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FOREWORD

Entering the 1990s we find ourselves at an exciting time in Canada
for those people who have traditionally been disadvantaged because
of being labelled mentally handicapped. The 1970s found us adopt-
ing a new philosophy of “normalization”. That concept argued that
people with a mental handicap ought to live in a way that was as
close to how others lived as possible. That resulted in the 1980s in
a re-thinking of the appropriateness of segregated settings — of
institutions, of separate schools and classrooms, and of many of the
therapeutic programs in place.

During the 1980s a number of events occurred that are begin-
ning to have a significant impact on those who have a mental
handicap. In 1985 the Equality Rights provisions of the Canadian
Charter of Rights and Freedoms came into effect. These provisions
specifically guarantee the rights of those who have a mental
handicap along with the rights of many other disadvantaged
groups. As well, during this decade, the federal and provincial
Human Rights Acts added mental handicap to the list of groups
against whom discrimination was prohibited in employment and in
the provision of services, facilities and accommodation.

The province of New Brunswick passed an amendment to the
Schools Act in 1986 that entitled all children, including those with
a mental handicap, to attend their neighbourhood schools in class-
rooms with their age peers. Across the country were found enlight-
ened individual school boards opening their classroom doors to
those with even the most severe disabilities. Even entrance to post-
secondary education facilities is being experimented with in several
places. For instance, in Alberta, a university has made its facilities
t .ilable to a number of students with a mental handicap, and a
community college in Ontario has welcomed a number of students
with a mental handicap who, until this program was developed,
would not have been able to even contemplate such an educational
opportunity.

In Nova Scotia, an innovative respite care program has been
created for a little boy whose only alternative would have been to
live his life in an institutionalized hospital setting. Creative
supported work projects are springing up in a number of communi-
ties. One program in Newfoundland was given an award for its
inventiveness in finding real jobs at real wages for persons with a
mental handicap who might otherwise never have known the
rewards of being employed.

Many provinces have established policies that promise the

9
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closure of their institutions, recognizing that only if people are in
their own communities can there be any expectation that they can
lead fulfilling, healthy and satisfying lives.

Lest this all sound like naive optimism, there are a number of
chilling realities which we still face. Over 20,000 individuals with
amental handicap remain in large institutions in Canada and most
of the governments have still not committed the necessary funds to
assist with their deinstitutionalization po'icies. The vast majority
of our citizens with a mental handicap live on incomes that are well
below the poverty line and come nowhere near meeting their needs.
Most adults with a mental handicap still work in segregated work
environments at wages well below the minimum wage guarantees,
despite Charter guarantees, Human Rights laws and employment
equity programs. Government income assistance programs con-
tinue to provide money toindividuals in a way that disentitles them
from making their own choices about how and where they want to
live, work, and spend their leisure time. Families are still forced to
give up members of the family who are handicapped to the care of
the state for lack of alternative supports.

In some cases, this is because old patterns are hard to break.
Professionals are sometimes committed to traditional notions of
treatment and therapy. Governments that have tinkered with
programs and policies are timid about overhauling systems. The
legal system does not know how to argue for the rights of those with
amental handicap. Parents have fears about their children’s future
and security. People with a mental handicap are only beginning to
learn to demand their rights and express their needs.

The government of British Columbia was one of the first provin-
cial governments to decide to close its large institutions. Indeciding
to do that, one of the routes it chose was to try something radically
different from the conventional means of funding group homes and
other services. With pressure from a group of parents, they decided
to think much more broadly about what the needs of people with a
mental handicap meant as they left the institutional environments.
Together with the families they defined needs as more than a roof
over their heads and adequate food and minimal comforts of life.
They defined needs as the ability for individuals to make their own
decisions, to have some means of determining for themselves how
and whers they wanted to live, and to control their funding in order
to do that. This was radical and visionary. It foresaw some of the
political events and initiatives that came later. The model of service
that was putin place to enable people to have cuntrol over their own
oresources and to have a mechanism in place to ensure they would

10
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participate in the choices about their lives in the community was
called service brokerage.

This study evaluates how effective the brokerage system ope-
rated by the Community Living Society in Vancouver has been in
meeting its goals and in meeting the needs that individuals with a
mental handicap have as they attempt to live as full participants 1n
the community. In some ways, service brokerage can be said to be
very successful; in other ways, it has not been so successful. It has
had to operate within a traditional social service and income
assistance framework that, to date, has proven itself unable to
provide the necessary ,upport for its full implementation. The
model has, however, shown us that we need not fear fundamental
change. Instead, it challenges us to keep trying, to keep working
towards real involvement in society for people with a mental
handicap. It is a system that does not stop at trying to improve
services, but moves beyond that to equality, to self-determination,
to dignity, to citizenship. We are no longer searching for answers
concerning services but concerning the empowerment of people who
have been labelled. These are the issues that concern people
involved in other disadvantaged groups. These are also the issues
that service brokerage set out to address.

Canadian society set itself a goal in adopting the Canadian
Charter of Rights and Freedoms. This goal involves accommodat-
ing the differences of people. It means establishing programs and
policies that support individualsto become contributing members of
society and to feel that they belong. The government of Rritish
Columbia, and the originators and implementers of the idea of
service brokerage effected through a community board, deserve to
be recognized for their efforts. Itisa process;a system that responds
to those it serves. People in Canada and arvund the world watch
with interest as it evolves. While the philosophy on which it is based
is fixed, the mechanisms and means for ensuring that those goals
are met continue to be flexible and to change. We hope that this
evaluation is helpful to others —to governments, service providers,
families, and those who live with a mental handicap — in providing
the incentive to deinstitutionalize in a mr anner that ensures equa-
lity, dignity and self-determination.

