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Revision Date: _____________

* STATE OF ALASKA
1991 LEGISLATIVE SESSION

BILL NO. SB 52

Department Affected: Health & Social Services
Tltifi; R e la t in g  to  G o v e rn o r's  C ounc il f o r  t h ran - Community D eve lopm en ta l D i s a b i l i t i e s  G rants

Handicapped & G ifte d  & d e f i n i t i o n  o f  
O e v ^ B S e n t a i i y  d is a b le d  Duncan

Component: None

Requestor: Hea lt h  E duca tion  & S o c ia l 
S e rv ic e s

Expenditures/Revenues: (Thousands of Dollars)

COMPONENT SERIAL NO.

OPERATING FY 92 FY 93 FY 94 FY 95 FY 96 FY 97

PERSONAL SERVICES 0 0 0 0 0 0
TRAVEL 7) 0 0 0 0 0
CONTRACTUAL 0 0 0 0 0 0
SUPPLIES 0 0 0 0 . 0 0
EQUIPMENT 0 0 0 0 0 0
LAND & STRUCTURES 0 0 0 0 0 0
GRANTS, CLAIMS 0 0 0 0 0 0
MISCELLANEOUS 0 0 0 0 0 0
TOTAL OPERATING 0 0 0 0 0 0

CAPITAL 0 0 0 0 0 0

REVENUE 0 ........I 0 I 0 .! 0 ; I 0 0 ........1
FUNDING: (Thousands of Dollars)

GENERAL FUND 0 0 0 0 0 0
FEDERAL FUNDS 0 0 0 0 0 0
OTHER 0 0 0 0 0 0

TOTAL 0 ° .  - 0 0 0 0

POSITIONS:
FULL-TIME 0 0 0 0 0 0

PART-TIME 0 0 0 0 0 0
TEMPORARY 0 0 0 0 0 0

Estimate of current year impact:_
ANALYSIS: (Attach a separate page if necessary.)

I d e n t i f i e d  in d iv id u a ls  wculd be added to  the  D eve lopm en ta l D i s a b i l i t i e s  W ait L i s t .  
P ro v is io n  f o r  s e rv ic e s  would be c o n t in g e n t  upon fu n d in g  req u e s t by th e  Mental H ea lth  
Board and th e  G ov e rn o r .
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S e n a t o r  J im  D u n c a n
P . O .  B o x  v J u n e a u , A l as ka  

(907) 465-4766
99811-3100

COMMITTEES: 
F i n a n c e  

V i c e  C h a i r  -  

H e a l t h  E d u c a t i o n  

&  S o c i a l  S e r v i c e s  

B u d g e t  &  A u d i t  

B a n k i n g *  

E c o n o m i c  

D e v e l o p m e n t

M E M O R A N D U M

DATE: January 24,1991
TO: Senator A rliss Sturgulewski, Chair

Sen^teJlealth, Education, and Social Services Committee
FROM: Senatm^&m Duncan
RE: SB 52, re lating to the Governor's Council for the Handicapped

and Gifted and the definition of'developmentally disabled'.

Thank you for your interest in scheduling SB 52, relating to the 
Governor's Council for the Handicapped and Gifted and the definition of 
'developmentally disabled'.
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 (I.C.C.) for P.L. 99-457, the 1986 
Education and Handicapped Act Amendments affecting children from 
b irth to 3 years of age. In  other states, the Interagency Coordinating 
Committee has been established as a separate 15 member board charged 
w ith planning services for handicapped children between the ages of b irth 
to 3 years. In  order to blend the Council and the I.C.C. into one body, a 26 
member body is necessary w ith 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

D istrict C



Senator A rliss S turgulew ski, Chair
Senate Health, Education, & Social Services Committee
January 24,1991
Page 2

8 State Agency Representatives, including those adm inistering 
federal funds provided through the:

Rehabilitation Act of 1973 (DVR)
Education of the Handicapped Act (DOE)
Older Americans Act of 1965 (Older A laskans Commission) 
T itle X IX Social Security Act (DHSS/DMA)
4 representatives of departments providing services to people 
with d isab ilities including the Division of Mental Health and 
Developmental D isabilities, Deputy Commissioners of DOE and 
DHSS who represent more than one division or program, or 
the Department of Community and Regional Affairs

13 Prim ary and Secondary Consumers representing different age 
groups, types of d isab ilities, 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 Di sector of the Council by 
the Council pursuant to new federal requirements. P.L. 101-496 states that 
"Each State Planning Council shall, consistent w ith State law, hire a 
Director of the State P lanning Council who sha ll be supervised and 
evaluated by the State P lanning Council and who sha ll hire and supervise 
the sta ff of the State P lanning Council."
Section  3. Amends the state definition of developmental d isab ility to comply 
w ith the federal definition. This amendment w ill allow severely physically 
handicapped ind iv idua ls to receive services such as respite care, day care, 
homemaker and community liv in g  services. Current state law provides for 
such services only for menta lly handicapped ind iv idua ls.

I  urge your support for these amendments to 47.80, Persons w ith 
Handicaps.
A ttachments



Senator Jim Duncan 
Alaska State Senate

\Room 119, Capitol Building 
Juneau, AK 99811

\

Dear Senator Duncan:

Even though the session is almost over, I am compelled to write to you to^pc

I am a widow with two young sons and one daughter, age 13. My daughter, Lcshbivis severely physically 
handicapped-ihe nature of her problem is "Arthrogryposis multiplex congenital." Lcsltes$unable 'to take 
care of her daily needs such as bathing, 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 I thought we were lucky. I have gone to several sources attempting to gain 
help in caring for Leslie. 1 have contacted the Department of 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 come ease the strain of Leslie’s daily care and basically any services we could so gratefully acccp 
available.

I

H&SS representative Alison Seymour stated to me that the Federal definition of "developmentally disabl 
included those individuals termed "physically handicapped," yet 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 struggle to live a normal life. I believe I remember when that deletion occurred, beca 
Leslie had been enrolled in St. Jude’s Center from age 2 until 5. She had been covered under their rcsj 
program until around age 4 and I remember the Director coming to me and telling me Leslie was no Ion 
eligible for respite care. Certainly I needed the time off but sadly enough the State had decided o 
mentally deficient people should be assisted.

I realize this letter is lengthy, but I have tried for so long to find help to make life easier for my daugh 
and my family that I really know no way to shorten my plea. I have heard of those with cerebral pa 
Down’s Syndrome, or even those with low I.Q.’s receiving phenomenal benefits--even up to one paste. „ 
daughter’s family given a van for her daughter. I have been worrying about how to carry Leslie in her 
electric wheelchair after her operations in late 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.

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 I 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 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 suggestions. I 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 1 have a resident since July 1978?

//Deborah Trcagcr 
^3201 Nowell Avenue 

Juneau, Alaska 99801 
Employee: Department of Corrections

Southeast Region/Telephone: 465-3376



FEDERAL DEFIN ITION:

" T h e  t e r m  ' d e v e l o p m e n t a l  d i s a b i l i t y '  r aenna  a s e v e r e . c h r o n i c
d i s a b i l i t y  o f  a p e r s o n  w h i c h —
( A)  i s  a t t r i b u t a b l e  t o  a m e n t a l  o r  p h y s i c a l  i m p a i r m e n t  o r  com­

b i n a t i o n  o f  m e n t a l  and  p h y s i c a l  i m p a i r m e n t s ;
( B )  i s  m a n i f e s t e d  b e f o r e  t h e  p e r s o n  a t t a i n s  a g e  t w e n t y - t w o ;
( C)  i s  l i k e l y  t o  c o n t i n u e  i n d e f i n i t e l y ;
( D)  r e s u l t s  i n  s u b s t a n t i a l  f u n c t i o n a l  l i m i t a t i o n s  i n  t h r e e  o r  

m o r e  o f  t h e  f o l l o w i n g  a r e a s  o f  m a j o r ,  l i f e  a c t i v i t y :
( i )  s e l f - c a r e ,

( i i )  r e c e p t i v e  a n d  e x p r e s s i v e  l a n g u a g e ,
( i i i )  l e a r n i n g ,

( i v )  m o b i l i t y ,
( v )  s e l f - d i r e c t i o n ,

( v i )  c a p a c i t y  f o r  i n d e p e n d e n t  l i v i n g ,  and  
( v i i )  e c o n o m i c  s e l f - s u f f i c i e n c v ;  a nd

( E )  r e f l e c t s  t h e  p e r s o n ' s  n e e d  f o r  a  c o m b i n a t i o n  a n d  s e q u e n c e  
o f  s p e c i a l ,  i n t e r d i s i p l i n a r y , o r  g e n e r i c  c a r e ,  t r e a t m e n t ,  
o r  o t h e r  s e r v i c e s  w h i c h  a r e  o f  l i f e l o n g  o r  e x t e n d e d  d u r a ­
t i o n  a n d  a r e  i n d i v i d u a l l y  p l a n n e d  a nd  c o o r d i n a t e d . "

PL 9 5 - 6 0 2 ,  S e c t i o n  1 0 2 ( 7 )

STATE DEFIN ITION:

A D eve lopm en ta l D i s a b i l i t y  i s  a D is a b i l i ty  W h ich :
( A )  i s  a t t r i b u t a b l e  t o :

( i )  m e n t a l  r e t a r d a t i o n ,  c e r e b r a l  p a l s y ,  e p i l e p s y ,  o r  
a u t i s m ;

( i i )  a n y  o t h e r  c o n d i t i o n  f o u n d  t c  be c l o s e l y  r e l a t e d  t o  
m e n t a l  r e t a r d a t i o n  b e c a u s e  t h e  c o n d i t i o n  r e s u l t s  
i n  i m p a i r m e n t  o f  g e n e r a l  i n t e l l e c t u a l  f u n c t i o n i n g  
o r  a d a p t i v e  b e h a v i o r  s i m i l a r  t o  i m p a i r m e n t  
r e s u l t i n g  f r o m  m e n t a l  r e t a r d a t i o n ;  o r

( i i i )  d y s l e x i a  r e s u l t i n g  f r o m  a d i s a b i l i t y  d e s c r i b e d  i n
( i )  o r  ( i i )  o f  t h i s  s u b p a r a g r a p h ,  and

( B )  c o n s t i t u t e s  a s u b s t a n t i a l  h a n d i c a p  t o  t h e  p e r s o n ' s
a b i l i t y  t o  f u n c t i o n  n o r m a l l y  i n  s o c i e t y .



I '  l  i i 7 i -  i n * -

5 I - S L A 7 E  R e p o r t P u T ? C J a n u a r y  1 7 .  lO G l

a n a

( . 11 b v  s t r i k i n g  o a f d y i ' a w h i  I i . 1 a n d  ( 5 )  o f  s u b s e c t i o n  ( f )  a n d  i n s e r t i n g  
t h e  f o l l o w i n g  n e w  P B i ' a ^ r g o h :

" ( 4 )  E a c h  S t a t e  P l a n n i n g  C o u n c i l  s h a l l  u t i l i s e  t h e  i n f o r m a t i o n  d e v e l o o e d  
p u r s u a n t  L o  u a r a y r a w i b  ! l ) .  ( 1 ) ,  a n a  ( 3 )  i n  d e v e l o p i n g  t n e  S t a t e  o l a n . " .

S E C .  1 2 .  S T A T E  P L A N N I N G  C O U N C I L S .
S e c t i o n  1 2 4  o f  t n e  A c t  i s  a m e n d e d - -  

f I ) i n  s u b s e c t i o n  l a i —
( A )  b y  s t r i k i n g  " w h i c n  w i l l "  a n d  i n s e r t i n g  " t o " ;  a n a
( B )  b y  s t r i k i n g  t h e  p e r i o d  a t  t h e  e n d  t h e r e o f  a n d  i n s e r t i n g  " b y  

c a r r y i n g  o u t  p r i o r i t y  a r e a  a c t i v i t i e s . " ;

( 2 )  i n  p a r a g r a p h  C l )  o f  s u b s e c t i o n  ( o )
( A )  b y  s t r i k i n g  " m a v "  a n d  i n s e r t i n g  " s h a l l " ;  a n d
( B )  b y  s t r i k i n g  " h i r ' d ' 1 a r i d  i n s e r t i n g  " f u n d  a l l  a r . f i  v i  t i e s  u n d e r  

t h i s  o a r t .  ( e x c e u o  a d m i n i a t r a t i v e  c o s t s  a e a c r i b e d  i n  s e c t i o n  
1 2 2 ( d ) ( 1 ) )  a n d  t o  h i r e " ;

f 3 )  i n  s u b s e c t i o n  f c ) - -
( A ) b y  r e d e s i g n a t i n g  p o r a g r a b r i  ( 2 )  a s  P a r a g r a p h  ( 3 ) ;  a n d
f B )  b y  i n s e r t i n g  a f t e r  p a r a g r a p h  ( 1 )  t h e  f o l l o w i n g  n e w  p a r a g r a p h :

' 2   ̂ E a c h  S t a t e  P l a n n i n g  C o u n c i l  s h a l l ,  c o n s i s t e n t  w i t h  S t a t e  l a w ,  h i r e  a _  
h i  r e c t o r  o f  t h e  S t a t e  P l a n n i n g  C o u n c i l  w n o  s h a l l  b e  s u p e r v i s e d  a n d  e v a l u a t e d  
b v  t h e  S t a t e  P l a n n i n g  C o u n c i l  a n d  w n o  s h a l l  h i r e  a n d  s u p e r v i s e  t h e  . s t a f f  o f
t h e  S t a t e  P l a n n i n g  C o u n c i l .  : a r c  ~~

C4  J i n  p a r a g r a p h  I ' 1 'J o f  s u b s e c t i o n  ( d )  b y  s t r i k i n g  
i n s e r t i n g  " a n d  s u b m i t  a f t e r -  c o n s u l t a t i o n  w i t h " .

j o i n t l y  w i t h "  a n d

o f  s u b s e c t i o n  ( a )  o f  s e c t i o n  1 2 5  o f  t h e  A c t

f o r  a n y  f i s c a l  y e a r  t h e

S E C .  1 3 .  S T A T E  A L L O T M E N T S .
P a r d y r - a o i i s  ( 3 ) ,  ( 4 ) .  ( 5 1  a r i d  6

a r e  A m e n d e d  t o  r e a d  a s  f o l l o w s :
" ( 3 1 ( A )  E x c e p t  a s  p r o v i d e d  i n  p a r a g r a p h  ( 4 ) ,  

a l l o t m e n t  u n d e r  p a r a g r a p h  ( l ) —
" ( i )  t o  e a c h  o f  A m e r i c a n  S a m o a ,  G u a m ,  t h e  V i r g i n  I s t o n d s ,  t h e  

C o m m o n w e a l L h  o f  t h e  N o r t h e r n  M a r i a n a  I s l a n d s ,  t h e  R e p u b l i c  o f  t h e  
M a r s h a l l  I s l a n d s ,  t h e  F e d e r a t e d  S t a t e s  o f  M i c r o n e s i a *  o n  t h e  R e p u b l i c  
o f  P a l a u  m a y  n o t  b e  l e s s  t h a n  $ 2 0 0 , 0 0 0 ;  a n d

f i i )  t o  a n y  o t h e r  S t a t e  m a y  n o t  b e  l e s s  t h a n  t h e  g r e a t e r -  o f  
$ 3 5 0 , 0 0 0  o r  t h e  a m o u n t  o f  t h e  a l l o t m e n t  ( d e t e r m i n e d  w i t h o u t  r e g a r d  t o  
s u b s e c t i o n  f u ’l ' j  r e c e i v e d  h y  t h e  S t a t e  f o r  t h e  f i s c a l  y e a r  e n d i n g  
S e p t e m b e r  3 0 ,  l G ' v Q .

