


S T A T E  O F .A L A S K A
1999 L E G IS L A T IV E  S E S S IO N

FISCAL NOTE 
»' B IL L  N O . SSHB72

Revision Date/Time (Note if correction): ______________________Dept. Affected: Health and Social Services
Title: Relating to service;) for persons with handicaps  BRU: Medical Assistance_____

____________ (DP waitlist)__________________________________ Component: Medicaid Services_______
Sponsor: Brice__________________________________  COM PONENT SERIAL NO. 2077

Requestor House (HES)______________________________________  See also (S N #):___________

Expenditures/Revenues:___________________________________ (Thousands o f Dollars)_____________
Note: Amounts do not include inflation unless otherwise noted below.
O P E R A T IN G FY2000 FY2001 FY2002 FY2003 FY2004 FY2005
PERSONAL SERVICES
TRAVEL
CONTRACTUAL
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS, CLAIMS 7,127.8 27,870.7 34.873.0 42,422.4 50,552.9 59,300.5
MISCELLANEOUS

TOTAL OPERATING 7,127.8 27,870.7 34,873.0 42,422.4 50,552.9 59,300.5

CAPITAL EXPENDITURES

CHANGES IN REVENUES ( )

FU N D  S O U R C E (Thousands of Dollars)
1002 Federal Receipts 4,262.4 16,666.7 20,854.1 25,368.6 30,230.6 35,461.7
1003 G F  Match
1004 G F
1005 GF/Program Receipts
1037 GF/Mental Health 2,865.4 11,204.0 14,018.9 17,053.8 20,322.3 23,838.8
Other (please specify)

TOTAL 7,127.8 27,870.7 34,873.0 42,422.4 50,552.9 59,300.5

Estimate o f any current yoar (FY1999) cost: 
POS IT ION S :

SO.O

FULL-TIME
PART-TIME
TEMPORARY

ANALYSIS : (Attach a separate page if necessary)

Sponsor Substitut i for I louse Bill 72 would require state agencies to provide services to all individuals with 
developmental dis abilities who meet the criteria in statute. Approximately 60 percent of individuals currently receiving 
these services are funded by the Medicaid Home and Community-Based Services Waivers, either the waiver for People 
with Mental Retardation or Developmental Disabilities (PMRDD) or the waiver for Children with Complex Medical 
Conditions (CCMC).

The Division of Mental Health and Developmental Disabilities estimates that 1000 people would receive services under 
this legislation initially, with an additional 250 per year in subsequent years. This fiscal note shows the cost to the 
Medicaid program of providing services for the 60 percent of those individuals who will qualify for Medicaid home and 
community-based waivers.

See the following page for our assumptions.
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Prepared by: Jon Slicnvood
Division: Medical A s s i s t e d "

y  Approvsd by Commissioner: Kar

Phone: •165-3355 
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Date:
Agency: Department o f  Health &  Social Services
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Revision Date:
«

B IL L  N O . S S I I B  72

ANALYSIS (cont.):
The cost to Medicaid of adding new Home and Community Based Sen/ices Waiver recipients has two components. 
First there is the cost of waiver services. Second, for individuals who do not currently receive Medicaid, there is the 
cost of providing regular Medicaid sen/ices in addition to waiver seivices.

The estimates below are based on the weighted average of the costs of the two waiver that serve these individuals, the 
PMRDD and the CCMC waivers. Two adjustments have been made. Eecause current costs include people 
deinstitutionalized from Harborview and Hope Cottages, who are more expensive to serve, the average cost of waiver 
services was reduced by one-third. Also, the cost of providing regular Medicaid services has reduced to reflect that an 
estimated 60 percent of all individuals newly eligible for waivers are already receiving regular Medicaid services.

FY00 FY 01 FY 02 FY 03 FY 04 FY 05
Total Number of client added 1,000 1,250 1,500 1,750 2,000 2,250
Percent on Medicaid HCB Waivers 60% 60% 60% 60% 60% 60%
Total New Clients on HCB Waivers 600 750 900 1,050 1,200 1,350

Weighted Ave. FY 98 Cost per Year 32,780 32,780 32,780 32,780 32,780 32,780
Inflation Rate 4.27% 4.27% 4.27% 4.27% 4.27% 4.27%
Adjustment factor for inflation 1.0872 1.1336 1.1821 1.2325 1.2852 1.3400

Estimated Annual Cost per Client S 11,880 $ 37,161 $ 38,748 $ 40,402 $ 42,127 S 43,926

Total Cost of New Clients 37,127,836 $27,870,729 $34,872,971 $42,422,388 $50,552,942 $59,300,497

Assumptions:
Ratio of new recipients on PMRDD and CCMC waiver is equal to the ratio of current recipients on the two waivers. 
Waiver services for new recipients are one-third less expensive than for current recipients.
60 percent of new waiver recipients are already eligible for regular Medicaid services.
In FY 00, new recipients will be eligible for an average of 4 months.
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F I S C A L  N O T E
S T A T E  O F  AJLASKA
1999 L E G IS L A T IV E  SESS IO N

B IL L  NO . HU 72

Revision Date: 
Title:

03/02/99
Relating to Services for Persons with

Dept. Aflected: Health and Social Services 
BRU: Community D P  Grants

Handicaps (DP Waitlist)
Sponsor: Hrlcc______________

Requestor: House (I1ES)________

Component: Community D D  Grants 
COMPONENT SERIAL NO. 309

S e e  a ls o  ( S N t f ) :  1 8 2 7 ; 2 3 6

OPERA T IN G FYOO FY01 FY02 FY03 FY04 FY05
PERSONAL SERVICES
TRAVEL
CONTRACTUAL
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS, CLAIMS
MISCELLANEOUS

309.0 309.0 309.0 309.0 309.0 309.0
50.0 50.0 50.0 50.0 50.0 50.0
25.0 25.0 25.0 25.0 25.0 25.0
5.0 5.0 5.0 5.0 5.0 5.0

40.0 0.0 0.0 0.0 0.0 0.0

4,752.0 18,580.5 23,496.6 28,812.7 34,528.8 40,644.9

TOTAL OPERATING 5,181.0 18,969.5 23,885.6 29,201.7 34,917.8 41,033.9

CAPITAL EXPENDITURES

CHANGES IN REVENUES (_____ I

FUND S O U R C E _______________________________________(Thousands of Dollars)
1002 Federal Receipts
1003 GF Match
1004 GF
1005 GF/Prograrn Receipts 
1037 GF/Monlal Health 
Other (please specify)

5,181.0 18,969.5 23.085.6 29,201.7 34,917.8 41,033.9

TOTAL 5,181.0 18,969.5 23,885.6 29,201.7 34,917.8 41,033.9

POSITIONS:
FULL-TIME 5.0 5.0 5.0 5.0 5.0 5.0
PART-TIME
TEMPORARY

Estimate of any current year (FY99) cost:  SO.O

ANALYSIS:___________ (Attach a separate page If necessary)_________________________________________
HB 72 will eliminate the Developmental Disabilities wait list and mak9 all services for eligible Individuals an entitilement. 
This will require the Division to serve people within a specific time-frame (rom when they becom e determined eligible. 
Individuals who are eligible for Medicaid services will be served  on a Medicaid Waiver. Those Ineligible for Medicaid will 
be served with Division GF/MH grant funds, If passed, HB 72 will go  into effect January 1. 2000.

Fiscal Assumptions:
1. This fiscal note assum es that the current waitlist Is approximately 1000 persons as of this date. HB 72 would eliminate 
the waitlist by providing full services for all individuals.

Assuming that historically 60% (600) Individuals are Medicaid eligible then approximately 40% (400) would have to be 
served using GF/MH grant funds, and;
Assuming the average amount for full-servlces for each  Individual Is 537,161 a year. If the bill g o e s  Into effect on 

January 1. 2000, there would be approximately 4 months In FY2000 where Individuals would be fully served with GF/MH 
state funds. The total amount for the 400 Individuals being fully served for 4 months would be 54,752.0.

Prepared by: Constance E. Anderson rL> / y-j.v
Division: Menial Health an JT)p

Approved by Commissioner: 
Agency:

-Phone: 465-48271 T Y  
Date: * 03/02/99

Date:
Department of Health & Social Services
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Revl ilon Date: 3/2/99 B I L L  N O .  H B  7 2

ANALYSIS (cont.):

Over Ihe past 4  years the average number of individuals added to the waitlist w as approximately 250  per year. 
Assum ing that 40%  of th e se  individuals are not Medicaid eligible, 100 consum ers would n eed  to b e funded by state  
GF/MH grant funds.

