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SENATE BILL NO. 52
INTHE LEGISLATURE OF THE STATE OF ALASKA
SEVENTEENTH LEGISLATURE -FIRST SESSION

BY SENATOR DUNCAN

Introduced:  1/21/91
Referred: HESS and Finance

A BILL
FOR AN ACT ENTITLED
1 "An Act relaig o tre Governors Council for the Handicapped and Gifted and the
2 definition of “developrentally  disabled”."

3 BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

4  *Sction L AS 47.80.040(@) s amended to read:

@ The council axsists of no fevwer then 18 nor more then 26 [23] members gapointed
by tre governor in accordance with P.L. 91-517, P.L. %4108, P.L. %142, P.L. 9457, &
anended, and AS 14.30.231.

*SC. 2 AS 47.80.00() Bamended 1o reed:

© The department dall provick for tre assigrent of persorel 1o tre council toesure
tret the council hes tre cgeecity o flfill its resostoilities. The persomel must include an
exeautive director who Sall be selected by the acoucil.  The executive director and other
persamel assigred to the councill dall e directly responsible © the councill for performance
of treir dities.

14 *Sc. 3. AS 47.80.900(7) s repealed and reerected 1o reed:

ERE B o o w o o

SBO052A -1- SB 52
New Text Underlined [DELETED TEXT BRACKETED]



BERE B oomwm~wo s> wn e

SB 52

() "person with a develoarental dissbility* means a person who hes a avere,
chronic dissbillity thet

(A satnhuzble toametal or gysical impairment or corbination of
mental and physical impaiments;

® Bmnifested kefore tre person attairs age 2;

O slikey toontine inehnitely;

O realts in sbstental fucticel limitatios inthree omore  of tre
folloming aress of myjor lie admty: <lf-cae, reoptive and eqressivelagece,
leamirg, mability, sshFdirection, caeecity for independent Iivirg, and economic i
aufficieny; ad

©® reflats tre persons need for a corbination and sequence of ecial,
inerdisciplirary, or gereric Gre, tregimat, or other savicess tet are of lifelay or
extented duration and are individally planned and coordinated;

2 SBO052A
New Text Underlined (DELETED TEXT BRACKETED]



Ulagfea g>tate Hegtelature

CI]\/IVIITIEES:
Senator Jim Duncan VicFemCa::?r—
P.0.Boxv  Juneau,Alaska  99811-3100 s ocial Servites
(907) 465-4766 S
bevelopment
M EMORANDUWM
DATE: ' March 11,1991
TO: SenatorJPat Pourchot, Co-Chair
i mce Committee
FROM: Sena can
RE: SB 52, relating to the Governor's Council for the Handicapped

and Gifted and the definition of 'developmental!;/ disabled'.

I request that you schedule SB 52, relating to the Governor's Council
for the Plandicapped and Gifted and the definition of 'developmentally
disabled' for a hearing as soon as possible.

Section 1. Increases the number of members of the Governor's Council on
the Handicapped and Gifted from 23 to 26. This change was necessitated
because the Governor's Council was also designated to serve as the
Interagency Coordinating Committee (1.C.C.) for P.L. 99-457, the 1986
Education and Handicapped Act Amendments affecting children from
birth to 3 years of age. In other states, the Interagency Coordinating
Committee has been established as a separate 15 member board charged
with planning services for handicapped children between birth and 3 years.
In order to blend the Council and the I.C.C. into one body, a 26 member
body is necessary with the following composition:

5 Representatives of Specific Agencies or Consumer Groups

Special Education Director

Special Education Teacher

Gifted/Talented Representative

Protection and Advocacy Agency Representative
Higher Education Representative



s State Agency Representatives, including those administering
federal funds provided through the:

Rehabilitation Act of 1973 (DVR)
Education of the Handicapped Act (DOE)
Older Americans Act of 1965 (Older Alaskans Commission)
Title XIX Social Security Act (DHSS/DMA)
4 representatives of d(cejpartments providing services to people
with disabilities including the Division of Mental Health and
Developmental Disabilities, Deputy Commissioners of DOE and
DHSS who represent more than one division or program, or
,  the Department of Community and Regional Affairs
13 Primary and Secondary Consumers representing different age
groups, types of disabilities, and geographic distribution.

Thus, by-increasing the membership of the Governor's Council on the
Handicapped and Gifted by only 3, we can accomplish the additional
planning required by the federal legislation without adding an entirely new
board.

