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Abst r act

Thi s paper proposes a |legislative plan to convert
federal expenditures froma predomnantly institution/large
facility-based systemto a small, famly-oriented community
based- system Anal ogies are drawn to the inpact of
| egi sl ation on the public education of children with
handi caps, and a proposal is offered to develop a residentia
equivalent to P.L. 94:142. |ssues addressed include: due
process, parental involvenents, safeguards, and supports for

famlies and i ndi vi dual s.
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A Federal Mandate for a Conversion to Conmunity- Based

Resi dential Services: A Proposal for Legislative Action

What shall we call it? Deinstitutionalization, a
conversion nodel, institutional depopul ation, nornalization,
communi ti zation, community devel opnent—all it what you
will. There is a strong novenent to facilitate famly and
nei ghbor hood |iving for people who have previously lived in
institutions, large private facilities, and other residential
services that do not neet peoples' real needs. This novenent
to stay in the coommunity, or to return to the community, is a
true social novenent and as such, we can conceptualize three
spheres of activity or change: ideological, practical, and
| egal . The dramatic changes in the education of children
with disabilities over the |ast 15 years provides a useful
exanpl e of the interrelationship of these three spheres.

Practice. |In the sphere of practice, we wtnessed a
dramatic shift within the field of special education. At one
time we did not know how to teach sone children with certain
needs in regul ar schools and regul ar classes. In fact, there
were sone children who we did not know how to teach at all.
Now we clearly have the practical ability to teach al
children in integrated settings. It is not just a good

theory these days, it is good practice.
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| deol ogy. In parallel developnents, in the sphere of
| deol ogy, we saw a shift frompositions that said sone
chil dren needed special schools and other children did not
bel ong in school at all to a position that children should, to
t he maxi num extent possible, all go to school together. The
phi | osophy of education has slowy but surely shifted.

Legal . In the third sphere—egal, we have w tnessed a
change that in many ways has been nore visible. That change has
been the direct result of The Education for Al Handi capped
Children Act of 1975, nore commonly know as P.L. 94:142. That
federal mandate (in conjunction with the devel opnents in
I deol ogy and practice we discussed earlier) has nade it possible
for children to be educated in the least restrictive
environnent; for parents to participate in the devel opnent
of an individualized educational program to use due process
procedures if there is a disagreenent between the parent and
the school. Due to this |aw, students and parents have rights,
school systens have obligations, and we all have a body of
| egi slation, regulations, and case law to build on.

|s everything in the schools perfect now? No. Are
things better than before the passage of this cornerstone
| egislation? | am convinced that they are.

What does all of this have to do with where people |ive?
What can we learn fromour experiences in the field of
education that can help us in offering people quality places to

live? What we need is the anal og—the residenti al
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equi val ent of P.L. :94-142. Wuat would it take to acconplish
that? How would we know it if we sawit? |If legislationis
to be passed and to succeed and in reshaping famly supports
and residential services on a national level wll need three
parts: (1) basic principles and provisions. |In P.L.:94-142
we have provisions of free, appropriate public education;
saf equards —provision to mnimze the risk inherent in the
change. In P.L.:94-142 we have saf eguards of due process and
| EPs; (3) political palatability —provisions or
considerations that will nake possible a level of |egislative
support to pass both houses of Congress. Provisions w thout
saf eguards are too risky, and good provisions and saf eguards
that cannot succeed politically are only an academ c
exer ci se.
Keep in mnd that, as in the field of education, passing
alaww |l not guarantee integrated living. Legislationis a
starting point, not an end point. W can nmandate a process,

but only facilitate an outcone.

It would be nice if everyone got what they need because
wel | -trai ned, well-supported professionals do what needs to
be done, because it is the right thing to do. That is the
ideal, but in sonme cases, it has taken the power of law to

get peopl e what they need and deserve.
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Basi ¢ Principles

A clear statenent of val ue.

