons could have remained in the
community if home or community services had been available to them,
or if the family placement program, which we anticipated beginning
in January, were operating at that time. The heavy utilization of
nursing homes is attributed to the lack of community services available
to impaired elderly persons who have difficulty attending to their
daily needs without assistance. Some families lack financial resources
imd support services to care for and support elderly relatives in' their
homes.

In Florida, an estimated 229,366 to 305,821 elderly persons—12 to 16
percent—are functionally impaired. Based on national statistics, a
conservative estimate of 34.2 percent of those persons currently re-
ceiving home delivered services would otherwise require institutionali-
zation.

The unmet need for the three statewide core community care
services—home health, homemaker, and home delivered meals—is be-
tween 4 and 6 percent of the noninstitutionalized elderly.

T will give you some other statistics to go into the record, but let
me just say we have begun new pilot community care programs in six
areas in the State of Florida. They are not as yet full blown, and they
are not generalized to the entire State. We are hoping, with the avail-
ability of funding, to do this in the near future, but we feel that it
is crucial .to institute community care statewide. I don’t want to give
vou the notion that these services are in place in all of the.counties
in Florida at this time. ' ’ '

23-058—78—2
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76,000 To 115,000 WireOUT ACCESS

These figures translate to between 76,455 and 114,683 people who
need but do not have access to homemaker services, personal home
health services, and/or home delivered meals. The demand for these
services, based on a survey, does not include the number of institu-
tionalized older persons who could return to their communities if these
services were available.

The elderly become ill with greater frequency than younger persons,
and when they become ill, their illness is of longer duration. Although
people 65 years of age or older comprise approximately 10 percent of
the total population, they account for 30 percent of health care costs.
Many of their special needs are a result of an acute or chronic illness
which limits their mobility and decreases independence. Approxi-
mately one-third of the elderly who need home-delivered services have
conditions which require continuing care; the remaining two-thirds
have short-term needs resulting from an illness or personal crisis.

When illness strikes, homebound elderly must rely on friends, fam-
ily, or home-delivered services for subsistence. Between 1970 and 1975,
the number of field visits by the health department decreased from
500,000 to 350,000. The emphasis for this period of time was on the
clinic service program. Increased field visits, as a core public health
service, is recognized in the next budget period. At the present time,
the department is evaluating the purchase of home health care from
profitmaking organizations.

Inflation has eroded the purchasing power of persons on fixed in-
comes. Rising unemployment has reduced job opportunities for elderly
workers. For persons on fixed incomes, it is increasingly difficult to
absorb the cost of providing for their own medical and social service
needs. According to the 1976 University of Florida statistical abstract,
in 1969, the per capita annual income distribution for the elderly
shows that 60 percent of the individuals in the State who are elderly
had incomes between $1 and $2,999; so roughly, 60 percent of the peo-
ple 60 and above had incomes under $3,000; 17 percent were between
$3,000 and $5,000; 16 percent were between $5,000 and $10,000; 4
]S;erce(r)lt were between $10,000 and $15,000; and 3 percent were over

15,000.

So you can see that by far and away the majority of these people are
not, affluent, contrary to popular belief in some quarters.

Professionals frequently find their clients put on waiting lists or
unable to obtain personal home health services due to the disparity
between the actnal service cost and the reimbursement rate. As of
September 1977, medicaid paid $7.50 for a home health aide visit
while the average fee charged by private home health care agencies
was $11. Adjusting the medicaid reimbursement rate for personal
home health services would make these services more accessible to
SSI recipients and other clients.

According to statistics from the Social Security Administration, 12
percent of the elderly in Florida are not covered by medicare and 2
percent, of those that are covered have minimum coverage. Although
most medicare eligible elderly have maximum coverage, including pre-
ventive medical benefits with a doctor’s prescription, there are no bene-
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fits in medicare for maintenance medical care or for custodial care,
such as homemaker service.

Maintenance services are services provided to individuals who need
help in daily living, or to prevent further deterioration of individuals
with chronic physical and mental health conditions. The general pur-
pose of maintenance services is to enable an individual to participate
in the community to the fullest degree to which that individual is
capable. According to statistics compiled by the Florida Program
Office on Aging and Adult Services, nearly all the demand made on
home health carc agencies for therapy and social services comes from
the elderly, while they constitute only 30 percent of the demand for
skilled medical care. Without the maintenance and custodial care serv-
ices, which are an integral part of community carve for the elderly,
many elderly persons would prematurely require placement in an in-
stitution where these types of services are provided through medicare
and medicaid.

“Seur-Furriuine Prorumcy”

Going back to the issue that you mentioned earlier, about the con-
flicting resolutions, we find that these services can be provided once
these individuals are placed in an institution, while they cannot be
provided while they are not in the institution, so it is a self-fulfilling
prophecy in that respect.

Senator CrmmLes. Right.

Mr, Lirscoms. In 1977, the average State payment for medicaid
patients receiving the lowest level of nursing care was $4,284 per year.
In comparison, during the same year, the maximum annual cost for
adult day care services was $2,860 per person. Besides the cost avoid-
ance of developing alternatives to institutions for elderly persons, ex-
tending an older person’s stay in his community far outweighs the
potential negative effects of life in an institution and the lack of stimu-
lation and personal care that often accompanies it.

Alternative living arrangements are programs high on the list of
priovities in Florida. Our adult congregate facilities licensure pro-
gram is at present assuring that over 600 facilities meeet established
standards of personal care for over 18,000 residents with minimum
care cost at approximately $2,400 per year.

Based on a 1972 HEW study of home delivered programs, approxi-
mately 34.2 percent of elderly program participants would require
some level of institutional care if services were terminated. Through
DIHRS delivered and purchased services, an estimated 17,000 per-
sons are receiving home delivered services at a maximum annual cost
of about $2,000 per client. If 5,814, or 84.2 percent of these individuals,
were in intermediate level II nursing beds, the total annual medicaid
cost, as of Augnst 1977, would be $24,907,176, in comparison to a maxi-
mum total of $11,628,000 for home-delivered services. This appears to
lend credence to your statement earlier that it would appear to cost
much less than to provide these services in the community.

As stated in the overview, the community care concept provides for
a continuum of services, all of which may be needed in different com-
binations by any one person as he or she grows older. An isolated
service geared toward the health or social needs of senior citizens is
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not community care because that service focuses on o specific im-
mediate need and may not provide whatever additional support serv-
ices may be needed if changes in physical or emotional condition or
consumers require a different type of service. Community care must
include at minimum homemaker/chore services, personal home health
maintenance care, home-delivered meals, and transportation. As re-
sources allow, the, minimum components of all community care pro-
grams in Florida must be expanded to include adult- day centers,
family home placement, leisure programs, and congregate meals.

Tt is our recommendation that sérvices of a prevéntive or interven-
tion nature, as previously described in our community care for the
elderly services, be accessible to the elderly and that their access be
simplified and consolidated with cash assistance programs by estab-
lishing universal, or at least equitable, eligibility and benefit
standards. . o

In conclusion, I would urge the committec to consider a continunm
of services for the elderly as represented by the department of health
and rehabilitative services community care concept. In order to achieve
this objective, existing or proposed Federal programs—such as the
Older Americans Act, title XIX and title XX of the Social Security
Act, welfare reform, national health insurance—all should provide
coordinating rather than conflicting assistance to our increasing elder-
ly population.

Thank you.

Senator Currrs. Thank you.

Billy Joe. we would be glad to hear from you now. We recognize
the leadership role that you have been performing in the Florida
Tegislature in this regard, and especially in trying to keep some of

these folks at home and with their families. . :

STATEMENT OF HON. WILLIAM J. RISH, CHAIRMAN, COMMITTEE
ON THE JUDICIARY; MEMBER, COMMITTEE ON APPROPRIATIONS,
FLORIDA HOUSE OF REPRESENTATIVES :

Mr. Risw. Thank you very much, Senator. I would like to say T have
a feeling, like President Kennedy once had, when the great brain trust
got together for an evening meal. He said, “T think this is the greatest
congregation that has been assembled since Thomas Jefferson dined
here alone.” T want to tell you that this is the greatest bunch of brains,
and the greatest bunch of people I have been with in a long time, and
I am glad for the privilege of being here.

T want to tell vou, Senator, how grateful we are that you continue
to stav in touch with the constituents back home, and how much we
appreciate you coming back and being a part of leading this panel
discussion in trying to find some ways to alleviate the problems of our
senior citizens.

T want you to know that we feel about you in northwest Florida
just like the Mexican, Jose, said they felt about him after he visited
the United States. He had always wanted to go to the United States,
and when he finally made it, he wanted to see a ballgame. Jose went
to the stadium, but all the seats were taken. The only place they could
place him was on top of the flagpole. When he went home and ex-
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plained to his friends how much he had enjoyed it, they said: “TTow
about the American people ¢” )

He said, “They are wonderful, they are compassionate, they are
understanding, they are real interested in you. You see, I could not
find a seat, and I got up on the flagpole, and before the ballgame even
started, they stood up and looked at me and said, ‘Jose, can you see?’ ”
[Laughter.] ) ) i

You are just that welcome here this morning, Senator Chiles, and
we feel just that much a feeling of love for you and ({our concern.

I want to say, first of all, that the bills we passed during the last
session were not aimed at abolishing nursing homes, they were not
aimed at abolishing the programs that are so \von:'lerfg], like the
one that is part of the apartment where we are meeting this morning,
but rather they are a viable alternative for those people who need
an alternative situation.

There are a number of reasons why I think some home care for the
clderly, through a subsidy program, is a better alternative than the
nursing home, First of all, let me say that in many areas of this State,
the nursing homes are overcrowded, and some of them, either through
their own design or through trying to help too many people, are trying
to take care of more of our senior citizens than they can adequately
care for. '

‘We passed some measures that would try to assure minimum care
for the citizens in these institutions, but it still leaves much to be
desired, and I don’t think the people who run these institutions wonld
disagree with that. '

“Tare Pressure Orr NURrsiNG Honres”

First of all, then, home care for the elderly would take some pres-
sure off of the nursing homes in some of the areas of the State where
they are overcrowded.

Second, let me say that people who have been studying our senior
citizens and the problems they encounter, say there are two areas of
outstanding trauma in the life of any senior citizen. One is when that
person retires. This always brings about a great change in the life
of a person when he or she gives up employment after 20, 30, 40 vears
and all of a sudden you get up at 6 or 7 o’clock in the morning and
rather than going to the factory or school or somewhere else, you have
a lot of time on your hands.

The second traumatic experience, we are told, is when for some rea-
son or another, many times through ill health or through death or
some other reason. the family unit is broken up. So it was these preb-
lems that, we were aiming at.

Third, there is a great mass of people—if yon listened to Mr. Lips-
comb as he told us about the percentages and the incomes that our
senior citizens have—there is a great gap in this country today, or in
this State today, or there was prior to the last session for those people
to get any assistance at home, they had to have more than $177 a month,
but nnder $485 a month. Now., either of these groups qualified to o to
the institutions and the Federal and State government wounld pick up
from $535 to some $710. or $720, or $730, or something, if you wanted
to put them in a nursing home.
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Let me say that I lived with this problem for 10 years with my
mother and father. My mother was able to care for my father in their
home, and they were able to provide their resources. We lost my father
this year. They didn’t have to have help because they had a little bit of
resources and it held out as long as mother and dad had to have it,
but they fell in the gap between the $177 and $485 of income. So, any
time we could have placed them in a nursing home, but we didn’t.
Mother didn’t want him to go, and many members of the family agreed
because as long:as we could maintain that family unit; we wanted to
maintain it, and we did. o : L

I got to looking around at the vast number of people who fall in
that income category, and I-found out that even though'we had passed
a home care for the elderly bill in 1975, we had not done anything for
people in that bill unless they had less than $177; and it is helping
them a great deal. :

A lot of the backbone of our Nation is comprised of these people in
this group, who retire on these income levels: Now, if you have $2,000
a month income, or $1,000, or $1,500 a month income, you could pretty
well take care of yourself and write your own ticket and go where you
want to—not as much as you once could, but that is because of inflation.
But, any more, these people that we were shooting at, were the in-
stances in which they would not qualify for our community care pro-
gram of 1975, but didn’t want to go to the nursing home, and still
could stay at home.

No Monzey For Home CARE

Now, what did we provide for them? Well, first of all, I was very
shocked when I found, Senator, that in the closing days of the legis-
lature, I thought our program would have some $4.5 or $5 million in it.
But because of the way the Federal regulations were written, and
because of the way titles XIX and XX are written—I. believe those
are the applicable Federal sections—the Federal Government would
be glad to help us send this group off to the nursing homes and pay
from 75 to 90 percent, but they would not give us a dime to help keep
them at home. So I wound up with $5,000 to be spent on a pilot pro-
gram in a metropolitan area and a rural area. The Department has
been very kind. They have decided that representatives of district
9 who received the rural section, which will be in district 2 here in
Tallahassee—which I happen to live in, and I am glad they decided
that was a good district—and they are going to pick a metropolitan
orea and use part in one and part in another, so we will know more
about it next time. I am requesting—because basically of the same
reason involved of the good things that I think can come to many
people by allowing them to stay at home a little longer—that you assist
us, perhaps, in getting the regulations changed and the laws rewritten,
to where we could put up our State match and could help the people
in this group.

Now, let me just comment briefly on what we are going to help them
with. We are not going to say we have to have a medical doctor come
into there, but if he has to, fine, we will do that. We are not going
to say that you have to have a registered nurse come in there, but if one
is needed, we will pay for it. We are not going to say that you have
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to have & maid 2 hours or 4 hours a day, but if that is what is decided is
needed, that is what we are going to do. If we need one meal cooked
at 12 o’clock, we will do that, It we need a wheelchair, we will buy
that. If we need a hospital bed, we are going to buy that. Whatever 1s
needed to make a richer life for that person, we are going to try to
do it, if this is the only alternative. , R

Now, there are a few people that might say, well, this..is_sort of
mercenary because you are going to give a 'son some.money- or a
daughter soine money for doing what they ought to do anyway. If
their income is under $435 a month, they are not going to have any
money to waste, and it may well be that our schedule of payments
which run from 10 percent to 45 percent of the amount-expended for
nursing homes and actual dollars—we are talking about a total sup-’
plement of $50 to $250 a month. We feel that that little bit of money
In many instances, will go a long way toward helping a wife, or a
son, or a husband, or a daughter, or some other loved one keep thatunit
intact. This may be the panacea, but it reminds me a little of the base-
ball game where they were playing the local team and the visiting
team came in with all of its people. And for the local people, only
the pitcher and catcher and one fielder showed up. But they went
ahead and played anyway and they lost 28 to 0. The next night they
had a community meeting to determine what they would do with
their baseball team. This one old gent got up and said, “Well, the
first thing we have to do is change pitchers.” [Laughter.]

Ve have to do a lot mcre than change pitchers. We feel strongly
enough and dedicated enough about this challenge or this ball game,
if you would. that we are going to continue to enlist players and
enlist your help and your support and we just are going to do a darn
good job for our senior citizens for what they have done for us.

[Representative Rish submitted for the record the following report
on home care legislation in the Florida Legislature :]

. HoME CARE FOR THE DLDERLY: AN ALTERNATIVE TO INSTITUTIONALIZATION
. OF THE AGED

SUBSTANCE OF THE LEGISLATION

(1) The 1977 Florida Legislature passed a bill meant to supplement chapter
400 of the Florida statutes, relating to the licensure and regulation of nursing
homes and adult congregate living facilities. .

(2) The bill is an attempt to encourage the care of elderly citizens in family-
type living arrangements in private homes, rather than in nursing homes or
other institutions.

(3) Basically, the new law provides that the department of health and reha-
bilitative services shall pay to private individuals caring for the elderly a State
supplement, rather than paying nursing homes to care for them.

(4) HRS has been directed to develop a schedule of payments by January 1,
1978. The payments are to be no less than 10 percent, and no greater than 45
percent, of the current rate paid to nursing homes for the lowest level of care.

Right now, the rate paid to nursing homes for the lowest level of care is $535 a
month. Therefore, the payments under this new home eare program will range
from $53.50 up to $240.75 during the first year.

The rate of payment will be based upon the financial status of the person
receiving the care.

Payments may be made for such things as: (a) Housing, food, clothing, and
incidentals; (b) medical, pharmaceutical, and dental services not covered by
medicare, medicaid, or insurance; and (c) specialized care required by the
elderly person. .
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(5) To insure that the elderly citizens will receive good care, HRS has bgen
directed also to establish minimum standards and procedures to be used in caring
for the elderly at home. Under this plan, HRS will have standarc_l's by which to
approve persons who wish to provide for an elderly person in their home.

(8) To be eligible for this program, the person receiving the care must be at
least 65 years old and have lived in Florida for at least 1 year. L

The person must also meet certain financial criteria, ungler either title XVI,
supplemental security income (SSI) or the financial criteria established under
the current statute for nursing home care. , _ ;

Right now, the maximum income allowable for eligibility 1§or SSI is $177.80.
(There are about $20 worth of exclusions, so that the true maximum income level
is about $197.80.) = o ’ . o

The current maximum income level for eligibility under the nursing home pro-

| gram is $485 a month. . : S

| -These fizures create an inequity as far as care for the elderly is concerned. The

| poor are provided for under SSI. The rich, who make over $485 a month, may
afford to be taken care of outside a nursing home. But what about the family who
has an elderly member who makes too much to qualify for SSI, but is definitely
not rich? If the elderly member makes less than $485 a month, he may qualify
for State-supplemented care in a nursing home. Qutside the nursing home, the
family receives nothing. Therefore, since the family can’t afford to care for the
elderly person at home, the system forces them to place the person in a nursing
home. o ’

This plan alleviates that problem by making payments to qualified families
who care for. their elderly outside the nursing home.

INTENT OF THE LEGISLATION

It is generally agreed among people who study this sort of thing, that the rate
of mental deterioration among the aged can increase substantially as a result of
two things : First, upon retirement or loss of job; second, upon entering a nursing
home or some other institution. There isn’t a great deal we can do about the first
one. We may push the dates back a little to allow a person to work longer; but
most of us must stop working at some point, and many of us actually look forward
to it and plan constructive alternatives.

But, as to the second problem, I think there is a lot we, as legislators, can do.
At the very least, we can stop encouraging the institutionalization of our elderly
citizens. We should see it not as a logical step, but as a drastic step, to be taken
only when there is no other viable alternative. i

With this bill, the Florida Legislature has provided a viable alternative. We are
trying to encourage care for the elderly in the home. There are several reasons
behind this. First, is the very practical reason that the mental health of our
elderly citizens is just plain better when they can avoid institutions and remain
in the “real world.” At home, they can more easily keep up with what is happen-
ing in the world. They receive the stimulus 6f current events, seeing more of their
friends and family and of being more independent than they would be in a nurs-
ing home. . . '

The second reason is that most elderly citizens are happier at home. I don't
think anyone actually likes being in a nursing home. To the young working stiff,
a place where everything is done for you and where you do virtually nothing for

| yourself, may sound fine. But if you were to put that working stiff in the nursing
home, see how long he wants to stay. Not long. Elderly people are no different.
Age does not make a person some sort of alien. Age does not mean a person no
longer wants to see friends and family or keep track of the world and participate
in his society. Of course, age can take its toll; even chipper young men like myself
wisely don’t try to jump tennis nets. But I'm not ready to be locked away either.
And if given a choice, I don’t think I'll ever be ready for that.

The third reason for this alternative is that the legislature thinks it will be
cheaper. Right now, the State pays, at the lowest level, $535 a month to a nursing
home for caring for an elderly person and at the highest level, $680 a month.

| If that person were to stay at a private home, the State would pay a maximum of

‘ $240.75 a month. It costs more to keep someone in a nursing home because the

‘ home must have a fairly large staff to do many of the kinds of things that one’s

‘ friends and relatives ean do. Then, too, it must pay for a large amount of paper-
work. In addition, there is the cost of such things as the building itself and the
cost of maintaining it. .
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The legislature appropriated about $1.2 million in a lump sum for both com-
munity care for the elderly and home placement, with the understanding that
about $500,000 would be spent on this new home placement program. HRS has
been directed to submit a cost-benefit analysis next year that will tell whether
the home placement method is, indeed, cheaper. I think it will be.

THE WISDOM OF FINANCIAL INCENTIVES

By and large, the people who make this country work are not the rich or
poor—they are the middle income earners. They pay the most dollars in taxes,
do the most work. Unlike the poor, they live fairly comfortable lives; but
unlike the rich, they are not debt-free. They must work for what they have, anad
today more than ever, they must malke vitually every penny count.

As far as I am concerned, it is the middle income earner that this bill was
passed for. If a rich man has an elderly loved one, he can afford to keep that
loved one home, where the family can care for him. The government has great
programs aimed at helping the poor. But what about the wage earner who is
not, rich, or who doesn’'t qualify for Federal programs? He doesn't have the
financial resources to keep his elderly loved one at home. But if he puts that
loved one in a nursing home, the government will pick up the tab to the tune of
$335 a month. Faced with this choice, what would anyone do?

Under this new plan. a middle income family that doesn’t quite have the
resources to care for its elderly members on its own will get a little help from the
State and thus be able to give their loved ones the care and attention they
require. .

This, I think, should be the primary concern of the State in these matters.
We should be attempting to hold the family unit together, rather than break-
ing it up. Yet, under the current nursing home care plan, the State is, in effect,
offering incentives for the break-up of the family unit. Once the elderly are
placed in the institutions, they are deprived of the warmth and closeness of
loved ones. They miss out on things like watching their grandchildren grow.
Ry the same token, the younger members of the family are deprived of the bene-
fits of associating with someone who has been around awhile and seen a lot of
Tlife.

Under the home care plan, the State is offering an incentive to keep the family
it intact. The benefits are mutual between the family and the elderly. I be-
lieve a strong family unit has been an important factor in the development of
our society. It's about time we once more recognize that the elderly can and
.ought to be an integral part of that family unit.

Thus, this plan is better for all concerned. The family is helped out, the State
gets a break fiscally. Most of all, it is better for the elderly involved.

Senator Cuires. Billy Joe, if you would, I think it would be help-
ful to us if you could submit some kind of analysis* of what you run
into in title XIX and title XX or other provisions of the law or regula-
tions that handicapped your program from getting Federal funding.

We will now hear from J. Pomeroy Carter, who is here. If he will
.come up, we will put him on the panel. Dr. Bell, why don’t you just
come up and join the panel ?

Mzr. Carter, you may proceed.

‘STATEMENT OF J. POMEROY CARTER, EXECUTIVE DIRECTOR,
ADVENT CHRISTIAN HOME, DOWLING PARK, LIVE 0AK, FLA.

Mr. Carter. Thank you, Senator Chiles. I apologize for being late.
‘Some things came up this morning I didn’t have any control over.

I appreciate the opportunity to speak this morning and I appreciate
the invitation to appear before you in this hearing.

1 See app. 1, item 1, p. 765.
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During the past 16 years that I have served as administrator of the
Advent Christian Home, located about 80 miles east of here, I have
seen many changes that have taken place and observed many efforts
to cope with and improve the care of the elderly here in Florida, anl
T believe that a lot of progress has been made. However, the impact
has been diminished by the spiraling numbers of people who are reach-
ing the retirement age. Just to illustrate this, in the year 1900, life ex-
pectancy for men was 47 years, and today it is 68; and for women to-
day it is 75. I am not sure what that difference of 68 and 75 says to
us, but that is the case today.

In Florida, we have 1.5 million people that are over 65 years of age,
17 percent of our population. By the year 2000, we understand it will
be 25 percent of the population. I did a little calculating, looking at the
fact that we have 300 licensed nursing homes in the State today with
31,000 beds. ‘

If you take 5 percent of the people who will be over 65 years of age
by the year 2000, which will be somewhere in the neighborhood of 3
million people, and if you take 5 percent of that, which represents
the number of people that are in nursing homes on any one day, that
means that we are going to need not 81,000 beds but 150,000 beds in
this State by the year 2000. To me, this points out the urgency for us
to find solutions or for us to find alternatives to cope with the needs
of our elderly population. I believe that working together we can find
affordable and workable solutions.

I am especially interested in what is going to happen in the year
92000, because that is the year I become 65, and I certainly hope we
have some solutions which are affordable, not only for me, but for the
taxpayers and for the whole social security system, and so forth.

Our place, the Advent Christian Home, is a little unique. We have
what is called a total care concept—the full gamut of services. In the
nursing home end of it, I have observed the efforts that have been
made to improve the system. I have seen the constant parade of inspec-
tors walking through. T have seen the mountains of paperwork that
gobble up 3 to 4 hours of our registered nurses’ time.

Senator ‘Crrtes. T think, for the record and for the people here, I
should have identified you as the director of the Advent Christian
Home, a nursing home in Dowling Park.

Mr. Carter. Right, plus a total retirement community there with
different levels of care. and this is why I want to lay this foundation,
to show there are some community care programs which can work in
relation with existing concreaate living type of programs, to meet
the needs of the older nersons today, Senator.