Historically, the co st of providing full serv ices h as risen consistently by $2000  per individual per year. The am ount of 
funding n eed ed  to fully serv e  ea ch  individual h as averaged  over the past 4  years approximately 537161/year.
Given this assum ption, FY00 would require an average full serv ices amount of $37161 per consum er.
This would bring the total amount of GF/MH n eed ed  to serv e  the 100 new consum ers to $ 1 8 ,5 8 0 .5  in FY01. 
Following this trend there is a projection of: FY02 - $23 ,496 .6 ; FY03 - $28812.7; FY04 - $34528 .8; and FY05 * 
$40644 .9 .

2. There would b e an initial and on-going n eed  for increased  Developm ental Disabilities staff. B ased  on current 
workload, is projected that there would n eed  to be o n e  full-time Project A ssistant to p rocess  the Medicaid Waivers, 
including Prior Authorizations and billing issu es .

Each of the four regions would a lso  require additional staff. At present Northern Regional Office h as one person on 
staff. C onsidering the average workload per Regional Program Specialist, It is a ssu m ed  that an additional staff 
m em ber would b e required to serve those rem oved initially from the waitlist and th ose  w ho are newly determined  
eligible each  year.

A nchorage R egional Office currently has three R egional Program Specialists on staff. It is projected that they too will 
need  and additional person to cover the increased  workload.

S outheast Regional Office a lso  h a s  one staff m em ber and it is projected that another would have to b e hired to 
provided serv ices in a timely manner.

The South-central Office, which a lso  covers the Yukon-Kuskokwim area, the Kenai Peninsula, V aldez area, Kodiak 
Island and the Aleutian Chain, is currently understaffed with one full-time Regional Program Specialist. Bringing the 
office to two full-time em p loyees is the minimum n eed ed  to cover an area this size.

The additional staff would not only be required to com plete their ow n duties pertaining to the increase of fully-served 
individuals, but would a lso  be required to provide support to the provider a g en c ies  w ho would have to increase their 
nfra-structure to accom m odate those individuals.

DD Grant FY 2000 FY2001 FY2002 FY2003 FY2004 FY2005

S erv ed  400  5 0 0  600  700  800 900
C o st/S v d  11880  37161 39161 41161 43161 45161

4 ,7 5 2 . 18 ,580 .5  23 ,4 9 6 .6  2 8 ,8 1 2 .7  34 ,520 .8  40 ,6 4 4 .9

Note: T he amount calculated for FY2000 is b ased  on a& month period from January 1 ,2 0 0 0  to June 3 0 ,1 9 9 9 .
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S T A T E  O F  A L A S K A
1999 L E G IS L A T IV E  SESS IO N

F I S C A L  N O T E
B IL L  NO . SSHB 72

Revision Date/Time (Note if correction): ____________________ Dept. Affected: Health and Social Services
Title: Relating to services for persons >vith handicaps BRU: Public Assistance Admin

___________(DD waitlist)  Component: Public Assistance Admin
Sponsor: Brice_________________________________  COMPONENT SERIAL NO. 233

Requestor: House (TIES)_____________________________________ See also (SN/f):________

Expend itu res/R evenues;_______________________________ (Thousands of Dollars)
OPERA T ING FY2000 FY2001 FY2002 FY2003 FY2004 FY2005
PERSONAL SERVICES
TRAVEL
CONTRACTUAL
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS, CLAIMS
MISCELLANEOUS

48.6 48.6 48.6 48.6 48.6 48.6

6.0 6.0 6.0 6.0 6.0 6.0
0.5 0.5 0.5 0.5 0.5 0.5
5.0 0.0 0.0 0.0 0.0 0.0

TOTAL OPERATING 60.1 65.1 65.1 55.1 65.1 6 5 .1

CAPITAL EXPENDITURES

CHANGES IN REVENUES ( )

FUND S O U R C E (Thousands of Dollars)
1002 Federal Receipts 30.0 27.5 27.5 27.5 27.5 27.5
1003 G F  Match 30.1 27.6 27.6 27.6 27.6 27.6
1004 GF
1005 GF/Program Receipts
1037 GF/Mental Health
Other (please specify)

TOTAL 60.1 55.1 55.1 55.1 55.1 55.1

Estimate o f any current year (FY1999) cost:  $0.0

POSITIONS:
FULL-TIME 1 1 1 1 1 1
PART-TIME
TEMPORARY

ANALYSIS: (Attach a separate page if necessary)

This legislation se ts  limits on the length of time an individual may remain on the waiting list for developmental disability 
services from the Division o f Mental Health and Developmental Disabilities. Eliminating this wait list will allow 
additional peop le to qualify for Medicaid home and community-based waiver services. The Division o f Public 
Assistance will be required to devote additional staff time to determine eligibility for home and community-base 
Medicaid waiver services.

Assumptions:
This legislation will be implemented July 1, 1999.
Approximately 250 additional individuals who are now on the waitlist will qualify for Medicaid waiver services.
O n e  staff person is able to maintain a Medicaid waiver caseload o f between 250 to 300 persons.
C a se load s will remain level from FY2000 through FY 2005.

Prepared by: Jim N o r d t p n d ______
Vv\ Division: Division o f Public As?i»tan^

w
Approved by Comm issioner: Ka

Phone: 465-2680 
^  TSale/Time: 2/26/99 2:28 PM

duerCormhlssioncr Date:
Agency: Department of Health & Social Services

P R EPA R ER  T O  PROV IDE ALL DISTRIBUTION CO P IE S  T O  G O V ER N OR 'S  LEG ISLA TIVE O F F IC E
For further distribution information, call the Governor's Legislative Office
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DEVELOPMENTAL DISABILITIES AND AGING
By Barbara Wright and Martha King

Medicaid 
accounts for 
about 70 
percent of 

public funding 
for residential 

and day 
services for 
people with 

developmental 
disabilities.

States are 
under pressure 

to provide 
community 
services for 

people moving 
out of 

institutional 
care.

Medicaid accounts for about 70 percent o f public funding for 
residential and day services for people with such developmental 
disabilities as mental retardation, cerebral palsy, autism or 
epilepsy. As the baby boom generation ages, state legislators face 
grow ing demands in this area. Nearly two-thirds of people with 
developmental disabilities, including the majority o f adults, live 
w ith their families— and nearly 500,000 live with caregiver:. age 
60 or older. As these aging caregivers die or can no longer 
provide assistance, additional demands w ill strain services that 
already have waiting lists in most states.

States are also under pressure to provide community services for 
people moving out of institutional care settings— stemming from 
federal policy changes, residents' preferences, and from 
budgetary considerations. A 1987 federal law requires an annual 
review of residents w ith mental retardation in Medicaid-certified 
nursing homes to determine if they actually need such care.
When the policy was first begun, residents in nursing care 30 
months or longer had the option to stay, but states had to 
discharge people who were determined not to need nursing home 
care. This resulted in a decrease of 6,000 nursing home residents 
between 1992 and 1996. Even so, only 10 percent to 25 percent 
of the 38,438 people w ith mental retardation residing in nursing 
homes in 1996 actually met the criteria for the expensive 24-hour 
care. But many states lack enough community facilities to house 
them— in 1996, state waiting lists for community-based services 
already contained more than 83,000 names.

Although legislators face increasing demands for services, they 
also have options to make services appropriate and cost-efficient. 
For example, the Illinois Home-Based Support Services Program 
helps 600 adults with severe disabilities live with their families, 
for about 58,839 per person in 1996. In contrast, individual 
institutional care in Illinois averaged 582,350 that year.