Section 2. Provides for selection of the Executive Director of the Council by
the Council pursuant to new federal requirements. P.L. 101-496 states that
"Each State Planning Council shall, consistent with State law, hire a
Director of the State Planning Council who shall be supervised and
evaluated by the State Planning Council and who shall hire and supervise
the staff, of the State Planning Council."

Section 3. Amends the state definition of developmental disability to comply
with the, federal definition. This amendment will allow severely physically
handicapped individuals to receive services such as respite care, day care,
homemaker and community living services. Current state law provides for
such services only for mentally handicapped individuals.

I urge your support for these amendments to 47.80, Persons with
Handicaps.

Attachments
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P osition Paper
SB 52

For an Act entitled: "An Act relating to' the Governor's
Council for the Handicapped and G ifted and the definition of

'developmentally disabled?’;

Section One of this Act changes the membership of the
Governor's Council for the Handicapped and G ifted from 23 to
26.

Section Two enables the Governor's Council for the
Handicapped and G ifted to hire the Council's Executive
Director.

Section Three of- this Act repeals AS 47.80.900 (7). In
so doing, the state definition of developmental disabilities
is changed to the current federal definition.

The Department of Health and Social Services supports the
passage of this b ill.

Background

Public Law 99-457 requires that a council be formed to
help plan for children (who suffer developmental delays) age
0 through 2. The law also spells out specific membership
requirements. By adding three members to the Governor's
Council for the Handicapped and G ifted they can assume this
role and save the expense of forming an entirely new council.
There would be zero cost for this action.

--Section Two coincides with federal law and would allow
the Council to hire, its own Executive Director.

At the time o.f passage, AS 47.80.900 (7) coincided with

the federal definition. Subsequent to its passage, the
federal definitionchanged. Adoption of the federal
definition would allow individuals in need of service who
currently fall through the service delivery system cracks, to

receive the help they need.

S tatistically, it would appear that the individuals'
requesting services would be increased by about 700 (see
Attacliment #1) . However, current research shows that states

which have adopted the federal definition have not experienced
the increase in applications for service that would be

expected statistically (see Attachment #2) . They have,
however, experienced requests for serviceswhich differ from
services they have traditionally offered; for example,

providing programs designed specifically for persons with
physical disabilities as opposed to.mental disabilities.
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P osition Paper. S3 52, page 2

Persons made eligible by this b ill would be added to the
400 person w aiting list w hich currently exist for
developmentally disabled individuals requesting services.

P osition

The Department of Health and Social Services supports
passage of this b ill.

Recommended by
Mike R e nfro//

Program Administrator
Developmental D isabilities

D ate: Nlzy L]

Approved by: ‘
Theodo A. J&la, MD, Mﬂ—l
Commissioner
Department of Health and
Social Services

D ate:



Attachment; |

The following incidence statistics were provided by the
Governor's Council for the Handicapped and G ifted and were
derived by use of a complex formula*

The statistical incidence of individuals experiencing a
developmental disability under the state de finition is 7,067.
The known population seeking or receiving services at this
time is 2,110. This equals 29.8% of the population.

S tatistically the federal definition would increase the
overall population to 9,427. Using the same 29.8% request for
services rate, this would mean 2,809 persons would need
services. This is an increase of 699 individuals. However,
recent studies show that states adopting the federal
definition do not experience as high a rate as would be
predicted statistically (see attachment #2).



ATTACHMENT 11

lervice in each categorical disability. However, eho m ajority of
paraana vould remain eligible .

Lubin, R., J.V. Jacobean, M. KJ.cly. (1982). Projected Impact of
th * functional definition of developmental disabilitiest The
cstegorically disabled population and itrrica eligibility,
American Journal or Mental Deficiency, 87,(1), 1982, 73-79.

a Studio* in Tierylend concluded that substantial numbers of
psrjon* receiving eervicaa in the ciwmnity , or on vaicing lieCo,
vould bacoas ineligible for service depending on the ecrictneaa
of the interprecaeion of functional lim itations,

Morriaon, L-H ,- Saull, M. & Sachs, M. (1986). Adopting the

federal definition of developmental disability! A preliminary
anelyais of potential effects on e ligibility. B altimore, MDi

University of Maryland. School of Medicine.

o Studies la Ohio indicated that, using a federal definition, the
m ajority of persons vith developmental disabilities other then
mental retardation are already eligible far services using the
current cxesgoriesl|l de finition . That is to say, thee the group
of persons defined as having a developmental disability under the
federal definition arc coepeiaud of persons with mental
retardation, cerebral palsy, epilepsy, autism, end other
neurological conditions. Ohio concluded that the overall numbers
of people to be served or planned for would remain relatively
acable but that the nature of the population end the
constellation of needs they represent v IIl change as other groups
w ith low-incidence disabilities are included.