The G. Allan Roeher Institute decided to undertake this evalua-
tion because it falls within our mandate to examine ways and means
in which social policy can be effected to improve the lives of people
with disabilities. This model of service delivery has a number of
major implications for the way that service is being provided at
QDresent, First, it is dependent on individualized funding, which in

11
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itself has implications for the delivery of social assistance and other
disability income programs. There is an appendix to the study
which outlines what this means with respect to these funding
policies. I also recommend two other publications of The Institute,
Income Insecurity and Poor Places, for more information about the
income supports, and their implications, that are in place for
persons with disabilities.

Second, this model shifts the control of service delivery from the
service provider to the individual being served. This has important
implications for rationalizing the whole field of service delivery and
the delivery of income-in-kind benefits. It has the potential to end
the critical and well-recognized problems of providing either more
service than an individual needs or less service than an individual
needs because of the way service provision is made available.

There were several other reasons for undertaking this study.
Most studies of quality of life tend to use indicators that measure
factors around standard of living and satisfaction levels. Some tell
us, for instance, whether people have proper diets, whether there
are adequate fire and health measures, whether they have access to
transportation, and whether or not the options fall within accept-
able norms. Others look at individuals’' subjective states, and
attempt to measure things like personal happiness. What both have
failed to measure is what most people with disabilities consider most
critical to their well-being; that is, how much control they have over
their own lives. In most cases, individuals are not as worried about
their standard of living as they are about whether they have been
able to choose what they have and what they do. This study
providud us with an opportunity to develop measures that would
enable evaluation of quality of life from this perspective. We hope
that this research methodology will be built upon by others.

Finally, we undertook this study because we were receiving
inquiries about service brokerage from people within the disability
movement not only in Canada but also in the United States,
England, Australia, and New Zealand. We also had inquiries from
a number of government departments about brokerage for people
with a mental handicip. We were asked as well to give our views on
whether service brokerage might be helpful to other populations
such as older persons who needed supports, people with physical
disabilities and people with psychiatric disabilities. We have,
therefore, included a brief analysis of the applicability of this model
to other sectors of the population.

Discussion and debate about this model have become wide-

o°mread. I think it is a healthy discussion and I look forward to the
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continuing efforts of families, those with a mental handicap, policy-
makers, and service providers to enable greater participation of
individuals in their communities in a manner that recognizes their
equality and their citizenship.

I would like to thank many people for their assistance in this
study. First,J would like to thank a number of people who acted as
researchers and advisors on the project including Michael Bach, Dr.
Suzanne Peters, Dr. Melody Hessing, Sherri Torjman, Cameron
Crawford, Diane Richler, and Melanie Panitch.

Iwould also like to thank the Disabled Persons Unit, Health and
Welfare Canada and the Disabled Persons Secretariat, Secretary of
State Canada for their financial support of the project. In particular
I would like to thank Peter Lawless and Sue Potter for their
contribution to the consultations held duringtl.e project. Of course,
the analysis, opinions and conclusions expressed in this report’
do not represent the policies of the [iepartment of National Health
and Welfare.

I would like to thank the Executive Director and the staff of the
Community Living Society who provided all information that was
requested without hesitation. It is always a difficult job tc be
evaluated since the bad is discovered along with the good. But the
CLS was open and anxicus for the evaluation to be undertaken, and
co-operated to the extent that at times, I am sure, resulted in
disruptions in their own operations to accommodate our work.

I would also like to thank the government officials and bureau-
crats who gave freely of their time and provided a substantial
amount of information for the evaluation.

Finally, I would like to thank most sincerely the families and the
individuals with a mental handicap who participated in the study.
They use the service brokerage model and so were really the only
ones who could tell whether it worked for them or not. In the end
they have the last say on whether we, as a society, are meeting their
needs.

Marcia H, Rioux
Director




INTRODUCTION

This report is about the impact of service brokerage and individu-
alized funding on achieving the aim of self-determination, auto-
nomy, and dignity for individuals with a mental handicap. The
report is based on a study of the Community Living Society (CLS),
a non-profit, community-based agency that operates in Vancouver,
British Columbia. The CLS hasimplemented service brokerage and
individualized funding as the means to achieve the goal of self-
determination, autonomy, and dignity for the individuals it serves.
The organization has provided a setting in which to carry out a
number of interviews with individuals, families, support staff,
service brokers, and the CLS administration, about the impacts of
service brokerage and individualized funding. Some government
officials and representatives of other service agencies were also
interviewed.

Service brokerage is a mechanism to deliver the planning re-
sources that individuals require to arrange and purchase commu-
nity supports and services. Service brokers assist individuals and
their families in defining needs, provide information about alterna-
tive support and service options, identify potential service provi-
ders, assist in arranging agreements for service delivery, and
provide consultation to individuals and service providers where
requested. The underlying principle of service brokerage is to
enable the individual, through the provision of information and
planning assistance, to determine as fully as possible the decisions
gffecting his or her life.