A federal policy on community services nust begin with a
series of statenents that encapsul ate the fundanent al
princi ples of community. Such statenents m ght include the
fol | ow ng:
* Children should live with famlies.
* People with devel opnental disabilities should be served in
their home communiti es.
* Community living arrangenents should be famly-scal e and
| ocated in residential neighborhoods.
* Services shoul d support people in typical hones, jobs, and
conmmuni ty envi ronnents.
* Services should foster the devel opnent of practical life
skills.
* Parents and people with disabilities thensel ves shoul d be
i nvol ved in the design, operation, and nonitoring of
servi ces.
These statenents reflect a philosophy that famlies are
I mportant, comunity participation is essential, that
integration is better than segregation or isolation, and that
smal|l is better.

Where do we begin? R ght now, the single |argest

"systenmt that affects people with severe disabilities is the
Medi caid system This year, state and federal expenditures

under Medicaid will total over 6 billion dollars. The
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majority of that noney has traditionally been spent in
institutional settings. (Braddock, Henp and Howes, 1985).
Today, the Medicaid systemis the |argest "cause" of
institutionalization in the country—paying for nost of the
over 100,000 people living in U S institutions today. |If
all of that noney (or a sizeable percentage) were to be
directed to famly and community oriented |living, we would
see a transformation at the national |evel at |east as
dramati c as what has happened since P.L.:94-142.

What woul d such | egislation be called? For the purposes

of discussion in this chapter, let's call the proposed

| egislation the Famly and Comunity Life Act, since the

val ue statenents just reviewed stress the need to first keep
famlies in tact, and second, to support people with even the
nmost severe disabilities in their natural communities. The

basi cs of Medi cai d.

The Medi cai d program was established under the Soci al
Security Act in a section of that act which is known as Title
XX, "Gants to States for Medical Assistance Prograns". As
can been seen fromthe nane given to this section of the
Act, the original intent of this legislation was primarily
medical in nature. This has led us to the |argely nedi cal
institutionalized systemthat we have today.

Medicaid is said to be an "Entitlenent” program that
is, people who neet the disability and i ncome gui del i nes as
specified in regulation are automatically entitled to have

their costs paid for services which they need, which are
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suggestions for systemw de change in the Medicaid system

Medicaid Eligible. Avariety of critics have offered
These include dramatic shifts in the phil osophy and

i mpl enentation of the Medicaid systemto nmake it |ess
nedical, less institutional, and nore famly and community

based.

Basi ¢ Provi sions A

system of incentives and/ or disincentives

In the sport of westling there is a saying, "Were the head
goes, the body must follow " In service funding the rule seens to
be, "Were the dollars go, the service will follow™ 1In order to
pronot e the devel opment of community options we need to reverse
the systemthat currently presents a financial incentive for
institutional placenents and a financial disincentive for famly
and community. As a matter of political reality (to be di scussed

later) it is much nore palatable to pronote disincentives

(financial cutbacks) rather than incentives (financial

suppl emrents). Thus, Famly and Community Life | egislation nust
state that federal financial participation (FFP) in federally
funded prograns (Medicaid, Title XIX) would favor comunity

devel opnent and pl acenent over institutional or "large" settings.
Several nethods have been suggested. Later we will address what
is politically possible, for now, let us stipulate a principle

that: No Title, XI X nonies nmay be spent in non-famly, non-

comunity settings.
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Money nust foll ow peopl e, not prograns.

Easi er said than done! Today, in nost systens, if

soneone noves froma large, institutional Medicaid "bed" into

a small, personalized hone that costs 60% | ess, that noney
typical ly vani shes—back into the general treasury. In fact,
t he reduced fundi ng needed may not be available at all. Money

needs to foll ow people, and surplus noney from one person
must continue to be available to other people in the system

Def i ned neasures of progress.

How wi || we know if progress is being nade? A federa
mandat e nmust include clear, obvious neasures that reflect
progress toward stated goals. For the purposes of
deinstitutionalization, or the conversion to a comunity-
based system sone rel evant neasures i ncl ude:

The nunber or percentage of people returned to the
community (from segregated settings); The nunber of
peopl e placed in community prograns (from

famly hones as well as from segregated settings);

The nunber or percentage of dollars diverted to the
community (from segregated settings); The nunber or
percentage of dollars in the system spent

in the community.

