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COMMITTEES:
Senator Jim Duncan
P.0. Box V Juneau, A laska 99811-3100 H&E:D':I: IE ::rcval 111111
(907) 465-4766 o
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MEMORANDUM

DATE:  January 241991
TO: SenatorArhs Sturgulewski,Chair
ih Edutad

Sen”ellea ation, and Social Services Committee
FROM:  Senatm™&m Duncan
RE: rel t|n to the Governor's, Council for the Handicapped
c?% g qh e?lnYteion 0 developmental?y d?sa dep

Thank you for yoyr interest in scheduling SB 52 relating, to. the
Governor's C CI| Jr #1(? Handslcapped anJ Gqf ed %%J t!]eg f|n|tt|on of

developmenta disah

ection 1 Incr ase he n bero members ofthe Governor's Council on
EeHand capGp ancf (E m 23tP 2% This CP ewas nec%ssnated
ecause t oveOPors ounc was also elnate t serve as t
&erac%ency 00rai natln mmittee (I. C 994? he
cation and HFn icapped Act Amendme ts af ect] 1 ren rom
otper states, t eIntera ency Coordinat hag
wm{ sas(? %r ]ﬁ) enmber Roardc F%
with planning se VICes or cg ren Etweent eagDeso irth
u% . e

{0 %ear% I or erto blen t {I and the [.C.C, Into onebody, a 2
ber body Is necessary with t owing composition:

5Representatives of Specific Agencies or Consumer Groups

g ecia Egucatlon Director
ecial Equcation Teacher

Ifted/Talented Representative

rohecu Hand Ady cacz rgienc Representative
Higher Education Representat

Ewt to years ora
teg as bee) es

District C



enator Arliss Sturqulewski, Chajr .
?enae elshé a on, &Somal Services Committee

anuary
Page 2

tate Agenc Re ree tatives, including those administerin
?gera Mds zrov roug the : :

Rehabilitation Act of
E% catjon ofthe Han ca ct DO
(jer mericans Act of %Id rA s%ans Commission)

TlteXIX omal Se rlt Act M
rese atlveso art roviding servi to eoplg

W|t?1pd|sa |t| smclu ngt 3| no enta
ey gob)vmenta Disabilities W mmIssSIoners o OE and
ho repres?nt more'than one division or rogram or
e Department of Community and Regional Afrair

13Pr|mar and Secondary Consumers representing different age
groups, types of §|sa F eys nd geographic alstnB%tlon J

Thusb mceas he membership of the Governor's Council .on the
il RO e sl

Ian in equwed

oar

%ec on 2 Provides orselecpoop ofthe Executive D|F§ecto Councn
nm parsuantt new erﬂl requirements, %saest
fate Pannln %ouncn sha istent with State a

Director ofthe State Plannin ounm H rwsed H .
teﬁ/g?gatﬁ(g%h é%gts&rllanrmgn% OCU%%(] vYana whoshalﬂgﬁwe and supervise

Se tion 3. Amends the state_definition develo ntaId|sab| ocom
ﬁ] %ed%ra de initjon. T?us amen mentW|I alow severe‘gy% sma;y

Handlcagped In |V|duasto chelve Services s%ch as respite car da car?
ker an mun|t¥ lV|q19aS IVICes. uregt s‘%te law provides
such services only or mentally handicapped mdividuals
| urge your support for these amendments to 47.80, Persons with
Handicap

Attachments



Senator Jim Duncan

Alaska State Senate

Room 119, Cagltol Building

Juneau, AK 99811 \

Dear Senator Duncan:;
Even though the session is almost over, 1am compelled to write to you to"pc

| am a widow with two young sons and one daughter, age 13. My daughter, Lcshbivis severel ph¥3|cally
handlcaﬁped-l_he nature of her problem i "A_rthrogr){_osm multiplex congenital.” Lcsltes$unable ‘fo take
care of her daily needs such as hathing, dressing, putting on her leg braces, walking withoulHhe aid of a
wheelchair or walker .. . the list goes on and on. Yet, we arc blessed in that Leslie is fully articuDte-onijL
a bright, young lady. At least | thought we were lucky. | have %one to several sources attémpting to gain
help ‘In caring for"Leslie. 1 have contacted the Department ot Health and Social Services, Divisidn 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 _clorglle ease the strain of Leslie’s daily care and basically any services we could so gratefully acccp
available.

|

H&SS representative Alison Seymour stated to me that the Federal definition of "developmentally disabl
included those individuals termed “physically handicapped,” ?/et the State at some point deleted” that tc
and _in effect cut off any severely handicapped individuals from State assistance to_help them and tf
families in their strughgle to live & normal life. 1 believe | remember when that deletion occurred, beca
Leslie had been enrolfed in St. Jude’s Center from age 2 until 5. She had been covered under their rcs]
program until around age 4 and | remember the Director coming to me and telling me Leslie was no lon
eligible for respite care. Certainly | needed the time off but sadly enough the State had decided o
mentally deficient people should be assisted.

| realize this letter is Ien?thy, but | have tried for so long to find help to make life easier for mg daugh
and my family that | really know no way to shorten my plea, | have heard of those with cerebral pa
Down’s Syndrome, or even those with low 1.Q.'s receiving phenomenal benefits--even up to one paste. ,,
dau?hter’s family given a van for her d_au?hter. | have been worryln? about how to carry Leslie in her
electric wheelchair after her operations in Tate July, because I 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.

| deeply believe the State could help citizens like my daughter, who onIY by virtue of not having mental
deficiencies has been cut off from care so grievously needed. Perhaps 1séem 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 hill could be introduced to make it possible lor 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 sug?estlons. | am er'[.ln% you and Representative Ulmer to let you know of this
problem in Alaska--or is 1t only a fact of life in‘Juneau, of which 1 have a resident since July 1978

[/Deborah Trcager
73201 Nowell Avénue
Juneau, Alaska 99801 _
Employee: Department of Corrections
Southeast Region/Telephone: 465-3376