Residential services for people with developmental disabilities 
include supported living, in which people live alone or with 
roommates in their own homes or apartments. Other successful 
residential services and supports include personal assistance, 
home health care, "assistive" technologies and home 
modifications. Activities for seniors with developmental 
disabilities include opportunities to continue working (e.g., work

The N um ber o f  People
with D evelopm en ta l

D isabilities Living with
Elderly Careg ivers (1996)

Alabama 8,362
Alaska 402

Arizona 8,898
Arkansas 4,694
California 49,374
Colorado 5,611

Connecticut 6,378
Delaware 1,345

District of Columbia 1,017
Florida 40,145

Georgia 10,949
Hawaii 2,209

Idaho 1,764
Illinois 20,602

Indiana 10,208
Iowa 5,631

Kansas 5,019
Kentucky 7,325
Louisiana 6,808

Maine 2,270
Maryland 8,526

Massachusetts 11,745
Michigan 17,453

Minnesota 7,283
Mississippi 4,777

Missouri 10,378
Montana 1,580
Nebraska 3,048

Nevada 2,787
New Hampshire 1,985

New Jersey 15,789
New Mexico 2,630

New York 32,391
North Carolina 13,483
North Dakota 1,110

Ohio 21,109
Oklahoma 6,235

Oregon 6,150
Pennsylvania 27,115
Rhode Island 2,219

South Carolina 6,432
South Dakota 1,291

Tennessee 9,766
Texas 29,129
Utah 2,547

Vermont 1,011
Virginia 11,115

Washington 8,747
West Virginia 3,760

Wisconsin 8,572
Wyoming 691

United Stales 479,062
Source: Draddock, 1919.
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activ ity  cen ters, supp orted  em p loym en t, job  p la cem en ts) a s  w e ll a s  retirem ent activ ities (e .g .. 
adult d a y  care , le isure and  v o lu n teer  options). Support serv ice s  that b en efit o lder fam ilies 
in c lu d e  resp ite serv ices  and  inform ation that h elp s fa m ilie s  m ak e  future residentia l, legal and  
fin an cia l arrangem ents for their relative w ith  a d isab ility .

State Actions

M ed ica id 's  h o m e - and  co m m u n ity -b ased  serv ices w a iv e r  p rov id es federal m o n ey  for states to  
fund co m m u n ity -b a sed  serv ices . Created in 1 9 8 1 , th e  w a iv er  a llo w s  states to  u se M ed ica id  
funds for long-term  care  serv ice s  for p eop le  m o v in g  from  in stitu tion s or w h o  are at risk o f  
in stitu tional care . N early  all states operate w a iv er  program s for p e o p le  w ith  d isab ilities an d  
sued  w a iv ers  serve  nearly  2 0 0 ,0 0 0  p eop le  n a tio n w id e . T he B a la n ced  B udget A ct o f  1 9 9 7  w ill 
ex ten d  su p p orted  e m p lo y m e n t serv ices to ab ou t 1 5 0 ,0 0 0  p articip ants. In addition  to  M ed ica id , 
m an y sta tes a lso  sp o n so r  program s funded so le ly  w ith  state gen era l funds.

B etw een  1 9 7 7  and  1 9 9 6 , 3 2  states reduced their r e lia n ce  o n  institutional care by m ore than 5 0  
percen t, transferring residents w ith  d evelop m en ta l d isa b ilitie s  to sm a ller  co m m u n ity -b ased  
res id en ces . T he D istrict o f  C o lu m b ia , M ichigan, N e w  H am p sh ire , R hod e Island, V erm ont and  
W est V irginia red u ced  their institutional p op u la tion s b y  m ore than 9 0  p ercen t.

M aryland 's "W aiting List Initiative" is d esign ed  to h e lp  th e  sta te  red u ce  its b ack log  o f  p e o p le  
w a itin g  for c o m m u n ity  serv ice s . The five-year in itia tive g iv e s  priority to h o u seh o ld s  w h ere  
e ld er ly  paren ts care  for ad u lt ch ildren  with d e v e lo p m e n ta l d isa b ilitie s . W h en  so m e o n e  in 
M aryland  m o v e s  from  an institution into the co m m u n ity , th e  sa v in g s from th e  red u ced  serv ice  
co sts  are a llo c a te d  to  th e  "W aiting List Equity Fund." A n estim a ted  2 ,0 0 0  p e o p le  from the  
state's w a itin g  list w ill r e c e iv e  serv ices in FY 1 9 9 9 , in c lu d in g  all p e o p le  w h o  have prim ary  
careg ivers w h o  are o v er  a g e  7 0 .

C o n n e c tic u t supports nearly  2 ,0 0 0  p eo p le  w ith  d e v e lo p m e n ta l d isab ilities w h o  are a g e  5 5  or  
o ld er , w ith  serv ice s  su ch  as its D ay  Support O p tio n s program . T he state en co u ra g es  em p loyers  
to  h ire p e o p le  w ith  d isa b ilitie s . Seniors w ith  d isab ilities  h a v e  a n u m b er  o f  residential o p tion s, 
in c lu d in g  c o m m u n ity  liv ing arrangem ents, co m m u n ity  training h o m e s , ind ividual h o m es or  
apartm ents, an d  fam ily  h o m es .

From a p ea k  instr j t io n a l p op u la tion  of 2 6 ,0 0 0  in th e  late 1 9 6 0 s , N e w  York has transferred all 
but a b o u t 1 ,0 0 0  p e o p le  w ith  m ental retardation to the c o m m u n ity . N o w  th e  state has initiated  
a m ajor A gin g  in P lace  in itia tive  to train staff and  c lin ic ia n s  a b o u t w h a t h ap p en s w h e n  p e o p le  
w ith  m en ta l retardation a g e  a n d  h o w  to m e jt their sp ec ia l n e e d s . N e w  York also  funds the  
n ation 's largest ser ies  o f  d ay  program s for o ld er  p e o p le  w ith  d ev e lo p m en ta l d isab ilities. 
A p p ro x im a te ly  6 0  sen io r  program s serve over 9 0 0  p e o p le , w ith  $ 3 .5  m illion  in state funds.

Selected References

B rad dock , D . "A ging an d  D ev elo p m en ta l D isab ilities: D em o g ra p h ic  and  P o licy  Issues 
A ffectin g  A m erican  F am ilies."  M e n ta l R e ta rd a tio n  (in press).

N a tio n a l A sso c ia tio n  o f  State D irectors o f D ev e lo p m en ta l D isab ility  S erv ices. "Senate Panel 
H o ld s  Forum  O n  A g in g  C aregivers o f Persons W ith  D D ,"  P e rsp e c tive s  4 , n o .1 0 , O cto b er  
1 9 9 8 .
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Representative Tom Brice
A L A S K A  S T A T E  L E G I S L A T U R E

119 N. Cushman, Ste. 205 
Fairbanks, AK 99701 

907-456-7423 / Fax: 451-9293
W h ile  in  Juneau 

State Capitol 
Juneau, AK 99801-1182 

907-465-3466

Representative Tom Brice 
Sponsor Statement fo r Sponsor Substitute House B ill 72

The State of Alaska/ following the national trend, eliminated institutionalized 
care for citizens with developmental disabilities (DD) in favor of community 
based care. When the state changed its approach for care it failed to app opriate 
adequate funds to provide community based services for the disabled 
community. To catalogue the needs for care that these folks have, the 
Department of Health and Social Services created a wait list. Needless to say, 
there are a number of concerns that families have about their inability to receive 
services. The duration on the state's (DD) waitlist can be up to seven years, but 
is dependent on the level of crisis the individual is facing, among other things.

Currently, there is between 840 and 1100 disabled Alaskans on the state's (DD) 
waitlist. In a survey titled "State Ranking for Services Needed by People on the 
Waiting List per 100,000 State Population -1997," Alaska was ranked as the 5th 
worse in the nation with 209.3 people needing services per 100,000. SSHB 72 
establishes mechanisms to eliminate that problem.

SSHB 72 does three primary things. 1) It implements a concrete time line to 
eliminate Alaska's DD waitlist; 2) It removes funding barriers so the Department 
of Health, and Social Services Developmental Disabilities Division can 
administer the community based care program at an appropriate financial level 
and 3) It revises sections of our current statutes to reflect correct terminology 
used for persons with disabilities.

SPONSOR STATEMENT

—  D i s t r i c t  3 0  -



Representative Tom Brice
A L A S K A  S T A T E  L E G I S L A T U R E

119 N. Cushman, Ste. 205 
Fairbanks, AK 99701 

907-456-7423 / Fax: 451-9293
W h ile  in  Juneau 

State Capitol 
Juneau, AK 99801-1182 

907-465-3466

To: R e p re se n ta tiv e  F red  D y so n  C o -C h a irm a n , H e a lth , E d u c a tio n  a n d  Social 
S erv ices  C o m m itte e

F rom : R e p re se n ta tiv e  T o m  Brici

D ate : F e b ru a ry  24 ,1 9 9 9

Re: S ec tio n a l A n a ly s is  fo r SSH B 72 P e rso n s  w ith  D isab ilitie s

Sections 1,2,3 R e v is e s  l a n g u a g e  w i t h i n  A S  4 7 .8 0 . to  re p la ce  " h a n d ic a p s  w ith  
"d isa b il i t ie s ."

Section 4 A m e n d s  A S 47.80.100 (a) a n d  (b) to  re p la c e  " h a n d ic a p s  w ith  " d isa b ilitie s ."