One or nore of these neasures could be stated as a
reflection of the progress being nade at the national or

state level. @Gven the prem se stated above, that where the
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noney goes the service will follow, a measure of the
percentage of dollars returned to the community seens nost

appropriate. Size guidelines.

Size is an issue! Today, it is popular to say that the data
are anbi guous, that size nmay or may not be an issue; that size in
isolationis not as inportant as other factors, etc. The fact of
the matter is that size is inportant, and snmall is better. e
very easy way to know this is to | ook at the personal |ives of
t hose who say size does not matter. They typically go hone at night
to relatively confortable, fairly "individualized" "community-
based" "famly-style" residences that they call "hone." None of
them (that | amaware of) go hone to 15 bed "facilities." This
paper is not the place to reviewthe literature on the effects
of size. However, to restate the point; Famly and Community Life
| egislation to pronote the conversion to a community based system
nmust address the issue of size in such a way that "small" is an
integral part of the definition of "community". For |egislative
pur poses, size is probably best described in terns of census data
for households in the area where a hone is to be located. This has
several advantages: it points out that one issue of size is that
| arge prograns overwhel m nei ghborhoods, it "pegs" the limt to
obj ective data, and it allows for normative, regional differences.
As a starting point, let us state a principle that: No

"prograns” that serve nore people than the average househol d

size in the nei ghborhood may be funded under Title Xl X
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Time frame.

In any programplan for a student or adult today, we
woul d expect the stated goals to be assigned a tinme frane.
W shoul d ask no less for the goals of novenent of thousands
of people and billions of dollars into the comunity.
Legi sl ation nust set long-termgoals such as "a 100%
conversion to the comunity in 10 years"; or "an 85%
conversion in 15 years". However, this alone is not
sufficient. How w ||l advocates, consuners, |egislators, and
agency personnel know if the conversion process is on
schedul e? Legislation nust not be witten in a way that
allows insincere or ineffective effort to persist until the
| ong-termdeadline, only then to take action. If, for

exanpl e, legislation allows a 10 year conversion period,

t hen

10 goal s, one year each, mght be appropriate, or 5 goals of
two years each. Legislation nust pronote a process not just
conversion by legislative fiat. For now, lets stipulate that

under a Famly and Community Life Act: Al Title Xl X funds

nust be diverted fromnon-famly, non-conmmunity -settings

within 10 years.

Focus on Process.

It is easy to focus on the product alone, to describe
desired size hones, in appropriate settings, and to think
that the end product is all that counts. |If we |ook again at
P.L.:94-142, we see that such was not the case. P.L.:94-142
does not specify self-contained classes, or any other single

formof education. That |aw specifies a process: a free,
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appropriate, public education in the |east restrictive
setting. Simlarly, famly and community living | egislation
must set up a process. The process is to use the diversion
of nmedicaid funds frominstitutions into famly and community

settings. Fund An Array of Services.

Just as P.L.:94-142 allows funding for a variety of
educational settings - provided that they fit the process of
free, appropriate, public education in the |east restrictive
setting, - so too we nust be prepared to fund a variety of
residential options. W do not need any "group hone"
| egi sl ati on, because group hones are only one (fairly
limted) alternative. However, we also do not need a ful
conti nuum of theoretical services as was once suggested. -The
relative nerits of a necessary "array" versus an excessive
“continuunmt is a discussion beyond the scope of this paper.
See Taylor, Racino & Knoll (1985) for a full exploration of
this issue.

Qurrent funding patterns are clearly biased towards
| arger, out-of -hone placenents; (group hones) and nedically-
based facilities (ICFs/MR). Famly and Community Life
| egi sl ati on nust pronote support for famlies - "natural ",
adoptive, and foster. It nust also pronote the use of snall
(1 & 2 person) houses and apartnents. Qoup hones, as
currently conceptual i zed, may need be funded, but shoul d be
third priority, after famlies, and other 1 & 2 person

opti ons.
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Transition Peri od.