Ohio Developmental D isabilities Planning, Council. (December
1986). 7i*c»| implications of adapting the definition of
developmental disability as proposed by the Ohio Developmental
D isabilities Planning Council. Columbus, QHi Awuthor.

A detailed review of these studies leads to the following

conclusions.

1) In general, all studies indicate chat che majority of persona
presently receiving and eligible for services, would remain
oil fiblc for services. There is variance in the percentage of

persona presently receiving services who vould be excluded from
service given a functional definition.

2) 0f£ chose persons who would become cllgiblm for services, severe!
scscee indicated choc cha mojoclcjr 0£ chose pereons ere mlremd?
being served in one or more ecsce agencies. This raises the
difficult policy question of vhacher services for such persons



3)

4)

5)

7)

8)

should be transferred to a developmental disability agancy.

.Except,.in Maryland, researcher* have bean Halted la cbmilr
ability no pccdicc how m«ny per»oiw made eligible for ««rric»#
who are ooc prcaendy receiving service*, vould come forward /or
servicex*. Given che reported reluctance of person* vieh physical
disabilities to seek services free an agency providing services
"designed 'for' persbhna W ith'dental'retardation, it <nay be assumed
that demand' for"services among person* presently outside of the
"Service 'system 'will‘noc be substantially -incr*e*ed. This
a*sumption'-is-fortified by ch>"knowledge-thet the overall numbers
of persons in che low incidence disability group* who have
substantial functional lim itation* i* very smell in relation to
che number's-of-p«rson* who -would',merem ain-eligible for
developmental-disability .'services ,t ... .

Mary Land data indicate that chore ere people, praaantly unamrrmd,
hue who are identified a* nlading service*, who would bccom*
Ineligible /orservice# under a functional definition.

Therefore,, adopting the federal definition require* an assessment
.of service priorities. W ithout careful consideration, state
planners may. end up excluding numerous parsons, who while not
presenting severe handicaps, do present significant needs for
service. An example can be drawn from persons with epilepsy, who
may .not have severe functional lim itations, but who can benefit
from counseling and other minimal level interventions.

Several of the studies emphasize that while s change INn rh* cocal
number* of persons served is nor anticipatedt planner* can
anticipate a change In she typea of disabilities of the persons
served. 'A developmental' disability agency msy or nay not have
che expertise, funding options, or service arrays to enhance the
well-being of groups of persons with very disparate needs.

.Unpublished daCa from Maryland indicate that che tocal nu*b#re of

person* eligible for services can fluctuate widely according to
how acrictly one intarprere che federal definition. A Il studies
used the definition as operationalized by Elinor Gollay. S till,
any number of otber interpretations Call be mada. Any given staca
would have to develop its own operational criteria and instrument
to assess developmental disabilities. This can be a costly and
time consuming operation.

Whether a state adopts so age Oof onset criteria at age 21 or
later can have a aubatantlal impact on che Cocal number* of
persons who are eligible for services.

finally, 1t muse be remembered chat cbe federal daflniclon la
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propomad am a planning Cool Co halp direcC funding .mad cmammUch
meciriCiea co penoui \rich ocacm mm¥facm lapmirTmmncrn,
Operationalising the definition into e ligibility criteria O*7 be

inappropriate. -

Huoaroui iriaa*rekar> end ete-ee pl*nn*r« have eetenrpead Co underetand
hew che federal-definition of developmental disabilities applies to
actual state service delivery contexts.- Most of tho etudiaa project an
increase in-potentially eligible clientsj'one study projects a decrease.
Hone f0CUA on the extent to which those pereoae who ere uaaerved vould
demand different services ocher than thusei provided by cbe "DD agency"
under an expanded de finition,' and hOW'many'of'those currently outside

the system would’ ccmii forward."”

Civan tho indeterminate character of potential demand for new or
expanded services, ocher factors have to be taken into account when
developing impact estimates. These factors include the proposed range
of services to be provided, .tha quality of services, the extant of
outreach and publicity associated with service offerings, and tha ways
in which tha definition |Is operationalized.

