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MENTAL RETARDATION BULLETIN

COMMONWEALTH OF PENNSYLVANIA L DEPARTMENT OF PUBLIC WELFARE

DATE OF ISSUE EFFECTIVE DATE NUMBER
December 31, 1986 IMMEDIATELY 42-435-86-01

~

SUBJECT Rpevised Definition of Developmentally
Disabled Persons who Receive Services in
Intermediate Care. Facilities for the Mentally

Retarded (ICFs/MR) tlng Dpbuty Secrgfary for Mental Retardatmn
SCOPE
Administrators, State=Operated ICF/MR Programs
Administrators, Non-State Operated ICF/MR Programs
Regional MR Program Managers
County MH/MR Administrators
PURPOSE
To provide ICF/MR providers with the new definition of the term
"persons with related conditions" as it may pertain to such persons'
eligibility for services provided by those ICFs/MR.
BACKGROUND
- : The Health Care Financing Administration {and its predecessor

agency, the Social and Rehabilitation Service) have, since 1974 when the
original Federal ICF/MR regulations were issued, utilized the statutory term
"persons with. conditions related to mental retardation'" to designate a
developmentally disabled individual as defined in the Develeopmental
Disabilities Services and Facilities Construction Act of 1970 (P.L. 91-
517). However, Medicaid rules were recodified in 1978, and the words "as
amended" were added following reference to the 1970 Act. This served to
promote some advocates for the mentally ill to argue that the new functional
definition of the term "developmental disability" as contained in the 1978
amendments to the Developmental Disabilities Act, encompassed services to
persong with chronic emotional disorders and, therefore, states should be
permitted to certify long term care fa0111t1es serv1ng such clients as
ICF/MR vendors.

In order to avoid confusion over the kind of care covered by the
ICF/MR benefit, the Health Care Financing Administration (HCFA) published
final regulations on May 28, 1986, that established an independent Medicaid
definition of persons with conditions related to mental retardation. The
rule became effective June 27, 1986,

COMMENTS AND QUESTIONS REGARDING THIS BULLETIN SHOULD BE DIRECTED TO: Frank L. Pierce, Director,
Bureau of ICF/MR Administration & Management, Office of Mental Retardaticn, Room
302, Health & wWelfare Bldg., Harrisburg, PA 17120; Telephone: 717-783-5314;
Network: 8-443-5314.




APPLICATION

The new definition contained in 42 CFR 435.1009, of "related
conditions" deletes autism from the list of categorically related conditions
leaving Jjust cerebral palsy and epilepsy.

Secondly, persons with "other conditions" must have impairments in
either general intellectual functioning or adaptive behavior that are
similar to those faced by mentally retarded persons and also must need
gservices similar to those required by retarded persons.

However, even though "autism" is classgified as a mental illness,
many autistic individuals are functionally retarded and may require services
provided by an ICF/MR to treat them. These individuals may continue to be
cared for in the ICF/MR setting because such care is appropriate for their
needs. Further clarification on the issue of ICF/MR services for autistic
individuals is expected to be forthcoming from HCFA in the near future.

In addition, other individuals having mental illness and who also
have other conditions specified in 42 CFR 435.1009 may also receive ICF/MR
services provided the other eligibility criteria contained in Section
435,1009 are met. ' '

A copy of the new definition adopted by HCFA is attached.

Attachment
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or presence of free liquids in either a
bulk or a containerized waste. The
reserving of paragraph {d), which
Presents the Paint Filter Liquids Test
requirement, was unintentional and is
row being corrected. The Paint Filter
Liquids Test has been in effect
continuously since June 14, 1985, and
remains in effect.

The amendalory language in
paragraph 50 on page 28750 of the
Federal Register is correced by
removing the reference to paragraph (d).
Paragraph (d) of § 265.314 remains as
added at page 18374 in the Federal
Register published on April 30, 1985, (FR
Boc. 85-10278).

Dated: May 13, 1986.

1AW McGraw,

Acting Assistant Administrator.

Accordingly, in the Federal Register of
July 15, 1085, (FR Doc. 83-130%4), on
page 28730, second column, paragraph
50. is corrected by changing the comma
after the word “respectively” 1o a
period, and by removing the words “‘and

. paragraph (d) i5 reserved.”