(c) Is a  s u b s ta n tiv e  ch a n g e . L ines 4-5 o n  p a g e  3 w e re  d e le te d  to  a llo w  v a r io u s  
d e p a r tm e n ts  to  a tta in  fu ll fu n d in g  fo r se rv ic e s  re q u e s te d .

Section 5 A m e n d s  A S 47.80.110 (6) to  re p la c e  " h a n d ic a p s  w ith  "d isa b ilitie s ."

Section 6 A d d s  a n e w  sec tio n  47.80.115 w h ic h  p ro v id e s  a tim e lin e  fo r p e rs o n s  w ith  
d isa b il it ie s  w h o  a re  d e e m e d  e lig ib le  to  re ce iv e  se n d e e s .

Section 7 - 8  R ev ises  la n g u a g e  w ith in  A S 47.80. to  re p la c e  " h a n d ic a p s  w ith  " d isa b ilitie s .

Section 9 C o rre c ts  th e  re fe ren ce  to  th e  F ed e ra l A c t a n d  se ts  o u t  th e  A c t u s in g  th e  c ita tio n  
m e th o d  c o m m o n ly  u s e d  in  th e  A la sk a  S ta tu te s .

Section 10 - 1 9  R ev ises  la n g u a g e  w ith in  A S 47.80. to  re p la ce  " h a n d ic a p s  w ith  
" d isa b il i t ie s ."

SECT IO N A L  A N A LY SIS

D i s t r i c t  3 0



W aiting lis t s  fo r DD and IL P  se rv ice s-A n a ly sis  by Legislative D istrict
A s o f  January 1998

H ouse
D istr ic t

Senate
D istr ic t

j Com m unity reference points
1

IL P
wait list

DD
wait list

1 A | Ketchikan. M eyers Chuck. Ward C ove, Annette, Hyder 26 20

2 A Sitka. Petersburg. W rangell 0 18
3 ,4 B Juneau. Douglas, A uke Bay, Hunter Bay 9 58
5 C Haines, A ngoon, Craig, Gustavus, Yakutat, Hoonah, Kake, 

Klawock. Sk3gway, T hom e Bay
0 18

6 C j Kodiak. Port Lions, A fognak 5 13
7 D 1 Hom er, Anchor Point, Kasilof, N ikolaevsk 14 24
8 D j Seward. Scldotna. Cooper Landing, Sterling 12 1 34
9 E Kenai, Niktski, Sa lm anoff 15 14
10-23 E-L A nchorase. E lm endorf A FB, Fort Richardson 22 260
2 4 ,2 5 L, M E agle River 5 28
2 5 ,2 6 M Chuaiak 1 10
2 6 , 28 M .N W asilla, Big Lake 8 47
27 N Palmer, Sutton 5 34
28 N W illow , Houston. Talkeetna 2 5
29-31 O .P Fairbanks. Emmonak, Eielson AFB 10 84
32 -3 4 P .Q North Pole. H ealy. Tw o Rivers, Salcha 6 20
35 R V aldez, Cordova. D elta Junction. Glennallen 8 19
36 R Tok, Aniak. Fort Yukon, Copper Center, Crooked Creek,

Galena. Kalskag, Lower Kalskag, N ikolai, Stevens 
V illage. Koyukuk. Huslia. Grayling, Marshall. Nenana, 
Russian M ission, Pilot Station, Tuluksak, Shageluk, 
Sleerm ute. N orthway, Chitina

18 28

3 7 S Barrow, Kotzebue, Nuiqsut, Point Hope, Selaw ik  
W ainwrisht

10 13

38 S A lakanuk. N om e, St. Mary's, Chcvak Emmonak, Gam bell, 
Hooper Bay, Scam m on Bay, Kotlik, Tununak, Stebbins, 
Koyuk, Shaktoolik, M ekoryak, Unalakleet

92 28

39 T B ethel, Aleknagik, Akiachak, Akiak, Dillingham , Togiak, 
K wethluk. Kasigluk, Napakiak, Kipnuk, Kongiganak, 
Atmauthluak, G oodnew sbay, Tuntutuliak, K w igillingok, 
N ew  Stuyahok. Nunapitchuk. Quinhagek

59 52

i 4 0

L

T Unalaska, St. Paul, Dutch Harbor, False Pass, Igiugik, 
lliam na, Naknek, Adak. Sand Point

2 11

Tota l 329 838

Additional I n f o r m a t i o n
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A  S t a t u s  R e p o r t  t o  t h e  N a t i o n  o n  P e o p l e  

w i t h  M e n t a l  R e t a r d a t i o n  

W a i t i n g  f o r  C o m m u n i t y  S e r v i c e s

" I  d o n  7 w a n t  to wail u n t i l  I ' m  unable to lake care o f  her. I  want to be at pe a ce  w i t h  

m y s e l f  to be able to see she m a d e  it o n  her o w n . "

" I ' m  a w id o w  age 74 a n d  m y  s o n  is 4 2  years old. I  was in  the hospital twice this 

s u m m e r  If  I  sh o uld d ie  tom o rro w . I  want h i m  to have a place to g o . "

t Q u o t e s  f r o m  Massachusetts parents in  Griffiths. 1 9 9 ~ )

Many thousands o f  fam ilies in the United States provide care for son s and daughters with 

mental retardation. Many o f  them depend on community- supports and serv ices to a ssist them in 

meeting the needs o f their family member. Tragically, however, in most states, when these

:am:!:es seek services and surrcr.s. :key co m e  fa;e to face with lengthy and sometimes unending 

waiting list s .

In 19 87 . The Arc o f the United States conducted the first ever study o f  waiting list s  for 

com m unity services (Davis. 1 9 S " ). We found 6?.634 individuals with mental retardation waiting 

fo r residential services and 76.039 waiting for day vocational serv ice ; for a total o f  139 .673 

se rv ice s needed. Because some individuals were waiting for more than one service, the number 

o f  actual people waiting was somewhat fewer than the total number of serv ices needed.

Ten years later. The Arc has again examined the status o f  waiting lists reponed by states 

lorcom t:;ur.:tv  services across the c o u m r  . We icur.d 52.9~2 waiting for residential se rv ice s: 

c— . ’■'! waiting for d~;. vocatn s.t v .-c -; l : . y  2  waiting for either : r  both for a total of 

! 52.896 service? needed. In addition, in iCi0~ we collected data or. a variety o f  serv ices not 

strictly  residential or day vocational and found o5.29u peopie waiting. The total serv ices needed 

by individuals in communities is  2 1 S. 186  in 1997. Additionally, there are 5 ,376 people in state 

institutions waiting for community placement in 16 states that reponed such data. T h is  brings 

the grand total o f services needed to 223,562 in the 48 states reporting waiting list  information. 

F ina lly  i f  all 53.661 people liv ing in state institutions are added to the waiting list, consistent 

w ith The .Axe's position on "W here People L iv e ." the waiting list for community serv ices would 

grow to 2 7 1 .8 4 7 .

In  summary, to describe the waiting list situation as a c r is is  for .America is  no 

exaggeration. T h is  report makes clear that in the 10 years since The .Axe first collected th is 

information, the situation has only grown worse. Further, because of the data gathering 

m echanism s used by states, as described in this report, it must be acknowledged that the people 

waiting for 2 7 1.8 4 7  community serv ices is  probably not the true picture o f  need. The .Arc 

believes it is  even greater. Relieving waiting is  a priority for The .Arc and one which w ill 

continue to be addressed.
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T h e  W a i t i n g  List P r o b l e m

S ince  the early 1970s fam ilies have been encouraged lo keep children with d isab ilities at 

home. Many or these children especially when young can benefit from early intervention and 

other se rv ice s, and their families can be greatly helped by family support services, such as respite 

care, counseling, and cash subsid ies which allow them to keep the child at home. T h is  is  where 

many fam ilies start to learn about waiting lis t s , as the service(s) they need or want may not be 

available to them.

A s  these children become adults, many still live with their families. Older fam ilies 

especially, who have kept an adult family member at home over the years, are greatly disturbed 

by the waiting list situation. Sometimes, parents in their 80s who are concerned about what w ill 

happen to their sons or daughters after they die. learn they must wait 10 or 12 years for serv ices. 

Because o f  long waiting lists for existing residential services in particular, they have d ifficu lty  

developing thoughtful future plans. They are under a tremendous amount o f stress and worry. 