What also emerges from this overview is thattha federal dafinitlon
vaa navar Intended to govern service e lig ib ility at th* delivery laval.
It was intended to focua planning and funding activities on individuals
most in need and to facilitate further coordination between agencie* in
the development of comprahensiva services. W ithout specificindicators
and instrument;) to accompany tha outlines of tha dafinitlon,its
application Is' ambiguous and somewhat unreliable.

The review of research also raises the question of the potential
exclusion of individuals currently receiving service#. W ithout any
m odifications, the federal definition does eliminate persona with less
severe disabilities who may In fact require services in ordsr to
maximize .functioning and well-being.

Finally, the studies underscore hov the federal definition
encompasses disparate disabilities, resulting In e vide rings of service

needs. Parsons with physical disebilitiss* parsons with brain injury,
persona with severe learning disabilities, people with terminal and
debilitating conditions - all require services which do not fa ll neatly

to one agency to provide.

2. State experiences in using a functional dafinitlon of
developmental disabilities

This section reviews how ocher states have grappled with tha
adoption of a functional definition for e ligibility determination.



During che course (df'l'this project, k*y st*££ w*r* interviewed and

documents «ere reviewed In a number of acates. Four ititat ware
selected char, had che moat experience and than also represented a rang*
of policy options and outcomes. E fforto in Haw Jersey, Haryland, Ohio,

and Connecticut are reviewed belLcrw, This is followed by a bri*£ outline
or Ilgssona ;lgasned i
<IN A 4,

-'few Jersey.- In-A pril,-1985,- Hew Jersey changed ico Division af
:Mental Re'tfafdaGion 'to-.the Division. aE Developmental D isabilities and
expandod the- Division’'s. mandate.xo- ir.cluda persons with a vide rang* or

developmental disabilities.- Underlying chia organizational change uaa a
--me'schange-from «a cacegorig.al Co. * functional definition for M rvici
e ligibility, For Hew Jersey, thia waa * particularly profound change

eir.ee the Division af Mantel Retardation had not, at chat point, even
expanded its service mandate to Include cerebral palsy, apilepsy, and
auclsn — a change, that hud occurred in many other atataa. The
.transition to a Division of Developmental D isabilities is part of a

,V. three year planning project,

Tha definition that Kss been adopced by Hew Jersey is similar to che
federal definition and reads as follows:

"Developmental disability" means a severe, chronic disability of
a person which: (L) is attributable Co a mental or physical
impairment or a combination of mental or pbyaical impairments;
(2) is manifest before age 22} (3) is likely to continua

m indefinitely! (4) results in substantial functional lim itations
in three or more of the following areas of major lifa activity,
that -is, self-cate,receptive and expressive language, learning,
m o bility, self-direction and capacity for independant living or
economic self-sufficiency! and (5) reflects tha need for a
combination and sequence of special interdisciplinary or generic
eara, treatment or other services which are of life-long or
extended duration and are individually planned and coordinated.
Developmental disability includes but is not lim ited Co server*
disabilities'attributable to mental retardation, .autism, csrabral
palsy, epilepsy, spina bifida and ocher neurological Impairments'-
whare che abova criteria are met (B ill S-L826).

This Legislation specifies that, in general, the individual's
disability must be manifest before the age of 22. However, a later
clause gives tha director of che Division discretion in expanding
e ligib ility to any individual under the age of 55 who meets the other
criteria if funds allow, further, a caveat was added so that persons
presently being served in che system would be "grandfathered" in without
undergoing reassessment according to che new e lig ibility criteria.

To operationalize tha definition into e ligib ility criteria. New
Jersey developed a new screening instrument, the C ritical Adaptive



Behaviors Inventory (CABI). CAB| assesses the presence or absence of
critical skills in each of che six life activity dcxnuino specified in

che legislation.

To aooist in planning and eo monitor the transition Co a Division of
Developmental D isabilities, the Developmental D isabilities Council
awarded a grant to the University A ffiliated F acility at the University

of Medicine and Dentistry of Hew Jersey - Robert Wood Johnson Medical
School. This project is organized around nine task forces focusing on
these areas: intake and e ligibility; training; related services;

employment; guardianship, advocacy,,and self direction; housing;
transportation;'racbdification; and.mental health and developmental

disabilities. The. Year | report from this effort is available. The
second year report is due in the winter.of 1988. Volume |1 of the
report .vill focus on task force papers such- as: interagency agreements

and decisions on staff retraining and reallocation.

