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Forward

The members of this task force wanted to educate ourselves, legislators, policy makers and the
public on the issues that affect public policy as it relates to persons with disabilities ’iving in
nursing homes ano ‘hose living independently in the community. We interviewed 1 .mskans
with disabilities under the age of 65 who live in nursing care facilities in Anchorage, Juneau,
Scwuid, and Fairbanks. These stories arc real, and the people who took the time to tell them to us
arc all too often forgotten. Our request to the reader of this report is that you remember these

people and their stories.
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Executive Summary

Background

The Governor's Council on Disabilities and Special Education (Governor's Council) and the State
Independent Living Council (SILC) arc both concerned with services to / laskans with significant
disabilities. The two Councils arc working together to inform themselves, policy makers and the
public on the needs of Alaskans with disabilities under age 65 who use long term care services.

The Long Term Care Task Force

A Long Term Care Task Force convened in October 1995 as a joint project of the Governor's
Council and the SILC. Members include Governor's Council members, SILC members,
independent living providers, persons who experience significant disabilities, and parents of
persons with disabilities who have lived in nursing homes. The task force was staffed ny an
University of Alaska Anchorage Social Work Intcr.i at the Governor’'s Council. The task force
was represented by members in Anchorage, Fairbanks, Juneau, Sitka, Seward, Soidotna and

Homer.
Project Description

Task force members field-tested interview questions with three sample interviews of individuals
who had lived in nursing homes. They conducted interviews to determine consumers’ wishes,
needs and abilities for services and living needs. They interviewed 16 nursing home residents
from Anchorage, Fairbanks, Juneau, Seward, and other areas of the state in the winter of 1995-9C
After identifying Tic community-based services required to serve these individuals in the
community, Task force members estimated the costs for these services and provided a cost

comparison for each person.

Conclusion

fifteen of the sixteen persons interviewed expressed a strong desire to leave nursing facilities and
live in community settings. Task force members believe that most individuals with disabilities
under the age 65 who currently reside in nursing homes do not need 24-hour nursing care and
would be able to live in a community setting if adequate sjppon services were available to them
Analysis of the costs to move these individuals into the community showed an average annual

saving of approximately S55.000.00 per person

It became evident that many persons with disabilities currently residing in nursing home; can be
served more satisfactorily and at less cost in community settings instead of in nursing care
facilities. The total savings for the State of Alaska could exceed $7.5 million a year; savings that

could be used to provide community based services.
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Recommendations

To balance Alaska's long term care system, the legislature should:
. Adopt a moratorium on long-term care beds, A moratorium will contain Medicaid
costs, and allow time for Alaska to balance its long-term care system.

2. Fully fund Alaska's Medicaid Waiver programs. Waiver programs allow for
individuals to receive medical services at home instead of being institutionalized at a
much higher cost to the state.

3. Appropriate more funds m community-based services. By assuring access to
community-hased services, legislators can contain the costs of long-term facility-bascu

care.
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Introduction
As of February 1996, approximately 140 Alaskans under age 65 who experience disabilities
reside in nursing homes in the state.' Most of these individuals arc Medicaid recipients. The
average annual nursing home cost exceeds S92,000.00 per person. The total average cost to the
State of Alaska is almost $13 million a ycar.:

Do all these people with disabilities require the intensive medical care of nursing home facilities at
high state costs? Can we better serve these individual Alaskans through a variety of home and
community-based services which allow the greatest degree of self-determination for the
individual? Is the array of services for our citizens with the most severe disabilities slanted
towards institutionalization? If so, at what cost to the public, and at what costs to the
individuals whose very lives arc affected by these policies? These arcjust some of the questions
this report attempts to answer.

This project evolved out of growing concern and belief that individuals in nursing facilities: (1)
do not want to live in institutions, (2) have enforceable legal rights under the Constitution and the
Americans with Disabilities Act (ADA) to choose where they receive care’, and (3) would cost
the state significantly less if served in community-based settings.

The Governor’s Council on Disabilities and Special Education (Governor’'s Council) and the State
Independent Living Council (SILC) arc both concerned with services to Alaskans with significant
disabilities. The two Councils decided to inform themselves, policy makers and the public on the
needs of Alaskans who use long term care services, and to put a human face on the statistics
about Alaskans with disabilities under age 65 living in nursing homes.

Task force members field-tested interview questions with sample interviews with three
individuals who had lived in nursing homes. They conducted interviews to determine consumers’
wishes, needs and abilities regarding provision of services and their living environment. Sixteen
persons living in nursing homes located in Anchorage, Fairbanks, Juneau, Seward, and other areas
of the state were interviewed in the winter of 1995-96. Task force members listened to people’s
personal experiences of living with a disability and about their needs and wants. Based on the
interviews, statements of relatives, assessments of nursing home social workers, case managers,
and/or independent living providers, task force members determined specific services each person
interviewed may require to be served in tire community. A cost comparison analyzing residential
versus community-based services was developed for each perse.. This information, combined
with an analysis of Alaska's cuncnt long-tcnn care system and its cost to the state, provided the
basis foi the recommendations of this report

The scope of this project was limited lo people under th. age of 65 because the Alaska Commit non on
Agtng regularly assists people over the age of65 to acquire community-based servioss

Alaska Nursing Homes Census (2/29.96) State of Alaska. Department of Health and Socul Services,
Division of Medical Assistance, Health Fecilities Licensing & certification

InHelen L. V. DtDano, 6 NDLR, $92 (3d Cu. 1994), the Third Circuit held itwas a violation of the
ADA tokeep a persons with a dissbility “unnecessarily segregated™ inanun infhome rather than provide services
in thecommunity. The Slatewas willing lo provide the plaintiffwith penonil care auendsnt services only ifshe
continued lo reside ina nursing fecility even though the plaintiffw ould not need to reside ina nursing home ifshe
received the personal care services in the conmunity. This landmark decision dearly enunciates a new standard
under which people with dissbilities can petition for release from an irstitutiocnand into community based “ae
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Phyllis Hallgt on, age 49 .
"I'am in a nursing home because | don't have the money to rent an apartment.