As nentioned above, state and federal participation in
Medi cai d funded residential prograns (nostly institutions) is
in excess of 6 billion dollars (Braddock, Howes & Henp,
1985). A systemthat size can not convert instantaneously.
Rather, a long-termtinme frane is necessary. During that
transition period, a "dual system will be in place: a dying
I nstitution-based system and a devel opi ng comuni ty- based
system These two systens conbined will be nore expensive
and nore cunbersone than either systemalone. Famly and
Comunity Life |l egislation nust acknow edge this fact, and
provide for enriched levels of funding for systens during

this transition. Legislative guidelines for the transition

peri od nust al so address the issues of staff realignnent,
and the incone produced by the divestnent of institutional

bui | dings during the transition period. Additional Services.

Under current legislation, Medicaid offers two cl asses
of services: those which the state is required to offer under
the state nedicaid plan, and those which are optional and nay
be offered if the state chooses. Fam |y and Community Life
legislation will need to expand both areas of offerings. The
"mandat ory" list nmust be expanded to offer services that are
I ndi spensabl e in supporting true famly and community life,
and the "optional™ list will need to be expanded in order to
allow for greater responsiveness of states to specific needs

of their citizens. Suggestions for additional nandatory
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services include the provision of respite supports for
famlies, attendant care for individuals living in the

comunity, and Habilitation services.

Saf eguar ds

Per sonal Protections.

As people nove fromcentralized institutions to
scattered sites-hones, throughout nei ghborhoods, additi onal
saf eguards wi Il be needed to insure that each individual is
wel |l cared for, safe, and is receiving all appropriate
services. These personal protections nmust include at |east
the fol l owi ng forns.

| ndependent case nanagenent. W& nust nmake sure that as

people nove into comunities, that they receive well
coordi nated case nmanagenent. In order to mnimze conflict
of interest, the case manager for an individual nust not be
enpl oyed by any of the other agencies serving that person.

External, Paid Advocacy. There are many forns of advocacy:

sone agenci es use staff advocates (internal), sone conmunities
have i ndependent (external) advocates, sone are paid, sone are
volunteers, all are necessary. Legislation cannot (and shoul d
not) deal w th volunteer advocates, such as citizen advocacy
protects. However, even in systens where strong citizen advocacy
exists, there is a need for external, paid, advocates, |ike the
exi sting protection and advocacy (P & A) system The existing P &
A systemis in the appropriate format, and has a good track record.

However, to
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cope with a massive transition, a great deal nore funding
must be made available to that system
Adult Protective Services. In many states today, there

I's no structure equivalent to Childrens' Protective Services.
As grow ng numbers of adults nove into the community, there
wi Il be a need for an agency to address concerns of abuse and
neglect. Such an agency may need the power to conduct

I nvestigations, to subpoena records, and to act to protect
adults at risk in the system

Due Process. One of the innovations of P.L.:94-142 has

been the concept of due process. Just 15 years ago in sone
school systens students could be tested, |abeled, placed in
speci al education classes, or even expelled w thout due
process, and without parental involvement. Now, educators
know that in order to test, or |abel a student, or change the
educational services, that a rigorous set of procedures mnust
be followed. Thousands of famlies across the country can
testify to the fact that due process has inproved their
ability to get the services they want and need for their sons
and daughters. The need is no less in residential services.
Due process nust include notification and consent of parents
or guardians for assessment and testing, participation in
deci sion making, witten notification of rights, etc.

I nterdisciplinary Team \Where a person lives should be the

center of their life, and other services (education, vocational
training, etc.) should be coordinated fromthe — home. Famly

and community living |egislation must require
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that decisions be made by an interdisciplinary team

followi ng due process, and involving the famly and the
individual receiving the service to the greatest extent
possible. Additional participation on the team should
include representatives from major disciplines and agencies
serving the individual (medical, rehabilitation, education)

[ ndividualized Witten Plans. |In education, the

requirement for written, individualized educational plans, in
conjunction with due process and parental participation, has
al l owed parents for the first time to hold schools
accountable for the provision of agreed upon services.