FEDERAL DEFINITION:

"The term ‘'developmental disability' raenna 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) is 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,
(iii) learning,
(iv) mobility,
(v) self-direction,
(vi) capacity for independent living, and
(vii) economic self-sufficiencv; 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 Disabil ity Which:

(A) is attributable to:

(i) mental retardation, cerebral palsy, epilepsy, or
autism;
(ii) any other condition found tc be closely related to

mental retardation because the condition results
in impairment of general intellectual functioning
or adaptive behavior similar to impairment
resulting from mental retardation; or

(iii) dyslexia resulting from a disability described in
(i) or (ii) of this subparagraph, and

(B) ~constitutes a substantial handicap to the person's
ability to function normally in society.
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(.11 bv striking oafdyi'awhi 1li.l and (5) of subsection (f) and inserting
the following new PBi'a“rgoh:

"(4) Each State Planning Council shall utilise the information develooed
pursuant Lo uarayrawib !|). (1), ana (3) in developing tne State olan."
SEC. 12. STATE PLANNING COUNCILS.

Section 124 0f tne Act is amended--

fl) in subsection lai—

(A) by striking "whicn will™ and inserting "to"; ana

(B) by striking the period at the end thereof and inserting "by
carrying out priority area activities.";

(2) in paragraph CIl) of subsection (o)

(A) by striking "mav" and inserting "shall"; and

(B) by striking "hir'd'l arid inserting "“fund all ar.fivities under
this oart. (exceuo adminiatrative costs aeacribed in section
122(d)(1)) and to hire";

f3) in subsection fc)--

(A) by redesignating poragrabri (2) as Paragraph (3); and

fB) by inserting after paragraph (1) the following new paragraph:

'2 " Each State Planning Council shall, consistent with State law, hire a_
hirector of the State Planning Council wno shall be supervised and evaluated
bv the State Planning Council and wno shall hire and supervise the .staff of
the State Planning Council. arc ~~

C4J in paragraph 1'19 of subsection (d) by striking jointly with" and
inserting "and submit after- consultation with".

SEC. 13. STATE ALLOTMENTS.

Pardyr-aoiis (3), (4). (51 arid 6 of subsection (a) of section 125 of the Act
are Amended to read as follows:

"(31(A) Except as provided in paragraph (4), for any fiscal year the
allotment under paragraph (1)—

"(i) to each of American Samoa, Guam, the Virgin |Istonds, the
CommonwealLh of the Northern Mariana Islands, the Republic of the
Marshall Islands, the Federated States of Micronesia* on the Republic
of Palau may not be less than $200,000; and

fii) to any other State may not be less than the greater- of
$350,000 or the amount of the allotment (determined without regard to
subsection fulj received hy the State for the fiscal year ending
September 30, I1G'vQ.

"(B) Notwithstanding suooaragraph (A), if the aggregate of the amounts
to be allotted to each State pursuant Lo subparagraph (A) in any fiscal
year exceeds the total amount appropriated wunder- section 130 for- such
fiscal rear, the amount to be allotted to a State for" such fiscal vyear-
snail be an amount wiiicn bears the same ratio to the amount which 1is to
be allotted '.o Lhe State pursuant to sucn subparagraph es the total
amount apprroriated under section 130 for sucn fiscal years bears to the
total of the amount reauired to be appropriated wunder- such section for
allotmenti to provide each StaLe with the allotment required by such
subDt-agraph.

(41 In anv case in union amounts appropriated under section 130 'or a
fiscal year exceeds foS.OGD.000. the allotment wunder paragraph (1) for
such fiscal rear—

fA) qgm eacri or American Samoa, uuarn, trie Virgin islands, the
Cuimnortweml tli 0f tr-e Nortne-n Mariana Islands, tne Reoubiic of the
Narinsli lii andt!, the Federated ctste-s of Micronesia, or the Republic



PAPEKA>€partment o Health & Social Serv' ce

POSITION

Position Paper

SB 52

For an Act entitled: "An Act relating to the Governor"s
Council for the Handicapped and Gifted and the definition of
"developmentally disabled" ;"

Section One of this Act <changes the membership of the
Governor®"™s Council for the Handicapped and Gifted from 23 to

26.

Section Two enables the Governor"s Council for the
Handicapped and Gifted 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 bill only if Section Two is removed.

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 Gifted 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 would remove the Governor®"s right to hire the

Executive Director and give it to the Council.

At the time of passage, AS 47.80.900 (7) coincided with
the federal definition. Subsequent to its passage, the
federal definition changed. Adoption of the federal
definition would allow individ als in need of service who
currently fall through the service delivery system cracks, to

receive the help they need.

Statistically, it would appear that the individuals™
requesting services would be increased by about 700 (see
Attachment #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-services which 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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Position Paper. SB 52. page 2

Persons made eligible by this bill would be added to the
400 person waiting list which currently exist for
developmentally disabled individuals requesting services.

Position

The Department of Health and Social Services supports
passage of this bill contingent on the removal of Section Two
concerning the hiring of the Executive birector of the

Council.

Recommended by:
Mike Renfro
Program Admumistrator
Developmental Disabilities

Date:

Approved by:
Theodore A. Mala, MD, MPH
Commissioner
Department of Health and
Social Services

Date:



Attachment |

The following incidence statistics were provided by the
Governor®"s Council for the Handicapped and Gifted and were

derived by use of a complex formula.

The statistical incidence of individuals experiencing a
developmental disability under the state definition 1is 7,067.
The known population seeking or receiving services at this
time is 2,110. This equals 29.8% of the population.

Statistically 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 1is 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).
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service in each categorical disability. flc»tv«r, cbh« amjorizj of
pirjom vonld remain eligible.

Lubin, R., J.V. Jacobson, H. Kiely, (1902} < Projected Lnrpmct of
the functional definition of dtjeelopsontel disabilitiee I The
categorically dieebLed population and service eligibility.
American Journal of Kancal Deficiency, 97,(1), 1992, 73-79.

