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Chapter 1 

INTRODUCTION 

The House of Representatives of the Sixteenth Legislature, Regular Session of 1992, 
adopted House Resolution No. 185 (attached as Appendix A) requesting a study regarding the 
provision of specialized services for quadriplegics residing in the State of Hawaii. The 
Legislature found that there is no state agency or department that specifically administers 
services to quadriplegics and that there is a need to administer specialized services to this 
population. 

The Legislature requested that the Legislative Reference Bureau examine the 
following issues: 

(1) The number of quadriplegics currently residing in Hawaii; 

(2) The needs of quadriplegics; 

(3) How the needs of quadriplegics are being met and whether services are 
adequate; and 

(4) Whether a center or an independent living project for quadriplegics should be 
established, and if so what would be the design, construction, and 
administrative costs of establishing a center or project. 

The study has seven chapters including this one. Chapter 2 reviews the national 
movement on independent living which has shaped the programs available to the disabled 
population in general. Chapter 3 is a general overview of the services provided to the 
quadriplegic population in Hawaii. Chapter 4 attempts to ascertain some information on the 
quadriplegic population including needs, and delineates the different organizations that deal 
specifically with this population. Chapter 5, Part I is a survey of residential programs in the 
continental United States and attempts to ascertain various models of residential settings that 
are currently in existence. Chapter 5, Part I1 is a survey of known residential programs in 
Hawaii that provide services to other disabled populations in order to provide additional 
models of residential settings including costs. Chapter 6 discusses the feasibility of a 
residential setting specifically for quadriplegics. Chapter 7 contains findings and 
recommendations. 



Chapter 2 

THE INDEPENDENT LIVING MOVEMENT FOR THE DISABLED 

There has been a strong movement in the United States, referred to as the 
lndependent Living Movement, with respect to how the disabled population is dealt with in 
terms of programs and assistance. The movement appears to have influenced many 
important pieces of federal legislation which in turn has affected state and county programs. 

lndependent Living for Physically Disabled People, published in 1983, which presents 
a "broad, intensified coverage of independent living as it has emerged ...." was edited by 
Nancy M. Crewe, a rehabilitation psychologist and associate professor in the Department of 
Physical Medicine and Rehabilitation at the University of Minnesota, and Irving K. Zola, 
professor and chair, Department of Sociology, Brandeis University.' Basically, according to 
Crewe and Zola, the lndependent Living Movement has attempted to structure programs and 
assistance so that the disabled may move out of institutional settings and into the community. 
Generally, this entails removing barriers both intangible, such as discrimination, and physical 
that prevent the disabled from participating freely in the community. It also entails providing 
essential services such as attendant care, accessible and adaptable housing, medical care, 
and accessible transportation. Again it is important to emphasize that the lndependent Living 
Movement has attempted to structure programs and assistance to enable the disabled to be 
integrated into the community rather than remain isolated in institutional settings. "Central to 
the lndependent Living Movement is the belief that the management of medically stabalized 
disabilities is primarily a personal matter and only secondarily a medical matter. A constant 
medical presence in the life of a disabled person gives rise to behavior on the part of both 
practitioner and patient that induces dependency and thus hinders achievement of 
rehabilitation and independent living 

In subchapter VII of the Vocational Rehabilitation Act,3 Congress enacted legislation 
for comprehensive services for independent living. The purpose of the law is to "authorize 
grants ... to assist States in providing comprehensive services for independent living designed 
to meet the needs of individuals whose disabilities are so severe that they do not presently 
have the potential for employment but may benefit from vocational rehabilitation services 
which will enable them to live and function independently" Part B allows the commissioner 
"to make grants ... lo provide for the establishment and operation of independent living 
centers",j for the purpose of offering certain services to foster independent living. 

According to Crewe and Zola, the lndependent Living Center "has become the primary 
self-help unit for the disabled". The Centers "seek to serve both as an adjunct to the present 
human service system and as an alternative service provider. As an adjunct, the center 
serves as a conduit for funding human services such as attendant care. As an alternative, the 
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center provides peer counseling and advocacy services not available through mainline human 
service organizations."6 

In an extensive 1978 survey, the lndependent Living Research Utilization project 
(ILRU)7 identified three major types of programs for independent living: centers, residential 
programs, and transitional programs.8 "As originally conceived, an independent living center 
must provide a minimum set of services, including housing assistance, attendant care, 
readers and/or interpreters, peer counseling, financial and legal advocacy, and community 
awareness and barrier-removal  program^."^ Because this somewhat restrictive definition 
excludes programs of a residential or transitional nature, the term independent living program 
has evolved to include independent living centers, residential programs, and transitional 
programs. According to Crewe and Zola, "independent living program" is a generic term that 
subsumes the several different types of programs and is understood to be what was intended 
by the initiators of subchapter VII of the Vocational Rehabilitation Act on independent living 
for the severely disabled when they refer to independent living centers. Thus according to the 
authors, an independent living program can include residential programs, both transitional 
and permanent.10 

The authors define independent living residential program as a "live-in program that 
provides or coordinates attendant services and transportation, and may also provide related 
services", and independent living transitional program as "one which helps severely disabled 
people move from comparatively dependent to more independent living situations. The 
primary service provided by these programs is skill training in such areas as attendant 
management, financial management, consumer affairs, mobility, educational/vocational 
opportunities, medical needs, living arrangements, social skills, time management, functional 
skills, sexuality, and so forth. Transitional programs are usually goal oriented andlor time 
linked."ll 

Thus, although the independent Living Movement has focused on keeping the 
disabled out of the institutional setting, there is room for permanent and transitional 
residential settings that foster independent living. 

For purposes of this study, it is helpful to understand that there has been a national 
movement dedicated to keeping the disabled population in general out of institutional settings 
and integrated into the community. Efforts have been made to structure programs and 
assistance in that direction, therefore any attempt (however well intended) to segregate the 
disabled population, or a portion thereof such as quadriplegics, will have to deal with the 
efforts of this national movement. Chapter 3 provides an overview of programs to provide 
basic services for daily living needs that are available to quadriplegics. Many of these 
programs are designed to keep the disabled population independent and living in the 
community rather than in institutional settings and reflects the efforts as well as the strength 
of the national Independent L~ving Movement. 
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However, the tenets of the lndependent Living Movement do not prohibit or oppose 
any type of residential program. Programs operated in the spirit of the Movement include 
residential settings which foster independent living. Chapters 5 and 6 reflect various 
organizations for disabled populations both in Hawaii and the continental United States which 
have successfully operated some type of residential setting for disabled populations. Further, 
some federal programs have been structured t o  provide residential assistance for the 
disabled. 

ENDNOTES 

1 Nancy Crewe and Irving Zola. (edj, lndependent Living for Physically Disabled People (San Francisco. 
California: Jossey-Bass Publishers. 1983). p. xii. 

2. Gerben DeJong, "Defining and Implementing the lndependent Living Concept". lndependent Living for 
Physically Disabled People. ed. Nancy Crewe and Irving Zola (California: Jossey-Bass Publishers. 1983). p. 
15. 

4. 29 U.S.C.A. sec. 796 (1992) 

5 29 U.S.C.A. sec. 796e (1992). 

7 The lndependent Living Research Utilization project is a national center established to provide information, 
training, research, and technical assistance in independent living. 

8. Lex Frieden. "Understanding Alternative Program Models". lndependent Living for Physically Disabled 
s e .  ed. Nancy Crewe and Irving Zola (California: Jossey-Bass Publishers, 1983) p. 63. 



Chapter 3 

OVERVIEW OF SERVICES AVAILABLE TO 
THE QUADRIPLEGIC POPULATION 

House Resolution No. 185 requested an examination of how the needs of 
quadriplegics are being met. Because no individual or organization possesses the data that 
would make it possible to conduct the survey needed to truly ascertain these needs, the 
Bureau has attempted to draw together the relevant information available. This chapter 
provides general information on the programs and services now available to quadriplegics. As 
such, it is intended not as an in-depth discussion of each program, but a general overview of 
the basic services which quadriplegics utilize for daily living needs. Some programs are 
offered to persons of low to moderate incomes generally which includes many if not most 
quadriplegics as they are often not able to work or hold jobs with high salaries. Some 
programs are more specifically tailored to the needs of the entire disabled population which of 
course includes quadriplegics. There are no programs that are offered or limited solely to 
quadriplegics. 

It should be noted that it is apparent that some of the services currently provided to 
the disabled including quadriplegics in Hawaii focus on the theme of attempting to enable the 
disabled to live independently and integrated into the community. An attempt will be made to 
point out those programs that specifically have that theme in mind. 

Public Assistance for lndigent Quadriplegics 

Indigent and low-income quadriplegics receive the basic welfare benefits generally 
available to low-income persons including financial assistance, food stamps, and medicaid for 
their medical benefits. The following are the medical needs covered by medicaid that 
quadriplegics are most likely to utilize: 

Inpatient hospital care 

0 Physician services 

0 Outpatient hospital services 

Psychiatric service and treatment 

Nursing facility (NF) services at skilled nursing facilities (SNF) or intermediate 
care facilities (ICFJ 
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Intermediate care facilities (ICF-MR), and services for mentally retarded 
patients 

Preventive services 

Rehabilitative services 

Home health services 

Family planning services 

Hysterectomy 

Sterilization 

Respiratory care services 

Ancillary medical services including: 

drugs 

durable medical equipment 

medical supplies 

prosthetic and orthotic appliances 

dental services 

visual services 

speech, hearing and language disorders 

hearing evaluations and devices 

physical therapy and occupational therapy services 

podiatrist's services 

pediatric or family nurse practitioner services 

intra-state transportation 
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out-of-state transportation 

allogenic bone marrow transplant 

0 kidney transplant 

hospice care1 

Under the "spend-down" program, a person who is earning an income and therefore 
not financially eligible for medicaid may obtain medicaid funds under certain circumstances; 
for example, where the person's income is low and for a brief period of time the person has a 
chronic illness where he or she may need medical assistance.' Persons who are not 
receiving financial assistance but need medical assistance may still qualify for medical 
assistance if they are "medically needy".3 

Social Security Benefits 

The Social Security system also provides benefits to help with basic living needs. The 
Social Security system has two programs which specifically help disabled individuals. 
Supplemental Security Income (SSI) is an income payment for persons who are age 65 or 
older, or blind or have a disability. They must also not have income or assets that exceed 
specified thresholds. "Disabled" means that the person has a physical or mental problem 
that keeps the person from working, and that is expected to last at least a year or to result in 
death.4 A person may still receive other welfare benefits such as food stamps or Medicaid. 
The Social Security laws and regulations also have special rules that enable people with 
disabilities receiving SSI to work and still receive monthly cash payments and Medicaid. 
These are called work incentives. Payments in the SSI program are based on financial need.5 

The Social Security disability insurance program is a program that pays benefits to 
disabled persons who have worked and have contributed to the Social Security system. For 
purposes of this program, a person is considered disabled if unable to do any kind of work for 
which that person is suited, and only if the disability is expected to last for at least a year or to 
result in death, A person must also have worked for a certain period of time before the 
disability started. After being in this program for two years, a disabled person is eligible for 
Medicare. A disabled person will receive payments under this program for as long as the 
person is eligible (considered disabled in the case of quadriplegics). There is also a work 
incentives program in this program.6 
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Housing Services for the Disabled 

Although not technically considered a "service," housing is essential to the basic living 
needs of quadriplegics and disabled persons in general. The following is a brief description of 
housing programs and regulations that affect quadriplegics as part of the disabled population 
and as part of the !ow-income population. 