Simlar plans, which m ght be called individualized written
habilitation plans or individualized program plans, are a
necessary safeguard in the move to the community.

Service ldentification/lmplementation. Although these have

been flaws in implementation, P.L.:94-142 specifies that needed
services be identified and available at the time the planis to
be i mpl emented. Today, in many systems, people move to the
community first, and only then do efforts begin to identify
needed services. Legislation should require that no one move
into a new setting until needed services have been identified or
initiated and are ready for prompt initiation at the time of the

move.

Private Right of Action. This termrefers to the right of" an

individual to bring Iegal action against the State if they feel that
they are not receiving appropriate services. Such a right must me

stipulated in order to be in effect, and
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is essential to safeguard the rights of persons who are
recei ving services under Famly and Community Life
| egi sl ati on.

Attorney fees. Once one has the right to take | egal

action, as nentioned above, it is inportant that such a right
Is not obviated by the problemof the cost associated wth
bringing such legal actions. |f only wealthy people can
afford to bring a legal action, then the right of private
action becones only a privilege of wealth. For this reason,
there nmust be a provision for plaintiffs to recover | egal
fees incurred as a result of the legal action. Sone
advocates would like to see recovery of |legal fees for
unsuccessful actions as well. Recent experience Congress
wi th the Handi capped Childrens' Protection Act seens to
indicate that recovery of fees for successful clains is
practical, but reinbursenent for unsuccessful suits (which
inmplies that the plaintive was wong) are not politically
pal atable in the current clinmate.

Time limted wai vers of state-w deness and

conparability. In the past, the Mdicaid program has

required that services be provided equally to the citizens in
a given state. The state has had to denonstrate that the
Medi cai d plan respects the principles of statew deness—that
all regions of the state are treated equally; and
conparability—that all persons wi th conparable needs are
recei ving conparable services. Oiginally, these provisions

were designed to prevent favoritismwthin state Medicaid
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services. However, their presence is also a deterrent to
innovation. |If a state wishes to add a new, optional service under
it's medicaid plan—+espite care for exanple, they nust imediately
of fer that new service on a state-w de, conparable basis. In many
cases, the state is uncertain what the service will cost, how many
people will use it, etc., and so the pressure is to not add a new,
unknown cost.

An effective bill to pronote famly and community |ife, would
include a tine limted wai ver of these two provisions. For a given
period (say 2 years), a state could offer the new service on a
limted basis, to test the concept, get cost information, to judge
popul arity, or as a "pilot" to test a specific delivery nechani sns.
However, at the end of the waiver, the state would have to act;
either cease to offer the new service all together, or expand
to offer the service on a basis that denonstrates statew deness and
conparability. O course, such a provision wuld apply only to
optional services. States would not be allowed to waive
stat ewi deness or conparability stipulations in the provision of
nmandat ory servi ces.

Mai nt enance/ Effort? There is a possibility that as states and

the Federal Governnent redirect Medicaid dollars to the community
that the so-called "new' resources wll supplant existing community
dol lars instead of supplenenting them Famly and community life

| egi sl ati on nust specify that states and the Federal Governnent
must maintain current levels of fiscal effort and "new' resources

must support, not suppl ant, existing comunity resources.
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Mil tiple nonitoring nethods. |In order to safeguard the

qual ity of service being provided peopl e under such

| egislation, the |aw nust require sone types of nonitoring
or quality assurance, and nuse enabl e additional optiona

nmoni toring nmechanisns. Famly and Community Life |egislation
wi |l need to nandate review and approval of state plans by
the Secretary of Health and Human Services. Plans that were
not approved woul d not be funded. Plans that were approved by
the Secretary would be inplenented. In order to be approved,
the state plan nust stipulate (anong other things) that noney
spent in community residences (as opposed to famly supports)
will be spent only in residences which are |Iicensed, or
certified by the state, and which conformto m ni nmal
standards promul gated by the Secretary of Health and Human
Services. Additional nonitoring nmechanisns that m ght be
encouraged by the | egislation would include provisions for

parent/consuner nonitoring. Fiscal responsibility.