For the convenience of the user, the
text of § 265.314(d} is reprinted as
follows:

§265.312 Special requirements for bulk and
containerized liquids,

L] * . - *

(d) To demonstrate the absence or
presence of free liquids in either a
containerized or a bulk waste, the following
test must be used: Method 9095 (Paint Filter

" Liguids Test) as described in “Test Methods

for Evaluating Solid Wastes, Physical/
Chemical Methods,” [EPA Publication No.
SW-g45). ) '
* - - * -

[FR Doc. 88-11928 Filed 5-27-86; 8:45 am)
BILLING CODE 6560-50-1

DEPARTMENT OF HEALTH AND
HUMAN SERVICES .

Health Care Financing Administratlon

42 CFR Part 435
[BERC-106-F]
Medicaid Program—Mental

Retardation; Definition of “Persons
With Related Conditions™

AGENCY: Health Care Financing
Administration (HCFA), HHS,

ACTION: Final ruie..

SuMmany: This rule amends a definition
in Medicaid regulations concerning
intermediate care facilities for the
mentally retarded {ICF/MR) and
persons with related conditions, The
definition of “persons with related

conditions” contained in our regulations
was tied to the definition of
developmental disability included in the
Developmental Disabilities Assistance |
and Bili of Rights Act (DDABRA) as
amended in 1978, The DDABRA, as
amended, however, &lso included the
mentally ill within the definition of
developmental disability. The prior
cross-reference in our regulations to the
DDABRA definition resulted in
confusion about the kind of care
covered by the ICF/MR benefit. To
avoid misunderstandings in the future,
this rule establishes an independent
Medicaid definition of persons with
conditions related to mental retardation.
EFFECTIVE DATE: June 27, 1986, _

FOR FURTHER INFORMATION CONTACT:
Thomas Hoyer, {301) 594-8446.
SUPPLEMENTARY INFORMATION:

L Backgroui:d

Section 1904 of the Social Security Act
(Act) authorizes optional Medicaid
coverage for services in intermediate

. care facilities (ICFs). ICFs are facilities

that provide health-related care to
individuels whe do not need the degree
of care commonly provided in hospitals
or skilled nursing facilities, but who do
require care and services, above the
level of room and board, which can only
be made available to them through

" institutional facilities. Section 1905{d} of

the Act indicates that the term
“intermediate care facility services”
may include services in a public
institution for the mentally retarded or
“persons with related conditions” (ICF/
MRY). This statutory pravision is
reflected in current regulations at 42 -
CFR 435.1009 and 440.150. -

Initial Medicaid regulations published
in 1974 defined “persons with relatad
conditions” by using a cross-reference to
the definition of developmental

- disability in the Developmental

Disabilities Services and Facilities
Construction Act (DDSFC), Pub. L. 91—
$17. enacted on Qctober 39, 1970
(changed ta the Developmental
Disabilities Assistance and Bill of Rights
Act in 1975, {DDABRA)). That definition
of developmental disability used
specific diagnoses to limit its scope to
impairments closely related to mental
retardation. The definition read “..a
disability attributable to mental
retardation, cerebra] palsy, epilepsy, or
anather neurological condition of an
individual found by the Secretary to be
closely relateq to mental retardation or
to require treatment similar to that
required for mentally retarded
individuals, whose disability ariginates
before such individual attaing age 18,
which has continued or can be expected

——

to continue indefinitely, and which
constitutes a substantial handicap tg .
such individual.” - : Co

Since 1970, the DDABRA definition of
developmental disability has been
amended twice. In 1975, Pub. L. 84-103
amended the definition to: : .

(1) Add autism to the list of specifi¢
conditions; dyslexia resulting from a -
disability otherwise specified in the - -
definition was also added; CEe

(2) Expand the refetence to “other
neurological conditions” to cover any
conditions closely related to mental . - -
retardation by virtue of a similar ’
impairment or a requirement for similar.
treatment; and T Coa

(3) Relate “substantial handicap” to
.the ability to function normally in
society. - - - T

On October 1, 1978, an amendment to
DDABRA, Pub. L. 95-602 revised the
definition of developmental disability .
‘even further to read as follows: -

*The term 'developmental disability’
means a severe, chrenic disability of a
person which— -

(1) Is attributable to a mental or
physical impairment or combination of
mental and physical impairments;

(2) Is manifested before the person
attains age 22; . :

'(3) Is likely to continue indefinitely;

(4) Results in substantial functional
limitations in three or more of the
following areas of major life activity:

(a) Self-care.