Szudioe in Herylead concludad chat substantial number* of

persons receiving aarvicaa in the coaunity, or cm waiting lists,
would baaoma ineligible for larvica depending on ch« acrlctnaaa
of tha lacarpraeatloQ of functional lialtatlona.

Harriion, L-M,. Saull, M. 6 Sacha, M. (198A). Adopting the
federal definition of developmental diaabilityi A preliminary
aoalyaia of potancial effects on eligibility. Baltimore, MDI

University of Maryland. School of Medicine.

Studies in Ohio indicated that, using a fadaral dafinitlon, tha
majority of paraona vIth developmental disabilities other than
mantel retardation are already aliglbla for aarvicaa uaing tha
aurvant etcagorieal definition. That is to say, that tha group
of persona defined as having a developmental disability under the
fadaral dafinitlon ore comprised of paraona with mantel
retardation, cerebral palsy, epilepsy, autism, end ocher
neurological conditions. Ohio concluded that the overall numbers
of people to be served or planned for would remain relatively
stable but Chet tha nature of the population and the
eonstellrtion of naeds they represent will change as ocher group*
with low-Incidence disabilities are Included.

Ohio Developmental Disabilities Planning Council. (December
1986). Fiscal implications of adapting the definition of
developmental disability as proposed by tha Ohio Developmental
Disabilitiaa Planning Council. Columbua, QH: Awuthor.

A detailed review of these studies lead# to the following

conclusions.

1}

2)

la general, all seudie* indicate that cho nsjocitj of persons
pcencncly receiving end eligible for services, would remain
eligible for services. There is variance in tha percentage of

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

Of those persons who would become eligible for J«rricss, several
acacc* indicecmd char che aejoeicjr of chose persona are already
being eaeved in one or teors scace agencies. This raises Che
difficult policy cpieetlon of whether services for such persons

i



6).

7)

8)

should bo transferred to a developmental disability agency?*

Except In Maryland, reaeercbora hnvm been limited in chair
ottillcy co predict bou many paraona aid* aligiblo far services
who are 00c preeencly cacoiving eeirricoo, wwuld cceo /onwrd /or

service*. Given Che reported nlucranc* of persona with pbyeieel
disabilities to seek sec/ices from an agency providing eervicoe
designed for parsons with mental recardacion, it may be aaeuaed
that demand foe service* among persona presently outside of the
service system w ill not be substantially increased. This
assumption is fortified by the knowledge that the overall numbers
of persons In the low incidence disability groups wno have
substantial functional limitations is very small in relation to
the numbers of persons who would remain eligible for
developmental disability services.

Maryland data indicate chat chare ere people, pcaoantly umeerved,
bur who are identified amneeding service*, who would bccoaa
ineligible foe services wider a functional definition.

Therefore, adopting the federal definition requires an assessment
of service priorities. Without careful consideration, scaca
planners may end up excluding numerous persons, who while not
presenting severe handicap®, do present significant needs fa;
service. An example can be drown from persons with epilepsy, who
may not have severe functional limitations, but who can benefit
from counseling and other minimal larval incurvantions.

Several of the studies emphasize that While a change in the coral
number* of persons served i€ not anticipated, plannera can
anticipate a change In the types of dlaabllltiea of the persons
served. A developmental disability agency may 0; may nor. have
the expertise, funding optiono, or service array* to anhanca the
well-being of groups of persons with Very disparate needs.

Unpublished daca from Maryland indicate that the cocel numbers of
peracoe eligible for amrvicea cen fluctuate widely according to
how acrletly one intarprece the federal dafinitlon. AIll studies
used the definition as operationalized by Elinor Gollay. Still,
ar.7 number of other interpretations can be made. Any given state
would hava to develop its own operational criteria and instrument
3 assess developmental disabilities. This can be a costly and
time consuming operation.

Whether a state adepts sc age of onaet criteria at age 21 or
Iscer esc hare ¢ substantial impact on the ratal number* of
persona who era eligible for services.

Finally, it busr do remembered choc cho federal definition la



propaaad am a planning Coal CO halp direcc funding and raamarah
maeirieiaa CO person* trich aacm a«v«c« Umpairmanca
Op«r*cxon*lirin5 tha definition into eligibility criteria may be

inappropriate.

Huosroui riaaarehari and «t*e« planner* have attempted to understand
hoe the federal definition of davalopmental disabilities appliaa Co
actual etaca eervicc delivery context*. Most of cho ecudia* project an
increaeo in potentially eligible client*{ one study project* a decrease.
Hone focus on the extent to which those person* who era unserved would
demand different *ervicao ocher than chose provided by che "DD agency"
under an expanded definition, and how many of Cho*e currently ouciide
che system would com* forward.

Given the indeterminate character of potential demand for zurw or
expanded services, othar faccora have to be taken into account whan
developing impact decimates. These factors include the propoeed range
of services Co be provided, Cha quality of aarvicaa, the extent of
outreach and publicity associated with service offerings, and cha way*
in which cha dafinitlon is operationalized.

What also emerges from this overview ia chatche federal dafinitlon
was never intendedto govern service eligibility at the delivery level.
It was intended to focua planning and funding activities on individual*
moat in need and to facilitate further coordination between ageacie* in
the development ofcwmprnaannlve aarvicaa. Without epecific indicators
and instruments toaccompany the outlines of the definition, its
application is ambiguous and somewhat unreliable.

The review of research also raises the question of the potential
exclusion of individuals currently receiving service*. Without any
modifications, the federal definition doea eliminate persona with lea*
severe diaabilitlea who may ia fact require servicaa 1in ordar to
maximize .functioning and well-being.

Finally, the studies underscore hov the federal definition
encompasses disparate disabilities, resulting in a wide range of service
needs. Persons with physical disabilities, persona with brsiu Injury,
persona with «evere learning disabilities, people with terminal aud
debilitating conditions - all require services which do not fall needy

to one agency to provide.