1%




2 THE PoweR 10 CHOOSE

While it has not been fully implemented, the Community Living
Society has developed a particular model for service brokerage. In
this model, service brokers are to be employed by and made
responsible to an “autonomous fixed point of response”. The fixed
point of responseis to be a place inthe community where individuals
and families can go for information and planning assistance in
arranging community supports and services; a place that is autono-
mous from both funding agencies and service providers. It is to be
represented by a community-based, duly elected board. In the CLS
model, a service broker is anindividual’s “agent”, autonomous from
agents of the government who allocate funding for community
supports and services and from direct service providers. Service
brokers are to be accountable to the community board which
represents the fixed point. The term “fixed point service brokerage”
is sometimes used in this report to refer to service brokerage which
is attached to an autonomous fixed point of response.

Individualized funding is a mechanism to deliver the financial
resources reguired by individuals to p-irchase goods and services to
meet their basic and disability-related needs. In British Columbia,
individuals with a mental handicap are entitled to income assis-
tance, based on financial circumstances, to meet their basic needs.
Additional funding may be allocated on a discretionary basis to
purchase goods and services required because of an individual's
disabling condition. These goods and services may include housing,
attendant care at home or at work, special training programs,
technical devices, etc.

Individualized funding is different from other funding mecha-
nisms in that individuals receive funding directly or have status in
determining how funding will be spent on their behalf. Through an
individualized funding approach, costs are calculated in relation to
the goods and services that a particular individual requires. Fund-
ing is allocated cn the basis of a statement of his or her needs and
the costs of meeting these needs. Under individualized funding,
cash may be provided directly to the individual, or via a third party,
to purchase goods and services. Alternatively, government may act
as the purchaser-of-service. Purchases are made on the basis of
purchase-of-service agreements in which individuals have contrac-
tual status. The distinctive feature ofindividualized funding is the
status provided to an individual to determine the conditions on
which services will be purchased and delivered.

The Community Living Society was incorporatedin 1978. In the
o “ame year it entered into an agreement with the provincial Minister

15




INTRODUCTION 3

of Human Resources to deliver service brokerage and to manage
individualized funding.

The constitution and bylaws of the CLS provide for an elected
community board. Board members include parents and others who
are drawn from various sectors in the community. The Board is
responsible for two major functions. First, it is toact asa“fixed point
of response”. In this capacity the Board provides a range of services:
gervice brokerage delivered through three service brokers; manage-
ment of individualized funding through financial accounting and
tracking of the funding an individual receives; expertise in develop-
ment of community resources; and staff training.

Second, the Board is responsible for delivery of residential and
vocational services funded by the provincial government. Delivery
of these services is funded through agreements with the B.C.
Ministry of Social Services and Housing (previously the Ministry of
Human Resources) and the B.C. Ministry of Health. The CLS now
manages one of the largest service agencies in British Columbia for
delivering supports to people with a mental handicap. It provides
supports to thirty homes where three to four individuals live, and
provides vocational day supports to approximately 100 individuals.
This latter program is referred to by the CLS as the “day module” or
“day mod”.

The Board employs an executive director who manages the day-
to-day operations both of residential and vocational service deliv-
ery, and of service brokerage, as well as various support staff for
these functions. (See organizational chart of the CLS in Appendix
B.)

Fixed point service brokerage and individualized funding have
been oniy partially implemented for the majority of individuals
served by the CLS. They have been fully im.vlemented for a few
individuals. This is due to a number of factors which are discussed
in anhistorical analysis providedin Appendix E. An overview ~fthis
analysis is provided below.

The CLS was formed through the efforts of the Woodlands
Parents Group. This group was initiated in 1976 by a few of the
parents who had sons or daughters living in the Woodlands School,
an institution for people with a mental handicap in New Westmin-
ster, B.C. The Woodlands Parents Group submitted a proposal to
the B.C. government in 1977 that outlined alternatives to institu-
tional care, and articulated principles of individualized funding and
service brokerage. The proposal recommended that the Comm- nity
&iving Society be formed and mandated to provide planning assis-

ERIC
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4 Tue Powgr 10 CHOOSE

tance to individuals and families through “community service
agents” or service brokers. This proposal became the basis for a
policy initiative in British Columbia, known as “Project LIFE”, to
move individuals with a mental handicap from institutions to the
community.

The Minister of Human Resources introduced Project LIFE in
1977. One of the commitments made by the government under the
Project was to provide funding for community services at the same
‘evel as had been previously allocated for institutional care. Aspart
of Project LIFE, the minister also agreed to provide core funding to
the CLS to deliver service brokerage and to manage individualized
funding.! Since 1978, the B.C. government has contiriued to provide
an annual grant for service brokerage.

The agreement between the CLS and the government outlined
specific provisions for individualized funding. It stipulated that
funding was to be attached to a General Service Plan (USP)
prepared with the assistance of a se»vice broker and signed by the
individual. Each individual was to have a GSP that would function
as a contract between the government and the individual, and
outline the general parameters of the individual’s funding. Individ-
ual Program Plans (IPPs) were in turn to become contracts between
individuals and service providars. Prepared with the service broker
and based on the General Service Plan, IPPs were to be used to
contract for specific services nutlined in the plan. These arrange-
ments, however, were never fully implemented.

In 1980, the CLS began delivering residential services as adirect
service agency. This was a significant duparture from its original
intention to maintain an autonomous relationship between service
brokerage and the service system. It was also a depurture from the
arrangements for individualized fundin, in which the GSP was to
be the basis of funding allocations and contracting for service
delivery.

A number of factors led to the decision to begin delivering
services. Many individuals who had moved to the community after
1978 with the assistance of the CLS were living in inadequate and
unacceptable living conditions. The funding for the CLS was
depleted, the anticipated funding under Project LIFE had not ma-
terialized, and the ministry was reluctaut to have additional indi-
viduals move to the community unti' arrangements could be se-
cured for those already living it the community and supported
through the CLS. As well, community service providers were not
generally willirg to recognize the GSP, prepared by service brokers,
=s the contractual basis for purchase and delivery of services.