(b) Receptive and expressive .
language. -

(c) Learning.

(d} Maobility:

(e) Self-direction.

(f} Capacity for independent living,

{8) Econemic seli-sufficiency.

-(5) Reflects the person's need for a
comkbination and sequence of special,
interdisciplinary, or generic care;
treatment, or other services which are of ~
lifelong or extended duration and are

Jndividually planned and coordinated.”

This last amendment changed the
focus of the definition from a categorical
to a functional one. Thus, the definition
no longer listed specific diagnoses that
previously had been used (o limit the '
definition to those impairments closely
resembling mental retardation, but
included any person with a mental or
physical impairment that limits the
person's functional ability in certain
activities. Furthermare, the age by which
a condition must manifest itself waag
changed from 18 to 22.

- In 1974, Medicaid regula*ions were
promulgated to implement the ICF/MR
benefit under Medicaid. The DDABRA
(then, DDSFCAY) definition of :
“developmental disability” was adopted

z
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Response: The potential for
misunderstanding in this area was not
immediately evident at the time, given
the clear language in the statute
concerning funding for institutions for
mental diseases. Once the effect of the
1978 amendment to the DDABRA
definition was assessed, HCFA began
drafting a technica] revision to correct
the error. Upon consideration, we
determined that a new definition of
“persons with related conditions” wags
needed specifically for the Medicaid
program and that public comment on
such a definition wasg appropriate. Prior
to publishing the proposed definition,
HCFA met with fepresentatives from the

© Administration on Developmental
Disabilities and the National Institute
for Mental Health to obtain advice on a
Medicaid definition of “related
conditions” and its relationship to
Medicaid benefits for the mentally il]
and programs under the aegis of the
DDAEBRA. Careful consideration of the
advice from these sources delayed
issuance of the proposed reguiation and
the solicitation of public comment,

Comment: Two commenters indicated
that the discussion in the preamble of
the proposed rule did not adequately
justify the reason for the new definition.

Response: We disagree and believe
that sufficient justification for the
definition was provided in the preamble
of the NPRM. However, we have
supplied additional explanation and

iscussion in this preamble.

Comment: A hospital program director
stated that because 5 years have passed
since the DDABRA. definition of
developmental disability changed,
HCFA has set a precedent for covering
the mentally ill under the ICF/MR
provision and cannot exclude them now.

Response: As detailed earlier in this
preamble under the background
discussion, the Medicaid statute places
specific limits on coverage of care of the
mentally ill to specified dge groups and
certain institutions. The Department
€annot override the statutory
restrictions when issuing program
fegulations: thus, HCFA's action or
inaction cannot change that authority,
HCFA i3 issuing the new definition of
“persons with related conditions” to
avoid future misunderstandings.

Comment: Two commenters indicated
that 30 days was an insufficient amount
of time 1o research the effect of the
broposed definition. Ansther respondent
fequested that the comment period be
exlended 60 days,

Response: Commenters had 30 days
after publication of our proposal to
Submit their comments. \Ve do not agree
that additional time for extensive
Tesearch was needed because, as we

fully explained, these regulations reflect
statutory intent. Additionally, States are
currently implementing this provision.
Comment: One Congressman asked
that we delay fina) action regarding the
propesed definition until a policy and
economic analysis can be conducted.
Response: A policy and economic
analysis is conducted on al] proposed
regulations as required by section 1(b)
of Executive Order 12291 and 5 U.S.C.
605(b). The results of the analysis were
presented in the NPRM, and we believe
additional analysis is not required,

2. Programmatic Effects of the
Definition .
Comment: The majority of

- commenters opposed the proposed

regulations on the grounds that they will
exclude mentally il individuals from the

" definition of “persons with related
- conditions™. They believe that this will

result in the elimination of Medicaid
coverage for children and adolescents
who are emotionally disturbed or have
other psychiatric conditions. One

- particular State had many respondents,

including Members of Congress who
were concerned that they wouid be
unable to place or serve numerous
children with chronic emotional/
paychiatric disorders and that a
significant amount of Federal funds
would be lost upon adoption of the
Proposed definition.