Some parents believe that the only way o f f  the list for their adult child is  for the parents to su ffer 

serious illness or die. T h is  was true for a New Jersey father whose child finally obtained a home 

m  the community after he suffered a massive stroke.

T h is  suffering is not limited only to fam ilies, but also to the thousands o f  individuals who 

are w aiting and waiting! Many o f  them are young people leaving school only to encounter 

waiting lis t s  for employment and other daytime services. They are often deprived o f  the 
opportunity to experience full life  in the community. A s these people age. their families cannot 

help them make the transition to a new liv ing situation and ease the way to such change before 

the parents die. T h is means that when the c r is i s  hits, the person with mental retardation lo se s a 

parent and moves out o f  the family home at the same time-a traumatic situation for a l l !

H o w  '[ 'h i s  S tu d y  W a s  C o n d u c te d

Data Collection

State chapters o f  The .Arc were contacted by mail and requested to a ssist in co llecting 

information on waiting lists from the appropriate state agency or to provide a contact person who 

would have the waiting list information. Where additional information was needed or where 

there was no state chapter o f  The .Arc. the state Developmental D isabilities Council or the state 

mental retardation/developmental d isab ilities agency was contacted. Written repons on the 

waiting list  w ere obtained i f  available.

The following data were collected:

• Name o f  agency collecting and maintaining waiting list information

• Sources o f  waiting list data
• The frequency with which data is  collected and date last collected

• Numbers o f  individuals waiting for each type o f  community service

a



• Whether or not numbers were an unduplicated count (meaning that no one was counted more 

than once)

« Numbers of individuals by age or by age of caregiver, where available

• N u m b e r  cf individuals residing in state institutions

• N u m b e r  in state institutions on waiting list for community placement

The nature of the data varied considerably from state to state. S o m e  states maintained 

detailed information on types of services requested: others did not. In general, the following 

descriptions explain the data in the tables:

• Residential Sendees. Requests for community-based residential placements, including

group homes, supported apartments, supported living and any other community living 

arrangement.

• Day/Vocational Programs. Requests for placement in day activity centers, adult day care, 

work activity centers, sheltered workshops, supported employment programs, job placements 

and other day programs.

• Support and Other Services. Requests for family support services, respite care, personal

a ss is ta n c e  se rv ices , case  m anagem en t, early in te rv en tio n  services, transportation and other 
sendees not included in residential and day employment

N o  attempt was made to collect data on waiting lists for transportation sendees. In 

reality, however, a lack of transportation deprives m a n y  people with disabilities from taking 

advantage of sendees w hich do exist.

Overview o f State Data C o llection  A ctiv itie s

Information regarding waiting lists was obtained from all states and the District of 

Columbia. F . states reported m: waiting lists'California. Rhode Island. Nevada. Kansas'. 

Three did not collect statewide data (Iowa. Ohio. West Virginia). Se\eral others collected 

limited wailing list data »i.e. Medicaid waiver only in Idaho, famih. support only in Illinois). 

Several did not break out the list by type of sendee for which people were waiting.

Cautions Regarding In terp reting  State Data

The Arc urges caution in interpreting the numbers of sendees for which people are 

waiting in each state. While some states are quite confident that their data collection process is at 

least capturing those with the most needs, some are unsure. Others are concerned that their 

numbers m a y  be inflated by people placing their names on more than one community program’s 

waiting list. Further, the data from other states is sketchy. The .Arc believes that no matter the 

effort, most states’ numbers probably underestimate the true need. M a n y  families are managing 

on their o w n  and are out of touch with the service system. Their needs only become apparent 

w h e n  a crisis occurs. Finally, despite these cautions the fact is that waiting lists are a serious 

problem for the entire nation.



The numbers collected for this report represent numbers of people waiting for a particular 

service category. Some people are waiting for more than one service in all but 15 states. 

Therefore, the total waiting list represents number of individual services needed. The number of 

individuals waiting for services will be somewhat fewer. In a 1991 survey of people on waiting 

lists, it was estimated that 19.5 percent of the reported number of people waiting for services 

could be attributed to duplicate counting (Hayden. 1992).

The data in this report represent the most recent numbers collected by each state at the 

time of reporting :c The Arc during the months of July through October. In most cases, the 

numbers represent people on the waiting list in 1997. A  few states reported 1996 data.

Data are collected by states in a variety of ways, and as indicated few states believe that 

they accurately identify- al! of the people with service needs. Most states recognize that many 

families m a y  not choose to put their family member's name on a waiting list, if they believe it is 

unlikely to result in a service. Wisconsin notes that the 2.215 people who axe on waiting lists for 

a place to live represent a fraction of the 7.600-plus adults with developmental disabilities w h o  

a re  c u r re n tly  In  mu w ith  fam ily  m em ber? 'and not rece iv ing  any paid residential supports). O n  
the other hand, there m a y  be individuals on the waiting list w h o  would refuse services if offered, 

particularly residential, as they are not ready to move from the family home at the present time.

A  survey of waiting list families in Massachusetts revealed 33 percent estimated they would 

need residential sendees in 2-5 years and 1S percent "in the distant future." The family's 

recognition of future need plus the reality of being forced to wait led them to place their family 

member's name on the waiting list.

In some cases, individuals whose names are on a waiting list for a particular service, m a y  

already be receiving some sendee. However, they desire additional sendees or a different type of

s e n  ice A person liv ing  in a group  hom e could be on. a waiting list for a supported apartment, 
fo r ex am p le , l  r. som eon e  -oho w as reeen  mu : r r  - r ted  em p lo ym en t sendees, could be on a 
waiting list f o r : ounseline. if counseling sendees were scarce. Whiie Pennsylvania has a waiting 

list of 28.000. it is believed only 2.000 are not receiving any sendees.

Finally, in most states, these numbers waiting for sendees also include people with other 

developmental disabilities and conditions related to mental retardation. However, in a study of 

people receiving state supported employment sendees, approximately 90 percent were identified 

as having mental retardation ( MeGaughey et al. 1993.1. Based on this information, w e  estimate 

most people on waiting lists are people with mental retardation.

4



T h e  N a t i o n a l  W a i t i n g  List

The number o f  community sendees requested by families across the country in the 48 

states providing data is  223.562. T h is  includes 5.376 people living in state institutions who have 

been identified as waiting for community placement. W hile four states reported no waiting list s , 

other states with no data collected acknow ledge they know people need services. They sim ply 

have not created the capacity to collect the data on a statewide basis. The states falling into this 

category are Iowa. Ohio and West Virginia. Illino is co llects data on waiting lists for its family 

support program only. Wyoming reports no adults waiting for residential or day/vocational 

programs, but 12 children are reported as waiting for services.

Table 1 displays the numbers o f sendees requested in each state. The total number o f 

residential serv ices requested is  52,072. The total number o f day or vocational sendees 

requested is 64.962. A  third category includes sendees needed which could be either or both 

residential or day. vocational. T h is  includes data from five states where numbers were not broken 

out by type o f sendee and totals 35.862 sendee requests. The number o f support'other sendees 
requested is 65.299. The total service requests from people liv ing in the community is  2 18 .18 6 . 

In 19 9 1 . the University o f Minnesota collected waiting list data for residential, day. vocational, 

support and other sendees and found a total o f 1S6.272 sendees requested (Hayden. 1992).

Thu s, the increase in total requests for sendees in s ix  years is  3 1 .9 14 . Add the 5,376 people 

liv ing in state institutions who are ready to leave, and the increase becomes 37,290. I f  the 53.661 

people in state institutions are also added to the list, as The Arc believes they should be. the 

waiting list  for com m u n ity sen ice s grows to 2 7 1 .S47.

The numbers represent sendees needed and should not be considered the total number o f  

individuals requesting sendees and supports. Only 15 states indicated that the numbers reported

w ere  undup lie a ted  n um bers o f in d iv id u a ls  w aiting.

S ta te  R a n k in g s  on  1 9 9 7  D ata

Table 2 illustrates the number o f  sendees for which people are waiting per 100,000 state 

population in 1997. It is based on each state's total numbers o f  sendees for which people are 

waiting, combining residential, day Vocational and support- other sendees. By examining the 

number o f  sendees people are waiting for as a function o f  a specific  population figure, large and 

sm all states can be compared on an equal basis. The states with the most sendees needed are at 

the top o f  the list.

Louisiana heads the list  with 320.3 sendees needed per 100,000 state population. It is  

followed by New York with 276 sendees for which people are waiting per 100,000 population; 

Pennsylvania with 2 3 2 .1 ; Oregon with 226; Alaska with 209.3; and North Carolina with 17 1 .4 .

