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The Associ ation for Retarded Citizens-U.S. is a national organization of

vol unteers - parents, educators, professionals in the field of mental retardation,
sel f-advocates and ot hers. The ARC has been in existence for 35 years. Currently,
our membership consists of approximately 200,000 individual members, over half of
whcm are parents of retarded children. W are the largest organization in this
country representing and promoting the rights of persons with mental retardation
and their famlies. As President of the ARC-U.S. and as the parent of a daughter
who is severely retarded, | want to thank you for this opportunity to express the

vi ews of the ARC.

We are in a new age in the field of mental retardation. Parents with young
di sabl ed children no |onger consider sending their child away to receive care,
training and educati on. I ndeed, the passage of Public Law 94-142, the Education
for All Handi capped Children Act, and the availability of educational and certain
other services within comunity settings have practically erased the word "institution"
fromthe vocabul ary of these parents. The use of institutions is not, and will never

be, a desired option for them

Wth famlies keeping their disabled children at home, there is. now a grow ng
demand for sophisticated, stable services systems within our conmunities. New
experiences, new know edge have created very different expectations from those of
the past. It is time to let go of the old models and ideas and embrace the new
ones. And it is the responsibility of the federal government to respond to these
new experiences and this new knowl edge and promote better services, better practices
and better lives for our nation's mentally retarded and other disabled citizens.
Your presence here today indicates the depth of your understanding of the situation
in which disabled individuals and their famlies find themselves. I must commrend

you for holding this field hearing and thank you for your concern, openness and



willingness to listen, and then to act.

Ment al retardation is a life-long handi capping condition. Many retarded
peopl e continue to reside in large institutions where services are often primarily
custodial in nature. The Association for Retarded Citizens believes that custodial
care is a waste of human resources as well as dollars. W believe it is in the
public interest to develop and maintain in every state and conmmunity a stable,
but not static, systemof community services which disabled persons may tap as

needed to help them learn and maintain the skills to be as independent as possible.

Al t hough the ARC has formally adopted a policy of working toward the eventual
phase-out of institutions, we have not yet set a target date because we see the
wani ng of institutions as a likely, inevitable consequence of our more immediate

goal s which are: 1) to inplement community services which encourage and assi st

famlies to maintain their children in their home by alleviating the extra financial,

emoti onal and practical burdens to which famlies may be subject; and 2) to establish

arrays of famly and community |iving arrangements and services which support the
devel opment al and social needs of individuals with disabilities, and enable themto

experience a life style that is as close to normal as possible.

Movement toward expanded home and conmmunity-based services and away from the
use of institutions is already well underway. The census of public institutions
for retarded peopl e peaked in 1968. What is less well known is that the number of
certified beds in Intermediate Care Facilities for the Mentally Retarded has al so
peaked. The 1981 total of approximately 196 thousand declined to about 132
t housand in 1983. The public conmponent was 106 thousand in 1982 and is falling.
In 1982 10,660 of these |ICF/ MR beds were in 1,157 facilities for 15 or fewer
residents. You may be interested to know that one-fifth of all these people were
in M nnesot a, [janicki, M P., Mayeda, T.

of Group Homes for Persons with Mental Retardation in the United States," Novenber,

, Epple, W A.; "AReport on the Availability

1982.



Anot her figure that is interesting is that twenty-eight institutions have cl osed

or been scheduled for closing in the last four years. Braddock, D., Weller, T.;
"The Cl osure of the Di xon Devel opnental Center: A Study of the I|nplenmentation and
Consequences of a Public Policy," March, 1984. During the same time period there

has been an increase in state funds allocated to home and community services as well

as the enactment of the Medicaid waiver program for such services.

In short, a movement is underway. However, this movenment is somewhat erratic
and | acks cohesion because states have been so dependent on federal incentives and

requi rements, nost of which are at cross purposes to the growing trend for home

and community services.

It is time for the federal government to get in step with the new age in the
field of mental retardation. There is a new generation of famlies who have no use
for institutions, there is an ol der generation who still have their adult disabled
children at home, often without needed services, and there are those in institutions
who need to be returned to our comunities. S. 2053, the Community and Fam |y
Li vi ng Anendments of 1983, would elimnate the current biases for institutional care
under the Medicaid program and support those services and programs for severely

di sabl ed peopl e which are consistent with the new policies in the disability field

whi ch have emerged over the past two decades.

As you have acknow edged, Senator Chafee, S. 2053 is not perfect as currently

written. The ARC has studied each and every provision of the bill, listened to the
concerns expressed by those who oppose the bill in its current form and devel oped
several nodifications which we recomend be incorporated, into the |egislation.

Each of our proposals is described in Attachment 1. MWhile there is not time today
to discuss in detail our suggested changes, let me point out one very inmportant
suggestion which directly responds to input fromARC members and to testimny given

on February 27 at the hearing held by the Senate Subconm ttee on Health. Thi s



particul ar suggestion takes into consideration the political realities in Congress
as well as the views of those concerned about the total withdrawal of federal

Medi caid funds frominstitutions as called for in S. 2053.