T have seen the efforts to document or reauire documentation to
assure that quality care will be provided, and yet none of us are so
naive to think that documentation cannot be adjusted to meet the
needs for inspection purposes. There does not seem to be much aware-
ness or relationships between those who establish standards and regu-
lations, and those who fund them, because I am convinced that today
we cannot carry out the kinds of programs we all say we want in
nursing homes, and the regulations and standards are trying to guar-
antee that we get for the amount of money that is available through
the medicaid programs.
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Mepicaip PayMeENT GAPS

Our home belongs to an organization here in the State of Florida,
the Florida Association of Homes for the Aging, which is a group of
nonprofit homes—this home where we are meeting today is a member
of this organization. The average cost of care in our nursing homes,
which have to be supplemented by donations and gifts because we
are nonprofit, was $834 a month last year. Now, that is the average cost
of care for all of our homes in the State, and yet, the most we can
get from medicaid for the skilled nursing patient is $680, and that has
only been during the last few months. It was $630 prior to that.

So I am convinced that part of the problems why we have the condi-
tions we have, in many of our nursing homes, goes back to finances.
I believe that reimbursement has to be realistic, and hopefully on
January 1, when section 249 is implemented in the State, as I under-
stand it will be, it will correct some of this problem.

I think another aspect of the problem is that there has to be more
of an emphasis placed on prevention. Prevention and health mainte-
nance has been completely cut out of the medicaid and medicare pro-
grams. I believe that an ounce of prevention is still worth a pound of
cure, and if we are going to attack the problem in the years down the
road, the year 2000 when we will possibly need 150,000 beds in Florida
instead of 31,000, we must begin preventing some of the problems
which cause people to be admitted to nursing homes.

Third, I think we should make an effort to attract bright, young
people to go into health professions and specialize in caring for the
elderly. We are still in the pioneering phase. Seventy-five years ago,
life expectancy was only 47 years of age. We are just now having to
cope with the problem of aging, and we are still groping to find the
best solutions. We need more qualified people in this field, and we
need funding for educational programs which will attract and which
will prepare young professionals to cope with the problems of older
persons. - : -

I also believe we need more nonprofit long-term care facilities. T am
not against the proprietary nursing homes. I am not against private
enterprise, but I do believe the records will show that the higher qual-
ity of care being offered the elderly today is through the nonprofit
segments. .

Most, nonprofit programs have been housing programs. You—the
Federal Government—have sponsored these programs in housing. You
havs built beautiful facilities such as this one—the Georgia Belle Dick-
inson Apartments—or made it possible for nonprofit groups to build
facalities like this. I think it is time we began emphasizing the compre-
hensive approach to caring for the elderly. In addition to housing,
nonprofit groups should be strongly encouraged to get involved in pro-
viding nursing care and a full range of supportive services in the com-
munity and using their facilities as the base from which they operate.

The most effective alternatives to institutionalization are supportive
services in the community, making it possible for older persons to re-
main in their own homes and feel secure just as long as possible. I
would like to see us develop more of these comprehensive programs in
such established institutions as we have here.
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Let me share with you a little about why I'am involved in the type
of program I am, and why I recommend this type comprehensive
program.

In 1960, T attended Florida State University and received a master’s
degree in social work. While there, I was placed at the Jewish Home
for the Aged in Miami for a 6-month internship. A part of my re-
sponsibility was doing intake studies, going out and working with
people who wanted to enter the Jewish home. _

1 became very impressed and quickly realized that what these peo-
ple were looking for was primarily security ; they had lost their spouse,
their children were many miles away, possibly in other States. They
were beginning to wonder: “What is going to happen to me when I
cannot drive my own car, when I cannot do my own shopping, when
I cannot get back and forth from seeing the doctor? What would hap-
pen if I fell and broke a hip ?” :

COMPREHENSIVE PROGRAM

So they had begun to look for a place where they could go ahead
and begin living on an independent level and hasis, but yet have the
security of knowing that if T should get to where I cannot provide
for myself, there will be someone there to do it for me. .

So when I returned to the Advent Christian Home to work with
our board in developing a program there, I was convinced that it
should be a comprehensive program. Today, we offer four different
types of living arrangements so people can live as independently as
possible. We offer an intermediate care facility, levels 1 and 2, and a
skilled nursing facility. We have an outpatient clinic where our staft
practices preventive medicine and health maintenance.

A unique thing for us is that on the same campus we have a chil-
dren’s home, and I don’t recommend this for everyone, but I think it
emphasizes that people need to feel that they are still a part of the com-
munity, that they are not isolated, that they are still in contact with
what 1s going on and aware of what young people are thinking.

When the Florida Legislature passed a law establishing some dem-
onstration projects around the State to find alternatives, they devel-
oped the community care for the elderly program, and we were asked
to demonstrate community care in a rural setting. We just got this
program funded and underway the first of this month. It is fairly
easy, we have found, to move into this type of program by using our
present facilities as the hub and working from it. We are reaching out,
in a mile-and-a-half radius of the home. It was fairly easy to just
broaden the services we have already been offering, such as telephone
reassurance, the day-care program and activity center, and bringing
people into it. We had our congregate meal program, we just broad-
ened it-and developed a delivered meal program from it.

We have initiated homemaker and housekeeping services, home re-
pairs, and home health service; nurses, doctors, and therapists can
now go into the homes if it is needed and necessary. We are also pro-
viding transportation.

These are the supportive services that I feel are needed in every
community if the people are to feel secure and be able to remain in
their own homes.
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- We all know-that there are people in nursing homes that should not
be there, but.the reason they are there is because many of them are
fearful or they cannot get the care they need outside a nursing home.
So the goal of keeping a person active, alert, and functioning inde-
pendently in a secure environment should be, I think, the goal of all of
our community care programs.

" Persoxar Care Leven

I see the real gap in our present program at the Advent Christian
Home as being at the personal care level. This is the level between
apartment living and intermediate care level one. These are people who
cannot live in their own apartments; they are beginning to become
forgetful. They need to be reminded to take their baths, to change
their clothing, to take their self-administered medications. They need
some help in cleaning their rooms and so forth. This is a personal
care Jevel—not nursing care.

We have not developed this level of the program, however, for one
reason—we cannot afford to do it for what the maximum payment of
SSI-is—and that is $200 a month. We cannot provide three meals a
day, personal service, and housing for that amount. So actually, when
a person gets to the point he cannot live in his apartment, we have to
move him into the intermediate care facility, where we can get $530
a month from medicaid. That emphasizes a point that there is a gap
there, where for $350, we feel we could offer the personal services and
have a savings of $185 a month, if funds for this level were available.

So this morning, I would like to urge that in considering com-
munity care programs that you, Senator, and your committee pro-
mote and finance the .development and operation of comprehensive
senioi centers, preferably tied to and aflilinted with housing projects
stich"as this one. Your section 236 and your section 202 projects al-
ready have a nuclens of some of these services.

Also, T would like for you to consider expanding the title XX pro-
gram, or to create a new program, whereby these centers can oper-
ate 7 days a week instead of 5 days a week.-

Mears OxLy 5 Davys

Senator Crries. I think that is a very good point. I find that this
place can only serve meals 5 days a week, and has a full kitchen that
15 not- being utilized, and that there are no meals being served on
Saturdays and Sundays, and it just does not make sense. We have
too big of an outlay and too big of an investment here to only be
utilizing it to that extent,

Mr. CarTER. Absolutely. Of course, it is assumed the other meals
are taken care of by sons and daughters or relatives who are home
with the older person on weekends. So the one meal a day, Monday
through Friday, and not on Saturday and Sunday, was geared for the
older person who lives with someone else who is possibly working,
but there are a lot of people in this State who live alone and have no
one to care for them.

Certainly, I think we ought to expand the program to include two
to three meals per day instead of one, for those who cannot provide
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for themselves. If we are to keep persons out of nursing homes, they
will need three meals a day. If senior centers are tied to a facility
like an adult congregate living program which has a central din-
ing room, it will not be that much %reater a problem to be able to ex-

and the program to become a multiservice senior center, if funding
1s made available.

Another thing is that we have had trouble with title XX, and we
delayed starting our program until general revenue funds were made
available from the State, because I said there is no need to start—
there is no way to find viable alternatives to institutionalization with
one meal a day 5 days a week. We had to have funds to do it 7 days a
week, and have emergency services 24 hours a day.

The title XX program is restrictive in other areas, also. It does
not provide for any startup funds. It is only for the indigent, and
there has to be matching funds. Now, I think that if you are really
going to get nonprofit organizations to sponsor this type of program,
the regulations have to be broadened, and the program has to be made
more attractive.

The last point I would like to emphasize is that we find ways to
encourage young people to go into the health professions and study
to care for older persons. When I went into the field of caring for
the aging, especially the nursing home end, I was told that I was
committing professional suicide. If you ask many people in the nurs-
ing profession and in the medical profession today, they will let vou
know in one way or the other that nursing home care is still the low
man on the totem pole for health care professionals. Caring for the
aged, it is assumed, is for the incompetent person, the person who can-
not get a job anywhere else, or it is for the person who is dedicated to
really do something where there is a lot of need for such services.

We have been privileged to have good physician coverage, and we
kind of stumbled into it. First, I could not get the kind of physician
service at Dowling Park that was required to be certified for medicare.

One day, becoming very frustrated with inadequate care, I went
across the river to a little clinic in Mayo, Fla., that was being operated
by the University of Florida College of Medicine, as a project of their
community health and family medicine program. I talked with Dr.
Richard Henry and told him my problems. He agreed to come over
and look over our facility, but made no commitments to help.

After he came over and had spent several hours with me, he said:

1 want to just share something with you. We have been looking for the last
2 years, within a 100-mile radius of Gainesville, to find a nursing home that

we could conscientiously place our students in so they could get some experience
in geriatric care, and we had not found one until today, when I came to your

place.
1 don’t say this to brag, but he was looking, we realize that. e said:
“T think we can work together here and meet both of our needs.”

MEepICAL STUDENTS IN NURsSING HOME

So a program was worked out 7 years ago to rotate medical students
and physician assistants, students through our facilities, that they
might begin to get some exposure, training, and experience in geriatric
medicine. This program has become far more than I ever dreamed it
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would be. T have seen young people get real excited about working with
the elderly. I have also seen them come with a very skeptical and very
resentful attitude, only to leave feeling real good about their experi-
ence working with the older person.

I believe we need to look at this problem just like we did at general
practitioners, family practice physicians, and the need for services in
rural areas a few years ago. I believe it was, at that time, the legislature
here in the State said that for every dollar we fund the college of
medicine, a certain percent of it has to go to the training of the family
practitioner and community health person. It worked, and I believe
that such teeth should be put into the college of medicine funding pro-
grams today, to get persons to go in the health care profession and
train to better meet the needs of this older mushrooming segment of
our society that is going to be a much greater problem by the year
2000, if we don’t find some workable and affordable solutions today.

Thank you, Senator Chiles.

Senator CarwLes. Thank you, sir.

Is Dr. Reynolds from the community ?

Mr. CartEr. Yes; he is head of the department of community health
and family medicine at the University of Florida, which works with us.

Senator Crres. We had him as a witness yesterday in Gainesville,
and he said he thought the health care now in your institution was
about the best he had seen in the 25 years he has practiced medicine,
so that program seems to have worked out beneficially for both you
and the university.

Mr, CARTER. Yes.

Senator CarLes. Dr. Bell, we are delighted to have you with us today.
We would like to hear from you, from your vantage point as the di-
rector of the multidisciplinary center on gerontology, institute for
social research, Florida State University.

STATEMENT OF WILLIAM G. BELL, PH. D., DIRECTOR, MULTIDIS-
CIPLINARY CENTER ON GERONTOLOGY, INSTITUE FOR SOCIAL
RESEARCH, FLORIDA STATE UNIVERSITY, TALLAHASSEE, FLA.

Dr. BerL. Thank you, Senator Chiles.

I am delighted, ofy course, to express the same point of view of others
at this hearing, that you are here. I always like to see you in your
walking boots. I am happy that you have come to Florida to raise
the issue of alternative care for older people.

I wonder if I should not start my brief remarks by indicating that
I was not supposed to be in Tallahassee for these hearings; however,
my travel plans changed, and I am happy to be here. I will have for
you later a much more well-thought-through, elaborate statement.

Senator CHrLES. Your statement will be made a part of our record.

Dr. BeLr. Thank you very much.

[The statement follows:]

STATEMENT OF DR. WILLIAM G. BELL

ALTERNATIVES IN LONG-TERM CARE FOR THE ELDERLY : A FLORIDA PERSPECTIVE

Senator Chiles, I join with others at this hearing to welcome you back to your
home State. Let me add my words of commendation to you, to the special com-
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mittee, and to committee staff for holding a new set of hearings on issues affect-
ing community health services and long-term care for older Americans. It is an
area that cannot be permitted to lie fallow; we in the field are grateful to the
committee for its sustained interest and activity in this matter.

For purposes of identification, let it be indicated that my gerontological activi-
ties ate not confined to academia but include additional responsibilities. I serve
as director, Multidisciplinary Center on Gerontology at Florida State University,
currently operating in the second year of a developmental grant from the U.S.
- Administration on Aging. Additionally, I serve as head of the committee on aging,
Florida chapter, National Association of Social Workers. In a consulting capacity
‘I am active, on occasion, with the Federal Council on the Aging, primarily with
respect to helping develop a national policy on the frail elderly.

A priority of my gerontological activities, both in research and social action,
particularly since my arrival in Florida approximately a decade ago, is the
matter of long-term care for older people, especially for elderly with low income.
For example, in 1970-71, I was commissioned to undertake a policy study of one
‘aspect of long-term care for Florida’s medicaid elderly for the Department of
Health and Rehabilitative Services (FIRS). The report was published in 1971
under the title of “Community Care for the Elderly: An Alternative to Institu-
tionalization.” The report provided early information that medicaid, or title 19
of the Social Security Act, while designed to deal with the long-term care needs
of poor elderly, fell far short of that goal in this State by reason of its bias
toward institutionalization. There were other conclusions reached by the study
which will be part of my testimony as we proceed.

My formal statement is offered in two parts. After an intreduction, there will
Dbe a brief recapitulation of Florida’s cfforts to develop community based care
comparable to institutional care for impaired elderly, an effort dating back to
1971 when the aforementioned study was published and its recommendations
later enacted into State legislation. The second portion will offer a series of
recommendations for committee consideration stemming in part from our experi-
ence and struggle to develop alternatives in long-term care for older Floridians.

PROGRESSS TOWARD COMMUNITY CARE FOR THE AGING OF FLORIDA

It is presumed that the health care for older Americans, which represents the
focus of this hearing, refers essentially to long-term care, that is care pre-
cipitated by a chronic condition or ailinent suffered by an elderly person creating
a dependency on others to sustain the normal activities of daily living. As
Albert Wessen suggests, long-term care is frequently an outcome of chronic
illness, for it ““often implies a situation in which medical management is rela-
tively static, the opportunities for, improvement or recovery are relatively
limited, and the involvement of the physician hence is often not intense.”

If one accepts this definition then it is important to understand that long-term
care has both social as well as health facets, hence, the care required may be in
some instances largely social rather than medical in nature. In many instances
the problems addressed by long-term care services represent an overlay of mul-
tiple health and social difficulties, rarely a single problem.

When care is to be provided to impaired elderly who are deemed to be de- -
pendent on others for life support, perhaps for an extended number of years,
then one issue is this: Where shall such care be provided, in the institution or in
the community ? In my view, this is the heart of the furor over alternatives, of
the debate over national policy on long-term care, and of current and future
demands on the public fisc. We can differ on many of these somewhat complex
issues but on one thing we ought to be in agreement, namely, that long-term care
is to be provided to impaired elderly residents either within the institution or in
noninstitutional settings. The crisis in long-term care, and there is little doubt it
is of crisis proportions, is that current policy is clearly biased toward the insti-
tutional solution, supported in large measure by use of public funds under
medicaid. I am among the group of gerontologists critical of present policy and
practices and the consequent inequities for elderly (and their families) who
prefer to remain at home but are currently without effective long-term care
services comparable in any meaningful way to care provided through the
institution. . .

The inequity in long-term care practices is given further emphasis when it is
‘recognized that some 4 to 5 percent of all elderly in the United States are cur-
rently resident in an institution, be it nursing home or State hospital and the
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like, but approximately three times that number or about 12 to 14 percent of the
elderly in this country reside at home and require long-term care in some form.
The tenacity of the institutional slant to national policy is all the more puzzling
in view of the personal preferences expressed by impaired elderly. When older
people in need of long-term care are polled, whether resident in institutions or
still at home, at least S5 percent of either group, express a strong preference for
living out their remaining years at home. Many in institutions want out, most of
those out want to remain out.

This is not to suggest that institutional care may not be a necessity and an
appropriate solution for selected impaired older people. My criticism of institu-
tional care centers on the observation that national policy has structured but
one alternative for elderly in need of long-term care, certainly for low income
aging receiving medicaid. Moreover, institutionally based care and community
based care should be viewed not as competing systems but as elements of an
interacting program of long-term care. As I have stated on another occasion, a
rising demand for alternatives to institutional care is largely a strong plea for
a change in allocation of present resources in support of a more equitable long-
term care delivery system. Jerome Kaplan put it this way: “What is essential is
a rational approach which recognizes parallel care systems; the necessity for
intimate interaction of these systems; and the recognition that if all systems
operated as part of an integrated large entity the push for alternatives would be
recognized as a push for a complete range of choices through a continuum of
services.”

It is because of this reasoning that we should abstain from use of the phrase,
alternatives to institutionalization, and begin to employ the more appropriate
terminology of “alternatives in long-term care” as suggested by the committee’'s
staff director and others.

Florida’s progress toward developing alternatives in long-term care exhibits
some limited progress dating from the publication of the HRS study corroborat-
ing the inappropriate and premature placement of a proportion of medicaid
elderly in nursing homes in the county surveyed. According to the informed
viewpoint of professional nurses in the homes studied at that time, at least 30
percent of all medicaid patients admitted the prior month could have remained
at home if a program of community care had been available at the point of
entry to the institution.

Two years after publication of the HRS study the Florida legislature enacted
the Community Care for the Elderly Development Act of 1973, but without im-
plementation funds. Therefore, HRS felt unable to pursue the legislative man-
date to test a proposed demonstration of community care consisting of five basic
home delivered services to be provided through a single public agency: (1)
health maintenance, including bedside nursing; (2) home help such as house-
cleaning, laundering, meal preparation, marketing for food supplies, and the
like; (3) mobile meals brought regularly into the home as needed; (4) trans-
portation service to enhance mobility of elderly seeking accessibility to physician
and other essential services; and (5) counseling, crisis intervention, and ad-
vocacy, furnished by professional social workers aided by indigenous staff to
ensure consumers that the promised services were delivered, and to serve in
emergencies for impaired elderly around the clock.

The act lay inert until 1976 when the Florida Legislature passed the Com-
munity Care for the Elderly Development Act of 1976, updating and extending
the prior act passed in 1973. The 1976 act, now Florida statutes, chapter
409.3621-30, calls for the Florida HRS to undertake and supervise the testing of
four optional models of programs likely to perform as effective alternatives in
long-term care for impaired elderly. These four models are: (1) a package of
home delivered services, somewhat along the lines of community care proposed
by the 1971 study report; (2) a package of services for elderly offered through
a multiservice senior center; (3) a program of family placement whereby a
family member at home is reimbursed for caring for an elderly relative, includ-
ing those returning from the institution: and (4) day care, more or less along
the now well established pattern of medical and social care for elderly over-
nighting at home but spending their days at a medically oriented center within
the community. The 1-year demonstrations have recently gotten underway and
will be evaluated by HRS staff by July 1, 1978, to ascertain the degree to which
these optional models of service act as an effective deterrant to institutionaliza-
tion or a way of returning to the community the mentally disabled currently in
State hospitals.

23-058—T78——4
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Seven projects have been selected for testing, offering four alternative forms
of care in the community. The legislature voted an appropriation of $500,000 for
one of the four alternatives, namely, family placement. By assembling funds
from general revenues plus a small amount from titles IIT and VII of the Older
Americans Act, approximately $1,240,000 has been assigned to fund the demon-
strations which were initiated August 1, 1977. For the record, the seven
demonstrations are:

Location HRS district Demonstration sponsor Model tested

Pensacolf. e e eeaeunnns 1 Escambia County Committee on Home-delivered package.

ging.

Tallahassee. . oo ocvvecenn 2 HRS Aging and Adult Services Pro- Family placement.

gram Office, R

Dowling Park.............. 3 Advent Christian Home......._.___. Multipurpose senior center.

St. Augustine______.____.. 4 St Jo;\m_'s Citizens Advisory Council Home-delivered package.

on Aging.

Margate. .ocuoeececacanan 10 Broward County Area Agency on Multipurpose senior center.

ging.

Miami. ceemeeeecraecaenes 11 Greater Miami Jewish Federation._. Combination of multipurpose senior
center and home-delivered pack-
age,

)] S 11 Douglas Gardens (Miami Jewish Day c‘are in hospital setting.

Home and Hospital).

Since the problems of long-term care for older people fall most heavily on
those with low income, and since the national supplementary security income
(SSI) income maintenance program aud wedicaid are most directly of import
to elderly with limited resources, it may be helpful to this committee to review
recent data associated with these two programs in this State, Table 1 provides
information on medicaid supported elderly in Florida nursing homes matched
with their numbers on SSI for the current year and the 3 years prior.

TABLE 1.—MEDICAID ELDERLY IN FLORIDA NURSING HOMES ON SSI (OAA) ROLLS, 1873-77

Average monthly

number of resi-
Average monthly dentsin Col. B as percent
number on SS§  nursing homes of Col. A

Year (A) (B) ©)

1973-T8 e eeccecaeian 172,080 10, 660 14.7
1974-75... 86, 902 11,327 13.0
1975-76__. . 292,428 12, 649 13.7
DR L 389,872 21,537 24.0

1 Elderly refers to individuals 65 years and over. Note that SSi replaced OAA Jan. 1, 1974. Data for years 1973-74 through
1975-76 derived from HRS annual statistical reports; data for fiscal year 1976-77 derived from PLO 44 computer runs not
published as of the date of this testimony. .

2 Another report places the total number of elderly drawing SSI, as of December 1975 at 95,860, in which case the ratio in
col. C would be reduced to 13.2 percent, . i .

3 Average figures for fisca] year 197677 include skilled nursing care, intermediate nursing care, and general care nursing
homes—the latter program initiated in May 1976. The years prior to fiscal year 1976 included only the 2 categories of skilled
and intermediate nursing homes.

Source: HRS, statistical section. Personal communication Nov. 18, 1977.

It is known that approximately 7 percent of Florida’s population 65 years and
over currently draw SSI benefits, According to table 1, approximately one-fourth
of this subset of the Florida population of elderly are resident in/nursing homes
in the State with the aid of wmedicaid funds. At present, Florida offers long-term
care via three categories of nursing homes: skilled, intermediate, and general.
Does the finding that one-fourth of the low-income impaired elderly are occupy-
ing nursing home beds represent good or bad news? One may suppose it is good
news in the sense that the two ratios reported are precisely the same as the
equivalent ratios reported in the 1971 HRS study on medicaid-old age assist-
ance clients in nursing homes in the State. It may be viewed as bad news when
it is acknowledged that in the 6 years since 1971 Florida has made no serious
jnroads in reducing the rate of institutionalization of low-income elderly re-
quiring long-term care. Obviously the lack of change may in large measure be
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attributed to the lack of alternatives in long-term care available to Florida’s
elderly on the medicaid rolls.

Additional relevant data on the financial costs of nursing home care provided
to medicaid elderly over the past 4 years adds further impetus to the need for
reviewing current State practices on primary utilization of the institutions for
functionally impaired elderly. The data is displayed in table 2.

TABLE 2.—SELECTED COST DATA ON FLORIDA MEDICAID ELDERLY BY CATEGORY OF NURSING HOMES, 1973-77

Average
monthly . Average
number of Total resident- Total payment per Average
Fiscal year residents days payments recipient cost per day
Skilled care nursing homes
187374, ..o ceacc e 9, 755 3,506,715  $37,615,658 $321 $10.73
10,271 4,372,248 54,978,491 446 12.57
110,282 3,797,754 51, 419, 341 451 13,54
, 477 2,754, 884 41,905, 158 467 15,21
Intermediate care nursing homes
1973-74 e aean 905 326,039 $2, 470, 305 222 7,38
1974-75... 1,058 463,909 4,412, 849 348 9,51
1975-76.... - 11,971 712,327 7,710,332 354 10.82
1976=77_..ccaen-.n 5,282 1,937,324 25,237,104 398 13.03
General care nursing homes
197576 e e e amean 396 12, 354 $140, 913 356 11.41
1976-77. .. oo maa 8,778 273,036 3,099, 181 353 11,35
1976=77 (total) e iaeeeen 21,537 4,965, 244 70, 241, 443 2 353-467 3 11,35~15.21

1 Average figures for fiscal year 1975 do not include July 1975 due to a prior payment of July funds,
? Average, $410
3 Average, $13.19.