Phyllis has been suffering from degenerative disk disease, congenital deformities, chronic pain
syndrome, and chronic bursitis since she was 21 years old. Nevertheless, she raised two children
and gathered the strength to leave her abusive hushand in 1985 to move to Soldotna, Alaska.
When her condition worsened, she had to give her children back to their father. She stayed in
Soldotna without any family members. Since 1988, Phyllis has used a wheelchair, but by no
means has she been helpless. She managed to find herself an apartment, and arranged to get
personal assistance services from Peninsula Home Health Care.

In 1994 Phyllis fell sick with intestinal cramps that would not allow her to absorb any type of
food. As aconsequence she lost 130 pounds and became incapacitated. She was transported to
Providence Hospital in Anchorage, where she stayed for seven weeks and finally recovered
completely. During her stay in the hospital she lost her apartment, mainly due to her landlady’s
concern regarding Phyllis* medical condition. Phyllis was admitted to Providence Extended Care
until she could arrange another living situation. That was over one year ago.

While Phyllis certainly needs some assistance to live independently, she is able of take care of
herself. She can transfer herself from the bed to the wheelchair, she can dress herself, and warm
up her food. She is able to arrange for transportation from the Municipality; she communicates
her needs and desires clearly, and she is capable of making choices and decisions. Phyllis is aware
that she would need a personal care attendant for a few hours a day, would benefit from services
like "meals on wheels," and needs an apartment that is wheclchair-acccssibl..

Currently Phyllis pays about $720 a month towards the expenses of her stay in Providence
Extended Care, which leaves her S130 a month for personal expenses. She pays S80 for the
storage of her furniture. She has not been able to save enough money to pay the security deposit
for an apartment and consequently continues to sty at Providence at the state's cost of over
S200 per day.

Cost Comparison
Annual cost of Providence Extended Care (Anchorage)4 $74,609.65
Estimated annual cost of a wheelchair accessible apartment in $8,400 00
Anchorage @ $700.00 per month5
Estimated annual cost for personal assistance services at $19.71000
$18.00/hr, 3hrs/day*
Annual cost for care coordinator (2) $200.00/month7 $2.400.00
Total annual cost of independent living $30,510.00

Alula Nursing Hornet Census (2/29/96). Sutc of Aluki, Deportment of Health and Social Service*.
Division of Medical Aittuaoce. Health Fecilities I .terming Si Certification

Access Alaska, Anchotage, estimate 2/22/9%

Acccit A lilka. Anchorage, estimate 2/2296

Eaatcr Seal Society of Ataika, Inc,Anchorage, estimate a 11 96

2
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Evelyn Eniry, age

43 i ) )
"All'l need is a wheelchair accessible apartment

Evelyn Emry is a forty-thrcc year old Athabaskan woman from Northway. She is a mother of
three. Her two girls arc young adults who live on their own. Her boy, however, is eight years
old and currently lives with his aunt in Northway. Evelyn misses her son tremendously.

Evelyn has been experiencing rheumatoid arthritis since her thirties and has been institutionalized
six times in the last ten years. She recently had a hip replacement from which she is recovering.
She has been living in the Denali Center in Fairbanks for over one year. Evelyn wants to leave
the Denali Center as soon as possible. Her fiance and other family members will provide the help
she needs to keep the household and to run errands. Evelyn requires help with transfers in and
out of bed, bathing, and dressing. She transports herself in the wheelchair. She will a.so require
care with personal hygiene. This, too, will be supported by family members.

Evelyn dreams of once again living in her village, Northway. She would love to live near her
family that remains in Northway - people she is close to and with whom she has much in
common. She misses Native foods and activities and would probably get more visitors if she
were living in her village. llowcvcr, she knows she will be unable to do so because existing village
structures arc not barrier free. She would require indoor plumbing, flat floor surfaces, and

ramping for stairs.

Nevertheless, Evelyn is determined to live independently m the community. She needs
wheelchair accessible housing in Fairbanks, and she can use para-transit as she has in the past.
Evelyn wants to be involved in a support group with other people who experience disabilities.
She also has indicated an understanding of accessing in-home support if she requires help of
people outside her family.

Evelyn can live successfully in the community and requires little support to do so. She looks
forward to the time when she can get accessible housing in Fairbanks and when her family can be

reunited.

Cost Comparison

Annual cost of carc at Denali Centerl $96,666.60
Estimated annual cost of a wheelchair accessible apartment in $7,200 00
Fairbanks (2) $600.00 per month’

Estimated annual cost of para-transit services @S2.00 per nde, $720.00

30 ndes per monthl10

Annual cost of carc coordinator (a; $200.00. month" $2,400.00
Total annual cost of independent living 510,320.00

Alsskj Nuning Hornet Census (2/2996) Stale of Alaska, Dcputmeni af Health and Social Services,
Division of Medical Assistance, Health Fecilities Licensing & Certification

Access Alaska, Fuibsnks. estimate 2-7996

Access Alaska, Fanbanks, estimate 2/29.96

Easter Seal Society of Alaska, Inc .Anchorage, estimate 4(11-96

3
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Al Wilson, age 49 .
"IFAT had personal assistantfor afew hours per day,

he could leave the nursing home."

"Sourdough Al", as he is known to many, deeply desires to be independent again. Al traveled
around the state as a storyteller until last summer when he experienced a freak accident which
resulted in major lifestyle changes for him. He now has quadriplcgia and uses a wheelchair. Al is
49 years old and has always been fiercely independent.

Last June, when Al was thrown from his bicycle and his spinal cord was severed, he spent
several months in rehabilitation at a VA hospital outside the state. Al's independent spirit was
tested on a daily basis as he was told how lie must do things. One time his physical therapy and
occupational therapy services were suspended when he refused to have his bowel movement the
way they wanted. Al feels he is the true expert when it comes to such a personal function!

Life at Denali Center in Fairbanks ovciall has been good according to Al but he and the head
nurses occasionally have differences of opinion. For example, there have been times Al likes to
get out of bed at 6 a.m. but has been told he can't because Denali doesn't have the staff at that
time to assist him. Also, he doesn’t want male providers working with him. This is something he
feels strongly about and feels that his wishes arc not being respected.