17




INTRODUCTION 5

Consequently, most were reluctant, and some refused, to acknow-
ledge the role of the broker as the individnal’s agent. Nor did the
ministryrequire that GSPs become the basis of contractual arrange-
ments, or that brokers be recognized as individuals’ agents. Barri-
ers toimplementation of fixed point service brokerage and individu-
alized funding persisted after 1980.

As part of its deinstitutionalization initiative, the provincial
government decided in 1983 to close Tranquille, an institution in
Kamloops, B.C. Procedures were established to manage the closure
over an eighteen-month period. This involved a “decentralized”
strategy which attached the planning mechanism to regional offices
of the Ministry and to local associations affiliated with BCMHP
(British Columbians for Mentally Handicapped People, now
BCACL: British Columbia Association for Community Living). The
general strategy of the ministry was to select service providers
through a tendering process. Requests to provide residential and
vocational support to groups of individuals livingin Tranquille were
put out to tender. This approach fundamentally contradicted the
principles of individualized funding and planning through an
autonomous, community-based planning agency or fixed point of
response. The CLS was, however, contracted by the ministry to
provide service brokerage for twenty-five individuals leaving Tran-
quille.

In 1986, the Ministry of Social Services and Housing began to
close wards in another institution, the Woodlands School. The
delivery mechanism for planning resources was more highly cen-
tralized within the ministry for this downsizing process than had
been the case with the closure of Tranquille. Tendering procedures
were again implemented. Under these procedures, prospective
service providers prepared proposals on the basis of “non-identify-
ing profiles” of individuals prepared by ministry social workers and
Woodlands staff. Again, this approach differed substantially from
service brokerage and individualized funding.

Another development in 1986 was the establishment of the
“Services to the Handicapped” Division within the B.C. Ministry of
Health. The goal of this division is to fund and arrange for delivery
of community services in order that individuals living in extended
care facilities can be supported in the community. This division has,
to some extent, employed the mechanisms of service brokerage and
individualized funding in order to achieve this goal.

The reorganization of the Ministry of Social Services and Hous-
ing (MSSH) in 1988 was another significant development for the im-
pllementation of service brokerage and individualized funding. It
LS
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6 THr PowkR 10 CHOOSE

resulted in the creation of an operational unit titled “Services to the
Handicapped” in area offices of the ministry, and reinforced the
ministry’s role in delivering planning resources to be used in
arranging community supports. In this sense, the reorganization
reflected a substantial break with the principles of the autonomous,
community-based, service brokerage that had been the basis of the
original agreement between the CLS and the MSSH under Project
LIFE.

The following chapter will describe the framework forevaluating
the effectiveness of service brokerage and individualized funding. It
identifies the five criteria for decision-making opportunity used in
the study. Chapters Two through Six examine the impact that
service brokerage and individualized funding have had in terms of
each of these criteria. Accordingly, Chapter Two examines access
to planning resources; Chapter Three access tofunding according to
individual need; Chapter Four accountability to individuals in
decision-making; Chapter Five therange ofalternatives for commu-
nity-based services; and Chapter Six securing recognition of and
status for individuals’ close family and friends in the decision-
making process.

Chapter Seven assesses the applicability of service brokerage
and individualized funding to other groups including individuals
with a physical disability, individuals with a psychiatric disability,
and individuals who are elderly.

Chapter Eight outlines conclusions to the study.

This reportincludes a number of substantiveappendices, Appen-
dix A discusses the methodology for the study. Appendix B provides
an organizational chart ofthe Community Living Society. Appendix
C describes the procedures implemented by the CLS for costing the
General Service Plan. Appendix D examines the feasibility of an
individualized funding approach under the provisions of the Can-
ada Assistance Plan and Established Programs Financing. Finally,
Appendix E provides a more detailed historical analysis of the
implementation of service brokerage and individualized funding by
the Community Living Society.

Notes
1British Columbia, Ministry of Social Services and Housing, Agree-

ment between the Community Living Society and The Minister of
Human Resources, September 8, 1978.
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CHAPTER 1

THE FRAMEWORK FOR
EVALUATION

This chapter describes the evaluative framework used in this study
to examine the impact of service brokerage and individualized
funding. The frame vork was developed through a number of steps.

The first step was to select the goal against which the effective-
ness of service brokerage and individualized funding would be
measured. The stated goal of the Community Living Society — to
achieve self-determination, autonomy, and dignity for individuals
with a mental handicap — was selected for this purpose.

The second step was to develop a measure which would be used
to assess the achievement of this goal. The extent to which indivi-
duals and/or their families had the opportunity to make their own
decisions was selected as the measure of self-determination, auton-
omy, and dignity. Individuals and families who were interviewed
identified three kinds of decisions that they wanted to be able to
make: (1) the nature of supports an individual would receive; (2) the
service providers who would deliver supports; and (3) decisions
affecting the individual in ongoing service delivery. The meaning
and importance of these decisions to individuals and families are
discussed below.

The third step was to identify the procedures, established
through service brokerage, individualized funding, and other plan-
ning and funding mechanisms, that have been used to make these
decisions.

The fourth step in developing the framework was to select the
specific criteria of decision-making opportunity that would be used
Q
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to assess the impacts of the mechanisms of service brokerage and
individualized funding.
Each of these steps is discussed in more detail below.