Source: HRS statistical section, December 1977, Personal communication,

A comparison of the financial costs, in Federal and State dollars, of the pres-
ent pattern of institutionalization of medicaid elderly in need of long-term care
in Klorida reveals that costs have more than doubled in a 6-year period. In
1971, the year the HRS study report recommended changes in State approaches
in long-term care, Florida spent $30 million plus on institutional care for medic-
aid elderly. By fiscal year 1976 the comparable total had risen to $70 million
plus. Given the current inflationary trends in costs of most forms of health
care, it is highly likely that the costs of institutional care for older people
supported by public funds will grow inexorably unless there are new programs
of diversion from the institution as a consequence of new National-State policies
on long-term care.

In summary, the experience in Florida with its limited efforts to develop com-
munity based care alternatives for its chronically ill elderly confirms one of the
statements in your opening remarks at this hearing. Namely, there is yet to
emerge at the national level a systematic approach to this pervasive problem
which bears promise of developing a cohesive program of long-term care for
older Americans. The attempt in this State to mount a set of demonstrations
as alternatives in long-term care were State initiated with little or no direct assist-
ance from Federal legislation. It is not that we are unhappy with State initiative
but rather that there are no national mechanisms to support such initiatives.

The major national program offering long-term care for the aging lies em-
bedded in title XIX of the Social Security Act, or medicaid. But the inherent diffi-
culty with medicaid as an affective program of long-term care is that it was
not designed as a service delivery system for long-term care but to act as a fund-
ing mechanism to purchase some forms of long-term care, essentially institutional
care, for some low-income elderly. This is not bad but it is just not good enough.
In fact on analysis one can perceive that the major Federal emphasis in long-
term care for older Americans is on providing a hodge-podge of funding ap-
proaches not on the development of a cohesive service delivery system of long-
term care for the elderly. Consider, for example, the range of Federal funding
approaches for long-term care, when at least eight major programs have some



734

jurisdiction and offer reimbursement on aspects of long-term care for diverse
older people: Aid to families with dependent children (AFDC), social security
benefits, supplementary security income (SSI), medicare, medicaid, Veterans’
Administration benefits, and title XX Social Security Act.!

RECOMMENDATIONS FOR FEDERAL ACTION

Clearly, the policy issues swirling around long-term care for the elderly in the
United States are exceedingly complex, involving at'a minimum policies affect-
ing program funding, equity for the chronicdlly ill at home on a par with
counterparts in nursing homes and other institutions, intergovernmental rela-
tions in current and future programs of long-term care, intergenerational rela-
tions and filial responsibilities of adult children with chronically ill aging
parents, reform of institutional practices, and expansion of community based
programs for elderly at home not requiring institutionally based services. Given
these complexities, it would be foolhardy to suggest technical and administrative
changes or policy redirection without a more exhaustive analysis of national
data.

Nevertheless, it is equally clear that to admit the issues are complex is not
to infer inaction but to suggest a renewed desire to engage with the pertinent
issues, sort them out as systematically as possible with the information at hand,
and begin to identify potential directions for change.

It seems to me that whether a national strategy emerges of moving compre-
hensively or in piecemeal fashion on the problem of long-term care for older
Americans, some observations can be offered with respect to the general direc-
tion to be taken by national policy with respect to long-term care for older
Americans.

(1) Establish a national research/demonstration program to test soundly de-
signed alternatives in long-term care for the clderly

Tt seems axiomatic that changes in policy direction have to occur at the
Federal level, hence some experience must be devised which encompasses a na-
tional perspective. Long-term care is a national issue affecting elderly in all
States, and medicaid is a national program requiring changes in national policy
before States can act appropriately.

The elderly population at risk are likely to be those in the upper ranges of the
age spectrum particularly those around 75 years of age and over,’ females, indi-
viduals with low income, and minorities. In light of these variables some
breadth of demonstrable experience would be useful before initiating changes in
national policy. It is likely that no single State can mount the financial resources
to cope with demands engendered by stable programs of long-term care. Good
fiscal sense suggests the need for experimentation and testing of alternative
models of long-term care prior to launching a major national effort. Let there be
established a national source of funds to enable willing States to develop the
necessary data on costs and effectiveness of soundly conceived variations in
long-term care for older people.

(2) A cohesive policy of long-term care for the elderly should include both com-
maunity based and institutionally based program clements

Specifically, at least four programs ought to be included in a national policy
on long-term care for the aging® These are: (a) The prevention of inappro-
priate institutionalization through the provision of community based alterna-
tives; (b) release to the community of all institutional patients who have been
given adequate preparation for such a change; (c¢) establishment and mainte-
nance of community support systems for elderly emerging from the institution,
and (d) reform of institutional care and practices to reassert the health and
human rights of institutionalized elderly for whom a program of institutional
care on a temporary or long-term basis may be necessary.

1Tom Joe and Judith Meltzer, “Policles and Strategies for Long-Term Care.” Long-Term
Care and Health Administration Quarterly. Vol. 1, No. 3, Fall (September) 1977. Joe and
Meltzer indicate further that 32 percent of total medicaid State and local long-term
facilities expenditures in fiscal yvear 1974 went to skilled and intermediate nursing homes.

2 One effort in developing a rationale for a program for individuals aged 75 vesrs and
over may be found in “A National Policy on the Frail Elderly,” published by the Federal
Couneil on the Aging, Washington, D.C., September 1976.

3 The initial three may be attributed to Dr. Bertram Brown, National Institute of Mental
Health, in “Deinstitutionalization: An Analytic Review and Sociological Persnective.”
NIMH Series D. No. 4, U.S. DHEW, ADM 76-351, Washington, D.C. We have modified Dr.
Brown's formulations slightly for general applicability.
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(3) Long-term care has both social as well as medical aspects, and rcsponding
to the former i8 highly important for elderly with long-term needs

Why draw attention to the obvious? Because the dominance of medical practi-
tioners in long-term care tend to ignore the flagrant disregard of social problems
in favor of medical ones. Institutional placement may be generated by social
inabilities suech as maintaining a household in physical decency, ability to pre-
pare one’s meals, the absence of transportation for needed mobility to essential
health or social services and the like, subject to an overlay of a
health or medical problem which tends to blur the saliency of the social quality
of the dependency engendering condition. Yet in the significant absence of atten-
tion to the social requirements of the afflicted individual one is precipitated into
an institution whose function is largely medically oriented, and the subsequent
relinquishment of normal decisionmaking on the part of the elderly individual.
The paradox of our method of dealing with impaired elderly, to paraphrase the
late Margaret Blenkner, is that once an impaired older person has been made the
object of our concern, he or she may be reason of our distorted service provisions
and perhaps our thinking, become the object of our coercion in the form of in-
appropriate institutionalization.

(4) As a precondition for selection of an appropriate alternative in long-term
care, a psycho-social-medical assessment of the impaired individual should
be the basis of the alternative sclected

In a sense this recommendation tends toward the ideal. In defense of families
and social workers involved in long-term care, a decision to institutionalize the
impaired individual acknowledges the limited local community-based service
programs to serve the older person desirous of retaining one's domiciliary resi-
dence. However, despite the realistic constraints of too few service options at
the local level, any formulation of a long-term care plan should be infused by a
more rational approach than is currently in vogue.

National policy of programs such as medicaid should require that the process
of selecting the mode of long-term care rest on a psycho-social-medical assess-
ment of the older person. This evaluation can be assigned either to a designated
professional such as nurse or social worker, or to a team of professionals includ-
ing a nurse and social worker. Physician records rather than a physician should
be atilized to hold dovwn costs of the assessment.

Out of this kind of procedure can one expect to design a service plan which
takes into account the individual long-term care needs of the older person, and
the differences in local services. Out of this systematic procedure can one expect
at least the following benefits: (a) Selection of a treatment setting decmed most
effective for the older person’s health and social conditions, (b) gather hard
data on the gaps in local service delivery systems for the elderly, and (e) utilize
the long-term care facility more appropriately for impaired individuals whose
long-term care needs can best be served by a designated institution.

(5) Establish long-term care councils at National, State, and local levels of
government to analyze, plan, and design improved long-term care programs
for impaired clderly congruent with the concept of alternatives in long-term
care

Given the saliency of long-term care and its vital role in the health of older
people in the United States, and the emerging need to plan more effectively in
this area, establishment of long-term care councils (LTCC) at the three levels
of government is recommended.*

At the national level, current policies and programs on long-term care would
be reviewed by the LTCC and feasible legislation proposed and sought. At the
State level, a cohesive approach as outlined in recommendation No. 2 above
would be the focus of the State LTCC, involve the diverse State units related to
each of the subelements to develop and implement a State plan on long-term care.
On the local level, a LTCC would have at least three functions: (a) To establish
improved screening procedures for medicaid referrals of elderly to local nursing
homes, (b) to review the feasibility of expanding programs such as day pro-
grams to assist the elderly in remaining in their homes or place of loeal resi-
dence, and (c¢) to serve as coordinative mechanisms for the delivery of community
based services, monitor institutional performance, and as a resource and advocate
for families with elderly in need of long-term care.

¢ Undoubtedly there are many LTCC already in existence in the United States. One
such experiment can be cited: the Long-Term Care Committee of the National Capital
Medical Foundation, 1828 L Street, NW., Washington, D.C. 20036.
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Dr. Berr. Let me make a few off-the-cuff remarks about the issues
before us with respect to long-term care for older people. Clearly, for
most people in the country, the major health issue is acute care, but
for older people the concern is around long-term care, because older
{)eople are highly vulnerable and subject to chronic illness. As a result,

ong-term care is the critical health issue.

T think an additional point I want to raise at the start is the need
to correct a phrase which I, along with other gerontologists, promoted,
and that is “alternatives to institutionalization.” As you pointed out
in your remarks, there may not be an alternative to nursing home care
for some older people. I think a better phrase now being used in the
country—and I am indebted to your staff director, Bill Oriol, for
this—is alternatives in long-term care.

In suggesting the importance of alternatives in long-term care, it
seems to me then we have to admit that we do not really have in this
country a system of long-term care. When we do, and perhaps in time
we will, it would have to contain, in my view, at least a three-pronged
approach. ,

First, it should include the provision of community-based care as a
“form of prevention to avoid institutionalization, which may be in-
‘appropriate or unnecessary.

Mr. Lipscomb suggested about 16 to 30 percent of elderly people

‘now entering the institution may well be there because of the absence

«of other forms of long-term care, T think that estimate is well founded,
though some gerontologists suggest it might be higher.

A second approach, it seems to me, is the matter of returning to the
coinmunity people now in the institutions who ought not to be there—
and we ought not to ignore the fact that they are there.

Senator Crires. Or returning them timely..

Dr. BrrL. Right. For example, by careful screening and selection,
some elderly at Florida State Hospital in Chattahoochee, as well as
other such hospitals, a substantial proportion of those institutional-
ized elderly can be helped to go back and live at home.

1 think we should acknowledge our debt to State Representative
Billy Joe Rish for the program of deinstitutionalization that he has
generated in this State.

The third element, as part of a long-term care policy, it seems to me,
is the issue of improving care within long-term care institutions so
that those going in will in fact have the kind of care they deserve and
need.

Perhaps what has not been addressed so far is: Who are the insti-
tutionalized? There have been some studies on this question. Institu-
tionalized elderly tend to be essentially those who are older, sicker,
poorer, and without family. It seems to me that we have not sufficiently
acknowledged that the people who are in nursing homes appropriately,
and I do not denigrate nursing homes, are clearly those for whom
there is no optional alternative care at home. However, there are many
older people being cared for by families, in far greater number than
the 4 percent or so institutionalized, yet families receive little or no
help whatever from Federal long-term care programs.

For example, while Mr. Lipscomb points out about 4 percent of the
elderly of this country are in institutions, I believe at least double that
number—8 percent, according to information from one study by
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Shanas—are living in one-bed hospitals at home, being cared for by
family members. As Representative Rish indicated, there is absolutely
no way that these families can, at this time, receive help from Federal
programs to support their efforts, in contrast to the effort spent on those
who go to institutional facilities.

For the past 9 years I have been following the gradual but unmis-
takable rise in the number of low-income elderly entering nursing
homes in this State, dating back to a 1970 study of Florida nursing
homes. At that time the percentage of medicaid elderly living in nurs-
ing homes was around 40 percent or so. It is now up to 60 percent and
still climbing. I believe the percentage is the same for the entire coun-
try. In other words, we are seeing a gradual populating of nursing
homes with low-income elderly, for whom there appears to be no other
long-term care alternative. I think the difficultics in obtaining long-
term care by older people are very real and very telling, for while this
State is prepared to sperd, with Federal assistance, something like
$600 a month for care in an institution, it is not able, by reason of
Federal restrictions and policy in title XIX of the Social Security Act,
to be able to pay anything equivalent for similar care at home.

Senator Curres. I think that is a very valid point and I think that
we have to be careful. Even in my opening remarks, I think the state-
ment could have been interpreted that alternative forms of care will
allow us to reduce the amount of money that we are expending now,
because we are spending more in the nursing home. I don’t think that
is true. T think it would be wrong for us to try to say that, because I
don’t think it is going to be cheaper. I think we are going to see our
costs go up, because even with the Rish bill, we are going to touch a lot
of people who are living in a terrible situation now, and that is going
to improve their conditions, but it is going to mean some more dollars.

Forcing ProrLe Towarp INsTITUTIONAL CARE

What you point out is valid. We are now forcing people toward
institutional care, and as these other people are found or as they or
their relatives find the program, it will mean that costs are going to
escalate at the highest dollar. So we are not going to be offering the
kind of human care that we could offer, and the dollars will continue
to rise. I think what we are talking about now is going to certainly
mean an increase in funds, but it is one of those things that we should
be providing for this sector of our society.

Dr. Brrr. Yes. Perhaps we should not settle the issue on the basis
of cost savings. There will be savings as a result of the changes you
mention, and likely some elderly will, in many cases, be served better
at home. In fact, my 1971 study points out that close to 90 percent of
the elderly living at home who are impaired want to remain at home.

Senator Cues. I don’t think we can settle on the basis of cost, but
there is the issue that we cannot ignore, and that is the fact that older
people prefer largely to remain at home. I think the whole bias of our
current medicaid program is to break up the family and to force people
into nursing homes. I do not feel, and I have not observed in any study
that I have ever read, that older people are shufiled off into nursing
homes by families at the drop of a hat. I think that in most cases that
is the solution of last resort, not the solution of first resort, and the
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family does this reluctantly and finds that there is no other way to go.
So, I share your view that we can at some point begin to address the
moral issue of retaining the family integrity and providing the kind
of service that older people who need long-term care require.

. We heard from older citizens as well, and we found that people who
had given up because there was nothing for them to do, for example,
were brought into the green thumb program, or the RSVP programs,
or one of these other programs, where they could help, in turn, with
the elderly and their whole attitudes changed completely. They now
had something meaningful to do. We heard of people that had lost a
loved one, and they had perhaps retired in an arca and had no friends,
and were now coming into a congregate meal center. Now, that changes
everything, their entire attitude, and certainly those people are not
going to be senility victims as soon, or perhaps just won’t be, because
they will continue to be able to live in their homes. I think that is tre-
mendously important.

Mr. Carter, how many nursing homes would you say have programs
that are developing something with a potential for the people, like
you are doing in your Advent Christian Home?

Mr. Carter. I don’t have any figures. The Special Committee on
Aging report said that only something like 5 percent were doing a
good job in the Nation. I don’t know what criteria they used.

Senator Curces. Are there stumbling blocks in the Federal regula-
tions that work against this or not?

Mr. Carrrer. My honest opinion is this, that to take care of a person
with the funds that are available through medicine, you have to kecp
them in a state where they will cause you the least amount of trouble.
That means oversedating them, keeping them out of the way, inactive,
and unfortunately, this is the case In most nursing homes, whereas if
you are really trying to help an older person, you try to get him off
of medication, you try to get him out of bed, you try to keep him up
and active, to keep his blood circulating, and to keep his mind clear.
If you do this. then vou can develop meaningful activity programs,
because they will not be zonked on medication to the point they cannot
do anything.

There are plenty of activity programs that T have observed where
people are sitting in a room with a television blaring, but few are in-
volved because they are in a twilight zone, This is too much the case
in most nursing homes.

GertaTrIc NUrsE Pracritioner CrinNics

Senator Crrinrs. T note that Florida has passed a bill that now al-
lows physician assistants and nurse practitioners to practice in nursine
home based geriatric nurse clinics. I know this is fairly new. Could
you give us anv results on this legislation ?

Mr. Rism. We don’t have any track record on it yet; it is too new,
Senator. We brought it into areas where there were large congrega-
tions of these people living together, where they should have had the
medical service. It was just intolerable, and we proceeded on the basis
that maybe a little bit of service with the physician assistants would
be better than what we were getting at that time. We were not able
to travel out to doctors, and house calls were nil, but we don’t have
any track record.
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Mr. Carrer. The funding is again the crucial thing. The §h sician’s
assistant cannot deliver any service unless there is a licensed physician
with him supervising it in-house. As I said, we have had a physician’s
assistant for a year,%ut I cannot see that it is going to really improve
services if a licensed physician has to be present at all times.

Senator Cuives. Congress has recently passed legislation to allow
medicare for services of practitioners in health clinics, but I am afraid
that authorization was only for rural areas, and you are saying that
you have got to have reimbursement in the urban areas as well.

Mr. CarTER. OQur program is about as rural as you can find, and we
had it interpreted to us last week that we cannot bill for physician’s
assistant services unless a licensed doctor is with him seeing the pa-
tient. That is what T said before. : :

Senator CHires. That is the present law, but help is on the way. We
have amended that, and I don’t know when the new law goes into
effect. We will get some information to you. The physician will not
have to be present as long as the assistants are under supervision. So
he will not have to be present.

Now, if Florida law prohibited that, you would still have problems?

Mr. Risua. Well, this Federal legislation, that I was not aware of
until a moment ago, entirely contravenes the Florida legislation, not
willy-nilly, but not that the doctor be walking along with him. It was
our thinking that there would be a $2 or $5 charge, or what could be
afforded, to help sustain it to get the care in there. But within any
reasonable constraints, I feel like the Florida Legislature can adjust
1ts statutes to whatever is needed in the area. :

Senator CrrLes. Dr. Bell.

Dr..Berr. I think part of the problem is that we are concerned about
many older people for whom the physician is not critical, as in the case
of other forms of care. : :

EMERGING . PROBLEMS'

Senator CriLes. Let me point out one of the problems that I see,
Billy Joe, and you tell me how Florida is addressing them. As we are
building these alternative forms of services, we are seeing—and I held
some hearings on this—the so-called not-for-profit, and I say so-called,
because at.some of.the hearings I held, we learned of a man paying
himself $30,000, and his wife $20,000, and his daughter so many thou-
sand dollars, and they get themselves nurses, but they set up a non-
profit corporation. That is not my idea.-of -not-for-profit. I think that
was the fault, because we had no regulations from the medicare and
medicaid-provisions. I think maybe we have corrected that now, but
‘as e set up-these services, we found again they were paying attend-
ants in hospitals and admission people to refer the patients to them.
They were offering services that were not needed. We found where
comatose people were getting services that were just ridiculous, they
were piling services on. Now it seems that there has to be someonc in
charge of what will happen wlien a person—Ilet’s say they have gone
into a hospital-——they have had some kind of an acute illness and they
are on their way out. Who determines whether they go into a mirsing
home? Can they have care at homé? If it is going to be at home, who
is going to provide it? What kind of care are they goingto get?

23-058—78—=5 - ' o :
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We find some States—New York, I think, and California—where
we are paying the individual practitioner—the individual—to come
in and provide service. He could even be a member of the family, in
instances. There is no kind of control over these funds. They were
coming out of Federal funds and it seems the Federal Government
is not going to be able to set up that mechanism, and should not, be-
cause that would lend a tremendous bureaucracy, but in some way the
States I think are going to have to set up some kind of provisions. The
provisions should protect the taxpayers, as to what kind of services
are going to be granted, and yet if we are going to allow all these over-
lapping services we are going to have a lot of people who never find
them to start with, so it has to have an outreach with it. We are going
to find others that get services that they don’t need and perhaps miss
services that they do need.

Mr. Rism. Senator, we have the mechanism for that already. And
some of the people don’t particularly agree with it, but we have the
committee to set up now for those who are at least, in the facility,
where they classify them according to the type service that they do
need, and this has the input from our medical people. What is the
committee called? They come through on a periodic visit and do this
at the level of care, the committee that establishes and does it on an
individual basis. '

Now, it would seem to me that very easily we could use that mecha-
nism logistically to make the determination in the first instance, with
the help of the family physician.

Dr. Bern. Let me supplement Mr. Rish. When it comes to institu-
tional care, we do have a panoply of services. However, in the commu-
nity we do not yet have analogous programs, so that we are really faced
with two problems. First, how does one determine what the older
person at home really needs? That decision is made on a catch-as-
catch-can basis; there is no real assessment of individual conditions
and needs. .

Senator Crires. I think that is tremendously necessary. -

Dr. Berr. Second, suppose we do an assessment and then decide on
the usefulness of a certain set of services. These needed services may
not exist. We have to have a double-barreled effort to develop a method
of social and health assessment by appropriate personnel, and then
help to put in place the services that frail elderly need. =

EvarvaTioN AND MoxrroriNg

Senator CriLes. Well, what I think I am reaching for is that as the
Federal Government provides—and I think we are going teward pro-
viding the programs that will allow the assistants to be there—we
want-to be sure that we have in place some group with responsibility
to do the assessing and the monitoring of these programs; and then the
auditing, perhaps, of the programs. If not, then we are going to get
into this tremendous waste and tremendous scandal that we have
gotten into, where we have opened up some of these programs.

Mzr. Risa. We have that. The office of aging and adult services have
people starting in the field, starting January 1, which is when the
bill that I have passed will be put into effect. Under that bill, the peo-
ple in the field will go in and interview them and talk to the person
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and consult with the doctor, and see what facilities are available in
that community, and see if it is a walking stick or hospital bed or some
nursing services, or whatever, and they will make that determination
on the spot. To the extent that the agency can make that determination,
that is the best we can do. That is under HRS.

Dr. Bewr. I am glad to hear that. The Federal Council on the Aging
has developed a national policy on the elderly, especially those 75 and
over, which includes an assessment of the impaired individual. The
Senate committee may want to take a look at that report. If you have
not seen it, I commend it to your attention.

Senator Cries. Fine. I would like to forward to you some of the
pilot programs that we have had hearings on in different States; Con-
necticut, I think being one, and some others, and how they set up some
of these programs in their pilots. I think that perhaps the mechanism
in your bill might be useful. I am not sure that it might need to be
broadened to cover all of the services that we are talking about, because
it was more relating as to whether they were going to get the funds
for the in-home care or family care, but that might well be just the
mechanism for something like that that would be needed. I will for-
ward that information to you.

Mr. CarTer. Can I relate my remarks in another dimension on the
same problem, levels of care? This is a very difficult thing for the
people who work in the nursing homes, primarily because unless you
offer all three levels of care in the same facility, you are going to be
shifting these people in and out, and if you don’t have that level of
cave, it may mean shifting them across town to a facility that does
have it. T have seen people who have died as a result of such moves.

Older people resist change. It is traumatic. They can be alert, and
you put them in unfamiliar surroundings and they can become totally
confused. Also, the level of the care, as it is now, does not take into
consideration how much it costs you to take care of that person. Now,
I can put a peison in bed who is considered skilled care, and I can get
by with far less employees than if I have a person who is custodial and
confused and wanders all over the place, I have to almost staft one-on-
one for the “wanderer.” These levels are primarily for Federal fund-
ing purposes, but they play havoc with the nursing home’s budget,
and really penalize us for trying to rehabilitate the older person. In
the end, it is the older person who is being shifted in and ‘out-and
around who is paying for it—at times with his life. : '

Senator Crres. Yes, sir. '

Mr. Lrescoms. Senator, I just want to address one thing that has
been of concern to you and to me ever since I came to Florida, and that
is where those people eat those other two meals a day during the week
and all three meals on the weekend. Presently, we are trying to work
with the Department. of Agriculture. As you know, we have a lot of
people who live in single rooms and retirement hotels, and this kind of
thing. They have no cooking facilities, and thereforc under the food
stamp regulations, otherwise eligible people are precluded the oppor-
tunity of participating in that program because they had nowhere to
cook the food. ' ‘ :

We are working with the Department of Agricnlture, on a proto-
type basis, to take those people who are eligible for the food stamp
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program, which constitutes a good sized number in both the St. Peters-
burg and Miami area and other parts of the State, to allow them to use
food stamps to purchase a meal in a restaurant if it is a family-type
restaurant.

Senator Crzires. I think it would be very beneficial. There should
be some kind of exchange for those people who have food stamps; they
should be able to come in and give that food stamp to a congregate
meal center.

M. LrescomB. They can do that now, sir.

Senator CriLes. And not have to take all of their meals at one place
or another, but be able to come in and exchange that so they can have
the companionship, but provide some of their meals at home.

Mr. LipscomB. Presently we are allowing them to use the sta,mps in
a congregate center and allowing them to go to restaurants after the
first of the year.

Senator Cumes. I want to thank you all for your testlmony I think
it is highly beneficial to us and for our record. We thank you very
much.

