



EXECUTIVE SUMMARY


This report presents the recommendations of the Physical Disabilities Steering Committee, one of several citizen groups reviewing the redesign of the service delivery system used by the Wisconsin Department of Health and Social Services.

Included in the report is an assessment of what works well in the current system, what characteristics make the system ineffective and chaotic, and what components would be included in an ideal system.

The Physical Disabilities Steering Committee recommends a service delivery system that is driven by people with disabilities rather than by providers. The new system would provide meaningful choices to citizens with disabilities, and would place highest priority on supporting people in their desire to live independently in their residence of choice.

Instead of basing service plans on the mistaken view that people with disabilities are ill, the new system would view them as capable managers of their own lives who can shop for service providers in much the same way they are able to purchase other commodities. 
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PURPOSE OF THE STEERING COMMITTEE

The Physical Disabilities Steering Committee is one of several groups appointed to review the service delivery system of the Wisconsin Department of Health and Social Services (DHSS). This group was designated specifically to review the system’s ability to serve people with physical disabilities. The members of the Steering Committee were appointed to represent citizens with physical disabilities who use the current system, agencies that provide services, and individuals who work in agencies that advocate for people with disabilities.



MEMBERS OF THE STEERING COMMITTEE

The members of the Committee were selected by the Department of Health and Social Services to represent all the major participants in the current service delivery system. At the group’s first meeting, however, it was evident that there were not enough people with physical disabilities on the panel. With a generous grant from the Wisconsin Council on Physical Disabilities, two additional individuals with disabilities were able to join the group. The members of the Steering Committee and the groups they represent are listed below.

Mike Allen				Great Lakes Intertribal Council
John Chapin				WI Division of Health
Steve Christensen			Person with a physical disability		
Paul Cook				St. Joseph’s Hospital Home Health Agency
Robert Deist				WI Personal Care Services Alternatives
Ann Falconer				Spouse of a person with a physical disability
Sue Gilson				Brown County Human Services
Tom Hlavacek			WI Coalition for Advocacy
Jacquie Joiner				Parent of a child with a physical disability
Kathie Knoble-Iverson		Great Rivers Independent Living Center
Martin Lesica				Froedert Hospital Spinal Cord Injury Program
Owen McCusker			The WI Partnership Program for People with
Physical Disabilities
Thomas Rand				WI Assn. of Homes and Services for the Aging
David Rothman			WI Counties Association
Dean Ruppert				WI Counties Human Services Association
Lee Schulz				WI Coalition of Independent Living Centers
Jerry Vogt				Person with a physical disability
Chuck Wilhelm			DHSS Office of Policy and Budget



The staff assisting the Steering Committee was selected from throughout the Department of Health and Social Services: Joyce Allen (Office of Policy and Budget), Connie Firosz (Office of Quality Assurance), Tom Hamilton (Bureau of Long Term Support), Dan Johnson (Office for Persons with Physical Disabilities), Charles Jones (Bureau of Long Term Support), Alice Mirk (Bureau of Long Term Support) and Brian Powers (Office for Persons with Physical Disabilities).


Editor’s notes: (1) Throughout this document, the word care has been replaced with support. The Steering Committee expressed a strong preference for support, because the members believe that care implies doing something for someone instead of enhancing the ability to live independently.  (2) The word care was occasionally replaced with the word services. (3) The word care was left in the text in a few instances where it was part of an existing title, or of existing statutory language. (4) At the Committee’s request, terms such as consumer and client and recipient have been replaced with the more respectful phrase—person with a disability. (5) At the Committee’s request, the term service coordinator has been used instead of case manager or care manager. (6) To save time, none of these changes have been made in the minutes and other documents in the appendix. For the same reason, the phrase long term is sometimes hyphenated and sometimes not. 




DEFINITION OF PHYSICAL DISABILITY

There are several definitions of physical disability used for federal, state and local purposes. To clarify exactly the population being discussed in this report, the Steering Committee looked to section 15.197 (4) (a) (2) of the Wisconsin statutes, which defines the term as follows.

A physical condition, including an anatomical loss, or musculoskeletal, neuro- logical, respiratory or cardiovascular impairment, which results from injury, 
disease or congenital disorder and which significantly interferes with or significantly
limits at least one major life activity of a person.  


The phrase major life activity is defined in subsection (4) (a) (1) of the same statute. The definition includes:

self-care, performance of manual tasks unrelated to gainful employment, walking,
receptive and expressive language, breathing, working, participating in educational
programs, mobility other than walking, and capacity for independent living.
	