Response: These comments reflect
confusion about the settings for the
services which Medicaid covers and the
purpose of this rule. The term being
defined, “persons with related
conditions”, is part of the Medicaid
provision for intermediate care facility
services for the mentally retarded and
persons with related conditions (ICFs/
MR) in section 1805(d) of the Act. As
discussed earlier, coverage for inpatient
psychiatric care for individuals under 21
is provided for under a separate
provision, For this reason, we proposed
to clarify this definition of “persons with
related conditions” to pPrevent any
confusion. -

Comment: Two representatives from a
Private non-profit provider of residential
and other services to mentally retarded
and emotionally disturbed persons
commented that emotionally disturbed
individuals have substantial limitationg
in major life activities and benefit from
training and habilitation programs. They
added that these individuals are not in
need of haspital or skilled nursing care,
but rather ICF/MR services.

Response: We agree that emotionally
disabled persons can benelit from
individually developed care plans but
do not support the contention that
emotionally disturbed individuals, who

may have average or above average
intelligence, generally should be placed
in facilities which are designed for
mentally retarded persons. Emotionaily
disturbed individuals who need
institutionalization are usually best -
treated in a licensed psychiatric facility

- 8t the level of care [j.e. hospital, SNF or

ICF) appropriate to their illness, rather
than in a facility designed primarily for
the care of mentally retarded persons.
Also it is clear from the statutory
limitations on funding of services in
Institutions for mental diseases, that
Congress did not intend that services .
provided in those institutions be funded
under the ICF/MR coverage provision,

Comment: Two respondents stated
that the proposed definition - '
discriminates against the mentally ill as
a class while including individuals with
cerebral palsy, epilepsy, autism, spina
bifida, muscular dystrophy, deaf-
blindness and severe learning
disabilities, )

Response: We do not believe that the
proposed definition is discriminatory.
Rather, as mentioned earljer, the
Department cannot override statutory
limitations. We think that this definition
accurately implements statutory
provisions (such as the definition of
intermediate care facility services for
the mentally retarded in section 1905(d)
of the Act) and encourages treatment in
appropriate setlings. We chose to list
two specific conditions as examples of
“related conditions”. It is important to
note that this provision is applicable
only to the definition of “intermediate
care facility services for the mentally
retarded or persons with related
conditions” also defined in 42 CFR.
435.1009 and 440.150(c). And, as

" discussed earlier, ICF/MR serviceg may

not include treatment of individuals who
have a condition of mental illness only,

Comment: One official from a State
human services department asserted
that the proposed definition would
reduce the number of individuals
eligible to receive home and Community-
based services since they have already
included the emotionally disturbeq
individuals being served by their ICFs/
MR under a home and community-baged
waiver. Therefore, the commenter
asserts that we are violating the intent
of section 2178 of Pub. L. 97-35 (the
Omnibus Budget Reconciliation Act of
(1981).

Respanse; Section 2176 enacted
section 1915(c) of the Act, The intent of
Section 2176 is to offer home and
comrnunitv-based services as an
alternative to nursing heme care which
otherwise would have been reimbursed
under the State Medicaid Plan. The new
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Aespounse: We do nat agree and have
not adopted this suggestion. We do not
belivve that this addition would
slrencthen the statement but rather
wouid create additional confusion. The
reason far the exclusion of menta]
#lress from this definition is the
statulory restriction related to payment
for services in institutions for mental
diseases. There is ng comparable
resiriction relating to other types of
illnesses. ‘ .

Comment: One hospital program
director asserted that inciuding o
individuals with autism, which s
categorized as a mental illness, directly
conilicts with the decision tg exclude
other mental illnesses from the
definition.

Response: We had planned to
continue to include autism as a related
condition because it has been
specifically identified in the
deveiopmental disability definition
since the 1975 amendments. Since it ig
classified as a mental illness, however,
we have deleted this specific diagnosis
from the final regulations. Despite this
approach, many autistic individuals aje
func:ionalIy retarded and may require

the services provided by an ICF/NR to

treat them. Thesa individuals may
continue to be cared for in this setting
since such care is appropriate for them.

Comment: The National Mental
Health Association indicated that
Economic self-sufficiency should be
incluged as a criterion because it is 5
substantial functiona| limitation and
should be one of the factors in
determining those individuals who
May need and should be eligible for
Care in ICFs/MR.