O f these s ix , Pennsylvania's data is  the most questionable. It is  currently in the process o f  

co llecting more accurate data. However, Louisiana, New York, Oregon, Alaska and North



A P P EN D IX
People in.Sta.tg-In5.tit.ution.s.\Vaiting_for Community Placement

State In stitu tiona l

Population
No. W aiting for I 

Com m unity' Placement 1

1 |
Alabama 721 0 1
Alaska 8 8
Arizona * 1 14 Nr/A
.Arkansas 1.24? N A
California 4.000 N/A
Colorado * 2 19 N/A
Connecticut 1.10 6 N/A
Delaware 278 150
D C . 0
f  lorida 1.585 N/A
Georgia 1.994 NT/A
Hawaii 29 1 29 1
Idaho * 123 N /A
Illin o is 3.-196 1 N A
Indiana 1.261 N/A
Iowa * 687 N/A
Kansas * 69? N/A
Kentuckv * i 644 N A
LoU iii.i r.j. ** fuV: 206
Maine 0 I 0
Maryland 740 0
M assachusens 1.550 770
Michigan 3 16 N/A
Minnesota 26S 72
M ississ ip p i i .424 130
M issou n 1.494 N/A
Montana 142 79
Nebraska 395 X  A
Nevada 18 1 N 'A
N. Hampshire 0
New Jersev -1.055 1.600 |
New M exico • |
New York * 3.7o8 i N A 1
N. Carolina 2.-400 1 96
N. Dakota ‘ 1-1" 1 N/A
Ohio * 2.0S7 N 'A
Oklahoma 455 0
Oregon 3"S 307
Pennsylvania * 3.272 N/A
Rhode Island 0
S. Carolina 1.388 N/A
S. Dakota ->?9 62
lennessee 1.438 800
1 ex as 2.400 N/A
Utah 289 N/A
Vermont 0
Virginia 1.966 1.000
Washington 1.307 N/A
West Virginia 52 52
W isconsin 1 .17 9 N/A
Wyoming * 139 15
lO T A L 53.661 5.376 1
* Data trom Prouty &  Lak in , 1997  j

N/A =  Not available j



T A B L E  2

S ta te R ank ing fo r S en ices Needed by People on the W a itin g L is t per
1 0 0 . 0 0 0  S t a t e  P o p u l a t i o n  -  1 9 9 7

Rank .State
Serv ices needed 

per 100.000
1 Louisiana 320.3
2 New York 276.0
j Pennsylvania 232 .1
4 Oregon 226.0
5 Alaska 209.3
6 North Carolina 17 1 .4
7 Alabama 154.6
8 Utah 152 .1
9 W iscon sin 149.5

10 Marviand 147.3
11 I Maine 14 1 .7
12 Washington 127.9
13 Nebraska 123.9
14 Hawaii 1 17 .6
15 New M exico 103.8
16 ! Montana 98.5
i / i A j K.4nS4S 77.8
18 1 V irginia 72.6
19 New Jersey 68.6
20 Tennessee 66.8
21 Connecticut 64.4
n South Carolina 6 1.7
23 Oklahoma 61.4
24 Delaware 58.6
25 Texas 57.5
26 M assachusetts 52.1
27 Minnesota 50.8
28 Kentucky 45.6
2^ F 'o n - 'j 44 3
30 1 Vermont 42.2
31 Georgia 41.0
32 Indiana 35.2

M isso u ri 33.0
34 Illin o is 3 1.2
35 Colorado 30.7
36 M ichigan 30.6
37 M iss is s ip p i 28.5
38 North Dakota 21.2
39 New Hampshire 16.5
40 Idaho 16.0
41 Arizona 14 .7
42 DC 10.8
43 South Dakota 3.7
44 Wyoming 2.5
45 California (no waiting list)
46 Kansas (no waiting list)
47 Nevada (no waiting list)
48 Rhode Island (no waiting list)

Iowa (data not collected)
Ohio (data not collected)
W. V irg inia (data not collected)



Carolina have data collection system s in place which provide them with data which they consider 

relatively accurate. It can easily be that as a function o f  doing the best job in collecting waiting 

list num bers, these states appear to be doing le ss to serve people on the waiting list.

At the bottom o f the list are those states reporting no waiting list s : California, Kansas, 

Nevada and Rhode Island (listed in alphabetical order).

The states reporting the fewest sendees needed per 100.000 state population are 

W yom ing (2 .5): South Dakota (3.7): D istrict o f Columbia (10 .8): .Arizona (14 .7 ) : Idaho (16.0) 

and New  Hampshire (16 .5 ). In .Arizona, the numbers for people waiting for day/vocational 

s e rv ic e s  were not available in time to include them. Idaho only maintained a waiting list  for 

people waiting for Medicaid H o m e  and Community Based waiver sen-ices. Tne other states are 

sm all and rural. W e’ ve noted in past reports on community sendees that they often seem to be 

able to identify- people and provide sendees to those who need them more easily than larger 

states.

Each state needs to weigh the value o f the information in Table 2 based on what is  known 

within '.he state about the waiting list and the state’s effort to alleviate the waiting for families 

and individuals. The data should be used cautiously un less the state has confidence in its own 

data. Com parisons w ith other states is not recommended because o f the variations in the way 

data is  collected by individual states and the concern it may not accurately represent the state.

Discussion

The effort a state puts into gathering and maintaining waiting list  information is  a 

dramatic indicator o f  the importance and value a state places on supporting persons with mental

retardation. In those states where data is maintained, legislators, governors, policy makers, 

service pro\ iders - and c\en the- genera: public - are more aware of the phenomenon of serv ice 

waiting lists and how they affect the status and welfare o f  consumers o f  sendees and supports for 

people with mental retardation as well as their fam ilies.

States choose not to maintain waiting lists for several reasons. I f  an entitlement to 

sendees e x ist s  in a state, the existence o f a waiting list  can be cause for litigation. Such litigation 

was su cce ssfu l in California some years ago. A few states do not collect data out o f  concern 

that the v isib ility  o f  a waiting list w ill bring too much attention to a problem they already know 

e x ist s . Other states worry that i f  families know about the waiting list and the effort to provide 

sendees to those on the list , more families w ill make themselves known to the sendee system . 
(New Je rsey  has found its waiting list growing as more and more fam ilies have become fam iliar 

with that state's su cce ss in obtaining funds for individuals on the waiting list.) A  few other 

states sim p ly  have not created the capacity to collect and report aggregate data on waiting lis t s  

from local programs across the state. However, The A rc notes that a number o f states have 

created that capacity since 1987 when waiting list data was first collected, including Texas and 

Connecticut. Other states have upgraded their sy stem s for data collection (i.e. North Carolina).



Wailing lists are a critical public policy issue in almost every state. However, to date, 

advocates in many states have failed to communicate successfully the immediacy of family and 

consumer needs to legislators and others. A  large number of families and individuals with 

disabilities on the waiting list need services now. not some time in the future. A  survey of 

families on the waiting list for residential services in Massachusetts found 40 percent needing 

services immediately or within a year. The caregivers were in poorer health; their sons and 

daughters had significantly more behavior problems, and fewer had estate plans or designated 

guardians in their wills than the 60 percent w h o  needed services later. It is possible that so m e  of 

the families who did not indicate an immediate need m a y  end up requiring services sooner than 

they anticipate. What is clear is that all will ev entually need residential services for their family 

members (Griffiths. 1997). M a n y  states have a high percentage of people on the waiting list 

classified as in a crisis or high need situation. In Utah, one such family has been on the waiting 

list for 18 years and classified as “critically in need of services" for 10 years. Once again, the 

only sure way for an individual to receive services in ma n y  states is for the caretaker to die.

Another issue that goes la rge ly unrecognized is the number of families unknown to the 
service system. Pennsylvania recently reviewed applications for nursing home placement by 

aging people with mental retardation and found the majority had never before made contact with 

the mental retardation serv ice system. These people were never on waiting lists. This is a 

problem that will likely grow, as families recognize the uselessness in ma n y  instances of trying 

to obtain services. There are also some families w h o  choose not to seek services for their family 

m e m b e r  with mental retardation while they are living and can provide care. They m a y  suddenly 

become known to the system only when a crisis occurs.

A  major concern of families is h o w  the state deals with individuals moving out of state 

institutions when many families have been waiting years or are in critical need of services. The 

population in large state institutions is declining at a rate of about six percent annually. They 

point out that they have saved the state a considerable amount of money, and n o w  they are 

waiting for community services and frequently will only be serv ed after people waiting to leave 

institutions.