The definitions cited above were established in 1990 as part of the statute that created the state Council on Physical Disabilities. The Director of the Office for Persons with Physical Disabilities interprets these definitions as including (but not being limited to) persons with:

amputation,		cancer,		diabetes,		stroke,
heart disease,		lung disease,	multiple sclerosis,	arthritis,
muscular dystrophy,	polio,		spina bifida,		spinal cord injury & disease.

People with traumatic brain injury, cerebral palsy, epilepsy, AIDS or other conditions might also be included if they want and/or need programs and services similar to those designed for persons with physical disabilities. People with traumatic brain injury, cerebral palsy and epilepsy usually receive services through the developmental disabilities system defined in section 51.437 of the state statutes.

The Steering Committee recommends that the definition of major life activity be amended as shown below.

Self-care, performance of manual tasks unrelated to gainful employment, walking,
receptive and expressive language, breathing, working, playing and recreating, 
participating in educational programs, and mobility other than walking
, and capacity for independent living .



THE PROCESS OF OBTAINING COMMITTEE INPUT

The Committee met six times in January, February and March of 1996. All of the meeting dates were mailed to physical disability groups across the state to ensure that the public would have a chance to comment and participate. To this end, a portion of every meeting agenda was set aside for public comment. Minutes of all the meetings are included in the appendix of this report. 

Much of the early work of the Steering Committee was to respond to statements developed previously by the Long Term Redesign Team, a group of Directors and Administrators in the Department of Health and Social Services. The balance of the work was to brainstorm about the positive aspects of the current system (see the February 9 minutes in the appendix) and the system’s undesirable characteristics (see the List of Service System Barriers in the appendix). Throughout these discussions, comments from citizen observers and from staff were solicited. 

Having gathered that information, an ideal system was described and then developed by staff for this report (see Components of an Ideal Service Delivery System beginning on page 8). The report was reviewed and approved as amended by the Steering Committee on March 13, 1996.



THE DEFINITION OF LONG TERM SUPPORT

The committee reviewed a definition of long term support that had been drafted by the Long Term Redesign Team. With the assistance of Connie Firosz as facilitator, numerous comments and suggestions were made. In the recommended definition shown below, all changes are shown in boldface, with additions underlined and deletions struck-through.


Definition of Long Term Care Support

Long term care support encompasses the organization, delivery, financing and administration of services designated designed to assist people who are limited in their (age appropriate) ability to function independently over a relatively long period of time. 

Long term care support services include:

·	Help assistance required to perform daily basic life activities;

·	services needed to learn and improve skills and capabilities to increase
independence; 

·	services needed to assist an individual to remain independent;

·	support to enable individuals to benefit from education and 
employment opportunities; and

·	support to maintain relationships with unpaid people and access
to regular resources and opportunities in the individual’s own
neighborhood and community.

These services include (but are not limited to) assistance in eating, bathing, dressing, getting in and out of bed, moving about living area, doing housework, getting and keeping own home, managing illness symptoms including taking medications, rehabilitative services, adaptive aids, and transportation. It may also include medical treatment and skilled therapeutic care for the management of chronic and long term conditions.



THE LONG TERM SUPPORT GOAL

The facilitator led the group through a discussion of the Redesign Team’s goal statement. The Steering Committee members expressed concern about some of the terms used, particularly the words necessary and cost effective. In the recommended goal statement shown below, all changes are shown in boldface, with additions underlined and deletions struck-through.


Long Term Care Support Goal

The Department will develop a long term care support system 

that fosters maximizes independence and quality of life by maximizing an providing individual’s individuals with true choices of services and care settings as long as such care and support is necessary, meets an adequate level of quality, is cost effective and is consistent with the individual’s values respectful
of the individual’s preferences and values.



GUIDING PRINCIPLES FOR LONG TERM SUPPORT

The facilitator next led the group through the Redesign Team’s statement of guiding principles. The results of the Steering Committee’s review are shown on the next pages. All comments and suggested changes are shown in boldface—with comments set off in brackets, additions underlined and deletions struck-through.


DESIGN


The new long term support system will:

·	maximize flexibility, effectiveness, innovation, practicality functionality and creativity in funding sources, services, and resources.
·	be consumer people with disability-centered rather than provider-driven.
·	involve a system with the following characteristics:
·	dollars follow the person.
·	the provider and the person with a disability has have responsibility for positive client outcomes. [Clarify provider’s responsibility. Clarify who 
determines positive outcome. Identify and respect individual choices. Sometimes maintenance is the outcome, not progress toward a goal as presently required.]
·	services are managed to provide continuity of care support.
·	person decides where the money is spent.
·	provides an appeals process.

·	be understandable, efficient, responsive, timely and easy to access.
·	not be limited to existing systems, programs and resources.
·	encourage require development of collaboration among state, local, federal and private agencies in the design and provision of long term care support.
·	maximize support encourage natural supports from friends, family, neighbors 
and the community—without being punitive to families.
·	make decisions ethically and consciously when situations arise involving conflicting
principles and/or ethical choices. [A timely and affordable appeals process is 
necessary.]