Al claims that the staff hasn't talked to him about a discharge plan or explored goals beyond his
present life at the institution. He believes the philosophy at Denali Center is "once you're in;
you don't get out." Al desires to get back in the community as soon as possible. He will need
assistance with arc self-care and mobility. Al identified basic areas in which he needs help: to
obtain low-cost housing, reliable transportation, whirlpool baths, and to work in the schools as
he once did. Al would like to remain in Alaska.

Cost Comparison

Annual cost of carc at Denali Ccntcr,: $96,666.60
Estimated annual cost of a wheelchair accessible apartment in S7,200.00
Fairbanks @ $600.00 per month1
Estimated annual cost of para-transit services @ $2.00 per nde, $720.00
30 rides p™r monthl4
Annual cost of personal assistant @ S18.001ir, 3hrs'dayl S19,710.00
Annual cost of carc coordinator for 6 mos. fa $200.00 nionth,f' $1,200 00

Annual cost of independent living S$28.830.00

Alaska Nursing Homes Cetuui (2/2/9%6). Suic of Alaska. Department of Health and Social Services,
Division of Medical Assistance. Health Fecilities Licensing & Certification

Access Alaska, Fairbanks, estimate 2/2996
M Access Alaska, Fairbanks, estimate 2/29/96

Access Alaska, Fairbanks, estimate 2/2996.

Easter Seal Society of Alaska. Inc .Anchorage, estimate 4/] 196

4
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Tcisha Simmons, age

18
"Thanks to the Personal Assistance Program, 1have a life and afuture."

Tcisha will turn 19 years old on March 31, 1996. She grew up with her four elder siblings in the
village of Galena. Tcisha is graduating from high school with honors in May, 1996 and is planning
to enroll at the University of Alaska. Fairbanks. Her long term goal is to become a psychologist
and work with young people.

Tcisha was injured in a car accident three years ago and is now paralyzed from her shoulders
down. She depends on a ventilator to help her breathe. After her accident she stayed
temporarily in a nursing home. Tcisha shudders when she remembers the experience, which
seems li <e a nightmare to her now. The nurses put her in her wheelchair every morning and took
her to thr TV room where they left her until lunch time. After lunch they would take her outside
and leave her alone for hours without any way for her to call for help if she needed it. She
observe* other patients who sat in the TV room most of their time, drooling on themselves or
talking to themselves, not being able to control their body functions, and being totally forgotten.
The muses frequently became agitated when Tcisha requested their assistance. Tcisha says her
experience with the nursing home was degrading and humiliating; she docs not wish it for anyone.

During the month of June, Tcisha will go to the Craig Institute of Rehabilitation to receive
intensive rehabilitation to get o ff the ventilator, breathe on her own, and lead a more independent

life.

Currently Tcisha lives with her mother in Fairbanks. She is also in the process of getting her own
apartment with a live-in personal carc attendant. After being in the nursing home, it is vitally
important to Tcisha that she live in the community with a live-in personal care attendant, to be as
independent as possible and live a quality life. Tcisha needs an attendant to live with her to help
her dress, prepare meals, settle in for the night, and to handle other personal needs. She also
needs assistance in her classes which the university will provide.

Tcisha is very grateful for the services she receives through the Personal Carc Attendant Program.
She would hate to be in a nursing home. Independence and living in a community of her choice

arc very important for Tcisha.

Cost Comparison

Annual cost of carc at Denali Center/ S96.666.60
Estimated annual cost of a wheelchair accessible apartment in S7,200.00
Fairbanks <§ $600.00 per monthll
Estimated annual cost for livc-in personal assistant19 S37,400.00

Total annual cost of independent living S44,600.00

Alaska Nuxiing Homes Census (2/29 %). Sute of Alaska, Depimr.cn; of Health and Social Serv ics,
Div ision of Medical Assistance, Health Fecilities Licensing A Certification
e Access Alaska, Fanbanks, estimate 2/2996
* Fanbanks Resource Agency, Faubanks, estimate 4M2/96

5
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Bruce Ilinke, age 51

"With the right equment 1 could leave the nursing home and get back to work."

Bruce, 51, lived in Juneau and Douglas until 1994. He has experienced multiple sclerosis since
his late twenties. Two years ago complications in his condition and the lack of assistance forced
him to move into St. Ann’s Carc Center.

He desperately wants lo live on his own and is convinced that he can live independently with the
part time help of a personal carc attendant. He can feed and clean himself, and operate
augmented computers. He would like to live in Juneau's Mendenhall Valley or Douglas to be
close to his family. His mother or brother arc willing to assist him if a Personal Carc Attendant

can be found for part of the time.

Bruce believes he can get back into professional data processing provided he can access certain
accommodations and assistive technologies. He would need a programmed speaker phone or
TTD, speech enhancing communication device, a power wheelchair, and accessible

transportation.

Bruce says that he wants to leave St. Ann's as soon as possible. He says bemg around people
that arc just waiting to die is affecting his mental state.

Cost Comparison

Annual cost of care at St. Ann's Carc Center) S87.529.00
Estimated cost of a programmed speakerphone and a speech 53.000.00
enhancer, one timeZl
Estimated cost of a power wheelchair (E&J Lancer), one timeZ22 58.000.00
Estimated cost of lift-cquippcd van, one time2 S10,000.00
Annual cost of personal assistant @ S18.00/hr, Shrs/day24 S19,710.00
Annual cost of care coordinator @ S200.00/month for 6 S2,400.00
months2

Total annual cost of independent living for the first year 543.110.00

Total annual cost thereafter 522.110.00

uka Nuntng Home* Cemuj (2/29/9%6) Stale of Alaska. Department of Health and Social Services.
Division »Medical Assistance, Health Fecillities Liccnung & Certification

r SAIL, Juneau, estimate 2/2296,
a SAIL, Juneau, estimate 2/22/9%6.
° SAIL. Juneau, cstima\ 2/2296,

SAIL. Juneau, estimate 22296
Center for Community, Juneau, estimate 3/4/%.
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Roy Clayton, Jr., age 38 _
"My wife would take care of me at home ifshe could get the Personal Care
Attendant Training

Roy used to live in Anchorage and was a laborer on highway projects. He has a spouse, two
boys and one girl. Roy suffered a stroke in August 1994. In September 1995, lie was admitted
into St, Ann's Nursing Home in Juneau.

