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HIGHLIGHTS

Despite the central role Medicaid has played in the ongoing transformation of services to
persons with developmental disabilities, several key aspects of current Title XIX policy stand
as major impediments to the accomplishment of the states' basic programmatic goals,
including:

the inequities associated with existing methods of determining eligibility for
Medicaid -funded long term care services, especially the present linkage
between eligibility and the individual's presumed need for institutional services;

the rapidly escalating cost of delivering ICF/MR services, which is choking off
the capacity of states to provide services to unserved persons;

the Jack of areliable, ongoing mechanism for assuring federal financial
participation in the cost of home and community-based services, which avoids
the problems associated with the Section 1915(c) waiver program;

the bifurcation of administrative responsibility in many states for carrying out
Title XIX policies.

The most critical feature of any legislation designed to reform current Medicaid policies
affecting the MR/DD population is the establishment of a firm statutory basis for claiming
Title XIX reimbursement on behalf of eligible persons residing at home or in other non-
institutional settings. Since this is one of the central aims of both H.R. 5233 (Waxman) and
H.R. 3454 (Florio), NASMRPD is pleased to express its general support for these measures.
However, both bills also contain features that NASMRPD views as barriers to the enactment
and implementation of reform legislation, including the provisions discussed below:

The parameters of eligibility set forth in H.R. 3454 are unrealistic; we prefer the

narrower definition contained in H.R. 5233. Conversely, we recommend that
eligibility for community-based services under Medicaid be completely
decoupled from an institutional needs test, as proposed in H.R. 3454.

Home and community-based services should be available as an optional,
rather than a mandatory, Medicaid state plan coverage.

The unilateral establishment of federal standards is an ill-advised means of
striking a balance between federal and state interests.

NASMRPD supports the inclusion of reasonable employee protections in the
proposed legislation, but has serious concerns about certain aspects of the
subject provisions of H.R. 5233.

States should not be prohibited, on the basis of the freedom of choice
principle, from covering optional community habilitation services in instances
where state law restricts the types of agencies that are eligible to serve as
vendors of such services.

NASMRPD recognizes the importance of restricting the utilization and cost of expensive, 24
hour care settings, but is concerned that a cap of Medicaid payments to larger ICF/MR
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facilities might have undesirable side effects as long as the operating costs of such facilities
are so heavily driven by federal regulatory and enforcement actions. We also see little merit
in adding statutory conditions of participation applicable to ICF/MR facilities. There is a

pressing need, however, to develop an active treatment performance criteria that can serve a
as reasonable basis for determining compliance with federal ICF/MR regulatory standards.

To facilitate the development of such performance criteria, NASMRPD recommends that an

outside commission be established.

NASMRPD opposes the transfer of survey, certification and enforcement responsibilities to
the HHS Secretary in the case of state-operated ICF/MR facilities, as proposed in Title Il of
H.R. 5233, but supports the addition of specific statutory enforcement options. In addition,
we recommend that the existing statutory authority for ICF/MR reduction and correction
plans (Section 1922) be amended, rather than replaced by new reduction plan provisions.

Our Association also strongly opposes delegating broad authority to the Secretary to
establish national ICF/MR admission and continued stay criteria, as proposed in Title Il of
H.R. 5233. Such an authority would give the Secretary sweeping powers to tighten ICF/MR
eligibility standards and, thereby, modulate the numbers and types of persons receiving
such services to fit preconceived federal budgetary goals. Indeed, before considering
revisions in ICF/MR eligibility criteria, there is a need to examine the effectiveness of the
ICF/MR service delivery model.

Finally, NASMRPD strongly endorses the provisions of Title IV of H.R. 5233 related to rate
setting and payment policies governing Medicaid -funded ICF/MRs as well as community
habilitation services. We also endorse Section 502 of the Waxman bill, which would grant the
states explicit statutory authority to assign Medicaid administrative functions to the state
MR/DD agency.
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| NTRODUCTI ON

My name is Janmes Toews. | amthe Adm nistrator of
Devel opnental Disabilities Prograns in the State of
Oregon. | also serve as a nmenber of the Governmenta

Affairs Commttee of the National Association of State
Mental Retardation ProgramDirectors. NASVMRPD is a
non-profit organi zation of the designated officials in
the fifty states and territories who are directly
responsi ble for the provision of long termcare
services to a total of over half a mllion children
and adults with devel opnental disabilities.

In FY 1986, federal Medicaid paynments represented 34
percent the aggregate revenues received by state
mental retardation/devel opnental disabilities agencies
for institutional and conmunity-based services —up
from19. 3 percent in 1977. If state matching funds
were taken into account, alnost two-thirds of the
budgets of these agencies (64 percent), on average,
were made up of federal -state Medicaid dollars. It
shoul d be obvious fromthese figures that our

Associ ation has a vital stake in the future evol ution
of Medicaid policy.

|'1. CURRENT LI M TATI ONS OF MEDI CAID PQOLI CY

Fundanent al changes have occurred in the way states
serve persons with nental retardation and ot her

devel opnental disabilities over the past ten

years. These changes are reflected in both the steady
decline in the nunber of persons served in |arge,
state-operated residential centers (from 151,000 in
1976-77 to 93,000 in 1986-87)% and in the increasing
proportion of public dollars expended on
comruni t y- based services. Between FY 1977 and

FY 1986, aggregate expenditures for comrunity

MR/ DD services increased from$761 mllion to

$4.2 billion, or by 446 percent. By FY 1986, states
wer e spendi ng about half their budgets (48.8% on
connunity-based services —up from 23 percent in
FY 1977.

Access to Medicaid financing has played a crucial role
in fostering this major reconfiguration in the
delivery of services to persons with devel opnenta
disabilities. The availability of Title Xl X paynents
has permtted states to i nprove the services provided
in public institutions, while at the sanme tinme rapidly
expandi ng access to
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community services. Furthernore, the establishnent of
t he Medi caid waiver programin 1981 has hel ped nany
states to accelerate the shift toward honme and
communi ty- based services. Yet, despite the central
role Medicaid has played in this historic
transformation of services for persons with

devel opnental disabilities, several key aspects of
current statutory policies stand as major inpedi nents
to the acconplishnment of the states' basic
programmati c goals. These inpedinents are briefly
summari zed bel ow.

First, the current neans of determ ning an
individual's eligibility for Medicai d-rei nbursabl e

|l ong termcare services creates grave inequities and
unfairly denies many persons with devel opnent a
disabilities access to appropriate training and
support services. The statutory requirenent is that
an i ndividual nmust be adm ssable to an internedi ate
care facility for the mentally retarded (I CF/ MR) in
order to qualify for Medicaid long termcare benefits,
whet her furnished in an ICF/ MR-certified facility or
t hrough a hone and comuni ty-based wai ver program
The problemis that no generally acceptable criteria
exi st for determ ning when an individual needs |CF/ MR
| evel of care; each state has established its own

| CF/ MR admi ssion and continued stay criteria, usually
based on a variety of considerations. Furthernore,
states have denonstrated over the past decade that
nost, if not all, persons once thought to require
institutional services can be served just as
effectively or better through an individually tailored
array of community-based prograns.