Rental Assistance Program 

The first group of programs are the rental assistance programs. Rental assistance 
programs target the low-income population in general, but many quadriplegics are included in 
the low-income population. Accordingly, these rental assistance programs are essential for 
many quadriplegics. 

There are three rental assistance programs that are available to low-income tenants, 
The state and county housing agencies receive funds from the U.S. Department of Housing 
and Urban Development (HUD) and administer the programs. In the first of these programs. 
the certificate program, the housing agency establishes a fair market rent. Tenants must then 
find housing with a rent level that does not exceed that fair market rent. The unit must also 
meet established housing quality standards. The tenants then pay either 30 percent of their 
adjusted income or 10 percent of their gross income, whichever is higher. The housing 
agency will then pay the remainder. This "section 8" payment follows the tenant so if the 
tenant moves, he or she will still receive the section 8 payment benefit at the new unit. The 
tenant may reside anywhere in the State of H a ~ a i i . ~  

The second program is the voucher program. HUD gives the housing agency a lump 
sum to be utilized for five years at the discretion of the agency. The housing agency sets a 
payment standard level which is not necessarily the fair market value. The payment standard 
level is supposed to reflect the amount that the housing agency is willing to pay for a unit of 
that size. The tenants then pay either 30 percent of their adjusted income or 10 percent of 
their gross income, whichever is higher. The housing agency will then pay the remainder up 
to the payment standard. The tenant may select a unit that is more costly and pay the excess 
amount. With a voucher, the tenant may move and reside anywhere where there is a housing 
agency that has a voucher program.8 

The third program is the Moderate Rehabilitation Program, which is designed to 
encourage landlords to rehabilitate housing unirs by guaranteeing them a steady stream of 
tenants who receive section 8 payments. The housing agency se!ects a structure where the 
units to be utilized are substandard and need to be rehabilitated. The rehabilitation cost must 
exceed $1,000 per unit. The landlord has two years to obtain financing and to rehabilitate the 
units. The housing agency then ties the section 8 payments to these units for another 15 
years. The landlord, in return, must continue to provide the units for section 8 tenants for 15 
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years. Unlike the certificate and voucher programs where the funds move with the tenant, the 
section 8 payments stay with the units for a total of 17 years under this program. 
Consequently, if tenants choose to move, they must go back on the waiting list for section 8 
payrnents.9 

Anti-Discrimination Requirements for Housing 

There are three pieces of legislation relating to the disabled with which the state and 
county housing agencies must comply when building housing projects. Section 504 of the 
Rehabilitation Act of 1973 prohibits discrimination against the disabled by entities utilizing 
federal funds in whole or part.lO Out of this came the requirement that five percent of the 
federally funded housing be made handicapped accessible. 

The Federal Fair Housing Amendmentsll require that all multi-family dwellings with 
four or more units be made handicapped adaptable and that the common areas be 
handicapped accessible. "Handicapped adaptable" means that a unit is constructed 
according to various architectural specifications depending on the statute, which makes it 
possible for a disabled person to alter the unit to make it handicapped accessible. This might 
mean, for instance, that walls have certain reinforcements so that a person needing them can 
install grab bars or other helpful features. This law applies to private developments as well as 
all government developments whether federal funds are used or not. 

Hawaii law requires that any state or county building be made accessible pursuant to 
certain national standards.'Z The Americans with Disabilities Act13 does not add 
requirements for providing housing for the disabled. It merely underscores the requirement 
that all government housing be made accessible in a reasonable manner to the disabled. 

Additionally, if a government sponsored project built before the enactment of the anti- 
discrimination legislation is subsequently renovated, and the building has 15 or more units 
and the cost of the alterations is 75 percent or more of the replacement cost of the completed 
facility, then five percent of the units in the building must be made handicapped a c c e s ~ i b i e . ~ ~  

Federal Programs Which May be Utilized for Housing 
for the Disabled 

The counties receive certain community development moneys through HUD.15 
Funding received by the counties through the HUD Community Development Block Grants 
(CDBG) program is required to be directed toward neighborhood revitalization, economic 
development, and provision of improved community facilities and services.l6 Seventy percent 
of those funds must be expended for the benefit of low or moderate income persons.l7 These 
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moneys may be expended for the benefit of disabled persons. but the counties are allowed to 
determine how they wiii spend them. 

There are also direct loans for the construction or substantial rehabiiitation of rentai or 
cooperative buildings for the elderly or disabled. Previously, these loans were called "Section 
202 loans" and covered settings for the elderly and disabled. The law has since been 
changed. Section 202 now covers only the elderly, and Section 81 1 covers the disabled. 
Section 811'8 allows HUD to basically make outright grants to groups to provide housing for 
the disabled. The recipient group must be a private, non-profit organization, must have a 
specific plan to provide supportive services, and the building must be operated for the 
disabled for at least 40 years or the money must be returned.19 

Mortgage Insurance Program 

There are also three types of mortgage insurance programs to provide incentives for 
entities to provide housing for the disabled and the elderly. These programs are administered 
by HUD. The "Section 221"20 program provides mortgage insurance to lenders making loans 
to finance rental or cooperative housing for displaced or moderate-income families. This can 
also be used to serve the disabled. An eligible entity may be a for-profit organization as well 
as a non-profit or a government agency.2' The "Section 231"22 program provides mortgage 
insurance for the elderly (but it is unclear whether this includes the elderly handicapped), and 
the "Section 232"23 program provides mortgage insurance for nursing homes, intermediate 
care facilities or boarding care.24 

Housing Alteration Revolving Loan Program 

The State has a housing alteration revolving loan program for the disabled.25 The 
housing alteration revolving loan fund, administered by the Hawaii Finance Development 
Corporation, provides low-interest loans up to $25,000 per residence for the purpose of 
making alterations to an individual's home to make it handicapped accessible. 

Community Long-term Care Services 

The Department of Human Services has programs which are targeted to enable 
disabled persons to remain integrated in the community. 

For those quadriplegics who are medically stabilized, there are programs in the 
Community Long Term Care Branch of the Department of Human Services, Health Care 
Administration Division. The purpose of the Community Long Term Care Branch (CLTCB) is 
to provide home and community-based long-term care services to severely and chronically ill 
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and disabled individuals. The CLTCB services the disabled, among other groups, and these 
services are in keeping with the primary aim of the lndependent Living Movement to integrate 
the disabled into the community rather than keep them in institutional settings. According to 
the mission statement in the CLTCB's Annual Report of 1991, the CLTCB attempts to help 
the disabled: 

1. Acknowledge their willingness and support their ability and that of their families 
and caregivers to help themselves: 

2. Respect their right to self-determination; 

3. Enable them to live in the least restrictive environment; 

4. Assure access to qualified care which is holistic, comprehensive and 
economical: 

5. Support them in the pursuit of individual dignity; and 

6. The CLTCB intends to provide leadership in the development and 
implementation of approaches which will promote the home and community as 
the preferred setting for the provision of long term care.26 

The history of some of the programs in the CLTCB underscore how the lndependent 
Living Movement has affected federal legislation and in turn, state and county programs. 

Prior to 1981, "the Medicaid program provided little coverage for long term care 
services in a non-institutional setting, but offered full or partial coverage for such services in 
an institution. In an effort to expand coverage of services, Section 2176 of P.L. 97-35 was 
enacted, adding Section 1915(c) to the Social Security Act.2' This section allowed the 
Secretary of Health and Human Services to waive certain Medicaid statutory requirements in 
order to enable the state to cover a broad array of home and community-based services as an 
alternative to i ns t i t u t i~na l i za t i on .~  

The programs which quadriplegics utilize are: the Nursing Home Without Walls, Home 
and Community-Based Services for the Developmentally Disabled/Mentally Retarded, Non- 
medicaid Nursing Home Without Walls, and the Non-Medicaid Personal Care programs. The 
Nursing Home Without Walls (NHWW) program provides the following services: 

Case management 

Personal care attendants 

Skilled nursing 
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Environmental modifications 

Home delivered meals 

Habilitation (training for living skills) 

Moving assistance (moving apartments, etc.) 

Non-medical transportation (i.e. Handivan for nonmedical purposes) 

Adult day health 

Home maintenance 

Nutritional counseling 

Homemaker services 

Respite care (allowing care while the primary caretaker takes some time off) 

Emergency alarm response29 

The clients in this program must be federally Medicaid eligible,30 certified to be in 
need of nursing facility (either SNF or ICF) level of care, and determined by an NHWW staff 
as being able to be kept at home with reasonable assurance of health and safety at less cost 
than institutional costs.31 

There is also a program for the developmentally disabled (DD) and mentally retarded 
(MR). A person could be developmentally disabled or mentally retarded and also be 
quadriplegic. However, if a person is developmentally disabled or mentally retarded, there 
are specific requirements under the laws for services for the DDIMR populations, so a 
different program was established.32 If a person's primary disabling condition is DDIMR, that 
person will qualify for the DDIMR programs. Generally, persons are categorized by the cause 
of their disability such as multiple sclerosis, muscular dystrophy or spinal cord injury and thus 
are not categorized by symptom such as quadriplegic or paraplegic. Consequently, a person 
who suffers from a developmental disability such as muscular dystrophy will have that disease 
considered the primary disabling condition and be placed in the DDIMR sets of programs. 
The Home and Community-Based Services for the Developmentally DisabledIMentally 
Retarded program offers the following services to the disabled to enable them to remain in the 
community rather than in institutionalized settings: 

Case management 
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Habilitation (life skills training) 

Personal care attendants 

Respite care 

Skilled nursing 

Environmentai modifications 

Adult day health programsS3 

The eligibility requirements for the Home and Community- Based Services for the 
DDIMR program are that the individual must be at the ICF-MR level of care, must be federally 
Medicaid eligible, and the average cost of services provided must not exceed the cost of 
institutional ICF-MR ~ a r e . 3 ~  

The Non-Medicaid Nursing Home Without Walls program was authorized by Act 208, 
Session Laws of Hawaii 1988. The purpose was to provide home services to the "gap group" 
population which earned a low level of income but was ineligible for Medicaid. The program 
extends the NHWW services to this gap group on a sliding fee scale basis. The Non- 
Medicaid Personal Care Program was authorized by Act 209, Session Laws of Hawaii 1988, 
for the purpose of extending personal care services to the Medicaid ineligible gap group on a 
sliding fee scale basis. 