Roy wants to live with his wife and family. He is sure he could live independently if he had
some wheelchair mobility training, a personal carc attendant for a few hours a day and
independent living skills training. Mis * re iswilling to be trained as his personal carc attendant.
Roy also believes he could be economically self sufficient if he could Icani one hand typing skills
and some enhanced computer skills.

He and his wife would like to move to Anchorage. He is unaware of independent living
community services and docs not have any information about the State Independent Living
Council or the Division of Vocational Rehabilitation. However, he thinks he would be able to
locate accessible transportation in Anchorage.

Cost Comparison

Annual cost of carc at St. Ann's Care Centerl4 S$87,529.00
Estimated annual cost of a wheelchair accessible apartment in
Anchorage @ 700.00 per month?2/ $8,400.00
Cost of PCA training for Roy's wife, one time28 $250.00
Cost of computer skill training, one time29 $260.00
Estimated cost o f mobility training, one time3) S3.000.00
Estimated cost of independent living skill training, one timed S3,000.00
Annual cost of carc coordinator (2} S200.00/month,: $2,400.00

Total annual cost of independent living for the first year S17,310.00

Total annual costs thereafter S10,800.00

Alaska Nursing Homes Census (2 29.96) State of Alula, Department of Health and Social Services.
Division of Medical Assistance, Health Fecilities Licensing & Certification
" Access Alaska, Anchorage, estimate 2/22/96.

* Hospice Home Health. Juneau, estimate 4/1279%.
Ability Design Associates, Anchorage, estimate 4 12/96.
* SAIL, Juneau, estimate 2/22/9%6.

SAIL, Juneau, estimate 2/22/96
S Center for Cotnm" lity, Juneau, estimate 3/4/96.
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Rodney J. Katzeck, 38 ) _
"Withjust a little help, I could live at home."

Rodney is from Klukwan and that is where he would like to live. His two girls live there. He
feels he could be independent if he could receive some daily living skills training, some
interpersonal communication skills training and had the help of a personal carc attendant for a

few hours daily.

Rodney had a stroke when he was 37. He was admitted to St. Ann's one day before his 38th
birthday, just after Christmas of 1994. Nobody informed him of any community services. He
had not heard of the State Independent Living Council or of die Division of Vocational
Rehabilitation. His only experience with Southeast Alaska Independent Living (SAIL) was when
SAIL provided portable ramps for his mother’s house so Rodney could visit her one time.

Rodney could stay with his mother if a ramp and housing modification would be provided. He
truly desires to live in the community. He says he is too young to live in a nursing home.

Cost Comparison

Annual cost of care at St. Ann's Care Center’l S$87,529.00
Estimated cost of mobility training, one time3l $3,000.00
Estimated cost of independent living skill training, one tunc® $3,000.00
House modifications, one time36 $3,000.00
Estimated cost o f communication skill training, one time3/ S2,000.00
Annual cost of carc coordinate- @ S200.00/month3 $2,400.00
Annual cost of personal assis .t @ $18.00/hr, 3hrs/day39 $19,710.00

Total annual cost of independent living for the first year $33,110.00

Total annual costs thereafter $21,110.00

Alaska Nursing Homes Census (2/29/9%). Stale of Alaska. Department of Health and Social Services,
Division of Medical Assistance, Health Fecilities Licensing* Certification

o SAIL, Juneau, estimate 2/22*96.
“ SAIL. Juneau, estimate 2/22/9%.
* SAIL, Juneau, estimate 2/2296.

SAIL, Juneau, estimate 2/2296.
Center for Community, Juneau, estimate 3/4/%.
SAIL, Juneau, estimate 2/2296.
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Carla Norman,

29
"Forfive years | have beenfig 'ding to get out of the nursing heme into an

assistive living residence."

Carla was bom and raised in Seward, Alaska. Her parents and her younger bro her live in Seward
and her tcn-ycar-old daughter lives with her father in Washington. Her daugi ter visits Carla in

the summer and during Christmas.

In 1988 Carla left Seward for Washington. She lived in Washington for only a few months before
she was involved in a car accident and sustained a closed head injury. She was in a coma for six
months. One month after the accident, she moved back to Alaska to be closer to her family.
There were no rehabilitative services for her at Wesley Rehabilitation Carc Center at that time, so
family and friends provided range of motion and other exercises three to four times a day for
about one year. The family was told that Medicaid would not approve outside rehabilitation
services because it was not a "lit*, and death situation." Therefore, Carla did not receive the
intensive physical and siccch/language rehabilitation services she needed to improve. Carla uses
awheel chair and an augmentative communication device. Both pieces ofequipment arc outdated
and do not allow for the independence of which Carla is capable.

Until ayear ago Carla and her family were not aware of community based services and knew very
little about other independent living options. She currently receives case management services
from Hope Cottages and advocacy services from the Kcnai Peninsula Independent Living Center.

Because Carla has been institutionalized since her injury eight years ago and because of the lack
of immediate rehabilitation services, she will initially need 24-hour carc when she moves into a
community living situation. Currently, Carla needs assistance with all her daily living needs.
However, in a more independent living situation she would be able to practice, Icam and regain
some strengths and skills which have been lost by living in a nursing home facility. Therefore,
die initial costs for community-based living will be high. These costs will decrease as she is able
to participate in her own carc.