The variability in state criteria and the grow ng body
of opinion that it is both inpractical and

i nappropriate to distinguish between the need for
institutional versus conmmunity services |lie at the
heart of many of the problens states experience with

t he HCB wai ver program Utilization of both |ICF/ MR
and wai ver services varies enornously fromstate to
state, due to both historical and ideol ogical factors.
By testing the allowable limts of HCB wai ver services
agai nst the use of I CF/ MR services, both the current
statute and HCFA adninistrative policies have created
t hree key probl ens:

* First, the all owabl e scope of HCB services in
any state is nmeasured against a standard
that is of questionable validity.

. Seconq, access to HCB services beconmes a
function of where a persons |ives and not
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hi s/ her service needs.

e Third, states that have deenphasi zed congregate
care services in favor of smaller, nore
integrated |living arrangenents are being
penal i zed.

These outcones of present Medicaid policy are, by any
nmeasure, perverse.

Second, the I CF/ MR program which constitutes the
primary nmechani smfor financing long termcare
services for persons with devel opnental disabilities,
has proven to be an increasingly costly and i nherently
restrictive approach to delivering services. Wile
there is no question that the availability of Medicaid
financi ng through the | CF/ MR program has been a
critical factor in converting rmany custodially-
oriented facilities into nore resident-centered
treatnment prograns, it seens highly unlikely that the
states can evol ve coherent strategies for neeting the
bur geoni ng denmands for devel opnental disabilities
services as long as 95 percent of Mdicaid paynents
for specialized DD long termcare services 5 are
channelled to the states through the I CF/ MR program

In reaching this conclusion, we are influenced by the
following realities:

* ICF/MRis a facility-based nodel of delivering
services, in which the residential facility
serves as the hub of a conprehensive, 24 hour
system of services to its residents. Al though
many states now have both large, nulti-purpose
facilities and small, conmunity-based residences
certified as ICF/ MRs, there are inherent
limtations on the nethods of delivering | CF/ MR
services. These limtations, in many ways, are
out of step with energing, state-of-the-art
princi pl es governing the provision of
conmuni ty- based services, including the enphasis
on famly-based services, integration into the
mai nstream of the community, dispersal of
programresponsibility, external case
managenent
and greater opportunities for independence and
sel f-actualization

e Pressure to increase spending in ICF/ MRs is
severely limting the ability of states to neet
new servi ce demand. Qutlays are increasing at a

rate greatly disproportionate to the growh in

servi ce caseloads. As a result, nany states are
experiencing growng waiting lists for service, despite
steadily increasing expenditures. For
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exanpl e, the average per capita cost of
operating state ICF/ MR facilities, which still
represent nearly two-thirds of all certified
beds, nore than tripled over the past ten years
(from $44.23 a day in FY 1976-77 to $148.13 a
day in FY 1986-87).° Between FY 1985-86 and FY
1986- 87 al one, aggregate state expenditures for
public MR DD facilities increased by al nost seven
percent, despite an estinmated seven percent drop
in the nunber of persons residing in such
facilities. The recently revised federa

| CF/ MR standards are likely to trigger

addi tional increases in the operating costs of
certified facilities, thus further conplicating
the task of extending appropriate residential

and daytine services to persons who are
currently unserved or underserved.

* Since the advent of the ICF/ MR "l ook behi nd”
program four years ago, HCFA has played an
i ncreasingly assertive role in overseeing the
provi sion of services in ICF/ MRcertified
facilities, nationwide. Wile no one could deny
that the resulting federal surveys have
uncovered unacceptable conditions in sone
facilities, they also have had a fundanentally
di sruptive effect on state planning and policy
devel opnent, by establishing a largely
subj ective standard of performance and then
pl aci ng broad oversight authority in the hands
of state and federal surveyors who are inmune to
the fiscal, programmatic and adm nistrative
consequences of their conpliance determ nations.
A nore reasonabl e bal ance nmust be struck between
a state's ability to design and inplenent a
hol i stic approach to inproving services,
regardl ess of the source of funding, and
HHS/ HCFA' s legitinate role in assuring that
federal dollars are used effectively and in
accordance with statutory | aw.

The above observations are not intended to downpl ay
the inmportant role that the I CF/ MR program has pl ayed
in inmproving the quality of residential facilities for
persons with devel opnental disabilities, nationw de.
However, a way nust be found to bridge the grow ng gap
bet ween the states' overarching service goals for
persons with devel opmental disabilities and their
specific obligations under federal |law to residents of
ICF/MR facilities. Qherwise, as a nation, we run the
risk of maintaining a two-tiered service system—one
which drains off the lion's share of federal-state
resources to serve a small fraction of the population
in need of long termcare services.

Page - 4



Third, while Medicaid hone and community- based

wai vers have hel ped the large majority of states to

partially extricate thensel ves fromover-reliance

on ICF/ MR funding, in practice the waiver program

has proven to be an inperfect |ong range vehicle

for restructuring Title Xl X financing of DD services.

The crucial limtation of the waiver programis

t hat broad adm nistrative authority to determ ne

t he ci rcunstances under which waivers may be

approved has been del egated to an Adm nistration that

is fundanental | y opposed to any growmh in federa

Medi cai d outlays. Consequently, by federal

regul ations, states are required not only to prove

t hat average per capita expenditures will not increase

as a result of the proposed waiver (as specified in

Section 1915(c) of the Act) but also that the total

nunber of recipients of Medicaid-funded DD services

(i.e., ICF/ MR residents plus waiver participants) wll

not increase. As a result, states are faced with

powerful fiscal incentives to limt waiver services to

persons who are relatively expensive to serve in

community settings, rather than enphasizing | ow cost

services that are delivered to a w der segnent of the

potentially eligible service population (e.g., famly

support services). Even nore critical, however, is

that present admnistrative policies pose an enornous
dilemma for the states: in order to shift persons

to nore appropriate services and settings and have

Medicaid dollars follow, a state nust accept a cap on
t he nunmber of individuals who receive Title Xl X | ong
termcare benefits. Present policies force a state to
enpl oy high cost, often nore restrictive, |ICF M
services if it wishes to secure Medi cai d-funding for
nore individuals. These policies are neither sensible
nor appropriate.

Anot her drawback of the waiver authority is the high
degree of uncertainty surrounding the continuation of
federal funding, especially when a state nust
negotiate a renewal of its waiver authority w th HCFA
Even during the intervening years, however, experience
i ndicates that a state nust be prepared to cope with a
significant degree of federal intrusion that often
borders m cro-managenent of the program This
operating franmework i s counterproductive and
ultimately poi sons federal -state rel ations.

It is inmportant to enphasi ze that, despite the drawbacks of the
current HCB wai ver program nost states have elected to participate.
Currently, 38 states have specialized MR DD waiver progranms in
operation. The fact that these states are required to limt further
growh in I CF/ MR bed
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capacity in order to qualify for a waiver provides a
useful neasure of the states' desire to di sengage

t hensel ves fromthe I CF/ MR program as the princi pal
source of future Medicaid funding for long termcare
services on behal f of persons with devel opnent al
disabilities. In other words, the states clearly are
searching for nore flexible and cost effective nethods
of supporting honme and conmunity-based services to
this population. The basic problemis to identify a
nore permanent and reliable nmeans of assuring federal
financial participation in the cost of delivering such
services, which grants states reasonabl e
admnistrative flexibility while at the sane tine
assuring adequat e Congressi onal and Executive Branch
oversight, as well as an acceptable, predictable rate
of growh in federal Medicaid outlays.