THE GOAL OF SELF-DETERMINATION, AUTONOMY,
AND DIGNITY

The selection of the goal of the CLS as the basis for the evaluation
was made in preliminary meetings on the research. Participantsin
these meetings included the research team, a selection of parents
whose sons and daughters have been served by the CLS, CLS Board
members, staff, service brokers, and a representative for the
funders of the research.

The CLS states two sources for its goal. First, it is based on the
“beliefs and values” which were articulated by the Woodlands
Parents Group, and which continue to be a foundation for the CLS.
The CLS states these beliefs and values as follows:

WE BELIEVE THAT EACH PERSON is a unique indi-
vidual, having worth, no matter what the degree of
handicap.

WE BELIEVE THAT EACH PERSON has the right to
live a life of dignity.

WE BELIEVE THAT EACH PERSON must have their
personal autonomy protected at all times and every effort
must be made to nurture the development of self-determi-
nation for the individual.

WE BELIEVE THAT EACH PERSON should have the
opportunity to live as a full member of society in hisor her
own community.}

Second, the CLS states that self-determination, autonomy, and
dignity also reflect fundamental freedoms, legal rights, and equality
rights under the Canadian Charter of Rights and Freedoms. The
organization states a commitment to ensuring that these freedoms
and rights are fully enjoyed by individuals with a mental handicap.?
The CLS has implemented service brokerage and individualized
funding as the means to achieve its goal.

This research began with the assumption that “self-determina-
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tion, autonomy, and dignity” could be measured as an “outcome” in
individuals’ lives. Further, it was assumed that this outcome could
be related in some “causal” way (negatively and/or positively) to the
mechanisms of service brokerage and individualized funding.
These assumptions were grounded in the recognition that within
the field of mental handicap, quality of life outcomes like “self-
determination, autonomy, and dignity” have been identified as a
basis for evaluating policies and programs. In a seminal review
article on deinstitutionalization and evaluation research in this
field, Emerson suggests that measures of “community participation
or exclusion, power, and autonomy” are required to adequately
evaluate quality of life outcomes for individuals.®* Mitler suggests
that one of the important criteria for judging the quality of life of
individuals with a mental handicap is whether they have “opportu-
nities to express choice not only in clothes and food but also in their
choice of where they are to live, the kind of schools they go to, the
kinds of work that they would like to do, the way they spend their
leisure ... their social and sexual relationships.™

While there has been a growing commitment to evaluating
quality of life using outcomes related to self-determination, auto-
nomy, and dignity, there is little quality of life research undertaken
on these terms. There have been some studies which focus on
“decision making” within a residential setting. Bercovici, for
instance, found in an evaluation of residential programs “that
opportunities for decision making and choice making were gener-
ally absent from the daily routines.” In another study, Kishi, et al.
found that individuals with a mental handicap were much less
likely to have opportunities to make daily decisions about meals,
leisure activities, and relationships with friends and families, than
individuals without a handicap.®

However, measures and criteria to examine the wider array of
choices, implied by the goal of self-determination, autonomy, and
dignity, have not been developed. Developing the measure of self-
determination, autonomy, and dignity, and specific criteria for
evaluation, was the methodological challenge of this study.

DECISION-MAKING OPPORTUNITY

For the purposes of this study, decision-making opportunity was
selected as the measure of self-determination, autonomy, and
dignity. For the CLS, self-determination, autonomy, and dignity
are achievedin large part when individuals have the opportunicy to
make the whole range of personal decisions, from the direction their

J" res will take, to the “who, what, where, and how” of the supports
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and services they receive, to daily decisions about clothing, meals,
andleisure. Individuals, families, and others who were interviewed
also wanted individuals to have opportunities to make decisions
about where to live; who to live with; the kinds of friends and
relationships that would be sought and maintained; the kind of
education, employment, and daily activities that would be pursued;
the leisure and recreation activities that would be enjoyed; the
medical treatments and health care they received.

For the purposes of this study, this wide array of decisions was
organized into three categories or areas of decision making. As
identified above, these include:

¢ decisions about the nature of community supports to be
used;

e decisions about which service providers would be used
to deliver the supports;

e decisions in ongoing service delivery.

Many of those who were interviewed felt that they had, at
various times, been denied the opportunity to make these kinds of
decisions. Common in the perception of many was that these deci-
sions had been made by others, whether government officials, social
workers, service providers, support workers, doctors, or other
professionals.

The following sections describe the barriers to decision-making
opportunity that individuals and families experienced prior to their
receiving service brokerage and/or individualized funding.

DECIDING THE NATURE OF COMMUNITY SUPPORTS
The decision that an individual was to move into institutional care,
or move from the institution to the community was of major
significance for the individuals and families interviewed for this
study. In making such a decision, individuals’ needs for support
were being redefined. New choices were being made about the
supports required to secure individual welfare and well-being.
These supportsoftenincluded the kinds of residential, employment,
recreational, and educational arrangements that were considered
best able to meet an individual’s needs.
However, many of the individuals and families who were inter-
viewed felt that, in the past, the decisions about the kinds of
o°pports they were to receive had been made by others. One
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individual, who was a participant in this study, lived for over thirty
years in institutions in British Columbia, including the Woodlands
School in New Westminster. Margie first lived in an institution
when she was twelve years old. She was placed ininstitutional care
because many people, including her father, felt that there were no
other options. Over the thirty years she lived in institutional
facilities this perception became shared by others, and was very
slow in changing.