2. Stets axp«rlenc«a in using a functional definition of
developmental disabilities

This aection review* how other states have grappled with the
adoption of * functional dafinitlon for eligibility determination.
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During the £aun« of this projucr, key stiff were interviewed and

documents vers reviewed in a number of scatem. Four states warn
selected Chat had cha most axparlanca and th»'t alao represented a range
of policy options and outcomes. Efforts in Now Jerssy, Maryland, Ohio,

and Connecticut are revisved below. This ia followed br a brief outline

of laseons le«rr.«d.

Now Jorimy. In April, 198;, H«v Jersey chaagad ita Division of
Mental Retardation to tha Division of Developmental Disabilities and
expanded the Division’» mandate to iacluda persons with s vide range of

developmental disabilities. Underlying this organisational change was a
change from a categorical co a functional definition for service
eligibility. For Nov Jersey, this vae a particularly profound change

since the Division of Mental Retardation had not, at chat point, even
expanded Its service mandate to include cerebral pelsy, epilepsy, and
auclsm — a change chac had occurred in many other states. The
transition to a Division of Developmental Disabilities is pert of a

three year planning project.

The definition that has been adoptee by Nev Jersey is similar to cha
federal definition and reads as follows:

"Developmental disability” means a severs, chronic disability of
a person which; (1) Is attributable to a mental or pbyalcal
impairment or a combination of mental or pbyalcal Impairment*:
(2) is manifest before age 22: (3) ia likaly to continue

indefinitely; (4) results in substantial functional limitations
in three or more of tha following arena of major life activity,
that is, self-care, receptive and axpresaive language, learning,

mobility, self-direction and capacity for Independant living or
economic self-sufficiency; and (5) reflects the need for a
combination and sequence of special interdisciplinary or generic
care, treatment or ochar service* which arc of life-long or

axtanded duration and are individually planned and coordinatad.
Developmental disability includes but ia not limited Co severe
disabilities'attributable to mental retardation, autism, cerebral
palsy, epilepsy, spina bifida and ocher neurological Impairments— -
whore the above criteria art met (Bill S-LS26).

This Legislation specifies that, in general, the individual's
disability must be manifest before the ege of 22. However, e later
clause gives cha director of the Division discretion in expanding
eligibility 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 the system would be "grandfathered** in without
undergoing reassessment according tc she new sligibility criteria-

To operationalise tha dafinitlon into sligibility criteria, New
Jersey developed a new screening instrument, the Critical Adaptive



3«h«vi.ora Inventor/ (C.VUI). CABl uicuaa cha pcnanci or absence of
critical skills in aach of cha »ix life activity domains spnaified ia

Ch« legislation.

To aeslsc in planning and Co monitor cha transition Co a Division of
Developmental Disajilitiss , che Developmental Diaablllclfla Council
awarded a grant Co the University A ffiliated Facility ac cha University
of Medicine and Dentistry of Haw Jersey - Kobart Wood Johnson Madicxl
School. Thin projact ia organized around nine cask focca* focusing on
ehuaa arose: Intake and eligibility; training; related aarvicaa;
employment; guardianship, advocacy, and aalf diraction; housing;
transportation; recodifiration; and anneal health and davalopaiantal

diaabilitiaae Tha tear | roport from this effort la avallabla. Tha
second year report ia duo in the winter of 1988. 7oluma Il of tha
report vIll focus on Caak force papers auch aa: interagency agreements

and decisions on staff retraining and raallocaClan.

Individuals intnrviaved in the stata vara reluctant to draw
conclualana abouc cha relative aucceaa of the Cranalcion since tha

procss* is acill underway. They are anticipating an increased easeload
of approximately 160 persona par year with an overall total of 1500 to
1000 at Che and of fiva years. It Is expected thac this increased
demand will flatten out after cone of che pent up demand la
accommodated. These are ball park figures based on the total prevalence
of persons vich disabilities drawn from census and reduced by 30Z, a
liberal estimate of how many of these persona era likely to coma forward

for service, according to the stats administrators.

At preeent, chera has not basn a dramatic increase in demand for

service® . A registry has bean created which presently lists several
hundred namee of r.ev consumers requesting services. The list is
expected to grow once the Diviaion la fully operational. A survey of 10
paraona cn Che ragistry indicates that housing Is the service toast
needed. Bousing in this ease doss not refer to typical group homes,
rather it Is housing adaptations or alternate living situations that
promote Independence and have full accessibility. Stats informants
antlelpaeo chat the largsst consumer group to come forward for service
will he 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

transportation.

The anticipated expansion in the numbers of persona served in Haw
Jersey is basad on rha expectation that there will be an earnest
undertaking to "redirect* service delivery so chat persons vich all
developmental disabilities are Indeed served. Tha redirection of
department efforts hes been well advertised and many different advocacy
groups have been involved. Consonant with che change In service
eligibility, Hew Jersey is substantially revising intake forms and
eervica aaacsamants and is sxpanding and Improving chair case management



sysren ic chat ;I»= uotkurj h«v« a grwuCitr undtrtcandlng of Cha divnrse
n*«d« at can/.uuura. Along with a chin;* 1in niuabera of paraona served,
adminis tracera axpecc chat tha service nix vi.ll ahar.go (e.g., mv a

emphasis on ittii® "*»t aarvicaa, etc.).

Tha oupc«cunlry ca include a divers* number of disability types inco
tha service system r.aa encours; »d Haw Jarany administrators Co rathink
hvw chey currently provlda aarvicaa to paraona having mental
racardacion. Rather chan adopt a ‘woob Co Cocab"” approach to cha now
diaability comuaara, tut workara «;« balng tralnad CO adapt to > truly
"client driven >r»c«y" vlth an amptiaaia on laaac reeccietive
eiivLroiuuisnc) , vary individualised treatment planning, and provision of
tha minimum lcval of service intarvantlon, Sarvioa prwidora sra
discovering thst small adjuecmence auch aa an adapclva device can
*nelior»t» urgent mads. In like fsehion, creaClva aoluCiona to
traditional mental ratardatlon sorvlce naada ara being sought. Although
there has reportedly beer, some rnoiatance by nan mentally recorded
disability groups tc come to tha Division tor services, cha rodeet
increase in legislative funding allocated and cha efforts of tha
department described above have helped to alleviate tha aaaoclatad

stigma.