Finally, in many states, the barriers to devel oping
and carrying out a coherent strategy for serving
persons with devel opnental disabilities are not
limted to problens enanating directly fromfedera
statutory and regul atory requirenents. Instead, the
bi furcation of responsibility for devel opi ng and
executing policies governing the utilization of

Medi caid dollars on behal f of this popul ation
frequently represents a major inpedinent to progress.

By federal |aw, each state that elects to participate
in the Medicaid programnust designate a single state
adm ni strating agency to serve as the organi zati onal
conponent of state governnent that is accountable for
seeing that federal Medicaid policies are carried out.
At the sane time, each state has an organi zati onal
unit that is responsible under state |aw for
organi zi ng and delivering services to persons with
nmental retardation and ot her devel opnenta
disabilities. Difficulties in reconciling the

di stinctive ains of these two agencies often results
in the lack of a holistic approach to managi ng

Medi cai d resources on behal f of this particular target
popul ati on of recipients. The result frequently is

di sjointed adm nistration of the program
characteri zed by poor interagency comuni cations plus
an absence of clear programmatic goals. Unfortunately,
where such situations exist, potential beneficiaries
of Medi cai d-funded services usually are forced to bear
t he consequences.

| I'1. PROPOSED LEG SLATI ON TO RESTRUCTURE MEDI CAI D

The purpose of today's hearing is to consider

| egislation to restructure Medicaid eligibility,
coverage and long termcare benefits applicable to
persons with devel opnental disabilities. Mre
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specifically, the Subconmttee is seeking input on two
pending bills: HR 5233, the "Medicaid Quality-
Services to the Mentally Retarded Anendnents of 1988",
as introduced on August 11, 1988 by Chairnan Waxnan,
and H R 3453, the "Medicaid Hone and Conmunity
Quality Services Act", as introduced on Cctober 8,
1987 by Representative James Florio.

Al t hough the two bills take much different approaches
to restructuring Medicaid policies, both would
address, in substantial ways, sone of the current
shortcom ngs in the programas outlined above. In
particular, both HR 3454 and H R 5233 would go a

| ong way toward:

e equalizing financial incentives to placing
eligible persons with devel opnental disabilities
i n comuni ty-based prograns vs. instituti onal
facilities, thus increasing the prospects that
services woul d be furnished in the nost
appropriate programmati c and physical setting;

« allowng the states greater flexibility in using
federal dollars to achieve |ong range systenic
refornms by recognizing key el enments of honme and
comuni ty-based care as full fledged, Medicai d-
rei nbursabl e state plan services;

e shifting the enphasis of Medicaid funding toward
habilitation services that assist individuals
wth severe disabilities to achieve greater
I ndependence and assune productive roles in
Anerican society, by allowing states to claim
Title XIX rei nbursenent for certain
prevocati onal and supported enpl oynent services
that are furnished to eligible recipients in
community settings;

e permtting states increased latitude in

desi gni ng and financi ng out-of-home care

servi ces through their Medicaid prograrnms,

I ncl udi ng various types of supported |living
arrangenents which, unlike an ICFH/ MR certified
facility, do not require the residenti al
operator to oversee the provision of a 24 hour
array of services and establish no m ni mum
nunmber of residents per residential site; and

e granting the Governor of each state explicit
authority to delegate to the state MR DD agency
speci fi ¢ managenent functions related to the
adm ni stration of Medicai d-rei nbursabl e services
for persons with devel opnental disabilities.
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Qur Associ ation believes that the nost critical
feature of any |egislation designed to reformcurrent
Medi caid policies that inpact on the MR DD popul ation
Is the establishnent of a reliable basis for claimng
Title XIX rei nbursenent for long termcare services on
behal f of such persons while they reside at hone or in
other non-institutional settings. Since our analysis
suggests that either HR 3454 or H R 5233 could
achieve this fundanental aim NASMRPD is pleased to
express its general support for both bills.

At the sane tine, we wish to nake clear that there are
features of both H R 3454 and H R 5233 which our
nmenbers feel would create unnecessary barriers to the
enact nent and/or inplenentation of reforml egislation.
On behal f of NASMRPD nenbers, | respectfully request
that the Subcommttee take the follow ng views into
account in redrafting legislation for introduction
early next year:

A Eigbility. HR 3454, as introduced, would |ink
eligibility for a wide range of Medicaid
rei mbursable "community and fam |y support
services" to the statutory test of disability used
in determning eligibility for Suppl enmental
Security Income (SSI) benefits. Initially, only
individuals with a severe disability originating
prior to age 22 would be considered eligible for
such specialized Medicaid benefits; however, the
age of onset threshold would increase by one year
for each additional fiscal year the |egislation

was in effect, until it reached a maxi nrum of age
50.

By contrast, H R 5233 would define the term
"mentally retarded"” and a "person with a rel ated
condition” in exactly the sanme way as those terns
are currently defined in HCFA regulations. In
particular, a person with a "related condition”
woul d nean any individual with a severe, chronic
disability that: (a) is likely to continue
indefinitely; (b) is attributable to cerebra

pal sy, epilepsy or any other condition —besides
mental illness -- that is closely related to
mental retardation and requires simlar services;
and (c) results in substantial functional

limtations in at |east three out of six specified
areas of major life activity.

Wi | e NASMRPD recogni zes the inportance of
identifying appropriate |oci of public
responsibility for financing services to

i ndi vidual s who are severely disabled during

Page - 8



adul t hood, we do not believe that the present

| egislation is the proper vehicle for resol ving
this conpl ex question. Therefore, our Association
recomrends that the Subcommittee adopt the nore
restrictive definition of the eligible target
popul ati on contained in the Waxman bill. The basic
aimof the legislation nust be to restructure

Medi caid policy as it inpacts on persons with
devel opnental disabilities. Fundanmental conceptua
and structural changes woul d be necessary to
accommodat e the needs of other disability target
popul ations; in the process, the original

| egislative ainse mght be lost or diffused. At
present, little is known about the nunber of non-
el derly persons requiring long termcare services
due to a severe disability originating in
adul t hood, the types of services they require, the
estimated federal -state costs associated with
furni shing such services and Medicaid's current
and potential role in neeting the needs of such
individuals. Simlarly, in the case of persons
with mental illness originating in childhood, we
believe it is preferable to consider the nerits of
expandi ng coverage to this group in the context of
general nmental health Medicaid reformlegislation,
rather than as part of legislation that is
designed to address the needs of persons with

ot her devel opnental disabilities.