Mr. Rism. Thank you.

| Senator Crires. Our next panel will be on “Reaction to State Plans
and Programs on Alternatives.” We have on this panel Margaret
Jacks, lefrlshtlve liaison, Florida Council on Aging, in Tallahassee;
Ed Henderson who is the young man who is a member of the leglsla-
tive. commlttee, Florida Association of Retired Persons, Tallahassee.
| He calls himself retired, but I'don’t believe it.
| Eugene Amyx, chairman of the central Florida chapter National
Council of Senior Citizens, Orlando; and Winsor Schmidt, represent-
‘ ative, distriet 2 human rights advocacy committee for the Florida
| State Hospital at Chattahoochee; assistant professor, department of
| public administration; and research associate, institute for social re-
search, Florida State. University, Tallahassee. He is trying to get
peop]e out of our State institutions who don’t need-to be there.

I recognize John Clark—1I think he is still with us, John is repre-
senting Congressman Fuqua. John, we are delighted to. have you
attend our hearings here. = -

T want to ask all of you if you will hold your statements down so we
will have time for questions and discussion. All of your statements will
be included in full in our. record. I am just afrald that tlme 1s oomg
tocatchup withus. = . R

Maroaret do you want to start oﬁ'Q Co . g

PANEL ON REACTION TO STATE PLANS AND PROGRAMS ON
' ALTERNATIVES

.- STATEMENT OF MARGARET H. JACKS LEGISLATIVE LIAISON
- FLORIDA COUNCIL ON AGING, TALLAHASSEE, FLA ' ‘

Ms JACKS I think the comments here have certainly r‘used a lot of
questions, I do want to commend you also, if I -may, for the statement
that T have had shared with me, whi ch you and Senator Chiirch
made, with respect to reorganizing HEW and the need for doing
something about pooling what has been a very splintered approach to
planning For services for the elderly.
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Senator CriLes. We have been trying to. .

Ms. Jacss. I think your suggested changes make more sense than
the present administrative structure.

Senator Crires. I have been trying, every time we hold a hearing,
to put them on the spot and find out who the head of the ship ‘was,
and they now tell us that they are going to define that for us; if they
do, maybe we will make a little progress.

Ms. Jacks. This is the most hopeful thing that I have heard about
in a long time, because it seems to me that our problem, certainly here
in Florida, has been one of a splintered approach, both to the develop-
ment of services and to the funding of services. It is very clear that
we moved originally, as you and some of the others commented earlier,
from thinking that institutional care was the only answer to needed
care, to a plan which placed greater emphasis on care in the home, and
which moved us almost entirely away from institutionalization. This
switch was motivated, in large measure, by the fear that people would
be mistreated, would not be taken care of adequately in institutions. It
assumed, somewhat naively, that everybody could be taken care of at
home. As a result, we moved to the development of home care pro-
grams as a major priority.

“Harr TruTHS”

It seems to me that there are only half truths in both of these pat-
terns of care. Certainly, some people are eventually going to need in-
stitutional care. You have to recognize that this is not a very pleasant
assumption, for institutional care makes us think about death, and
frequently we react to placement in an institution as being one step
closer to the end. We all reject the idea of having to go from our homes
into an institution, knowing full well that quite often if we go to a
hospital and then to a nursing home we are probably not going to go
back home. I think that is the fear of many older people. It is also the
fear of younger people, but they don’t want to think about it.

An additiona] basis for our rejection is the high cost of institutional
care and the highly publicized incidents of poor care in some—but
certainly not all—nursing homes. Some homes provide excellent care,
but there is always the specter of mistreatment and neglect as a pos-
sibility when institutional care is required.

We who work with the elderly, or are older ourselves, are worried
about this. Many older people are also worried about the cost of medi-
cal care, because on a fixed income an extended illness or a catastrophic
illness can eat up reserves, if such reserves exist. Those people that are
on a fixed income, even those people with fairly good resources, are
fearful of what an extended long-term illness will do to their re-
sources. They are concerned as to whether or not they are going to be
able to continue to be independent physically and economically.

They do want to remain in their homes as long as they can.

As far as the home care services that we have developed in this
Nation and in Florida, I am not at all sure that they are any cheaper
than institutional care. If you are talking about just the economics of
how we are going to plan for the care of older people, good home care
with all of the services—homemaker services, home-delivered meals,
transportation, comprehensive medical care, visiting nurse service,
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and all of the other services they may need—is very costly. So I do not
think that care in the patient’s own home is going to save us a lot of
money.

Senator CHirzs. I agree.

Ms, Jacks. I think to assume that it is, without more definitive hard
data, to stick our heads in the sand. It is many times the most humane
thing for the older person, and at least it gives the older person a
choice

Senator Cmrres. It is a better utilization of the money we are going
to spend.

Ms. Jacks. And it does provide for the older person an opportunity
to make decisions about his own well-being and where he wants to live,
if there are these resources developed in the community.

Senator Crires. Right.

OrrorTUNITY To Pay ror SERVICES

Ms. Jacks. Now, I think that one of the things—and this may not
be a very popular remark, but I must say it—I am concerned about
people with low income, but 1 don’t think that just the low income
need services, and I am afraid that in our concern for how we are
going to pay for services in this Nation of ours, we have tended to say
we are going to provide all these services for low-income elderly, for-
getting that many of the elderly who have money cannot get services
because. the services are not provided for them.

Senator Crtres. They cannot even be purchased

Ms. Jacks, That is right. T hope that in this reorganization that you
are talking about, at the Federal level, and at the State level, we can
do something toward recognizing the potential in a fee system that
would provide the older person with an opportunity to know how
much the service costs. Let him participate in determining how much
of that cost he is able to pay, and then give him the opportuntiy of
paying for his care, if he can do so, and with the Government stepping
in at all levels, to assist those people who could not provide for their
own care.

T know this concept is not popular in some areas, but if an older
person who has money needs services, and the service has not been
developed in that community in a way which let him do this, then it
is not available to him. I think this is nothing short of criminal.

Senator Cuires. Under those circumstances you are better off to be
poor.

Ms. Jacks. Yes.

Senator Cuirrs. Because then the service would be provided.

Ms. Jacks. Yes, you are better off because if you cannot get the
service—you cannot buy it—you are out of luck.

Senator CHiLes. Right.

Ms. Jacks. I think so many times, when these more affluent people in
Florida move into a condominium, they currently have money enough
to get along, but they also, inside of 7 or 8 years, are likely to be in
need of services even though they may still be able to pay for care.
Where can they turn to in the community ¢ T don’t know. Services for
them just don’t exist.
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There are just one or two other things that I would like to emphasize
on what has been said here today. I think they are very important.
First, and perhaps most important, is that we are going to have to do
something about preventive care so that we can hopefuﬁy keep people
from having to reach out for home care services or to eventually go
into an institution. Maybe they will have to eventually, but at least we
can postpone this. This means involving, to a large extent, the person-
nel that provide services for older people—social service, group
workers, and medical personnel. I am so delighted with what Pomeroy
Carter is doing down at the Advent Christian Home, involving the
medical personne] at the University of Florida, so they will know
something about how to deal with older people.

“ProFESSIONALS NoT PREPARED”

I am sorry to say—if there are any doctors here, I apologize for
being critical—but I must say that in large measure physicians do
not go into their profession prepared to work with older people, and
as a result they don’t really understand what they are dealing with.
They do not offer the preventive consultation and care that should be
given. Medicine and pills seems to be the answer rather than trying
to help the community and the older person to develop and make use
of a variety of services that would maintain that person’s health for
a longer period of time, both his physical health and his menta] health.
The social workers need to have better training in how to deal with
older people, so that they will understand that older people sometimes
need to move a little more slowly in presenting their problem, they
need to have someone with a sympathetic ear who will listen to what
they need to say and who understands their fears. For example, older
people fear that they will become ill, they fear that they will be
dependent. They don’t want to be dependent. They want to be in-
dependent. They want to make decisions about their own well-being as
long as they can, and if people who work with them can understand
this and give them the opportunity to work together, rather than the
social worker being the do-gooder—if I may use that expression—and
perhaps from very good motives, wanting to do things for the older per-
son, rather than letting the older person make the decision and do things
for themselves. So your doctors and social workers, and all the other
professionals, I think, must learn to be aware of what they are dealing
with in working with older people and open the doors to continued
involvement and preventive care and activities for them. Unless we
can do this, I don’t think we are going to achieve community care.

The other thing that I think is tremendously important, I believe it
was said earlier, but I would like to emphasize it, and that is that we
have got to do something about the splintered approach to service
delivery. It is too bad that in this Nation of ours, when older persons
need help they can’t find out what is in the community in the way of
needed services, and when they do find out, through an information
and referral service, they have to go to 16 different places and file as
many application forms, frequently one for each service they need.

Senator CHiLes. Right.
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Ms. Jacks. They must repeat, over and over and over, what their
problems are, and be embarrassed many times in having to admit de-
pendency, rather than having this service provided through a one-stop
center, as Bentley Lipscomb mentioned. I think this is of paramount
importance, so that the older person can go to one agency, can receive
help in knowing what is available, can tell his story once, a plan for
services and assistance can be arranged, and then someone helps to
follow through on the provision of appropriate services. -

I know I have rambled, but I just wanted to emphasize these things
that were said earlier this morning because it seems to me that these
are the things that we must be concerned about—the well-being of the
individual, not aging per se, but each older person. To achieve this,
we have to look at these points I have reinforced.

Senator Crires. Thank you.

Ms. Jacks, Thank you.

[The prepared statement of Ms. Jacks follows:]

PREPARED STATEMENT OF MARGARET H. JACKS

Not all older people need services, nor are all of the elderly in need of finan-
cial aid. There are many among the elderly who have made the transition from
middle age to the maturity of the later years and the freedom of retirement with
few problems. Most of those fortunate individuals have been able, during their
working years to earn and preserve resources with which to meet economic
needs when earning years are terminated.

" Some elderly formerly worked for concerns which provide adequate pensions
for retired employees. Other concerns have shared with employees the oppor-
tunity to amass reserves through the purchase of company stock or through
supplemental savings programs to build reserves. Other elderly have, on their
own initiative, been able to follow through on a sound savings program, planned
to accumulate retirement reserves.

Social security provides a basic plan to which other pensions or sources of
income after retirement can be added. Social security alone is not sufficient to
meet total economic and medical needs for most older people. Only when added
to other retirement income is the total sufficient to provide for a comfortable
life style which allows the individual to purchase needed services. But for those
who have not been so fortunate as to have other retirement income and for
those who, while working to support themselves and their family and to edu-
cate their children, have been unable to accumulate reserves, retirement on
social security alone is usually accompanied by fear of want, if not actual lack
of the necessities of life.

The economic situation in which the retiree finds himself, either affluent or
with limited income and resources, may be drastically affected by the compli-
cation of severe or prolonged bouts of illness, especially if there is a residual
condition which affects the mobility and general ability of the individual to
function independently. With the escalating cost of medical care, resources can
be reduced or completely eroded in a short time. As a result, just at the time
when the individual begins to need-a variety of services to augment reduced
functional capacity, the ability to purchase such services is limited by a reduc-
tion in income and resources. . .

Another generally negative factor in the provision of services to the elderly
is the slowness with which these ancillary services for the disabled elderly are
being developed in American communities. Possibly because of a national self-
denial of the inevitable onslaught of old age, we as a Nation have tended, in an
ostrich-like manner, to deny the need of such services for the elderly other than
institutional care. As a result, State hospitals for the mentally ill have had
many older nonpsychotic patients admitted to the institution, and nursing
homes, some with good and some with not so good standards have been used-
inappropriately for the care of many persons. These include persons who could
have remained in less restrictive, more appropriate, living arrangements in their
own home or in a protective living situation if services to augment their ability
to function had been available in the community.
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.Also, in many communities, where some services do exist, there is a lack of
information and referral services to inform the general publie, including the
elderly and his relatives, as to what services exist, how they can help, their eligi-
bility requirements, and how to apply. This void, this lack of knowledge about
services and their availability, has restricted the elderly and his relatives in
making maximum use of such resources to plan for care, out of and in place of,
unnecessary institutional placement.

In America, there has also developed a well-placed, but sometimes too narrow
concern, for the well-being of needy individuals, particularly the low-income
elderly people, which has led us to a public policy of limiting the development
and availability of service resources to those which meet the needs of the elderly
poor. This restriction loses sight of the fact that affluent elderly may, and fre-
quently do, need those same services, but find their income a barrier to their
receipt of such services. This must and should be changed to a policy which makes
all services available to all elderly with a fee system which informs the indi-
vidual, seeking such services, as to the cost of the services and allows him to pay
in relation to his stated income with the cost of care to indigent individuals be-
ing met through public funds.

The services which have been identified as being of greatest benefit to the older
person with reduced capacity to function in the activities of daily living are:
Homemaker services, visiting nurse service, transportation (portal to portal,
in specially designed vehicles), telephone reassurance, home-delivered meals,
meals served at congregate sites, physical therapy, etc. These, of course, should
be available in addition to medical care, placement for care in a medical facil-
ity (hospital or skilled nursing home), or care in a protected living facility
(foster home, home for the aged, etc.), as appropriate to the individual’s particu-
lar needs. Unfortunately, this array of home care, medical care, and appropriate
levels of institutional care are not available in most communities in Florida, nor
are the numbers of service agencies or appropriate institutions, where such
exist, sufficient to meet the demand for such services.

An additional, but equally limiting factor in developing a plan of care for the
disabled elderly is the splintered administrative approach to service delivery
in most communities. Each agency usually has its own eligibility criteria, ap-
plication process, and procedures requiring the filing of a unique application
form. As a result, it is not infrequent that an older person must go from one
agency to another, filing similar, if not identical information in each, going
through the traumatic admission of being dependent physically and economically,
over and over. Such would be the experience of a person needing homemaker
service from a title XX (social security) project, home-delivered meals from
a title III (Older Americans Act) project, service of a visiting nurse from
Public Health, ete. With the knowledge of what is needed or available obscured
by lack of a good information and referral service, the elderly often find it im-
possible to consider alternatives to institutional care. '

When institutional care is appropriate, the choice of which institution, or
what level of care is needed, is frequently complicated by incomplete coopera-
tion of the doctor in charge of the patient’s medical care, who may himself not
be completely familiar with community resources. With proper attention to a
complete diagnosis and alternate means of care, drugs may be reduced for more
constructive programs of exercise and participation to overcome depression
and inactivity. Home services can be prescribed appropriately to avoid unneces-
sary institutionalization, but only if the physician is attuned ‘to the special
needs and problems of the elderly which may require more time for discussion of
symptoms, a sympathetic listening to sometimes prolonged explanation of symp-
toms,.a possible lack of hearing, which may require repetition of information
giving, and a general understanding of services available in the community
which can be used to complement the medical care regime he is prescribing. It is
the physician who should be participating in the development of institutions
providing various levels of care. When an older person can no longer live in
his home, a foster home or a home for the aged which provides a semi-independ-,
ent life style should be available for consideration as a solution to the question’
of care. The community should not only foster the development of such resources,,
but provide a licensure procedure which assures safety, cleanliness, adequate
nutrition and well-prepared meals, personal help in dressing, ambulation and’
bathing. Counseling on personal problems and medical supervision to identify
possible symptoms of developing illness as well as leisure time activities to pre-
serve mental and physical functioning should be provided in such facilities.
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When acute illness exists, the spectrum of medieal care, including physicians
care, clinics for routine followup, hospital and skilled nursing home care as re-
quired, should be available to the individual at a cost which he can pay or pro-
vided out of public funds. Such services, particularly hospital and nursing home
care, should be administered in a way which promotes return to the patient’s
home when his condition permits this, with rehabilitative services provided
which are directed toward this goal.

Thus there are a number of subgoals in the goal of developing a community
care program in any community if it is to provide comprehensive services to meet
the needs of the elderly at the various stages of development :

(1) The first is the identification of the services needed by the elderly in rela-
tion to their loss in ability to function independently, with a view to preserva-
tion or rehabilitation of functioning and the development or expansion of such
services in the community.

(2) Planning for needed resources to be available to all older people with the
cost being met by the individual on a sliding scale, depending on his or her ability
to pay, and subsidized out of public funds for the indigent.

(3) Assuring, through the development of sound service delivery methods,
that home care services, medical care and appropriate levels of institutional care,
are all available in the community with the provision of services directed at pre-
serving the independent functioning of the individual in his own home as long
as possible, but also previding for varying levels of care in a variety of settings
for short or long periods of time, depending on the person’s needs.

(4) An information and referral service which educates the public and the
person in need of services, as to what is available in the community, and where
to go to obtain the help needed, with assistance given in doing so, if required.

(5) Development of a community service delivery system which makes all
services available through a simplified “one-step” application mechanism which
assists the individual applying for assistance to identify his or her specific needs,
provides a diagnostic process in which the individual partcipates, and through
which a plan for the provision of services is established with the filing of a single
application form and the processing of one application for all needed services.

This, in summation, is comprehensive community care—an array of social and
medical services, including a variety of services to the applicant in his own home
if assistance is needed to facilitate his independent functioning in a community
setting, with good substitute care offering a variety of levels of care’in as many
appropriate settings as are needed, to assure the meeting of special physical,
mental, emotional, or economic problems. All such services should be available
in a simplified delivery system requiring minimum repetition of the application
process, with services paid for in respect to the person’s evaluation of his ability
to meet an established fee system, public funds to be available to meet the cost of
care for the indigent.

To achieve this goal, the entire community, particularly existing service deliv-
ery agencies which may be a part of the totality of services, must be wholly com-
mitted to this end. Such commitment leaves no room for jealously of established
prerogatives. Each must be willing to contribute any special knowledge or skills
it hasand to cooperate to the fullest.

The last-—--and perhaps the most necessary ingredient—is financial support for
the entire program whether it be Federal, State or local funds. Such an inte-
grated program may well receive support from all three levels, as well as from
the recipients of service in the form of fees. Imaginative planning and innovative
measures will open the door to appropriate use of volunteers, civic groups, clubs,
churches, etc., for contributions in cash and in kind.

Florida has gone the distance of passing legislation to initiate such a program.
Tt has not gone that last step of providing adequate funding. Perhaps this hear-
ing will stimulate additional interest and support for its full implementation.
Special interest groups—AARP, NAART, the Florida Council on Aging, the Na-
tional Council for Senior Citizens, the National Congress for Senior Citizens—
have expressed their desire to work actively to this end.

I appreciate very much the opportunity afforded me to testify before your
committee and commend you for your many years of efforts, concern and well-
directed activity on behalf of the well-being of the elderly in our Nation.

Senator Carres. Ed, do you want to make some remarks?
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STATEMENT OF ED HENDERSON, PH. D., MEMBER, LEGISLATIVE
COMMITTEE, FLORIDA NATIONAL RETIRED TEACHERS ASSOCIA-
TION, FLORIDA ASSOCIATION OF RETIRED PERSONS, TALLA-
HASSEE, FLA.

Dr. Hexoersox. This brings back a lot of memories of the days
when you were in the Florida Legislature and I was in there strug-
gling with education.

I am not going to repeat a lot that has been said because the thor-
ough discussion in the first group was rather complete. There are just
two or three items in connection with it that I want to emphasize.

We were discussing, a little while ago, this care by the physician
and the assistant and the nurse. When this bill was passed by the Flor-
ida Legislature, the hope was that in these centers, where elderly peo-
ple would gather, there would be a room or clinic where there would
not necessarily be a doctor who would have to charge a fee, nor even a
doctor’s assistant, but a well trained nurse who could administer to
the elderly people in many of the simple problems that they face from
day to day. We hope that that is going to be developed without the
necessity of having to have the doctor or the doctor’s assistant with
the necessary fees that they required in order to do that work. We be-
lieve that a well-trained nurse put into these activities can do the job
adequately for most of the elderly people, and that was the emphasis
that we stressed as we were working on this measure in the Legislature
of Florida.

We are concerned about another problem that we face over and
over. The people that I associate with, most of them simply want to
do their own thing; they are in pretty good shape, but a small per-
centage of people are in trouble, as you know, either because of health
which we are discussing mainly this morning, or because of infla-
tion. We hear about so many programs where people are providing
things for the elderly people.

A great many of our elderly people have been required to retire. It
looks like that 1s going to be changed a little bit, but 65 comes along
and some of these people remain alert mentally and physically. We are
hoping that somewhere in the development of this program, further
development of it, that we will make use of elderly people in serving
elderly people. We have some very interesting programs going on in
TFlorida, as you probably know, among the retired teacher organiza-
tions. They have been doing it for years.

The first hearing that we ever had, or the first notice we ever had of
one of these day care centers for elderly people, was conducted strictly
on a volunteer basis by the retired teachers in St. Petersburg, many
years ago. Using the members of that organization, they were able to
provide the same kind of services that can be provided in other com-
munities, where younger people are hired to do the work. We would
hope that as these programs develop, an increasing number of capable
elderly people be used in furnishing the services to our elderly people.

There is another angle that we tried out, I believe, when we had the
meeting in St. Petersburg. We had a report from one of the retraining
centers, where they offered certain kinds of work—work selected by
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the people who were running the activity—and they would offer to-
elderly people an opportunity to come in. Now, there are certain things
that one can get ready to do, but we believe that if the retraining pro-
grams can be based upon the aptitudes of the individual, the skills that
Te has and the abilities that he has, we will find many areas where
elderly people can come back into certain types of employment, part
time perhaps, because they need the additional funds now, instead of
going into the training institutions where existing courses are lined
out for them.

I don’t think I am going to repeat a lot of what Margaret said, be-
cause I had a feeling that between the four people we had on the panel
earlier we had a pretty thorough discussion for your committee, and
all we want to do is just sit here and have a thought or two, and then
say hallelujah.

Senator Cmices. Thank you, Ed. Mr. Amyx.

STATEMENT OF EUGENE R. AMYX, MAITLAND, FLA,, CHAIRMAN,
CENTRAL FLORIDA CHAPTER, NATIONAL COUNCIL OF SENIOR
CITIZENRS

Mr. Amyx. Thank you, Senator.

I, too, want to express my thanks for being here. There are some
areas that I would like to mention, if I may.

One thing, before I start, I learned last night, in a meeting that I
was attending, that I have reached the ultimate goal of being a senior
citizen. I was standing in the back row of a crowded room, and a young
man in his thirties got up and offered me his seat, so I know 1 have
arrived. I didn’t take it.

There are some areas that have been touched on that would be some-
what repetitious, so I will not dwell on them. There are some other
areas that I would like to mention.

First of all, let me say I have been retired for 2 years. Previously,
I was dirvector of the RSVP program for 2 years, and I have been
dealing with older people and their needs and their problems, for sev-
eral years. I have learned, through conferences and meetings, the No. 1
concern of the elderly is health care. One of the new health problems
that has recently arisen, I believe, that should be looked into, is the
negative publicity pertaining to social security. This has been an added
worry for lots of older people. It needs to be explained, why the nega-
tive response that we are getting through the media in so many cases.

PreveNnTIvE HEALTHE CARE

Some of the areas that have been touched on I would like to repeat.
Preventive health- care that Margaret mentioned, this is one of the
areas that we need, so that older people can find out that they have a
problem and something can be done about it before they hecome so
drastically ill. This, of course, would be a huge saving. I might add
that the older people I know are not asking for free care, they are ask-
ing to pay their share. I would suggest that a sliding scale should be
worked out on care of this type. . ' : ,

Another area that concerns us in our area is home health care. I
won’t dwell on that because it has been covered so well already. I be-
lieve that the nutritional classes that have been mentioned, too, have
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been a tremendous help in the Orange County area where I live, not
only for better health, but for economical reasons as well.

I would suggest that an exercise program suited to the elderly be
instigated. It would not only bring better health, but it would bring
social contact that is needed in many cases.

Another area that concerns us is a need for counseling. Many older
people need help but don’t know where to turn. In some areas, they go
to an agency where they have employees who cannot relate to them, I
am suggesting that these people should have an opportunity to be
counseled by their peers, or people who understand their concerns for
their ills, for their medicare, insurance, and other areas.

I would suggest also that the transportation for the elderly and the
handicapped be looked into more thoroughly. I happen to be on one
of the boards in Orange County where we are providing very limited
transportation for the handicapped and elderly, but we turned down
over 200 a month because we don’t have the services to provide more.
The primary function of our service is to provide transportation for
medical care. So when you cannot serve that many people in a com-
munity, then I would hope that this area would be looked into also.
The need is great. ‘

Medicare in nursing homes. I heard this morning one of the finest
recitations of care that can be offered in nursing homes, and I wish
that Mr. Carter were in Orange County.

Another area that concerns me is that many older people are. under
the assumption that under medicare, if they need to go into a nursing
home for skilled care, that they will be accepted. Unfortunately, this
is not true. Many counties that I know of, that I have had an oppor-
tunity to check on, do not have medicare coverages in nursing homes.
I would suggest that we should investigate why this is allowed to
happen. I would suggest that the nursing home administrators them-
selves be asked why the can exclude.and refuse certification for medi-
care patients. Medicaid patients are accepted, but medicare are not.