Cost Comparison

Annual cost of care at Weslev Rehabilitation Care Center4) S74.146.10

Estimated first year cost of Medicaid Waiver services including S78,000.00

all living, medical and equipment needs, and care coordination4l

E "‘mated annual cost thereafter including carc coordination S55,000.00
live-in care provider4l

Alaska Nursing Monica Census @<2/86). Stale of Alaska, Department of Health and Social Services,
Division ofMedical Assistance, Health Fecilities Licensing & Certification.
*? Hope Cottages, Anchorage, estimate 10/95.
c Hope Cottages, Anchorage, estimate 10/9%5.
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Recommendations

The Alaska long-term carc system has a variety of services nvailablc for people with long-
term carc needs. These services, for the most part, meet those needs; however, people arc not
always able to be served by the long-term carc service of their choice, nor in the location of their
choice. Waiting lists, lack of service providers, and limited funding for home and community
based services force many people to cithci wait to receive services, or to opt for services like
nursing homes that they do not prefer. The costs of these services arc very high; the services arc
often not located near those who need them, and more often than not they restrict individuals'

independence unnecessatrily.

Alaska's long-term carc system is unbalanced. A high percentage of the long-term carc dollars go
to nursing homes, and nursing homes provide a high level of carc at great cost. Many people tn
need of long-term carc can be safely eared for in alternative, less expensive settings. It is also true
that most people who receive facility-based, long-term carc prefer these alternative settings.

The task force recommends the following to balance Alaska's long-term care system, provide
services consumers require and value, reduce provision of unnecessary and unwanted services,

and to stabilize and eventually reduce health carc cost to the state.

Balance Alaska’s Long-Term Care System

A construction moratorium on long-term carc beds will alk w time for Alaska to move towards a

more balanced long-termcarcs y s te m

Representative Mark Hanley recently proposed House Bill 528 which establishes a moratorium
on long term carc beJs. This bill will assist the state to contain Medicaid costs, develop home
and community-based services, serve persons in need of long-term care more effectively and cost
efficiently.

Several areas of Alaska have empty- nursing home beds. The Alaska long-term carc system is
highly dependent on nursing homes, and needs to diversify to a greater degree. At an average
cost of S220.84 per day, the cost of Alaska nursing homes is about tnplc the average nursing
home rate in the United States of $71.03 per day.4

The current bed level in nursing homes should be held for several years. Individuals who could
be served in community-based settings should be moved out, and savings should be directed
towards community-based services

Ladd & Attoctatcs. (1995) Long-Term Care ui Alaika: Recommendation™ for Reform Qraft), Auitm.
Texas
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Medicaid Waivers
The State of Alaska should fully fund all waiver programs to reduce the overall long-term carc

costs.

Alaska has home health services and personal carc services offered through the Medicaid
program, and a variety of other services through community based carc waiver programs. These
services arc more cost efficient that nursing home carc. In order to reduce Alaska's long term carc
costs it is important to fully fund the Medicaid Waiver programs.

Funding

The State of Alaska should appropriate more funds in community-based services.

Community based services arc more desirable to the consumer and less expensive for the State.

Development of a Continuum of Long-Term Care Services
A continuum of services will ensure that individuals with disabilities can obtain services based on
their needs instead of receiving unwanted, more restrictive and more expensive services.

Alaska should have an array of long-term carc services. It should consist of a broad spectrum of
services such as home carc, adult day carc, adult foster homes, assisted living facilities, nursing
homes, and other carc settings

Alaska already has an innovative and viable home and community based care system for both
older Alaskans and Alaskans with disabilities. This system is under-funded and has not been
allowed to reach its full potential. Too many of our public resources go toward nursing home

carc.
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Medicaid is one of the largest components of state general fund. In FY 95. the total cost of
Medicaid was S295.9 Million, an increase of S95.5 Million in 3 years. The Medicaid budget
has a limit. At some point soon, the limit will be reached unless some action is taken to
restrain costs.

Long term carc facilities for seniors cost $49.3 Million in FY 95. an increase of 29% ($11.1
million) in 3 years. Plans, letters of intent, and certificate of need applications indicate that
147 new beds arc planned that would increase Medicaid costs by $11 Million annually above
inflation which has been at about 10% per year, a total of $28 million general fund dollars
over the next 5 years.

Many nursing home residents could be served through community based services that arc
preferred by seniors, less restrictive, and less costly. Hie current Medicaid waivers program
serves individuals who require a level of carc provided by an institution such as a hospital or
nursing home. The increasing population of seniors means that better and less expensive
ways to provide the services must be found. It costs from $80,000 to $134,000 per person
per year to live in a nursing home but only about $32,000 on average to be served by
community based programs. $4.0 million in Medicaid funds arc currently spent on
community based services.

The certificate of need program is not a failed program. Without it. we might currently be
paying for 343 additional nursing home beds and 323 more acute carc beds. Hie state could
currently be paying for an additional S279 Million in construction costs for the acute carc
beds alone if there was no CON program.

Alaska has an unbalanced system of care. The trend in the way seniors arc served is
changing and a moratorium on long-term carc beds will allow the development of a more
balanced system of carc, more appropriate placement of seniors and additional client choices
Seniors overwhelmingly want to stay in their homes as long as possible and do not want to be
forced into nursing homes because there are no alternatives.

It is a myth that all nursing home residents arc there for medical reasons. Home and
Community Based Waivers eligibility requires that a person served by the program must
need a level of care provided by an institution such as a hospital or nursing home. Leaders in
providing care to developmental!) disabled adults will soon be closing all inpatient facilities
in Alaska in favor of home and community based services. This is being done to serve
clients better, prov ide a less restrictive environment, and to serve more of the rapidly growing
population at the same cost.

Although these ore private facilities they arc publicly funded About 85% of the nursing
home beds arc Medicaid funded. This means that the state general fund pays for half of all
Medicaid costs for nursing home beds
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STATE INDEPENDENT LIVING COUNCIL

March 6,1996

Representative Mark Hanley
Representative Richard roster.
Co-Chairs, House Finance Committee
State Capitol

Juneau. AK 99801

Dear Sirs.