Individuals interviewed in Che state were reluctant Co draw
conclusions about the relative success of the transition since the
process La ocili underway. They are anticipating an increased caseload
of approximately 460 persona per year with an overall total of 1300 to
2000 at the end of five years. It is expected that this increased
demand w ill flatten out after some of che pent up demand is
accommodated. These are ball park figures bassd on the total prevalence
of parsons with disabilities drawn from Census and reduced by 30Z, a
liberal estimate of how aany of chasa persons are Likely to coma forward
for service, according to che state administrators.

At present, there has not bssn a dramatic increase in demand for

services. A registry has been created which pceeently lists several
hundred names of new consuners requesting services. The list id
expected to grow once the Division Is fully operational. A survey of 30
persona cn che registry indicates, that housing is the service mast
needed. Housing in this case does not refer to typical group homes,
rather it is housing adaptations or alternate living situations.that
promote independence and have fu ll accessibility. Scaca inform entj
anticipate chat tha largest consumer group to coma forward for service
w ill be persons with physical handicaps who were under-served in Hew
Jersey previously. The second highest service need identified in the

survey was vocational rehabilitation and cha third was for

rransportacion -

Tha anticipated expansion in the numbers of persona served in How

Jersey is based on che expectation that there w ill be an earnest
undertaking to "redirect" service delivery so that parsons with all
developmental disabilities are indeed served. Tha redirection of
department efforts has been well advertised and many different advocacy
groups have been involved. Consonant w ith che change in service

e lig ibility, New Jersey is substantially revising incake farms end

service assessments and is expanding and improving their case management



J73 -an jg chac case workers have a greater undar*Candlng of che divarse
needs of ccniuaacs. Along with * change In nuobcra of persons served,
adaluis orators expect chat che lerviee mdcc w ill change (e.g., move

emphasis on accendsnc aer/icoa, acCe€.),

Tha oupc-ccuniny to include a diverse number of disability types inco
che service syacea hua encouraged H«w Jersey administrators CO rethink
hw chey currently provide services to persons having mental
retardation. Rather then adopt a 'voab to tomb" approach to the n«v
disability consumers, cite workers are being trained to adapt to a truly
"*ciienc driven-378070" with "an emphasis on least restrictive
auvLroiuuencs, very individualised "trwetmenc planning, and provision or
sthe-minimum level of service Intervention. e Service providers are
discovering chac small adjustments- such as an adaptive device can
ameliorate- urgent needs. 'In like fashion, creative solutions Co
traditional cental retardation service needs are being sought. Although
there has reportedly been soma resistance by nan mentally recarded
disability grcupa cc coce to the Division for services, the xodast
increase in legislative funding allocated and the efforts Of the
department described above have helped to allsviata the associated
stigm a. Sl

W ith respect to the elimination of individuals currently eligible

for services, persons in Hew Jersey have several observation*. First,
Che new definition w ill not be used to reassess chose currently
receiving services!" Second, cha instrument that has been developed
should not screen out anyone in need of aervicea. However, in order to

ensure Chat no one is adversely or unjustly affected by the new
de finition, che scace intends to conduce an evaluation ac the end of a

y e ar .

Ohio. Ohio’s Department of Mental Retardation and Developmental
D isabilities had been uaing a categorical definition for service
e ligibility that Included mental retardation, cerebral palsy, epilepsy,
and auclsa. The current de finition, while s till limited to theee four
categories of disabilities, requires that the disability be manifest
prior to age LS, and requires a' substantial handicap. A substantial
handicap is defined as equivalent to che abilities of persons vlith
moderate, severe, or profound retardation.

Because oc concerns enat many individuals with developmental
disabilities, other than the four categories specified in the
definition, were being unfairly excluded from services, a new definition

has been proposed and is currently before che legislature. This
definicion is similar Co the federal definition vIith che following
exceptions; it excludes individuals vich a sola diagnosis of mental
illness, it includes individuals whose disability la likely to result in
substantial functional lim itations without seme intervention (not Just
chose who already have substantial functional lim itations), it includes

all children under che age of three who have only one developmental



delay, it includes children bueueen tha ages o0of chroe and six who have
tva developmental delays, and it gives the director of the O ffice of
Mental Retardation and Devtilopaoncal D isabilities discretion in

accepting additional persons for service. Individuals |Interviewed in
Ohio are hopeful that this legislation w ill paaa*. They do not expect a
dram atic increase in demand for services as a result of the definitional
change. In the first place, the legislation does noc operationalize

e lig ibility criteria. The O ffice of Mental Retardation and
Developmental D isabilities w ill define these criteria at a later date
and it ia unlikely that they w ill -set the criteria aa that they w ill
admit persons for whom they have no resources. Second, current Ohio law
authorises aervica-delivery to certain categories of persona with
disabilities. Ilc does noc ner.dace;that all eligible persona be served.