Chore Services 

Another type of service that the Family and Adult Services Division of the Department 
of Human Services provides that a quadriplegic would likely utilize are chore services. To be 
eligible, a person must have a low income.6 Chore services are "essential housekeeping and 
related activitiesN.36 

The scope of the chore services program is broad and includes a variety of activities 
such as cleaning the home, caring for the laundry, marketing, preparing meals, yard work, 
rilnning errands, assisting in daily grooming among other activities.S7 
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Vocational Rehabilitation Act 

The federal Vocational Rehabiiitation Act, among other things, authorizes programs 
specifically to aid the disabled. The main focus of the federal Vocational Rehabilitation Act38 
is to provide rehabilitation to the disabled to enable them to become employed. The 
Vocational Rehabilitation Division of the state Department of Human Services administers the 
programs at the state level. Subchapter Vli of the Act,39 which was recently added by 
Congress, allows states to foster independent living skills and environments for those persons 
who are severely disabled, and does not have employment goal req~irements.~o Thus, 
although the thrust of the Vocational Rehabilitation Act is to provide rehabiiitation for 
vocational purposes, subchapter VII added programs which target severely disabled persons 
who may not have potential for employment, to help them live more independently and out of 
the institutional settings. There are four parts to this subchapter: 

Part A:41 authorizes grants to assist states in providing comprehensive services for 
independent living designed to meet the needs of individuals whose disabilities are so severe 
that they do not presently have the potential for employment but may benefit from vocational 
rehabilitation services which will enable them to live and function independently. 

Services to be included are: 

Counseling services; 

Housing incidental to the purpose of this section; 

Appropriate job placement services; 

Transportation; 

Attendant care; 

Physical rehabilitation; 

Therapeutic treatment; 

Needed prostheses and other appliances and devices; 

Health maintenance; 

Recreational services; 

Services for children of preschool age; and 
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Appropriate preventive services to decrease the needs of individuals assisted 
under the program for similar services in the future. 

Part A requires the state agency (in this case the state Vocational Rehabilitation 
Division of DHS) to develop a plan.42 The division has adopted its Three-Year State Plan for 
the lndependent Living Rehabilitation Services Program Under the Rehabilitation Act of 1973, 
as Amended for Fiscal Year 1991 to Fiscal Year 1993.43 Among other items, the services 
available under the plan include: 

Counseling services; 

Physical and mental restoration services; 

Transportation; 

Interpreter services for individuals who are deaf; 

Reading services and other services for individuals who are blind; 

Recreational services; 

Services to family members of an individual with severe handicaps if necessary 
for improving the individual's ability to live and function more independently, or 
the individual's ability to engage or continue in employment; 

Vocational and other training services; 

Referral services; 

Telecommunications, sensory and other technological aids and devices; and 

Any other vocational rehabilitation services available under the state plan for 
vocational rehabilitation services under Title I of the Act and 34 CFR part 361 
which are appropriate to the independent living rehabilitation needs of an 
individual with severe handicaps; and modifications to client's vehicles; and 
minor modifications to clients' residences. 

Part A also establishes a State lndependent Living C o ~ n c i l . ~  The Council is 
appointed by the Governor and its purpose is to address the independent living needs of 
persons with disabilities. Specifically, the State lndependent Living Council is required to 
provide guidance to various entities and to address the needs for independent living services 
and programs for the disabled in the State. It is distinct from the Commission on Persons 
with Disabilities which is a clearinghouse of information and a liaison to a Presidential 
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Commission for all issues, laws, and programs dealing with the disabled. not just independent 
living issues or the Vocationai Rehabilitation Act. The Council deveioped a five-year p!an for 
Hawaii in reference to addressing the independent iiving needs of persons with disabilities. 
The Council does not undertake any functions or programs exclusively for quadriplegics. 

Purpose of the five-year plan is: 

(1) To provide guidance to the Council in developing system advocacy positions for 
community options development; and 

(2) To inform other community agencies of the independent living goals of the 
Council to encourage further networking.45 

The plan listed eleven issue areas with the underlying rationale for that issue area and 
the needed action steps to achieve the goals as well as the agencies targeted to support and 
implement the action steps. The issue areas are as follows: 

Housing and Residential Services; 

Transportation; 

Employment; 

Independent Living Skills; 

Accessibility; 

Personal Assistance Services; 

Education; 

Peer counseling; 

Benefits; 

Disability Awareness; 

Technology and Equipment46 
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Hawaii Centers for lndependent Living 

Part B of Subchapter VII 47 establishes and funds independent living centers in each 
state. In Hawaii, the center is a private, non-profit center called the Hawaii Centers for 
lndependent Living (HCIL) with branches on Maui, Kauai, and two on the Big Island. Part of 
the funding for these centers comes directiy from the federal government through the 
Rehabilitation Services Administration of the United States Department of Education. The 
remainder comes from private funding and contracts with the State. The Center provides the 
foliowing services: 

1. Skill training for help in living independently; 

2. Transportation: 

3. Peer counseling; 

4. Attendant referral: help in hiring, training, and managing personal care 
attendants; 

5. Housing: assistance in obtaining housing; 

6 ,  Assistance in obtaining benefits for which the disabled are entitled on the 
federal, state, and local level; and 

Part C of this subchapter addresses programs for older, blind individuals and Part D 
contains general provisions which currently include an advocacy provision. 

Institutional Programs Under Medicaid 

Although there have been programs with the purpose of aiding disabied persons, 
including quadriplegics, to live independently in the community, many quadriplegics are 
housed in some type of institutional facility. 

Presently, Medicaid pays for disabled persons who require certain levels of care and 
who cannot live independently to live in different types of care facilities. Title XX of the Social 
Security Act49 allows funding to be paid for care homes. However, according to Dr. John A. 
Sheedy, Medical Consultant to the Department of Human Services (DHSJ, Health Care 
Administration Division, Health Care Authorization Branch, care hones generally do not 
accept quadriplegics because they require a great deal of attention. For example, strong 
handlers are often needed to lift them out of bed.50 Funds administered by DHS often pay for 
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quadriplegics to reside in nursing homes. There are two types of nursing facilities: skilled 
nursing facilities (SNF) and intermediate care facilities (ICF). There are also intermediate 
care facilities for mentaily retarded individuals (ICF-MR). As previously mentioned, it is 
possible for a person to be a quadriplegic mentally retarded individual but programs for the 
developmentally disabled and mentally retarded are subject to a different set of laws and 
requirements and are beyond the scope of this study. 

The difference between an SMF and an ICF is the difference in the ievel of care. In an 
SNF, the staff provides daily nursing care. In an ICF, there is at least one licensed nursing 
person on staff but there is no provision for daily nursing  service^.^' If a person is receiving 
Medicare, that program will provide funding in a nursing facility for 100 days. At the end of 
that period, the individual either is under private care or another program such as the DHS 
Medicaid program. Dr. Sheedy estimates that 85 to 90 percent of all persons in nursing 
homes today are funded in some manner through DHS.52 

The Commission on Persons with Disabilities 

The Commission on Persons with Disabilities provides informational services to the 
public in general, including the disabled. It is also available as an informational source to the 
different agencies and other organizations working with the disabled population. 

The Commission is the Hawaii liaison to the President's Committee on Employment of 
People with Disabilities. It was created by the state legislature as part of Act 204, Session 
Laws of Hawaii 1977,53 for the following purposes: 

1. To advocate and promote the full integration of persons with disabilities into 
society; and 

2. To serve as a clearinghouse of information 

The Commission is often a source for other agencies and organizations to come to for 
information regarding the disabled.54 The Commission is part of the Department of Health for 
administrative purposes,55 and created a Plan of Action for 1992-1995 to establish guidelines 
as to how it will oDerate, 

The purpose of the plan is to formalize the Commission's policy statements in terms of 
philosophy, mission, goals, and objectives, and to set forth the action steps by which the staff 
will implement those goals and objectives.56 The plan describes the philosophy of the 
Commission; includes a mission statement and a goal statement; and describes the 
Commission's objectives on the following issues: 

Education and Training; 
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Employment; 

Transportation Facilities and Means; 

Community-Based Support Services and Independent Living; 

Housing Units and Residential Services; 

Civil Rights and Advocacy; 

Future Planning; 

Assistive Technology Devices and Services. 57 

The plan also lists the "action steps" of activities which the Commission will undertake 
in each of the above categories as well as general action steps.58 

In the general action steps, number 8, the Commission will "[ajssist existing data 
collection agencies to conduct statistical, demographic, and needs assessment studies of the 
population of persons with disabilities in Hawaii ... (FY 92-93)."59 In the area of housing units 
and residential services, among other things, the Commission plans to "[sjupport State and 
County administrative action or legislation, as needed, for funding for additional housing units 
and residential services for persons with disabilities. (FY 92-93; 0ng0ing)"~O The plan does 
not list advocating centers or residential facilities for any specific group of persons with 
disabilities. 

Developmentally DisabledlMentally Retarded 

Disabled persons who have developmental disabilities receive services through a set 
of programs which are distinct from those available to other disabled populations. These 
programs will be listed but not covered in depth as they are beyond the scope of this study. 

As previously mentioned, some adults who are quadriplegic either: 

(1) Have been quadriplegic since childhood due to a developmental disability and 
thus are classified as adults with a developmental disability; or 

(2) Became quadriplegic but have as their primary disabling condition a 
developmental disability. Persons with developmental disabilities including the 
mentally retarded usually have been tracked and given training as children 
through agencies serving the disabled. 
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The federal definition of developmental disability is: ''a severe, chron~c disability of a 
person 5 years of age or older which is attributable to a mental or physical impairment or 
combination of mental and physical impairments: is manifested before the person attains age 
22; is likely to continue indefinitely; results in substantial functional limitations in three or 
more of the following areas of major life activity: (i) self-care; (ii) receptive and expressive 
language; (iii) learning; (iv) mobility; (v) self-direction; (vi) capacity for independent living 
and (vii) economic self-sufficiency; and reflects the person's need for a combination and 
sequence of special, interdisciplinary or generic care, treatment or other services which are of 
a lifeiong or extended duration and are individually planned and coordinated.6' 

The state Department of Education has extensive programs for disabled children 

The state Department of Health houses the Developmental Disabilities Division which 
has two branches that provide services to persons with developmental disabilities: the 
Community Services for the Developmentally Disabled Branch and the Waimano Training 
School and Hospital. The Department of Health devised a Plan for Services for Persons with 
Developmental Disabilities andlor Mental Retardation 1990-1994. The plan describes the 
goals the Department has for the DDIMR population as well as the organization of the 
Department and the services provided.62 

Summary 

With the exception of some areas, such as programs for the hearing or visually 
impaired, it can be seen from this overview of programs and services available to 
quadriplegics that the general approach to providing assistance has generally been one of 
providing for quadriplegics as members of larger populations rather than isolating or singling 
them out for special treatment. The Bureau was not able to locate any programs designed or 
operated solely for the benefit of quadriplegics. The thrust of modern programs targeting this 
general disabled population has been to encourage them to live independently, although 
institutional programs are still utilized. Quadriplegics can live independently in the community 
by utilizing programs available to low-income persons in general such as the welfare 
programs and rent subsidy programs, and by utilizing programs which have been created to 
encourage independent living on the part of the disabled population in general, such as the 
CLTCB programs, Social Security benefits for the disabled, the anti-discriminarion housing 
requirements and the independent living programs in the Vocational Rehabilitation Act. This 
approach of aiding the general disabled population to live independently appears to be 
consistent with the Independent Living Movement discussed in the previous chapter. 
Accordingly, it should be noted that any program or service intended to benefit quadriplegics 
only, and solely for the reason of their being quadriplegic, would generally run against the 
grain of the system for providing social services in this country and this State. 
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Chapter 4 

STATISTICAL INFORMATION ON THE NUMBER 
OF QUADRIPLEGICS IN HAWAII 

House Resolution No. 185 requested the Bureau to determine the number of 
quadriplegics residing in Hawaii. While this might appear to be a fairly straightforward 
undertaking, the reality is in fact very much the opposite. There is not much information 
available on the number of quadriplegics in Hawaii if for no other reason than that no 
individuals or entities appear to have any particular reason to obtain and maintain a count. 