With respect to the elimination of individuals currently eligible

for services, persons in Reu Jersey have several observations. First,
cr« r.ev definition will not be used to reaseesa those currently
receiving services. Second, the instrument that haa been developed
should not screen out anyone in need of service*. However, in order to

ensure chat no one is adversely or unjustly affected by the nav
definition, the state intends to conduct an evaluation at the end of a

year.

Ohio. Ohio’s Department of Mental Retardation and Developmental
Disabilities bad been using a categorical definition for service
eligibility that included mental racardacion, cerebral palsy, epilepsy,
and autism. The currant definition, vnile still limited to these four
categories of disabilities, requires that Che disability be manifest
prior to age 18, and requires a substantial handicap. A substantial
handicap Is defined as equivalent to the abilities of parsons vlith
moderate, severe, or procour.d retardation.

Because oe concerns cnat many individuals with developmental
disabilities, other than che four categories specified in tha
definition, ware balng unfairly excluded from services, a new definition

has been proposed and 1is currently before the legislature. This
definition is similar to the federal definition vith Che following
exceptions: it excludes Individuals vich a solo diagnosis of mental

illness, it includes individuals whose disability la likely to result In
substantial functional limitations without seme intervention (not Ju»c
those who already have substantial functional Ilimitations), it includes
all children under che age of three who have only one development:*!



delay, *c includs* children batcv«*n cha age# of thra* and six who have
[WO developmental delays, and ic givae cha director of Chn Offlea of
Mantal Retardation and Developmental Diaubiiitien discretion in
accepting additional parsons far i«rvlca> Individual* Interviewed In

Ohio aro hopaful thac chi* legislation will pass. Thoy do aaC expect a
dramatic increase in demand for aerviceo aa a caault of Cha definitional
change. In cha flrsc placa( tha legislation dooa noc operationalise
eligibility criteria. Tha Office of Hantsl Retardation and
Developmental Disabillclaa will define thaae criteria at a later data
and It is unlikely that they will eat cha criteria, so that they will
admit paraona for vhom they have no raaourcea. Second, curranc Ohio lav
avLChorisee service dollvary to certain categories of persons vith
disabilities. It doee ncc mandate that all eligible paraona bo served.

Ae a result, OMR/DD has the ability to ooncrol Cho amount of service
provided.

M aryland. In considering strategics for expanding servica delivery
for persona vich disabilities in Haryland, cha fadaral dafinitlon of
developmental diaabilltlea (PL 99-527} vst cho first Co be evaluated.
Tho full federal dafinitlon v«* not adopted. Tha major reservation va*
chac cho definition did littlo to oporaeicnuliza eligibility criteria
and left too much ambiguity in the concapc of substantial functional
impairment. A study conducted by Michael 5mull suggested hov much
variability could be expected given different ways of defining
"substantial impairment.* Smull and hi* colleague* conducted a study of
1,602 fifcaen-yoar-olds vho ware in xpecial education. Thar found chat
different dafinitlon* of functional limitation yialdod eligibility rates
ranging from .571 Co 2.052 of cha general population.

In July, 1986 cha Haryland legislatures paeaed a bill authorizing tha
Mental Retardation and Developmental Disabilities Administration to
adopt a "modified" developmental disabilities definition.. This act

moved the scats from a categorical definition that included mantel
retardation, cerabral palsy, autism, and epilepsy, to a more functional

definition.

M aryland’s dafinitlon differs from tha federal definition in soma

incarnating vays. In cha first place, the definition clearly excludes
those individuals whoso disability results solely froa mental illness.
These persons will continue to receive services through the stats'e

Mental Hyglena Administration. Secondly, where the federal definition
specifies thac an individual must be substantially functionally limited

in at lsaac three of saven major U fa activity areas, Maryland's
modified dafinitlon focusaa only on tha individual's ability Co live
independently. This variabla is measured In terns of personal sad
household management and css of community resources. The third, and
perhaps most interesting departure from che federal definition involve*
the establishment of a cvo-tiared eligibility screen. As noted in the
earlier discussion, Individual* vho meet all criteria specified in. tha
dafinitlon (i.e. a diagnosis other than mental illnas* xlone, aga of
onset before 22, and substantial functional limitation In the ability to



live independently] ar» eligible for cha full rant# of service* orfnrac
87 cha scate agency.

Those individuals vho fail so oaac all of cha criteria fur
deveicpsental disacilitiaa 3*7 still bo eligible for individual support
services. To bo ellgibla for Cha upper tier of aervicea wo conditions
of disability muse still be cat. T3ie individual aupporc aarvicaa for
persons vIith milder limitations do noc include full day oervicee and

residential service*, buc includa support services focusing on
prevention, and enhancing cha individual'a ability to live Indapandantly
in cha cotmunity, which say Includa Ilaited day aarvicaa and raaldanclal
auparvtalon.

It Is anticipated Chat this modified definition will, in fact,
reduce the number of perrons eligible (chough noc naceaaasily cha accual
numbers of persona served) for the full range or aarvicaa in Maryland.
Under tha categorical definition, slightly more chat 3Z of cha
papulation vere eligible for the full range of services. Under, che aev
modified definition, only 1.7X are expected to qualify for tha full
range of xarvlic.es. Individuals who would hava qualified under the old
definition will remain eligible for individual aupport services, buc
w ill noc be eligible for full day and residential services. A
grandfather clause in cha legislation procacts tha eligibility status of
people already in the service system.