As introduced, S. 2053 requires a 100 percent withdrawal of the federal share
of Medicaid money fromlarge institutions within fixed periods of time, 10 years
for some institutions, 15 for others. The federal funds woul d be withdrawn from
large institutional facilities and become available for community-based services.
Under the ARC nmodification, 85 percent, rather than 100 percent, of the federal
funds woul d be withdrawn fromthe large institutions. The ARC revision clearly

mandates that community services be included in each state's Medicaid pl an.

In addition, this percentage phase out is conmbined with a plan to provide
financial incentives for conmunity pl acement. The incentive would reduce federal
mat ching dollars in the institution while maintaining the federal match for
communi ty-based services. For exanmple, if state X currently has a 50:50 federal-
state match, the percentage of the federal match for institutions would decrease
from 50 percent over a given period of time. Conversely, the 50 percent match for
community services will remain the same. Thus, it would be increasingly more
attractive for states to fund community services. An ARC proposal regarding the
percentage and time schedule is nearing conpletion and will be shared with you in

the very near future.

Finally, the Secretary of Health and Human Services would be required to
periodically assess the progress of the states in acconplishing the national goal
of providing community-based services. The Secretary also would be required to make
a conprehensive report to Congress, two years before the end of the 10-year period,
concerning the states' progress. It is hoped that the Secretary's report will
trigger Congressional hearings on the state of the art of comrunity and other services

in order to determ ne how the Medicaid funds should be used in acconplishing the



nati onal goal of community-based services for all people with mental retardation.

Certainly; | and other ARC volunteers and staff are available and ready to

meet with you and/or your staff to discuss in greater depth the ARC proposals.

Under S. 2053 funds now used for care in institutions will be made avail able
for community services. It is anticipated that many of those Medicaid certified
facilities which cater primarily to eligible severely disabled persons will (1)
become smaller, (20 close, or (3) be converted to other uses; the extent and

scheduling of such a phase down or out and the sizes, types and |ocations of
facilities, if any, to be maintained will be determ ned by state planning and
priorities. States will continue at all times to be free to fund people and
settings with state dollars and/or dollars available fromother federal sources as
appropri ate. Provi ding states such decision making authority and flexibility allows
themto respond to the specific situation and circunmstances within the state and

should result in the smpothest transition possible.

The ARC strongly supports those provisions of S. 2053 which require individual
programpl ans and community services plans; the participation of clients, parents,
guardi ans and others, as appropriate, in the interdisciplinary teams; the appeal
procedures for clients, parents and others; the requirement for individual case
management; the size limtation of not more than three times the average famly

househol d size within the particular comunity; and the accreditation of programs.

The ARC | ooks forward to working with Congress to refine and inprove S. 2053
and to its early enactment. Again, | comend you for holding this field hearing and
would like to close with the followi ng quote froma letter by Thomas Jefferson to a

friend:



That

I amnot an advocate for frequent changes in |aws and
constitutions, but laws and institutions nmust go hand
in hand with the progress of the human m nd. As that
becomes more devel oped, more enlightened, as new

di scoveries are made, new truths di scovered and manners
and opinions change, with the change of circumstances,
institutions nmust advance also to keep pace with the
times.

is what S. 2053 is about — keeping pace with the times.



ARG U S, RECOMWENDS
GHANGES TO S 2053
"GQOMMIN TY AND FAM LY LI' VI NG AMBENDMENTS (F 1983"

April 17, 1984

O Novenber 4, 1983, Senator John Chafee introduced S. 2053, the "Community
and Fam |y Livi ng Arendnents of 1983." The Association for Retarded A tizens of
the Lhited States hel pedwith the drafting of the bill and strongly supports its
intent. Sncethat tinethe ARC, aswell as Senator Chaf ee, has sought i nput
fromaround the country inorder to inprove the provisions inS. 2053. Ahearing
was hel d on February 27 before the Senate Subconmttee on Heal th. ARC Presi dent
Dee Everitt has continued to request that ARCers concerned about S 2053 conmmuni -
cate to her their suggestions for change.

Cn March 31 and April 1, 1984, the ARC s national Governnental Affairs Commt -
tee met to decide what changes to S. 2053 shoul d be recomrmended to Senat or Chaf ee
at this tine based on the information provided in testinony at the hearing and in
response to President Everitt's appeals for input fromall those concerned. Ms.
BEveritt has received many letters relative to S 2053 and is extrenel y pl eased wi t h
t he constructive suggestions they contain.

President Everitt participated during the entire two day neeting of the Govern-
nental Affairs Conmttee. The attached docunent describes each of the reconmendations
the ARC has endor sed and provi des sone expl anation of these recommendations. A
simlar docunent has been sharedw th Senator Chafee. F nal decisions on howbest
tonodify S. 2053 probably wi |l not be nade for several weeks or nonths. Senator
(hafee and the ARCare continuingto solicit input sothat S. 2053 can be nodified
inthe nost beneficial nmanner for the nental |y retarded and ot her di sabl ed i ndi vi -
dual s affected by the bil | .