The State Independent Living Council (SILC) applauds the introdyction,of HB 528. *An
Act relaliny lo applications for certificates of need and licensing of nursing homes;
amendlnt% the standard of review for certificates of need for health core f%zlll,tles n the
slate; es b|IShIn? a moratorium with respect to new applications by prohibiting the
Issuance of a certificate or need or u license for additional nursing homo capacity in the
state until July 1, 1998. and providing for an effective date.

The SILC feels this legislation is long over due It is a stop in the right direction - putting
greater emphasis on community based. individualized care vorsus the expensive long
term care provided via nursing home*; We feel the current system, funded in a large
part with ﬁubhc Medicaid dollars, is slanted toward ‘institutionalization” as a matter of
courso when ftcomes to long term carc for both seniors and Alaskans with severe
disabilities In talking with our disabled colleagues across the country, we have found
Hus to be true in every state

For example, in 1995, 141,0003)eop_le_ with disabilities in the United States were served

mnursing homes at a cost of S92 hillion to Medicaid, an average of $65.250 per

ﬁerson n the other hand, through Medicaid waivers. 165,000 peo?Ie were provided
ome and community based services at a cost of $4 3 billion, or S27.740 per person

Adosko 1] no different. According to tt»e Department of Healtn & Social Services, the

average annual cost to house one of our citrons in a nursing home in 1003 wao

$80,926. while typical costs for commum% based care ranged from $19,770 to $52,389.

DHHS is acting In the best interest of all Alaskans through their suppon of thts

Iﬁglglatlon, - Well as thoir planned do-InsMutionalizatlon of state run facilities, such as
arborview,
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The question of finances, and the gross inequity of care costs for institutionalization
Versus community based care, is obviously a major concern to you and all Alaskans.
Your bill questions the need for more heds for senior citizens in nursing homes, but it
also addresses the question for the 140 plus Alaskans with disabilities under the age of
64 years also living in these institutions?

Do these citizens, stripped of their dignity and independence, deserve to bo housed in
medical institutions’ Perhaps, for some individuals who are sick, and who require, at
the moment, 24 hour medical care, the need for care provided from these institutions is
relevant  But most people with significant disabilities who havo found themselves, one
way or another, in our state sponsored institutions, are not 'sick" fhey are not
patients. They are people. And many of these people want out. They want
Independence to direct their own lives and to cope with their disability on thoir own
tﬁrms. Butl_they need our support ina way that provides them with the tools to direct
their own lives

What are these tools that we can provide? The SILC Mas held a number of town
meetmﬂs around the State to gather input from the public on a number of issues that
effect the lives of persons with disabilities and thoir ability to live independently We
have gathered testimony from people who live in institutions, those who have "been
freed* (as they often put it), and those who have successfully lived their lives outside
the institutional walls Wc have heard from people directly, what makes it work for
them, and what would make itwork better.

Foremost, it is providing a woll trained. personal assistanco work forco who aro
available to be hired (and fired it need be) by disabled consumers themselves Alaska
has a severe shortage of personal care assistants. Many of the programs that provide
these services are so grossly under funded (most of our Medicaid dollars is going to
institutionalizing people& Consumers, who are trying to live independently, are given
few options as to who their care ?iver is from one week to the next The wages paid to
personal assistants arc often so low. that not many hired ’ﬁrogram* personal assistants,
stick around for very long. (People who have the ability to hire their own personal
assistants havo typically fared much bettor, but often need help in learning how lo "hiro'
and 'fro* such assistants) Consumers aro often told thoir is a limit to the hours of
service they can get, sometimes putting their very lives in danger and often limes,
forcing individuals back into institutions becauso of the lack of consistent care We need
to put more funding in ﬁersonal assistance services, and we need to direct more
‘consumer control”in the services themselves.
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Other major concerns we have heard about, for which the Council has been and will
continue to work with Legislature and other policy makers on, aie transportation
services, accessible and affordable housing, access to interpreters for the deaf,
independent living skills training, recreation and more.

Again, wo urge you to pass this bill. We also urgo you to redirect funding now going
toward institutional care to more cost efficient, consumer directed, home and
community based services.

Should you have any questions regarding the State Independent Living Council or any
of the issues we are concerned with, please feel free to call me at 272-8244 (V/TTY).

Patrick Reinhart
Exocutivo Diroctor
State Independent Living Council
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Representative Mark Hanley
Room 507

State Capitol

Juneau, Alaska 99801-1182

March 1. 1996

Dear Representative Hanley;

Thank you for your efforts in addressing the long-term carc needs of Alaskans with
disabilities through House Bill 528. The Governor’'s Council on Disabilities and Special believes
that House Bill 528 will encourage the development of home carc services.

After looking into this issue with you last session, wc found that Alaska has more long-
term care beds in some communities than arc required. In addition, the state currently has virtually
no way to halt the process that hospitals and nursing homes use to increase the number of beds or
convert from one kind of service to another. The operational costs fall to the state. For example,
ten new long-term carc beds cost the state roughly SI million in unplanned, unbudg”~tcd Medicaid
program expenses. |If excess beds arc available, the current nursing home rate structure creates an
incentive for institutions to work diligently to fill them with Medicaid recipients.

Facility-based care belongs on the spectrum of services to individuals who have
disabilities. However, it should be a service of last resort. Alaskans who have disabilities benefit
more from carc which keeps them in their homes and communities. Facility-based carc. at an
average cost of S100,000 per person per year, is much more expensive than community-based
carc. at an average cost of $3,920 per person per year. Consequently, the state loses money when
Alaskans stay in facilities.

This bill provides for a much needed moratorium on the construction of long-term carc
beds. During the moratorium, state agencies will provide more appropriate placement of seniors
and people with disabilities, resources will be redirected towards services that can best meet the
needs of recipients, and Medicaid costs will be contained. Enclosed please find the Council's
position paper from last year.

Again, thank you for your attention to the needs of Alaskans with disabilities. If wc can
assist in any way. please call the Council’s Executive Director. David Mailman, at (907> 563-5355.