" ( B )  N o t w i t h s t a n d i n g  s u o o a r a g r a p h  ( A ) ,  i f  t h e  a g g r e g a t e  o f  t h e  a m o u n t s  
t o  b e  a l l o t t e d  t o  e a c h  S t a t e  p u r s u a n t  L o  s u b p a r a g r a p h  ( A )  i n  a n y  f i s c a l  
y e a r  e x c e e d s  t h e  t o t a l  a m o u n t  a p p r o p r i a t e d  u n d e r -  s e c t i o n  1 3 0  f o r -  s u c h  
f i s c a l  r e a r ,  t h e  a m o u n t  t o  b e  a l l o t t e d  t o  a  S t a t e  f o r "  s u c h  f i s c a l  y e a r -  
s n a i l  b e  a n  a m o u n t  w i i i c n  b e a r s  t h e  s a m e  r a t i o  t o  t h e  a m o u n t  w h i c h  i s  t o  
b e  a l l o t t e d  ' . o  L h e  S t a t e  p u r s u a n t  t o  s u c n  s u b p a r a g r a p h  e s  t h e  t o t a l  
a m o u n t  a p p r r o r i a t e d  u n d e r  s e c t i o n  1 3 0  f o r  s u c n  f i s c a l  y e a r s  b e a r s  t o  t h e  
t o t a l  o f  t h e  a m o u n t  r e a u i r e d  t o  b e  a p p r o p r i a t e d  u n d e r -  s u c h  s e c t i o n  f o r  
a l l o t m e n t i  t o  p r o v i d e  e a c h  S t a L e  w i t h  t h e  a l l o t m e n t  r e q u i r e d  b y  s u c h  
s u b D t - a g r a p h .

( 4 1  I n  a n v  c a s e  i n  u n i o n  a m o u n t s  a p p r o p r i a t e d  u n d e r  s e c t i o n  1 3 0  ' o r  a  
f i s c a l  y e a r  e x c e e d s  f o S . O G D . 0 0 0 .  t h e  a l l o t m e n t  u n d e r  p a r a g r a p h  ( 1 )  f o r  
s u c h  f i s c a l  r e a r —

f A )  q ■:, e a c r i  o r  A m e r i c a n  S a m o a ,  u u a r n ,  t r i e  V i r g i n  i s l a n d s ,  t h e  
C u i m n o r t w e m l  t l  i o f  t r - e  N o r t n e - n  M a r i a n a  I s l a n d s ,  t n e  R e o u b i i c  o f  t h e  
^ a r i n s l i  I i i  a n d  t , t h e  F e d e r a t e d  c t s t e - s  o f  M i c r o n e s i a ,  o r  t h e  R e p u b l i c
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P o s i t i o n  P a p e r  

S B  5 2

F o r  a n  A c t  e n t i t l e d :  " A n  A c t  r e l a t i n g  t o  t h e  G o v e r n o r ' s

C o u n c i l  f o r  t h e  H a n d i c a p p e d  a n d  G i f t e d  a n d  t h e  d e f i n i t i o n  o f  

' d e v e l o p m e n t a l l y  d i s a b l e d ' ; "

S e c t i o n  O n e  o f  t h i s  A c t  c h a n g e s  t h e  m e m b e r s h i p  o f  t h e  

G o v e r n o r ' s  C o u n c i l  f o r  t h e  H a n d i c a p p e d  a n d  G i f t e d  f r o m  2 3  t o  

2 6 .

S e c t i o n  T w o  e n a b l e s  t h e  G o v e r n o r ' s  C o u n c i l  f o r  t h e  

H a n d i c a p p e d  a n d  G i f t e d  t o  h i r e  t h e  C o u n c i l ' s  E x e c u t i v e  

D i r e c t o r .

S e c t i o n  T h r e e  o f  t h i s  A c t  r e p e a l s  A S  4 7 . 8 0 . 9 0 0  ( 7 ) .  I n  

s o  d o i n g ,  t h e  s t a t e  d e f i n i t i o n  o f  d e v e l o p m e n t a l  d i s a b i l i t i e s  

i s  c h a n g e d  t o  t h e  c u r r e n t  f e d e r a l  d e f i n i t i o n .

T h e  D e p a r t m e n t  o f  H e a l t h  a n d  S o c i a l  S e r v i c e s  s u p p o r t s  t h e  

p a s s a g e  o f  t h i s  b i l l  o n l y  i f  S e c t i o n  T w o  i s  r e m o v e d .

B a c k g r o u n d

P u b l i c  L a w  9 9 - 4 5 7  r e q u i r e s  t h a t  a  c o u n c i l  b e  f o r m e d  t o  

h e l p  p l a n  f o r  c h i l d r e n  ( w h o  s u f f e r  d e v e l o p m e n t a l  d e l a y s )  a g e  

0 t h r o u g h  2 .  T h e  l a w  a l s o  s p e l l s  o u t  s p e c i f i c  m e m b e r s h i p

r e q u i r e m e n t s .  B y  a d d i n g  t h r e e  m e m b e r s  t o  t h e  G o v e r n o r ' s

C o u n c i l  f o r  t h e  H a n d i c a p p e d  a n d  G i f t e d  t h e y  c a n  a s s u m e  t h i s  

r o l e  a n d  s a v e  t h e  e x p e n s e  o f  f o r m i n g  a n  e n t i r e l y  n e w  c o u n c i l .  

T h e r e  w o u l d  b e  z e r o  c o s t  f o r  t h i s  a c t i o n .

S e c t i o n  T w o  w o u l d  r e m o v e  t h e  G o v e r n o r ' s  r i g h t  t o  h i r e  t h e  

E x e c u t i v e  D i r e c t o r  a n d  g i v e  i t  t o  t h e  C o u n c i l .

A t  t h e  t i m e  o f  p a s s a g e ,  A S  4 7 . 8 0 . 9 0 0  (7) c o i n c i d e d  w i t h  

t h e  f e d e r a l  d e f i n i t i o n .  S u b s e q u e n t  t o  i t s  p a s s a g e ,  t h e  

f e d e r a l  d e f i n i t i o n  c h a n g e d .  A d o p t i o n  o f  t h e  f e d e r a l  

d e f i n i t i o n  w o u l d  a l l o w  i n d i v i d  a l s  i n  n e e d  o f  s e r v i c e  w h o  

c u r r e n t l y  f a l l  t h r o u g h  t h e  s e r v i c e  d e l i v e r y  s y s t e m  c r a c k s ,  t o  

r e c e i v e  t h e  h e l p  t h e y  n e e d .

S t a t i s t i c a l l y ,  i t  w o u l d  a p p e a r  t h a t  t h e  i n d i v i d u a l s '  

r e q u e s t i n g  s e r v i c e s  w o u l d  b e  i n c r e a s e d  b y  a b o u t  7 0 0  ( s e e  

A t t a c h m e n t  # 1 ) .  H o w e v e r ,  c u r r e n t  r e s e a r c h  s h o w s  t h a t  s t a t e s  

w h i c h  h a v e  a d o p t e d  t h e  f e d e r a l  d e f i n i t i o n  h a v e  n o t  e x p e r i e n c e d  

t h e  i n c r e a s e  i n  a p p l i c a t i o n s  f o r  s e r v i c e  t h a t  w o u l d  b e  

e x p e c t e d  s t a t i s t i c a l l y  ( s e e  A t t a c h m e n t  # 2 )  . T h e y  h a v e ,  

h o w e v e r ,  e x p e r i e n c e d  r e q u e s t s  f o r - s e r v i c e s  w h i c h  d i f f e r  f r o m  

s e r v i c e s  t h e y  h a v e  t r a d i t i o n a l l y  o f f e r e d ;  f o r  e x a m p l e ,  

p r o v i d i n g  p r o g r a m s  d e s i g n e d  s p e c i f i c a l l y  f o r  p e r s o n s  w i t h  

p h y s i c a l  d i s a b i l i t i e s  a s  o p p o s e d  t o  m e n t a l  d i s a b i l i t i e s  ,
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P e r s o n s  m a d e  e l i g i b l e  b y  t h i s  b i l l  w o u l d  b e  a d d e d  t o  t h e  

4 0 0  p e r s o n  w a i t i n g  l i s t  w h i c h  c u r r e n t l y  e x i s t  f o r  

d e v e l o p m e n t a l l y  d i s a b l e d  i n d i v i d u a l s  r e q u e s t i n g  s e r v i c e s .

P o s i t i o n  P a p e r .  SB 5 2 .  p age  2

P o s i t i o n

T h e  D e p a r t m e n t  o f  H e a l t h  a n d  S o c i a l  S e r v i c e s  s u p p o r t s  

p a s s a g e  o f  t h i s  b i l l  c o n t i n g e n t  o n  t h e  r e m o v a l  o f  S e c t i o n  T w o  

c o n c e r n i n g  t h e  h i r i n g  o f  t h e  E x e c u t i v e  b i r e c t o r  o f  t h e  

C o u n c i l .

R e c o m m e n d e d  b y :

u n i s

M i k e  R e n f r o  

P r o g r a m  A d m i n i s t r a t o r  

D e v e l o p m e n t a l  D i s a b i l i t i e s

Date:

A p p r o v e d  b y :

T h e o d o r e  A .  M a l a ,  M D ,  M P H  

C o m m i s s i o n e r  

D e p a r t m e n t  o f  H e a l t h  a n d  

S o c i a l  S e r v i c e s
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A t ta chm en t  I
T h e  f o l l o w i n g  i n c i d e n c e  s t a t i s t i c s  w e r e  p r o v i d e d  b y  t h e  

G o v e r n o r ' s  C o u n c i l  f o r  t h e  H a n d i c a p p e d  a n d  G i f t e d  a n d  w e r e  

d e r i v e d  b y  u s e  o f  a  c o m p l e x  f o r m u l a .

T h e  s t a t i s t i c a l  i n c i d e n c e  o f  i n d i v i d u a l s  e x p e r i e n c i n g  a  

d e v e l o p m e n t a l  d i s a b i l i t y  u n d e r  t h e  s t a t e  d e f i n i t i o n  i s  7 , 0 6 7 .  

T h e  k n o w n  p o p u l a t i o n  s e e k i n g  o r  r e c e i v i n g  s e r v i c e s  a t  t h i s  

t i m e  i s  2 , 1 1 0 .  T h i s  e q u a l s  2 9 . 8 %  o f  t h e  p o p u l a t i o n .

S t a t i s t i c a l l y  t h e  f e d e r a l  d e f i n i t i o n  w o u l d  i n c r e a s e  t h e  

o v e r a l l  p o p u l a t i o n  t o  9 , 4 2 7 .  U s i n g  t h e  s a m e  2 9 . 8 %  r e q u e s t  f o r  

s e r v i c e s  r a t e ,  t h i s  w o u l d  m e a n  2 , 8 0 9  p e r s o n s  w o u l d  n e e d  

s e r v i c e s .  T h i s  i s  a n  i n c r e a s e  of' 6 9 9  i n d i v i d u a l s .  H o w e v e r ,  

r e c e n t  s t u d i e s  s h o w  t h a t  s t a t e s  a d o p t i n g  t h e  f e d e r a l  

d e f i n i t i o n  d o  n o t  e x p e r i e n c e  a s  h i g h  a  r a t e  a s  w o u l d  b e  

p r e d i c t e d  s t a t i s t i c a l l y  ( s e e  a t t a c h m e n t  # 2 ) .
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s e r v i c e  i n  e a c h  c a t e g o r i c a l  d i s a b i l i t y .  f l c » t v « r ,  c b «  a m j o r i z j  o f  
p i r j o m  v o n  I d  r e m a i n  e l i g i b l e .

L u b i n ,  R .  , J . V .  J a c o b s o n ,  H .  K i e l y ,  ( 1 9 0 2 }  < P r o j e c t e d  Lnrpmc t  o f  
t h e  f u n c t i o n a l  d e f i n i t i o n  o f  d t j e e l o p s o n t e l  d i s a b i l i t i e e  I T h e  
c a t e g o r i c a l l y  d i e e b L e d  p o p u l a t i o n  a n d  s e r v i c e  e l i g i b i l i t y .  
A m e r i c a n  J o u r n a l  o f  K a n c a l  D e f i c i e n c y ,  9 7 , ( 1 ) ,  1 9 9 2 ,  7 3 - 7 9 .

a  S z u d i o e  i n  H e r y l e a d  c o n c l u d a d  c h a t  s u b s t a n t i a l  n u m b e r *  o f
p e r s o n s  r e c e i v i n g  a a r v i c a a  i n  t h e  c o a u n i t y ,  o r  cm w a i t i n g  l i s t s ,  
w o u l d  b a a o m a  i n e l i g i b l e  f o r  l a r v l c a  d e p e n d i n g  o n  c h «  a c r l c t n a a a  
o f  t h a  l a c a r p r a e a t l o Q  o f  f u n c t i o n a l  l i a l t a t l o n a .