Unlike the Florio bill, H R 5233 would establish
a two-tiered systemof eligibility for Mdicaid-
rei mbursable "community habilitation services".
Categorically eligible recipients of Medicaid
(generally those who are eligible for SSI or AFDC
cash paynents) would be entitled to receive
optional conmmunity habilitation services if a
state elected to cover this service under its

Medi caid plan. There would be no requirenent that
such individuals neet a special test for
institutional services to establish eligibility.

| ndeed, the | anguage of Section 101(b) of the bill
speci fies that such services nmay be furnished "

: W thout regard to whether or not individuals
who recei ve such services have been di scharged
froma nursing facility or habilitation (I CF M)
facility." States, however, also could elect to
cover an optional categorically eligible group of
reci pients, consisting of non-Mdicaid eligible

i ndi viduals who would be entitled to receive Title
XI X services if they were residing in a Mdicai d-
certified institution and who, in the absence of
the cormunity habilitation services they need,
woul d require the | evel of care provided by a
habilitation (ICF/MR) facility.
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As pointed out earlier in this testinony, making
eligibility for community habilitation services
conditional on an individual's presuned need for
institutional (I1CF/ MR) services poses numerous
problens for the states. Certainly, there would
be significant disincentives for a state to el ect
to cover an optional categorically eligible group
if an institutional needs test were to be applied

to this group and not to categorically eligible
resi dents.

NASMRPD reconmrends that eligibility for community
habi litation services be conpletely decoupled from
the test of need for institutional services.

Gven the strict test of disability that woul d be
applied, the primary effect of such action would
be to permt states that so elect to cover
children with severe disabilities who are living
at hone and simlarly disabled adults with incone
or resources (often as a result of QASDI
eligibility) that exceed the SSI neans test. The
nost equitabl e public policy would be to permt a
state to apply the sane i ncome and resource test
of eligiblity for cormunity services as it applies
in determining eligiblity for institutiona
services, wthout having to link an individual's
need for services to his or her presunmed need for
institutional services.

Scope of Reinbursable Services. H R 3454 and

H R 5233 adopt quite different approaches to
defining the scope of community-based services

t hat woul d be coverabl e under Medicaid. Perhaps
the nost significant difference is that, under the
Florio bill, the states, as a condition of

conti nued participation in the Medicaid program
woul d be required to furnish at | east a m ni nal
array of community and famly support services
(i.e., case nmanagenent, protective intervention,
speci al i zed vocational, and individual and famly
support services) no |ater than the begi nning of
t he second fiscal year after enactnent of the

| egislation. In contrast, the states woul d be
under no obligation to offer "community
habilitation services" under the terns of the
Waxman bill, since it would be treated as an

opti onal service coverage.

One of the basic, organizing principles of the
Medi caid programsince its inception has been that
each state exercises considerable latitude in
defining the scope of its own program wthin
certain paraneters set forth in federal law As a
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result, Congress generally has elected to expand
the scope of reinbursabl e services by addi ng new
opti onal coverages, rather than nandating the
provi sion of particular services (other than those
acute health care services (hospital care,
physi ci an services, etc.) that nmust be avail able
to all eligible recipients). Gven this history,
NASMRPD r ecogni zes that there is likely to be
substanti al opposition to addi ng new nmandat ory
servi ce coverages, especially given the additiona
budget ary pressure new servi ce nandates could
entail. Rather than further delaying action on

| egislation to provide a reliable basis for
supporting non-institutional |long termcare
services for persons with devel opnent a
disabilities, we would prefer to see the states
gi ven the option of covering such services now.
The fact that 38 states have chosen to participate
in the Medicaid hone and comuni ty-based wai ver
program suggests that many, if not all, states
will elect to cover community habilitation
services if it is offered as an optional service
under Medi cai d.

The Florio bill would offer the states a very w de
range of alternatives for claimng Medicaid

rei nbursenent on behal f of eligible persons
residing at home or in other community-based
settings. Besides the four elenents of community
and fam |y support services that it would be
obligated to offer, a state could elect to cover
any of 20 other elenents of such services that are
enunerated in the bill; plus, a state would be
free to cover any other type of service found by

the Secretary to conformto the purposes of the
| egi sl ation.

By conparison, the types of conmunity-based
services that woul d be coverabl e under the Waxman
bill are considerably narrower. However,
experience with the Medi caid HCB wai ver program
suggests that the distinction between the types of
costs that would be treated at Title X X

rei nbursabl e under the two neasures may not be as
striking as would first appear to be the case. To
date, HCFA generally has given states rather broad
| atitude in defining the elenents of habilitation
services that may be treated as Title Xl X-

rei nbursabl e costs under an HCB wai ver program
Thus, for exanple, nost of the training and
support service costs (other than room and board
paynments) typically incurred in operating
residential and daytinme prograns designed to
assi st waiver participants with devel opnent al
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disabilities to acquire and retain adaptive skills
usually are considered to be rei nbursable

habi litation expenditures under a HCB wai ver
program Assumng this same interpretation were
carried over to the state plan option proposed in
the Waxman bill, it should be possible for a state
to recover approximately the sane portion of the
cost of typical MY DD day and residential services
as it could under the Florio bill

The history of the waiver program however
strongly suggests that the potential exists for
any future Admnistration to narrowy construe the
el ements of services that woul d be cl ai mabl e under
t he proposed, new Medicaid service rubric; if such
adm ni strative action were taken, Title X X
federal financial participation in the cost of
habilitation prograns woul d be severely
restricted. NASMRPD representatives would be gl ad
to work with Subcommttee nenbers and staff to
assure that the | anguage of the bill and the
acconpanyi ng report preclude federal

adm nistrative interpretations that would

i nappropriately narrow the scope of reinbursable
servi ces.

The differences between the two bills lie
primarily in the area of non-habilitative support
services (e.g. respite care and other forns of
famly support services) that would be treated as
rei mbursabl e costs under H R 3454 but not under
H R 5233. NASMRPD consi ders such services an
absolutely vital part of any state's MR DD
comrunity service array, and is desirous of
working closely with the Subcommttee and its
staff in identifying specific elenents of famly
support services that may be treated as Medi cai d-
rei mbursabl e comunity habilitation services.

Federal Standard Setting Authority. In order to
qualify for Medicalid rei nbursenent under the terns
of HR 5233, a provider of conmunity habilitation
services in a supervised residential setting would
have to nmeet standards pronul gated by the
Secretary of Health and Human Servi ces. These

f ederal standards, which the Secretary woul d have
to issue no later than Cctober 1, 1989, would be
required to include provisions governing client
rights and protections, case managenent, the

conpl eti on of conprehensive functiona

assessnents, the process of devel oping, nonitoring
and up-dating individual program plans, the use of
a uniformclient performance accounting system and
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the application of mnimmhealth, safety and
sanitation rul es.