Viewed broadly, the national movement for physically disabled has concentrated on a 
relatively few major disability groups, persons disabled by: (1) spinal cord injury; (2) muscular 
dystrophy; (3) cerebral palsy; (4) multiple sclerosis; (5) postpolio disablement. It seems that 
the movement does not group the disabled by the category "q~adriplegic".~ 

The five listed groupings are organized around different causes of disabilities. 
Quadriplegia is not the factor that causes a disability--it is the symptom, the disability itself. 
Accordingly, quadriplegics are distributed among the five groups because any of those 
causes of physical disabilities could result in a person becoming a quadriplegic. Persons and 
entities who work with individuals in a particular disability group would work with or provide 
services to all those suffering from the same source of disability whether they are 
quadriplegic, paraplegic, or suffer a lesser degree of disability. 

In attempting to ascertain any type of statistical information on the number of 
quadriplegics residing in Hawaii, or even the United States in general, the Bureau contacted a 
number of agencies and reviewed a survey to see what type of statistical information, if any, 
was maintained with respect to quadriplegics. The following organizations responded that 
they did not keep statistics on quadriplegics: 

1. Department of Health, State of Hawaii, Office of Health Status Monitoring 

2. Department of Business, Economic Development, and Tourism, State of 
Hawaii, Statistics Branch. There were no questions on the 1990 United States 
Census regarding specific handicaps. The United States Bureau of the Census 
affirmed that the Bureau does not have data on the number of quadriplegics 
residing in the United States or Hawaii.2 

3. Department of Health, State of Hawaii, Children with Special Needs Division. 
The Division does not keep statistics on quadriplegics. Rather, the disabled 
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are grouped according to their condition such as cerebral palsy. multi- 
handicapped, heart condition, and so forth. 

4 Department of Health, State of Hawaii Developmental Disabllit es D~v is~on 

5. Disability Statistics Program, funded by the National Institute for Disability and 
Rehabilitation Research: No data specifically on quadriplegics. The 
clearinghouse has unpublished data from a 1990 survey on quadriplegics, 
paraplegics, and hemiplegics for the United States: 119,OO or approximately 
0.4 percent of the total population. 

The U.S. Department of Health and Human Services, Public Health Service, Centers 
for Disease Control, National Center for Health Statistics, publishes a series called Vital and 
Health Statistics.3 One of the issues was devoted to "Impairments Due to Injuries: Uvited 
States, 1985-87", published in August, 1991.4 This report presented "[njational estimates of 
the average annual prevalence of selected impairments due to injuries in the civilian 
noninstitutionalized population of the United States ..."j The data did not isolate quadriplegia, 
rather a larger group was used: "paralysis, complete or partial, of extremities or parts of 
extremities."6 This category was too broad to be of much use because it would include 
anyone who was at least partially paralyzed in one of the extremities. 

In attempting to get statistical information on the number of quadriplegics who 
received some type of assistance as children, specifically those who are considered 
developmentally disabled, several organizations in Hawaii were contacted. 

Shriner's Hospital for Crippled Children, Honolulu Unit, is a pediatric orthopedic 
hospital. It provides medical care to ch~ldren afflicted with a variety of orthopedic deformities, 
diseases and injuries, including clubfoot, scoliosis, spina bifida and orthopedic problems 
associated with polio and cerebral palsy. It provides care al no cost to children under 18 
years of age with a treatable orthopedic condition when their parents cannot afford the cost of 
such care. The hospital responded that they do not keep statistics on the number of 
quadriplegic children who are residents of Hawaii and who have been treated at the hospital. 
The hospital serves other populations from the Pacific Basin area in addition to children in 
H a ~ a i i . ~  

Kapiolani Medical Center for Women and Children provides occupational therapy, 
physical therapy, speechllanguage therapy, audiology and rehabilitation nursing for children 
who may be quadripiegic. The center reported that it treated one spcnal cord injured 
quadriplegic who was a child in the ten-year period irom 1'382 to 1997. This child was also 
known to the Rehabilitation Hospital of the Pacific.* 
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The Multiple Sclerosis Society of Hawaii reported that they do not keep statistics on 
quadriplegics they serve, but estimates that ten percent of their statewide popularion of 307 is 
quadr ip leg i~ .~  The majority of their clients, 219, live on Oahu. 

United Cerebral Palsy of Hawaii is established to affect positively the lives of those 
who have cerebral palsy and other similar service needs. At least 95 percent of the group's 
target population is developmentally delayed. The organization does provide services to other 
developmentally delayed populations depending on how the service is funded. They do not 
assess their clients according to whether they are quadriplegic, and therefore have no 
statistics on the number of quadriplegics they serve. The organization's director estimates 
that not more than 10 to 20 percent of the total population of 330 served by the organization is 
quadriplegic.'O 

Waimano Training School and Hospital is a division of the Department of Health and 
provides services, including residential services, to persons with mental retardation and other 
developmental disabilities. Mike Tamanaha, Training Section Administrator, reported that the 
hospital does not keep statistics on their quadriplegic population, but estimated that 40 to 50 
percent of their residential population is quadriplegic.I1 The total number of clients in their 
residential program is 101. Therefore, there are at least 40 to 50 mentally retarded or 
developmentally disabled quadriplegics in the facility. 

No response was received from the Muscular Dystrophy Association of Hawaii 

The Easter Seals Society deals primarily with developmentally delayed children and 
adults, including those with mobility impairments. The program director for Home and 
Community-Based Services estimates there are four quadriplegics out of approximately 35 
clients that they serve.j2 

An additional group was contacted that is unrelated to the DDlMR population. The 
House, Inc., provides residential services for the chronically mentally ill. The organization's 
director estimated that there is a minute demand for services for quadriplegic mentally ill 
persons, not more than one percent of their population of approximately 87.13 

AVAILABLE STATISTICS 

A two-year study of spinal cord injury in Hawaii was undertaken by the Pacific Basin 
Rehabilitation Research and Training Center and The Rehabilitation Hospital of the Pacific 
using the clients at the Rehabilitation Hospital of the Pacific (REHAB). REHAB is an acute 
care hospital which specializes in physical rehabilitation. In order to be admitted to the 
hospital, a patient has to: (1) have rehabilitation potential; (2) be medically stable; (3) be able 
to do physical therapy and occupational therapy; (4) have a viable discharge plan; (5) need an 
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interdisciplinary team, nursing, and a rehabilitation doctor.I4 REHAB is not a nursing facility 
as it provides short-term care only. In this two-year study, 59 persons were treated for spinal 
cord injury at REHAB. Three were from the Pacific Basin area and 56 were from Hawaii. The 
study did not include patients that were transient or patients on a specific, managed-care 
insurance plan that does not pay for inpatient rehabilitation outside of its hospital system. Of 
the 59 persons, 16.2 percent were high quad and 45.9 percent were low q~ad.~"otaI 
percentage of the spinal cord injured who were quadriplegic was 62.1 percent.'6 Thus, it is 
apparent that a substantial number of persons who have a significant spinal cord injury are 
quadriplegics. 

REHAB aiso supplied the Bureau with an unduplicated count of quadriplegics living in 
the State who have been admitted as inpatients to REHAB from 1981-1992. This includes 
neurologically complete and incomplete spinal cord injuries at level T I  and above.17 
According to REHAB very few of the patients are admitted for congenital di~abilities.~a 

*1992: discharges through 06130192 

There have been 19 to 38 new quadriplegics admitted to REHAB for the past 11 years from 
1981-91. The average number is 26.73 new quadriplegics per year. The medical consultant 
to the DHS, who helps administer the long-term care programs for quadriplegics, believes that 
most adult quadriplegics in Hawaii are treated at REHAB at one time or another. Of these, he 
also believes that only a few are developmentally disabled.'g 

The Community Long Term Care Branch (CLTCB) of DHS whose services were 
previously described in Chapter 3 stated that there were 61 quadriplegics in their program last 
year. The people are quadriplegics who are integrated into the community and not living in an 
institutional setting, and are receiving financial help from DHSZ0 

It is apparent that no one has done a survey or even keeps track of the number of 
quadriplegics who are currently residing in Hawaii. It appears that the greatest number of 
quadriplegics occurs in the spinal cord injured group rather than the developmentally 
disabledlmentally retarded group. On one extreme, it is known that there are an estimated 
119,000 paraplegicslquadriplegicslhemiplegics residing in the United States as a whole.21 

Simply adding the estimates provided by the Hawaii agencies and organizations 
discussed earlier, and using the highest estimate where a range was given, would produce a 
figure of 213 individuals without including the figures from REHAB. If the REHAB average of 
27 new cases a year is arbitrarily multiplied by 30 to cover the 30-year period, the numbers 
generated by this group would total 810 adding this figure to that obtained for the other 
agencies and organizations would produce a grand total of a little over 1,000 quadriplegics. 
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This number is at best, however, a very rough estimate because there is no way to know if 
and how many individuals have been double or multiply counted (if they receive services from 
more than one organization), the number who may have died or moved away, or moved to 
Hawaii from elsewhere. 

It can also be estimated that the quadriplegic population in the spinal cord injured 
group in Hawaii is presently growing at a rate of 26 to 27 new cases each year. However, it 
cannot be estimated from these figures how many are residing in Hawaii as some of them 
may have been placed in facilities in the continental United States. 

In a more specific context, the Department of Human Services is presently attempting 
to survey those persons who receive support from DHS who can be identified through 
departmental medical records as being quadriplegic.22 This survey may provide valuable 
information on a population who can only be identified through the Department's own 
confidential records. 
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RESIDENTIAL PROGRAMS 

1. Survey of Residential Settings on the Continental United States 

House Resolution No. 185 asked whether a center or an independent living project 
should be established for quadriplegics in Hawaii. It was determined that there is a 
non-residential center serving the disabled in general: the Hawaii Centers for Independent 
Living (HCIL) with branches on Oahu, Maui, Kauai, and two on the Big Island. As described 
more fully in Chapter 3, HCIL provides services that aid the disabled in living independently 
outside of institutional settings. The centers do not provide residential facilities. Therefore, 
the Bureau concentrated its efforts on obtaining information on residential facilities. 

A survey was undertaken by the Bureau in order to obtain information on programs 
that provide residential facilities for quadriplegics both on the continental United States and in 
Hawaii. The surveys attempted to determine what types of residential settings existed (such 
as whether the setting is transitional or permanent), the percentage of quadriplegics in the 
residential setting, the costs of constructing or renovating the facilities and of staffing and 
running them, the sources of funding both for the construction and staffing of the facilities, 
the services provided in the facilities and the care needs of the quadriplegic population. The 
survey of the residential settings in the continental United States revealed that there was a 
variety of ways in which a residential setting could be financed, constructed and staffed, 
providing several models of residential settings. The survey of residential settings in Hawaii 
provided information on the sources of funding, the manner in which the setting is structured, 
as well as information on costs. 