Sincerely,

Kathy Fit/gcrald
Governor's Council on DisaOilities
and Special Education. Chair

Enclosure
cc: (H)HESS Chair
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Impact of a moratorium on long-term care beds in Alaska
April 18, 1995

Introduction

The Governor's Council on Disabilities and Special Education (the Council)
advocates on behalf of individuals who have developmental disabilities and
their families. Most people who have severe, lifelong disabilities use services
funded by Medicaid. When the Medicaid program changes, the individuals
most affected are those with disabilities.

In the mid-80s, the Council identified ways that Alaska could optimize Medicaid
funding for individuals who have severe disabilities through Waivers. With the
Older Alaskans Commission and the Department of Health and Social Services
(DHSS), the Council developed a package of Waivers and the TEFRA Option in
1992. These innovations maximize federal Medicaid funding while reducing
the cost to the state. The Council is interested in continuing to work with the
Legislature and DHSS in identifying ways to use Medicaid more efficiently.

To this end, the Medicaid Subcommittee has investigated several ways to
decrease the cost of Medicaid while improving program efficiency. One way to
cut the cost of Medicaid is to place a moratorium on long-term care beds. This
paper describes the problem, impact on individuals who have developmental
disabilities, the cost of service, and the factors involved in a moratorium.

Recommendation

The Council recommends that the legislature impose a two year moratorium on
long-term care bed construction and conversion. During this two year period.
DHSS should reassess the process by which Certificates of Need are given.

Problem Statement

The Legislature is seeking ways to decrease the cost of health coverage to poor
peopla In Alaska. Several ways to cut the cost of Medicaid deserve considera-
tion. This paper will discuss one way to cut Medicaid costs, and the implications
fcr Alaskans who have disabilities and their families.
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Last year, the Legislature decreased Medicaid funding in two ways. By requir-
ing that Medicaid recipients pay a share of homo and community based care
costs, the Legislature hoped to decrease the state's cost. The Legislature also
chose to eliminate funds, resulting in loss of eight services to adults, as allowed
in AS 47.07.035. These decreases came from the Medicaid non-facility budget,
which serves most poor and disabled Alaskans at a fraction of the cost of facility
based care. These decreases have hampered implementation of the home and
community based waivers, which the 10th legislature put into place. Individuals
ready to transition out of hospital based care are hard pressed to leave,
because necessary community based care is not paid by Medicaid or is more
costly to the consumer. The state pays a higher price for the same services in
the institutional setting than in a community setting.

Alaska has been conservative in capturing federal dollars to supplement state
health and social service expenditures. Imminent federal initiatives to give
states funds through block grants will decrease Alaska’s federal receipts signifi-
cantly. This is not the time to cut Medicaid expenditures; it is time to assure that
Alaska has the fiscal flexibility to meet adequately the needs of its poorest and
most disabled citizens.

Cost of services

Alaska's costs of services are distributed disproportionately across the
Medicaid-eligible population. A brief review of Medicaid expenditures in FY94
reveals that relatively few Alaskans require high cost Medicaid services-yet the
bulk of funds pay for services to these few Alaskans who have serious
disabilities. This high-cost care is paid to hospitals, nursing homes, and
intermediate care facilities.

The state’s Medicaid funds are tied to institutional care because of a federal
requirement known as the Boren Amendment. The Boren Amendment
guarantees institutional facilities reasonable payment rates. As long as poor
Alaskans are in hospitals and nursing homes, the state is forced to pay these
institutions anywhere from $72,000 to $300,000 per person pet year. Not only
are Alaska's Medicaid dollars funding institutional care, but state general funds
cover 100 percent of the care to 2,200 Alaskans with disabilities who do not
reside in institutions. The home and community based services waivers put into
place in FY94 reduce the state's total cost by maximizing the federal
government's share through Medicaid.

Virtually all Alaskans in institutional settings can benefit from less costly home
and community based care. These home and community based services aro
funded in the Medicaid non-facility component. When home and community
based services are reduced or eliminated, however, the number of individuals
who can receive life-sustaining services nowhere else must return to hospitals
and nursing homes at a higher cost to the state.
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FY94 Medicaid Expondituro Distribution by Eligiblos
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By fully funding lower-cost home and community based services for the
individuals who require specialized care, and reducing use of institutional care,
the state could reduce its Medicaid expendi'. '-as significantly. Roughly,
Medicaid expenditures could look more like the chan Lelow:
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However, as the state continues to decrease homo and community based
services through cuts to the non-facility Medicaid component, the state’s
institutional cost of care will continue to rise.
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Relevance to people with disabilities and their families

Roughly 10,600 Alaskans have developmental disabilities.1 Most adults with
developmental disabilities are among the approximately 10,000 Medicaid users
who are eligible for or use SSI and Adult Public Assistance because of their
disabilities or chronic illnesses. These Medicaid users who have disabilities
are also poor, and therefore qualify for the program. The monthly income for an
individual who uses SSI and Adult Public Assistance ranges from about $800 to
$825. About 678 of these poor individuals who have disabilities or who are
aging use nursing facilities, ICFs-MR, or residential psychiatric hospital care.2
Medicaid pays for the cost of long-term care and for all other health care costs,
as required by state and federal laws.

Of the 67,631 individuals using the Medicaid program,3 41,159 are children. As
many as 15,155 Alaskan children experience health problems requiring special
care.4 About 3,500 infants and toddlers require early intervention services to
prevent or ameliorate disabilities, reducing the need for more intrusive and ex-
tensive lifelong supports.5 Other children with disabling conditions are served
solely within the educational system, comprising 6.47 percent of the population
of all children and youth ages 3 through 21.6 Despite the prevalence of
children in the Medicaid population, children are very inexpensive to serve.

About 70 percent of all Alaskans with disabilities use Medicaid services. These
are 16 percent of Medicaid users who cost the state more than $3,920, the
average yearly cost per person. Approximately 22,600 Alaskans ages 16 to 64
have work disabilities and do not receive institutional levels of care. Of those,
7,900 are prevented from working because of disabling conditions. An
additional 8,600 Alaskans ages 16 to 64 have mobility and/or self-care
limitations and do not receive institutional levels of care.7 More than 95,700
Alaskans have permanent disabilities that substantially limit one or more major
life activities, have a history of such disabilities, or are regarded as having such
disabilities.8

Parents of children with disabilities often find themselves forced to live on public
assistance to guarantee Medicaid coverage for their children who have disabili-

1 Gollay, E. (1981)Z Summary Reporton the Implications of Modifying the Definition d a
Developmental Disability. Department of Health, Education & Welfare.