Any new program or nassive reallocation of Federal
funds is bound to be greeted wth skepticismat the
Congressional level. There will be a need to denonstrate or
I nsure sone degree of fiscal responsibility under the
proposed |l egislation. There is a problemw th argui ng that
new Famly and Community Life services will necessarily be
cheaper, since it inplies that cost is the only factor to be
considered. In addition, if legislation |eads to better

quality services, it is likely that high quality services in
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the community will be nore expensive that institutiona
neglect. Thus, in stead of stressing |ower cost in the
absol ute sense, we should stress the greater fiscal
responsibility froma new systembetter services, for nore
people, in nore appropriate settings, keeping famlies in
tact as nuch as possible, at a cost that is reasonabl e.

Regul ati ons.

As with any piece of Federal Legislation, Famly and
Community life legislation will actually be inplenmented under
a set of regulations, in the case of Mdicaid reform
| egi slation such as this, such regulations will be devel oped
by the Health Care Financing Adm nistration (HCFA). Such
regul ati ons have a great deal of power to enhance the
original intent of the legislation, or to stifle it if they
are witten inproperly. After legislation is passed, HCFA will
draft proposed regul ations which will be published in the
Congressi onal Record for comrent. G oups that have supported the
| egi sl ati on nmust not assune that once the bill was passed the task
is over, proponents of the new legislation nust take the tine to
coment on the draft regul ations, especially in instances where the
proposed regul ations conflict with the original intent of the

| egi sl ati on.

PQLI TI CAL PALATABI LI TY
As nmentioned earlier, having principles is essential;
however, ultimately such principles need to be refined into

| egi sl ative proposals with political palatability.
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Broad base of support.

Medicaid reformlegislation will need to be passed by
bot h houses of Congress and signed by the President. To get
that approval, there will need to be support far beyond a few
interested groups, and the fact that it is a "good idea".
Successful legislation will require the support of a variety
of groups:

Pr of essi onal organi zations (such as AAMD and CEQC)

Par ent / Consumer organi zati ons (ARC, UCPA)

Adm ni strative Agencies (state DD councils) the

general public Key Congressional support.

In both the U S. Senate and the House of Representatives,
there are "key" |leaders in specific areas. |In the area of
services to persons with disabilities, there are a handful of
Senators and Congressman who have the reputati on of being
nost concerned and informed on the topic. O her "key"
menbers are those who chair inportant commttees (such as the
finance commttee), or sit on inportant commttees (such as
the subconm ttee on health). Key Senators include Senators:
Packwood, Dol e, Chafee, Kennedy and Weicker. In the House of
Represent ati ves, key nenbers include Representative Waxman

As nmentioned in the introduction, effective provisions,
and wel | designed safeguards are only two-thirds of the task

to 'create such a sweeping reform Utimately such proposed
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| egi slation nmust be politically pal atabl e. W nust renenber
that in the legislative realm the ultimte question is not
"I's it a good idea?", but rather "Can we. get it passed?".

To review, the basic principles of a Famly and
Community Life Act would stipulate the total renoval of all
Medi caid funds fromnon-famly and non-community settings
over a 10 year period. Under the provisions of the act,
Title XI X nonies could only be used for services that support
famlies, and for community-based living in settings no
| arger than the average household size in the area. A
t hough a variety of other provisions were presented in this
chapter, these are the nost likely to be controversial. In
fact, they were the basis of legislation entitled the
Conmmunity and Fam |y Living Arendnents of 1983 which were
i ntroduced by Senator Chafee. At the end of the 98th
Congress, in Decenber of 1984, the bill had only a handful of
supporters, and so, with thousands of other bills, died wth
the A osing of Congress. Early in the 99th Congress, Chafee
reintroduced the bill as the Community and Fam |y Living
Amendnents of 1985, with several conprom ses included. These
changes were in response to criticismthat while the general
purpose of the bill was | audable, that several specific
provi sions were too severe. Wile the 1985 version of the
bill is substantially different than the 1983 version, for
pur poses of this discussion, we will focus on the three nost

significant, and nost controversial provisions: the total
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elimnation of medicaid paynents into institutional settings,
the 10 year tine franme for conversion, and the size
[imtations on prograns that would be approved for funding.