Independent Living Research Utilization project is a national center for information, 
training, research, and technical assistance in independent living. Its goal is to expand the 
body of knowledge in independent living and to improve the utilization of results of research 
programs and demonstration projects in this field. It is a program of the Institute for 
Rehabilitation and Research, a nationally recognized, free-standing rehabilitation facility for 
individuals with physical disabilities. 

Since ILRU was established in 1977, it has deveioped a variety of strategies for 
collecting, synthesizing, and disseminating information related to the field of independent 
living. The majority of the staff consists of disabled people, and serve independent living 
centers, state rehabilitation agencies, federal and regional rehabilitation agencies, consumer 
organizations, rehabilitation service providers, educational institutions, medical facilities, and 
other organizations involved in the field, both nationally and internationally.' 
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The ILRU project provided the Bureau with a list of residential settings for the disabled 
in the United States. A questionnaire (see Appendix a) was sent io  50 organizations from a 
list compiled by the ILRU as well as a few others that were referred by persons involved in the 
field that were reputed to have residential programs for the disabled. The list of organizations 
surveyed is attached as Appendix C. Twenty-four of the organizations responded that they in 
fact do not operate or no longer run residential programs. Five responded that they operate 
residential programs but do not include quadriplegics. Three did not respond, three 
questionnaires were returned with no forwarding address and fifteen responded that they 
operate some type of residential program that includes quadriplegics. 

Table 1 organizes the responses received from the organizations that operate 
residential programs which include quadriplegics. 

Five organizations run both permanent and transitional residential programs. Seven 
run programs that are transitional only and two run programs that are permanent only. One 
organization, the Space Coast Disability Rights Association in Orlando, Florida, recently built 
their facility and are currently attempting to determine how it will be used. The organization 
orovided no other information, and therefore could not be included in the table. 

All programs serviced populations other than quadriplegics and three designated 
themselves as ICF-MR (intermediate care facility for mentally retarded adults). The range of 
quadriplegics currently befng served ranged from 0 percent to 80 percent of the resident 
population, with the average being 45 percent. 

The total number of clients served in the residential setting ranged from 4 to over 200 
with the average number being 40. This average is somewhat skewed, however, as two of 
the programs served 150 individuals and over, while one facility served 62. The other 11 
facilities ranged from 4 to 29 individuals served, with the average number of clients being 14. 

All but two programs reported that their quadriplegic population needed some care 
with seven reporting that the level of care was attendant care only. Three programs reported 
that their clients must provide for their own attendant care; four provided attendant care only; 
five provided other types of care such as nursing, physician and therapy in addition to 
attendant care; one reported providing only skilled care such as nursing, physician and 
therapy; and one did not respond as to the type of care provided. 
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The cost of staffing and running the facilities ran from $0 where the county provided 
the building and the clients found their own attendants and medical care to $1.5 million. 
However, the responses did not always distinguish whether their figures included payments 
on loans for the building and land. The cost of staffing and running the facilities varied 
greatly, depending upon the number of clients served, the type of care provided, how often it 
was provided, and in all probability, tne cost of living in the particuiar area. Three programs 
charged the clients fees to defray the cost of staffing the programs, eight used Medicaid 
funds with two of the programs also using Medicare funds, five used private funds from grants 
and fundraising, five used state funds, one used Title VII (Vocational Rehabilitation Act) 
moneys, and one reported that the county donated the building for $1 per month. Programs 
often utilized several sources of funding such as state funds and private fundraising. 

The cost of constructing or renovating the facilities ranged from $5,006 to $3.2 million. 
The organization reporting a cost of $3.2 million serviced 150 individuals. Rehabilitation 
Services in Augusta, Georgia, reported the $5,000 figure for a renovated building servicing six 
individuals and funded under the state vocational rehabilitation plan. The source of funding 
most often cited was the section 202 program under the Department of Housing and Urban 
Development (HUD).2 As explained in Chapter 3, HUD previously made funds available (most 
often through low-interest loans) for housing for the elderly and disabled called "section 202" 
loans. Recent amendments have separated the two programs with section 202 funds now 
strictly for elderly, and section 81 1 funds for the disabled. The section 81 1 program basically 
provides outright grants to private non-profit organizations to build or renovate facilities to be 
used for the disabled for 40 years. The funding must be returned if and when the building is 
transferred to another entity that does not service the disabled. Other sources of funding 
were Community Development Block Grants also administered by HUD through the states 
and counties, state funding, county funding and private funding. Programs usually used a 
combination of funding. Four programs constructed their buildings, six programs renovated 
buildings, one purchased an already accessible building, and three did not respond to this 
question. 

ti. Survey of Residential Settings in Hawaii 

The Bureau surveyed a group of residential programs in Hawaii in order to provide 
some information as to how such programs are structured and the costs involved. As the 
study progressed. organizations which dealt with the disabled were asked about any 
information they may have regarding residential programs for the disabled in Hawaii. 

There are several organizations which run residentiai settings for their particuiar 
disability group in Hawaii. A questionnaire was sent to all organizations that were identified 
as having residential programs by the Hawaii Centers for Independent Living and the 
Department of Health's Waimano Training School and Hospital (see Appendix D). The 
Department of Housing and Community Development of the City and County of Honolulu aiso 
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provided the Bureau with a list of non-profit organizations running residential programs on 
city-owned iand (see Appendix E). These programs, hcwever. could include virtbally any type 
of residential program ranging from programs for the mentally retarded or runaway youths to 
substance abusers. Time iimitations prevented the Bureau from ascertaining whether these 
programs were for the disableci, much less available to quadriplegics. The listing was 
included, however, in recognition that other residential programs may be available to 
quadriplegics in addition to those mentioned. 

The Waimano Training School and Hospital, was not included in the survey as it is an 
ICF-MR and is thus an institutional setting as opposed to a residevtial program. As an ICF- 
MR, it houses mentally retarded and developmentally disabled individuals. Most of the 
residential section of tne facility was built in the 1960's using state funds. The facility 
currently houses 101 individuals of which 40 to 50 percent are quadriplegic.3 

Table 2 is the table of organizations responding to the questionnaire. The 
questionnaire (copy attached as Appendix F) was sent to six organizations of which !our 
resoonded. 

All four ran residential programs that were both transitional and permanent. None 
currently have residents who are quadriplegic. Three received funding from HUD, section 202 
loans. One of these also received state and private funding, and another of these also 
received private funding. The home run by United Cerebral Palsy is unique in that the 
building itself was built and donated by Gentry Companies, a private developer. Three of the 
groups had homes that were constructed with two groups subsequently renovating the 
homes, and one group had renovated homes. 

Research Center of Hawaii runs nine homes for the mentally retarded. Six of them are 
designated as ICF-MR and three of them are group homes. Seven of the homes were built by 
the families who are the caretakers and will not be discussed. Two of the homes were 
financed through the section 202 program of HUD. Seventy-eight percent of all of the units 
are wheelchair accessible and the staffing is financed through Medicaid and private 
fundraising. The cost for the two HUD homes was $350,000 for the land and the two homes 
in 1983, with the cost of the land being $55,000 and the cost of :he homes $295,000. The 
land was remnant land from the State that was not needed for a public works project. The 
two HUD homes presently service eight clients and the cost of the staffing is approximately 
$46,000 for each home per year, excluding the mortgage payments on the loan. 
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Opportunities for the Retarded, Inc. Helemano Village has nine homes financed 
through the HUD section 202 program. Farmers Home Administration loans, and private 
sources.4 The cost for the nine homes was $1.2 million, but the director was not able to 
provide the cost of each inclividual home. If the $1.2 million was a1ioca:ed equally among the 
nine homes, the cost would be $134,300 each. The homes are each one-story, five-bedroom 
homes with a kitchen and three bathrooms. Together the nine homes serve 36 clients 
averaging four clients per home. One hundred percent of the homes are wheelchair 
accessible. The homes were built in 1984. The cost of staffing and running the program is 
$500,000 to $600,000 per year, which comes out to $56,000 to $67,000 per four clients or 
$14,000 to $17,000 per client per year. 

REHAB is planning to build a transitional residential facility for the disabled which will 
also house families of patients at REHAB. The structure planned is a two-story facility with 
twenty units. The units will be one hundred percent wheelchair accessible and there will be 
an elevator. The estimated cost, not including the cost of the land, is $1.7 mil1ion.s 

ENDNOTES 

1. lndependent Living Research Utilization Project. ILRU, Information (Houston. lndependent Living Research 
Utilization Project, 1992). 

2. The current citation for "section 202" is 12 U,S C A sec 1701q: however it is only supportive housing for the 
elderly. Before 1990, it was a direct loan program for housing for the elderly and the disabled. Afler 1990. 
the program for the disabled was included in a different statute and became the "section 81 1" supportive 
housing for the disabled. 

3. Telephone interview with Mike Tamanaha, Training Section Administrator, Waimano Training School and 
Hospital. Department of Health. State of Hawaii. December 21. 1992. 

4.  Telephone interview with Yvonne Custodio, Director. Opportunities for the Retarded. lnc. - Heiemano Village, 
December 23, 1992. 

5. Telephone interview with Miilie Ng, Trauma Rehabilitation Program Manager, Rehabilitation Hospital of the 
Pacific as reponed to her by Les Fujitake, Chief Operating Officer. Rehabilitation Hospital of the Pacific, 
December 22. 1992. 



Chapter 6 

FEASIBILITY OF A RESIDENTIAL SETTING 

It is apparent from the overview of services that the national lndependent Living 
Movement's goal of integrating the disabled into the community as opposed to keeping them 
in institutional type settings has had an effect on programs and services available to the 
disabled. The State and counties provide income sources and medical payments for indigent 
and low-income individuals who may be quadriplegics which aids them in remaining 
integrated in the community. The federal government through the Social Security programs 
provides other sources of entitlement programs for certain disabled persons. These funds 
from entitlement programs are separate from other sources of income that might be available 
to certain individuals such as workers' compensation, private insurance, or proceeds from 
personal injury suits. 

The federal Vocational Rehabilitation Act as administered by the state Vocational 
Rehabilitation Division of Department of Human Services (DHS) provides programs to retrain 
the disabled in order to encourage them to remain employable. The CLTCB provides 
programs to help the disabled remain in the community as long as the cost is equal or less 
than the cost of institutionalizing them. Recent amendments to the federal Vocational 
Rehabilitation Act have established programs to help the severely disabled remain integrated 
into the community rather than institutionalized and has spawned, among other things, 
Hawaii's Centers for lndependent Living which provides services to the disabled with the goal 
that they remain in the community as much as possible. Lastly, the most important ingredient 
in keeping the disabled in the community is accessible housing. Congress has enacted 
several pieces of legislation which culminated in the requirements that the county and state 
developers make five percent of their housing units handicapped accessible, and all 
developers of multi-family dwellings with a certain number of units must make their units 
handicapped adaptable. There is also a rent subsidy program which the disabled may utilize 
if they have a low income and the State has a housing alteration loan revolving fund program 
which makes low-interest loans available specifically for use by the disabled to make their 
homes handicapped accessible. The goals of the lndependent Living Movement do not 
necessarily oppose residential programs for the disabled as long as the residential program 
fosters independent living. There are grant programs administered by HUD which can 
provide funding for residential settings. One avenue is through CDBG moneys and another is 
through the section 81 1 program. One residential settrng in the continental United States was 
funded through the State's vocational rehabilitation division. 