Detrimental E ffects on In d iv id u a ls and Fam ilies

The unavailability of community services and supports can have detrimental effects on 

individuals and their families. The following examples are outlined in The Arc’s position 

statement on "Availability of Community Sendees and Supports.”

• Infants w h o  cannot access early inten'ention sendees m a y  have greater developmental 

delays. Early intenention must begin by the time children with disabilities are 2-3 years of 

age to capitalize on the developing brain's capacity to be sculpted (Thompson, 1997).
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• The Sack of supports for individuals and families results in emotional and financial hardships. 

O n e  mother caring for her five-feet-seven-inches tall daughter with severe disabilities 

reponed having back surgery from the heavy lifting. She still continues to care for and 

diaper her daughter w h o  is 26 years old (Seymour, 1996).

• Inadequate services upon exiting school results in loss of learned abilities, productivity, self­

esteem, and the ability to live a more normal lifestyle and, in addition, increases stress on the 

individual and family. If a community program is not available for the exiting student, when 

both parents are wage earners, one m a y  have to quit working to stay h o m e  to care for the 

family member.

• Insufficient community housing often results in placing families in a perpetual caregiver 

situation and keeps the individual in a dependent situation. This is especially critical to 

elderly families w h o  are literally afraid to die. Several states maintain data on the ages of 

family caregivers of people on the waiting list. In Maryland, for example, 40 percent of 

family caregivers are over age 60 and 13 percent over 80.

• The lack of access to transportation results in an inability to access employment and routine 

community life, thus resulting in social isolation and lost opportunities. In Illinois, the 

H om e-B ased  S u p p o r t Sep. ices P rogram  has 1300 adults on its waiting list. These support 
funds could be used to purchase transportation services, but those on the waiting list needing 

these services remain isolated,

G o v e r n m e n t  at all levels m ust devote m o r e  fina ncia l resources to e lim in a t in g  the w a iting lists 

a n d  other harriers to c o m m u n it y ’ s e n 'ic e s  a n d  supports. I n  a dd itio n  to increa sed f u n d in g ,

The Arc believes eliminating the waiting list to be very difficult, bur not an insolvable 

problem. Solutions lie in society's recognition of the severity of the situation for many families. 

Mo r e  effort is urgently needed for solutions to meet families' needs. Described below are some 

of the efforts already undertaken to find solutions.

W e  recognize that many states are very concerned about h o w  to offer more services wh e n  

budgets are strained and competition for existing funds is intense. S o m e  states have increased 

funding for family support programs, recognizing that for many families, a little support will 

help them care for their family memb e r  at home a little longer. In a number of states, these 

supports can be used for adults as well as children.

A ction I s  Needed to Solve the W aiting L is t  Problem

j creative us wee o ;

fuilCSt. IlhUVtuUC:

a n d  supports to ass in­sure c o n s u m e r  e m p o w e r m e n t , ch o ice  a n d  inclu sio n  tThe Arc. 1 9 9 3 .)
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Many states use the Medicaid Home and Community-Based Waiver, which a llow s 

Medicaid to pay for community options for people who are in an institution or at risk o f  going to 

one. The waiver can be used to move people out o f  institutions. It can also be used to provide 

community residential serv ices to people on the waiting list, particularly those with urgent needs. 

Waiver serv ices typically cost considerably le ss than institutional serv ices, allowing a state to 

serve more individuals.

Several states have closed institutions or are in the process o f  c lo sing  institutions w hich 

enables them to serve more people on the waiting list . State leaders point out that institutional 

serv ices are extremely costly . By closing institutions, m any more people can be served. Oregon 

ju st announced the clo sing  o f the Fairview Developmental Center by the year 2000. The state 

estimates S 1.4  m illion in savings in 1998, 56.6 m illion in 1999 and S 14  m illion thereafter can be 

used to serve people from the waiting list. Currently the cost o f  care at Fairview is about

S 2 12.000 per resident, per year and consumes 30 percent o f the state agency’ s  program budget, 

while Fairview serves only 3 percent o f the population with mental retardation receiving 

serv ices. In W isconsin . 50 percent o f the state's funds support 4 percent o f  the people in 

institutions.

Severa l ch ap te rs  o f  The A rc and o th e r ad v o cacy  o rgan iza tion s hav e  been  a c tiv e ly  
in v o lv ed  in seek ing  so lu tio n s to the w a itin g  list p rob lem . Som e so lu tio n s  re su lt in in c re a se d  
fund s d ev o ted  to se rv ing  the w aiting  list. T he A rc o f  N ew  Je rsey  lau nch ed  a  m ed ia  c am p a ig n  to  
he lp  the pub lic  and  leg is la to rs  unders tand  the need s o f  fam ilies on  the w a itin g  list titled  "A  K ey  
o f  O u r O w n ."  As a resu lt, the vo ters p assed  a bond issue to finance the con s tru c tio n  o f  
com m un ity  re s iden ces . T he A rc then advoca ted  fo r the leg is la tu re  to  a llo c a te  o p e ra tio n a l fu nd s 
and w as successfu l.

The Arc o f New Hampshire reports success in obtaining passag e  by the sta te le g is la tu re  
o f  tw o  b ills  re la ted  to w a itin g  lists in 1997. O ne u rged  "the p re se rv a tio n  and con tin u ed  
d ev e lo pm en t o f  com m un ity  se rv ices to peop le  w ith  dev e lo pm en ta l d isab ilitie s  and th e ir  fam il ie s "  
and  th e  o th e r c a lled  for "fu ll fund ing for se rv ice s fo r p e rson s w ith  d ev e lo pm en ta l d is a b i l i t ie s .’*

In Nev ada, advocates, including members o f  The .Arc, succeeded in convincing 

legislators to fu lly fund the residential and day sendees waiting list in 1997  with funds for two 

years o f  growth in day sendees. .An increase in family support funds was allocated to help any 

fam ilies entering the residential waiting list in the next two years.

Arc Massachusetts was instrumental in bringing together a coalition o f  three statewide 

family-based groups to create solutions to the waiting list  for residential and day se rv ice s. The 

collaboration, referred to as Family to Family, unites families in a statewide information network 

devoted to the waiting list. They are connected with other families in sim ilar circum stances to 

share experiences and work together on common concerns. Fam ilies have been surveyed 

regarding their needs, assisted in voicing their needs to the state legislature and guided in  

pursuing creative service options in partnership with other families, private organizations or 

government agencies. Their efforts did not go unnoticed. The legislature increased funds for
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students leaving school, family support, direct support staff, and for the first time, inciuded a 

separate line item in the budget for the waiting list.

The .Arc o f  Maryland recently launched a campaign to reduce the waiting list  in Maryland 

based largely on The Arc o f New Je rsey ’ s experience. The "K e y  Campaign: Unlock the W aiting 

L ist ” kicked o ff with a conference where families on the waiting list  learned about su cce ssfu l 

strategies used by The Arc o f  New Jersey and .Arc Massachusetts. The conference was designed 

to empower families to take specific action - media, town meetings, legislator contacts - in the 

effort to meaningfully address services to people on the waiting list .

The .Arc o f  Utah has been engaged in a three-year campaign to educate legislators about 

the personal stories o f  people on the waiting list. Many people have been w illing  to have their 

stories made public. The .Arc o f Utah contends that maintaining the waiting list  im plies that 

there w ill be services available, but some people cla ssified  as having "critica l needs” have been 

waiting 10 years. T h is year The Arc is  sending legislators a monthly update on the waiting list  

with persona! stories and cun-ent waiting list statistics.

Finally . The A rc belie'- e< the voices o f  fam ilies are key to so lv ing  the waiting list  c r is i s .  