Diversion of Title XIX funds. In our fictitious Famly

and Community Life Act, we stipulated that 100% of all

Medi cai d nonies would be diverted into famly and community
settings. In his 1983 proposal, Chafee attenpted this as
well. Oitics nmaintained that sone people woul d al ways need
institutional settings, and thus, this provision was
unrealistic. Chafee continues to nmaintain that no

i ndi vidual s need institutionalization, however, he points out
that sone systens may not be able to totally shift to a
community based system Thus, in the 1985 bill, Chafee

all owed for federal reinbursenment for up to 15% of a states
budget spent in other than community settings.

Phasedown period. In Chafee's original |egislation, the

phasedown period was stipulated at 10 years. Oitics clained
that while the intent was good, that only a decade was
insufficient for sincere efforts to convert froma largely
institutional based systemto a comunity based system In
1985, Chafee's revised version of the bill allowed for
federal matching dollars for up to 15%of the states nedicaid
expenditures to be in |larger settings.

Size. Inour Famly and Community Life Act, we proposed

that no prograns be approved if nore people lived there than
woul d I'ive in the average household in the nei ghborhood. As

appealing as this provision is, even Chafee's 1983 proposal
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was not so bold. In that bill, Chafee proposed that hones
coul d have a nunber of residents not to exceed a nunber three
tines as great as the average household size in the area.
VWiile this would allow for honmes of nmuch larger than famly
scale, the decision was nmade that this still represented a
significant departure for current practice, and would be a
major leap in the right direction. This provision renained
unchanged in the 1985 version of the bill, however, in
response to critics who said that this was too demandi ng, an
exception to the provision was included, this provision
all owed for the "G andfathering-in" of progranms that serve
up to 15 people regardl ess of the average household size in
the area. Only prograns in service at the tinme the act was
passed woul d be included.
Support for this clause seens to cone fromtwo canps.
First parents who have fought hard to get their sons and
daughters into prograns that are "small" by today's standards
(10-15 people) which m ght be disqualified from Medicaid
funds under the Chafee provisions. Second, state and private
agenci es that have recently invested substantial efforts and
resources to devel op these "small" settings. They feel that
they woul d be "punished" as severely as an institution for
1,000 people, while they are clearly nore a part of the
communi ty novenent than opposed to it. Were does it al
stand now?
Chafee in his 1985 bill nade several serious concessions

to nmoderate the bill. As a result, there has been increased
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accept ance, however he is still significantly short of the
| evel of support needed to pass such | andmark | egi sl ation.
Wen the 99th Congress drewto a close in Decenber of 1986,
Chafee had still garnered openly 10 co-sponsors—enly one-
fifth of the support needed to pass the bill through the
Senat e.

In a parallel novenent, Congressnman Janes Florio
introduced a nearly identical bill in the House of
Representatives. |In the House, the proposals net with sone
what greater support. At the close of the 99th Congress,
Flori o had the support of over 75 nenbers of the House.
Still, this is substantially short of the nunber of votes
needed for passage.

What wi |l happen next?

As this book goes to press, the 100th Congress wil |l
convene, in January of 1987. Both Congressnman Fl orio and
Senat or Chafee have pledged to reintroduce their bills for an
additional two years. Various advocacy, professional,
parent, and agency organi zations are in constant
comuni cation with Chafee, Florio and the supporters of their
bills. Further conprom ses are being considered in order to
make the bill nore pal atable. However, advocates fear that
excessive conpromses may result in a bill that is pal atable
enough to pass, but too weak to create the desired reformin

a very weak sense. Professionals, advocates, and voters are
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bei ng asked a very real question "How nuch can the provisions
of the bill change, and still nake it worth the support of
t hose of us who are working for the goal of Famly and

Communi ty Living?