In order to determine the feasibility of a residential program, it is important to know the 
demand for services and whether a residential program would be cost effective, Not enough 
information has been kept regarding the quadriplegic population in Hawaii. Dr. John A. 
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Sheedy, Medical Consultant to the Department of Human Services, Health Care 
Administration Division, Health Care Authorization Branch, has targeted a population of 
quadriplegics that may benefit from a residential program. Dr. Sheedy believes that there are 
some quadriplegics who are currently being housed in either SNFs or ICFs who could be 
placed in a more independent setting with less skilled care such as a residential home of 
some sort.' Steve Forer, Director of the Rehabilitation Hospital of the Pacific (REHAB), stated 
that there currently are approximately four quadriplegics at REHAB on a maintenance 
program. REHAB is supposed to be for short-term care only to rehabilitate the disabled. 
REHAB is keeping these patients on a long-term basis simply because there is nowhere else 
for them to go.' 

in order to determine how many quadriplegics are currently being supported by DHS in 
institutional settings that could be placed in a facility that provided less care (and therefore a 
greater degree of independent living), Dr. Sheedy is currently preparing and distributing a 
questionnaire to quadriplegics that DHS is supporting in Hawaii. He will additionally attempt 
to ascertain an estimate of the number of quadriplegics that DHS is supporting. This is an 
important initiative being undertaken by the department. First, the only means of identifying 
the individuals to be surveyed requires the use of confidential departmental records. Second, 
determining whether a quadriplegic is being housed in a setting that provides more skilled 
care than the individual needs, requires an assessment of that person's condition by a 
specialist in this field. Dr. Sheedy has prepared questions directed at making such a 
determination.3 

Additionally, the Pacific Basin Rehabilitation Research and Training Center is a center 
established in 1984 under a Cooperative Agreement between the U.S. Department of 
Education, National Institute on Disability and Rehabilitation Research, and the John A. Burns 
School of Medicine of the University of Hawaii at Manoa. The center's goals are (1) to 
improve services to persons with handicaps through relevant rehabilitation research and 
training; and (2) to assist the coordination of rehabilitation services provided by a broad range 
of agencies and entities in the Pacific Basin. One of the things that the center is currently in 
the process of doing is a needs assessment of the disabled in Hawaii. The center could also 
do a needs assessment of the State's quadriplegic population, but the study would have to be 
funded by the State. In addition to a needs assessment, it is possible that if the quadriplegic 
population is growing at a rate of approximately 27 per year (if nothing else, from spinal cord 
injury cases treated at REHAB), the State may want to set up a registry to keep track of this 
population. 

There is some available data on the cost of care of quadriplegics for purposes of 
ascertaining the cost-effectiveness of a residential program. The CLTCB stated that the 
average cost for care of quadriplegics in that program year was $14,703/year during fiscal 
year 1991-1992. An estimated 95 percent of that cost went to pay for personal care or other 
skilled attendants required, with the remainder being for case management, and some 
transportation and miscellaneous expenses.4 By comparison, the cost of care of a 
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quadriplegic in an institutional setting varies depending on the level of care required. 
However, the average cost is $125iday if the person is in an ICF and $150/day if in an SNF. 
That amounts to an average of $45,625 per year for an ICF and $54,750 per year for an SNF. 
The figure of $14,703 from CLTCB does not include rental payments and general 
maintenance such as utility bills and food, whereas the cost figures for the ICF and SNF are 
all inclusive. To be cost effective as compared to the present program, the cost of placing the 
individual clients in the residential program would have to be less than $45,625iyear for those 
quadriplegics relocated from an ICF, and $54,75O/year for those quadriplegics relocated from 
an SNF. 

A large portion of the cost of a residential setting is the cost of the facility itself. The 
figures available for institutions operating residential programs for disabled individuals in 
Hawaii are for two homes serving eight clients, built in 1983 at a cost of $350,000 for the land 
and the homes; and another project involving nine homes built in 1984 serving four clients per 
home at a cost of $134,000 per home. Rehabilitation Hospital of the Pacific is planning a two- 
story, twenty-unit residential facility at an estimated cost of $1.7 million for the facility alone. 

Federal funding is available for the cost of a facility for a residential program for the 
disabled either through Community Development Block Grants which is administered by HUD 
through the counties, or by a section 81 1 grant from HUD.5 The section 81 1 grant provides a 
grant to a private, non-profit organization for construction of facilities for a disabled group. 
The requirements are that the facility be run for the disabled for 40 years and that the non- 
profit group have a plan for services to be provided to the disabled. Also, HUD prefers that 
each grant be restricted to one particular type of disability (such as quadriplegics) but will 
grant variances.6 A group applying for such a grant may want to combine quadriplegics with 
paraplegics, for example, but would have to apply for a variance to this requirement. 

An alternative to building a residential facility would be to fund programs which 
currently help persons remain in the community such as the CLTCB.7 In order for this plan to 
be feasible, there also needs to be sufficient housing in the community that is accessible to 
quadriplegics. 

The three entities on Oahu which provide government-sponsored housing are the 
Department of Housing and Community Development of the City and County of Honolulu, the 
state Housing Finance and Development Corporation, and the Hawaii Housing Authority 
(HHA). Each agency provided figures as to the number of handicapped accessible units 
currently available and the projected number of units based on housing projects which are in 
the planning stage. The Department of Housing and Community Development currently has 
19 handicapped accessible units available on Oahu and was not able to provide a projected 
arnount.8 The Housing Finance and Development Corporation now has 44 completed 
handicapped accessible units on Oahu, 27 on the Big Island, 38 on Maui, none on Kauai, 2 on 
the islands of Lanai and Molokai. Their projected number of accessible units as of the year 
2000 are 339 on Oahu, 33 on the Big Island, 51 on Maui, I 0  on Kauai, 0 on the islands of 
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Lanai and Molokai, and 2 miscellaneous statewide, for a total of 435 units. Some of these 
units may be double counted as they included units which were built in conjunction with either 
the HHA or the City and County of Honolulu.9 The Hawaii Housing Authority lists 91 
handicapped accessible units in the State in addition to nine units that can be used by 
wheelchair-bound persons in their homeless villages or homeless elderly projects. Projected 
units that can be used by wheelchair-bound persons are 15 units in elderly or family housing 
complexes and three to fifteen units in homeless villages.10 If the quadriplegic population 
grows at a minimum rate of 27 per year (the average number of new cases treated at REHAB 
for the past eleven years as spinal cord injury cases, although Dr. Sheedy believes the bulk of 
quadriplegic clients are treated there), there will be at least 216 additional quadriplegics by 
the year 2000. In other words if the rate of new spinal cord injured quadriplegic cases arising 
each year holds steady for the next eight years, the number of new quadriplegic clients alone 
will equal about one-half the number of handicapped accessible housing units that the HFDC 
expects to have available for the entire disabled population. Accordingly, these quadriplegics 
will be competing with all other disabled persons seeking those handicapped accessible units. 
Additionally, low-income quadriplegics will have to compete with other low-income individuals 
for rent subsidies which are funded federally through HUD. 

Finally, it is important to consider the arguments on both sides of creating a residential 
program for quadriplegics from those in the community and elsewhere who work with the 
disabled. Both Mark Obatake of the Hawaii Centers for Independent Living (HCIL) and the 
Commission on Persons with Disabilities do not favor a residential program for quadriplegics. 
Obatake feels that the focus of his organization has been to integrate disabled persons into 
the community as much as possible. He fears that a residential program might foster 
segregation and discrimination against the disabled which goes against what his organization 
has worked towards, and at worst, might create something of a "disability ghettov.l1 The 
Commission has provided an official statement on their position on a center or a residential 
program for quadriplegics as reiterated in their testimony on H.R. No. 185:j2 

... the Commission fee ls  strongly t ha t  generic services which are 
avai lable t o  a l l  c i t i zens  whether they have a pa r t i cu la r  type o f  
d i s a b i l i t y  o r  not  should be accessible t o  and ava i lab le  t o  persons 
with d i s a b i l i t i e s  .... 

This i s  not  t o  i n f e r  tha t  persons w i t h  quadriplegia do not 
have addi t iona l  needs f o r  special ized services. However, the 
Commission would caution the Legis lature on the need f o r  a 
special ized agency o r  program only f o r  persons with quadriplegia. 
I f  the need i s  for be t te r  coordination o f  ava i lab le  services, or  
fo r  bet ter  access t o  services then t h i s  should can [ s i c ]  be 
accomplished without creat ing another government e n t i t y .  l 3  

There are, however, different levels in which a person could be integrated into the community: 
skilled nursing facilities and care homes for example. This is in keeping with what the 
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authors of the text Independent Living for Physically Disabled People as referred to in Chapter 
2 believe. 

Those authors also delineated the differences in opinions generally about establishing 
residential programs: 

Some people hold that  res ident ia l  progrms are  i n s t i t u t i ona l ,  
segregated, and do not promote optimal normalization i n  the 
cormunity. Others argue that  they provide sui table  a l ternat ives  Co 
inst i tut ional izat ion for severely disabled people, that  they 
represent one s tep on a continuum of independence, and that  they 
need not necessarily be segregated; 

Some people argue thac t ransi t ional  programs are  simply res ident ia l  
programs in disguise, that  they are  too much l i ke  t r a d ~ t i o n a i  
rehabi l i ta t ion programs, and that  they do l i t t l e  to  insure the 
long-term support of severely disabled people in the i r  communities. 
Others hold that  t ransi t ional  programs d i f f e r  s ignif icant ly  from 
resident ia l  programs i n  tha t  they force participants to  move into 
the cormunity a f t e r  a specified period of time, or a f t e r  the 
participants have met certain goals. They argue that  t ransi t ional  
programs are  much more cost-effective than other so r t s  of 
independent l iving programs and that  they enable severely disabied 
people to  l i v e  independently i n  their  communities without the need 
for ongoing services other chan those provided to  the general 
population. l4 

Mark Obatake of HClL pointed out that although a transitional residential program 
might be helpful to help ease a quadriplegic back into the community, practically speaking, 
such an effort may t u r n  into a permanent setting because the reality is that it is ditficult to 
move quadriplegics into the community because of a lack of accessible, affordable housing 
and difficulty with obtaining personal care attendants.'" 

Summary 

The feasibility of a residential setiing for quadriplegics depends in large part on the  
needs of quadriplegics. Because there were not sufficient data on quadriplegics in Hawaii 
that were readily available, it was not possible to do a needs assessment on that population 
for this study. The DHS has targeted a group of quadriplegics that are currentiy residing in 
institutional settings at state expense who may require less care, The Department is currently 
in the process of surveying these individuals and other quadriplegics receiving assistance 
from DHS as to their needs, and whether a residential program would be cost-effective. The 
two categories of cost involved in a residential setting would be the cost of the facility and the 
cost of staffing and running the facility. The Rehabilitation Hospital of the Pacific is currently 
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planning a residential facility on their grounds for limited purposes. Their estimate for the 
facility alone is $1.7 million for a two-story facility with twenty units and an elevator. 

The current cost of institutionalizing quadriplegics is approximately $46,000 per person 
per year in an ICF and $55,000 per person per year in an SMF. In order to be cost effective, 
the cost allotted to each resident, including a proportional cost of the facility itself and the 
staffing and maintenance of the facility needs to be below these figures. 