ARC- U. S. RECOMMENDS
CHANGES TO S. 2053

"COMMUNITY AND FAM LY LIVING AMENDMENTS OF 1983"

Recommendati on Expl anati on

Parti al phase-out

Require an 85 percent, rather than 100 The 85 percent withdrawal would occur
percent, withdrawal of Federal Medicaid over the 10-15 year time |ine contained
funds frominstitutions. in S. 2053, and would be based on the
total anount of Federal Medicaid funds
Provide for a cost-of-living adjustment flowing into institutions in the state
relative to the 15 percent of Federal on a specific date (as yet unspecified).
Medi caid funds allowed for institutional (Specific exanples describing the effect
care at the end of the 10-15 year time of the proposed changes on a state's
line. Federal Medicaid funds will be devel oped

and available in the near future.)
Require the Secretary of the Department

of Health and Human Services to periodi- The adjustnent for inflation will mean

cally assess the progress of the states that states have 15 percent in real

in acconplishing the national goal of dollars still available for institution=

providing comunity-based services. The al care at the end of the 10-15 years.

Secretary woul d be required to make a Details on this adjustment have not

compr ehensive report to Congress two years been worked out yet.

before the end of the 10 year period con-

cerning the states' progress. It is intended that the Secretary's
report to Congress will trigger Con-

gressional hearings on the state of the
art of community and other services in
order to further determ ne how Medicaid
funds should be used in acconplishing

t he national goal of community-based
services for all people with nmental
retardation as well as other disabled
popul ati ons.

A maj or advantage of the reconmendations
at left is that by retaining some anount
of funds in institutions -there is a
strong, direct basis for enforcement of
federal standards for such environments.



Parti al phase-out (Cont'd)

Recomendati on

Fi nancial incentives for community
services

Eli m nate the provision in S. 2053 which
provides a 5 percent higher Federal match
for home and conmunity services to persons
who were institutionalized for the first
five years following their return to the
communi ty.

Add a provision which would reduce the
Federal matching rate for institutional
care while maintaining the Federal match
for home and community-based services.

Expl anati on

The proposed 85% reduction is consistent
with the Position Statement on Residen-
tial Services adopted by the ARC del egate
body at its annual convention in November,
1983, and with the ARC Goals and Ob-
jectives adopted by the Board of Direc-

tors. It responds to input fromARC
members, as requested by President
Everitt, and to testimony given on Febru-
ary 27 to the subcommittee of the Senate
Fi nance Committee. It takes into con-

sideration the political realities in

Congress and the views of devel opmental
di sabilities professional and advocacy
organi zati ons whose support of S. 2053
is inportant to its passage.

It is inportant to recognize that the
goal of phasing out |arge institutions
requires first and subsequent steps;
under present circunstances, t he ARC' S
proposed modi ficati on enhances that goal.
As stated above, the nmodification is based
on practical and political reasons. The
ARC does not believe that there is any
segment of the mentally retarded popul a-
tion that needs institutional care on a
per manent basis.

The Committee is convinced that this modi =
fication is consistent with the policy
direction set by the ARC/ USA. Accordi ngly
the Conmittee foresees that it will not
initiate other changes in the withdrawal
provi sions.

The proposed nodification will provide

a more meani ngful fiscal incentive for
states to plan for and provide famly
home and community services, and avoid

pl aci ng undue enphasis on services for
institutionalized persons returning to
the community. Many fear that S. 2053,
as currently witten, enphasizes services
for persons leaving institutions at the
expense of those already in the comuni =

ty., and that |engthy delays will ensue
for those living in the community and in
need of services, including those needing

to | eave home.



H nanci al i ncentives for communi ty servi ces (CGont' d)

Recommendat i on

Tenporary institutionalization

A ter the | anguage of S. 2053 so that
the provision for two year tenporary
institutionalization not include any
stay in an institution which occurs
prior to the 10-15 year w thdrawal of

85 percent of the Federal Medicaid funds
frominstitutions.

Higi bl e popul ati on

Define the eligible popul ati on as those
severel y di sabl ed i ndi vi dual s who have a
disability as defined in Section 223 of
the Social Security Act whi ch began bef ore
the age 50, except for individual s between
the ages of 21 and 65 who suffer prinarily
froma nental di sease.

Provide that any children or youth who are
under the age of 21 when S. 2053 i s enact ed
and who have a prinary di agnosi s of nental
illness, retaintheir eligibility for famly
horme and communi ty services as they grow

ol der.

Expl anat i on

Under the proposed change if state X
currently has a 50: 50 Federal state

nmat ch, the percentage of the Federal
match for institutional care woul d de-
crease from50 percent over a gi ven
periodof tine. nversely, the 50
percent match for conmunity services
Wil remainthe sane. Thus, it will be
increasingly nore attractive for states
to fund famly hone and conmunity ser -
vi ces. The percent age decreases and

ti ne schedul e have not yet been de-

t er m ned.

Thi s change wi | | provi de nore options

and flexibility for the use of institu-
tions followng the wthdrawal of 85 per-
cent of the Federal Medicaid funds from
institutions. S nce 15 percent of the
Federal Medicaid funds wll renain

avail able for institutional care the pro-
vision at left will only be rel evant

when the persons to be institutionalized
trigger Federal Medicaid funding in ex-
cess of the 15 percent.