H a r r i i o n ,  L - M , .  S a u l l ,  M. 6 S a c h a , M. ( 1 9 8 A ) .  A d o p t i n g  t h e  
f e d e r a l  d e f i n i t i o n  o f  d e v e l o p m e n t a l  d i a a b i l i t y i  A p r e l i m i n a r y  
a o a l y a i a  o f  p o t a n c i a l  e f f e c t s  o n  e l i g i b i l i t y .  B a l t i m o r e ,  MDl
University of Maryland. School of Medicine.

o  S t u d i e s  i n  O h io  i n d i c a t e d  t h a t ,  u s i n g  a  f a d a r a l  d a f i n i t l o n ,  t h a  
m a j o r i t y  o f  p a r a o n a  v l t h  d e v e l o p m e n t a l  d i s a b i l i t i e s  o t h e r  t h a n  
m a n t e l  r e t a r d a t i o n  a r e  a l r e a d y  a l i g l b l a  f o r  a a r v i c a a  u a i n g  t h a  
a u r v a n t  e t c a g o r i e a l  d e f i n i t i o n .  T h a t  i s  t o  s a y ,  t h a t  t h a  g r o u p  
o f  p e r s o n a  d e f i n e d  a s  h a v i n g  a  d e v e l o p m e n t a l  d i s a b i l i t y  u n d e r  t h e  
f a d a r a l  d a f i n i t l o n  o r e  c o m p r i s e d  o f  p a r a o n a  w i t h  m a n t e l  
r e t a r d a t i o n ,  c e r e b r a l  p a l s y ,  e p i l e p s y ,  a u t i s m ,  e n d  o c h e r  
n e u r o l o g i c a l  c o n d i t i o n s .  O h i o  c o n c l u d e d  t h a t  t h e  o v e r a l l  n u m b e r s  
o f  p e o p l e  t o  b e  s e r v e d  o r  p l a n n e d  f o r  w o u l d  r e m a i n  r e l a t i v e l y  
s t a b l e  b u t  C h e t  t h a  n a t u r e  o f  t h e  p o p u l a t i o n  a n d  t h e  
e o n s t e l l r t i o n  o f  n a e d s  t h e y  r e p r e s e n t  w i l l  c h a n g e  a s  o c h e r  g r o u p *  
w i t h  l o w - I n c i d e n c e  d i s a b i l i t i e s  a r e  I n c l u d e d .

O h i o  D e v e l o p m e n t a l  D i s a b i l i t i e s  P l a n n i n g  C o u n c i l .  ( D e c e m b e r  
1 9 8 6 ) .  F i s c a l  i m p l i c a t i o n s  o f  a d a p t i n g  t h e  d e f i n i t i o n  o f  
d e v e l o p m e n t a l  d i s a b i l i t y  a s  p r o p o s e d  b y  t h a  O h i o  D e v e l o p m e n t a l  
D i s a b i l i t i a a  P l a n n i n g  C o u n c i l .  C o l u m b u a ,  QH: A u t h o r .

A d e t a i l e d  r e v i e w  o f  t h e s e  s t u d i e s  l e a d #  t o  t h e  f o l l o w i n g  

conclusions.

1} I a  g e n e r a l ,  a l l  s e u d i e *  i n d i c a t e  t h a t  c h o  n s j o c i t j  o f  p e r s o n s  
p c e n c n c l y  r e c e i v i n g  e n d  e l i g i b l e  f o r  s e r v i c e s ,  w o u ld  r e m a i n  
e l i g i b l e  f o r  s e r v i c e s .  T h e r e  i s  v a r i a n c e  i n  t h a  p e r c e n t a g e  o f  
p e r s o n a  p r e s e n t l y  r e c e i v i n g ;  s e r v i c e e  w h o  v o u l d  b e  e x c l u d e d  f r o m  
s e r v i c e  g i v e n  a  f u n c t i o n a l  d e f i n i t i o n .

2 )  O f  t h o s e  p e r s o n s  who w o u l d  b eco m e  e l i g i b l e  f o r  J « r r i c s s ,  s e v e r a l  
a c a c c *  i n d i c e c m d  c h a r  c h e  a e j o e i c j r  o f  c h o s e  p e r s o n a  a r e  a l r e a d y  
b e in g  e a e v e d  i n  o n e  o r  t e o r s  s c a c e  a g e n c i e s .  T h i s  r a i s e s  C h e  
d i f f i c u l t  p o l i c y  c p i e e t l o n  o f  w h e t h e r  s e r v i c e s  f o r  s u c h  p e r s o n s
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s h o u l d  b o  t r a n s f e r r e d  t o  a  d e v e l o p m e n t a l  d i s a b i l i t y  a g e n c y *

3 )  E x c e p t  I n  M a r y l a n d ,  r e a e e r c b o r a  h n v m  b e e n  l i m i t e d  i n  c h a i r
o t t i l l c y  c o  p r e d i c t  b o u  m a n y  p a r a o n a  a i d *  a l i g i b l o  f a r  s e r v i c e s  
w h o  a r e  0 0 c  p r e e e n c l y  c a c o i v i n g  e e i r r i c o o ,  w w u l d  c c e o  / o n w r d  / o r  
s e r v i c e * .  G i v e n  C h e  r e p o r t e d  n l u c r a n c *  o f  p e r s o n a  w i t h  p b y e i e e l  
d i s a b i l i t i e s  t o  s e e k  s e c / i c e s  f r o m  a n  a g e n c y  p r o v i d i n g  e e r v i c o e  
d e s i g n e d  f o r  p a r s o n s  w i t h  m e n t a l  r e c a r d a c i o n ,  i t  m a y  b e  a a e u a e d  
t h a t  d e m a n d  f o e  s e r v i c e *  a m o n g  p e r s o n a  p r e s e n t l y  o u t s i d e  o f  t h e  
s e r v i c e  s y s t e m  w i l l  n o t  b e  s u b s t a n t i a l l y  i n c r e a s e d .  T h i s  
a s s u m p t i o n  i s  f o r t i f i e d  b y  t h e  k n o w l e d g e  t h a t  t h e  o v e r a l l  n u m b e r s  
o f  p e r s o n s  I n  t h e  l o w  i n c i d e n c e  d i s a b i l i t y  g r o u p s  w n o  h a v e  
s u b s t a n t i a l  f u n c t i o n a l  l i m i t a t i o n s  i s  v e r y  s m a l l  i n  r e l a t i o n  t o  
t h e  n u m b e r s  o f  p e r s o n s  w h o  w o u l d  r e m a i n  e l i g i b l e  f o r  
d e v e l o p m e n t a l  d i s a b i l i t y  s e r v i c e s .

C )  M a r y l a n d  d a t a  i n d i c a t e  c h a t  c h a r e  e r e  p e o p l e ,  p c a o a n t l y  u m e e r v e d ,  
b u r  w h o  a r e  i d e n t i f i e d  a m n e e d i n g  s e r v i c e * ,  w h o  w o u l d  b c c o a a  
i n e l i g i b l e  f o e  s e r v i c e s  w i d e r  a  f u n c t i o n a l  d e f i n i t i o n .
T h e r e f o r e ,  a d o p t i n g  t h e  f e d e r a l  d e f i n i t i o n  r e q u i r e s  a n  a s s e s s m e n t  
o f  s e r v i c e  p r i o r i t i e s .  W i t h o u t  c a r e f u l  c o n s i d e r a t i o n ,  s c a c a  
p l a n n e r s  m ay  e n d  u p  e x c l u d i n g  n u m e r o u s  p e r s o n s ,  w h o  w h i l e  n o t  
p r e s e n t i n g  s e v e r e  h a n d i c a p ® ,  d o  p r e s e n t  s i g n i f i c a n t  n e e d s  f a ;  
s e r v i c e .  An e x a m p l e  c a n  b e  d r o w n  f r o m  p e r s o n s  w i t h  e p i l e p s y ,  w h o  
may n o t  h a v e  s e v e r e  f u n c t i o n a l  l i m i t a t i o n s ,  b u t  w ho c a n  b e n e f i t  
f r o m  c o u n s e l i n g  a n d  o t h e r  m i n i m a l  l a r v a l  i n c u r v a n t i o n s .

5 )  S e v e r a l  o f  t h e  s t u d i e s  e m p h a s i z e  t h a t  w h i l e  a  c h a n g e  i n  t h e  c o r a l  
n u m b e r *  o f  p e r s o n s  s e r v e d  i e  n o t  a n t i c i p a t e d , p l a n n e r a  c a n  
a n t i c i p a t e  a  c h a n g e  I n  t h e  t y p e s  o f  d l a a b l l l t i e a  o f  t h e  p e r s o n s  
s e r v e d .  A  d e v e l o p m e n t a l  d i s a b i l i t y  a g e n c y  m a y  0 ;  m a y  n o r .  h a v e  
t h e  e x p e r t i s e ,  f u n d i n g  o p t i o n o ,  o r  s e r v i c e  a r r a y *  t o  a n h a n c a  t h e  
w e l l - b e i n g  o f  g r o u p s  o f  p e r s o n s  w i t h  V e r y  d i s p a r a t e  n e e d s .

6 ) .  U n p u b l i s h e d  d a c a  f r o m  M a r y l a n d  i n d i c a t e  t h a t  t h e  c o c e l  n u m b e r *  o f
 p e r a o o e  e l i g i b l e  f o r  a m r v l c e a  c e n  f l u c t u a t e  w i d e l y  a c c o r d i n g  t o

h o w  a c r l e t l y  o n e  i n t a r p r e c e  t h e  f e d e r a l  d a f i n i t l o n .  A l l  s t u d i e s  
u s e d  t h e  d e f i n i t i o n  a s  o p e r a t i o n a l i z e d  b y  E l i n o r  G o l l a y .  S t i l l ,  
a r . 7  n u m b e r  o f  o t h e r  i n t e r p r e t a t i o n s  c a n  b e  m a d e .  A ny  g i v e n  s t a t e  
w o u l d  h a v a  t o  d e v e l o p  i t s  own o p e r a t i o n a l  c r i t e r i a  a n d  i n s t r u m e n t  

3  a s s e s s  d e v e l o p m e n t a l  d i s a b i l i t i e s . T h i s  c a n  b e  a  c o s t l y  a n d  
t i m e  c o n s u m i n g  o p e r a t i o n .

7)  W h e t h e r  a  s t a t e  a d e p t s  s c  a g e  o f  o n a e t  c r i t e r i a  a t  a g e  2 1  o r
I s c e r  e s c  h a r e  c  s u b s t a n t i a l  i m p a c t  o n  t h e  r a t a l  n u m b e r *  o f
p e r s o n a  w ho  e r a  e l i g i b l e  f o r  s e r v i c e s .

8 )  F i n a l l y ,  i t  b u s r  d o  r e m e m b e r e d  c h o c  c h o  f e d e r a l  d e f i n i t i o n  l a



p r o p a a a d  am a p la n n in g  C oal CO h a l p  d i r e c c  f u n d i n g  a n d  ra a m a ra h  
m a e i r i e i a a  CO p e r s o n *  tr ic h  aacm  a « v « c «  U m pairm anca , 
O p « r * c ± o n * l i r i n 5 t h a  d e f i n i t i o n  i n t o  e l i g i b i l i t y  c r i t e r i a  m ay  b e  
i n a p p r o p r i a t e .

H u o s r o u i  r i a a a r e h a r i  a n d  « t * e «  p l a n n e r *  h a v e  a t t e m p t e d  t o  u n d e r s t a n d  
h o e  t h e  f e d e r a l  d e f i n i t i o n  o f  d a v a l o p m e n t a l  d i s a b i l i t i e s  a p p l i a a  Co 
a c t u a l  e t a c a  e e r v l c c  d e l i v e r y  c o n t e x t * .  M o s t  o f  c h o  e c u d i a *  p r o j e c t  a n  
i n c r e a e o  i n  p o t e n t i a l l y  e l i g i b l e  c l i e n t * { o n e  s t u d y  p r o j e c t *  a  d e c r e a s e .  
H o n e  f o c u s  o n  t h e  e x t e n t  t o  w h i c h  t h o s e  p e r s o n *  w h o  e r a  u n s e r v e d  w o u l d  
d e m a n d  d i f f e r e n t  * e r v i c a o  o c h e r  t h a n  c h o s e  p r o v i d e d  b y  c h e  "DD a g e n c y "  
u n d e r  a n  e x p a n d e d  d e f i n i t i o n ,  a n d  h o w  m a n y  o f  C h o * e  c u r r e n t l y  o u c i i d e  
c h e  s y s t e m  w o u l d  com *  f o r w a r d .

G i v e n  t h e  in d e t e r m i n a t e  c h a r a c t e r  o f  p o t e n t i a l  d e m a n d  f o r  zurw o r  
e x p a n d e d  s e r v i c e s ,  o t h a r  f a c c o r a  h a v e  t o  b e  t a k e n  i n t o  a c c o u n t  w h a n  
d e v e l o p i n g  i m p a c t  d e c i m a t e s .  T h e s e  f a c t o r s  i n c l u d e  t h e  p r o p o e e d  r a n g e  
o f  s e r v i c e s  Co b e  p r o v i d e d ,  C ha  q u a l i t y  o f  a a r v i c a a ,  t h e  e x t e n t  o f  
o u t r e a c h  a n d  p u b l i c i t y  a s s o c i a t e d  w i t h  s e r v i c e  o f f e r i n g s ,  a n d  c h a  w a y *  
i n  w h i c h  c h a  d a f i n i t l o n  i s  o p e r a t i o n a l i z e d .

What also emerges from this overview ia chat C h e  federal dafinitlon

was never intended to 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 of cwmprnaannlve aarvicaa. Without epecific indicators
and instruments to accompany the outlines of the definition, its
application is ambiguous and somewhat unreliable.

T he 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 in 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 w ith terminal aud 
debilitating conditions —  all require services which do not fall n e e d y  
to one agency to provide.