A possibly cost-effective alternative are the programs operated by the CLTCB, which 
reported an average cost of approximately $15,000 per year for services, primarily attendant 
care, for quadriplegics in their programs who are currently integrated into the community. To 
this figure, however, must be added costs for medical needs as well as the basic care needs 
such as food, rent, and utilities. There is currently a waiting list of approximately 200 
individuals for the Nursing Home Without Walls program, forty individuals for the Non- 
medicaid Nursing Home Without Walls Program and twenty individuals for the Non-medicaid 
Personal Care Attendant program.I6 
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Chapter 7 

FINDINGS AND RECOMMENDATIONS 

Findings 

1. The growth and development in recent decades of the lndependent Living 
Movement appears to have influenced federal legislation and in turn state and county 
programs to emphasize deinstitutionalization of the disabled and integration into the 
community. 

2. Programs and services available to quadriplegics to provide the basic necessities of 
life include the entire range of public assistance and social service programs such as the 
federal Social Security programs, food stamps, medical assistance programs, rent subsidies, 
and community long-term care programs which include financial assistance for personal care 
attendants or skilled nursing attendants. These programs are targeted toward all disabled 
persons, or all lower income persons without regard to whether or not a person is a 
quadriplegic. Programs for the disabled generally focus on the cause of the disability, such 
as spinal cord injury or multiple sclerosis, rather than the outcome (e.g., quadriplegic, 
paraplegic). Accordingly, programs do not target quadriplegics simply because they are 
quadriplegic any more than they focus upon people who are left-handed or have red hair. 

3. The goals of the national Independent Living Movement include residential settings 
that foster independent living. Federal programs that provide funds that may be used to 
establish these settings include Community Development Block Grants given to state and 
local government for their use as they choose provided it aids low to moderate income 
persons for neighborhood revitalization, and "Section 81 1" grants administered by HUD given 
to private, non-profit organizations for providing supportive housing for the disabled. 

4. Fifteen out of 50 centers for the disabled contacted on the continental United 
States reported that they run some type of residential program for the disabled, either 
transitional, permanent, or both. Most programs used a combination of state, county andlor 
private funding and some type of federal assistance for the construction or renovation of the 
facility. The source of federal funding most often cited was HUD's former "section 202" 
program (which has currently been revised to be "section 811" supportive housing for the 
disabled). Funds for staffing and running the facilities were most often obtained through a 
combination of sources ranging from Medicaid and Medicare to charging the clients fees, with 
Medicaid being the most often cited program. 

5. There is a dearth of information on the quadriplegic population in Hawaii. No 
agency or organization keeps track of all the quadriplegics in this State if only because there 
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is no reason to do so. Agencies and service organizations will keep records of their clients. 
The fact that a client is a quadriplegic may magnify a particular need, but there is otherwise 
no need to consider a quadripiegic ciient as being different from any other ciient who has that 
same need (e.g., food stamps or medicaid). To date, there does not appear to have been any 
agency or organization formed to assist only quadriplegics with any problem they might have. 

However, it can be estimated that the number of quadriplegics in Hawaii is growing at 
the rate of at least 27 per year. This is a conservative estimate based solely on the spinal 
cord injured population treated at the Rehabilitation Hospital of the Pacific--but is believed to 
include the bulk of new cases each year. 

6. Persons contacted in the field estimate that the quadriplegic population in the 
developmentally disabled and mentally retarded population is low--in the 10 to 20 percent 
range, and a study done at the Rehabilitation Hospital of the Pacific shows that approximately 
60 percent of the spinal cord injured group is quadriplegic. 

7. The developmentally disabled population is subject to a distinct branch of laws and 
programs. Under HUD's "section 81 1" program for supportive housing for the disabled, the 
mixing of disabled populations is not allowed without a variance. 

8. The area most frequently identified as an area of need for the disabled population 
is accessible housing. The issue of accessibility is particularly pressing for quadriplegics who 
are generally more severely disabled. The Housing Finance and Development Corporation 
estimates it will have approximately 440-plus additional units that are handicapped accessible 
by the year 2000. Other agencies also operate and maintain handicapped accessible units 
but were not able to supply projections for new units. The projected new units are intended to 
be available to the entire disabled population. At present rates of increase, the number of 
spinal cord injured quadriplegics alone will grow by 27 per year for a total of 189 by the year 
2000, While it is not likely that all will seek handicapped accessible units in HFDC projects, 
their numbers would be equal to 43 percent of the number of projected new units available for 
all disabled persons. 

9. The Rehabilitation Hospital of the Pacific is planning a residential structure that is 
to be transitional and to house some of the patients at the hospital and their families. 

10. The Department of Human Services' medical consultant believes there are at 
least some quadriplegics currently housed in nursing facilities at state expense who could 
potentially be housed in a residential facility with less skilled care. The cost of housing a 
patient in an intermediate care facility or skilled nursing facility falls in the range of 
approximately $46,000 to $54,000 per individual per year. The Department is presently 
attempting to ascertain the number of individuals receiving medicaid assistance who might be 
able to live in a more independent setting. 
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f 1. The average cost of maintaining an individual quadriplegic in one of the programs 
operated by the Department of Human Services' Community Long Term Care Branch is 
approximately $15,000 per year. 

Recommendations 

1. If the Legislature deems it necessary to identify quadriplegics in this State more 
clearly (for example, if the Legislature is contemplating additional programs or services 
directed solely to persons who are quadriplegic), then more detailed information on the 
quadriplegic population in Hawaii and their needs will be necessary. This could be obtained 
by directing the Department of Human Services (or alternatively the Department of Health) to 
serve as the lead agency in developing a needs assessment of the quadriplegic population, 
and appropriating funds for the agency to conduct the assessment either on its own, or 
through a contract with a private entity. The Pacific Basin Rehabilitation Research and 
Training Center (PBRRT) is a private organization established to assist agencies in providing 
services to the disabled. The PBRRT is presently conducting a needs assessment of the 
disabled population in general. A needs assessment of the quadriplegic population would 
probably cost in the vicinity of $20,000 to $40,000, depending upon the extent of information 
desired. 

2. Consultations with a wide range of individuals and entities providing services to the 
disabled indicate a fairly strong consensus that accessible housing is the single area of 
greatest need not only among quadriplegics, but the disabled generally. Based on the limited 
information available, it is impossible to determine whether and the extent to which the need 
for housing is any greater among quadriplegics capable of living outside an institutional 
setting than any othe: segment of the disabled population, such as persons confined to 
wheelchairs who are not quadriplegics. Accordingly, it is impossible to say whether on the 
basis of need, the State should build residential facilities specifically for quadriplegics as 
opposed to other disabled persons. 

3. Rather than focus on the needs of quadriplegics generally, the Legisiature may be 
able to better promote the State's interests by focusing on the disabled population now 
receiving medical assistance from the State. The Department of Human Services is presently 
attempting to ascertain whether and the extent to which public funds are being used to house 
quadriplegic individuals in nursing facilities even though they could live in less restrictive (and 
less costly) settings. The Department should be directed to maintain this information on an 
ongoing basis and report reguiariy to the Legislature on the number of disabied individuals 
(quadriplegic and otherwise) who are capable of living in less restrictive settings (subject to 
appropriate medical guidelines) and the estimated cost-savings to the State if those less 
restrictive settings could be provided. 
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4. The question of building a residential facility for quadriplegics or any other segment 
of the disabled population should not be viewed in isolation. The cost of building and 
operating a residential facility can vary considerably depending upon a number of diverse 
factors including land acquisition costs and the mix of residents (which may affect the level of 
staffing required). While not mutually exclusive, alternatives exist to having the State build a 
residential facility. These alternatives include placing people through the programs of the 
Community Long Term Care Branch of the Department of Human Services, such as the 
Nursing Home Without Walls Program, and encouraging private non-profit organizations to 
build housing for the disabled with funds provided by the "Section 81 1" Program administered 
by the U.S. Department of Housing and Urban Development. The decision to have the State 
build a residential facility for quadriplegics or other disabled persons should not turn solely 
upon a need for housing, but whether the buiiding of a particular facility will be the most 
cost-effective alternative in serving the need. 

5. The Department of Human Services should be directed to develop a plan to: 

(1) Continually identify those disabled individuals who are receiving state 
assistance who are capable within medical guidelines of living in less restrictive 
settings; 

(2) Provide housing for those individuals in appropriate settings; and 

(3) Encourage and assist private entities seeking to provide housing for the 
disabled to obtain federal or other funds to increase the supply of accessible 
housing. 
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HOUSE OF RPRESEMAWES 
SIXTENTH IEGEMNRE.  l9PZ 
STATE OF HAWAII 

H.R. NO, ras 

HOUSE RESOLUTION 

REQDXSTMG A STUDY REGARDING TEE PROVISION OF SPECULtIZED 
SEKVICES FOR QUADRIPLEGICS RESIDING IN TBE STATE OF -1. 

WEEREAS, each person, rega td less  of  their d i s a b i l i t y  has: 

(1) The r i g h t  t o  develop t o  their f u l l e s t  p o t e n t i a l ,  make 
r e a l  dec i s ions  and choices,  and t o  Live as 
independently a s  poss ib le  in the l e a s t  r e s t r i c t i v e  y e t  
most appropr ia te  environment; 

(2)  The p o t e n t i a l  t o  be f u l l ,  con t r i bu t ing  c i t i z e n s  of an 
i-slovative, progressive soc i e ty ;  and 

( 3 )  The r i g h t  t o  a  qua l i t y  of l i f e  t h a t  i s  of their own, 
personal  choosing; 

and 

WBERESJ, in Hawaii, t h e r e  is no s t a t e  agency o r  department 
t h a t  s p e c i f i c a l l y  administers  s e m i c e s  t o  quadr ip legics ;  and 

WELXZAS, i n s t ead ,  t h e r e  a r e  a  combination of se rv ices  
offered from var ious  branches of s t a t e  and c i t y  agencies o r  
depats lents ,  a s  we l l  a s  non-profit o rgan iza t ions ,  t h a t  provide 
very general s e m i c e s  t o  a l l  persons w i t h  any mental o r  physica l  
disability; and 

WEERELS, d e s p i t e  t he se  sercrices, t h e r e  i s  a g r ea t  need t o  
administer spec i a l i zed  s e m i c e s  t h a t  quadr ip legics  can espec i a l l y  
i den t i fy  wi*& and r e l y  upon t o  address t h e i r  s p e c i f i c  concerns, 
and assure t h e i r  r i g h t  t o  a  qua l i ty  of  l i f e  t h a t  i a  of  their own 
personal choosing, as well  irs enable t h e m  t o  be full, 
contributii lg m e m b e r s  of society;  now, t he re fo re ,  

BE I T  RESOL= by t h e  House of Represexxtat iaa of  t h e  
Sixteenth Leg is la tu re  of the S ta t e  of  Hawaii, Regular Session of 
1992,  t h a t  t h e  Leg is la t ive  Reference Bureau is requested  t o  
conduct a study examining t h e  current  and fu tu re  needs of 
quadriplegics in this S t a t e  and t h a t  t h e  study s h a l l  include,  b u t  
not  be l imi ted  t o ,  t h e  examination of  t h e  following i s sues :  

(1) The number of qua&-iplegics cu r r en t ly  r e s id ing  i n  this 
s t a t e ;  
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( 2 )  The needs of quadr ip legics ;  

( 3 )  ni: exambat ion  of how t h e  needs are being met and 
whether s e r v i c e s  a r e  adequate; and 

( 4 )  An examination of  whether a cen t e r  o r  an independent 
l i v i n g  p r o j e c t  f o r  quadriplegics should be es tab l i shed ,  
and i f  so, what would be t h e  design,  const ruct ion,  and 
a d r i n i s t r a t i v e  c o s t s  of e s t a b l i s h i n g  a cen te r  o r  
projec t ;  

BE I T  ETTRT9ER RESOLVES t h a t  t h e  Leg i s l a t i ve  Reference Bureau 
submit a report  with i ts  f indings ,  recomendasions,  and a u g e s t a d  
l e g i s l a t i o n  t o  t h e  Leg i s l a tu re  a t  l e a s t  twenty days before t h e  
c o n v e ~ b g  of t h e  1993 R e g a l a r  Session; and 

BE I T  F V 3 T D R  RESOLVED t h a t  a c e r t i f i e d  copy of this 
Resolution be t ransmi t ted  t o  t h e  Leg is la t ive  R e f e r ~ c e  Bureau. 
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QUESTIONNAIRE ON RESIDENTIAL SE'ITINGS 
F'OR TEE DISABLED 

1. Name of your organization 

2.  We run - or are affiliated with - a residential program for the disabled. (Check 
what is applicable) 

if neither of the above items apply to your organization, please skip to question 17. 