The introduction of uniformfederal standards
governi ng the operation of Medi caid-supported
communi ty residences woul d have far-reaching

ram fications. Recent experience with federa
standard setting in the area of I CF/ MR policy
strongly suggests that the application of federal
standards would result in: (a) a nonolithic

nati onw de approach to delivering comunity
residential services at a tine when the enphasis
inthe field has shifted to creating a w der array
of nore individualized Iiving and progranm ng
arrangenents; and (b) a clinically driven nodel of
services that ultimately woul d i ncrease
substantially the cost of operating Medicai d-
funded residential progranms, w thout necessarily
achi eving any neasurabl e i nprovenents in the

qual ity and appropri ateness of services provided
to residents. Although NASMRPD recogni zes the
federal governnment's legitinmate interests in
assuring that recipients of Medicaid-funded
comrunity services receive high-quality services,
we believe that the unilateral establishment of
federal standards is an ill-advised approach to
acconplishing this objective. In this regard, it
shoul d be noted that nore than two-thirds of the
states have of fered Medi cai d-fi nanced HCB wai ver
services in community residential settings over
the past eight years w thout any major indications
that federal standards are necessary. |ndeed, the
flexibility to tailor m ni mum operating standards
to the needs of particular types of residents and
the nature of the residential environnment has been
one of the principal advantages of the HCB wai ver
authority. A nunber of states have taken
advantage of this flexibility to design new, nore
effective and normalizing |iving arrangenents for
wai ver participants in recent years —a step that
sinply woul d not have been possible had rigid,
clinically-oriented federal standards been

i nposed.

NASMRPD finds the general approach to quality
assurance used in the Florio bill to be a nore
appropriate way of striking a bal ance between
federal and state interests in assuring that all
reci pi ents of Medicai d-funded community DD
services naintain conpliance with m ni num program
standards. The legislation spells out in

consi derabl e detail the m ni num conponents of a
conpr ehensi ve systemfor nonitoring the quality of
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Title Xl X reinbursable community and famly
support services. In addition to establishing and
nmoni toring conpliance with state |icensure and/or
certification standards, a state would be required
to arrange for independent, third party revi ews of
each Medi cai d-funded program and al so conduct
periodic surveys of client and famly satisfaction
with the services provided. The Secretary of
Heal t h and Human Servi ces woul d be responsible for
reviewing a state's quality assurance plans and
performance on a periodic basis, but would be
prohi bited from pronul gati ng federal standards
governing the provision of community and famly
support services.

Whet her the Subcommittee decides to use an
approach simlar to the Florio bill or sone other
nmet hod of assi gni ng HHS/ HCFA an appropri ate
oversight role, NASMRPD representatives woul d be
happy to work with the Subcommttee's nmenbers and
staff in hamrering out a workable alternative that
recogni zes the need for accountability while at
the same tinme permtting states to forge effective
approaches to service delivery.

Enpl oyee Protections. As a condition of covering
optional community services under their state

Medi cai d pl ans, states would be obligated, under
Section 501(a) of the Waxman bill, to provide
assurances that certain explicit job protections
are afforded to current enpl oyees whose jobs nmay
be affected by such coverage. The Florio bil

al so would require each state to spell out, as
part of its detailed inplenentation strategy, the
steps that would be taken to afford public

enpl oyees protection against the |oss of their

j obs when residents were transferred out of public
Institutions. |In general, the types of
protections specified in the Florio bill are |ess
explicit than in the Waxman bill.

NASVRPD r ecogni zes that states have an obligation
to see that state enpl oyees whose jobs are
threatened by the cl osure or phase-down of a
public residential facility receive assistance in
| ocating new jobs, either in the public or private
sector. Gven the shortage of trained nanpower to
staff community prograns, we also are acutely
aware of the inportance of finding positions for
persons who have had prior experience in serving
persons with devel opnental disabilities.
Consequent |y, our Association supports the

i ncl usi on of
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reasonabl e enpl oyee protections in the proposed
| egi sl ati on. Nonet hel ess, we have serious concerns
about certain aspects of Section 501 of HR 5233.

First, the legislation should specify the

ci rcunst ances under which the applicabl e enpl oyee
protections would be triggered. There is no
direct, cause-and-effect rel ationship between the
provi sion of Medicaid-reinbursable comunity
services and threats to the job security of
present enployees. M©Mre than two-thirds of the
states, for exanple, have established and operated
Medi cai d honme and conmuni t y- based wai ver prograns
over the past eight years w thout any denonstrable
evi dence of broad-scaled |lay-offs or job

term nation actions involving enpl oyees of public
mental retardation institutions that are
attributable to the provision of waiver services.
Any enpl oynent safeguards that are added to the
Act should be directly related to the events which
actually threaten the job security of facility
enpl oyees —i.e. the phase-down or cl osure of

| arge, publicly-operated residential facilities.

Second, as currently drafted, H R 5233 woul d not
limt the applicable job safeguards to public
enpl oyees (as H R 3454 would). When a state is
the enployer, it can take steps to |ocate
alternative positions for public servants who are
di spl aced by the closure or phase-down of a
publicly-operated facility. On the other hand, a
state often is not in the sane position with
respect to the enployees of private facilities.
Therefore, the legislation should |imt the
applicability of job protections to state

enpl oyees only.

Third, under the proposed Section 1925 (j)(Il)(A)
and (B) of the Act, which would be added by
Section 501 of the Waxman bill, a state would be
obligated to give the Secretary assurance that
enpl oyee rights would be preserved under existing
col l ective bargai ni ng agreements and t hrough
current certified representatives. This |anguage
rai ses serious questions about whose interests are
bei ng protected: the enployees or the unions that
represent them Past experience with the closure
of public nental retardation facilities
underscores the inportance of a nulti-faceted plan
if the interests of existing enployees are to
recei ve maxi mum protection (e.g., early retirenent
options, transfer to conparable positions in other
state agencies, etc.), especially in view of the
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fact that many ol der public residential facilities
are located in rural areas where there are
relatively few alternative job opportunities in
either the public or the private sector. For
exanpl e, in a nunber of instances, fornmer state M
facilities have been converted into prisons, with
sone nenbers of staff of the fornmer facility
transferred to the prison staff. It is inportant
to note that such lateral interagency transfers
woul d be nuch nore difficult to arrange if the
enpl oyees of the two agencies were represented by
different collective bargaini ng agents.

Finally, the proposed Section 1925(j)(2) of the
Act, which woul d be added under Section 501 of the
Waxman bill, would require a state to establish
specific grievance procedures for affected

enpl oyees. Wile the inclusion of a grievance
procedure seens reasonable, states with conparable
gri evance procedures under existing collective

bar gai ni ng agreenents shoul d not be obligated to
establish distinct procedures that are applicable
only to enpl oyees covered by the provisions of the
proposed Section 1925(j). A provision, therefore,
shoul d be added that allows a state to request
and the Secretary to approve the use of existing,
conpar abl e gri evance procedures.

Freedom of Choice. Section 101(g) of H R 5233
specifies explicitly that, in furnishing optiona
comrunity habilitation services, states may not
"abrogate the right of Medicaid clients to freedom
of choice". The intent of this provision of the
Act (Section 1902(a)(23) of the Social Security
Act) is to prohibit a state fromlocking a
recipient into a particular physician or other
approved provi der of services.

Wil e the underlying aimof Section 101(qg) is
generally consistent with the philosophy espoused
by nost state MR/ DD agencies in organizing and
delivering community services, it could prevent
sone states, on technical grounds, from covering
community habilitation services under their

Medi caid plans. For exanple, in any state in
whi ch, by state law, a county or regional

board/ center serves as the sole, authorized
provi der of community day and/or residential
services (or the state itself functions in this
capacity), HCFA is likely to rule, as it has in
other simlar instances, that potential

reci pients' freedomto choose woul d be viol ated
and, thus, deny the state authority to cover
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community habilitation services under its state
Title XIX plan. Before Congress nodified the
freedom of choice provision as part of the 1987
reconciliation act, this is exactly the position
HCFA t ook when several states attenpted to add
optional targeted case nmanagenent services to
their state plans.