2 .  S t e t s  a x p « r l e n c « a  i n  u s i n g  a  f u n c t i o n a l  d e f i n i t i o n  o f  
d e v e l o p m e n t a l  d i s a b i l i t i e s

T h i s  a e c t i o n  r e v i e w *  how  o t h e r  s t a t e s  h a v e  g r a p p l e d  w i t h  t h e  
a d o p t i o n  o f  * f u n c t i o n a l  d a f i n i t l o n  f o r  e l i g i b i l i t y  d e t e r m i n a t i o n .
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D u r i n g  t h e  £ a u n «  o f  t h i s  p r o j u c r ,  k e y  s t i f f  w e r e  i n t e r v i e w e d  a n d  
d o c u m e n t s  v e r s  r e v i e w e d  i n  a  n u m b e r  o f  s c a t e m .  F o u r  s t a t e s  w a r n  
s e l e c t e d  C h a t  h a d  c h a  m o s t  a x p a r l a n c a  a n d  t h » ' t  a l a o  r e p r e s e n t e d  a  r a n g e  
o f  p o l i c y  o p t i o n s  a n d  o u t c o m e s .  E f f o r t s  i n  Now J e r s s y ,  M a r y l a n d ,  O h i o ,  
a n d  C o n n e c t i c u t  a r e  r e v i s v e d  b e l o w .  T h i s  i a  f o l l o w e d  b r  a  b r i e f  o u t l i n e  
o f  l a s  e o n s  l e « r r . « d .

Now Jo r i m y .  I n  A p r i l ,  1 9 8 ; ,  H«v J e r s e y  c h a a g a d  i t  a D i v i s i o n  o f  
M e n t a l  R e t a r d a t i o n  t o  t h a  D i v i s i o n  o f  D e v e l o p m e n t a l  D i s a b i l i t i e s  a n d  
e x p a n d e d  t h e  D i v i s i o n ’ » m a n d a t e  t o  i a c l u d a  p e r s o n s  w i t h  s  v i d e  r a n g e  o f  
d e v e l o p m e n t a l  d i s a b i l i t i e s .  U n d e r l y i n g  t h i s  o r g a n i s a t i o n a l  c h a n g e  w a s  a  
c h a n g e  f r o m  a  c a t e g o r i c a l  C o  a  f u n c t i o n a l  d e f i n i t i o n  f o r  s e r v i c e  
e l i g i b i l i t y .  F o r  N ov  J e r s e y ,  t h i s  v a e  a  p a r t i c u l a r l y  p r o f o u n d  c h a n g e  
s i n c e  t h e  D i v i s i o n  o f  M e n t a l  R e t a r d a t i o n  h a d  n o t ,  a t  c h a t  p o i n t ,  e v e n  
e x p a n d e d  I t s  s e r v i c e  m a n d a t e  t o  i n c l u d e  c e r e b r a l  p e l s y ,  e p i l e p s y ,  a n d  
a u c l s m  —  a  c h a n g e  c h a c  h a d  o c c u r r e d  i n  m an y  o t h e r  s t a t e s .  T h e  
t r a n s i t i o n  t o  a  D i v i s i o n  o f  D e v e l o p m e n t a l  D i s a b i l i t i e s  i s  p e r t  o f  a  
t h r e e  y e a r  p l a n n i n g  p r o j e c t .

T h e  d e f i n i t i o n  t h a t  h a s  b e e n  a d o p t e e  b y  N ev  J e r s e y  i s  s i m i l a r  t o  c h a  
f e d e r a l  d e f i n i t i o n  a n d  r e a d s  a s  f o l l o w s :

" D e v e l o p m e n t a l  d i s a b i l i t y "  m e a n s  a  s e v e r s ,  c h r o n i c  d i s a b i l i t y  o f  
a p e r s o n  w h i c h ;  ( I )  I s  a t t r i b u t a b l e  t o  a m e n t a l  o r  p b y a l c a l  
i m p a i r m e n t  o r  a  c o m b i n a t i o n  o f  m e n t a l  o r  p b y a l c a l  I m p a i r m e n t * :
( 2 ) i s  m a n i f e s t  b e f o r e  a g e  2 2 : ( 3 )  i a  l i k a l y  t o  c o n t i n u e  
i n d e f i n i t e l y ;  ( 4 )  r e s u l t s  i n  s u b s t a n t i a l  f u n c t i o n a l  l i m i t a t i o n s  
i n  t h r e e  o r  m o r e  o f  t h a  f o l l o w i n g  a r e n a  o f  m a j o r  l i f e  a c t i v i t y ,  
t h a t  i s ,  s e l f - c a r e ,  r e c e p t i v e  a n d  a x p r e s a i v e  l a n g u a g e ,  l e a r n i n g ,  
m o b i l i t y ,  s e l f - d i r e c t i o n  a n d  c a p a c i t y  f o r  l n d e p e n d a n t  l i v i n g  o r  
e c o n o m i c  s e l f - s u f f i c i e n c y ;  a n d  ( 5 )  r e f l e c t s  t h e  n e e d  f o r  a  
c o m b i n a t i o n  a n d  s e q u e n c e  o f  s p e c i a l  i n t e r d i s c i p l i n a r y  o r  g e n e r i c  
c a r e ,  t r e a t m e n t  o r  o c h a r  s e r v i c e *  w h i c h  a r c  o f  l i f e - l o n g  o r  
a x t a n d e d  d u r a t i o n  a n d  a r e  i n d i v i d u a l l y  p l a n n e d  a n d  c o o r d i n a t a d .  
D e v e l o p m e n t a l  d i s a b i l i t y  i n c l u d e s  b u t  i a  n o t  l i m i t e d  Co s e v e r e  
d i s a b i l i t i e s ' a t t r i b u t a b l e  t o  m e n t a l  r e t a r d a t i o n ,  a u t i s m ,  c e r e b r a l  
p a l s y ,  e p i l e p s y ,  s p i n a  b i f i d a  a n d  o c h e r  n e u r o l o g i c a l  I m p a i r m e n t s — -  
w h o r e  t h e  a b o v e  c r i t e r i a  a r t  m e t  ( B i l l  S - L S 2 6 ) .

T h i s  L e g i s l a t i o n  s p e c i f i e s  t h a t ,  i n  g e n e r a l ,  t h e  i n d i v i d u a l ' s  
d i s a b i l i t y  m u s t  b e  m a n i f e s t  b e f o r e  t h e  e g e  o f  2 2 .  H o w e v e r ,  e  l a t e r  
c l a u s e  g i v e s  c h a  d i r e c t o r  o f  t h e  D i v i s i o n  d i s c r e t i o n  i n  e x p a n d i n g  
e l i g i b i l i t y  t o  a n y  i n d i v i d u a l  u n d e r  t h e  a g e  o f  5 5  w ho  m e e t s  t h e  o t h e r  
c r i t e r i a  i f  f u n d s  a l l o w .  F u r t h e r ,  a  c a v e a t  w a s  a d d e d  s o  t h a t  p e r s o n s  
p r e s e n t l y  b e i n g  s e r v e d  i n  t h e  s y s t e m  w o u l d  b e  " g r a n d f a t h e r e d * *  i n  w i t h o u t  
u n d e r g o i n g  r e a s s e s s m e n t  a c c o r d i n g  t c  s h e  n e w  s l i g i b i l i t y  c r i t e r i a -

T o  o p e r a t i o n a l i s e  t h a  d a f i n i t l o n  i n t o  s l i g i b i l i t y  c r i t e r i a ,  New 
J e r s e y  d e v e l o p e d  a n ew  s c r e e n i n g  i n s t r u m e n t ,  t h e  C r i t i c a l  A d a p t i v e
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3 « h « v i . o r a  I n v e n t o r /  ( C .V U l ) .  CAB I  u i c u a  a  c h a  p c n a n c i  o r  a b s e n c e  o f  
c r i t i c a l  s k i l l s  i n  a a c h  o f  c h a  » i x  l i f e  a c t i v i t y  d o m a i n s  s p n a i f i e d  i a  
C h «  l e g i s l a t i o n .

T o  a e s l s c  i n  p l a n n i n g  a n d  Co m o n i t o r  c h a  t r a n s i t i o n  Co a D i v i s i o n  o f  
D e v e l o p m e n t a l  D i s a  j i l i t i s s  ,  c h e  D e v e l o p m e n t a l  D i a a b l l l c l f l a  C o u n c i l  
a w a r d e d  a  g r a n t  Co t h e  U n i v e r s i t y  A f f i l i a t e d  F a c i l i t y  a c  c h a  U n i v e r s i t y  
o f  M e d i c i n e  a n d  D e n t i s t r y  o f  Haw J e r s e y  -  K o b a r t  W oo d  J o h n s o n  M a d i c x l  
S c h o o l .  T h i n  p r o j a c t  i a  o r g a n i z e d  a r o u n d  n i n e  c a s k  f o c c a *  f o c u s i n g  o n  
e h u a a  a r o s e :  I n t a k e  a n d  e l i g i b i l i t y ;  t r a i n i n g ;  r e l a t e d  a a r v i c a a ;
e m p l o y m e n t ;  g u a r d i a n s h i p ,  a d v o c a c y ,  a n d  a a l f  d i r a c t i o n ;  h o u s i n g ;  
t r a n s p o r t a t i o n ;  r e c o d i f i r a t i o n ;  a n d  a n n e a l  h e a l t h  a n d  d a v a l o p a i a n t a l  
d i a a b i l i t i a a • T h a  t e a r  I  r o p o r t  f r o m  t h i s  e f f o r t  l a  a v a l l a b l a .  T h a  
s e c o n d  y e a r  r e p o r t  i a  d u o  i n  t h e  w i n t e r  o f  1 9 8 8 .  7 o l u m a  I I  o f  t h a  
r e p o r t  v l l l  f o c u s  o n  C a a k  f o r c e  p a p e r s  a u c h  a a :  i n t e r a g e n c y  a g r e e m e n t s  
a n d  d e c i s i o n s  o n  s t a f f  r e t r a i n i n g  a n d  r a a l l o c a C l a n .

I n d i v i d u a l s  i n t n r v i a v e d  i n  t h e  s t a t a  v a r a  r e l u c t a n t  t o  d r a w  
c o n c l u a l a n a  a b o u c  c h a  r e l a t i v e  a u c c e a a  o f  t h e  C r a n a l c i o n  s i n c e  t h a  
p r o c s s *  i s  a c i l l  u n d e r w a y .  T h e y  a r e  a n t i c i p a t i n g  a n  i n c r e a s e d  e a s e l o a d  
o f  a p p r o x i m a t e l y  1 6 0  p e r s o n a  p a r  y e a r  w i t h  a n  o v e r a l l  t o t a l  o f  1 5 0 0  t o  
1 0 0 0  a t  C he  a n d  o f  f i v a  y e a r s .  I t  I s  e x p e c t e d  t h a c  t h i s  i n c r e a s e d  
d e m a n d  w i l l  f l a t t e n  o u t  a f t e r  c o n e  o f  c h e  p e n t  u p  d e m a n d  l a  
a c c o m m o d a t e d .  T h e s e  a r e  b a l l  p a r k  f i g u r e s  b a s e d  o n  t h e  t o t a l  p r e v a l e n c e  
o f  p e r s o n s  v l c h  d i s a b i l i t i e s  d r a w n  f r o m  c e n s u s  a n d  r e d u c e d  b y  3 0 Z ,  a  
l i b e r a l  e s t i m a t e  o f  h o w  m a n y  o f  t h e s e  p e r s o n a  e r a  l i k e l y  t o  c o m a  f o r w a r d  
f o r  s e r v i c e , a c c o r d i n g  t o  t h e  s t a t s  a d m i n i s t r a t o r s .

A t  p r e e e n t ,  c h e r a  h a s  n o t  b a s n  a  d r a m a t i c  i n c r e a s e  i n  d e m a n d  f o r  
s e r v i c e ® .  A r e g i s t r y  h a s  b e a n  c r e a t e d  w h i c h  p r e s e n t l y  l i s t s  s e v e r a l  
h u n d r e d  n a m e e  o f  r . e v  c o n s u m e r s  r e q u e s t i n g  s e r v i c e s .  T h e  l i s t  i s  
e x p e c t e d  t o  g r o w  o n c e  t h e  D i v i a i o n  l a  f u l l y  o p e r a t i o n a l .  A  s u r v e y  o f  1 0  
p a r a o n a  c n  C he  r a g i s t r y  i n d i c a t e s  t h a t  h o u s i n g  I s  t h e  s e r v i c e  t o a s t  
n e e d e d .  B o u s i n g  i n  t h i s  e a s e  d o s s  n o t  r e f e r  t o  t y p i c a l  g r o u p  h o m e s ,  
r a t h e r  i t  I s  h o u s i n g  a d a p t a t i o n s  o r  a l t e r n a t e  l i v i n g  s i t u a t i o n s  t h a t  
p r o m o t e  I n d e p e n d e n c e  a n d  h a v e  f u l l  a c c e s s i b i l i t y . S t a t s  i n f o r m a n t s  
a n t l e l p a e o  c h a t  t h e  l a r g s s t  c o n s u m e r  g r o u p  t o  c o m e  f o r w a r d  f o r  s e r v i c e  
w i l l  h e  p e r s o n s  w i t h  p h y s i c a l  h a n d i c a p s  w h o  w e r e  u n d e r - s e r v e d  i n  Hew 
J e r s e y  p r e v i o u s l y .  T h e  s e c o n d  h i g h e s t  s e r v i c e  n e e d  i d e n t i f i e d  i n  t h e  
s u r v e y  w a s  v o c a t i o n a l  r e h a b i l i t a t i o n  a n d  c h a  t h i r d  w a s  f o r  
t r a n s p o r t a t i o n .