I wcs only twelve ... My doctor had given me some medi-
cation when I first started taking seizures. I was gettin’
foggy. Like I would listen to the radio, get comfortable,
and I'm asleep. Isaid to Mom, “God, I feel terrible, I know
it'’s the medication”. And then I started gettin’ worse,
hearing voices that weren’t even there. Sometimes I'd be
seeing something that wasn’t even there ... that was the
side-effects of the medication ... And so I wound up in
Riverview [hospital]. I went home in a month and before
ITknewitIwasrightbackthere. TomydadIhada nervous
breakdown, but it was the wrong ones [the medication]. So
I had one struggle ... I thought I could get somethin’going
in my dad’s head that [the institution] was no place for a
young girl, she was to be home. That didn’t ring a bell in
my dad’s head at all. Not until he was sick and dying, I
wastwenty-ninethen, was he sorry he never took me home
when I asked him ... I have had one life I would not want
somebody togo through themself. 1been battered around,
pushed around, lived in different institutions for thirty-
two years ...

I was determined to get out ... For thirty-two years I had
no parties, no nothin’. I wanted no more of people tellin’
me where to go, when to eat, I made up my mind ... My
social worker thought I was nuts for wanting to move out
because I had everything there. “You don'’t see it my way,
do you?” I said. She said, “No.”

Margie’s frustration was that for “thirty-two years” she could
never get anyone, with the exception of her mother, to “see it her
way”.

To place an individual in institutional care was usually not the
choice that individuals or families hoped for or wanted. Many,
hnwever, had been told by doctors, social workers, or other profes-

Y




12 THE PowgR 10 CHOOSE

sionals that no other options could be found for in-home supports, or
other adequate community arrangements. Theinstitution was seen
as the only source of security for the individual. And in many cases
families felt that this was their only option for relief from sole
responsibility for care.

A few parents who were interviewed also indicated that until
very recently they still saw institutional care as the only sure way
of meeting their son’s or daughter’s needs. They felt that institu-
tions provided security and stability for individuals who were
otherwise vulnerable in the community. For example, one mother
who was interviewed for this study had been extremely concerned
when told that her daughter, Sarah, would be moving from the
Woodlands facility to the community:

My daughter was in a group home when she was young.
She was badly abused in it and became very disturbed, so
she went to Woodlands. She was not tied to a chair. She
was not abused. The staff were very kind and loving. She
was quite happy ...

The account of this mother, like that of other parents who have
expressed concern about the closure of institutions, ma;* be more
than an argument for institutional care. It may also be interpreted
as an indictment of the lack of supports in the community that can
respond to their definition of their son's or daughter’s needs: a
supportive, caring, secure environment. This particular mother
had tried, unsuccessfully, to find these supports before her daughter
went into Woodlands.

Many who were interviewed had found that although their
choice was that an individual should live in the community, the
decision to do so was often entirely determined by someone else. For
example, Andrew, one individual in this study, had written in 1985
to Grace McCarthy, then B.C. Minister of Human Resources:

Iam a resident of Pearson Hospital in Vancouver, B.C. I
am writing this letter to you because I have a problem and
Ifeel the best person to talk to about it is you. My problem
is this: Twould like to move into a group home situation,
but I am unable to because of the lack of these kinds of
facilities in this and other areas of the province. Ifeel that
perhaps you are the only person with the power to help me
as you are in the position to make these decisions.
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Six months later, still in Pearson Hospital, his depression had
deepened, he had suffered further loss of social and motor skills, and
hallucinatory episodes were becoming more frequent. When he was
about to be committed for long-term care to a psychiatric ward, his
mother was able to convince the Ministry of Health to provide
funding for community supports, and arrangements were made
with the Community Living Society to deliver service brokerage and
residential services.

It took Andrew and hisfamily over ten years to obtain long-term
supports in the community. One barrier to securing a community
placement was that Andrew wad identified as having a “multiple
handicap”, and that government departmental responsibility for
funding was therefore unclear. Because ¢f this lack of clarity,
Andrew was forced to spend two of his first eight years living in
Sunnyhill Hospital. His parents then brought him home for four
years, but after this time, could no longer provide for his emotional
and physical needs.

No financial support was forthcoming from the Ministry of
Human Resources, so when Andrew went back to the hospital for
assessments in 1978, his mother reluctantly conceded that she was
unable to bring him back home. The Ministry of Human Resources
then agreed to place Andrew in a group home in the community.
However, because the home was funded as a service for children, he
could only remain until his nineteenth birthday. When he left the
home he was again forced by circumstances beyond his control and
choice to move back to the hospital.

Anticipating the loss of funding, his mother had begun to look for
otherarrangementsin 1982. Between 1982 and 1986, when Andrew
was about to be committed to a psychiatric ward, his mother was still
unable to find the funding, information, or service provider that
could be used to arrange the community supports she and Andrew
were seeking. According to his mother, it was the label of “multiple
handicaps”, that had been the barrier:

He was caught between health and social services fund-
ing and no one was taking the responsibility. No one
would take him because of his multiple handicaps. His
social worker didn’t know how to deal with it. The social
worker couldn’t do a thing.

Writing in the spring of 1986 to the Deputy Minister of Health,
when her son was most desperate to leave the institution and most
3t risk of being institutionalized in a psychiatric ward, his mother

N % Ve )
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expressed the following:

I am writing to ask you for your help regarding our son...
I believe that Andrew’s recent behaviourial difficulties
aredirectly related tohisunhappiness of being in Pearson
Hospital. He feels angry, frustrated and often times is
aggressive as a result of not being able to have the freedom
for such basic things as:

a) going to the bathroom at night

b) having a bath more frequently than once per week

¢) doing more walking and crawling just to mention a few
things ...