·	have structural integrity so programs are aligned to support the long term goal.
·	have the capacity to respond to and prevent emergency needs in a timely fashion 
in a variety of settings without an institutional bias, and without doing harm.
·	provide useful data, including satisfaction data from people with disabilities, 
that can be used for long term planning purposes and for quality assurance purposes, including regulatory functions. [Individual privacy must be protected.]
·	promote competitive wages and benefits for workers who provide chore
services and personal assistance, and for other people who provide direct long
term support services.


RELATIONSHIP TO CONSUMER PEOPLE WITH DISABILITIES


The new long term support system will:

·	provide opportunities for people to sustain or create important relationships and
social roles, including education and employment; to become integrated into 
to be included in the life of the community; and to contribute to society.
·	treat people with respect and dignity.
·	make understandable information on long term care support readily available 
to the general public and the business community.
·	expect and facilitate personal responsibility.
·	ensure individual flexibility to use different so people with disabilities have 
real choices of services and providers. [Sometimes providers refuse to serve some people with disabilities, so that choices are not really available.]
·	avoid punishing people with disabilities for having high-cost needs.


ASSESSMENT AND PLANNING


The new long term support system will:

·	have the capacity to obtain knowledge of each person’s condition, resources,
abilities, disabilities and preferences with the involvement of the consumer person
with a disability and her/his family.
·	utilize the appropriate information from the assessment as the basis for designing 
the service plan and for authorizing publicly-funded services, if any. [Clarify that 
this should also be true for people who utilize non-public funding. Individual privacy must be respected. De-medicalize this assessment.]
·	ensure (to the extent practical) that funding and service decisions are made by the
consumer person with a disability or the person who is closest to and most 	knowledgeable about the consumer’s person with a disability’s needs and 	preferences. [Clarify the meaning of practical.]

·	treat individuals equitably with respect to access to public subsidies, regardless of the individual’s location in the state or method of entering the long term care 	support system. [We need to build the infrastructure so that the system is available statewide.]
·	have the ability to differentiate individuals’ functional and fiscal needs and ration
utilize public resources equitably.


FUNDING


The new long term support system will:

·	take into consideration publicly-funded, privately-funded and in-kind services
and resources, without bias toward any specific service or system.
·	seek to provide maximum service and/or support for dollars spent.
·	utilize a consumer’s person with a disability’s own financial resources, when available, and facilitate family financial contributions as well eliminate 
barriers that prevent people with disabilities and their families from	contributing to their support.
·	remove disincentives to employment.
·	simplify funding administration.
·	authorize publicly-funded services within the limits of state and federal funding.



COMPONENTS OF AN IDEAL SERVICE DELIVERY SYSTEM

Once the Steering Committee had reviewed the current system for strengths and weaknesses, the members described performance criteria for an ideal system. These criteria were then condensed by staff into the following summary—which was reviewed, revised and approved as amended at the Committee’s final meeting on March 13, 1996. 

1.	The redesigned long term support system should focus on community support services. This is recommended because:

1.1	adequate service delivered in one’s own home and community maximizes the individual’s independence and quality of life and is almost universally the setting in which people with disabilities prefer to receive needed long term support services.

1.2	community-based services are the alternative people with disabilities prefer, are usually more beneficial to them, and—on average—are less costly.

1.3	individuals with disabilities living in the community are able to be productive, and thus contribute to their own support—as well as sharing their talents, skills and abilities.

1.4 	community services encourage informal supports and unpaid support giving, and expand employment opportunities in the community for paid support givers.

1.5	The presence of people with disabilities enhances diversity in our communities.


2.	The redesigned long term support system should not lose—and should enhance— the following positive features of our current system.

2.1	The characteristics and values of Community Options that have made it successful, i.e., flexible individualized services coordinated across service systems; funding that follows the individual—requiring provider and systems collaboration; service coordination that is focused on people with disabilities rather than being provider oriented; an emphasis on preferences and choices of people with disabilities—as exemplified by the RESPECT values—rather than medical regulations and safety codes; the provision of services tailored to meet individual needs while averaging costs across all people with disabilities; and eligibility and cost sharing that allow individuals to be gainfully employed, and families to stay together. 

2.2	State administration that provides a broad services and benefits array  that addresses the growing need for long term support for people with disabilities, and that is delivered in their residence of choice.

2.3	State administration that is committed to changing the system, through 				innovation and creativity, to allow it to be responsive to all persons in 				need.