T h e  a n t i c i p a t e d  e x p a n s i o n  i n  t h e  n u m b e r s  o f  p e r s o n a  s e r v e d  i n  Haw 
J e r s e y  i s  b a s a d  o n  r h a  e x p e c t a t i o n  t h a t  t h e r e  w i l l  b e  a n  e a r n e s t  
u n d e r t a k i n g  t o  " r e d i r e c t *  s e r v i c e  d e l i v e r y  s o  c h a t  p e r s o n s  v l c h  a l l  
d e v e l o p m e n t a l  d i s a b i l i t i e s  a r e  I n d e e d  s e r v e d .  T h a  r e d i r e c t i o n  o f  
d e p a r t m e n t  e f f o r t s  h e s  b e e n  w e l l  a d v e r t i s e d  a n d  m a n y  d i f f e r e n t  a d v o c a c y  
g r o u p s  h a v e  b e e n  i n v o l v e d .  C o n s o n a n t  w i t h  c h e  c h a n g e  I n  s e r v i c e  
e l i g i b i l i t y ,  Hew J e r s e y  i s  s u b s t a n t i a l l y  r e v i s i n g  i n t a k e  f o r m s  a n d  
• e r v i c a  a a a c s a m a n t s  a n d  i s  s x p a n d l n g  a n d  I m p r o v i n g  c h a i r  c a s e  m a n a g e m e n t



sysren ic chat ; l »• uot k u r j  h«v« a grwuCitr undtrtcandlng of Cha divnrse 

n * «d« at can/.uuura. Along wit h  a c h i n ; *  in niuabera of paraona served, 

adminis tracera axpecc chat tha service n i x  vi.ll ahar.go (e.g., m v a 

emphasis on ittii' '*»t aarvicaa, etc.).

Tha o u p c «cunIry ca include a d i v e r s *  number of disability types inco 

tha service s y s t e m  r.aa encours; »d H a w  Jar any administrators Co rath ink 

h v w  chey c u r r e n t l y  provlda a a r vicaa to paraona havi n g  m e ntal 

racardacion. R a t h e r  chan adopt a ‘w o o b  Co Cocab" approach to cha now 

d i a a b i l i t y  c o m u a a r a ,  t u t  w o r kara «;« b a l n g  tralnad CO adapt to > truly 

" c l ient driven >r»c«y" v l t h  an amptiaaia on laaac reeccietive 

eiiv LroiuuisncJ , v a r y  i ndividualised tr e a t m e n t  planning, and p r o v ision o£ 

tha m i n i m u m  lcval of service intarvantlon, S a r vioa p r w i d o r a  sra 

d i s c o v e r i n g  thst small adjuecmence a u c h  aa an a d a pclva device can 

* n e l i o r » t »  u r gent m a d s .  In like fsehion, c r e a C l v a  aoluCiona to 

t r a d i tional m e n t a l  r a t a r d a t l o n  s o r v l c e  naada ara being sought. A l t h o u g h  

there has r e p o rtedly beer, some r n o i a t a n c e  by nan m e n tally recorded 

d i s a b i l i t y  g r oups tc come to tha D i v i s i o n  tor services, cha rodeet 

increase in l e g i s l a t i v e  funding a l l o c a t e d  and cha efforts o£ tha 

department d e s c r i b e d  above have h e l p e d  to alleviate tha aaaoclatad 

s t i g m a .

W i t h  r e s p e c t  t o  t h e  e l i m i n a t i o n  o f  i n d i v i d u a l s  c u r r e n t l y  e l i g i b l e  
f o r  s e r v i c e s ,  p e r s o n s  i n  R e u  J e r s e y  h a v e  s e v e r a l  o b s e r v a t i o n s .  F i r s t ,  
c r «  r . e v  d e f i n i t i o n  w i l l  n o t  b e  u s e d  t o  r e a s e e s a  t h o s e  c u r r e n t l y  
r e c e i v i n g  s e r v i c e s .  S e c o n d ,  t h e  i n s t r u m e n t  t h a t  h a a  b e e n  d e v e l o p e d  
s h o u l d  n o t  s c r e e n  o u t  a n y o n e  i n  n e e d  o f  s e r v i c e * .  H o w e v e r ,  i n  o r d e r  t o  
e n s u r e  c h a t  n o  o n e  i s  a d v e r s e l y  o r  u n j u s t l y  a f f e c t e d  b y  t h e  n a v  
d e f i n i t i o n ,  t h e  s t a t e  i n t e n d s  t o  c o n d u c t  a n  e v a l u a t i o n  a t  t h e  e n d  o f  a  
y e a r .

O h i o .  O h i o ’ s D e p a r t m e n t  o f  M e n t a l  R e t a r d a t i o n  a n d  D e v e l o p m e n t a l  
D i s a b i l i t i e s  b a d  b e e n  u s i n g  a  c a t e g o r i c a l  d e f i n i t i o n  f o r  s e r v i c e  
e l i g i b i l i t y  t h a t  i n c l u d e d  m e n t a l  r a c a r d a c i o n ,  c e r e b r a l  p a l s y ,  e p i l e p s y ,  
a n d  a u t i s m .  T h e  c u r r a n t  d e f i n i t i o n ,  v n i l e  s t i l l  l i m i t e d  t o  t h e s e  f o u r  
c a t e g o r i e s  o f  d i s a b i l i t i e s , r e q u i r e s  t h a t  Che d i s a b i l i t y  b e  m a n i f e s t  
p r i o r  t o  a g e  1 8 ,  a n d  r e q u i r e s  a  s u b s t a n t i a l  h a n d i c a p .  A s u b s t a n t i a l  
h a n d i c a p  I s  d e f i n e d  a s  e q u i v a l e n t  t o  t h e  a b i l i t i e s  o f  p a r s o n s  v l t h  
m o d e r a t e ,  s e v e r e ,  o r  p r o c o u r . d  r e t a r d a t i o n .

Because oe concerns cnat m a n y  i n d i v i d u a l s  w i t h  d evelopmental 

disabilities, o t h e r  than che four c a t e g o r i e s  specified in tha 

definition, w a r e  balng unfai r l y  e x c l u d e d  from services, a n ew d e f i nition 

has been propo s e d  and is c u r r e n t l y  b e f o r e  the legislature. This 

d e f i n i t i o n  is similar to the federal d e f i n i t i o n  v l t h  Che following 

e x c e p t i o n s : it excludes I n d i viduals v l c h  a solo diagnosis of mental

illness, it includes individuals w h o s e  d i s a b i l i t y  la likely to result In 

s u b s t a n t i a l  f u n c tional limitations w i t h o u t  seme intervention (not Ju»c 

those who already have s u b s t a n t i a l  f u n c t i o n a l  limitations), it includes 

all children u n d e r  che age of three w h o  h ave o nly one development:*!



d e l a y ,  *-c  i n c l u d s *  c h i l d r e n  b a t c v « * n  c h a  a g e #  o f  t h r a *  a n d  s i x  w h o  h a v e  
[WO d e v e l o p m e n t a l  d e l a y s ,  a n d  i c  g i v a e  c h a  d i r e c t o r  o f  Chn  O f  f l e a  o f  
M a n t a l  R e t a r d a t i o n  a n d  D e v e l o p m e n t a l  D i a u b i i i t i e n  d i s c r e t i o n  i n  
a c c e p t i n g  a d d i t i o n a l  p a r s o n s  f a r  i « r v l c a >  I n d i v i d u a l *  I n t e r v i e w e d  I n  
O h i o  a r o  h o p a f u l  t h a c  c h i *  l e g i s l a t i o n  w i l l  p a s s .  T h o y  d o  a a C  e x p e c t  a  
d r a m a t i c  i n c r e a s e  i n  d e m a n d  f o r  a e r v l c e o  a a  a  c a a u l t  o f  C h a  d e f i n i t i o n a l  
c h a n g e .  I n  c h a  f l r s c  p l a c a ( t h a  l e g i s l a t i o n  d o o a  n o c  o p e r a t i o n a l i s e  
e l i g i b i l i t y  c r i t e r i a .  T h a  O f f i c e  o f  H a n t s 1  R e t a r d a t i o n  a n d  
D e v e l o p m e n t a l  D i s a b i l l c l a a  w i l l  d e f i n e  t h a a e  c r i t e r i a  a t  a  l a t e r  d a t a  
a n d  I t  i s  u n l i k e l y  t h a t  t h e y  w i l l  e a t  c h a  c r i t e r i a ,  s o  t h a t  t h e y  w i l l  
a d m i t  p a r a o n a  f o r  v h o m  t h e y  h a v e  n o  r a a o u r c e a .  S e c o n d ,  c u r r a n c  O h i o  l a v  
a v L C h o r i s e e  s e r v i c e  d o l l v a r y  t o  c e r t a i n  c a t e g o r i e s  o f  p e r s o n s  v i t h  
d i s a b i l i t i e s .  I t  d o e e  n c c  m a n d a t e  t h a t  a l l  e l i g i b l e  p a r a o n a  b o  s e r v e d .  
A e a  r e s u l t ,  OMR/DD h a s  t h e  a b i l i t y  t o  o o n c r o l  C ho  a m o u n t  o f  s e r v i c e  
p r o v i d e d .

M a r y l a n d .  I n  c o n s i d e r i n g  s t r a t e g i c s  f o r  e x p a n d i n g  s e r v i c a  d e l i v e r y  
f o r  p e r s o n a  v l c h  d i s a b i l i t i e s  i n  H a r y l a n d ,  c h a  f a d a r a l  d a f i n i t l o n  o f  
d e v e l o p m e n t a l  d i a a b i l l t l e a  (P L  9 9 - 5 2 7 }  v s t  c h o  f i r s t  Co b e  e v a l u a t e d .
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.

I n  J u l y ,  1 9 8 6  c h a  H a r y l a n d  l e g i s l a t u r e s  p a e a e d  a  b i l l  a u t h o r i z i n g  t h a  
M e n t a l  R e t a r d a t i o n  a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s  A d m i n i s t r a t i o n  t o  
a d o p t  a  " m o d i f i e d "  d e v e l o p m e n t a l  d i s a b i l i t i e s  d e f i n i t i o n . .  T h i s  a c t  
m o v e d  t h e  s c a t s  f r o m  a  c a t e g o r i c a l  d e f i n i t i o n  t h a t  i n c l u d e d  m a n t e l  
r e t a r d a t i o n ,  c e r a b r a l  p a l s y ,  a u t i s m ,  a n d  e p i l e p s y ,  t o  a  m o r e  f u n c t i o n a l  
d e f i n i t i o n .

M a r y l a n d ’ s  d a f i n i t l o n  d i f f e r s  f r o m  t h a  f e d e r a l  d e f i n i t i o n  i n  s o m a  
i n c a r n a t i n g  v a y s .  I n  c h a  f i r s t  p l a c e ,  t h e  d e f i n i t i o n  clearly e x c l u d e s  
t h o s e  i n d i v i d u a l s  w h o s o  d i s a b i l i t y  r e s u l t s  s o l e l y  f r o a  m e n t a l  i l l n e s s .  
T h e s e  p e r s o n s  w i l l  c o n t i n u e  t o  r e c e i v e  s e r v i c e s  t h r o u g h  t h e  s t a t s ' •  
M e n t a l  H y g l e n a  A d m i n i s t r a t i o n .  S e c o n d l y ,  w h e r e  t h e  f e d e r a l  d e f i n i t i o n  
s p e c i f i e s  t h a c  a n  i n d i v i d u a l  m u s t  b e  s u b s t a n t i a l l y  f u n c t i o n a l l y  l i m i t e d  
i n  a t  I s a a c  t h r e e  o f  s a v e n  m a j o r  U f a  a c t i v i t y  a r e a s ,  M a r y l a n d ' s  
m o d i f i e d  d a f i n i t l o n  f o c u s a a  o n l y  o n  t h a  i n d i v i d u a l ' s  a b i l i t y  Co l i v e  
i n d e p e n d e n t l y . T h i s  v a r i a b l a  i s  m e a s u r e d  I n  t e r n s  o f  p e r s o n a l  s a d  
h o u s e h o l d  m a n a g e m e n t  a n d  c s s  o f  c o m m u n i t y  r e s o u r c e s .  T h e  t h i r d ,  a n d  
p e r h a p s  m o s t  i n t e r e s t i n g  d e p a r t u r e  f r o m  c h e  f e d e r a l  d e f i n i t i o n  i n v o l v e *  
t h e  e s t a b l i s h m e n t  o f  a  c v o - t i a r e d  e l i g i b i l i t y  s c r e e n .  A s  n o t e d  i n  t h e  
e a r l i e r  d i s c u s s i o n ,  I n d i v i d u a l *  v h o  m e e t  all c r i t e r i a  s p e c i f i e d  in .  t b a  
d a f i n i t l o n  ( i . e .  a  d i a g n o s i s  o t h e r  t h a n  m e n t a l  i l l n a s *  x l o n e ,  a g a  o f  
o n s e t  b e f o r e  2 2 , a n d  s u b s t a n t i a l  f u n c t i o n a l  l i m i t a t i o n  I n  t h e  a b i l i t y  t o



l i v e  i n d e p e n d e n t l y ]  a r »  e l i g i b l e  f o r  c h a  f u l l  r a n t #  o f  s e r v i c e *  o r f n r a c  
8 7  c h a  s c a t e  a g e n c y .

T h o s e  i n d i v i d u a l s  v h o  f a i l  s o  o a a c  a l l  o f  c h a  c r i t e r i a  f u r  
d e v e i c p s e n t a l  d i s a c i l i t i a a  3 * 7  s t i l l  b o  e l i g i b l e  f o r  i n d i v i d u a l  s u p p o r t  
s e r v i c e s .  T o  b o  e l l g i b l a  f o r  Cha u p p e r  t i e r  o f  a e r v i c e a  w o  c o n d i t i o n s  
o f  d i s a b i l i t y  m u s e  s t i l l  b e  c a t .  T3ie i n d i v i d u a l  a u p p o r c  a a r v i c a a  f o r  
p e r s o n s  v l t h  m i l d e r  l i m i t a t i o n s  do  n o c  i n c l u d e  f u l l  d a y  o e r v i c e e  a n d  
r e s i d e n t i a l  s e r v i c e * ,  b u c  i n c l u d a  s u p p o r t  s e r v i c e s  f o c u s i n g  o n  
p r e v e n t i o n ,  a n d  e n h a n c i n g  c h a  i n d i v i d u a l ' a  a b i l i t y  t o  l i v e  l n d a p a n d a n t l y  
i n  c h a  c o t m u n i t y ,  w h i c h  s a y  I n c l u d a  l l a i t e d  d a y  a a r v i c a a  a n d  r a a l d a n c l a l  
a u p a r v t a l o n .