ExCESSIVE PAPERWORK IN MEDICARE

The answers that I received in looking into this problem is it re-
quires excessive paperwork, and they have a right as individual opera-
tors—and most of the nursing homes, I understand 77 percent are
privately run—they have a right to reject anyone that they wish. I
would suggest, Senator, that the medicare coverage for those who need
skilled nursing homes be looked into very seriously.

I would suggest also that many seniors do not want to quit work
when they reach mandatory retirement age. I would suggest that many
of them would like to continue in some part-time job. I would suggest
that many of them, with very little training, and maybe none at all,
would be able to serve for many, many years in areas of their interests.
I would like to see how this is going to be implemented, and how older
peopleand their skills and expertise will be used. I am suggesting that
many, many older people become old and senile simply because they
are allowed to, and not encouraged. : '

While I am on that subject I would like to put in a plug for a new
TV program, called “Over Easy,” which Hugh Downs is the modera-
tor. It is on the Public Broadcasting Service. HEW' sponsors it. I
learned by watching it last week, that some of the ideas coming over
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this program, “Over Easy,” are going to be a tremendous help to older
people. I think, from what I have seen, it 1s a step 1n the right
direction.

I am suggesting that the self-esteem of older people should be en-
couraged and not be put down. When they are suddenly shunted aside
and told, “Now you are no longer useful,” this is putting down their
self-esteemn, and this is the worse possible thing that can happen to an
individual. Self-esteem is even more important for an older person
than it is for a younger person.

T would also suggest that the adult education classes be enlarged to
provide classes of all types, including college level. There is no reason
why an older person is not able to learn and continue being active 1
this life. If they have the opportunity to participate and have an
active mind, they are going to be happier individuals. The fact that
they have an active mind, I think it is important to remember, is that
it doesn’t leave time to be thinking about illness or how to be lonely.

Last, it is expected that the percentage of senior citizens in Florida
will double by the year 2000, already one of the highest percentages
of seniors in the United States of America. We should plan now for
that time., ,

May I suggest that older people should be allowed to help plan for
their own lives. I am suggesting that any commission, or any board,
that has to do with the needs of the elderly, should have at least one
senior person participating on that board. T feel that the older people
have this right to govern their own lives, and to be self-sufficient as
they want to be, as long as they live.

Thank you, Senator.

Senator Crrres. Thank you.

Professor Schmidt.

STATEMENT OF WINSOR SCHMIDT, REPRESENTATIVE, DISTRICT II
HUMAN RIGHTS ADVOCACY COMMITTEE, FLORIDA STATE HOS-
PITAL, CHATTAHOOCHEE, FLA.

Mr. ScamnT. Thank you very much, Senator. :

Thank you for inviting me to participate in this discussion. I be-
lieve I can contribute some new issues to this discussion, but I will
ask that my statement be put into the record. . _

Senator Craies. Your statement, in full, will be inserted in the
record at this time.

[The prepared statement of Mr. Schmidt follows:]

PREPARED STATEMENT OF WINSOR SCHMIDT

I am a member of the District II Human Rights Advocacy Committee for
Florida State Hospital in Chattahoochee, Fla. The Florida Legislation has pro-
vided for at least one advocacy committee per district. Each of the four State
mental hospitals has a committee associated with it.

The committees have no more than 11 members, including at least two con-
sumers, two providers, two representatives of professional organizations, and one
medical or osteopathic physician. The statutory duties of a human rights
advocacy committee include: Serving as a third-party mechanism for protecting
the constitutional and human rights of clients receiving, investigating, and
resolving abuse and rights deprivation reports; reviewing programs and services;
and, appealing unresolved complaints, and submitting an annual report, to the
Statewide Human Rights Advocacy Committee. :

1 Florida Statute § 20.19 (7) (1975 as amended).
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There are 352 geriatric patients at Florida State Hospital who are, and for
quite some time, have been identified as, ready for immediate release.® These are
352 people in locked wards whom everyone admits are inappropriately placed.
Yet they languish there, potential victims of the institutional phenomena of
resignation to and dependence upon institutional life, because no one has been
able to place them in less restrictive alternative settings.

There are 2,316 persons in the total patient population at Florida State Fospi-
tal, approximately the same number as in the year 1922, when Florida’s popula-
tion, of course, was much less. Commentators ranging all the way to Chief Justice
Burger have acknowledged the uncertainty of mental illness diagnosis, the tenta-
tiveness of professional judgment regarding mental illness; the generally low
rate of cure, the fact that many forms of mental illness are not understood, the
fact that some forms are untreatable and have no effective therapy, and the
recognition that any effective therapy requires patient admission of illness and
cooperation with treatment.® Given these facts, and the large proportion of in-
voluntary committees, and involuntary or incompetent “voluntary” committees,
at Ilorida State Hospital. it is safe to say that many more than 352 geriatric
patients are inappropriately locked up in Florida State Hospital.

Some patient population characteristics are interesting. Of the 352 geriatric
patients whom .everyone acknowledges are inappropriately in the institution, 140
(39.7 percent) are black, and 249 (70.7 percent) are female. It would be fair to
characterize the geriatric population, and probably the total patient population,
as being poor, disproportionately black, and disproportionately female (even
considering that women live longer).

This situation exists now at Florida State Hospital, the same hospital which
2 years ago compelled the U.S. Supreme Court to declare: “a State cannot con-
stitutionally confine without more [than custodial care?] a nondangerous indi-
vidual who is ‘capable of surviving safely in freedom by himself or with the
help of willing and responsible family members or friends.” * In the geriatrie
population alone at Florida State Hospital, there are at least two individuals
who have been recommended as gualified for release to independent living.

The $32,991,516 Florida State Hospital budget consists of $26,284,693 (79.67
percent) in State funds, $3,690,025 (11.18 percent) in Federal funds, and $3,016.-
798 (9.14 percent) in other funds. “Other” funds are moneys collected in fees
from this poor and often involuntary patient population. It is not .expected that
much more than 60 percent of the $3 million in fees will actually be collected,
but when it is. it often consists of Federal program payments to the patients. Of
the so-called “State” funds, 32,416,089 consists of match money required of the
State to qualify for receipt of certain Federal funds. With these considerations
in mind, recalculation suggests that Florida State Hospital’s budget is as much
as 25 percent ($7.916.192) Federal funds.

The alternatives to public hospital institutionalization in Florida include nurs-
ing homes, adult congregate living facilities. and adult foster homes. Each of
these alternatives is State licensed. but paid for by the client. In the case of
public patient clients, any who are accepted for placement are dependent upon
Federal program payments to reimburse the alternative facility operator. For
the publie mental hospital geriatric patient. even Federal funding is often not
ennugh, The amount of Federal money received by the geriatric patient does not
make that patient particularly competitive for an alternative facllitv opening.
The facility onerator can get more money for less trouhle from other clients.

In any study of the mental health movement, it is apparent that change most
readily occurs. and substantial increases in hudgetary appropriations are
achieved. as a direct resnlt of litigation® The District IT Human Rights Advo-
cacy Committee for Florida State Hospital strongly urges the support of S. 1393,
a bill nermitting ‘the U.S. Attorney General to initiate lawsuits on hehalf of
institutionalized persons. The right to treatment. the right to the least restric-
tive alternative treatment, and the right to refuse treatment cannot be realized
until they are actually claimed. .

Another major breakthrough in the providing of mental care would be requir-
ing private voluntary hospitals to assume the same responsibility for mental

2 The count of 352 is as of March 1977, the most recent tally available. .

3 See O'Connor v. Donaldson, 422 U.S. 563, 582-84 (1975).

+1d. at 57C.

5 See, e.g., Wyatt v. Stickney, 325 F. Supp. 781 (M.D. Ala. 1971), 334 T. Supp. 1341
(M.D. Ala. 1971), 334 F. Supp. 373, 387 (M.D. Ala. 1972), affirmed in part, modified in part
sul. nom., Wyatt v. Aderholt, 503 F. 2d 1305 (5th Cir. 1974).
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patients as they do for patients with physical illness. This is already happening
in at least one metropolitan area as a result of the disaccreditation of the public
mental hospital® The State mental health agency involved is agreeing that the
hospitals will be required to provide followup care after the mental patients are
discharged. To enhance the financing of this followup care, the $122 million being
spent on five mental hospitals is being redirected. Florida State Hospital admits
that it does not meet minimum staffing requirements, and it is probable that
it does not meet many of the minimum constitutional standards for adequate
treatment of the mentally ill." Federal encouragement of adequate treatment
would be helpful.

Forty percent of the nationwide State mental hospital population has been
over age 65.° One of every four reported suicides in the United States is com-
mitted by a person over 65, even though the elderly represent only 11 percent of
the population. The death rate of those over 65 within 30 days of mental hospital
admission is 1 out of every 10.° With a projected over-age-65 population of
51.5 million by the year 2000, the crisis in mental health care so manifest for
the elderly must be alleviated. .

. Mr. Scamipt. All right. Then perhaps I could just respond to some
questions. I am here representing the human rights advocacy com-
mittee at Florida State Hospital. Qur principal concern is that there
are 352 geriatric patients at Florida State Hospital who have been
identified as waiting for immediate release, and they have been iden-
tified for some time now. The reason why they have not been released
from this maximum security institution, from these locked wards, is
because there are apparently no alternative placement care facilities
for these patients.-
© Senator Crres. Can you tell us how their status was determined
Was it a result of examination by physicians or psychiatrists? How
was it determined now that they are ready for release? How did that
come about ? o ‘ :

Mr. Scamipt. There has been an ongoing evaluation, and the staff
has determined that they are eligible %or release, but as I suggested,
there are no alternative facilities. It is difficult. :

Senator Cmives. These are people that don’t have any family, or
there just is no place for them to go in the community, or no alterna-
tive services.that can be provided? In other words, they need some
help as they go out. I suppose.. _ T
- Mr. Scaymwt. That is correct. They may even have a family, but the
family may be unwilling to take care of them. - - S

Senator CriLEs. Maybe that is why they got put there to start with.

Mr. Scamipr.. That 1s true also, Senator. — . . . . L

Senator Crrres. Have you got any breakdown as to what some of
their problems are, and what they do need ? In other words, what serv-
ices are not available? Is anyone trying to take these people and say,
vou know, John Doe needs so and so, and where can he get that?.T agree
with you, it seems terrible that these people have now been certified
that they are ready for release, and yet they are being held there.
~ Mr: Scamipr. At the Florida State Hospital, right now, no one is
responsible for actively seeking a location of alternative placement.
Apparently, there is a program at Arcadia, in the middle of the State,

6 See New York Times, Nov. 15, 1977, p. 1.
7 See note 5, supra. . .
8See Morris, in Symposium on the Aging Poor. 23 SYR.L.REV. 45, 48 (1972).
® Based on Statistical Note, 74 DHEW Pub. No. (HSM) 73-9005 (1973), cited in Stone,
%?%]ﬁﬁingiogguéﬁé Il-‘{]eizgllth axAdRLaW: ;Al Sy;tf)m in Tranlsitl(gl, 161, 176 (1978). See also,
@ g ; son, esearch and Demonstration Pr
52 Social Case Work 483, 484 (1971). . t " olect of Protec_tivg Services,
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to place persons in lesser restrictive alternative facilities. However,
in Florida State Hospital, there is no such program to this date, and

there has not been for quite some time.
Senator CriLes. So there is no one there that is even trying to find a

place to locate these people?

Myr. Scummr. No one has been.

Senator Crriies. No one is given that responsibility ¢

Mr. Scammt. No one is given the responsibility and is actively
performing that res 1)01151b111ty

Senator Crrrurs. I believe I have seen some newspaper clippings,
announcements by the National Institute of Mental Health, of new
programs to develop services as dischargees of State hoeplmlq return
to the community. It seems to me that This effort, together with the
kind of action that you are calling for, could prov ide the actual com-
munity resources that were needed for their return to the community.
How hopeful are you as to the effectiveness of this kind of thing?

Mr. Scraor. 1 am hopeful, Senator, but at most it is a start,

Senator CrrLes. I would like to put in the record at this point the
newspaper article on these demonstration programs.

[The newspaper article follows:]

{From the Washington Post, Nov. 16, 1977]
COMMUNITY SUPPORT PROGRAM SET To Aip Ex-MENTAL PATIENTS
(By YVictor Cohn)

In 1965 there were 600,000 patients in the Nation’s public and private mental
hospitals. Today, in one of the most dramatic achicvements of modern mental
care, there are 190,000,

But thousands of the formerly hospitalized, as the National Institute of Mental
Health acknowledges, “live isolated, marginal lives, wandering city streets and
languishing” in boarding homes, cheap, rundown ‘“welfare hotels,” and drab
nursing homes for lack ot better places to go.

Dr. Bertrand S. Brown, NIMH Director, announced what he termed a start
vesterday on attacking the problem: $3.5 million in first-year contracts to 16
States to plan or begin “community support programs" to help these men and
women lead better lives.

‘“They are the walking wounded of the mind,” he told a news conference. He
explained how new drugs and new community programs—psychiatric wards in
community hospitals und community mental health centers— emptied the public
mental hospitals starting in the 1950's. He said court rulings all over the country
are continuing the process—for example, the decision in the District of Columbia
ordering St. Klizabeth’'s Hospital to discharge 1,100 of its 3,000 patients to less
restrictive living arrangements,

The problem, Brown said, is that it may be possible to find a bed someplace for
the discharged patient but not the “full range of life-supporting services”’—
medicine, housing, nutrition and others—that were provided by the large public
hospital, whatever its shortcomings.

In key communities in the 16 States, he said, a “core service agency”—a hos-
pital, mental health center, rehabilitation center or some other organization—
will “take the lead” in molilizing Federal, State, local, and private facilities of
many types to provide services, including job help, recreation and better housing,
as well as continuing medical attention,

‘There are many such local projects already,” Judith Turner, head of
NIMH’s Community Support section, reported. She said one in southwest Denver
has succeeded in drastically reducmg ex-mental patients’ relapse and rehospital-
ization rates.

Peter Schuck, Assistant Secretary of Health, Educatlon, and Welfare for
Planning and Evaluation, will head an HEW task force to work with HEW and
other Federal agencies to bring other programs—housing, medlcare, medlcmd
social security, and others—to bear on the problem.:



States selected for contracts are Alabama, Arizona, California, Colorado,
Florida, Georgia, Maine, Michigan, Minnesota, Missouri, Montana, New Jersey,
New York, Ohio, Oregon, and Texas. A Maryland proposal could be funded next
year, HEW officials said.

Mr. Scevr. I am hopeful, but at most, I can say it is a start. Ap-
parently $3.5 million in first-year contracts have been let out to 16
States. Florida happens to be one of those States. Unfortunately, the
amount that Florida is getting from that budget is $262,000 for 1 year.
This is reminiscent of another program for the developmentally dis-
abled. It was funded at $100,000 per year, for 5 years, to perform
advocacy services for approximately 300,000 clients. As I say, it is a
start, but it is not near enough, Senator.

Senator Crmrs. I notice Florida is mow experimenting with a
special gerontology community mental health project in some 11
counties. T did amend the fiscal year 1977 Labor-HEW supplemental
appropriations bill that provided $2 million for the Center for
Studies of Mental Flealth and Aging. That is, again, just probably a
drop in the bucket of what is needed, but we did provide some funds
there.

Mr. Scmior. That is much appreciated. Unfortunately, I am not
sure it is being felt in north Florida, where the largest State mental
institution happens to be located.

Senator Cmrres. I am sorry that we have lost some of our State
people from the panel. They had to leave. Tt would seem to me that
someone should be designated in the hospital at Chattahoochee, that
that would be their responsibility, because it seems strange that you
certify, or you have one end of the hospital, the medical people, certify-
ing that these people can leave, and yet they are still there, and there
is no one to try to help get them out in the community.

Ms. Jacws. May T comment on this, Senator Chiles?

Senator CHILES. Yes.

Ms. Jacks. Bentley is coming back, so let him speak, because I would
rather he speak on this point.

Senator Crrrxs. Professor Schmidt was pointing out the number of,
some 352 elderly people, that have been certified for release from the
mental institution at Chattahoochee, but they are not back in the
community because no one is trying—there are no services, they need
come services. Is there someone with responsibility, at least trying, to
find how we get these people back in the community ? ‘

Mr. Liescons. That, of course, has been the main concern, Senator
Chiles. We are reluctant to take people out of the institntion which
is providing personal and medical care and place them back in the
community where there is no medical service, no dental care, no home
delivered or congregate meals, no personal care Jike Mr. Carter men-
tioned earlier. I recently came back from the G. Pierce Wood Hospital,
located in the central part of the State, which is more overcrowded
than Chattahoochee, with about 1.200 people, where it was originally
designed for some 900 people. We have formed a task force down
there, that is made up of the hospital administration and the service
networks in that area, to try to develop plans for moving out 300
people by the first of June. Tf we could put into place some of the
community support services that I mentioned in my comments earlier
this morning, then we would hopefully be able to move these people
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out, of these institutions. But I think that it would be criminal, at this
point, to take them out of the institution where they are at least
receiving minimal care and place them back in the community where
they would likely perish for lack of any support services.

Senator CHiLes. I understand that we have a hiatus or a vacancy
In some of those services that should be available, but I think it is
important to know that someone is at least trying to determine
whether there are places that they could go, are there areas in which
they could go so that they could be released, and then if we can find
out 1f those services are not being provided, I think that would even
help us in making our record, as we go in to amend the Older Ameri-
cans Act, and as we try to determine what other steps we need to
provide in this long-term care.

Mr. Lrpscons. I .think one of the things you have already done,
Senator Chiles, is going to produce, I feel, some breaking up of this
hiatus. Mr. Derzon has now indicated that he is going to have some
folks in his administration look at the issue of long-term care and
plan accordingly. At least somebody is working on this particular
area.

In assessing the Chattahoochee group, as well as the G. Pierce Wood
group, between 80 and 90 percent of those individuals who have been
identified as being ready for release, it appears that they will need to
o in another form of institutional care; that is, the nursing home
facility as opposd to being released into the community at large. The
whole issue of certificate of need and the health planning area are
things that I think that the States as well as the Federal Government
have got to address.

We have a surplus of nursing home beds in many arcas of the State,
but that surplus will not accept medicaid patients, for some of the
reasons that Mr. Carter mentioned carlier, such as the difference be-
tween actual costs of patient care and what medicaid will pay. Unless
we can up the percentage of beds in nursing homes that will take nurs-
ing home patients on medicaid, then we are at a loss as to where we
put these people. For instance, the Fort Meyers and Naples area is one
of the fastest growing areas of the State, in terms of elderly popula-
tion, The waiting list down there now is approximately 3 months to
get into a skilled nursing facility or an intermediate facility, and some
people who have to go in now are being placed above Crystal River
which is all the way past the middle of the State. So it is a dilemma
that we need to continue working on and trying to resolve in terms of
identifying and developing facilities in the community where these
persons can be moved from mental health institutions back into the
community without killing them at the same time.

[Subsequent to the hearing, Winsor Schmidt submitted an addi-
tional statement, which follows:]

Mr. Lipscomb’s response to my abbreviated statement was fine, except that
his deinstitutionalization program is active in Arcadia, not Florida State Hospi-
tal in Chattahoochee. Although the possible consequences of ‘“dumping” into the
eommunity may sometimes be unfortunate, “warehousing” in public mental insti-
tutions is not only worse, but also violative of the least restrictive alternative
standard, and Supreme Court mandate in O’'Connor v. Donaldson to release those

nondangerous persons capable of surviving in the community. The public mental
hospital should be thelast resort, not the first resort.
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These concerns are equally applicable ‘to Vietor Cohn’s Washington Post
article. New drugs may have encouraged deinstitutionalization in the 1950°s, but
the decrease since 1965, when there has been no comparable new drug develop-
ment, is alinost wholly attributable to judicial orders and new community pro-
grams. This is why passage of 8. 1393, permitting the U.S. Attorney General to
initiate lawsuits on behalf of institutionalized persons, is so important.

Also endorsable are the Comptroller General's recent recommendations to
the Congress in the report on returning the mentally disabled to the com-
munity : Government needs to do more—

“(1) Congress should designate a committee in each House to monitor all
Federal efforts in conununity placement of the mentally disabled for facilita-
tion of Federal agency liaison with the States and between themselves.

“(2) Congress should require developmental disabilities programs to con-
centrate on coordinating local activities.

“(3) Amend the Social Security Act to increase the outpatient mental health
services available under medicare.

“(4) Congress should consolidate funds earmarked for mental health under
the special health revenue sharing and the community mental heaith center
programs into a formula grant to State mental health agencies.

“(5) Congress should consider additional legislation to help Federal, State,
and local agencies provide more job training and placement services to the
severely mentally disabled who have particular disadvantages in the job
market.”

See, also, the recommendations in the preliminary report to the President
from the President’s Commission on Mental Health, September 1, 1977.

HEW Focar Poixt ox Loxe-Trry CAre

Senator Cuires. Mr. Lipscomb, you referred to the statement from
Robert Derzon, who is the Administrator of the Health Care Financ-
ing Administration. He has informed our committee that his agency
has been assigned the major responsibility in developing the Depart-
ment’s policy on supportive services intended to prevent or postpone
institutional care. That is what we have been trying to get out of the
Department for a good while, as to who was going to be in charge. We
had conflicting responsibility. He has also, at our repeated request now,
given us a timetable for future HEW actions that they hope to
accomplish.

I would like to put a copy of his statement, together with a copy of
the timetable, in the record. He is talking about a home health analysis
by December 1978. He would provide us with a plan on national health
insurance and long-term care by March 1978, development and testing
of major structural reforms by December 1978 through 1982, and an
analysis of program benefits by August 1978. We certainly hope that
they will be able to meet these timetables but at least we now have
some guideposts of the timetable the administration hopes to accom-
plish. We hope they will be able to meet that, too.

[The documents referred to follow:]

DEPARTMENT OF HEALTH, EDUCATION, AND WELFARE,
Heavra CAre FINANCING ADMINISTRATION,

Washington, D.C., October 27, 1977.
Hon. LLaAwrtoN CHILES,

U.S8. Senate, Washington, D.C.

DEeAR SENATOR CHILES : As promised during the hearings before your committee
on alternatives in institutional care, I am transmitting our timetable for the
development of long-term care policies over the next year. . :

Secretary Califano has a deep commitment to improving the delivery of long-
term care services to the -aged and disabled and considers this work a high
priority. He has assigned to the Health Care Financing Administration the lead
in developing the Department’s long-term care policies, This effort will involve
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several components of HEW, but the work will be closely coordinated and will he
almed at eliminating any inconsistencies among our programs. In particular, we
wilét work closely with the Public Health Service on all health-related policy
matters.

I have assigned the responsibility for directing and coordinating the work to
the Office of Policy, Planning, and Research in HCFA. Within the next year we
plan to begin resolution of some of the problems of concern to you and your
committee. The actual products promised are likely to vary from full reports
with ‘recommendations, as in home health care, to shorter analyses of more nar-
rowly defined issues.

The attached timetable shows some of our planned work during the next year.
It should be recognized, however, that the issues are sufficiently ‘complex to re-
quire analyses beyond the scope of one year. There is general consensus the merit
of health and support services to keep the aged and disabled in their communities.

The issues now confronting us are those of financial resources, incentives, and
administrative feasibility of different service delivery methods necessary to pro-
vide care that is of high quality and at the same time is economically feasible.
These are the diflicult but necessary issues we must address as we contemplate
changes in the structure of public long-term care programs.

In addition to the work outlined in the timetable, there is a substantial amount
of analysis that has been underway for some time. Some of this will be completed
within the next year, while others will be on a longer range basis.

Perigdic reports of our progress will be provided to your staff, and we welcome
their suggestions and assistance.

Sincerely,
Rosert A, DERZON, Administrator.

[Attachment]
TIMETABLE.—DEVELOPMENT OF LoNG-TERM Cani: POLICIES

(1) Home health analysis—December 1978S.

This will be a major effort conforming essentially to the provision for a full
study of home health services outlined in H.R. 3, the Medicare and Medicaid
Fraud and Abuse Act. Major areas to be studied include availability administra-
tion, provision, reimbursement, and cost of home health and other in-home serv-
ices under titles XVIII, XIX, and XX. Interprogram coordination issues, utili-
zation control, and prevention of fraud and abuse are other issues that will be
included in our report to Congress.

(2) National health insurence and long-tcrm care.—March 1978.

The administration plans to propose national health insurance legislation
early in 1978. An integral issue in NHI is how long-term care services should
be treated. This analyses has already begun and will continue as plans for the
overall proposal are formulated.

(3) Deuvclopment and testing of major structural reforms.—Development, De-
cember 1978 ; Project Implementation through 1982.

In order to eliminate prohlems of fragmentation and institutional biases in
long-term care, we plan to develop and test major alternative service delivery
and financing methods. The general goals of these efforts, which will be of a long-
range nature, will be to test models for coordinating services and providing a
community-based continuum of care for the population at risk. We will test var-
ious service combinations, organizational and administrative arrangements, and
types of financing. Developmental work will take place during the next year, and
demonstrations should run for 3 years after that. We bhelieve that such a com-
prehensive and long-range effort is necessary in order to answer questions abont
needs for and costs of services under differing organizational and financing
arrangements.