Wsing the definitionof the devel opnen-
tally disabledw th a hi gher age of
onset has proven too confusing. The
definition at left is based on the
current definition of disability con-
tained inthe Social Security Act and
wll ensure that the definitionof dis-
ability inS 2053 is consistent with
that used today to determne eligibility
for Suppl enental Security | ncone and
Medi cai d benefits.

Snplifying the definitioninthis way
nakes it clearer that tobe eligible

for Medi cai d, and consequently S. 2053,
one nust usual ly be eligible for Suppl e~
nental Security | ncone.

Alowngnentally ill childrenwho are
eligible for services under S. 2053 to
retaintheir eligibility as they grow



Higible popul ati on(Cont' d)

Recommendat i on

ptions for those over 65

Ater language to alloweither skilled
nursing facility, interned ate care
facility (not internediate care facili-
ties for thenentally retarded) or famly
hone and communi ty- based servi ces for
severel y di sabl ed persons over 65 years
of age, regardl ess of their age at the
onset of their disability.

Identification of eligible persons in
nur si ng hones

Add specific language requiring states in
their inpl enentati on agreenents to under -
take (i.e. nmake acoomttnent) toidentify
W thin one year and annual | y t hereafter
eligible severely disabl ed individual s
who are living in skillednursing facili-
ties, internediatecarefacilities, and
board and care facilities having 16 or
nor e beds and i n whi ch a significant numn
ber of recipients of Supplenental Security
I ncone are likely to reside.

Expl anat i on

ol der will nean these childrenw |l not
be facedwi th the | oss of appropriate
services at age 21. By all ow ng nmen-
tally ill children and youth to continue
eligibility intotheir adult years S
2053 wi I | be progranmmatical |y nore
appropriate for this popul ati on.

Because public policy for el derly di s=
abl ed persons is not as certain as that
for the non-el derly di sabl ed, because
the trend in services for this popul a-
tion appears to be in the sane general
directionas that called for inS 2053,
and because many persons feel that nurs-
i ng hones are appropriate and "nornal "
for sone el derly di sabl ed persons, a
recommendation i s bei ng made to al | ow
either institutional (including nursing
hones) or famly hone and community ser-
vi ces for di sabl ed persons over 65 years
of age.

It is intended that the Secretary's
conpr ehensi ve report to Gongress (see
recommendation 1 above) wll clearly
addr ess best services practices for
this popul ation as abasis for future
deci sions regarding the use of Federal
Medi cai d funds to serve those el derly
persons with severe disabilities.

To strengthen the protections of severe-
|y di sabl ed persons currently residing
i nappropriately in nursing hones states
nust be required to clearly coomt to

t he devel opnent of a process for iden-
tifying eligible severely disabled i n-
dividual s in SNFs, | s and board and
care hones si nce such a process does
not currently exist inmany states and
is essential for appropriate planni ng
for the future.



Recommendat i ons

Prot ecting exi sting services

Add | anguage stating that the anounts
expended for coomunity and famly sup-
port services shall be inadditionto
any forns of nedi cal assistance for
whi ch the individual woul d ot herw se
be eligible under the state's Medicaid
program except for Skilled Nursing

Facilities,

Internediate Care Facilities,

and | &5 MR ser vi ces.

Mandat i ng and i tem zi ng servi ces

Require states to include intheir Medi -
caid Sate pl ans an array of community
and famly support services for any
severely disabl ed i ndividual s who are

entitled to nedi cal

assi st ance under the

pl an and who live in famly hones or

community living facilities.

Language

woul d be added requiring the array of ser-
vi ces, when conbi ned wi t h ot her nedi cal
assi stance avai |l abl e under the plan, to
be sufficient inquality, extent and

scope to assure the heal th,

safety and

effective habilitation or rehabilitation
of such i ndi vi dual s.

This array of services woul d be sel ect ed
fromthe followng list:

case nanagenent servi ces;

periodic interdisciplinary diagnostic
and assessnent servi ces;

personal assi stance or attendant care;

donesti c assi stance necessitated by the
individual's disability;

services to enable the individual to

i nprove or nai ntai n functional capacities;

prost heses, assistive devices, supplies
and appl i ances;

adapt ati on of equi prent or vehicles, or of
housi ng or ot her space to be used by an
eligible severely disabl ed i ndi vi dual ;

Expl anat i on

The recomrmended | anguage wi || state
explicitly that the services eligible
for Medicai d rei nbursenent under S
2053 woul d i n no way j eopardi ze an i ndi -
vidual's entitlenment to ot her services
under the state's Medicaid plan. For
exanpl e, basi c Medi cai d servi ces such
as hospitalization and speci al services
such as in-patient psychiatric care
woul d clearly be retained as eligible
Medi cai d servi ces under S. 2053.