I t  I s  a n t i c i p a t e d  C h a t  t h i s  m o d i f i e d  d e f i n i t i o n  w i l l ,  i n  f a c t ,  
r e d u c e  t h e  n u m b e r  o f  p e r r o n s  e l i g i b l e  ( c h o u g h  n o c  n a c e a a a s i l y  c h a  a c c u a l  
n u m b e r s  o f  p e r s o n a  s e r v e d )  f o r  t h e  f u l l  r a n g e  o r  a a r v i c a a  i n  M a r y l a n d .  
U n d e r  t h a  c a t e g o r i c a l  d e f i n i t i o n ,  s l i g h t l y  m o r e  c h a t  3Z o f  c h a  
p a p u l a t i o n  v e r e  e l i g i b l e  f o r  t h e  f u l l  r a n g e  o f  s e r v i c e s .  U n d e r ,  c h e  a e v  
m o d i f i e d  d e f i n i t i o n ,  o n l y  1 .7X  a r e  e x p e c t e d  t o  q u a l i f y  f o r  t h a  f u l l  
r a n g e  o f  x a r v l c . e s .  I n d i v i d u a l s  w h o  w o u l d  h a v a  q u a l i f i e d  u n d e r  t h e  o l d  
d e f i n i t i o n  w i l l  r e m a i n  e l i g i b l e  f o r  i n d i v i d u a l  a u p p o r t  s e r v i c e s ,  b u c  
w i l l  n o c  b e  e l i g i b l e  f o r  f u l l  d a y  a n d  r e s i d e n t i a l  s e r v i c e s .  A 
g r a n d f a t h e r  c l a u s e  i n  c h a  l e g i s l a t i o n  p r o c a c t s  t h a  e l i g i b i l i t y  s t a t u s  o f  
p e o p l e  a l r e a d y  i n  t h e  s e r v i c e  s y s t e m .

D a s p i r a  a n  o v e r a l l  r e d u c t i o n  i n  Che n u m b e r  o f  p e r s o n s  e l i g i b l e  f o r  
s e r v i c e , c h e  a d o p t i o n  o f  c h a  f u n c t i o n a l  d e f i n i t i o n  o p e n e d  t h e  s e r v i c e  
d o o r s  c o  a  b r o a d e r  s p e c t r u m  o f  d i s a b i l i t y  g r o u p s ,  a n d  c o n s e q u e n t l y  a 
w a i t i n g  l i s t  o f  2 , 0 0 0  p e r s o n s  w i t h  d i s a b i l i t i e s  o c h e r  c h a n  m e n t a l  
r e t a r d a t i o n  h a s  f c r m e d  i s .  M a r y l a n d .  H e e d s  a s s e s s m e n t s  h a v e  b e e n  
c o n d u c t e d  b y  M o r r i s o n ,  S a c h s  fc S m u l l  ( 1 9 8 6 )  o n  t h e  p a r s o n s  o n  c h o  
■ w a i t i n g  l i s t .  T h e  w a i t i n g  l i s t  r e p r e s e n t s  c h e  b e s t  i n f o r m a t i o n  kn ow n  i n  
a n y  o f  c h e  s t a t e s  c h a t  h a v e  c h a n g e d  d e f i n i t i o n s  t o  p r o j e c t  c h a  n u m b e r s  
o f  p e r s o n s  w i t h  d i s a b i l i ' i « < >  o t h e r  t h a n  m e n t a l  r e t a r d a t i o n  c h a t  w i l l  
a c t u a l l y  c o m ® ' f o r w a r d  f o r  s e r v i c a ,  g i v e r ,  c h a n g e d  s e r v i c e  e l i g i b i l i t y ,  
a n d  w h a t  t h e i r  s e r v i c e  n e e d s  a r e .  H o w e v e r ,  M a r y l a n d  r e s e a r c h e r s  v i e w  
t h i s  c a t a  a s  a n  u n d e r e s t i m a t e  o f  c h e  c c c a l  n u m b e r s  o f  p e r s o n e  v l t h  
d i s a b i l i t i e s  o c h e r  c h a n  m e n t a l  r e c a c d a c i o n  t h a t  may com * f o r w a r d  f o r  
s e r v i c e .  T h e y  e x p l a i n  c h a t  l i m i t e d  f u n d s  e n d  a  l i m i t e d  s e r v i c e  a r r a y  
d i s c o u r a g e  m a n y  p o c e n t i a l  c o n s u m e r s  f r o m  i d e n t i f y i n g  t h e m s e l v e s  f o r  
s e r v i c e .

3 i w r . i l . I n  1 9 8 3 ,  H a w a i i  c h a n g e d  f r o m  a  c a t e g o r i c a l  d e f i n i t i o n  o f  
d i s a b i l i t i e s  t h a t  i n c l u d e d  n a n t a l  r e t a r d a t i o n ,  e p i l e p s y ,  a u c i x o  a n d  
c e r e b r a l  p a l s y  t o  t h e  f e d e r a l  d e f i n i t i o n  o f  d e v e l o p m e n t a l  d i s a b i l i t i e s . 
P e r s o n s  e l i g i b l e  f o r  s e r v l e t s  u n d e r  t h e  o l d  c a t e g o r i c a l  d e f i n i t i o n  w e r e  
a u t o m a t i c a l l y  e l i g i o l e  f o r  s e r v i c e s  u n d e r  t h e  new  d e f i n i t i o n .  H o w e v e r ,  
i t  1 # a n t i c i p a t e d  t h a :  p e r s o n s  w i t h  a i l d  i m p a i r m e n t s  w i l l  b e  s c r e e n e d  
o u t  I n  f u t u r e  y * a i a ’.
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P e r s o n s  I n  H a w a i i  c o c o  t h a t  t h e y  h a d  a n t i c i p a t e d  a n  i n c r e a s e  I n  
d e m a n d  £ s r  s o t v i c e #  a a  a  r a s v . l t  o f  t h l a  c h a n g e .  H c r v a v o r ,  t o  d a t a ,  c h a r s  
h a s  n o c  b a a n  a n  i n c n a a a  i n  c h a  a m o u n t  o f  a a r v l c a  p r o - a i d e d .  T iro  r e a s o n s  
a r a  C i t e d  Co e x p l a i n  c h i a .  I n  c h a  f i r s t  p l a c e , t h e  c h a n g e  in .  
e l i g i b i l i t y  w a a  n o t  a d v e r t i s e d  w i d e l y .  S e c o n d ,  c h e  H a w a i i  a c a t u t e  d o a a  
n o c  m a n d a t e  t h a t  a l l  t a r v i c a  a p p l i c a n t s  b e  s e r v e d .  T h e  d e p a r t m e n t  
o p e r a t e s  w i t h i n  a  b u d g e t  a n d  p r o v i d e s  a a r v i c a a  o n ly -  w i t h i n  i t s  m e a n s .
H ew  r e s o u r c e s  s i t e  n o t  a l l o c a t e d ,  a n d  t h u s  n e w  s e r v i c e s  w e r e  n o c  
d e v e l o p e d .

T h e  m o a t  n o t i c e a b l e  c h a n g e  h a s  o c c u r r e d  i n  c h a  a r e a  o f  c a s e  
m a n a g e m e n t . S i n c e  t h a  s c a c a  a g e n c y  i s  n o w  d e a l i n g  v l t h  n o t *  I n d i v i d u a l s  
h a v i n g  m o r e  c o m p l e x  p h y s i c a l  d i s a b i l i t i e s , e a s e  m a n a g e r s  h a v e  h a d  - o  
a d a p t  c h a i r  s t r a t e g i e s  a n d  r e a c h  o u t  t o  d i f f e r e n t  t y p e s  o f  s e r v i c e  
providers.

e r r a n t l y ,  c h o  s t a t e  i s  a c t s m p c l n g  t o  o p e r a t i o n a l i s e  t h e  e l i g i b i l i t y  
c r i t e r i a  a n d  t o  d e v e l o p  a n  I n s t r u m e n t  f o r  a s s e s s i n g  s u b s t a n t i a l  
i m p a i r m e n t  i n  t h r e e  a t  r h e  s e v e n  m a j o r  l i f e  a c t i v i t i e s  s p e c i f i e d  i n  t h e  
f e d e r a l  d e f i n i t i o n .  T h e y  ^ r i  a l s o  w o r k i n g  o n  d u e  p r o c e s e  a n d  g r i e v a n c e  
p r o c e d u r e s  f o r  p e r s o n s  w ho  a r c  d e t e r m i n e d  t o  b e  i n e l i g i b l e  f o r  s e r v i c e s  
u n d e r  t h e  f e d e r a l  d e f i n i t i o n .

C a l i f o r n i a .  C a l i f o r n i a  c o n s i d e r e d  a d o p t i n g  a  f u n c t i o n a l  d e f i n i t i o n  
f o r  d e v e l o p m e n t a l  d i s a b i l i t i e s  i n  C h e  e a r l y  1 9 3 0 ' s .  T h e  H e a l t h  a n d  
W e l f a r e  A g e n c y  c o n t r a c t e d  w i t h  B e r k e l e y  P l a n n i n g  A s s o c i a t e s  (B P A ) t o  
e x p l o r e  c h e  i m p l i c a t i o n s  o f  m a k i n g  t h i s  c h a n g e .  A s  n o t e d  a b o v e ,  t h e  BPA 
s t u d y  d e s c r i b e d  a l t e r n a t i v e  o r g a n i s a t i o n a l  a r r a n g e m e n t s  t h a t  w e r e  
p o s s i b l o  f o r  t h e  s t a t s  t o  c o n s i d e r  a n d  s u m m a r i z e d  d a t a  o n  p r e v a l e n c e  
r a c e s  f o r  v a r i o u s  d i s a b i l i t i e s  u s i n g  b o t h  t h e  f e d e r a l  d e f i n i t i o n  o f  
d e v e l o p m e n t a l  d i s a b i l i t i e s  s o d  t h e  c a t e g o r i c a l  d e f i n i t i o n  r e p l a y e d  i n  
C a l i f o r n i a .  On t h e  b a s i s  o f  d a t a  f r o m  t h e  1 9 7 6  S u r v e y  o f  I n c  c ru s  e n d  
E d u c a t i o n ,  BPA c o n c l u d e d  t h a t  t h a  t r a n s i t i o n  t o  t h e  f e d e r a l  d e f i n i t i o n  
m l g h c  m e a n  t h a t  f o u r  t i m e s  a s  m a n y  i n d i v i d u a l s  a s  e r e  c u r r e n t l y  e l i g i b l e  
f o r  t h e  s e r v i c e s  o f  t h e  D . D .  D i v i s i o n  w o u l d  b e c o m e  e l i g i b l e .  O n t h e  
b a s i s  o f  t h e s e  p r o j e c t i o n s  a n d  t h e i r  a s s e s s m e n t  o f  t h e  c u r r e n t  s e r v i c e  
d e l i v e r y  s y s t e m  i n  t h s  s t a t s ,  C a l i f o r n i a  o f f i c i a l s  d e c i d e d  . ig a ix u B t  t h a  
f e d e r a l  d e f i n i t i o n  a n d  k e p t  t h e  c a t e g o r i c a l  d e f i n i t i o n  t h a t  i n c l u d e d  
m e n t a l  r e t a r d a t i o n ,  c e r e b r a l  p a l s y ,  e p i l e p s y  a n d  a u t i s m .

P a r a o n a  i n  t h e  s t a t s  d o  n o e  f e e l  t h a t  t h e r e  a r e  s u b s t a n t i a l  n u m b e r s  
o f  i n d i v i d u a l s  w h o  a r c  u n s e r v e d ,  T h e y  b e l i e v e  t h a t  t h o s e  p e r s o n s  w h o  do  
n o c  m e e t  t h e  e l i g i b i l i t y  c r i t e r i a  o f  t h e i r  c a t e g o r i c a l  d e f i n i t i o n  a r e  
r e c e i v i n g  a a r v i c a a  t h r o u g h  o c h e r  s t a t e  a g e n c i e s .

Sunm M trj o f  L * m to a t  f r o a  O th o c  S c a r c e .  The r e v i e w  o f  e x p e r i e n c e s  i n  
o t h e r  s t a t e s  v l t h  c h a n g i n g  d e f i n i t i o n s  o f  d e v e l o p m e n t a l  d i s a b i l i t i e s  
i n c l u d e s  so m a  c o n s i d e r a t i o n s  o f  I m p o r t  t o  A r k a n s a s ,  i n c l u d i n g  t h e  
f o l l o w i n g :



Aa f o u n d  I n  c h e  H i u a i i  a x p e r l a n c a ,  a h a n g a a  I n  a g e n c y  M q d a C f i  
C and  Co h a v e  a n  i s a u a d l a c a  i m p a c t  o n  c a s e  a a n a g e r n  w ho  n<u*c 
r a a c h  o u t  CO d i f f e r e n t  g r o u p s  a n d  l e e m  d i f f e r e n t  s a r v l c u  
s y s t e m s  a n d  p r o v i d e r s .

T h a  O h i o  a x p a r l n n c a  i l l u s t r a t a *  a  w ay  Co f o c u s  a t t e n t i o n  o n  
p a r a o n a  u l c h  s a v e r s  d i a a b i l i c i e o  w h i l e  a l s o  r e c o g n i s i n g  c h a  
a u p p o r c  n a a d a  o f  p a r a o n a  w i t h  n o r *  m o d e r a t e  d i s a b i l i t i e s .  By 
i n c l u d i n g  a  s e c t i o n  i n  c h a  d a f i n i t l o n  c h e c  a l l o w *  e l i g i b i l i t y  
f o r  p e r s o n s  v h o  w o u l d  d e v e l o p  a e v c r i  l i m i t a t i o n *  i n  t h e  
a b o a n c e  o f  i n t e r v e n t i o n . M a r y l a n d ' *  “ t w o  t i e r *  a p p r o a c h  l a  
a l s o  a  r e a p o n s *  Co a s s u r i n g  p a r a o n a  w i t h  l a s a  s e v e r e  
d i a e b l l i c l e a  r e c a i v n  n e e d e d  a u p p o r c .

T h a  Haw J e r s e y  a p p r o a c h  r e c o g n i z e *  t h e  i m p o r t a n c e  o f  a n  
e v a l u a t i o n  I n  o r d e r  Co e n a u r e  t h a t  t h e  a p p l i c a t i o n  o f  a  n e w  
d e f i n i t i o n  d o e s  n o t  u n d u l y  p e n a l i z e  a n y  p a r t i c u l a r  d i s a b i l i t y  
g r o u p .  New J e r s e y ’ s  t h r e e  y e a r  p h a a e - l n  i a  a l a o  a  u s e f u l  w a y  
o f  e n s u r i n g  o r d e r l y  I m p l e m e n t a t i o n .