As a result,--CMR./DD has the ability to "'control'the amount of service
provided i

Maryland. In conoidering strategies for expanding service delivery
for persons with disabilities In Maryland, che fsdaral definition of
developmental disabilities (PL 93-527} was the first to be evaluated.
Tha fu Il federal definition was not adopted. The major reservation waa
that the definition did little to operationalize e lig ibility criteria
and le ft too much ambiguity in the concept of substantial functional
impairment. A study conducted by Michael Scdull Suggested how much
variability could be expected given different ways of defining

"substantial Impairment." Smull and his colleagues conducted a study of
1,602 fiftoen-year-olds who were in special education. They found chat
different definitions of functional lim itation yielded e ligibility rates

ranging from .571 to 2.05Z of che general population.

In July, 1985 the Maryland legislature paeeed a h ill authorizing the
Mental Retardation and Developmental D isabilities Administration to
adopt a "modified" developmental disabilities definition. This act

moved cha state from a categorical definition that Included mental
retardation, cerebral palsy, autism, and epilepsy, to a more functional
de finition .

M aryland’s de finition differs from the federal definition in eome

incarnating ways. In cha first place, the definition clearly excludes
those individuals whose disability results solely from mental illness.
These persons w ill continue to receive services through the stats'*

Mental Hygiene Adm inistration. Secondly, where the federal definition

specifies thaC an individual oust be substantially functionally Ilimited
lt. ae least three of seven major life activity setts, Maryland’'s
modified definition focuses only on the individual's ability to live

independently. This variable is measured in terms of personal and
household management and use of corsaunity resources. The third, and
perhaps most Interesting departure from che federal definition involves
tha establishment of a Cug-elared e lig ib ility screen. Aa noted in che
earlier discussion, individuals who meet all criteria specified in the
definition (i.e. a diagnosis ocher than mental illness alone, age of

onset before 22, and aub”. .ncial functional lim itation in tha ability to



live indapendenciy) are eligible nor cha full rangs or lervicti offarad
hy cha scata agency.

Thecsn individuals who fail to m««e all of che criteria for
developmental diaaciliCiaa-aay s till ba eligible for individual »uppnct
services;' To beeeligiblestor the uppar Clot or servicaa cvo conditions
of disability-muac-still btait, Th* individual support services for
epersons wish milder Limitations. do ;noc include fu ll day services and
rcaidoncial services,- t>uclinclude., support services focusing on
prevention, and enhancing-theecindividualla ability to liva indapandancly
in-che conmunity, which nay include Ilim ited day services and residential

supervision.

It is anticipated that this modified definition w ill, in face,
reduce che number of persons eligible (chough noc necssaarily tha actual
numbers of persens served) for the'full range of service* in Maryland.
Under tha categorical definition, slightly more that 1Z'of'the
population were eligible for che fu ll range of service*. Under,"” che new
modified definition, only 1.71 are expected to qualify for che fu Il
range of services.. Individuals who would have qualified undar tha old
definition w ill remain eligible for individual support services, but
w ill not be eligible far full day and residential services. A

grandfather clause in the legislation protects the e ligibility status of
people already in the service system.

Despite an overall reduction in the number of persons eligible for
service, tha adoption of the functional definition opened the aarvice
doors to a broader spectrum of disability groups, and consaquancly a

w aiting list of 2,000 persons with disabilities ocher chan mental
retardation has fermad in Maryland. Needs assessments have baen
conducted by Morrison, Sachs t Smull (1986) on the parsons on che
ewaiting list. Tha waiting Use represents che best inform ation known in

any of the states that have changed definitions to project*, the numbers
of persons with disabilities ocher than mental retardation that w ill
actually come 'forward for service, given changed service e ligibility,
and what their service needs are. However, Maryland researchers view
this data as an underestimate of tha cocal numbara of parsons with
disabilities ocher chan mental racacdation that may come forward far
service. They explain that limited funds and a limited service array
discourage many potential consumers from identifying thamaelvas for
service.