2 Division of Medical Assistance (1994). Alaska Nursing Homes Census for 6/30/94. Stated
Alaska. Department of Health and Social Services. Division of Medical Assistance.

3 Kim Busch, Policy Analyst, Division of Medical Assistance, February 1995. Although 83.920
Alaskans are ellglble, only eighty percent actually use the Medicaid program.

4 Dick. S.E. (19 2)._ An Estimate gfthe Numberof Children with SpecialHealth Care Needs in the
stale ofAlaska. UNiversity cf lllinois: Chicago. ,

5 Division of Public Health, iecticn of Maternal, Child, and Family Health.

6 Department of Education, Educational Progrram Support F1992: AnnualData Reports, Parts Il
and 1V, 199J-92 School Year. Juneau, AK. The number of children served inall special =
education pro%rams was 11,721, The total number of children and youth ages 3 through 21 in
Alaska 1s 123,621 (Alaska Population Overview, 1991).

7°U.S. Department of Commerce, Bureau of the Census (1992). 1990 census cfPopulation aNd
Housing.

8 Americans with Disabilities Ac: ol 1990, Section 1(b)(2). Findings and Purposes, (a)(1).
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ties. Adults who have disabilities find themselves unable to find work that pro-
vides them with adequate medical coverage. These individuals are those who
are least likely to leave the medical and public assistance systems because
their disabilities substantially limit their ability to work. This is also the group of
people who use most Medicaid services. Any changes to the Medicaid system
will affect them more than any other group of Alaskans.

Capping the number of long-term care beds.

In Alaska, the Medicaid facility budget accounts for 54 percent of expenditures-
a high price for relatively few services. The state pays for beds, and therefore
has fewer funds for home and community based options. At the same time,
state and federal law require that individuals who require long-term care and
who can receive home or community based care at the same or lesser cost
shall receive that option.

Alaska Statute 18.07.031 allows anyone or any agency to spend under S1 mil-
lion to construct a health care facility, change the number of beds in a health
care facility, or change the kinds of services provided by a health care facility9.
If a facility intends to spend over $1 million, it requires a Certificate of Need from
DHSS. A Certificate of Need is based on the availability, accessibility, and
quality of existing health care resources. DHSS can issue temporary and
emergency certificates, and certificates may be modified. When DHSS denies
a Certificate of Need, an applicant may appeal the denial to a hearing officer.
Appeals usually result in authorization to build, regardless of the community's
actual need for long-term care beds.

Programs can make changes under $1 million without DHSS approval. This
creates the opportunity for unplanned increases in facility beds. Construction of
several smaller projects over a period of time has the same effect as building a
few large projects. The state currently has virtually no way to halt 'nursing
home creep,” in which hospitals and nursing homes increase the number of
beds or convert from one kind of service to another at state expense. The op-
erational costs fall to the state, and are far more costly than the original capital
costs. For example, ten new long-term care beds cost the state roughly
$1 million in unplanned, unbudgoted Medicaid program expenses. It is
essential that the state identify all needed bed space and monitor its
construction in a planned manner.

9 Siatuto describes *health care facility* as a,lorlvate municipal, state, or federal hospital,
psychiatric hospital, tuberculosis hospltal, skilled nursing facility, kidney disease treatment center,
Infermediate caro facility, and ambulatory surgca! facility.” *Health care facility* dees net mean an
Alaska Pionoors' Homo, or private physicians' or dentists' otfces.
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FYo9o7 FYyos FYoo FYOO FYOo1l FYo2

Medical Asuttance 0 (3.599) .8.4331 (112721 111.660) (12.061)

Half of these costs are paid by federal funda and the othur half by general fund match. Operating coats could continue to increase

substantially after the first two years. Failu'e to avoid these new beds could havo a deleterious effect on home and community-based

services which enable elderly Alaskans to avoid entirely or postpone nursing homo placement.
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VRevision Date: BILL NO.HB 528

ANALYSIS (cont.):

In 1996, the average annual Medicaid amount for a nursing home bed i3 $85,607. Typical annual costs for community-
based care are much lower, ranging from $16,045 to $47,821 per client with an average of $30,544. The growth and
maintenance of community-based care will be threatened if unnecessary nursing home beds are built. Alaska seniors

prefer to stay at home as long as possible and avoid nursing home placement.

A two year moratorium on long term care beds would allow time for the community-based service programs to develop
more fully. It would also allow the Department of Health and Social Services and Division of Senior Scrvicos time to
develop a plan for the orderly development and proper mix of community-based and long term care beds.

FY98 Medicaid costs were determined by projecting occupancy from estimated construction completion date and the
Medicaid rate defined in regulations to be paid for new facility beds during the first two years of operation. The
statewide swingbed rate, which is the average statewide nursing home rate of $234.54 for FY96 is infla.ed forward by
the 4 year average annual percentage change in that rate or 3.44% per year. This results in a rate of S250.95 per day

per new occupied bed in FY98. The following table displays the present status of new beds.

Estimated Estimated FYos8 Annualized

CON, Letter of Number Construction Completion Medicaid Medicaid
Intent (LOI), Plan Status Beds Cost Date Cost Cost
Valley Hospital Applied 60 10.488.500 Feb-97 2.890.944 5,495,805
Heritage Place Pended 15 1.200.000 Apr-97 557,109 1,373,951
St. Ann's LOI 45 13.720.000 Sep-98 0 0
South Peninsula Plan 26 unknown unknown 0 2,381,516
Sitka Community LOI 14 >1 000.000 Mar-98 150.570 1.282.355
160 3.598.623 10,533,626

The Annualized Medicaid Cost column displays what the Medicaid program wculd expend if every bed
in that facility were occupied by a Medicaid recipient every day of the fiscal year.
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