To ensure that states provide appropriate
fam!|y home and communi ty servi ces under
S. 2053, such services shoul d be itemn

i zed and nandated to the greatest extent
possi bl e. As appropriate under Medi caid
lawthe provisiontothe left requires
states to of fer famly hone and communi -
ty based services and al | ows states, for
the nost part, to select an array of

servi ces fromthose |i sted.

Several specific services were |isted

in response to input fromconcerned

i ndi vidual s. For exanpl e, supplies
(neani ng expenses incurred for such
things as di apers, special diets, special
pl ay equi pnent, special clothing, tape,
gauze, cushions, straps, ointnentsetc.
that exceed those required for a nornal
person of the sanme age); adaption of

equi pnent, vehi cl es or housi ng; personal
gui dance, supervision, counseling, re-
presentati on or advocacy; special trans-
portation services; specializedtraining
for famlies or caregivers and preventive
servi ces.



Mandating and item zing services (Cont'd)

Recommendati on

- comprehensive outpatient rehabilitation
facility services;

- personal guidance, supervision, counseling,
representation or advocacy;

- adult day programs,

- services (other than board or | odging
or basic foster care) provided to any
severely disabled individual by a
fam ly with whom such individual is
l'iving;

- support services to famlies or care-
givers including (i) specialized training

and (ii) respite care in or out of home
or usual residence;

- special transportation services;
- homemaker/ home health services;
- chore services;

- crisis intervention;

- protective services;

- specialized vocational and occupational ser-

vices that will enhance the independence,
productivity, and community integration of
a severely disabled individual, including

enpl oyment training, support necessary to

mai ntain the enployment of such individual,

and other training and therapeutic activin-

ties specified in the witten plan of habili -
tation or rehabilitation devel oped with respect
to such an individual;

- appropriate preventive services to decrease
the needs of eligible individuals for future
services;

- any other services identified by the State
and approved by the Secretary as conform ng
with the purposes of this section; and

- ampunts expended by any state agency or pro-
vi der of services under this section to
adm ni ster the provision of comunity and
fam |y support services shall be treated as
adm ni strative expenses of such plan.



10.

Recommendat i on

Roomand Boar d

To permt no paynent for roan and board
ot her than roomand board provided for

a period of not nore than six consecu-
tive weeks as an integral but subordi nate
part of a service funded under S. 2053,
except that auxiliary paynents nay be
made to cover extraordinary costs of food
or housing attributable to the disabling
condition(s) of a particular individual

or individual s.

Mandat ed pr ot ecti ve servi ces:

Add [ anguage to require states to assure,
as needed, the tinely availability of
prot ecti ve servi ces.

Requi re that these protective services
as wel | as the nandat ed case nanagenent
servi ces be avail abl e to any severely

di sabl ed i ndi vidual , evenif his incone
or resources exceed the criteria set for
eligibilityunder S. 2053.

Expl anat i on

Goncer n has been expressed t hat open
ended paynents for roomand board woul d
foster "facility" or packaged nodel s
of care rather than individualized
services. Qher concerns were the
potential confusion about the use of
Suppl enental Security | ncone paynents
(wWhich are specifically intended for
roomand board) in conjunctionwth
Medi cai d paynents for roomand board,

t he possi bl e duplication of the two
fundi ng sources, and the potenti al

hi gh cost of the roomand board pro-
vision as currently witten. The
suggested change at left allows for
room and board paynents for respite
care or energency situations and as
paynents to suppl enent ot her funding
for roomand board, such as SSI, when
necessary due to extraordi nary or un-
usual food or housi ng expenses required
because of the di sabl ed person' (s) con-
dition (s). For exanple, costsin
excess of the SS paynent which are
due to special building or life safety
code requirenents for structures

housi ng di sabl ed peopl e mght justify
a suppl enent ary paynent fromMedi caid
under S. 2053.

Due to the recent Baby Doe situations

it isincreasingly inportant to estab-
lish state responsibility for a nean-

ingful protective services systemfor

severel y di sabl ed peopl e, w thout re-

gard to incone or other assets.

| naddi tion, individualized case nanage -
nent services continue to be viewed as
the core for responsive, effective
services in a community-based system

of care and shoul d be available to all
persons determned t o be severely di s-
abl ed.



11.

12 .

13.

Recommendat i on

Expandi ng grandfathering provision

Expand the grandfathering provision to
include all exisiting facilities with up
to 15 disabled residents (does not include
staff living and/or working at the facilin=

ty).

In addition, add |anguage that allows exist~-

ing facilities with more than 15 residents
whi ch decrease their size to 15 or fewer
residents at some time followi ng the enact-

ment of S. 2053, to have their residents (if

ot herwi se eligible) receive services reim
bursabl e under S. 2053.

Training as a reinmbursable item

Add | anguage modi fying current Medicaid

|l aw applicable to reimnmbursenment for
training (currently a 75:25 matching rate)
to include the training of personnel
skilled in the delivery of community and
fam |y support services needed by persons
with severe disabilities, whether enployed
by a public agency or any agency under
contract to the state to provide services
under S. 2053.

Furt her, states would be required in their
i mpl ement ati on agreements to include pro-
visions to ensure that training is made

avail able to natural, adoptive and foster
parents of severely disabled persons as
well as staff of community living facilin=
ties.