NASMRPD r ecomrends t hat | anguage be added to the
bill to make it clear that, in instances where
state law restricts the types of agencies that are
eligible to serve as vendors of Title-reinbursable
"community habilitation services", a state wll

not be precluded fromcovering such services under
its Medicaid plan.

Limtation on Medicaid Paynents to Large | CF/ MR
Facilities. Section 4 of HR 3454 woul d i npose a
cap on federal financial participation in the cost
of large SNF, ICF and ICF/MR facilities (wth 16
or nore beds). Aggregate federal paynents on
behal f of the residents of such facilities would
be limted to the anount the state received on
behal f of non-elderly individuals with severe
disabilities in the fiscal year imedi ately
precedi ng enactnent of the legislation. The bil
woul d provi de exceptions to a state's otherw se
applicable freeze | evel when: (a) the rate of
inflation, as measured by the Consumer Price

I ndex, exceeds six percent; and (b) additional

outl ays are necessary to inplenent a plan of
correction, resulting froma federal |CF MR | ook
behi nd review, that involves a net reduction in the
facility's popul ati on.

Al t hough this particular provision of HR 3454
has generated nore controversy, by far, than any
ot her feature of the bill, NASVRPD has never
viewed it as central to the ains of the

| egi slation. The popul ation of large, public
institutions has been dropping at a steady rate
for over twenty years (e.g., between 1977 and
1986, state institutional popul ations declined by
32.7% or at an average annual rate of 4.3% per
year); the population of large privately operated
ICF/MR facilities also is declining, albeit at a
sl ower pace. G ven the states |ong-standing
commtment to reducing their reliance on | arge
congregate care settings in general and state-
operated residential centers in particular, we
feel confident that the trend toward naintaining
fewer beds in large ICF/ MR facilities wll

conti nue, regardl ess of whether |egislation
simlar to Section 4 of the Florio bill is enacted
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into law. As indicated earlier in this testinony,
in our opinion the establishnent of a firm
ongoi ng basis for supporting home and conmunity-
based services on behalf of to this population is
the nost critical issue that nust be resol ved.

When the Florio bill was being devel oped, nost of
our nenber states inforned us that they would be
abl e to acconmobdate an aggregate freeze on FFP for
large ICF/ MR facilities, provided the |egislation,
as proposed, also included broad authority to seek
rei mbursenent for home and community- based
services. In reaching this conclusion, these
states, in effect, were telling us that they felt
reasonably confident that they could continue to
reduce their institutional populations at a rate
that would permit themto remain within the
paynent freeze level, if they were assured of

Medi caid participation in the cost of financing
comuni t y-based service alternatives.

Since that tine, however, a nunber of events have
occurred that make such predictions nmuch | ess
certain —nost notably the growi ng uncertainty
surroundi ng the inpact that federal |ook behind
reviews, conbined with the recently issued,
revised | CF/ MR standards. The avail abl e evi dence
suggests that states may be trapped in an upward
price spiral that they have little control over.
The open-ended requirenents of HCFA s new

regul atory standards, as interpreted and enforced
t hrough federal | ook-behind surveys, could easily
lead to a rapid escalation in the cost of
operating | CF/ MRs, which the states are sinply
unabl e to offset through further reductions in
facility popul ations. A freeze on federal
financial participation in the cost of |arge

| CF/ MRs, under these circunmstances, would nean
that states would be forced to divert state
general revenue dollars that otherw se would be
used to expand conmunity-based prograns to rectify
deficiencies in ICFH/ MR facilities. NASVMRPD
menbers are keenly aware of the inportance of
controlling the utilization and cost of the npst

expensi ve service options (i.e., intensive, 24
hour treatment centers) if the states are to
fulfill the anbitious service agenda that lies

ahead. W sinply wish to point out that our
ability to exercise real control over |ICF MR
operating costs wll be severely limted as | ong
as HCFA s regul atory and enforcenent policies
result in ever-increasing spending |levels in such
facilities.
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Modi fications in Statutory Requirenents

Governing ICF/ MR Facilities. Section 201 of the
draft bill would incorporate in federal statute
detai |l ed operating standards applicable to
"habilitation facilities" (currently referred to

as |CF/MrRs). The general format and some of the
specific contents of these standards cl osely
paral |l el the provisions of Section 1919(a) through
(d) of the Act (applicable to nursing facilities),
as added by the Omi bus Budget Reconciliation Act
of 1987 (OBRA-87; P.L. 100-203). These nursing
facility "conditions of participation” have been
nodi fied to include a few key provisions of revised
| CF/ MR regul atory standards, published by HHS s
gbaiég8care Fi nanci ng Admi ni stration (HCFA) on June

NASMRPD sees little nmerit in adding statutory
conditions of participation applicable to
intermedi ate care facilities for the nentally
retarded, since there is no evidence that

i ncl udi ng such provisions in |aw would offer a
sounder basis for defining the requirenents
governing participation in the programor afford
residents of such facilities greater assurance of
high quality services. Al though, as pointed out
bel ow, our nenbers have serious concerns about
certain aspects of the revised | CF/ MR standards
recently published by HHS/ HCFA, those standards
are designed for the specific purpose of

regul ating the provision of | CF/ MR services
(rather than being an anal gam of nursing facility
and selected ICF/ MR requirenents); in addition,
they are the products of several years of analysis
and interaction between HCFA officials and vari ous
segnents of the MR/ DD community and, |ike any
regul ati on, have the sane binding effect as
statutory law. Furthernore, the circunstances

whi ch | ed Congress to add conditions of
participation applicable to Medicaid and Medi care-
certified nursing facilities —i.e., a
recalitrant Admnistration that seened set on a
course of de-regulating the program—sinply do
not apply in the case of the |ICF/ MR program
NASMRPD, therefore, opposes the inclusion of such
provisions in the final version of any |egislation
t he Subconmittee nay report out.

It is inportant to point out that the key issues
inthis entire area do not involve regulatory
mechani cs; nor are states advocating for a return
to custodial care in ICF/ MRs. The fundanent al
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issue is the contents and effectiveness of
services furnished to persons residing in | CH Ms.
The present regulatory franework i s based on a
nodel of service delivery that is expensive to
mai ntain, nearly inpossible to assess objectively,
and not underpi nned by objective evidence
concerning its effectiveness. These issues need
to be addressed rather than nenorialized in
statute.