A couple of weeks after he had improved to some degree he
had another [psychtic] relapse. He again tried to “get
away” from Pearson and when he had his chair taken
away he tried crawling off the ward. This action resulted
in him being confined to his bed ...

Why can’t Andrew be given the chance to live in a group
homeor residence again, a setting in which he has thrived
in the past ... It seems arbitrary and senseless that his
happiness be taken away simply because he is now an
“adult” instead of a “child.”

Andrew and his mother are similar to many others interviewed
during this resea. ch in that they wanted to be able to make their
own decisions about the residential, vocational, and other supports
that would enable individuals to live in the community. As well,
they wanted individuals to have the opportunity to choose the goals
tt.ey would pursue, and the directions their life would take. They
wanted some control, therefore, over how individual needs for
support would be defined.

CHOOSING SERVICE PROVIDERS

Some of those who were interviewed indicated that once individual
needs for community supports were defined, they also wanted to be
able to make decisions about the service providers who would
deliver supports. One woman who was interviewed, and who took
this position, has a daughter, Christine, who has a progressively
degenerative, neurologicaldisorder. Whenherrespite program was
ent, Christine’s mother came to the conclusion that governments
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THE FRAMEWORK FOR EVALUATION 15

shculd make commitments to individuals, not to “programs” or
“gervice providers”. She wanted the resources and status to choose
the service providers who would support Christine.

When Christine’s respite care program was cut and then tempo-
rarily reinstated at Sunnyhill Hospital, her mother wrote tc the
Premier of British Columbia, William Vander Zalm:

... For the past six years, Christine has been receiving
respite care at Sunnyhill Hospital for Children, with
plans for long term care. At present, we have been told
t..at any long term care or respite care is an impossibility
due to:

(a) lack of beds

(b) too long a waiting list

(c) lack of placement for youths over 18 years, who should
no longer be at Sunnyhill

(d) cut backs

(e) hospital is over budget.

... the only future facility for long term care we've been
informed of is Queen Alexander hospital on Vancouver
Island ...

To suggest that Christine be sent to another hospital is
like putting “another nail in her coffin”. Christine is
familiar with the layout at Sunnyhill, the routine and the
staff there. Most important of all, they are familiar with
her needs physically and mentally and spiritually. To
take this away from her would only hasten her already
short prognosis. It would also make it impossible for us
to visit and would definitely make it difficult to have her
home on weekends ...

The Premier wrote back with assurances that Christine would
receive respite care as long as her family continued to provide care
at home. It was also ir.plied that Christine’s long-term care needs
would be met. The Ministry of Health was then involved to begin
planning for Christine’s long-term supports. In response to a
request by Christine’s mother, funding was allocated directly to
Christine. The ministry also made available the planning assis-
tance of a service broker through a contract with the Community
‘Iriving Society. The broker identified potential community re-
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sources, and conditions for service delivery were negotiated be-
tween Christine’s mother and the Ministry of Health. Christine’s
mother and her family were then able to choose the service provider
that seemed most appropriate.

In the view of some of those who were interviewed, the choice of
support should be a decision that is independent of the choice of
service provid:r. They wanted first to be able to decide the kinds of
support they wanted and needed. On that basis they ther. wanted
to be able to choose the service provider who could best deliver the
supports.

MAKING DECISIONS IN ONGOING SERVICE DELIVERY
Parents and support staff interviewed in this study indicated that
they did not want absolute “control” ove: the decisions that were
made in ongoing service delivery. More important to them was to
ensure that decision.: were made in ways th- t: respected an individ-
ual’s autonomy; acknowledged the roles cf families; maximized
opportunities for individuals to choose risks, ;uinimized threats to
fundamental health and well-being; and muximized individual
potential. Making the “right” decisions in the “right” way was as
important when choosing daily activities as it was when choosing a
new place of residence, or an educational program.

Like individuals and families, support staff experienced difficult
dilemmas around making decisions. For instance, conflicts arose
overautonomy or an individual’s right to choose risks, and hisor her
protection and health. Conflicts also arose over individual auton-
omy and what, from the perspective of support staff, seemed best
able to promote personal development. As well, conflicts arose over
an individual’sautonomy whenhisor her actionsconflicted with the
autonomy of other individuals with whom the person lived. or
those who were interviewed the challenge in ongoing service
delivery was not in deciding which decisions were most important
to an individual's “self-determination, autonomy, and dignity”.
Rather, the challenge lay in balancing interests and conflicting
principles in making any decision, regardless of its apparent signifi-
cance or impact.

For example, there were dilemmas for parents in promoting the
“gelf-determination” of their son or daughter. Many wanted to be
involved in making decisions. They wanted the decisions that were
made to contribute to their son’s or daughter’s personal develop-
ment, security, and quality of life. At the same time they wanted to
respect their son’s or daughter’s personal autonomy in making his
or her own decisions. One mother reflected on this dilemma in the

o .
MC»llowmg way:
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Oneof the things that I have a hard time with, as a parent, is my
son’s self-determination. I think of what institutionalization has
done to my son over the years, and how that has altered or deprived
the process of positive self-determination, and how so much of what
a person determines in an institution is a negative thing in order to
attract attention. And so when someone comes out of an institution,
that has to be considered, when an individual is doing something.
What is so difficult is to say, yes, that is his decision, he is
determining that, so we have to let him do that. I have a hard time
with that knowing some of the decisions my son is making right now.
I could say, “why are you determining those things in your life, you
can'’t do that”. But no, you really do have to remember, as family,
that you need perspective ... But at the same time, the balance has
to be there. Ron has to be given the opportunity to learn that there
are other ways, given that he learned to make certain choices when
he was in the institution.