Adequate fee |evels

Add | anguage to nodify current law to re=
quire, to the greatest extent feasible,
that states set fee levels, i.e. rates of
rei mbur senent, for community and famly
support services that are reasonable and
adequate to assure the provision of. care
and services which conformwith applica-
bl e state and federal |aws, regulations

Expl anati on

As written S. 2053 only grandfathers
facilities with up to 15 persons if

they are certified as an intermediate
care facility for the mentally re-
tarded. It is not sound public policy
to allow these facilities to continue
fundi ng under Medicaid while disallowi ng
Medi cai d reinmbursement for services for
individuals in other existing facilities
of simlar size sinmply because, at the
time of enactnent, they are not certified
I CFs/ MR.

In the same vein, it is appropriate

to add | anguage extending Medicaid re-
i mbursenent for S. 2053 services for
severely disabled individuals in other
existing facilities once these facili=
ties reduce their resident popul ation
to 15 or fewer persons.

S. 2053 requires states to provide
training but does not allow for

Medi caid reinmbursement of such train-
ing. It is evident that training is
a critical factor in assuring quality
services and has been a significant
problem in many community service
systems. Many advocates for S. 2053
have expressed a strong concern for
the lack of funding for appropriate
training including the training of
natural, adoptive and foster parents.

A maj or problem in providing quality
community services under the Medicaid
programis that states often set fee |le=
vels too low to ensure such quality.
While it would be inappropriate to man-
date fee levels on a national basis the
| anguage at left will require, to the
greatest extent possible, adequate rates
of reimbursenent for famly home and
community services.
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15.

Adequate fee levels (Qont'd)

Recommendat i on

and applicabl e quality and safety standards;
to assure that severely disabl ed i ndi -
vidual s eligible for nedi cal assistance
have reasonabl e access (taking into

account geographi ¢ | ocation and reasonabl e
travel tine for famly and friends) to
coomunity and famly support services of
adequate qual ity; andto enlist enough pro-
viders so that these services are available to
severely disabled recipients at least to
the extent that services under the plan

are avai l abl e to the general popul ati on.

Eguating incone eligibility criteria

Add | anguage to equate the incone eligibility
criteria established under Medicaid for insti-
tutional and community services. Such | an-
guage nmay read: "if the state establishes

a separate incone standard for individual s
who are inany nedical institution, the state
nust establish the same separate i ncone st an-
dard for all severely disabled individuals."

Medi car e gap

Add | anguage stating that whenever an i n-
dividual is receivingbenefits under Title

Il of the Social Security Act as an adul t

di sabl ed duri ng chil dhood (ADD and as a con-
sequence of such Social Security incone is
foundineligible for SSI benefits, such

i ndi vidual shall be deened to be eligible

for services providedunder S. 2053, ie.
treated as if he were an SSI recipient.

Expl anati on

Under current Medicaid | aw states nay
set a separate i ncone standard for per -
sons ininstitutional settings. Such
a standard may allowan individual to
have an incone up to three tines the
federal Suppl enental Security Incone
anount. This optionis generally not

al | oned for disabl ed persons seeki ng
Medi cai d rei nbursenent for community-
based servi ces. The additional |an-
guage at left will equate the incone
eligibilitycriteria.

Goncer n has been expressed that persons
whose benefits under the ADCprogram
are too high toqualify themfor SS
and consequently for Medi cai d nust wait
two years inorder to receive benefits
under the Medicare program The | an-
guage on the | eft deens such persons
eligible for S 2053 services. However,
t he | anguage goes further than covering
servi ces during the two year gap and

al lows ADC individual s to continue their
eligbility for S 2053 services even
after they becone eligible for Medi care.

It woul d not be good public policy to
provi de services under S, 2053 only to
wthdraweligibility two years |later.
The fact is the Medi care programdoes
not reinburse i n any neani ngf ul way ser -
vices likethose inS 2053. It is
inportant to note that the suggested

| anguage does not cover ADC per sons who
have i ncone and resources ot her than ADC
benefits whi ch woul d cause themto be in
eligiblefor SSI.
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Recommendation
Maintenance of effort

Add | anguage prohi biting states fromsus-
pendi ng, reducing, discontinuingor term-
nating the nedi cal assistance provi ded under
their state pl an because of any financial
constraints created by the reductions called
for inS 2053.

Fair enpl oynent standards for
enpl oyees of private prograns

Add | anguage requiring states intheir im
pl enentati on agreenents to assure the
application of fair enpl oynent standards
toworkers inprivate prograns and facili-
ties offering care and services as descri bed
inS. 2053.

Expl anati on

In response to concern about the states
nai nt enance of effort under S. 2053 the

| anguage at | eft was devel oped. However,
it does not require that the total anount
of state Medicai d mat ching funds currently
used to provide services for retarded
and ot her severely di sabl ed per sons,

both insitutional and conunity-based,
be mai ntai ned, i.e. as services shift

to the coomunity the states are not
nandated to nmai ntai n the sane total
anount of dollars for services to di s-
abl ed peopl e. Legal counsel suggests
that such | anguage woul d be i nappropriate
under Medicaid | aw and that the |anguage
tothe left is nmore appropriate.