There is one critical aspect of current |ICF MR
policy that we believe deserves the Subcommittee's
pronpt attention —i.e., the devel opnent of an
active treatnent performance criteria that can
serve as a reasonable basis for determning a
facility's conpliance with this keystone

requi renment of HHS/ HCFA' s regul atory standards.
Determ nations of conpliance with the active
treatnent condition of participation are, by their
very nature, highly judgnmental, which has |ead
some observers (including some HCFA officials) to
express concern about the uneven application of
this requirenent nationwi de —not only in |arge,
mul ti -purpose ICFH/ MR facilities, but also in smal
comuni ty-based residences. Furthernore, in order
to qualify an individual for active treatnent
services, a facility nmust nmake an affirmative
determ nation that the individual is dependent.
Continued eligibility for services, therefore, is
tied to continued dependency, which works at cross
pur poses with one of the central organizing goals
of MR/DD services —i.e., to help recipients of
servi ces achi eve greater independence.

W wish to enphasize that it is not a question of
whet her the provision of an individually tail ored
array of habilitation services should be the
central concept around which I CF/ MR services are
organi zed; clearly, it should. Nor are we arguing
for a watered-down standard of performance that
woul d permt certified facilities to function,
once again, as custodially-oriented care centers.
Instead, the critical question is: can the goal of
resi dent -oriented treatnent services, as
conceptualized in HCFA' s regul atory definition of
active treatnent, be stated in operational terns
that | end thensel ves to a consistent assessnent of
whet her any given facility is or is not in
conpliance with this aspect of federal regulatory
requi rements.

Section 1925(f)(2) of the Act, which would be
added by Section 201(d) of H R 5233, would
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require the Secretary to i ssue an operationa
definition of continuous active treatnent by
Cctober 1, 1989. The intent of this provision is
to "... pronote a consistent assessnent of whether
a habilitation [ICFH/ MR facility is in conpliance
with the requirenents ..." of the Act. This
constitutes a step in the right direction, but i
does not go far enough. HHS/ HCFA personnel woul
be left with absolute discretion in solving a
probl em whi ch, by and | arge, they would argue

ei ther does not exist or cannot be sol ved.
NASVMRPD, therefore, recomends that the Secretary
be required to establish an outside conm ssion,
consisting of a representative group of experts in
delivering ICF/ MR services to persons with

devel opnental disabilities, tot (a) review HCFA s
current regulatory definition of active treatnent
(including associated interpretive guidelines), as
wel | as HCFA' s net hodol ogy for assessing
conpliance with this regulatory condition of
participation; and (b) to fornulate
recomrendations to the Secretary and Congress on
steps that m ght be taken to assure a nore

consi stent application of the subject regul atory
standards fromfacility to facility and state to
state. The Secretary, in turn, should be required
to publish the findings and recommendati ons of the
conm ssion as a Federal Register notice and
solicit public cooments. Once these public
comrents are received and anal yzed, the Secretary
shoul d be obligated to publish, by a date
specified in | aw, any necessary nodifications in
applicabl e regul ati ons and gui delines to inplenent
a revised procedure for assessing conpliance with
the active treatment condition of participation.
Pendi ng the issuance of such regulations, in fina
form a statutory noratorium should be inposed on
enforcing the active treatnment requirenments of the
June 3, 1988 revised rules, with the forner

regul atory requirenents used as a basis for
assessing the conpliance of facilities during the
i nterimperiod.

t
d

Section 202 of the Waxman bill would add new
statutory requirenents governi ng the conduct of
surveys and the certification of habilitation
(ICF/MR) facilities. In addition, it would
transfer responsibility for surveying and
certifying state-operated habilitation (ICF M)
facilities fromthe state survey agency to the
Secretary. These requirenents are identical, in
nost respects, to the provisions of Section
1919(g) of the Act (applicable to nursing
facilities), as added by OBRA- 87.
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NASVRPD nenbers have expressed conflicting views
regarding the nerits of transferring authority to
survey and certify state-operated | CFH MR
facilities to the Secretary. Sone state directors
feel that it would be preferable to "answer to a
single naster", and, given the fact that HHS/ HCFA
has becone the final arbiter of conpliance since
initiating its expanded | ook behind programin
1984, it would be less confusing if state survey
agencies were elimnated fromthe deci sion-making
| oop. Oher state directors, however, feel that
transferring survey and certification authority
over state-operated facilities to the federal
government would tend to further accentuate the
exi sting conceptual gap between | CF/ MRs and
various other nodalities through which states
del i ver services to persons w th devel opnent al
disabilities, thus making it even nore difficult
to maintain a snoothly articul ated system of
service options for this population. After

wei ghi ng the pros and cons on this subject,
NASMRPD i s convinced that there is nmerit in

| eaving primary survey responsibility with the
states in the case of all ICF/ MR facilities

(i ncluding publicly-operated facilities), if for
no other reason than to nmaintain a system of
checks and bal ances.

Section 203 of the Waxnman bill would spell out, in
statute, the actions a state would be required to
take when it found a habilitation facility out of
conpliance with statutory certification standards,
as well as the steps a state woul d be expected to
take to remedy the situation. Again, these

provi sions closely parallel the requirenents of
Section 1919(h) of the Act (applicable to

Medi caid-certified nursing facilities). The bil
al so woul d transfer to the Secretary

responsi bility for enforcing standards and

i mposi ng penalties in state-operated habilitation
facilities. In addition, the Secretary woul d be
authorized to term nate any privatel y-operated
habilitation facility (and take other steps to
renmedy the situation), if he found that the health
and wel fare of the residents of such facilities
were in imredi ate jeopardy or the facility had

ot her persistent deficiencies.

NASMRPD supports the addition of statutory

| anguage specifying the penalities that a state
(or the Secretary) may exercise when it

I ndentifies deficiencies in the operation of an
ICP/MR facility. 1In the past, the lack of clarity
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in this area has led to the uneven application of
penalties in simlar regul atory deficiencies.
There al so has been a tendency (especially on the
part of HCFA) to view term nation of certification
as the only viable enforcenment option, when,
arguably, |esser penalties nmay have been nore
appropriate and effective.

Qur views regarding the transfer of enforcenent
authority to the Secretary in the case of state-
operated ICF/MRs are simlar to our views
concerni ng the proposed shift of the survey and
certification functions. The states should retain
primary enforcenent authority over all |CF MR-
operated facilities, including publicly-operated
facilities. The results of the federal | ook
behi nd surveys denonstrate that the Secretary has
sufficient authority to intervene where a state
has failed to exercise its enforcenent powers

ef fectively.

Section 203 of H R 5233 also would authorize a
state to submt a reduction plan when a
habilitation (ICF/ MR) facility was found out of
conpliance with federal certification standards
due to physical plant deficiencies. The
condi ti ons under which such plans could be
submtted generally parallel existing requirenents
governi ng | CF/ MR phase- down pl ans under Section
1922 of the Act, with several notable exceptions.

NASMRPD sees no reason to repeal the existing

| CF/ MR correction/ phase down plan authority,

al though we recogni ze the need to clarify several
provisions of existing law. In particular, the
present reduction/correction plan authority needs
to be expanded to cover all types of deficiencies
that do not pose an imediate threat to the health
and wel fare of facility residents, including
deficiencies in the areas of active treatnment,
health services, dietary services, etc. Because
of HCFA's interpretation of the current statutory
provi sion, no state has yet been permtted to
submt a reduction or correction plan under
Section 1922 of the Act, although several have
expressed a desire to do so. Language to
acconplish this end is contained in the pending
Senate version of the tax corrections bill (S.
2238), and we woul d urge the Subcommttee to
favorably consider this anendnent should it be
raised in a conference on such | egislation.