T h e  r e v i e w  o f  c h a n g e s  i n  H a w a i i ’ s  s y s t e m  r e i n f o r c e *  t h e  
I m p o r t a n c e  o f  d e v e l o p i n g  a  g r i e v a n c e  m e c h a n i s m  t o  e n s u r e  t h e  
a n y  d e f i n i t i o n a l  c h a n g e s  d o  n o c  r e s u l t  i n  u n j u s t  s e r v i c e  
e x c l u s i o n .

T h e  New J e r s e y  e n d  M a r y l a n d  r e v i e w s  d r a w  a t t e n t i o n  t o  t h e  
n e c e s s i t y  t o  d e v e l o p  i n s t r u m e n t s  t h a t  a r e  c a p a b l e  o f  
d i s c r i m i n a t i n g  among t h o s e  w h o  a r e  e l i g i b l e  a n d  t h o e e  w h o  a r e  
n o c  e l i g i b l e  f o r  s e r v i c e s .
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D e a r  S e n a t o r  D u n c a n ,

I s u p p o r t  S e n a t e  B i l l  5 2 ,  a  B i l l  t o  c h a n g e  t h e  d e f i n i t i o n  o f  

D e v e l o p m e n t a l  D i s a b i l i t i e s  t o  c o n f o r m  w i t h  t h e  F e d e r a l  

D e f i n i t i o n .  W e  h a v e  b e e n  t o o  l o n g  i n  c h a n g i n g  t h e  

d e f i n i t i o n  t o  b e  m o r e  r e a s o n a b l e  a n d  f a i r  f o r  a l l  c h i l d r e n  

a n d  f a m i l i e s  w h e  e x p e r i e n c e  a  d e v e l o p m e n t a l  d i s i b i l i t y .

T h e r e f o r e ,  y o u r  B i l l  i s  w e l c o m e d .  A s  a  f o r m e r  D i r e c t o r  o f  

t h e  S t a t e ' s  D e v e l o p m e n t a l  D i s i D i l i  t i e s  P r o g r a m  i n  T h e  

D e p a r t m e n t  o f  H e a l t h  a n d  S o c i a l  S e r v i c e s ,  I w i s h  t o  t e l l  y o u  

t h a t  m y  j o b  w o u l d  h a v e  b e e n  m a d e  m o r e  e f f i c i e n t  h a d  w e  h a d  a  

m o r e  a p p r o p r i a t e  d e f i t  i o n  t o  w o r k  w i t h  s u c h  a s  y o u  a r e  

p r o p o s i n g .  I f  I c a n  b e  o f  h e l p  i n  y o u r  e f f o r t s ,  p l e a s e  

c o n t a c t  m e  a t  5 8 ( 5 - 2 2 * 1 3  o r  5 8 6 - 1 6 2 7 .

S i  n c e r e l y ,

S e n a t o r  J i m  D u n c a n  

S t a t e  C a p i t o l  B u i l d i n g  

J u n e a u ,  A K  9 9 8 1 1 F e b  1 5 ,  1 9 9 1

R f / b e r t  P.  G r e g o v i c h y  P h  . D  

2 0 2  T r o y  A v e  

J u n e a u ,  A l a s k a  9 9 8 0 1



Oct. 3 EDIIC. OF HANDICAPPED ACT AMEND. I \L . 99-157
Sec. 101

Hource b u t fo r  th e  e n a c tm e n t o f  th is  p u rt , e xc ep t t h a t  w h e n e v e r 
con s id e red  n e ce ssa ry  to  p re v e n t  th e  d e la y  in  th e  re c e ip t o f  a p p ro ­
p r ia te  e a r ly  in te rv e n t io n  s e rv ic e s  b y  th e  in fa n t  o r  t o d d le r  o r  fa m ily  
in a  t im e ly  fa sh io n , fu n d s  p ro v id ed  u n d e r se c tio n  6 7 3  m a y  be used to 
p ay  th e  p ro v id e r  o f  se rv ic e s  p en d in g  re im b u rs em e n t f r o m  the  
agency w h ich  has  u lt im a te  re s p o n s ib i li ty  fo r  th e  p a ym en t .

" (b ) R e d u c t io n  o k  O t h e r  B e n e f i t s .— N o th in g  in  th is  p a r t  s h a l l be 
c on s tru e d  to  p e rm it  th e  S ta te  to  red u ce  m ed ic a l o r  o th e r  a ss is tan c e  
a v a i la b le  o r  to  u lt e r  e lig ib i li t y  u n d e r  t i t le  V  o f  th e  S o c ia l S e c u r ity  
A ct (r e la t in g  to m a te rn a l a n d  c h i ld  h e a lth ) o r  t i t le  X IX  o f  th e  S o c ia l 12 USC 701.
S e c u rity  A ct ( r e la t in g  to  m ed ic a id  fo r  h an d ic ap p ed  in fa n t s  a n d  42 USC 1396.
to d d le rs ) w ith in  th e  S ta te .

" s t a t e  in t e r a g e n c y  c o o r d in a t in g  c o u n c il  •
"S ec. 682. (a ) E s t a b l i s h m e n t . — (1) A n y  S ta te  w h ich  d e s ire s  to  20 USC MS2. 

re ce ive  f in a n c ia l a ss is tan c e  u n d e r  se c tio n  6 7 3  s h a l l  e s ta b lis h  a  S ta te  
In te ra g e n c y  C o o rd in a t in g  C o u n c i l c om posed  o f  15 m em be rs .

" (2 )  T h e  C ou n c il a n d  th e  c h a irp e rs o n  o f  th e  C ou n c i l s h a l l be 
ap p o in te d  b y  th e  G o v e rn o r . In  m a k in g  a p p o in tm en ts  to  th e  C o u n c i l, 
th e  G o v e rn o r  s h a l l e n s u re  th a t  th e  m em b e rsh ip  o f  th e  C ou n c i l 
r e a s o n a b ly  re p re s e n ts  th e  p o p u la t io n  o f  th e  S ta te .

" (d ) Co m p o s it io n .— T h e  C o u n c i l s h a l l  be com posed  o f—
“ (1 ) a t  le a s t  3 p a re n ts  o f  h an d ic ap p ed  in fa n t s  o r  to d d le rs  o r  

h and icapped  c h i ld re n  aged  3  th ro u g h  6 , in c lu s iv e ,
" (2 )  a t  le a s t  3 p u b lic  o r  p r iv a te  p ro v id e rs  o f  e a r ly  in te rv e n t io n  

se rv ic e s ,
" (3 )  a t  le a s t  o n e  re p re s e n ta t iv e  from  th e  S ta te  le g is la tu re ,
" (4 )  a t  le a s t  on e  p e rson  in v o lv e d  in  p e rs o n n e l p re p a ra t io n , 

a n d
“ (5 ) o th e r  m em be rs  re p re s e n t in g  e ach  o f  th e  a p p ro p r ia te  

agen c ies  in v o lv e d  in  th e  p ro v is io n  o f  o r  p a ym e n t f o r  e a r ly  
in te rv e n t io n  se rv ic e s  to  h a n d ic a p p ed  in fa n ts  a n d  to d d le rs  and  
t h e i r  fa m ilie s  a n d  o th e rs  se le c ted  b y  th e  G o v e rn o r . •

" (c ) M e e t in g s .— T he  C ou n c i l s h a l l  m ee t a t  le a s t  q u a r t e r ly  a n d  in  
such  p la ce s  as it  d eem s n e c e s s a ry . .T h e  m ee tin g s  s h a l l  be p u b lic ly  
a n n ou n c ed , a n d , to  th e  e x te n t  a p p ro p r ia te , open  a n d  a ccess ib le  to  
th e  g e n e ra l pub lic .

" (d ) M a n a g e m e n t  A u t h o r it y .— S ub je c t to  th e  a p p ro v a l o f  th e  
G o v e rn o r , th e  C ou n c i l m a y  p re p a re  a n d  a p p ro v e  a  b udge t .u s in g  • y  
fu n d s  u n d e r  th is  p a r t  to  h i re  s t a f f ,  a n d  o b ta in  th e  s e rv ic e s  o f  such  
p ro fe s s io n a l, te c h n ic a l, a n d  c le r ic a l p e rs o n n e l a s m a y  be n e c e s sa ry  
to  c a r r y  o u t  its  fu n c t io n s  u n d e r  th is  p a r t .  .. . .

" (e ) F u n c t io n s  o f  Co u n c il .— T h e  C o u n c i l s h a l l—
" (1 )  a d v is e  a n d  a ss is t th e  le a d  ag en cy  d e s ig n a te d  o r  e s ta b ­

lish e d  u n d e r  sec tio n  676 (bX 9 ) in  th e  p e r fo rm a n c e  o f  th e  re s p o n ­
s ib i li t ie s  s e t o u t  in  su ch  sec tion , p a r t ic u la r ly  th e  id e n t i f ic a t io n  
o f  th e  sou rce s  o f  f is c a l a n d  o th e r  s u p p o r t  f o r  s e rv ic e s  f o r  e a r ly  , .
in te rv e n t io n  p ro g ram s , a s s ig n m en t o f  f in a n c ia l re s p o n s ib i li t y  to  
th e  a p p ro p r ia te  agen cy , and  th e  p ro m o t io n  o f  th e  in te ra g e n c y  
a g re em en ts , •-

" (2 )  a d v ise  and  a ss is t th e  le a d  ag en cy  in  th e  p re p a ra t io n  o f  
a p p lic a t io n s  a n d  am endm en ts  th e re to , a nd  

" (3 )  p re p a re  and  su b m it a n  a n n u a l r e p o r t  to  th e  G o v e rn o r  a n d  Report, 
to  th e  S e c re ta ry  o n  th e  s ta tu s  o f  e a r ly  in te rv e n t io n  p ro g ram s  
fo r  h an d icap p ed  in fa n ts  und  to d d le rs  and  th e i r  fa m i lie s  o p e r­
a te d  w ith in  th e  S ta te .

J £ 3 5

100 STAT. 1153
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State and local
govemmenta.
E d u c a t i o n .

20 USC 1483. 
20 USC 1416, 
14 17 , 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 14S4.

20 USC 14 16 .

LAV/S OF 99th CONG.—2nd SESS. Oct. 8

" ( 0  Co n f l ic t  o f  I n t e r e s t .— N o m em b e r o f  th e  C oun c il s h a ll cast a  
v o te  on  a n y  m a t t e r  w h ich  w ou ld  p ro v id e  d ire c t  f in a n c ia l b en e fit  to  
th a t m em b e r o r  o th e rw is e  g ive  th e  a p p e a ra n c e  o f  a  c on f lic t o f  
in te re s t  u n d e r  S ta te  la w ;

" (g ) U s e  o f  E x is t in g  Co u n c il s .— 1T o  th e  e x te n t  th a t  a  S ta te  has 
e s ta b lish ed  a  C ou n c i l b e fo re  S e p tem b e r 1, 1986 , th a t  is c om p a rab le  
to  th e  C o u n c i l d e sc rib ed  in  th is  se c tio n , su ch  C oun c il s h a ll be 
c on s id e red  to  be in  c om p lia n c e  w ith  th is  sec tion . W ith in  4 y e a rs  
a f t e r  th e  d a te  th e  S ta te  accep ts fu n d s  u n d e r  sec tion  673 , such  S ta te  
s h a l l e s ta b lis h  a  c o u n c i l th a t  c om p lie s  in  f u l l  w ith  th is  sec tion .

"FEDERAL ADMINISTRATION :
"S ec. 683. Sections 616, 617, an d  620 shall, to  th e  ex ten t no t 

inconsisten t w ith  th is  p a rt, apply to  th e  program  authorized by th is
p a r t , e xcep t t h a t—  • •   1

"(1) an y  re ference  to  a  S ta te  educational agency shall be 
deem ed to  be a  reference  to th e  S ta te  agency established or 
designated  u n d er section 676(bX9),

“ (2 ) a n y  re fe re n c e  to  th e  e d u c a t io n  o f  hand icapped  c h ild re n  
a n d  th e  e d u c a tio n  o f  a l l  h and icapped  c h i ld re n  a n d  th e  p ro v is io n  
o f  f r e e  p u b lic  e d u c a t io n  to  a l l  h an d icap p ed  c h ild re n  s h a ll be 
deem ed to  be a  re fe re n c e  to  th e  p ro v is io n  o f  se rv ic e s  to  h a n d i­
capped  in fa n t s  a n d  to d d le rs  in  a c c o rd an c e  w ith  th is  p a r t , a nd  

“ (3 ) a n y  re fe re n c e  to  lo c a l e d u c a t io n a l agenc ies and  in te r ­
m ed ia te  e d u c a t io n a l agenc ies s h a l l  be d eem ed  to  be a  re fe re n c e  
to  lo c a l s e rv ic e  p ro v id e rs  u n d e r th is  p a r t .

" a l lo c a t io n  o f  f u n d s

" S ec . 6 8 4 . (a ) F r o m  th e  sum s a p p ro p r ia te d  to  c a r r y  o u t th is  p a r t  
f o r  a n y  fis c a l y e a r , th e  S e c re ta ry  m a y  re s e rv e  1 p e rcen t fo r  p ay ­
m en ts  to  G u a m , A m e r ic a n  S am oa , th e  V i rg in  Is la n d s , th e  R. u b lic  
o f  th e  M a rs h a l l Is la n d s , th e  F e d e ra te d  S ta te s  o f  M ic ron es ia , th e  
R ep u b lic  o f  P a la u , a n d  th e  C om m on w ea lth  o f  th e  N o r th e rn  M a ria n a  
Is la n d s  in  a c c o rd an c e  w ith  th e i r  re sp ec tiv e  needs.
: " (b X l)  T h e  S e c re ta ry  s h a l l  m ak e  p a ym en ts  to  th e  S e c re ta ry  o f  th e  

In t e r io r  a c c o rd in g  to  th e  n eed  fo r  su ch  a ss is tan c e  fo r  th e  p ro v is ion  
o f  e a r ly  in te rv e n t io n  se rv ic e s  to  h and icap p ed  in fa n ts  a n d  tod d le rs  
a n d  t h e i r  fa m i lie s  o n  re s e rv a t io n s  se rv ic e d  b y  th e  e lem e n ta ry  and  
se c o n d a ry  s ch oo ls  o p e ra te d  f o r  In d ia n s  b y  th e  D e p a rtm e n t o f. th e  
In t e r io r .  T h e  a m o u n t  o f  su ch  p a ym en t f o r  a n y  f is c a l y e a r  s h a ll be 
1 .25  p e rc e n t o f  th e  a g g re g a te  o f  th e  a m o u n t a v a i la b le  to  a l l  S ta te s  
u n d e r  th is  p a r t  f o r  t h a t  f iw ^ l y e a r . . .