(4) Analysis of program benefits.—August 1978,

During the next year we will undertake analyses of the results of the section
222 experiments and other relevant data to assess the feasibility of ineluding
such Dbenefits as homemaker and day care services in medicare and medienid.
We will also continue our current activities aimed at improving the provision
and assessment of the quality of institutional and noninstitutional long-term
care, including the analysis or reimbursement issues, incentives, and greater
involvement of consumers, providers, and health planners.




760

Senator Crxrres. Professor Schmidt, we thank you for the work that
you have done in this area, I hope that you will continue to keep us
informed of what you see is happening, and we will see what we can do
about trying to move the Federal Government. I think that makes such
an emphasis on the need for having programs in place. To think that
Eeople have been institutionalized in a mental institution and now

ave been certified for the longest time that they don’t need to be
there. The fact that they continue to be held there is just an indictment
of the way we are giving this care, and I think we have to do some-
thing about it. .

I thank you all very much for your testimony today and for adding
to our record.

Mr. Hexperson. Senator, there is one problem that has been pre-
sented to me, over and over, by a number of people that does not deal
with the same subject that you have this morning, but we seem to find
quite a number of widows who arve drawing pensions from the service
of their husbands to the Nation in time of war, and they have this very
difficult problem that when social security is raised, supposedly. it is to
add some other income to these people, but when the social security
amount is increased, the pension is cut down, so that really these people
are getting no increase from the increase in social security at all.

Senator Cuires. Yes, sir. We have run into that and a number of us
have attempted to add that as an amendment so that they would not be
cut back. Those pension programs are based strictly on the basis of
income, and as you get additional income, then it cuts back on the pen-
sion program. But you ave right that they don't receive the benefit, and
inflation, I think, does eat it up completely.

Mr. Hexperson. Well, if there 1s anything in the world that you
folks can do. To take a widow now, who is drawing a pension from a
man who served the Nation, and then simply becanse some additional
social security money comes in, the pension is cut back on the service
that the man rendered, that seems to me totally unfair, and we hope
that something can be done about it.

Senator CuLrs. Well, there was an amendment to the—staff has
just reminded me that the McIntyre amendment was placed on the
new social security bill that just passed the Senate, and it would say
that there would not be a cutback, That is not in the House provision
so I don’t know whether that will be held through the conference or
not, but it was in the Senate side.

Thank you all for your attendance today.

We have a few minutes left and I understand we have some people
that are in the audience, some of our senior citizens, who have some-
thing to say to the committee. We will be glad to hear from you for a
few minutes.

Let me just mention that we also have some sheets on the table in
the lobby, the pink sheet, and if for some reason you aren’t able to
testify, or if you don’t want to stand up and testify, I hope you will fill
out one of these sheets berause we would like to include those in our
record. We have got a mike over here. I am going to be able to stay
about 15 minutes and then I am going to have to go to the airport, but
maybe Mr. Oriol, the staff director, could stay just a little bit longer
if there are other people. So those of yon who would like to make
comments, we would be glad to hear from you.
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STATEMENT OF ELLEN KERR, TALLAHASSEE, FLA.

Ms. Kerr. I am a resident of the building—have been for the last
6 years.

}:& point was made by several of the speakers, particularly by Ms.
Jacks, which seems important to me. Can’t you, Senator Chiles, won’t
you prod and push the medical profession and the AMA to getting
more deeply involved in preventive medicine ?

Senator CrarLes. Yes, ma’am. I have been trying to do that, and one
way I have been trying to do that is in the Appropriations Committee,
of which I am a member of the Subcommittee on HEW, in trying to
fund medical schools in a way that sees that we are going to have a
better mix of people that will be involved in the community practice—
general practitioners we used to call these people—and in the geriatric
practice, as opposed to just a few specializations and just the treatment
of the traumatic illnesses, as opposed to the chronie illness.

We have been trying through our financing provisions to do that,
and I will continue to make efforts. I think it is very, very necessary.

Ms. Kerr. Would it be possible to incorporate that in the services
of the centers for the elderly, the municipal centers?

Senator CrrLes. Well, yes, it is possible, but again we get into the—
a lot of this is not funding and that is where we are trying to provide
nurses and physician assistants who could be available because in many
instances they could be helpful in giving this preventive care. You
would not have to have a physician present all the time. What we are
talking about, of course, is the expense.

Ms. KErr. I should live so long that T will see it.

Senator Crires. Well, I hope you will.

Ms, Kerr. Thank you.

Senator CHiLEs, Thank you, ma’am.

Ms. Kerr. One other point, please. We who live in this building
have enjoyed its facilities, its comforts and its conveniences very much,
but there is a crying need for a second building. I think all of us who
live here are aware of the need for a building that will provide the
services for people when they become old and are unable to care for
themselves.

Senator CuiLes. That need exists all over Florida and all over our
country.

Ms. Kerr. Yes; don’t forget it.

Senator Currks. Yes, ma’am,

Ms. Kerr. Thank you.

Senator CHILEs, Yes, ma’am.

STATEMENT OF EUNICE P. ANDERSON, TALLAHASSEE, FLA.

Ms. Anperson. Senator Chiles, all morning we have talked about
money. We have got brains enough to handle any problem. I have been
working in Dade County for 40 years on a volunteer program which
includes aging—I would like to know how we can get you folks in
Washington to cut this inflation without having to go to war? It seems
that we always are in war when we are not inflated. That is because,
of course, of employment.
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Now, I would like to see some of the junkets that some of these folks
ave taking—I read the paper and I see all this money squandered on
all this useless stuffi—and if we don’t stop and if there is no hope for
us older people, you can call it whatever you will, but we have to talk
about it this morning, but nobody majored in cutting inflation. I think
it is very basic to the whole packet of what we are talking about;
which is, money to do these things. I would like to have some thought
on that. Do you have a good idea? '

Senator Crnes. Well, I wish I could say that T had an answer to
that, but one of the things, of course, we are continually trying to
battle with is inflation, and you are right, it is one of the greatest
problems that we have. Part of it is caused by too much Government
spending.

Ms. Axpirsox. Well, amen. That is what I am going to tell you.

Senator Cinres. Well, there are people who say if you cut out the
programs for older Americans, you would not spend as much money,
and there are other people, depending on what program you like

Ms. Axperson. But you have a lot of pet programs that are just
boondoggling.

Senator CHiLes. One man’s pet program is another man’s necessity,
and that is part of our democratic form of Government.

Ms. AxbERsoN. But we are getting too heavy with that sort of thing.
You are killing the aging with this inflation, that is what 1s happen-
ing to them. You cannot buy a loaf of bread now, it is just terrible.

Senator Crores. I just want to point out to you that some of our
inflation is not entirely within our control, it would be nice if it was.
One of the major causes of our inflation today is the fact that they
ave exporting $45 billion a year to buy energy.

Ms. A~vpersoN. Yes.

Senator CrrLes. Foreign oil.

Ms. AxpErsoN. And you are bringing in everything else.

Senator Crirs. Well, that is $45 billion a year that is going out of
our economy. Now, we have not found any kind of foreign oil that we
can purchase to stop the Arabs from charging us that much for the
oil, or the other people that have it, but of course that is why we have
got to come up with a national energy program to try to start doing
something about that.

Ms. Axpersox. We all agree on that. You stand in line for 6 hours
for a gallon of gas. I am really concerned about that. I wonder if Mr.
Carter and all of you fellows up there are really that concerned.

Senator CriLes. Yes, ma’am. I can only speak for Lawton Chiles,
you know. That is, T have more problems when I try to speak for
everybody else, much less the President, but I thinl it 1s a major con-
cern because it hits us in every area.

Ms. AxpERsON. Yes.

Senator Crires. Inflation is costing us right now our military, and
T just happen to be a person that does not believe that right now
Russia is a benevolent power so that we do not need any kind of mili-
tary strength. Right now, about 60 percent of our money for the mili-
tary is going for salaries, and it is going for retirement, so that is
leaving us very little. Then the other money that we try to spend for
hardware or for weapons, the maintenance, that is higher than medical
care.
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Ms. Axpersox. I won’t go into the waste in military because I have
seen some pretty bad incidents.

Senator CHILES, It hits us in all these areas.

Ms. Axpersox. I just wanted to put in that plug. You keep on talk-
ing about a money need and here we are just inflating like crazy.

Senator CaILes. Yes, ma’am.

STATEMENT OF HELEN R. HEFFERMAN, TALLAHASSEE, FLA.

Ms. HeFrernax. I am a resident here at the building. I would like

to pick up on a word that Mr. Carter and Dr. Reynolds mentioned,
and that was prevention for different problems that the senior citizens
have. I belong to a program that can answer that beautifully, and that

~ is the foster grandparents at Sunland. At this time we only have 64,

and the work that 1s being done is so advantageous to the senior citi-
zens. They get up, dress nicely, and exchange ideas with each other.

Besides that, we are taking care of the retarded children at Sunland,

extending our love and care, and it is beautiful to see these childven
respond just to a touch from the foster grandparents, The only thing
that I am interested in is, hopefully, that this program could be ex-
panded. We have 64 foster grandparents and we need hundreds of
them to cover this necessity.

Senator CriLes. I thank you for your testimony on that. We heard
testimony yesterday and the day before about the benefits of that pro-
gram, and I am sold on it. I hope we can have it expanded.

Ms. HerrerMax. We have plenty of applications but we have no
money to pick up on them.

Thank you, sir.

Senator Cuires. Thank you, ma’am. I want to thank you all very
much for your attendance, in being here today, and listening to our
hearing, and other members of our audience as well. We will keep our
record open for a few days so if you have these slips, or if you have
statements you would like to make, we would be delighted to hear
from you.

Miss Miller, we just want to thank you for providing these quarters
for us and for the wonderful institution you have.

Miss MrirLrr. I really wanted the opportunity, on behalf of the resi-
dents and my staff, and our board of directors, to thank you very much
for allowing us the privilege of having your hearing here. Thanks a
million.

Senator Cuires. Yes, ma’am.

[Whereupon, at 11:34 a.m., the hearing adjourned.]
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Appendix 1

MATERIAL SUBMITTED FOR THE RECORD

ITEM 1. LETTER AND ENCLOSURES FROM WILLIAM J. RISH,! FLORIDA
STATE REPRESENTATIVE, TO SENATOR LAWTON CHILES, DATED
JANUARY 27, 1978

Dear SENATOR CHILES: You will recall that during the hearing which you held
in Tallahassee for the Senate Committee on Aging, a question arose as to the
ways in which Federal laws and regulations precluded Federal money in support
of programs such as the home care for the elderly program which I sponsored
during the last legislative session.

I am enclosing a memorandum to me from the Department of Health and Re-
habilitative Services which describe how certain wording in title XX precludes
Federal moneys for this type of family placement.

It was certainly good seeing you again and I surely appreciate all that you
are trying to do to help not only the elderly of Florida but all the citizens of this
State. If T can assist you in any other way in this matter, please don't hesitate to
contact me.

Very truly yours,
WirriaMm J. RIsH.
[Enclosures]

FLORIDA DEPARTMENT OF HEALTH AND REHABILITATIVE SERVICES,
Tallahassee, Fla., January 12, 1978.
Hon. WiLriaMm J. RisH,
Representative, Tallahassee, Fla.

DeAr REPRESENTATIVE RIsH : Following the discussion at the Senate Committee
on Aging hearing held in Tallahassee prior to Thanksgiving. we have requested
a response from the title XX unit within the department. The request was for
any limitations on title XX for such activity as described in the Home Placement
Act which you sponsored. The reply is attached for your use,

If I can be of further assistance, please let me know.

Sincerely,
BE. BENTLEY LIPSCOMB,
Program Staff Director,
Aging and Adult Services.

JANUARY 6, 1978.

Subject: Information on Title XX Funding Limitation for Family Placement
To: PDAA (E. Bentley Lipscomb)

(1) Pursuant to your December 30 request for a qualitative statement on the
title XX funding limitation for family placement, the following information is

rovided :

P In accordance with the HEW regulations 45 CFR 228.40 and 228.41, title XX
funding may not be used for room and board and medical care unless they are
provided as integral but subordinate to a discrete social service. “¥FFP is not
available for medical and remedial care, other than family planning services,
except when they are an integral but subordinate part of a service described in
the services plan, and the medical and remedial care is not available to the

[Attachment]

1 See statement, —.
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individual under the State’s approved title XIX plan and to the extent the
individual or the provider is not eligible to receive payment under title XVIII
for the provision of the service to the individual.” 45 CFR 228.40(a) “FFP is
not available for room or board under a services plan, except when provided
in emergency shelter under 22846, or as an integral but subordinate part of
another service and then only for a period of not more than 6 consecutive months
for any one placement. Room or board is deemed to be as an integral but sub-
ordinate component of & service if: (1) It is necessary to achieve the objective
of that service and not merely to provide food and shelter; and (2) room or
board are included in the State’s services.plan along with the description of the
service of which it is an integral bui subordinate part, and is provided in ac-
cordance with all applicable requirements under this part.” 456 CFR 228.41 (a)
(b).

As federally mandated, the medical care and room and board must be neces-
sary to achieve the objective of the discrete service and specific descriptions of
their integral and subordinate nature must be delineated in the comprehensive
annual services program plan (CASPP). Since the family placement service has
room and board as a primary component rather than being subordinate to a
discrete social service, family placement is not described as a title XX funded
service in the CASPP. :

(2) The title XX regulations with the pertinent sections marked are attached
for your information. If you have any further questions, please do not hesitate
to contact thig office.

’ IFraNcks KOLDEWEY,

Director, Officc of Health and

Social Services Policy Development.

ITEM 2. LETTER AND EXNCLOSURE FROM GEORGE H. SHELDON,

FLORIDA STATE REPRESENTATIVE, TO SENATOR LAWTON CHILES,
DATED JANUARY 4, 1978 ’ )

DEAR Lawron: Please accept my apologies for the confusion over the timing
of yvour recent hearing in Tallahassee. 1 wanted very much to attend. Neverthe-
less, there were several points that I wished to make about the issue of ‘“‘alter-
natives® to institutionalization of the elderly. Perhaps this letter will serve
in lieu of my testimony before the committee.

To begin with, effective alternatives already exist. In our own State, the
Dowling Park program of Mr. J. Pomeroy Carter and the Miami Jewish Home
and Hospital for the Aged administered by Mr. Fred Hirt present outstanding
examples of what an innovative application of resources can accomplish for the
elderly. Programmatically, these two facilities offer superb alternatives by pre-
senting elderly persons with a choice between total independence and total
institutionalization. ¥or some people a nursing home or other institution is the
only suitable option, but others, now in such facilities, the opportunity for
partial, independent living would be a desirable and humane alternative.

If the Federal Government desires to promote such innovative alternatives,
consideration must be given to restructuring the financing of the medicare, medic-
aid, and supplemental security income programs.

Present financing systems are actuated upon the demonstration of a need for
medical care which perpetuate treatment-focused rather than environmentally-
focused prograns. Campus or village-type programs for the elderly presume at
least partial independent living capability. This means that the person who par-
ticipates in these programns would live independently most of the time while
having medical treatment available when needed.

In summary, when your committee develops policy on this issue, it should give
attention to how the financing of programs for the elderly might be used to
encourage the establishment of alternatives to institutionalization of the campus
or village type which provide more than simple medical care.

I am enclosing for your study a copy of our report of the Ad Hoc Subcom-
mittee on Nursing Homes. This report deals primarily with nursing home prob-
lems but does give some attention to the question of how to promote alterna-
tives for the elderly. . ; :

Sincerely, :
Grorce H, SHELDON.
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[Enclosure]
REPORT OF THE AD HOC SUBCOMMITTEE ON NURSING FIOMES*

INTRODUCTION

The Ad Hoc Subcommittee on Nursing Homes was established to (1) examine
the structural, regulatory, and financial characteristics of the nursing home sys-
tem in Florida, (2) make recommendations for changes in policy which would
improve the performance of that system, and (8) explore what alternatives to
nursing home care are or could be made available.! Interest in the creation of
this subcommittee was generated as a result of :

—Disclosures at both State and Federal levels of inadequate and, in some in-

stances, abusive treatment of nursing home residents; *?® '
- —the increasing number of bills brought before the legislature which would
alter present statutes affecting nursing homes; *

—frequent constituent complaints received by legislators about nursing home

care; and

—the yearly requests by the nursing home industry for increases in appropri-

ations for nursing home services under the Florida Medicaid Program.’

ORGANIZATION OF MEETINGS

The subcommittee initially determined that the subject of nursing home care
was of sufficient public concern to warrant monthly meetings and hearings
throughout the State. These meetings took place between September and Decem-
ber of 1975.° In each area of the State, the subcommittee structured its meetings
so that prepared testimony from industry, agency, and organized consumer rep-
resentatives might be presented according to an established agenda.” Upon com-
pletion of this agenda, public hearings were held.® In addition, written and sup-
plemental testimony was received by the subcominittee from numerous individu-
als and groups. In this manner it was possible to acquire a broad perspective of
nursing home services and problems. This report attempts to briefly consolidate
the findings of these meetings and to make recommendations which respond to
some of the major issues and concerns raised.

APPROPRIATIONS CONSEQUENCES

At the outset the reader should be mindful of the economic context within
which this report is written and recommendations made.’ What is included is felt

*Submitted to the Committee on Health and Rehabilitative Services of the Florida
House of Representatives. Approved by the subcommittee Jan. 13, 1976.

! Letter of June 27, 1975, from Representative Barry Kutun, Chairman of the House
Health and Rehabilitative Services Committee, to Representative George Sheldon appoint-
ing him Chairman of the Ad Hoe Subcommittee on Nursing Homes and providing the
subcommittee with its charge.

2 Introductory report of the Subcommittee on Long-Term Care of the Special Committee
on Aging, U.S. Senate. November 1974 (Moss Report).

3Pat Allen, “Nursing Homes: Haven or Hell?” State Government News, October 1975,
pp. 2-6. This article indicates the existence of State-level investigations of nursing homes
underway during 1975 in Massachusetts, New York, New Jersey, Nevada, Connecticut,
Minnesota, Michigan, Rhode Island, North Dakota, Wisconsin, and Tllinois.

* During the 1975 Session of the Legislature 22 bills were introduced in the House and
Senate which affected nursing homes; of this number six were companion bills. The bills
introduced were House Bills 373, 492, 796, 1208, 1361, 1363, 1705, and 1739 and Senate
Bills 31, 173, 235, 287, 556, 567, 541, 1034, 1099, 1202, and 1238. Enacted into law were
HB 1361 and SB 31, 567, and 777 to which HB 1363 and SB 1238 were attached.

5In fisecal year 1970-71 when the medical program was first initiated, the legislature
approprinted $24,931,922 for nursing home care (Chapter 70-95, Laws of Florida)., By
fiscal year 1975-786 this figure had risen to $68,386,386 (Chapter 75-280, Laws of Florida),
an increase of 274 percent over 6 years.

¢ Hearings were held in the following areas : Tampa~—Sept. 19, St. Petershurg—=Sept. 20,
Baytolr}ga Beach—Oct. 17, Panama City—Nov. 14 and 15, Hollywood—Dec. 12, and Hialeah—

ec. 13,

7 Agenda are included in appendix A.

8During the meetings testimony was provided to the subcommittee by individuals and
organizations listed in appendix B.

? As of this writing a $42.5 milllon general revenue shortfall for fiscal year 1975-76 has
been projected. In addition, predictions have been made of cost overruns in the medicaid
program of $24 million. On Dec. 22. 1975, Secretary William J. Page, Jr., of the Department
of Health and Rehabllitative Services (DHRS) recommended tightening of eligibility cri-
terin and cutbacks in payment schedules for certain services. Among those services cut
hack was nursing home care in which the cap for payment of such services was reduced
from $600 to $585 per month for skilled nursing home care.
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by the subcommittee to constitute a minimal program of reform which should
not be viewed as an ideal toward which the legislature might work over a period
of years. This is not to suggest that the subcommittee believes its recommenda-
tions to be wholly without appropriations consequences, but rather that as the
legislature undertakes to establish its priorities this year, it should be aware of
the subcommittee’s responsible effort to contain the cost of its suggested
program. : .
OBJECTIVES

The report that follows will be structured to specifically respond to the sub-
committee’s charge.’® The four areas of chief concern in this charge were to-
determine :

(1) The extent to which nursing home licensing laws and regulations impact
on the quality and cost of care provided by nursing homes.

(2) Whether rates established are equitable in relation to the cost of nursing
home care. .

(8) The most appropriate criteria for measuring and insuring guality care
for patients in nursing homes.

(4) The potential of alternative methods of care of nursing home patients
and their effect on nursing home costs, utilization rates, and care.

These major areas of concern are organized into subeategories as appropriate.

GENERAL FINDINGS AND RECOMMENDATIONS

The subcommittee upon examination of the available evidence and testimony
concludes that despite a heavy Federal and State commitment to long-term care,
a coherent and consistent policy on what quality and type of health care should
be provided in nursing homes has not been developed. In part the absence of
such a policy may be attributed to a more general inability of public policy
makers at all levels to arrive at a consensus on what character the Nation's
health delivery system should assume. Nevertheless, this does not account for
the apparent fact that nursing homes have usually been regarded as an adjunct
to but not a component of the health care system in the United States. One
reason for this “outsider” role is that the long-term care provided in nursing
homes is foreign to the acute-care model under which most of today’s heaith
professionals practice.

Another reason is that there is a negative attitude toward nursing homes
which pervades the professional health community and to some extent society as
a whole 22 This feeling is a consequence of several factors: the abuse of
patients in nursing homes which has been frequently reported in the media,
the unfortunate psychological association of nursing homes with inevitable
death, the guilt sometimes felt by relatives who place their loved ones in nursing
homes, the very real instances of insufferable and occasionally illegal conditions
which have been permitted or tolerated in some nursing homes by health care
practitioners and health facility inspectors, and the belief among certain parties
that the proprietary sector ™ has no place in the health delivery system since the
profit motive provides an incentive to compromise the quality of care delivered in
the interest of higher earnings.’® :

This negative attitude, while to some extent justified by factual evidence, has
worked to the disadvantage of nursing home residents and served as an obstacle
to meaningful reform. The nursing home industry is by no means without its
shortcomings; but at this point it is meetiug a very real social need not likely
to be met by another system at the present time. Given the continuing existence

.10 Letter from Representative Kutun to Representative Sheldon cited in footnote 1.

11 Testimony before the subcommittee of Dr. Vernon Astler, president of the Florida
Medical Assoclation, on Nov. 14, 1875. (See Physicians Service section on page 24.)

12 Correspondence to subcommittee staff from Joyee L. Niece, R.N., dated Dee. 10,
1975, stated that, “An individual in charge of a nursing program in this State tells the
student that there are two places an R.N. should never work—in a nursing home and in the
operating room—because it is a waste of their professional ability.”

13 [J.8. Senate, Subcommittee on Long-Term Care of the Special Committee on Aging,
Snpporting Paper No. 3, “Nursing Flome Care in the Tinited States: Failure in Public
Poliey (Doctors in Nursing Homes : The Shunned Responsibility).” February 1975.

14 In testimony before the Subcommittee on Sept. 19, 1975, Dr. Charlton Prather indicated
that 75 percent of Florida’s nursing homes are private, for-profit facilities.

15 According to Val Halamandaris, Associate Counsel for the U.S. Senate Special Com-
mittee on Aging, the most sensitive indicator of rood care in nursing homes is the ratio
of registered nurses to patients. Whether nonprofit or public nursing homes provide better
care than proprietary homes has not heen demonstrated at this time. (Personal conversa-
tion between subcommittee staff and Mr. Halamandaris on Nov. 10, 1975.)




769

of these facilities, the critical issue becomes: “What sort of place shouid a nurs-
gn'g home be?? Once this matter is decided, the State may then go about establish-
ing standards to insure that only such homes are in operation.

REGULATION

The ultimate objective of regulation of nursing homes is to insure that mini-
mum standards of patient care are present in a given nursing home before a
facility is given a license to operate in a State.® Such regulation should, in effect,
operationalize policy objectives in this area. However, there is evidence to indi-
cate that only a small fraction of the regulations now in effect provide the capa-
bility to directly assess the quality of patient care in nursing homes.” ** Moreover,
the very complexity and frequency of the regulatory process consumes consider-
able professional staff time.® The subcommittee has therefore determined that,
although genuinely motivated by the public interest, the regulatory process has
evolved into a sometimes counter-productive system out of step with society’s
aims for nursing homes. The subcommittee found that the nursing home regula-
tion program:

—Was inappropriately launched on the basis of a hospital model which is
oriented toward acute rather than long-term care. In acute care hospitals
the physician plays a more central role in the delivery and monitoring of
services to patients than in a long-term care facility. With this close
patient/physician relationship attending to patient needs, it is appropriate
for hospital regulation to concern itself primarily with physical structures
and hardware. In contrast, physician visits in long-term care facilities are
infrequent in most cases which suggests a need for greater emphasis upon
regulation which monitors patient care.”=

—Has evolved in an uncoordinated fashion at the Federal level which results
in regulations being scattered over various issues of the Code of Federal
Regulations and the Federal Register. State regulations in Chapter 10D-29
of the Rules and Regulations of the State of Florida afford a more logical
system for application of the nursing home licensure law; however, these
State regulations must be in essential agreement with the Federal code
which is constantly changing. This leads to a perpetual disequilibrinm’ of
policy between State and Federal rules which at times contributes to con-
fusion among State licensure personnel, medicaid staff, providers, and
patients.