Hawaii. In 1983, Hawaii changed from a categorical definition of
disabilities chat included mental retardation, epilepsy, autism and
cerebral palsy to the federal definition of developmental disabilities.
Persons alizible for services under che old cacenarieal definition wore

out in future Yy<¥*ca,



Paraon* in Hawaii noca that ebay had anticipated an increase in

demand for service* aa a result of this change. However* to data, thorn
has noc been an Increaaa in the amount of iarviI» provided. Two reason*
are cited to explain chi*. In tha first place* the change in

e ligib ility was noc Advertised widely. Second* the Haveli statute does
not mandats that all service applicants be served. The department

operates within-a budget and provides service# only within its means.
Hew resources were not allocated* and thus new services were noc

developed.

The' moet noticeable change haa occurred in che area of case
management. Since tha state agency la now dealing with more individuals
having more complex physical disabilities, csss managers have had to
adapt their strategies and reach out to different types of service

providers.

Currently* the state -is sttampting to operationalize the e ligibility
criteria and to develop an instrument for assessing substantial
impairment in three of the seven major life activities specified In the
federal, definition. They are also working on due process and grievance
procedures for persons who are determined to be ineligible for services
under cha federal definition.

C*lifomi». california considered adopting a functional definition
for developmental disabilities in the early 1980"a. The Health and
W elfare Agouty contracted with Berkeley Planning Associates (BPA) to
explore tha implications of making this chtnge. As noted shove, the BPA

study described alternative organizational arrangements that ware
possible for the state to consider and summarized data on prevalence
races for various disabilities using both che federal de finition of
developmental disabilities and the categorical definition employed In
C alifornia. On the basis of data from tha 1976 Survey of Incoma and
Education, BPA concluded that tha transition. to tha federal definition
might mean that four times as many individuals ss sre currently eligible
for cha services.of cha 0. D. Division, vould become eligible. On tha
basis of -these projections and thair assessment of the current service
delivery system in the stats, C alifornia o fficials daeidad against the
federal definition and kept che categorical dafinitlon that included
mental retardation, cerebral palsy, epilepsy and autism.

Persona in the state do noc fatal chat thara are substantial numbers
of individual* who are unnerved. Thoy beliave that those persona who do
not meet the e ligib ility criteria of their categorical definition ara
receiving services through ocher stats agencies.

Summary of lessons from Other Scares. The review of exparlancea in
other state* with changing dsfinitlons of developmental disabilities
Includes some considerations of Import to Arkansas, including tha

following:



A* found In che Hawaii. experience * change* In agency mamdaCea
Cand Co have an immodiaca impact on caaa aanxjsca who ujuac
reach oue so different: group* and i1a*m different servica
systsma and providers.

The Ohio experience illustrate* a wey Co focus attention on
persons with sever* disabilities while also recognising tho
support needs of persona with more moderate di*a b ilities. By

including * section in the definition chac allows eligibility
for persons vho would develop sever* |lim itation* in the
absence ofs intervention.' Maryland’'s "two tier* approach i*
calso a response to a«*uring persons with' le'aa severe
-disabilities receive needed support.’

The Now Jersey approach recognises the importance of an
evaluation in order to ensure that che application of * new
definition does not unduly penalise any particular diaabillty
groupi . New Jersey'3 three.year pha*e-in is also a uaeful way
of ensuring orderly Implementation.

The review o0f changes in Hawaii's system reinforce* the
importance of developing a grievance mechanism to anaura the
*ny definitional changes do not result In unjuat service
axclusion.

The Hew Jersey and Maryland revieva draw attention to the
necessity to develop instruments that are capable of
discriminating among those who are eligible and thos* who i-t
not eligible for services.'



Senator Jim Duncan
Alaska State Senate
Room 119, Capitol Building
Juneau, AK 99811

Dear Senator Duncan:
Even though the session is almost ever, | am compelled to write to you to”p”csent this issue*

I am a widow with two young sons and one daughter, age 13. My daughter, Leslifc® severely physically '
handicapped-the nature of her problem is "Arthrogryposis multiplex congenital." Lcsltfc'iSunableVo take

care of her daily needs such as bathing, dressing, putting on her leg braces, walking withoutshe a\d of a

wheelchair or walker ... the list goes on and on. Yet, we are blessed in that Leslie is fully articu .
a bright, young lady. At least I thought we were lucky. | have gone to several sources attempting to gain

help in caring for Leslie. | have contacted the Department of Health and Social Services, Division of

Mental Health and Developmental Disabilities and was denied aid because Leslie was not "mentally

deficient.” With this denial, Leslie was deemed ineligible for REACH services, respite, health care people

to come ease the strain of Leslie’s daily care and basically any services we could so gratefully accept if

available.