There is a great deal of concernin
the field of nental retardation about
the difference in salaries paidto

publ i ¢ enpl oyees versus workers in pri-
vate prograns or facilities. The |ow
wages inprivate prograns are sonetines
cited as a factor in high staff turn-
over and consequently, substandard care.
The suggested | anguage at left is ainmed
at hel ping alleviate this probl emby
requiring states to assure the applica-
tion of fair enployment standards to
such enpl oyees.

Wi | e higher salaries will increase the
cost of community services, salaries
are only one factor (albeit an imn
portant factor) contributing to the
general |y nore expensive institutional
envi ronnents. For exanple, the divi-
sion of |abor, ie. specialized]jobs,
required in institutions is another
factor contributing to institutional
cost s.
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Recommendat i on

Service requirenents for community |iving
facilities

Add | anguage stating that community |iving
facilities, inprovidingliving arrangenents,
care and services to severely di sabl ed

i ndi vidual s, nmust cooperate with other pro-
viders and wi th appropriate case nmanagers
ininplenenting awitten plan of habili—
tation or rehabilitation for each indivi-
dual .

Pri vat e enf or cenent

A ter the |l anguage of the private enforce-
nent provisionto read as fol | ows:

SEC 5. (a)(1), Anypersoninjuredor ad-
versely affected or aggrieved by a vi o-
lation of this Act by a state agency
admnistering a State P an approved under
section 1902(b) of the Social Security
Act may bring an action to enjoi n such

vi ol ation.

(2 An Action brought under paragraph

(1) shall be brought inthe appropriate
district court of the Lhited Sates
withinthe state i nwhich such Sate
Manis inoperation.

(3 Suchparty nay el ect, by so stating
inthe conplaint filed at the comence-
nent of such action, to recover reason-
able attorney's fees and costs fromthe
defendant in the event that such party
prevail s.

(b) (1) Woonfilingalawsuit under
subsection (a), the conplai nant shal |
give notice by registerednail to the
Secretary of Heal t h and Hunan Servi ces,
the Attorney General of the Uhited
Sates, andthe state agency adm ni s—
tering the Sate PMan alleged to be in
violationof this Act.

Expl anat i on

Qitics of S 2053 have stated that as
wittenthe bill inplies that conmunity
living facilities nust thensel ves pro-
vide or be the focus of responsibility
for all services totheir residents.

The suggested | anguage on the left wll
clarify that such facilities nust |
cooperate with other providers and the
individual's case manager to assure

t he provi sion of appropriate services.

After obtaining legal advice it was
felt that the private enforcenent
language in S. 2053 coul d be signifi-
cantly inproved and clarified. New
language is presented at left. This

| anguage specifically states that

aggri eved persons nay sue the state
agency admnistering the state Medicaid
plan (rather thanthe planitself),

and may file to recover reasonabl e attor-
ney's fees as well as costs. The fact
that the Secretary approved the parti -
cul ar plan in question shall not bar
action agai nst the state agency. Pre-
vious | anguage stating that "no action
coul d be brought if, at the tine the
conplaint is filed, the sane all eged
viol ation by the sane state agency
admni stering the plan is the subject
of a pending action in any court of
the U S." was del eted because it was
unnecessary.



20.

Private enforcenent (CGnt'd)

Recommendat i on

(2 The notice required under paragraph

(1) shall state the nature of the all eged
violation, the court inwhich such action
w || be brought, andwhether or not
attorney's fees and costs are bei ng de-
nanded i n the event the plaintiff prevails.

(c) The approval of the Sate Plan, with
reference to the provisions of this Act,
by the Secretary shall not be a bar to the
bringing of an action under paragraph (1)
nor shall it constitute a defense to any
such act i on.

Tinelines for inpl enentation

Require states to provi de sone famly
hone and community services in the first
year follow ng enactnent of S. 2053.
(Federal Medi cai d mat ching dol | ars woul d
be avail abl e for such services.)

A lowstates two years fol l ow ng enact nent
to conpl ete their inplenentation agree-
nments. The 10-15 year tine period for the
w thdrawal of 85 percent of the Federal

Medi caid funds frominstitutions woul d not
begi nuntil conpl etion of the inplenentation
agr eenent s.

Expl anat i on

To ensure an orderly, well-planned
transition frominstitutional to

famly home and conmunity servi ces,
states shoul d be gi ven two years to
conpl ete their inpl enentation agree-
nments. This allows tine for the
Federal governnent to devel op and

publ i sh regul ati ons i npl enenti ng

S. 2053, gives states tine to comn

pl ete the individual comunity services
pl ans for institutionalized persons
and to identify persons inappropriately
pl aced i n nursi ng hones and gener al
|CFs. Al of thisinformationis
necessary for states to devel op a

neani ngf ul , dat a based i npl enent ati on
agr eenent .