—Consistently fails to account for the potential economic impact of regula-
tions. Under existing rulemaking procedures at the Federal level, pressure
to increase costs of care is constantly present. This is not to suggest that
all rules are patently inappropriate owing to increased costs, but instead

16 Licensure constitutes permission to operate a certain facility and/or provide a cer-
tain service in a State. It is mandatory. Certification is a voluntary program in which a
facility agrees to meet certain standards in order to be certified as eligible to provide
services to a given class of buyers. Medicare and medicald are certification-based programs.

17 Moreland Act ‘Commission, Regulating Nursing Home Care. The Paper Tigers, October
1975, pp. 31-43. This recent report included an analysis of Federal regulations and report-
ing forms which found that only 30 out of a total of 575 items on reporting forms ac-
tually required patient observation. Moreover, this study also conducted a comparative
analysis of survey results and period medlcil review findings. This analysis applied a
Pearson correlation coefficient test and found “no statistically significant correlation be-
tween any PMR index and any survey index.” This finding demonstrates the lack of as-
sociation between quality of medical care delivered in a nursing home and the results of
inslgectlon surveys. )

Department of Health, Education, and Welfare (DHEW), Long-Term Care Facility
Improvement Study (introductory report), July 1975, pp. 14-15. This study concluded
that: “Present survey items reflect the regulations which, In turn, are based on a hos-
pital model and should be redesigned to assess patient care in long-term care facilities
. . . [This study] document[s] that paper compliance alone provides insufficient evidence
to show that qualitv care is being provided to patients in a safe environment.”

1 Testimony of the Florlda_Association of Homes for the Aged presented hefore the
subcommittee on Sept. 19, 1975, contended that: ‘“At the present, from 3 to 4 hours of the
registered nurse’s workday is spent in documentation which takes her away from deliwering
quality nursing care.”

2 Op. cit., Long-Term Care Facility Improvement Study, p. 12. .

21 In a conversation between snhcommittee stoff and Jim Ammons of the region IV
office of nursing bome affairs of the Department of Health, Education, and Welfare. (DREW),
it was learned that at the present time Federal officials are reexamning regulations af-
fecting long-term care facilities for the purpose of implementing a patient outcome ap-
proach_and ‘moving away from a faellities-based system. Mr. Ammons also observed that
while Florida certification studies were usnally submitted in a timely fashion. their orien-
tation was clearly toward facilities rather than performance in terms of patient care.
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that benefits which acerue from regulation must be calculated so that they
are not exceeded by costs. In our haste to improve conditions, reason must
be exercised so that costs are not increased to the point where fewer persons
are able to receive nursing home care because of its high cost.®

—1s presently carried out by independent representatives of three distinet
units with the DHRS (i.e.. Health Program Office, Social and Economic
Services Program Office, and Office of Administrative Services).” This frag-
mentation has resulted in a proliferation of inspections and required docu-
mentation. To some extent this fragmentation contributes to a system of
checks on performance; however, -it is questionable whether the advantages
of such checks outweigh the disadvantages of excessive paperwork and time
occupied in documentation. (See appendix C.)

—Ts largely a matter of business between the DHRS personnel and nursing
home administrators. The valuable information which is generated through
inspection surveys is not easily accessible to the public. This information
could prove to be of significant value to potential residents and their rela-
tives when attempting to locate a nursing home. ’ .

__Provides little guidance to inspectors or administrators respecting those
deficiencies which are the most and the least serious from the standpoint
of life and safety or level of patient care. Substantial discretion remains
with the DHRS respecting what action, if any, should be taken in the event
of deficiencies. Such discretion has led to a lack of uniformity in application

.. of licensure and certification regulations. )

— Does not provide for an ongoing analysis of inspection results. All inspection
surveys are now filed individually without being subject to comparison with
other surveys on a regional basis or on the basis of any of a number of other
appropriate parameters. This data, if available in an easily retrievable form,
could provide a foundation for evaluating at any point the performance of any
individual nursing home or group of nursing homes as well as suggest areas
which indicate a need for increased enforcement.

—TDoes not have members representing the public on the board of examiners
of nursing home administrators.

Beyond compulsory systems of regulations, the nursing home industry has the
option to adopt a program of voluntary acereditation such as that in use for
hospitals under the joint commission on accreditation of hospitals. An accredita-
tion program essentially provides a means for voluntary compliance with a
specified program of nationally adopted standards. The value of such a program
Ties largely in the opportunities it offers facilities to upgrade and improve their
management and service delivery capabilities while making a publie commit-
ment to provide a high quality of care. To date, the nursing home industry
has chosen not to pursue this method of self-regulation since additional costs are
thereby involved and another mechanism—albeit voluntary—of inspection would
he in place. Although the subcommittee recognizes that initial costs would un-
doubtedly be incurred upon establishment of an accreditation system, it is also
likely that improved management skills might offset such added costs and
improve patient care.

To a degree, a philosophy of self-regulation has been adopted by the Florida
Nursing Home Association through its peer review program. This program estab-
lishes a State peer review committee to investigate complaints against member
homes and nonmember homes which consent to investigation by the association.
The effectiveness of this program has yet to be demonstrated since it has only
recently been implemented, but this approach should be encouraged if it con-
tributes to a substantive improvement in patient care.

As a result of action by the 1975 legislature, the DHRS is presently under-
zoing a reorganization which has the potential for significantly improving the
process of nursing home regulation.® Under this reorganization the licensure and
certification programs of the DHRS are expected to be decentralized to the dis-
trict level. This decentralization should improve coordination of inspection at

19':’;5Murr§12y L. Weidenbaum, “Where Overregulation Can Lead,” Nation’s Business, June
, D. 32

2 The reorganization of the DHRS (See Chapter 75-48, Laws of Florida) at the time of
this writing had not proceeded to the point of fixing structural responsibility for licensure
and certification of health facilities. Secretary Willlam J. Page, Jr., stated in his remarks
hefore the subcommittee on Dee. 12, 1975, that: “It is my expectation that by de-
centralizing the licensure/certification operation to the districts [of HRS] on or before
July 1, 1976, improvements in this key program will continue, if not actually accelerate.”

24 See chapter 75-48, Laws of Florida.
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the local level and may bring the process closer to the consumer, but it may at
the same time lead to a closer relationship between inspectors and the industry
which could threaten the objectivity of inspectors. The DHRS program otfices
responsible for monitoring the performance of inspectors should be imindful
of this possibility and act to insure uniformity of application and enforcement
of regulations. : ) o

The subcommittee, upon review of the above findings, recommends that the
regulatory element of the State nursing home program be altered- as follows:

1. A single unit at the State level should be created within the DHRS to co-
ordinate the district licensure and certification program. e

2. Where possible, inspections now conducted By county health units should be
incorporated under the general duties of the district licensure and certification
teams. C Do

3. The position of director of social work services in the office of licensure
and certification which has been available to the DHRS since May of 1975 should
be filled. This position is 100 percent federally funded and was established spe-
cifically for the purpose of reorienting the essentially hardware-based licensure
system toward a concept of patient care outcome. . : .

4. Minimum qualifications for inspection teams should be reassessed. Inspectors
should be able to evaluate the general condition of patients, not merely facility
hardware. Moreover, regular programs of continuing education should be estab-
lished for surveyors in order to improve their skills, promote uniformity in the
interpretation of regulations, and keep surveyors up to date on changes in policy
and regulations. . ’

5. Voluntary self-inspection should be a part of every facility’s internal man-
agement program. This may be accomplished if the DHRS provides every facility
with copies of Federal and State survey forms, regulations, and interpretive
guidelines. Facility administrators would then be able to distribute parts of
regulations to appropriate departments in each nursing home so that these
departments can evnluate their own performance. If this were done, facilities
would realize, prior to actual surveys, what is expected, what regulations are
unclear, and what weaknesses exist. .

6. After consultation with industry, professional, and consumer groups, the
DHRS should amend all nursing home licensure regulations so that the text of
each appropriate regulation or subpart thereof reflects by uniform code the
extent to which noncompliance with such regulation constitutes a threat to the
health and safety of residents. Three coded levels of severity of violation are
recommended: (1) Class “A” violations are violations which the DHRS deter-
mines to present an imminent danger to the residents or guests of a nursing
home or a substantial probability that death or serious physical harm would
result therefrom. (2) Class “B” violations are violations which the DHRS
determines to have a direct or immediate relationship to the health, safety, or
security of long-term care patients, other than Class “A” violations. (8) Class
“C"” violations are violations which the DHRS determines to have an indirect
or long-range relationship to the health, safety, or security of long-term care
patients, other than Class “A” or “B” violations. Citations should specify’ the
time within which the violation is required to be corrected. . )

If the violation is corrected within the time specified. no civil penalty (fine)
should be imposed. If uncorrected within the time specified, fines as specified by
law should be imposed and each day thereafter should constifute a separate
l\)‘iolzitti%r(xl‘ If not corrected within a reasonable period of time, a facility should

e closed.

7. The DHRS should promulgate and publish uniform criteria for the evalua-
tion of nursing homes with respect to their compliance with the standards, as
indicated by the results of the inspections conducted. Such criteria should in-
clude a detailed listing of the types and degree of severity or unacceptability of
deficiencies which inspections might indicate and in which nursing homes no-
tably and significantly exceed required minimum standards. In promulgating
such criteria, the DHRS should devise a system of rating nursing homes in
accordance with the deficiencies and areas of significantly high care and per-
formance which the reports of inspection have indicated. Such system should
include no less than five specific rating categories. The rating assigned to each
nursing home on the basis of its immediately prior inspection should be deemed
a part of the results and findings of that inspection and should be required by
_the DHRS to he posted conspicuously within and outside of the facility to which
it applies and in all advertising or published materials. Ratings assigned should
be forwarded to the appropriate district nursing home ombudsman committee
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for review and comment. A facility should be able to appeal the assigpment .of
a particular rating to the DHRS within a reasonable period after notice of its
assignment.

8. \When new Federal and State regulations are issued, providers and surveyors
should be briefed at the same session on interpretation of regulations. In this
fashion both inspectors and providers will have a similar understanding of new
requiréments. : T o .

9. By law. a schedule of unannounced inspections should be required with a
provision for penalties for'any employee who divulges . such schedule to any
unanthorized person.” BN . : ) . : P

10. ‘A- file of ‘complaints received by the DHRS regarding. nursing home care
and subsequent investigation reports should be maintained independent of gen-
eral licensure files for purposes of analysis and monitoring of frequency and type
of coniplaint and resultant findings. o . ’

11. Computerized systems’ should be employed for purposes of collection and
retrieval of data relited to nursing home inspections. Such systems would permit
an instant and/or ongoing analysis of the general performance of a single nursing
home or group of homes and would serve as an invaluable tool for monitoring
the performance of inspectors on a district and statewide basis. :
©+12. The Department of Flealth, Education, and Welfare (DHEW) should
promptly proceed with a comprehensive revision of existing regulations in order
that they may be better coordinated, more succinct, cost-beneficial, patient-
focused, and require less documentation.” ’

13. When a nursing home is closed, a receiver should be appointed by the State
to effect the transfer of residents to other homes and to protect the rights of
the residents and the State.

14. A statement of legislative intent should be included under section 400.23
of the nursing home licensure law to provide for a regulatory emphasis upon
patient care. ) '

e

PHARMACEUTICAL SERVICES

The use of pharmaceuticals in the rehabilitative program of long-term care
residents is a necessary ingredient of most medieal treatment plans. However,
when such pharmaceuticals are controlled substances, they should be dispensed
and managed with considerable care. Nursing homes are heavily regulated in
this area; howerver, problems of control continue to exist. In addition, financial
and medical problems appear to be common in connection with the use of drugs.

The subcommittee found that with respect to pharmaceutical services:

—TFlorida may be having an experience similar to the rest of the Nation with

respect to the existence of kickbacks between pharmaceutical providers and
nursing homes.® This information first came to light as a result of the
activities of the DHRS’ Nursing Home Pharmaceutical Study Committee.*®

1? Unannounced inspections are now required under a recent change in Federal and State
policv. . .

28 [7.8. Renresentative Clavde Penper of Miami has agreed to assist the subcommi
transmitting its findings to DHEW. g ¢ ttee in

27 Testimony of Mr. Jack Jones, chairman, nursing home pharmaceutical study committee,
and pharmaceutical consultant to the DHRS. on Sept. 19. 1975. :

23 Although esentially complete in its draft form, the DHRS has not to date taken action
to approve the report of the nursing home pharmaceutical study committee, This draft de-
fines kickhacks, rebates, and discounts as follows:

“IHsconnt—A reduction in the gross cost of goods or services provided legitimatelv earned
hased on nsueal and customary factors of business such as early payment, volume purchases,
recinrocal services rendered by the nursing home, or the nursing home assuming the rigk for
had debts. Disconnts are not excessive In percentage amount and are reflected in the finan-
cial reeords of the pharmacist and the nursing home. In the long rnn, discounts should be
partiallv or wholly passed on to the resident of the nursing home who purchase drugs from
the provider nharmacist.

Rebate—Where a nursing home takes back a dollar percentage of all drugs delivered. A
rehate is not based, as a discount is, on any reciprocal service by the nursing home. A rebate
is in the form of money only and is not necessarily reflected on the books of the pharmacy
or nursing home. .

Kickhack—A Kkickback is similar to a rebate except that it is more nnder the tahle and is
not always in the form of money. Kickbacks are given both to get business in the first place
and suhsenuently to keep the account. Kickbacks may take the form of money, durahle zoods .
such as cars or television sets, vacations, renting snace in the nursing home at exorbitant
amounts, paving all or part of the salaries or wages of nursing home staff who provide little
or no actual assistance to the pharmacist, buying advertising space in the nursing home
newsletter or promotional literature at inflated rates of excessive amounts of space at regu-
]ar rates. or purchasing stock in the nursing home corporation. Kickbacks as described by
the T1.8. Senate Committee are forced on the provider as a condition of doing business.

To snmmarize on the above definitions, discounts, where they are earned and reasonable,
are ethical and are, in fact, encouraged in order to pass on savings to the consumer (as
additional costs are passed on) ; excessive discounts, rebates, and kickbacks are unearned
and unjustifiable and are considered unethical business practices.”
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The preliminary findings of this departmental committee indicate that ar-
rangements for kickbacks, rebates and discounts exist within the State
although the scope of such arrangements is unknown. When such kickbacks,
rebates, and discounts exist, they impede normal market forces and tend
to increase prices o the purchaser. In the case of nursing home patients, the
purchaser is usually an individual on medicaid which means unnecessarily
high costs to the State. - : } i
—~—The $20 cap on payments for prescribed medication may be unduly réstrie-
tive in that nursing home patients represent a unique class with a greater
need for pharmaceuticals than most recipients of prescribed medication
under the medicaid program. When costs for medication exceed the $20 cap,

they are sometimes borne by the nursing home.

—The contract between the. DHRS and the paid pr'esériptions,”'f’ ‘has Ayl)e-e'n'

- characterized by controversy with Tespect to (a) delays in reimbursement to
providers of pharmaceuticals; (b) the manner in which decisions are made
about who is and is not to be eligible for a waiver of the $20 cap on prescribed
medication; ® and (e¢) the reinstatement of the $20 cap after paid originally
agreed to provide prescribed medication without such a limitation.

—The patient and practitioner profiles generated by the paid program have
provided useful tools for analysis and evaluation of patient needs and pat-
terns of medical practice demonstrated by practitioners.® = '

—'T'he residents of nursing home facilities are frequently over-medicated and
more often than not such excess medications are central nervous system
drugs, pain killers, tranquilizers, or sedatives.® %

—In Federal regulation, nursing homes are required to have on their staffs a
consulting pharmacist whose function it is to evaluate the drug management
program of the facility and the quality and type of drugs delivered. In many
instances the consultant pharmacist retained by a nursing home iz also its
chief provider of pharmaceuticals. TLis arrangemcnt, although frugal, can
result in a conflict of interest since the pharmacist who manages the drugs
of a nursing home is in fact monitoring his own work. )

Upon review of these findings the subcommittee recommends that :

. 15, The DHRS should report to the legislature respecting the financial and
policy development implications of establishing a system providing a higher cap
for prescribed medication in nursing homes. The concept of a cap appears worth
retaining in view of the patterns of over-medication demonstrated by physicians
however, $20 appears at this time to be an unreasonably low figure.

16. The DHRS should closely examine the paid precsriptions contract in
order to determine the performance of this third-party provider. While it is
recognized that much valuable information is produced by this system, it must
also be acknowledged that in many respects the conditions under which this
contract was let have not been met by paid. ’ )

17. The DHRS 'should consider the cost-benefit potential of innovative sys-
tems of drug management now available to nursing homes. The “unit dose” sys-
tem and other such regimens may be of significant value in terms of proper dis-
pensation of pharmaceuticals and recovery of unused or terminated drugs.:

» Paid prescriptions is a private, nonprofit corporation piesently under contract with
the DHRS to manage the entire prescribed medication component of the Florida medicaid
program. .

@ Testimony presented by Mr. David Hodge, executive director for Paid prescriptions
in Florida, sets forth criteria used by his organization to establish whether an individual
on medicaid is eligible for drug allotments in excess of $20. “The main criteria,” he stated,
‘are that the drugs must be medically necessary and indicated according to the justifica-
tion or the diagnosis provided for that drug.”” Whether a drug is medieally necessary is a
medical judgment made by physicians serving as consultants to the paid program.

3 This_finding was corroborated by supporting paper No. 2. Drugs in Nursing Fomes:
Misuse, High Costs, and Kickbacks, by the Subcommittee on Long-Term Care of the Spe-
cial Committee on Aging of the U.S. Senate (p. X) which found that: “Almost 40 per-
cent of the drugs in nursing homes are central nervous system drugs, painkillers, sedatives,
or tranquilizers.” In addition, the office of nursing home affalrs of the DHEW is under-
takinz an in-depth analysis of drugs ordered for nursing home patients which will be re-
ported in the near future. ..

M Testimony submitted to the DHRS medicaid task force by Mr. Jack Jones entitled:
““Concerns of Florida Pharmacists Pertaining to the Florlda Medicaid Program.”

M These profiles are employed to inform physicians of how they might tmprove their
method of preseribing medications and have, according to paid, been well received by
the medical community. (Testimony before the subcommittee by Mr. David Hodge on Nov.
14, 1975.)
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18. Public Law 92-603 prohibits kickbacks between nursing homes and phar-
macists ; however, regulations long overdue have never been promulgated by the
DHEW. This would indicate a need for State action at the legislative level in
order to curb these practices.

19. Physicians should be urged to use greater discretion when formulating drug
programs for nursing home patients. Professional associations should work to
educate their members about the hazards and rehabilitative consequences of over
medication.™ ’

STAFF TRAINING

Despite the ever-increasing proportion of elderly persons residing in Florida,
there appears to be no substantial or coordinated effort to develop specialized
geriatric training for those professions which must assist in meeting the health-
related needs of these major population group.® With respect to this problem,
the subcommittee learned that: .

—PFederal regulations include no specific guidelines for staffing of nursing
homes with licensed.nurses. Florida, through ils licensure regulations, re-
quires at least one registered nurse to be on the floor during the A.M. shift
7 days a week and one R.N. to serve as supervisory director of nursing 5
days a week.®

—Neither Federal nor State laws or regulations stipulate that personnel pro-
viding services to the long-term care resident must have training in geriatric
care. ‘

—At present there is no program within the State postsecondary educational
" system which provides training for nurses or physicians wishing to pursue a
specialty in geriatrics.¥ Perhaps more critical is the almost total absence of
quﬁlliﬁed personnel to teach in the field of geriatric nursing and other related
fields. - s

—Despite a pressing need for better qualified nursing home administrators,
there is no specialized educational program in Florida which prepares individ-
uals for this field. ) )

—State and Federal regulations place no training requirements upon patient
care staff below the level of licensed nurse.” More often than not, it is these
aides and others ancillary personnel in the lowest pay grades that are in most
frequent contact with the resident of long-term care facilities, a situation
which increases the likelihood for patient maltreatment, neglect, or abuse.*

—Nurses commonly regard work in nursing homes as too demanding, unsavory,
lacking in intellectual challenges, and under-paid.

The subcommittee recognizes that whatever additional requirements are placed
upon a nursing home to upgrade the training requirements of staff will result in
increased costs. However, it is also recognized that such training constitutes the
single most critical factor which could contribute to improved patient care and the
enhancement of the overall living environment of nursing homes. With this in
mind, the subcommittee recommends :

20. Appropriate degree-related and continuing inservice support programs in
geriatric medicine and nursing be developed and offered in the state post-second-
ary educational system. Where degree-related, an internship in a long-term care
facility should be required.

3% Ag of Dec. 2, 1975, each nursing home I8 required to employ a medical director to
assume: “Responsibility for the overall coordination of the medical care in the facility
to insure the adequacy and appropriateness of the medical services provided to patients
and to maintain surveillance of the health status of employees.” (Hxcerpted from draft
guidelines implementing Code of Federal Regulations, chapter 45, part 405.1122.)

35 Senator Robert Graham recently stated: “Only a few years ago, we had one elderly
person for every six working persons. Today the ratio is 1 to 3 and in 25 years it will be
1 to 1.” Miami Herald, Dec. 14, 1975. Senator Graham was referring to information
published by the University of Florida’s Bureau of Economic and Business Research.

= See Rules and Regnlations of the State of Florida, chapter 10D-29.09. X

37 With the help of Federal funds, the University of Miami (a private institution) has
established a program to train gerontological nurse practitioners. This program presently
is training 25 post-baccalaureate students.

8 See Rules and Regulations of the ‘State of Florida, chapter 10D-29.18.

2 The U.S. Senate Subcommittee on Long-Term Care, in its supporting paper No. 4 en-
titled Nurses in Nursing Homes : The Heavy Burden (The Reliance on Untrained and Un-
licensed Personnel). cites the example of a Texas investigation which found that: “Fifty
percent of the complaints against nursing homes . . . were caused by unlicensed, uncon-
trolled health care workers.” (p. 373) Among ‘those complaints noted in this study were
(1) drinking on the job, (2) sleeping on duty, (3) abusing patients, (4) stealing patients’
belongings. (5) showering patients In hot or cold water as punishment, (6) eating pa-
tients’ food, and (7) stealing medications, :
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21. The number of qualified faculty members with preparation in the fields of
gerontology and geriatric nursing be increased by providing graduate prograins in
these fields at the Master’s level. :

22. Inservice programs for geriatric aides be expanded to a sufficient number of
community colleges to serve the entire state.* . : .

23. Nursing homes should establish improved and expanded systems of career
development of personnel in the lower pay ranges to provide an incentive for the
enhancement of the skills of aides and orderlies and to reduce staff turnover at
this level.

24, Nursing home administration as a distinct program should be offeved at
both the associate and baccalaureate levels in at least one major -State post-
secondary educational institution; - o S S

25. Vocational-technical programs at the - high school. level should provide
training for geriatric aides and orderlies on a regular curriculuin or inservice
basis' - . ‘ . . L v N . PR

26. The DHRS should establish minimum qualifications for aides and orderlies
in nursing homes. ’ o < -

: PHYSICIAN SERVICES

Because of the particular organization of the health care system in the United
States, ultimate responsibility for establishing and monitoring standards of
health care and treatment rests with the physician. Government has traditionally
assumed the regulatory role of enforcing minimum standards for iunstitutions
in which health services are delivered but has generally left decisions respecting
the appropriateness of medical treatment to the health care practitioner.

In the case of acute-care institutions (e.g., hospitals), practitioners have
played a significant role in assessing the quality and type of treatment delivered
to patients because of the frequency with which they visit these facilities. In
contrast, under normal circumstances the long-term care resident is rarely
visited by a practitioner, and evidence indicates that in many instances physi-
cians fail to see their patients in these facilities as often as required by
regulation.”  Owing to the uniqueness of their schedule of treatment, long-term
care facilities are typically not subject to the same degree of quality-of-care
monitoring by physicians as are acute-care facilities. . '

A recent development, prompted by a change in Federal regulations, is ex-
pected to improve the degree to which physicians are involved with long-term
care facilities. It is now required that every skilled nursing facility retain a
medical director who is responsible for the coordination of medical care.®® This
regulation, where properly observed. should significantly enhance the quality
of care in nursing homes by establishing g, program of regular physician
surveillance.* ) : :

In the area of physician services, the subcommittee found that : .

—"Doctors really don’t want to go to nursing homes because the results are

not dramatic, the people’s bascline is rather stable, in other words they are

“© Tn a letter dated Dec. 18, 1975, Mr. John M. Schmieder, director, Allied Health Division
of Palm Beach Junlor College, Indicated that his program has recently completed.a geriat-
ric alde inservice curriculum under department of education grant No. 750-150. Such
curricula_should he made availahle statewide. .