3. What is the name of the residential program for the disabled that you either run or are 
affiliated with? 

4. What is the residential setting? 

- Permanent T r a n s i t i o n a l  B o t h  

5. Does the program serve quadriplegics? Yes - No - 

6. What other populations does the program serve? 

If the residential home serves quadriplegics, please answer the following questions. If 
not, please go to question 17. 

7. What percentage of your client population is quadriplegic? 



8. What are the eligibility requirements for admittance to the residental program? 

9. What types of services for quadriplegics are provided in the residential home? 

a. Nursing? Yes - No - 
If yes, how often (i.e., 2 hours per day, etc.)? 

b. Any other medical care (i.e., physician care, etc.)? 

Yes - No - 
If so, what types and how often? 

c. Paraprofessional care (i.e., occupational therapy, physical therapy, etc.)? 

Yes No - 
If so, what types and how often? 

d. Non-skilled care (i.e., personal care attendants, janitorial services or maid 
services)? 

Yes - No - 
If so, what types and how often? 



10. How many disabled clients in total do you serve at one time? 

11. What type of care does your quadriplegic population require (i.e., skilled nursing 8 
hourslday, attendant care only, etc.)? 

12, What year was your facility built? 

13. Was your facility constructed - or is it a renovated building - ? 

14. Sources of funding (check what is applicable, fill in the blanks): 

a. For the construction or renovation of the facilities: 

(i) The Vocational Rehabilitation Act: Yes - NO - 

If yes, what provision (i.e. Title I, section xxx, etc.)? 

(ii) If so, was it: 

A direct appropriation 
A low-interest loan 
O t h e r  (please specify) 

(iii) HUD: Yes - No - 

If yes, what provision? 

(iv) i f  yes, was it: 

A direct appropriation 
A low-interest loan 
O t h e r  (please specify) 

(v) State funding: Yes - No - 

If yes, please specify: 



(vi) County funding: Yes NO - 

If yes, please specify: 

(vii) Private sources such as foundation grants and fundraising: 

Yes - No - 
If yes, please specify: 

(viii) Other (please specify): 

b. For staffing and running the programs, please list your sources of funding (i.e.. 
medicaid payments, grants, fundraising, etc.): 

15. Please describe your facilities (e.g., 2-story dormitory style with a kitchen and 
bathroom on each floor, etc.). 

16. What was the cost of constructing or renovating your facility? 

17. What does it cost per year to run and staff your facility? 



18. Do you know of any other residential program that services quadriplegics? 

If so, please send our office the name of the program, an address, and a contact 
person. 
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Appendix D 

ADDRESSES FOR QUESTIONNAIRES TO LOCAL HOMES 

Kathleen L. English 
Director, Home & Community Based Services 
Easter Seal Society of Hawaii 
710 Green Street 
Honolulu, Hawaii 96813 

Donna Fouts 
Director 
United Cerebral Paisy 
245 N. Kukui Street 
Honolulu, Hawaii 96817 

Ann Sumida 
Association for Retarded Citizens 
3989 Diamond Head Road 
Honolulu, Hawaii 96816 

Director 
The House, Inc. 
451 0 Sierra Drive 
Honoiulu, Hawaii 96816 

Director 
Opportunities for the Retarded, Inc 
64-1510 Kamehameha Highway 
Wahiawa. Hawaii 96786 

Director 
Research Cenler of Hawaii 
2879 Paa Street, Rm. 207 
Honoiuiu, Hawaii 96819 
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CITY LANDS LEASED TO NON-PROFIT 
ORGANIZATIONS FOR HOUSING 

Project 

Academy Apts. 
Banyan Street Manor 
Halawa - HARC I1 
Home No Ka Kuii 
Institute of Human Services' 
Kailua - HARC Ill 
Jack Hall Memorial 
Kaimuki - HARC IV 
Kaneohe Elderly 
Lowell Place 
Maili Court - HARC I 
Mail! Court-Self Help 
Maili Homeless 
Maili Sands 
Pauahi Elderly 
Pualani Manor 
River-Pauahi Apts. 
Smith-Beretania Apts.' 

Waipahu Aux. - Ota Camp 
HARC - Lusitana Sr. 
HARC - Fern St. (Par A,B,C) 
HARC - Fern St. (Par D) 
HARC - Kamehame Ridge 
Group Homes - Hale Kipa 
Group Homes - Hawaii Addiction Center 
Central Oahu Youth Services 
Haioa Drive Elderly Group Home- 

Catholic Services to the Eiderly 
Kunawai Smail Group Home 
Ma!una Street Group Home - 

Catholic Services to Families 
Ewa Elderly 
ARC - 1314 - 1316 Dominis St. 
ARC - 865 6th Avenue 

Lease 
Expires 

6197 
1012028 
712032 
712032 
512041 
1 1 I2031 
1212053 
1212034 
912047 
312001 
1012039 

8192 
612030 
612040 
1 112040 
1 112040 
912037 

212009 
912038 
912038 
912038 
712033 
3/20 10 
9/20 10 
912010 

1012000 
312009 

1212010 
612055 
912037 
912037 

Current 
Rent 

$llyr. 
$llyr. 
$llyr. 
$llyr. 
$132/yr. 
$llyr. 
$llyr. 
$llyr. 
$I/yr. 
$482lmo. 
$2,80OIyr. 
$600/yr. 
$l/yr. 
$2,20OIyr. 
Sllyr. 
$llyr. 
$llyr. 
$15,60OIyr. Lot 1-A 
$l/yr. Lot 2 
$l lyr.  
$l lyr.  
$l lyr.  
$tlyr. 
$1,3OOlyr. 
$1571mo. 
$1.3331yr. 
$275lmo. 



Project 

CITY LANDS LEASED TO NON-PROFIT 
ORGANIZATIONS FOR HOUSlNG 

Lease 
Expires 

33. Kuakini Street Transitional Hsg.- 
Child and Family Services 2007 

34. ARC - Ewa Estates 2047 
35. Ewa Villages-Gentry Dev. Co. 711 192 
36. Hoakea Expandables 
37. Acacia 
38. Pauahi Block A (Non-profit Hsg. Corp.) Hale Pauahi 
39. Lanakila Gardens (Pacific Housing Assistance Corp.) 

Current 
Rent 

'Fiscal Wiil continue collecting rents, per Beryie Wharton. 



APPENDIX F 

QUESTIONNAIRE ON RESIDENTIAL SET'I'INGS 
FOR THE DISABLED 

1, Name of your organization 

2.  We run - or are affiliated with - a residential program for the disabled. (Check 
what is applicable) 

If neither of the above items apply to your organization, please skip to question 17. 

3. What is the name of the residential program for the disabled that you either run or are 
affiliated with? 

4. What is the residential setting? 

P e r m a n e n t  - Transitional Both 

5. Does the program serve quadriplegics? Yes No - 

6. What other populations does the program serve? 

7, What percentage of your client population is quadriplegic? 

8. What are the eligibility requirements for admittance to the residental program? 



9. What types of services for quadriplegics are provided in the residential home? 

a. Nursing? Yes No - 
If yes, how often (i.e., 2 hours per day, etc.)? 

b. Any other medical care (i.e., physician care, etc.)? 

Yes No - 

If yes, what types and how often? 

c. Paraprofessional care (i.e., occupational therapy, physical therapy, etc.)? 

Yes No - 

If yes, what types and how often? 

d. Non-skilled care (i.e., personal care attendants, janitorial services or maid 
services)? 

Yes NO - 

if yes, what types and how often? 

10. How many disabled clients in total do you serve at one time? 



1 I. What type of care does your quadriplegic population require (i.e., skilied nursing 8 
hours'day, attendant care only, etc.)? 

12. What year was your facility built? 

13. Was your facility constructed or is it a renovated building ? 

14, Sources of funding (check what is applicable, fill in the blanks): 

a. For the construction or renovation of the facilities: 

(i) The Vocational Rehabilitation Act: Yes - NO - 

If yes, what provision (i.e. Title I, section xxx,  etc.)? 

(ii) If yes, was it: 

A direct appropriation 
A low-interest ioan 
O t h e r  (please specify) 

(iii) HUD: Yes No - 

If yes, what provision? 

(iv) If yes, was it: 

- A direct appropriation 
A low-interest ioan 
O t h e r  (please specify) 

(v) Slate funding: Yes - No - 
If yes, please specify: 



(vi) County funding: Yes 

If yes, please specify: 

(vii) Private sources such as foundation grants and fundraising: 

Yes No - 

If yes, please specify: 

(viii) Other (please specify): 

b. For staffing and running the programs, please list your sources of funding (i.e., 
medicaid payments, grants, fundraising, etc.): 

15. Please describe your facilities (e.g., 2-story dormitory style with a kitchen and 
bathroom on each floor, etc.). 

a. Are the units wheelchair accessible? 

Yes - No - 
b. What percent are wheelchair accessible? % 

c. Are there elevators in the units? 

Yes.-..- No - 
If yes, how many? 

16. What was the cost of constructing or renovating your facility? 



17. What does it cost per year to run and staff your facility? 

18. Do you know of any other residential program that services quadriplegics or other 
disabled populations in Hawaii? 

I f  yes, please send our office the name of the program, an address, and a contact 
person. 

19. Does your organization keep statistics on the number of quadriplegics you serve? 

If yes, please indicate how many, for what year (e.g. 22 for fiscal year 1991). 

If you keep track of quadriplegics by year, please state the number you have served 
each year for the past ten years or as far back as possible. 

Please indicate whether these could have been double-counted (e.g., whether some 
of the ones counted in 1989 could also have been counted in 1990 or 1991). 

20, What is your best estimate of the percentage of the population you serve that is 
quadriplegic? YO 

21. In your opinion, is there a need for additional residential quarters to house the 
quadriplegics you serve? 

Why or why not? 