H&SS representative Alison Seymour stated to me that the Federal definition of "developmentally disable”
included those individuals termed "physically handicapped,” yet the State at some point deleted that terr
and in effect cut off any severely handicapped individuals from State assistance to help them and thci\
families in their struggle to live a normal life. | believe | remember when that deletion occurred, because
Leslie had been enrolled in St. Jude’s Center from age 2 until 5. She had been covered under their respite\
program until around age 4 and | remember the Director coming to me and telling me Leslie was no longer
eligible for respite care. Certainly | needed the time off but sadly enough the State had decided only
mentally deficient people should be assisted.

I realize this letter is lengthy, but | have tried for so long to find help to make life easier for my daughter
and my family that | really know no way to shorten my plea. | have heard of those with cerebral palsy,
Down’ Syndrome, or even those with low 1.Q.%s receiving phenomenal bencfits--cvcn up to one pastor's
daughter’s family given a van for her daughter. | have been worrying about how to carry Leslie in her
electric wheelchair after her operations in late July, because | cannot afford a van. Because of that, Leslie,
is almost always homebound and cannot go many places and her quality of life is so restricted.

I deeply believe the State could help citizens like my daughter, who only by virtue of not having mental
deficiencies has been cut off from care so grievously needed. Perhaps | seem over dramatic, but in my
position and seeming trapped from ever providing for her as she needs, becoming drained in the strain of
daily living, it feels of paramount importance.

Perhaps a bill could be introduced to make it possible for severely handicapped individuals to have the
means of a better way of life? Or arc there hidden sources H&SS couldn’t locate? Even Alison Seymour
was at a loss to offer suggestions. | am writing you and Representative Ulmer to let you know of this(
problem in Alaska--or is it only a fact of life in Juneau, of which | have a resident since July 1978?

cry truly

Jcborah Trcager
£&01 Nowell Avenue
Juneau, Alaska 99801
Employee: Department of Corrections
Southeast Rcgion/Tetephonc:4465-3376



Senator Jim Duncan _
State Capitol Buildinc
Juneau, AK 99811 Feb 15, 1991

Dear Senator Duncan,

| support Senate Bill 52, a Bill to chan%e the definition of
Developmental Disabilities to conform with the Federal
Definition. We have been too long in chan%lng the
definition to be more reasonable and fair for-all children
and families whe experience a developmental disibility.

Therefore, your Bill 1is welcomed. As a former-Director of

the State’s Developmental Disibilities Program in The

Depat-1 merat of Health and Social Services, | wish to tell you

that my job would have been made more efficient, had »® had a

m.+4e appropriate defition to work with such as you are
roposing. If_1 can be of In your efforts, please

p helE
contact me at 586-2243 or 536-1627.
Sineerely,

R/bert P. GregovichV Ph.D.
202 Troy Ave
Juneau, Alaska 99801



FEDERAL  DEFINITION:

"The term “developmental, disability® means a severe,chronic
disability of a person which-
(A) is attributable to a mental or physical impairment or com—
bination of mental and physical impairments;
B) is manifested before the person attains age twenty-two;
C) 1is likely to continue indefinitely;
(D) results in substantial functional limitations in three or
more of the following areas of major life activity:
(i) self-care,
(ii) receptive and expressive language, .
(1ii) learning*
Civ) mobility,
(v) self-direction,
(vi) capacity for independent living, and
(vii) economic self-sufficiency; and
(E) reflects the person®s need for a combination and sequence
of special, interdisiplinary, or generic care, treatment,
or other services which are of lifelong or extended dura—
tion and are individually planned and coordinated."

PL 95-602, Section 102(7)

STATE DEFINITION:

A Developmental Disability is a Disability w,hidh:

(A 1s attributable to:
0) %_.retardation, cerebral palsy, epilepsy, or
(i) any other condition found tc be closely related t©
mental retardation because the condition results
in impaiment of gereral _intellectual functioning
or adaptive behavior similar to Impairment
___resulting from mental retardation; or ) )
(1) lexia _resulting fronm a disability described in
1) or (ii) of this subparagraph, and
® constitutes a substantial handicap to the person™s
ability t function normally iIn society.