Response: Although both programg
are geared toward providing services
which assist an individual in reaching
the maximum leve| of functioning, the
Medicaid definition of persons with
related conditions ig applicabie only to
the services provided by an ICF/MR
whereas the DDABRA and its definition

of developmental disabilities is o

applicable to a host of other categories
of service such as education, vocational
rehabilitation, and alternative
Community living arrangements, in
which economic sufficiency is generally
an integral part of the service systern.
Based cn the need for which an ICF/MR
i designed [health-related Care in an
institytional setling). we do not believe
economig self—sut‘ilciency is an -
apprapriate criterign for defining [CF/
MR services. Mareover, al] Medicaid
recipients have, by definition, economic
difficulties that make them unable 1g
Meet their meaical costs without
assistance.

Iv, Impact Analysis

We have determined that this final
rule does not meet the criteria fora
major rule as defined by section 1(b) of
Executive Order 12291, That is, this rule
would not have an annual effect on the
€conomy of $100 million or more: or
result in a major increase in costs or
prices for consumets, government
agencies, industry, or a geographic
region; or have significant adverse
effects on competition, employment, -

. investment, Productivity, innovation. or

on the ability of United States-based
enterprises to compete with foreign-
based enterprises in domestic or import
markets,

This final rule corrects a regulation
drafting error which unintentionally
appeared to cross-reference the 1578
DDABRA definition of developmental
disability for use in defining persons
with related conditions, The new
definition of this term reflects in
reglations the policies States now

-8enerally follow in connection with [CF/

MR benefits. The rule will, therefore,
have little, if any, fiscal impact on
Program cperations and does ngt meet
the criteria for g major rule under
Executive Order 12291,

For these reasons, the Secretary also
certifies, pursuant 10 section 605({b) of
title 5, United States Code. enacted by
the Reguiatory Flexibility Act (Pub. I,
96-354) that the regulations wiil not
have a significant economic impacton a
substantial number of small entities.

Recordkeeping and Reporting
Requi.remgn!s

" This final rule dees not contain
information collection requirements,
Therefore, a review by the Office of
Manragement and Budget (OMB) as
specified under section 3504(h} of the
Paperwork Reduction Act of 1980 is not
necessary. ’

List of Subjects in 42 CFR Pert 435

Aid to families with dependent
children, Grant programs—health,
Medicaid. Supplementa] Security
[ncome {SsI.

PART 435—ELIGIBILITY N THE
STATES, DISTRICT OF CCLUMBIA
AND THE NORTHERN MARIANA
ISLANDS

42 CFR Part 435 ig amended as set
forth below:
. The authority citation for Part 435
continues to read as follows:

Authority: Sec. 1102 of the Social Security
Act(dzUS.C. 1302).

Section 435.1008 is amended by . |
revising the definition of “Persons with
related conditions” to read ag followa:

§435.1009 Deflnitions relating to
Inatitutionat status. )
- - * * -

“Persons with related conditions"
means individuals who have a severe,
chronic disability that meets all of the
following conditiona:

{a} Itis attributable to—

(1) Cerebral palsy or epilepsy: or

(2).Any other condition, other than
mental illness, found to be clozely
related to mental retardation because
this condition results in impairment of
general intellectual'functiorﬂng or
adaptive behavior similar to that of .
mentally retarded persons, and requires
treatment or services similar to those
required for these persons, .-

(b) It is manifested before the person )
reaches age 22.

{c) It is likely to continue indefinitely.

'{d} It resuits in substantjal functional
limitations in three or more of the -
following areas of major life activity:

(1) Self-care.

(2} Understanding and use of
language, '

(3) Learning, -

{4) Mobility. .

(5) Self-direction, -

{6} Capacity for independent living.

* 1 - - *

(Catalog of Federal Domestic Assistance
Program No. 13.714, Medicali Asgistance
Program) :

Dated: March 25, 1988,
Henry R. Desmarais, .
Acting Administrator, Health Core Financing
Admunistration. -

Approved: April 29, 1988,
Otis R. Bowen,
Secretary.
{FR Doc. 88-11725 Filed 5-27-86; 8:45 am)
BILLING CODE 4120-01-M

FEDERAL EMEAGENCY
MANAGEMENT AGENCY

44 CFR Part 67

Flnal Flood Elevation Determinatlons:
Calitornia et al, :

AGENCY: Federal Emergency
Management Agency
ACTION: Final ryle.

SUMRARY: Final base {100-year) flood
elevations are determined for the
communities listed be|ow,

The base (100-vear) flood elevations
are the basis for the fload plain
management measures that the
tomnwnity is required to either adopi or