" (2 ) T h e  S e c re ta ry  o f  th e  In t e r io r  m a y  re c e iv e  a n  a llo tm e n t u n d e r 
p a ra g ra p h  (1 ) o n ly  a f t e r  su b m it t in g  to  th e  S e c re ta ry  a n  a p p lic a t io n  
w h ich  m ee ts  th e  re q u ire m e n ts  o f  sec tion  6 7 8  a n d  wh ich  is app roved  
b y  th e  S e c re ta ry -  S e c t io n  6 1 6  s h a l l a p p ly  to  a n y  such  ap p lic a tio n .

“ (c X l)  F o r  e ach  o f  th e  fis c a l y e a rs  1987 th ro u g h  1991 from  th e  
fu n d s  re m a in in g  a f t e r  th e  re s e rv a t io n  a n d  p a ym en ts  u n d e r subsec­
t io n s  (a ) a n d  (b ), th e  S e c re ta ry  s h a l l a l lo t  to  each  S ta te  a n  am oun t 
w h ich  b e a rs  th e  s am e  r a t io  to  th e  a m o u n t o f  su ch  rem a in d e r a s  the  
n um b e r o f  in fa n t s  a n d  to d d le rs  in  th e  S ta te  b ea rs  to  the  n um b e r o f  
in fa n ts  a n d  to d d le rs  in  a l l  S ta te s , e xcep t th a t  n o  S ta te  s h a ll rece ive
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BOARD: HANDICAPPED AND G IF T E D . GOVERNOR'5 COUNCIL FOR THE 
BOARD ID E N T IF IC A T IO N  NUMBER: 43
T IT L E :  G o v e r n o r ' s  C o u n c i l  f o r  t h e  H a n d ic a p p e d  a n d  G i f t e d
D E PT : D e p a r tm e n t  o f  H e a l t h  a n d  S o c i a l  S e r v i c e s
AUTHORITY : AS 1 4 . 3 0 . 2 3 1  & 4 7 . 8 0 . 0 3 0 ;  P L  1 0 0 - 1 4 6  & S 9 - 4 5 7
STA TUS : ACT IVE  TERM : 3 y e a r s
D E S C R IP T IO N : 1 8 - 2 3  m em be rs  a p p o in t e d  b y  G o v e r n o r :  50%  m u s t 
r e p r e s e n t  t h e  d e v e l o p m e n t a l l y  d i s a b l e d  ( D . D . )  o r  p a r e n t s  o r  
g u a r d i a n s  o f  sam e ( a s  n o t e d  i n  t h e  S p e c i a l  F a c t s  b e l o w ) ;  w i t h  
g e o g r a p h i c  b a la n c e  a n d  v a r i e t y  o f  h a n d i c a p s  r e p r e s e n t e d .  1 / 3  
m u s t  r e p r e s e n t  t h e  p r i n c i p a l  s t a t e  a g e n c i e s ,  c o n c e r n e d  w i t h  
s e r v i c e s  f o r  h a n d i c a p p e d / g i f t e d ;  1 m em ber m u s t  b e  a  S t a t e  
l e g i s l a t o r ;  1 m u s t r e p r e s e n t  t h e  O ld e r  A la s k a n s  C o m m is s io n  
(w h ic h  m ay a l s o  d o u b le  a s  a  S t a t e  A g e n c y  r e p r e s e n t a t i v e ) .
M em bers  s e r v e  a t  p l e a s u r e  o f  G o v e r n o r .  C o u n c i l  s e l e c t s  c h a i r .
S P E C IA L  FA C TS : S e r v e  a t  t h e  p l e a s u r e  o f  t h e  G o v e r n o r .  F e d e r a l
f u n d i n g .  F e d e r a l  la w  (w h ic h  s u p e r s e d e s  s t a t e  la w )  r e q u i r e s  t h a t  
t h e  s t a t e  c o u n c i l  m u s t  b e  c o m p r i s e d  o f  a t  l e a s t  50% c o n s u m e r s :  
(A )  1 / 3  o f  50% m u s t  b e  p r im a r y  c o n s u m e r s  -  p e r s o n s  w i t h  D .D .  
w h ic h  i s  a  s e v e r e / c h r o n i c  m e n t a l  o r  p h y s i c a l  im p a i rm e n t  
m a n i f e s t e d  b e f o r e  a g e  tw e n t y - t w o ;  (B )  b a la n c e  m ay b e  s e c o n d a r y  
c o n s u m e r s  -  w ho a r e  p a r e n t s  o r  g u a r d i a n s  o f  s u c h  D .D .  p e r s o n s ;  
a n d  (C )  1 / 3  o f  50% c o n s u m e r s  m u s t  b e  p e r s o n s  who a r e  im m e d ia t e  
r e l a t i v e s  o r  g u a r d i a n s  o f  p e r s o n s  w i t h  m e n t a l l y  im p a i r i n g  D .D  
( a t  l e a s t  o n e  o f  t h e s e  i n d i v i d u a l s  s h a l l  b e  a n  im m e d ia t e  
r e l a t i v e  o r  g u a r d i a n  o f  a n  i n s t i t u t i o n a l i z e d  o r  p r e v i o u s l y  
i n s t i t u t i o n a l i z e d  p e r s o n  w i t h  a  D . D . ) .  F o r  A l a s k a ,  t h i s  m ean s  
a  m in im um  o f  9 p a r e n t s  o r  g u a r d i a n s ,  o r  p e o p le  w i t h  
d e v e l o p m e n t a l  d i s a b i l i t i e s .  T h e y  may n o t  b e  e m p lo y e e s  o f  a 
s t a t e  a g e n c y  o r  a n y  o t h e r  a g e n c y  w h ic h  r e c e i v e s  f u n d s  o r  
p r o v i d e s  s e r v i c e s  u n d e r  t h i s  P u b l i c  L aw .
FUNCTION : I n t e r d e p a r t m e n t a l  p l a n n i n g / c o o r d i n a t i n g  a g e n c y  o f  t h e
D e p t ,  o f  H e a l t h  a n d  S o c i a l  S e r v i c e s ,  t h e  D e p t ,  o f  E d u c a t i o n ,  a n d  
o t h e r  d e p a r tm e n t s  w h ic h  d e l i v e r  s e r v i c e s  t o  h a n d ic a p p e d  o r  
g i f t e d .  S t a t e  p l a n n i n g  c o u n c i l  f o r  p u r p o s e s  o f  f e d e r a l  la w s  
r e l a t i n g  t o  t h e  h a n d ic a p p e d  o r  g i f t e d .
COMPENSATION: S t a n d a r d  t r a v e l / p e r  d ie m . M EETINGS: 3 t im e s  p e r
y e a r ,  c o m m i t t e e  m e e t i n g s  i n c l u d e d ;  1 5  d a y s  m axim um .
»FOR FURTHER INFORMATION CONTACT: D i r e c t o r ,  G o v e r n o r ' s  C o u n c i l  
f o r  t h e  H a n d ic a p p e d  a n d  G i f t e d ,  U n i v e r s i t y  P l a z a  O f f i c e  W e s t ,  
S u i t e  B , 6 0 0  U n i v e r s i t y  A v e n u e , F a i r b a n k s ,  AK 9 9 7 0 9  
PHONE: 4 7 4 - 2 4 4 0  ( R e v i s e d  1 / 1 4 / 9 1 )



HANDICAPPED AND GIFTEDMEMBER____________________________
REVISION DATE: 1 /1 5 /9 1  

APPT REAAPT REAPPT TERM

Kathy A l l e l y  8 8 /0 9 /1 4  0 /0 0 /0 0  0 /0 0 /0 0  9 1 /0 6 /3 0
P.O. Box 773333
E ag le  R iv e r  99577
C o n s u m e r / S e c o n d a ry

K e ith  Anderson 0 7 /1 0 /0 1  9 0 /1 1 /0 5  0/ 00/00 9 3 /0 6 /3 0
DOE, Div. Voc. R ehab . ,  Box F 
Ju n eau  99811
S t a t e  Agency/DOE, Voc. Rehab.

J o s e p h in e  G B a r r e s i  8 8 /0 9 /1 4  0 /0 0 /0 0  0 /0 0 /0 0  9 1 /0 6 /3 0
P.O. Box 711
B e th e l  99559
S p e c ia l  E d /T eac h e r

Susan M Beck 8 8 /0 9 /1 4  0 /0 0 /0 0  0 /0 0 /0 0  9 1 /0 6 /3 0
Box 82556
F a i r b a n k s  99708
Consum er/Secondary

Mary C a t ta n a c h  8 8 /0 9 /1 4  8 9 /0 8 /2 8  0 /0 0 /0 0  9 2 /0 6 /3 0
P.O. Box 6614
Anchorage 99519
G i f t e d / T a l e n t e d

Roger C la u ss e n  8 9 /1 1 /0 9  0 /0 0 /0 0  0 /0 0 /0 0  9 2 /0 6 /3 0
2210 R o o s e v e l t  D rive  
Anchorage 99517
Consum er/Prim ary

DHSS s t a f f n e m b e r  9 0 /0 0 /0 0  0 /0 0 /0 0  0 /0 0 /0 0  0 /0 0 /0 0
DHSS, P .O. BOX
Jun eau  99811
Conm. /DHSS/Des.

Duane M F rench  8 6 /0 3 /0 3  8 6 /0 9 /1 9  8 9 /0 8 /2 8  9 2 /0 6 /3 0
3710 Woodlawn Avenue
Anchorage 99503
Consum er/Prim ary
C h a ir -

Bob Gore 8 8 /0 9 /1 4  0 /0 0 /0 0  0 /0 0 /0 0  9 1 /0 6 /3 0
119 A u s t in  S t r e e t ,  <911 
K e tch ik a n  99901
S t a t e  Agency/OAC



REVISIO N  DATE: 1/15/91HANDICAPPED AND GIFTEDMEMBER_____________________________ APPT REAAPT R E A P P T  T E R M c
S te v e  Hole
C om m iss ioner ,  DOE, Box ? 
Ju n e au  99811
Comra./DOE/Designeo

8 6 /1 0 /0 2  8 9 /0 8 /2 8  0 /0 0 /0 0  9 2 /0 6 /3 0

E i l e e n  L a l l y
6508 F a i r w e a t h o r  P la c e  
A nchorage 99518
H igh er  E d u c a t io n

9 0 /1 1 /3 0  0 /0 0 / 0 0  0 /0 0 /0 0  9 1 /0 6 /3 0

R o b e r t  "Bob" Locke 
4133 Aspen Avenue 
Ju n e a u  99801
C onsum er/Secondary  
C h a i r

Susan  K N elson
4601 Reka D r iv e ,  C-8 
A nchorage 99508
C onsum er/P rim ary

8 8 /0 9 /1 4  0 /0 0 / 0 0  0 /0 0 /0 0  9 1 /0 6 /3 0

9 0 /1 1 /0 5  0 /0 0 / 0 0  0 /0 0 /0 0  9 3 /0 6 /3 0

Mike R e n fro
P.O. BOX H-04 
Ju n e a u  99811
S t a t e  A gency/D H SS/D iv .M ent.H ealth  6 D.D.

8 8 /0 9 /1 4  0 /0 0 / 0 0  0 /0 0 /0 0  9 1 /0 6 /3 0

c
James R ich
DOE/Ed.ProgramSupport/P .O .BoxF 
Ju n e a u  99811
S t a t e  A gency/D OE/Education  S u p p o r t

9 0 /1 1 /0 5  0 /0 0 /0 0  0 /0 0 /0 0  9 3 /0 6 /3 0

Brenda Trurable
P.O. Box 136
Klawock 99925
C onsum er/Secondary

8 6 /0 9 /1 9  8 9 /0 8 /2 8  0 /0 0 /0 0  9 2 /0 6 /3 0

V a l e r i e  A Van B ro c k l in
9631 H i l l s i d e  D r iv e  
A nchorage  99516
Advocacy R e p r e s e n t a t i v e

8 9 /1 1 /0 9  0 /0 0 /0 0  0 /0 0 /0 0  9 2 /0 6 /3 0

VACANT 0 /0 0 /0 0  0 /0 0 /0 0  0 /0 0 /0 0  9 3 /0 6 /3 0

L e g i s l a t o r  (G overnor  Appointment)

-96- c
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Blanche 
P.O. Box 728 
Nome
C onsum er/Secondary

W a l te r s

99762

8 1 /0 6 /3 0  9 0 /1 1 /0 5  8 7 /1 0 /0 1  9 3 /0 6 /3 0

Sandra  Watson
P.O. BOX 1063
W range ll  99929
S p e c ia l  E d . /  Admin.

9 0 /1 1 /0 5  0 /0 0 /0 0  0 /0 0 /0 0  9 3 /0 6 /3 0

Jenn y  Weaver 8 8 /0 9 /1 4  0 /0 0 /0 0  0 /0 0 /0 0  9 1 /0 6 /3 0
BOX 703
P e l i c a n  99832
C onsum er/Secondary

J o n n i  W in g f ie ld  8 8 /0 9 /1 4  0 /0 0 /0 0  0 /0 0 /0 0  9 1 /0 6 /3 0
3236 LaToUche, A p t .  #4 
A nchorage 99508
C onsum er/P rim ary

c L e s l i e  H Yameimoto 9 0 /1 1 /0 5  0 /0 0 /0 0  0 /0 0 /0 0  9 3 /0 6 /3 0
P.O. BOX 83496
F a i r b a n k s  99708
C o n s u m e r /S e c o n d a r y / I n s t i t u t i o n