In addition, it is vital that the final
| egi slation spell out clearly the conditions under
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whi ch plans of correction may be submtted and
approved in the case of facilities with non-life
threateni ng deficiencies. The existing authority
in Section 1922 of the Act was elimnated in
drafting the provisions of Section 203 of

H R 5233, thus leaving this issue in statutory

l'i nbo.

Preadn ssi on Screeni ng and Resi dent Revi ews.
Section 301 of the Waxnman bill would require a
state, as a condition of approval of its Medicaid
plan on or after Cctober 1, 1989, to have in

ef fect a preadm ssion screening program for
mental ly retarded individuals (and 1 ndividuals
with related conditions) who are admtted to
habilitation (ICF/ MR) facilities, based on
criteria promul gated by the Secretary. In
addition, states would be required to review each
resident of a habilitation (ICF/ MR) facility and
det er mi ne whet her he/ she needs | CF/ MR | evel of
care and whet her he/she needs comunity
habilitation services. These reviews would have
to be based on an "independent eval uation” of the
person's service needs, using the sanme Secretari al
criteria.

The subject provisions of HR 5233 are patterned
after the nursing facility preadm ssion screening
and resident review requirenents that were
incorporated in last year's reconciliation

| egi slation (OBRA-87; P.L. 100-203). Basically,

t hese requirenents nake little sense in the
context of the present |egislation since they
direct the states to deternmine (and re-deternne
annual Iy thereafter) whether existing residents of
ICF/ MR facilities need active treatnent and if
they do to transfer themto a facility in which
they can receive such services. But, the

| egi slation constitutes sonething of a non-
sequitur since, by definition, the only setting in
which active treatnent can be provided is an

| CF/ MR

Vi ewed nore broadly, however, Section 301 poses
anot her and nore troubling question: should there
be national standards of eligibility governing
adm ssion to, and continued stays in, |CF M
facilities. Currently, each state, by and | arge,
establishes its own, individual criteria of
eligibility for 1CFH/ MR services. Wuat Title |1
of H R 5233 portends is the exercise of closer
federal scrutiny over who gets admtted to and
stays in ICFH/ MR facilities. The potentially

di sturbi ng aspect of such a del egation of
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authority is that it would give the Secretary-
sweepi ng powers to tighten ICF/ MR eligibility
criteria and, thereby, limt the nunber and types
of persons eligible to receive such services at a
ti me when HCFA pl aces high priority on containing
the growh of federal Medicaid costs. Not only
woul d the Secretary have authority to restrict
participation in the I CF/ MR program but he would
also be able to limt participation in HCB wai ver
prograns and, at |east to sone degree, in prograns
financed through the proposed optional habilitation
state plan service.

NASMRPD see no pressing need to devel op uniform
national criteria of eligibility for adm ssion to,
and continued stays in, ICFH/ MR-certified
facilities. However, should the Subcommittee
deci de to pursue such a | egislative requirenent,
we woul d strongly reconmend that the process of
devel opi ng such criteria involve a representative
group of experts who are not affiliated with the
Departnent of Health and Human Servi ces and t hat
t he findi ngs/recommendations of this group be
subject to public review and coment before
Congress takes further action. As indicated
earlier in our testinony, the concept of who can
and shoul d be progranmed for in an | CF/ MR-
certified facility has changed significantly in
recent years, and yet sharply differing views on
this subject remain within the field of

devel opnental disabilities. Consequently, it is

I nportant that the practical consequences of any
proposed national criteria be carefully wei ghed
and openly debated prior to adoption. Certainly
our Associ ation would be unalterably opposed to
the carte blanche del egation of authority to the
Secretary to establish such criteria. As a result
of such action any future Adm nistration would be
in a position to curtail I1CF/ MR and rel ated
spendi ng on behal f of persons w th devel opnent al
disabilities sinply by nodifying the national test
of ICF/ MR adm ssibility.

In addition, it is inportant to point out that the
determ nati on of who may be appropriately served
inan ICFH/ MR is inextricably tied to the very
nature of I CF/ MR services thenselves. As we have
testified, a fundanental reexam nation of the
basis of providing | CF/ MR services is needed; such
a reexam nation ought to precede any action to
revise eligiblity criteria.

Paynent for Services. Title IV of HR 5233 would
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anend Section 1902(a)(13) of the Act to add
speci fic provisions governing Medicaid paynents
for community habilitation services and
habilitation (ICF/ MR) facility services. These
paral l el provisions would obligate a state to
establi sh paynent rates which are "... reasonabl e
and adequate to nmeet the cost of providing
services in conformty with applicable State and
Federal |aws, regulations and quality and safety
standards...". Title IV also would prohibit the
Secretary fromlimting the anount of federal
financial participation received by a provider of
habilitation (ICF/ MR) facility services or
community habilitation services, by |inking
paynments for such services to the so-called

"Medi care upper limt". Current HHS/ HCFA
regulations require a state to limt paynents to
all providers of Medicaid-reinbursable long term
care services (including ICF/ MRs) to the anpunt the
facility otherwi se would be qualified to receive
under the Medicare program

NASMRPD strongly endorses the provisions of Title
IV of the Waxman bill. They woul d provide a
clearer statutory basis for establishing and

mai ntai ning a separate rate setting nethodol ogy
for habilitation (ICF/MR) facilities as well as
for the proposed optional comunity habilitation
services. They also would elimnate the potenti al
t hreat posed by HCFA regulations that tie I CF/ MR
paynents to the Medi care upper paynent limt, a
limt, we mght add, that conflicts with
concurrent HCFA actions which are likely to
drastically escalate the cost of providing such
servi ces.

Medi caid Adm nistrative Responsibilities. Both
H R 3454 and H R 5233 would permt a state,
under its Medicaid plan, to assign to the state
VR/ DD agency Title XIX adm nistrative functions
related to the provisions of services on behal f of
persons with devel opnental disabilities. In
addition, H R 5233 would explicitly authorize
federal Medicaid rei nbursenent (at the 50%

mat ching | evel) for admi nistrative costs incurred
by a state MR/ DD agency in carrying out functions
under the state's Title XIX plan. Both provisions
woul d be effective as of the date of enactnent.

These provisions are based on the past experiences
of states in adm nistering Mdicaid-financed
services to persons wth devel opnent al
disabilities, which tend to indicate that nore

ef fecti ve managenent occurs where day-t o- day
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financial control over Medicaid dollars is vested
in the same state agency that is prograitimtically
responsi bl e under state law. They would help to
pronote the consolidation of authority and
responsibility and, therefore, nore effective and
responsi ve adm ni stration of program benefits on
behal f of persons with devel opnental disabilities,
As such, they have NASMRPD s ent husi astic

endor senent .

* & *® % * *

On behal f of the Association, | want to express to
the Subconmttee ny appreciation for this
opportunity to of fer our organization's views
concerning the inportant |egislation you are now

considering. |If we can be of further assistance
to the Subconmttee when this legislation is
mar ked up, | hope you will call on us.
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