Wiileit is inportant to allowstates
sufficient tine to conplete their

i npl enentation agreenents, it is equally
inportant that states be required to
begi n provi di ng appropri ate hone and
community services inthe first year

fol l ow ng enactnent so that the actual
provi sion of such services is not

del ayed.

Del ayi ng t he begi nni ng of the 10-15

year tine line for the w thdrawal of

85 percent of the Federal Medicaid

funds frominstitutions until the third
year follow ng enactnent (after conpl e~
tionof states' inplenentation agree -
nents) in essence provides two additional
years for the wthdrawal to take pl ace



21.

22.

23.

Tinelines for inplenentation (CGnt'd)

Recommendat i on

Sandards for non-certified
institutional beds

Himnate the provisioninS 2053 whi ch
would require that all institutions
currently not certified as Interned ate
Care Facilities for the Mental | y Retarded
conply with the federal standards for the
| G MRpr ogr am

dient and advocate invol vement in
deci si on- naki ng

Qarify language throughout S. 2053 to en-
sure the invol venent of the disabledind -
vidual hinself and, as appropriate, his
advocate (inadditionto. hi s spouse, parent,
guardi an or appropriate famly nenber) in all
['iving arrangenent and services deci Si ons-
(and cor respondi ng appeal procedures) for

t he di sabl ed per son.

Appeal procedure for persons in various
conmuni ty settings

Add | anguage requiring an opportunity for
an appeal and fair hearing before an i mn
partial hearing officer for any individual
(or hi s spouse, parent, guardi an, appro-
priate famly nmenber or advocate acting

on hi s behal f) who bel i eves hi nsel f to be

i nappropriately placed or who i s deni ed

an appropri ate pl acenent or service, or

who i s bei ng schedul ed for transfer from
one community living arrangenent to anot her
otherw se thanon his owninitiative.

Expl anat i on

i.e., inreality, the 10 years woul d
becone 12 and t he 15 woul d becone 17.

Under current Medicaid | aw states nay
chose whet her or not to have each of
their institutions certified as |G MR
Requiring states tobring all institu-
tions into conpliance with the Federal

st andar ds woul d nean a si gni fi cant
influx of Mdicaiddollars into insti-
tutional environments. Such arequire-
ment is not consistent withandis, in
fact, at oddswiththeintent of S. 2053.
Not requiring nassi ve expendi tures, pri -
marily for capital inprovenents, in
institutions does not mean that institu-
tional i zed persons shoul d have | ess t han
t he hi ghest quality of services.

It is inportant to make it clear that
t he di sabl ed i ndi vi dual and, as appr o-
priate, his advocate nust be invol ved
inall decisions (and correspondi ng
appeal procedures) relativetothe
persons' |iving arrangenents and ser -
Vi ces requi renent s.

S 2053 provi des such an appeal proce-
dure only for persons schedul ed for
transfer froman insitutionto a
coomunity setting. It is equally imn
portant to have such an appeal process
avai lable to those livingw thin the
communi ty.
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Recommendat i on

Deem ng of resources for children

Add [ anguage to all owstates to provi de
S. 2053 services to disabl ed childrenwho,
except for resources deened to them woul d

be eligible to receive Suppl enental Security
| ncone benefits.

Expl anat i on

Under the Suppl enental Security | ncone
programdi sabl ed children are often
found ineligible solely due to famly
resour ces whi ch are deened to be avai | =
abletothem Denial or |oss of SS.
usual ly results inineligibility for
Medi caid. The language at |eft woul d
allowstates to choose to provi de such
childrenwith S, 2053 services reim
bur sabl e under Medi cai d.



O'HER DEQ S ONY/ | SSUES | DENTN H BD
BY THE ARC

Sart-up costs/capital construction - The Cormttee recogni zes that such
costs cannot be net under the Medicaid program QGher Federal and state
prograns whi ch can provi de start-up or capital construction noni es were
identified to be targeted for expansion. In addition, a recommendation
wll be nade to Senator Chafee to require states to describe intheir im
pl enent ati on agreenents their plans for neeting such expenses.

Integration of S. 2053 | anguage into existing | aw- The Cormttee endorsed
the ideaof integrating, to the greatest extent possi bl e, the | anguage of
S 2053 into existing | awby usi ng conformng anendnent s.

Qarifying audits, reviews, nonitoringrequirenents - The Cormittee is
further researching the nost appropriate and effective audit, reviews and
noni t ori ng nechani sns to be utilized under S. 2053.

Internedi ate size facilities- - The Cormttee nade no changes in the size re-
gqurenments InS 2053. It was felt that, at thistime, thereis insufficient
data to justify any expansion of S. 2053 coverage for facilities with nore
than 15 residents. This najor issue is still open for further consideration.
Key national organizations (e.g. National Associationof Private Residential
Facilities for the Mental |y Retarded) and i ndi vi dual s have been requested to
provi de specific data and recormendat i ons.

Expandi ng consuner invol venent - The Conmttee i s supportive of an expansi on
of di sabl ed persons' invol venent, when appropriate, intheir services program
e.g., theselection, hiringandtrainingof attendants, andis further re-
sear chi ng the nost appropriate | anguage to acconplish thi s expansi on.