Fam ilies within The A rc are speaking out on their concerns. Their voices, heard by legislators 

across the country, w ill help make a difference. The following quotes from family interviews in 

Massachusetts express the sentiments o f families across the country (G riffith s, 1997):

"It  d o e s rot s e e m  right that family m e m b e r s  w h o  w ere pu t in  institutions at an early age 

are the first ones to get residential s e n d e e s  at 22. Parents w h o  kept their ch ild  at h o m e  

have been a b a n d o n e d  by the system. S o m e t h in g  is w rong with this. "

" I  a m  so d isco u r a g e d  by the w a iting list. ' It se e m s that I  d o n  t k n o w  w h o  to spea k to

or u ha : to sav to im p r o v e  the cha nces o f  getting services. I  w o u l d  mostly h o p e  that I  

co u l d  lh :d  a s a f . f a m :!\ -l ;-:t  s i : u . : : u o : f  •• m y  f d a u g h t e f  At A w  site c o u l d  co n t in u e  to 

thrive in  her life w ithout m e  always there. "

" . . .h e  is very a nx io u s that he is still at h o m e — he sees that m o v e  as a goal w h ic h  

indicates b e in g  an A D U L T  a n d  m o r e  control over his life. H e  is so  frustrated to still be 

h o m e  with parents. "

" W e  want to be in v o l v e d  in  h is  transition to a n e w  h o m e  a n d  a n e w  life. "

" H e  ca n't  wait m u c h  longer. I  d o n  t want to d r o p  d e a d  in  front o f  h im . ”
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T O N Y  K N O W L E S , G O V E R N O R
. Stato of Alaska

C P  VER N O R'S CO U NC I L O N O l SAB I t  ITIES AND SPECIAL ED UCAT IO  N‘ :C

RO. Box 240249 • Anchorage. Alaska 99524-0249 • Phone: 907-269*8990 • Fax: 907-269*8995

February 25, 1999

Representative Fred Dyson F E B  2 5
State Capitol Building, Room 104 •
Juneau, Alaska 99801

Dear Representative Dyson:

On behalf o f people with developmental disabilities, we would like to request that HB72 be 
scheduled for public hearing in the HESS committee. As you may be aware, the Key Campaign 
will be visiting Juneau next week, March 1st through 5&. Your presence at the annual dinner 
was certainly an honor last year, and we are hoping you are available to attend once again this 
year.

HB72 addresses the statutory usage o f the term “handicap”, replacing it with the term, 
“disabled”; and emphasizes the ongoing need for long term financial planning surrounding the 
issue o f  waitlist reduction. Despite Medicaid refinancing and modest budget increases by the 
legislature, the waitlist for Community Development Disability Services continues to grow. The 
most recent total o f people waiting for services is 973, which reflects an increase o f  135 
individuals ju st in the last year.

Reasons for the uncontrolled growth o f  the waitlist include:
1) Rising Population
2) Families with young adults who have graduated from special education are signing up 

for vocational supports to find and keep jobs
3) Parents o f adult family members with developmental disabilities seek respite and other 

in-home supports to keep their children at home as long as possible
4) A growing trend o f elderly parents who anticipate being no longer able to provide for 

their m iddle-aged children are requesting out o f  home placements

House B ill 72 allows constituents to  discuss the need to eliminate time people spend .waiting for 
these crucial services. By scheduling this bill during the Key Campaign, individuals could have 
physical access in providing testimony. This is a rare opportunity for these people, who are 
often restricted in their ability to be heard in the policy making process.

The Governor’s Council on Disabilities and Special Education would like to  thank you again for 
your continued support. I look forward to seeing you next week during the Key Campaign.

Sincerely,

Via  I - 5.7__
David Maltman 
Executive Director



TONY KNOWLES, GOVERNOR
Stale o* Alaska

C O  0 N C IL  jO N~ ’ D t $ I El t  F ES A N D. SPEC 1 A I  f  f) t J  C 4 f  IO  X

P.O Box 2492*9 • A-'CAOtage, Alaska 99524-0249 • Fhorw: 907-269-3990 ■ Fax: 907-269-6995

February 24, 1999

Representative Tom Brice 
State Capitol Building, Room 426 
Juneau, Alaska 99801

Dear Representative Brice:

On behalf o f people with developmental disabilities, we would like to thank you for introducing 
HB72. This legislation addresses the statutory usage o f the term “handicap", replacing it with 
the term, “disabled”; and emphasizes the ongoing need for long term financial planning 
surrounding the issue o f waitlist reduction.

Despite Medicaid refinancing and modest budget increases by the legislahire, the waitlist for 
Community Development Disability Services continues to grow. The most recent total o f 
individuals waiting for services is 973, which refec ts an increase o f 135 individuals needing 
services ju s t in the last 12 months. Reasons for the uncontrolled growth o f the waitlist include:

Rising population
Families with young adults who have graduated from special education are signing up 
for vocational supports to find and keep jobs
Parents o f adult family members with developmental disabilities seek' respite and other 
in-home supports to keep their children at home as long as possible . .
A growing trend of elderly parents who anticipate being no longer able to provide for 
their middle-aged children are requesting out o f  home placements

HB72 addresses the following issues related to people with developmental disabilities:

• Replaces outdated language referring to “handicap” persons with the term  “disabled.”
■ Emphasizes the ongoing need for the state to develop a long-term financial plan for

eliminating the time individuals spend waiting on this list.
• Provides a mechanism for people to get services after they are determined eligible.

On behalf o f Alaskan’s who experience a developmental disability, the Governor’s Council on 
Disabilities and Special Education supports House Bill 72. Thank you again for supporting a 
measure that addresses the need to eliminate time people spend waiting for these crucial 
services.

Sincerely,

David Maltman 
Executive Director

1)
2)

3)

4)
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February* 24. 1999

Representative Tom Brice 
Alaska State Legislature 
State Capitol
Juneau, Alaska 99801-1182

Dear Representative Brice,

I am writing this letter of support for House B ill 72. I feel very Btrongly 
that this bill is the key to the future of services for persons who 
experience developmental disabilities.

The waitlis t for services continues to grow, despite all the efforts and 
creativity on the part of the Division of Mental Health and 
Developmental Disabilities, the Governor’s Council on Disabilities and 
Special Education, provider agencies, and the many fam ilies and 
individuals who experience disabilities to reduce the cost ot service, 
provide natural supports in the least restrictive environments, and 
address the meiny needs across the state. In part, the continued growth 
is due to expansion of the federal definition of developmental disabilities 
several years ago, the increase in survival rates of infants born w ith 
disabilities, and age-related trends.

House B ill 72 w ill help to construct a long-term plan for reducing the 
time an individual is on the waitlist and provide a mechanism for people 
to get services once they are determined eligible. I t also w ill replace 
outdated language referring to a “handicap" w ith the more popular term 
“disability.”

The Arc of Anchorage strongly supports House B ill 72 and urges the 
legislature to support its passage.

S in c e re lv  v o u rs .

Mary J&ile Michael, M.R.C. 
Executive Director

S h a r in g  th e  V is io n  o f  C o m m u n it y
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Emliy F. Emu*. Executive Director

February 25, 1999

F A X ;  9 0 7  / 465-2937

Representative Tom Brice 
State of Alaska 
State Capitol 
Juneau Alaska 99801

Dear Tom :

It is with pleasure that Fairbanks R esource Agency provides a letter of support for 
House Bill 72, which includes provision of services for persons with disabilities in a 
timely m anner, and would hopefully eliminate the Division of Mental Health and 
Developmental DD Wait List. Currently over 1,000 Alaskan children and adults are 
waiting for critical se rv ic e s including respite care, employment and residential 
supports. While they wait, fam ilies often experience serious crisis, and individual 
potential for a productive life dim inishes.

Often families who seek respite care wait until a crisis occurs putting the child with a 
disability at risk of institutionalization or out of home care. For adults waiting for 
employment services, the need is also critical. Young adults, who have left school, 
not only oiu n Ic.-ie the skills learned but also sit at home day after day with no goals for 
the future. Residential se rvice s offer the next major life step for young adults who 
experience disabilities. Without supports services, families are reluctant to se e k  an 
apartm ent or other independent living arrangem ent for their young adult with 
disabilities. Again, skills learned at school and at home are often lost during the long 
wait for services.

Employment Service* * Retidcntlal Service* • Family Services • Respite Care Service! • Senior Service*
A 1 U/lt| Ana«v*rr
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Representative Tom Brice 
State Capitol 
Juneau Alaska 99801 
February 25, 1999 
Page 2

Through HB72, the provision of needed services in accordance with a prescribed 
timeline will allow adults and children with disabilities and their family members to 
plan and maintain life goals and eliminate costly response to crises ** costly in terms of 
the medical and institutional support that is often required in times of crisis -* and 
costly in terms of human suffering. Within the four year period as provided by HB72, 
many families and adults waiting for services will be receiving needed supports and 
will no longer be at risk of inappropriate placement in institutional settings or out of 
home placements.

Fairbanks Resource Agency wholeheartedly supports HB72, which addresses the 
imperative needs of Alaskans with disabilities and tneir families. We also urge the 
legislature to seriously consider budget strategies to meet future funding requirements 
(or the services that will continue to be needed by Alaskans with disabilities.

Sincerely,

Emily F Ennis 
Executive Director

EFE/njm