Daspira an overall reduction in Che number of persons eligible for
service, che adoption of cha functional definition opened the service
doors co a broader spectrum of disability groups, and consequently a

waiting list of 2,000 persons with disabilities ocher chan mental
retardation has fcrmed is. Maryland. Heeds assessments have been
conducted by Morrison, Sachs ft Smull (1986) on the parsons on cho
mwaiting list. The waiting list represents che best information known in
any of che states chat have changed definitions to project cha numbers
of persons with disabili'i«<> other than mental retardation chat will
actually com®'forward for servica, giver, changed service eligibility,
and what their service needs are. However, Maryland researchers view

this cata as an underestimate of che cccal numbers of persone vlith
disabilities ocher chan mental recacdacion that may com* forward for
service. They explain chat limited funds end a limited service array
discourage many pocential consumers from identifying themselves for

service.

3iwr.il. In 1983, Hawaii changed from a categorical definition of
disabilities that included nantal retardation, epilepsy, aucixo and
cerebral palsy to the federal definition of developmental disabilities.
Persons eligible for servlets under the old categorical definition were
automatically eligiole for services under the new definition. However,
it 1# anticipated tha: persons with aild impairments will be screened
out In future y¥*aia’.



Persons In Hawaii coco that they had anticipated an increase |In
demand £sr sotvice# aa a rasv.It of thla change. Hcrvavor, to data, chars
has noc baan an incnaaa in cha amount of aarvica pro-aided. Tiro reasons
ara Cited Co explain chia. In cha first place, the change in.
eligibility waa not advertised widely. Second, che Hawaii acatute doaa
noc mandate that all tarvica applicants be served. The department
operates within a budget and provides aarvicaa only- within its means.
Hew resources site not allocated, and thus new services were noc

developed.

The moat noticeable change has occurred in cha area of case
management. Since tha scaca agency is now dealing vIth not* Individuals
having more complex physical disabilities, ease managers have had -o
adapt chair strategies and reach out to different types of service

providers.

errantly, cho state is actsmpclng to operationalise the eligibility
criteria and to develop an Instrument for assessing substantial
impairment in three at rhe seven major life activities specified in the
federal definition. They ~ri also working on due procese and grievance

procedures for persons who arc determined to be ineligible for services
under the federal definition.

California. California considered adopting a functional definition
for developmental disabilities in Che early 1930's. The Health and
W elfare Agency contracted with Berkeley Planning Associates (BPA) to
explore che implications of making this change. As noted above, the BPA
study described alternative organisational arrangements that were
possiblo for the stats to consider and summarized data on prevalence
races for various disabilities using both the federal definition of
developmental disabilities sod the categorical definition replayed in
California. On the basis of data from the 1976 Survey of Inccrus end
Education, BPA concluded that tha transition to the federal definition
mlghc mean that four times as many individuals as ere currently eligible
for the services of the D. D. Division would become eligible. On the
basis of these projections and their assessment of the current service
delivery system in ths stats, California officials decided .igaixuBt tha
federal definition and kept the categorical definition that included
mental retardation, cerebral palsy, epilepsy and autism.

Paraona in the stats do noe feel that there are substantial numbers
of individuals who arc unserved, They believe that those persons who do
noc meet the eligibility criteria of their categorical definition are
receiving aarvicaa through ocher state agencies.

SunmMtrj of L*mtoat froa Othoc Scarce. The review of experiences in
other states vIth changing definitions of developmental disabilities
includes soma considerations of Import to Arkansas, including the

following:

15



Aa found In che Hiuaii axperlanca, ahangaa In agency MqgdacCfi
Cand Co have an isauadlaca impact on case aanagern who n<u*c
raach out CO different groups and leem different sarvicu
systems and providers.

Tha Ohio axparlnnca illustrata* a way Co focus attention on
paraona ulch savers diaabilicieo while also recognising cha
aupporc naada of paraona with nor* moderate disabilities. By
including a section in cha dafinitlon chec allow* eligibility
for persons vho would develop aevcri limitation* in the

aboance of intervention. Maryland'* “two tier* approach la
also a reapons* Co assuring paraona with lasa severe
diaeblliclea recaivn needed aupporc.

Tha Haw Jersey approach recognize* the importance of an
evaluation In order Co enaure that the application of a new
definition does not unduly penalize any particular disability
group. New Jersey’s three year phaae-In ia alao a useful way
of ensuring orderly Implementation.

The review of changes in Hawaii’s system reinforce* the
Importance of developing a grievance mechanism to ensure the
any definitional changes do noc result in unjust service
exclusion.

The New Jersey end Maryland reviews draw attention to the
necessity to develop instruments that are capable of
discriminating among those who are eligible and thoee who are
noc eligible for services.
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Senator Jim Duncan
State Capitol Building
Juneau, AK 99811 Feb 15, 1991

Dear Senator Duncan,

I support Senate Bill 52, a Bill to change the definition of
Developmental Disabilities to conform with the Federal
Definition. We have been too long 1in changing the
definition to be more reasonable and fair for all <children
and families whe experience a developmental disibility.

Therefore, your Bill is welcomed. As a former Director of
the State"s Developmental DisiDili ties Program 1in The
Department of Health and Social Services, I wish to tell you

that my job would have been made more efficient had we had a
more appropriate defit ion to work with such as you are
proposing. If I can be of help in your efforts, please
contact me at 58(5-22*13 or 586-1627.

Sincerely,

Rf/bert P. Gregovichy Ph .D
202 Troy Ave
Juneau, Alaska 99801



Oct. 3 EDIIC. OF HANDICAPPED ACT AMEND.

Hource but for the enactment of this purt, except that whenever
considered necessary to prevent the delay in the receipt of appro-
priate early intervention services by the infant or_toddler or family
In a timely fashion, funds provided under section 673 mai/ be used to
pay the provider of services pending reimbursement from the
agency which has ultimate responsibility for the payment.