# Dr. Charlton Prather, director of the health program office of the DHRS, stated in
testimony before the subcommittee on Sept. 19, 1975, that the most frequent violation of
nursing home certification regulations is the absence of the specifled number of physician
visits to a resident in spite of the fact that such visits are required on a relatively infre-
ouent hasis. According to section 405.1123 of the Code of Federal Regulations, chapter 47,
the phrsiclan must visit medicare and medicaid patients nt least once every 30 days for the
ﬂ{st 90 days of residence in a skilled nursing home and at least once every 60 days there-
after.

“The Dec. 8, 1975, issue of American Medical News (a publication of the American
Medical Assoclatlon stated that: “A requirement that a physician visit his patient in a
skilled nursing facility at least monthly for the first 3 months of confinement and at
least one everv 2 months after that is not unreasonable, reported the AMA counecil on medi-
cal services. The House of Delezates concurred. The council noted that the level of care
provided in a skilled nursing facility is of a high enough level to justify the physiclan-visit
reatirement now contained in Federal medicare and medicald regulations.

43 See footnote 34.

“Tn correspondence dated Dec. 29. 1975, between Repnresentative Sheldon and Dr.
Vernon Astler. president of the Florida Medical Association. Dr. Astler observed that:
“The employment of a full- or part-time medical director for nursing homes will aid
greatly in coordinating health services between the practicing physician and the nursing
homes.” Dr. Astler further noted that: “The medical director, pharmacist and nurse.
working tovether. will eliminate a number of problems in [the area of overutilization of
drugs in nursing homes].”
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not getting seriously worse in a rapid way nor are they getting ... better in a
rapid way, and the doctors don’t see results.” *

—Medical findings and physicians’ orders are frequently not properly docu-
mented in nursing homes.*

—TPatients are occasionally admitted to nursing homes on the recommendation
of an emergency room physician, leaving the patient with no attending
physician for purposes of ongoing treatment.

—A better awareness of the problems of nursing homes and their residents
appears to be developing among physicians as well as recognition of the fact
that physicians must play a key role in improving conditions.”

In consideration of these findings, the subcommittee recommends:

27. The medical director now required in skilled nursing facilities, in coopera-
tion with local medical and osteopathic societies, should develop systems for
admission, monitoring, and continuity of treatment in his or her facility.

28. The professional associations of medical doctors, osteopaths, and nurses
should encourage their local chapters and societies to establish active standing
committees on long-term care to improve conditions. management, and relation-
ships with nursing homes. Such committees should include members of the
nursing home provider, resident, and elderly advocate groups.

29, The professional provider associations, in cooperation with the DHRS,
should develop model contracts for medical directors in skilled nursing facilities.

COST OF CARE

The Secretary of the DHRS on September 14, 1975, formed a departmental task
force to study medicaid problems and recommend solutions, In part, this task
force was charged with examining in detail the system of medicaid payments to
nurging homes and making recommendations for programinatic changes. Al-
though its interim report was made on December 15, 1975, it appears that most
of the findings and conclusions of this task force are still in the formative stages.

The subcommittee compliments the DHRS on this initiative and urges that
the issues generated by the findings and recommendations of the task force
receive thorough examination and consideration.

On a more limited scale, the subcommittee examined the issue of the cost of
nursing home care which now requires an allocation of $70 million of county,
State, and Federal funds per year. It determined that conclusions respecting what
the actual cost of care should be are illusive in that data on this subject is often
speculative, dated, incomplete, or lacking in appropriate documentation. The
DHRS has at its disposal a considerable volume of information for purposes of
determining medicaid rates of payment. This information, however, is usually
unaudited and therefore potentially inaccurate for purposes of planning and
policy development.*® Moreover, the information now required in cost reports
is insufficient for purposes of acquiring an adequate concept of the ownership
and financial status of a facility.*® These and other problems made this line of
inquiry especially complex for the subcommittee. However, given this context,
the subcommittee found the following :

—The DHRS has established for conceptual purposes a cost model for nursing
homes which upon refinement could be of substantial value for hudgetary
and legislative planning.

—Cost reports submitted to the DIIRS are, in most cases, unaudited.

—Reimbursement rates for nursing homes are determined on the basis of an
annual cost report. Nursing homes must absorb losses for one year in order

4 Testimony of Dr. Vernon Astler on Nov. 14, 1975,

4 T.etter from John E. Pipes, director, Office of Long-Term Care Standards Enforcement,
DHEW region 1V, to subcommittee staffi which indicates that hetween October 1974 and
June 1975 an average of S.2 percent of nursing ltomes surveyed were deficient with respect
to documentation of medical findings and physicians’ orders. An explanation of the term
“‘deficiency” indicates that “it does not mean that the condition or standard [of reculation]
was not met, it means only that there was a deficiency of some nature on the 2567 [a form
uged by the DHRS for reporting deficiencles to the DHEW].”

47 The Florida medical association (FMA) has advised the subcommittee that it plans to
create a special committee to examine long-term care in Florida and make recommendations
about how to improve the current system. The I'MA is also organizing seminars around the
State to address the subject of the role of the medical divectors in a skilled nursing facility.

48 Audits of nursing homes may be performed by the DHRS when indicated ; however, as
of Oct. 17, 1975, only one such audit had heen released. .

49 The subcommitfee does not suggest that this ahsence of data indicates wrongdoing on
the part of the nursing home industry or the DHRS. Tt does suggest that further analysis
and modification of cost reporting systems are clearly indicated.
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to justify increases in rates of payment. Such losses may have to be borne by
nonmedicaid patients.

—Alternative care (e.g., home health services) constitutes less than .02 percent
of the medicaid dollars spent in Florida.* i

—A uniform system of cost accounting is not observed by nursing homes.™

—7J¥ull and complete disclosure of ownership is not required under present cost
reporting procedures, which thereby makes possible less than “arms-length”
arrangements between nursing homes and their vendors.

—There are no auditors exclusively assigned within the DHRS to nursing
homes. A great need exists for a more vigorous and determined audit pro-
gram for nursing homes in order to insure that tax dollars are properly
expended for services received.

—Contributions to nursing homes from family or friends of medicaid patients
are not permitted if they are (a) coercively solicited, or (b) intended to
supplement expenses of a particular patient which are covered under a
medicaid agreement. The intent of this policy is to insure that money avail-
able to a particular patient is regarded as income for purposes of defraying
medicaid costs for that patient.® However, evidence received by the sub-
committee indicates that in some cases such “contributions” are in fact
being required as a prerequisite to or condition of admission or continued
residence in a nursing home. :

As a consequence of these tindings, the subcommittee recommends :

30. Rates of payment to nursing homes should be determined on the basis of

cost reports submitted quarterly or semiannually rather than annually,

31. All medicaid cost reports submitted by nursing homes to the DHRS should
be prepared by a certified public accountant. CPA’s so engaged should be fully
independent of home management and operations and should not have, nor bhe
committed to acquire, any direct financial interest or material interest in the
ownership or operation of the nursing home.

32. Any nursing home, upon application for licensure, should inform the
DHRS of the names and addresses of the owners of the facility if a proprietor-
ship and if a corporation or trust, the names and addresses of the directors and
officers of the firm. Each person having directly or indirectly 10 percent or
greater ownership interest in the facility should be separately identified. Fur-
thermore, if the owner, officer, director, or stockholder identified above has any
owneship interest in a related organization providing goods or services to the
facility, he or she should at the time of application indicate the degree of in-
terest or control in such related organization. Any change in the ownership status
of a nursing home or a related organization as described in the above sentence
should be reported to the DHRS.

33. It should be unlawful to offer or receive money of other consideration for
the referral of clients, patients, or customers under the medicaid program.

34. All nursing homes certified for medicaid should adopt a uniform system of
financial accounting.

35. Penalties should be provided for failure to file a cost report on time or for
erroneously prepared cost reports when error exceeds, for example, plus or
minus 10 percent of the correct figures. .

36. The DHRS should develop a system of medicaid reimbursement to nurs-
ing homes which enables homes given a higher performance rating (see recom-
mendation 7 under regulation on p. 14) to receive a higher rate of payment.

37. The DHRS should develop for submission to the legislature a report on
alternative reimbursement systems (e.g., prospective reimbursement and hid-
ding systems) by which nursing homes can be provided incentives to improve
management efficiency and quality of patient care at a reasonable cost.

38. Competitive bidding for provider contracts should be considered in areas
having excess beds.

39. Kickbacks, rebates, or excessive discounts between nursing homes and
vendors should be prohibited by law.

40. Guidelines should be preparéd by the DHRS to provide interpretations of
financial accounting. statistical, and reporting requirements. District seminars
should be conducted to educate nursing home personnel about regulatory
requirements.

5 Annual report of the Division of Family Services, 1973-74. -

5t A uniform Chart of Accounts for Long-Term Care Facilities has been published by the
American Health Care Association (formerly the American Nursing Home As‘sociatlon{

52 See Florida Medicaid Nursing Home Manual, pp. 19—20. .
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41. Tt should be required that appropriate records of any related organization
(e.g., corporation, partnership, joint venture, etc.) having a controlling interest
or exercising managerial control of a nursing home be open to and made available
in the State of Florida for inspection by DHRS representatives.

49 The solicitation or receipt or charges to a medicaid patient over and
above the rates established by the State and soliciting or receiving any gift.
money, or donation or other consideration as a precondition of admitting or main-
taining a patient in a long-term care facility should be prohibited.

43. The medicaid reimbursement lag should be reduced by processing of bills
and issuing warrants in Tallahassee.

COMMUNITY RELATIOXNS

As noted earlier, nursing homes have not heen widely regarded as a central
component of the health delivery system. Likewise, they have often been estranged
from their own communities so that the voluntary resources (e.g., volunteers,
special programs, ete.) normally available to human service organizations have
not been forthcoming. ’ :

“In 1975 the legislature passed on act which was designed in part to remedy
this problem.® This act established at both the State and district levels a nursing
home ombudsman committee whose primary purpose it is to “receive, investigate,
and resoive. complaints. against nursing home facilities.” ® A secondary policy
objective of this act was to bring the industry and the community in closer con-
tact in order that each may benefit from the concerns and problems of the other.

$teps réemain to be taken to encourage the further development- of improved
community-nursing home relationships. These steps are suggested by the sub-
committee’s findings in this area: ’ )

—Information at the community level is lacking about what nursing homes
are available, whether these homes accept medicaire/medicaid patents, what
special services are provided in which facilities, and comparative costs of
homes. . ; .

—TResults of inspections are inaccessible or unintelligible to most consumers of
nursing home services. ‘

—Few consumers or their relatives are aware of how they might inform the
appropriate authorities about their concerns respecting nursing home care.

—T.ocal community groups which traditionally work to improve the conditions
of less fortunate citizens rarely become involved in enhancing the lives of

~nursing home residents.

—Volunteers seldom devote their energies to residents of nursing homes be-
cause such homes are regarded as businesses in which donated labor simply
increases profits for the owner and replaces paid personnel.

—Nursing homes at times discourage visitation by relatives and friends of
residents because these visitg interrupt normal procedures and take up staff
time. ’

Tn consideration of these findings, the subcommittee recommends :

44. On a district basis, DHRS should compile for public circulation a current

list of nursing homes available and their:
(a) Medicare/medicaid provider status,
(b) special services available, and
(¢) comparative costs.

45. Results of inspection surveys, including deficiencies found, should he
promptly forwarded to the appropriate district nursing home ombudsman com-
mittee and at least one public library or, in the absence of a public library, the
county seat in every county.

46, The availability of the nursing home ombudsman committee program, its
purpose, and authority should be widely advertised in the media.

47. Nursing homes should maintain as public information records containing
copies of all financial and inspection reports pertaining to the facility that have
heen filed with or issued by any governmental agency. Copies of such reports

should be retained in said records for 5 years from the date the reports are filed
or issued. . . ) ' .

48. A summary of the.most recent inspection report, including deficiencies, in
form and content specified by the DHRS should be posted in a conspicuous loca-
tion in every facility. ) ) : i

52 See gec. 24—335 of chapter f5—233, Laws of Florida.
54 Ibid.
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49. The State level nursing home ombudsman committee and, where possible,
district committees should establish advisory committees composed of independent
health care advocacy groups such as the Florida division of the American cancer
society and the Florida heart association and the principal organized religious
groups in Florida to encourage their involvement with and commitment to the
aims and objectives of the nursing home ombudsman program.

PATIENTS' RIGHTS

The legal rights of nursing home patients are set forth in general terms under
Federal regulations governing nurging home certification.” Unfortunately, com-
pliance with these particular regulations is difficult to assess under present proce-
dures because they require knowledge of the intangible consequences of day to day
patient care. Furthermore, the extent to which patients’ rights are secured depends
upon the basic attitudes of staff toward the residents of their facility.

Such problems of enforcement could be dealt with more effectively if the empha-
sis of inspections were to be placed upon a greater degree of direct interaction
between inspectors and patients than is present at this time. . o

Despite such regulatory problems, the issue of to what basic rights a narsing
home resident is entitled remains central to the broader charger of this subcom-
mittee ; with respect to this issue the subcommittee found : S

—Basic human rights of residents are not fully protected in all nursing homes
because nursing homes, like many residential institutions, may allow freedom
to be compromised in the interest of orderliness. . .

—Many nursing home residents are unaware of the rights to which they are
entitled and therefore fail to fully exercise such rights.

—Physical restraints are sometimes used in nursing homes to control difficult to
manage residents. In most but not all cases such restraints have been ordered
by physicians as a part of medical treatment plans. - ;

—The State, through its executive agencies, is not forcefully insuring that the
rights of nursing home residents are fully protected. :

—The rights of residents are not clearly enumerated in any convenient form.
This suggests the need for statutory reaffirmation of patient rights.

The Subcommittee therefore recommends that ; )

50. A statement of patients’ rights should be stipulated by statute. This statute

should include at least the following :

(a) Every patient’s civil and religious liberties, including the right to inde-
pendent personal decisions and knowledge of available choices, shall not be
infringed and the facility shall encourage and assist in the fullest possible exer-
cise of these rights.

(b) Every patient shall have the right to have private communications and
consultations with his or her physician, attorney, and any other person.

(c) Every patient shall have the right to present grievances on behalf of
himself or herself or others to the facility’s staff or administrator, to govern-
mental officials, or to any other person without fear of reprisal, and to join with
other patients or individuals within or outside of the facility to work for im-
provements in patient care.

(d) Every patient shall have the right to manage his or her own financial
affairs, or to have at least a quarterly accounting of any personal financial
transactions undertaken in his or her behalf by the facility during any period
of time the patient has delegated such responsibilities to the facility.

(e) Every patient shall have the right to receive adequate and appropriate
medical care, to be fully informed of his or her medical condition and proposed
treatment unless medically contraindicated, and to refuse medication and treat-
ment after being fully informed of and understanding the consequences of such
actions.

(f) Every patient shall have the right to have privacy in treatment and in
caring for personal needs, confidentiality in the treatment of personal and
medical records, and security in storing personal possessions.

(g) Every patient shall have the right to receive courteous, fair, and respect-
ful care and treatment and a written statement of the services provided in the
facility, including those required to he offered on an as-needed basis.

(h) Every patient shall be free from mental and physical abuse and from
physical and chemical restraints, except those restraints authorized in writing

% Federal Register, Vol. 39, No. 193, Thursday, Oct. 17, 1974, pp. 35775-35776.
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by a physician for a specified and limited period of time or as are necessitated

by an emergency, in which case the restraint may only be applied by a qualified

licensed nurse who shall set forth in writing the circumstances requiring the use
of restraint and in the case of use of a chemical restraint, a physician shall be
consulted within 24 hours.

(i) This statement of rights should include a statement of the facility’s regu-
lations and an explanation of the patient’s responsibility to obey all reasonable
regulations of the facility and to respect the personal rights and private prop-
erty of the other patients.

Bach facility should give a copy of the statement of these rights to each patient
at or prior to the time of admission to the facility or to the appointed personal
representative at the time of appointment and to each member of the facility’s
staff. In addition, each facility should prepare a written plan and provide appro-
priate staff training to implement cach patients’ right included in the statement.
Regulations should be promulgated by the DHRS to provide methods by which
it may be determined that exercising these rights is in no way prevented or
discouraged in a nursing home.

" ALTERNATIVES TO INSTITUTIONALIZATION

An examination of alternatives to institutionalization wag established as ¢ne
of the initial objectives of the subcommittee. A-similar yet more detailed treat-
ment of this subject is now underway in the Florida Senate Committee on Health
and Rehabilitative Services in preparation for the 1976 session of the legislature.
To avoid duplication of effort, the Senate commiittee assumed the lead in under-
taking the study of alternatives to institutionalization while this subcommittee
concentrated its attention on nursing home care. :

The reports of the two committees, therefore, will complement one another
and together will provide a complete picture of options for long-term .care of
the functionally impaired. ) )

In anticipation of a more comprehensive Senate report, the subcommittee con-
fines itself to the following general findings in this area: .

—_There is no alternative to nursing home ecare for those individuals who,

for health reasons, require 24-hour personal care and observation.™

—Most people prefer to live out their remaining years at home.™

—_An estimated 30 percent of those low income elderly persons in nursing
homes would not be there if effective community-based services had been
available at the time those persons entered nursing homes.™

——Appropriate levels of care must be based on an individual evaluation and
the availability of acceptable alternatives.

—There is no exhaustive listing of those programs defined as alternatives to
institutionalization. A comprehensive alternative care program could in-
clude: information and referral services, foster care, home health care,
homemalker services, legal services, day care, home delivered and congregate
meals, chore services, employment services, transportation, counseling, tele-
phone reassurance, day hospitals, cte.

_The evidence is unclear as to whether a program of alternatives would be
less or more costly than nursing home care.®

—Home health services are widely regarded as a critical element of any pro-
gram of alternatives, yet expenditures for this service have been exceed-
ingly low under the medicaid program.®

—Alternative programs should be community-based. Community support is
encouraged under the structural and funding mechanisms of the Older

w6 Testimony hefore the subcommittee on Dec. 13, 1975, by Norma Lemberg, area aging
coordinator of distriet 11, DHRS, ’ Y & sing

5 In a survey conducted in Hillsborough County in 1970, “Eighty-five percent of the im-
paired aged questioned, regardless of whether they were residents of nursing homes or still
at home, said they preferred to live out their remaining years at home.” (Testimony sub-
mitted to the subcommittee.on Dec. 13, 1975, by Dr. William G. Bell, director of the Social
Policy and Aging Program of the Department of Urban and Regional Planning at Florida
State University.) - .

58 I'hid. ' - : U

5 A recent study reported in the Health Resources News (a DHEW publication) found
that under certain conditions day care for adults can he more expensive than nursing home
care. (See “Adunlt Day Care Project Comnleted,” Health Resources News, Nov. 1975, p. 2.)

&0'The 1973-74 Annual Report of the DHRS Division of Family Services indicated that
less than .02 percent of the dollars expended through the medical assistance trust fund went
to pay for home health services. , . . . .
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Americans Act. Community support is essential to insuring that the special
needs of an area are met and that continuing funding is available.

Based upon these findings, the subcommittee recommends the following :

51. The DHRS should examine the potential for developing total care pro-
grams for the elderly of the campus or village type, which use the nursing home
as a corc service around which a constellation of other services are organized,
that enable an elderly person to maintain an independent style of life for us
long as possible.

52. The legislature passed the Community Care for the Elderly Act in 1973.
In part the intent of this act was “to diminish the rate of inappropriate entry
and placement of functionally impaired elderly persons in nursing homes and
related health facilities.” (Section 409.3622, Florida Statutes.) This act provides
a viable means by which to establish a pilot program of alternative care. The
Community Care for the Elderly Act should receive an appropriation adequate
for the implementation of a modest level of the demonstration program for
which it calls. (See appendix D.) )

§3. In selected areas of the State, several nursing homes should be established
and managed by the State for the purpose of providing :

(a) Beds in areas of critical shortage:
(b) first-hand information about operating costs : and
(IC) practical education for students in ancillary health service careers
such as:
(1) nursing home administration,
(2) accounting,
(8) geriatric nursing,
(4) geriatric medicine,
(5) geriatrie social work,
(6) dietetics, and
(7) other related technical and health-related careers.

1 The Minneapolis Age and Opportunity Center, lnc., of Minneapolis, Minn., is an ex-
ample of & comprehensive alternative care program in a major metropolitan area. An
equally successful program relying on community involvement in a medium-sized city is
located in Athens, Ga., under the Athens Council on Aging. Both programs rely on Federal
funds for the basis of their support but are heavily dependent on the support of the com-
munity for matching funds.




Appendix 2

STATEMENTS SUBMITTED BY THE HEARING
AUDIENCE

During the course of the hearing, a form was made available by the
chairman to those attending who wished to make suggestions and
recommendations but were unable to testify because of time limita-
tions. The form read as follows:

DEAR SENATOR CHIES: If there had been time for everyone to speak at the
hearing on “Health Care for Older Americans: The ‘Alternatives’ Issue,” in
Tallahassee, Fla., on November 23, 1977, I would have said:

The following replies were received :

P. JACK CARROLL, TALLAHASSEE, FLA,

Thank you for this opportunity to bring this to your attention.

As you know, the 197G Community Care for the hlderly Act, passed by the
Florida State Leglslature, was the most important piece of leo'islatlve action
pertaining to the elderly in the last several years.

As you also know, this would provide day care for the frail elderly, home
finders, care in the home for the elderly and, most important, multlpurpose senior
centers, which covers many things—among them health services for the elderly.

In the 1976 leglslatme they did not, unfortunately, fund this act. We were,
however, successful in getting $11%4 million appropriated for this act in the 1977
session. This created fundmg for the six demonstration units that were operating.

It has been proven, since the 1976 act was passed, that it has been most suc-
cessful, and has done more good as far as the elderly are concerned ; that it has
been justified, and more assistance is needed throughout the Stabe to give all
elderly the opportunity to participate in it.

Therefore, I would ask you to make every effort to see that the State of
Florida is well funded with title V money—money for construction of existing
buildings to use as senior centers.

As you know, this is money to create faclhtles to have these multlpurpose
senior centers throughout the State.

e

THERESE Down, TALLAHASSEE FLA

Transportation is one of the most needed preventive aspects of care for the
elderly. Once an individual cannot go to the store, etc., and the family and the
volunteers are tired then he/she is stranded and deterioration of function in-
creases at a rapid rate.

I am supervisor of a project for the elderly (mental health day treatment)
and our project is in jeopardy because we have to depend on others for transpor-
tation. It ig through goodwill that we continue to have the services of a com-
munity action program van but it is always 1 hour late and I cannot affect a
change in that because it is a service for the whole community. We need a dial-a-
bus service here for the elderly, something they can direct themselves. Depending
on goodwill of volunteers is not dependable.

Also, I am very concerned about training. It is fine to say to have aging and
adult workers go do an assessment, but it requires skill to assess. Medical doctors
are not informed about needs of the elderly and I have found some of them to
be dangerous, either because of attitudes or lack of information.

(782)




783

I would like to comment that I did not know about the hearing until §:40 am.
November 23, 1977. The community for sharing the news among the elderly is
frequently closed mouthed.

Thank you for coming to Tallahassee.

I. BarNETT HARRISON, M.D., TALLAHASSEE, FrLA.

There should apparently be législative provision for Federal loans for construe-
tion of church sponsored or other nonprofit retirement centers employing the
“full care” concept. A health center or nursing home component of such facilities
would minimize problems of repetitive displacement for people as they move from
independent living to total dependency. .

Presbyterian Homes of Florida, Inc., is currently planning to build such a fa-
cility in the Tallahassee area. Although there is documented need, the project
has been stalled because of problems acquiring a loan for capital expenditure
through conventional sources. ) e

Access to Federal loans would be of great help to the church as.it attempts to
carry out a ministry of concern for our aged citizens. .

ELLEN KERR, TALLAHASSEE, .FLA.

Preventive medicine is the issue I stress for all.of us, and for the elderly
retired person in particular. Obviously, it would cut into the profits of doctors.
So what? Are they human beings, or just robots with itching palms? - )

I have personally known retired persons here in my apartment building who
schedule a doctor’s appointment whenever they have a new ache in a knee, a
back pain, a swelling of the ankle. What follows is the usual examination of
heart, blood, urine, chest, another prescription and another fat bill to.be paid by
medicare. )

Preventive medicine might dispel some of our ignorance, push home the danger
of obesity, of unbalanced nutrition, of too little exercise.. .

Let’s shame our great American medical profession into it.

R. J. RoDRIGUEZ, TALLAHASSEE, FLA.

Many of the speakers mentioned that the programs existing today are guided
toward low-income individuals and families. They also stated that a more uni-
versal approach was needed. I am a member of a Spanish minority in this State.
I have worked with the Spanish elderly in Dade County. It is my feeling that
many of the Hispanic elderly in Florida and many other States are not being
reached by these programs. Programs with bilingual components are badly needed
in this State in order to reach this section of the population that constitute a
great number of older Americans in Florida.
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