2.4	Local and tribal administration that is accountable to local and tribal citizens, that shapes the program to reflect local and tribal values and respond to local and tribal differences, and that enhances the capacity of the system through direct financial and in-kind services.

2.5	A history of cooperative, cross-disability advocacy—and general public commitment to—supporting citizens with long term needs.


2.6	The experience that derives from 15 years of successfully providing long term support in the community, and development of a provider network capable of serving even the most severely disabled individuals in community settings.


3.	General system design recommendations.

3.1	There should be a single, long term support system that utilizes a single, flexible source of funding—and makes funding and systems planning decisions as a whole, instead of separately for different pots of money or separate programs.  Funding for this system should keep pace with inflation and demographic growth, and should be adequate to meet the needs of current participants and individuals waiting for services.

3.2	The system should be as simple, flexible and understandable as possible so there will be less need for a bureaucracy to explain all the programs and regulations, so that service coordinators can concentrate on coordinating services and not on accessing funding sources, and so that people with disabilities and the general public can understand its rules.

3.3	Regardless of where and how people with disabilities enter the system, they should receive the same assessment and the same range of services and options. Access to the long term support system should be the same for people who pay privately and for people who receive public funding—including intake, referral, assessment and service planning—and should include a health and long term support insurance buy-in option.

[bookmark: QuickMark]3.4	The system should be de-medicalized, and services should not be provided by medical staff as required in the Nurse Practice Act.

3.5	The role of nursing homes in the long term support system should be to provide short term recuperation and maintenance following acute health crises, to provide rapid response in emergency situations until a long term service package can be developed, and to provide other services that complement and enhance the community service delivery system.

3.6	The system should help develop the community support infrastructure including utilization of existing providers, and use and development of categorical providers who can offer specialized services to specific groups in specific locations.


3.7	The system should educate acute service providers and therapists about a variety of community living arrangements so they can make appropriate community-based recommendations.

3.8	The system that is adopted will be designed in such a way as to maximize local and tribal control, and to maximize the preferences and choices of people with disabilities.

3.9	The system should be stable, and continue to support people with disabilities over the long term.

3.10	The long term support system should be sensitive to the influence of culture on its interactions with persons who are members of minority groups, and should encourage minority organizations and providers to be a part of the system.


4.	The redesigned long term support system should include the following specific implementation recommendations.

4.1	The assessment process will use a universal tool that is comprehensive, and provides easily quantified and useable data about each person with a disability’s needs, and is the basis for offering a wide range of service coordination and options that people with disabilities can choose and manage.

4.2	The system will support consumer preference and choice by:

4.2.1	providing people with disabilities with the information needed to make informed choices;

4.2.2	developing a wide range of services and providers in order to allow real choices;

4.2.3	allowing people with disabilities to decide in what setting the funding for their services is spent; and

4.2.4	using people with disabilities’ preferences and choices to establish positive outcomes upon which provider payment is based.




4.3	The system will take a long term view in making funding and service decisions that:

4.3.1	support prevention;

4.3.2	do not require people with disabilities or their families to become impoverished in order to receive services—since this will be more costly if it eliminates ability to pay for some part of the services received and expands the number of persons who need assistance;

4.3.3	creatively support services provided by families and friends that can reduce the amount of fully paid services (but do not penalize people with disabilities if families and friends are unavailable, unable or unwilling to provide informal support);

4.3.4	support people with disabilities in education and employment, and provide incentives for people with disabilities to live as independently as possible—which will reap long term dividends when they are able to pay for some or all of their services;

4.3.5	enhance the ability of support providers to earn a living, thereby replacing high turnover—and the resulting administra- tive costs—with a stable pool of people who provide chore services, personal assistance and other long term support services.


4.4	Funding and service decisions should be based on risk-sharing and cost averaging so that people are not punished for having high cost needs, and should be most flexible in allowing people with disabilities to devise service delivery strategies that improve the effectiveness of services and reduce costs.

4.5	The system should recognize that people’s needs change and that reassessment may be required in order to provide consistent support as people make transitions and move through the service system, and should provide incentives for providers to become involved early in transition planning.




4.6	Service coordination and advocacy should be provided at a level consistent with the needs, desires and abilities of each individual; the system should support and train people with disabilities to be self-advocates and respect people with disabilities as the best experts about their own lives; the person with a disability and the service coordinator should have real power to make decisions about funding and services.

4.7	The system should establish a single, low caseload standard; and standardized training on long term support should be required so service coordinators have the necessary knowledge and skills to provide and/or arrange quality service coordination.

4.8	Protection of people with disabilities’ due process rights—including a timely, simple, equitable and affordable appeals process—is essential.

4.9	The long term support system will have a single, independent, non-				governmental entity to assist people with disabilities who go through the 				long term support grievance system.
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Appendices