“(b)'Reduction ok Other Benefits.—Nothing in this part shall be
construed to permit the State to reduce medical or other assistance
available or fo ulter eligibility under title V of the Social Security
Act (relating to maternal and child, health?}or title XIX of the Socia|
Security ACt (relating to medicaid for handicapped infants and
toddlers) within the State.

"state interagency coordinating council

"Sec. 682. (a) Establishment._(l)_Ang State which desires to
receive financial assistance under section 673 shall establish a State
Interagency Coordinating Council composed of 15 members.

"(2)"The  Council and” the chairperson of the Council shall he
appointed by the Governor. In making appointments to the Counci
the Governor shall ensure that the membership of the Council
reasonably represents_the 80pu|a_t|0n of the State.

"(d) Composition.—The Council shall be composed of—

“(1) at least SéJarents of handicapped infants or toddlers or
handica Fed children aged 3 through 6, inclusive, _
"(2) at least 3 public or private providers ofearly intervention
service
II$3
II4
(5). other members representing each of the apPropnate
agencies .involved in the provision of or payment for early
intervention services to handicapped infants and toddlers and
their families and others selected by the Governor. ,

"Lc) Meetings—The Council shall_meet at least quarterly and in
such places as it deems necessary..The meetings shall be ‘publicly
announced, and, to the extent appropriate, open and accessible to
the 8eneraf public. ,

"(0) Management Authority.—Subject to the approval of the
Governor, the Council may prepare and approve a hudget .usmﬁ
funds under this part to hire staff, and obtain the services of suc
Frofessmnal,, technical, and clerical personnel as may be necessary
ocarry outits functions under this part. W

"(e) Functions of Council.—The Council shall—

, "(1& advise and assist the lead agency designated or estab-
lished under sectjon 676(bX92,|n the ‘performance of the respon-
sibilities set out in such section, particularly the identification
of the sources of fiscal and other support for services for early
intervention programs, asmgnment offinancial responsibility to
the approprlate agency, and the promotion of the interagency
agreements, _ , .- _

"(2) advise and assist the lead a?ency in the preparation of
applications and amendments therefo, and

"(3) prepare and submit an annual report to the Governor and
to the Secretary on the status of early intervention ,Frograms
for handwapﬁe infants und toddlers ‘and their families oper-
ated within the State.

1

t least one representative from the State legislature,
t least one person involved in personnel preparation,
an

=3

100 STAT. 1153

J £35

I\L. 99-157

Sec. 101

12 usc 701.
42 USC 1396.

20 USC MS2.

Report,
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P.L. 99-457
See. 101

State and local
govemmenta.
Education

20 USC 1483.
20 USC 1416,
1417, 1420.

Guam.
American
Samoa.

Virgin Islands.
Republic of the
Marshall
Inlands.

Federated States

of Micronesia.
Republic of
Palau.
Commonwealth
of the

Northern
Mariana.
Islands.

20 USC 1484,

20 USC 1416.

LAV/S OF 99th CONG—2nd SESS. Oct. 8

"(0 Conflict of Interest.—Nomember ofthe Council shall cast a
vote on any matter which would provide direct financial benefit to
that member or otherwise give the appearance of a conflict of
interest under State law;

"(%)_Use of Existin% Councils—To the extent that a State has
established a Council before Seﬁ_tember_ 1, 1986, that is comparable
to the Council described in this section, such Council shall be
considered to be in compliance with this section. Within 4 years
after the date the State accepts funds under section 673, such State
shall establish a council that complies in full with this section.

"FEDERAL ADMINISTRATION

"Sec. 683. Sections 616, 617, and 620 shall, to the extent not
inconsistent with this part, apply to the program authorized by this
part, except that— oo 1

"(1) any reference to a State educational agency shall be
deemed to be a reference to the State agency established or
designated under section 676(bX9), . ) )

‘ ]hany reference to the education of handicapped children
and the education of all handicapped children and the provision
of free public education to all ‘handicapped children shall be
deemed to he a reference to the provision of services to handi-
capped infants and toddlers in accordance with this part, and

‘FS) any reference to local educational agenmes and inter-
mediate éducational agencies shall be deeme
to local service providers under this part.

to be a reference

"allocation of funds

"Sec. 684. Sa) From the sums appropriated to carry out this part
for any fiscal year, the Secretary may reserve 1 percent for pay-
ments'to Guam, American Samoa, the Vm%ln Islands, the R.. ublic
of the Marshall Islands, the Federated States of Micronesia, the
Republic of Palau, and the Commonwealth of the Northern Mariana
Islands in accordance with their respective needs.
c"(bX1) The Se_cretar¥ shall make payments to the Secretary of the
Interior accordln(%_to he need for such assistance for the provision
of early intervention services to handicapped infants and toddlers
and their families on reservations serviced by the elementary and
secondary schools operated for Indians by the Department of. the
Interior. The amount of such parment for any fiscal year shall be
1.25 percent of the ag%regate of the amount available to all States
under this part for tha f|w"|¥ea_r. L
"(2) The Secretary ofthe Interior may receive an allotment under
paragraph (1) only after submitting to the Secretar%an application
which meets the fequirements of section 678 and which is aEpro_ved
by the Secretary- Section 616 shall apflg to any such application.
“(cXI) For each of the fiscal years 1987 through 1991 from the
funds remaining after the reservation and payments under subsec-
tions (a) and &b? the Secretary shall allot to each State an amount
which bears the same ratio to"the amount of such remainder as the
number of infants and toddlers in the State bears to the number of
infants and toddlers in all States, except that no State shall receive
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BOARD: HANDICAPPED AND GIFTED. GOVERNOR'S COUNCIL FOR THE
BOARD IDENTIFICATION NUMBER: 43

TITLE: Governor's Council for the Handicapped and Gifted
DEPT: Department of Health and Social Services

AUTHORITY: AS 14.30.231 & 47.80.030; PL 100-146 & S9-457
STATUS: ACTIVE TERM: 3 years

DESCRIPTION: 18-23 members appointed by Governor: 50% must
represent the developmentally disabled” (D.D.) or garents or

guardians of same (as noted In the Special Facts below); with
geo%raphm halance ‘and variety of handicaps represented. 1/3
must represent the principal State agencies, concerned with
services for handicapped/gifted; 1 member must be a State
Ie%lslator; 1 must represent the Older Alaskans Commission
(which may also double as a State Agency representative).

Members sérve at pleasure of Governor. "Council selects chair.

SPECIAL FACTS: Serve at the pleasure of the Governor. Federal
funding. Federal law (which supersedes state law) requires that
e state council must be comprised of at least 50% consumers:
1/3 of 50% must bhe primary consumers - persons with D.D
severe/chronic mental or physical impairment

efore age twenty-two; (B? balance may bhe secondary
who are "parents or guardians of such'D.D. persons;

of 50% consumers must be persons who are immediate
uardians of persons with mentally impairing D.D
of these individuals shall be an” immediate

ardian of an institutionalized or previously
e
d
r

=
3]
— Qo

f
U .
ized person with a D.D.).  For Alaska, this means
9 parents or guardians, or people with

i

developmental abilities.” They may not be employees of a
n

state agency o other agency which receives funds or
provideS services under this Public Law.

FUNCTION: Interdepartmental planning/coordinating agency of the
Dept, of Health and Social Services, "the Dept, of Education, and
other departments which deliver services to handicapped or
gifted. "State planning council for J)urposes of federal laws
relating to the handicapped or gifted.

COMPENSATION:  Standard travel/per diem. MEETINGS: 3 times per
year, committee meetings included; 15 days maximum.

»FOR FURTHER INFORMATION CONTACT: Director, Governor's Council
for the Handicapped and Gifted, University Plaza_O ffice West,
Suite B, 600 University Avenue, Fairbanks, AK 99709

PHONE: 474-2440 (Féewsed 1/114791)

a
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HANDICAPPED AND GIFTED

MEMBER

Kathy Allely
P.O. Box 773333

Eagle River 99577
Consumer/Secondary

Keith Anderson
DOE, Div. Voc. Rehab., Box F
Juneau 99811
State Agency/DOE, Voc. Rehab.
Josephine G Barresi
P.O. Box 711

Bethel 99559
Special Ed/Teacher

Susan M  Beck

Box 82556

Fairbanks 99708
Consumer/Secondary

Mary Cattanach
P.O. Box 6614

Anchorage 99519
Gifted/Talented

Roger Claussen
2210 Roosevelt Drive
Anchorage 99517

Consumer/Primary

DHSS staffnember
DHSS, P.O. BOX

Juneau 99811
Conm./DHSS/Des.

Duane M French
3710 Woodlawn Avenue
Anchorage 99503
Consumer/Primary

Chair-

Bob Gore

119 Austin Street, <911
Ketchikan 99901

State Agency/OAC

APPT
88/09/14

07/10/01

88/09/14

88/09/14

88/09/14

89/11/09

90/00/00

86/03/03

88/09/14

REVISION DATE: 1/15/91

REAAPT  REAPPT TERM
0/00/00 0/00/00 91/06/30
90/11/05 07 00/00 93/06/30
0/00/00 0/00/00 91/06/30
0/00/00 0/00/00 91/06/30
89/08/28 0/00/00 92/06/30
0/00/00 0/00/00 92/06/30
0/00/00 0/00/00 0/00/00
86/09/19 89/08/28 92/06/30
0/00/00 0/00/00 91/06/30



HANDICAPPED AND GIFTED

MEMBER APPT
Steve Hole 86/10/02
Commissioner, DOE, Box ?
Juneau 99811
Comra./DOE/Designeo
Eileen Lally 90/11/30
6508 Fairweathor Place
Anchorage 99518
Higher Education
Robert "Bob" Locke 88/09/14
4133 Aspen Avenue
Juneau 99801
Consumer/Secondary
Chair
Susan K Nelson 90/11/05
4601 Reka Drive, C-8
Anchorage 99508
Consumer/Primary
Mike Renfro 88/09/14
P.O. BOX H-04
Juneau 099811
State Agency/DHSS/Div.Ment.Health 6 D.D.
James Rich 90/11/05
DOE/Ed.ProgramSupport/P.O.BoxF
Juneau 99811
State Agency/DOE/Education Support
Brenda Trurable 86/09/19
P.O. Box 136
Klawock 99925
Consumer/Secondary
Valerie A Van Brocklin 89/11/09
9631 Hillside Drive
Anchorage 99516
Advocacy Representative

VACANT 0/00/00

Legislator (Governor Appointment)

REVISION DATE: 1/15/91

REAAPT  rearrt TERM
89/08/28 0/00/00 92/06/30
0/00/00 0/00/00 91/06/30
0/00/00 0/00/00 91/06/30
0/00/00 0/00/00 93/06/30
0/00/00 0/00/00 91/06/30
0/00/00 0/00/00 93/06/30
89/08/28 0/00/00 92/06/30
0/00/00 0/00/00 92/06/30
0/00/00 0/00/00 93/06/30

C
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Blanche Walters
P.O. Box 728

Nome 99762
Consumer/Secondary

Sandra Watson
P.O. BOX 1063

Wrangell 99929
Special Ed./ Admin.

Jenny Weaver
BOX 703

Pelican 99832
Consumer/Secondary

Jonni Wingfield
3236 LaToUche, Apt. #4
Anchorage 99508

Consumer/Primary

Leslie H Yameimoto
P.O. BOX 83496
Fairbanks 99708

Consumer/Secondary/Institution

APPT
81/06/30

90/11/05

88/09/14

88/09/14

90/11/05

REVISION DATE  1/15/91

REAAPT  REAPPT TERM
90/11/05 87/10/01 93/06/30
0/00/00 0/00/00 93/06/30
0/00/00 0/00/00 91/06/30
0/00/00 0/00/00 91/06/30
0/00/00 0/00/00 93/06/30