Notwithstanding the need to strike the right balance, there were
instances where individuals and families had experienced almost no
control or input in decision making. In these instances, regaining
a measure of control was perceived as the paramount concern. One
such example of this was provided by the mother of a young man,
Gerald, who had lived in many large and small “group homes” over
the past fifteen years:

Gerald has been in so many different group homes, and so
many times staff have ended up controlling and manipu-
lating him, so much so that he has to leave. In one
fourteen-bed facility he was in, the supervisor had ma-
nipulated Gerald so that niy son told him everything,
everything he did. The only way Gerald felt he could
survive there was if he was always reporting on himself.
From there he moved to a smaller residence — Gerald, who
isfairly independent, and five severely handicapped indi-
viduals. There was no input. There was no planning.
There was a good staff person who helped Gerald with a
lot of skills. But the supervisor was on a power trip, all
rulesand orders. The staffeventually prepareda contract
that said if Gerald swore or had a fight with a room-mate
he would be kicked out. Gerald was getting desperate. 1
was getting desperate. So I went to the Association and
said that either the supervisor goes or my son goes. They
felt it was a “communication” problem. So they called in
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a social worker, the supervisor and myself. It was agreed
that Gerald would go back with no programs, that any
further programming would be developed with staff, the
social worker, myself, and Gerald. And after the meeting
was over the programming supervisor said, “I feel so pow-
erless”. But he wasn’t powerless for long.

By no measure did the accounts from the research paint the
majority of front-line support staff as controlling, or manipulative.
Staff faced their own dilemmas in making decisions, especially
when no family were involved. How far were they to go in imposing
programsin the attempt to realize positive changein anindividual's
life or to expand his or herrange of choices? One residential support
staff said:

Decision making is like a series of concentric circles. We
often get stuck at the first level, the first circle. I ask Liz
what she wants to do. She always says, “Go for coffee”.
This is what she always wants to do. That's O.K. But I
also feel a responsibility to expand the “circle” of decisions
she can make. 1 want to her to be able to find other things
she likes to do, other places she likes to go. But that
depends on me expanding the circle of what shecando. 1
have to create possibilities that she might choose at
another time. But it can be very frustrating figuring out
whose court the ball is in.

Another dilemma for support staff was their own personal
relationship and commitment to an individual. In relation to his
experience with one young man, another residential support staff
viewed the dilemmas in these ways:

We [support staff] decided to try to reduce Eric’s “meds”.
We wanted to see if we could get rid of the drugs to see who
the man is. We decided we would be willing to risk the
adventure of shedding the drugs as a way of getting back
to the essence of this man who had been disguised by
medicine. Ithink it hasa lot to do with expectations. We
are interested in knowing Eric, the human being, not the
drug label. But because we are the only ones in his life we
have to set these expectations ... even though setting
expectations is not part of my job, and maybe shouldn’t be.
Q So you find yourself being torn between being a support
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person, and being someone who is at the centre of another
person’slife... As staffwe alsohad tojudge when we could
legitimately take time away from the other men we are
supporting, because we knew Eric would start demand-
ing a lot more “one-on-one” when the drugs started to go.
But how much longer could we let Eric wait before we
helped him get rid of the drugs in his life?

Parents and front-line support staff spoke very strongly in this
research of the need to ensure that the “right” decisions are made
when they need to be made, and that they are made in the “right
way” — guided by principles of respect for individual autonomy,
family involvement, maximization of opportunities for choice, and
promotion of individual potential for development. When conflicts
arose between these principles, staff and families wanted access to
support to resolve them in order that the individual did not,
unnecessarily, bear the cost of the conflict.

THE PROCEDURES FOR MAKING DECISIONS

The way in which these three kinds of decisions were made varied
for the individuals and families who were interviewed. This
variation depended to a large degree on the planning and funding
mechanisms which were used to arrange, purchase, and manage
community supports and services. As one set of mechanisms,
service brokerage and individualized funding incorporated certain
procedures for making these decisions. These procedures departed
in significant ways from those established under more conventional
and widely used planning and funding mechanisms.

This section provides a brief comparstive description of the
decision-making procedures used under planning and funding
mechanisms, including service brokerage and individualized fund-
ing. Most individuals and families represented in this study have
received supports and services under both sets of planning and
funding mechanisms. (See tables that summarize these mecha-
nisms, types of decisions, and decision making procedures on pages
108 and 109.)

MECHANISMS FOR DELIVERING PLANNING

RESOURCES

The conventional planning mechani;n:

government or service provider-based planning
Anindividual, or his or her parents, usually comes into contact with
?‘Ce Ministry of Social Services and Housing (MSSH) —the “funding
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agency” — through a social worker based within a district or
regional office of the ministry. If the individual is hvmg in an
institution, the social worker assigned to the institution is usually
the point of contact for planning for community services. The
planning role of the social worker can include some assessment of
needs for support, a determination of funding and/or service levels
required to meetindividuals’ needs, a determinationof eligibility for
financial resources and/or residential and vocational supports, and
the identification of service providers to deliver the supports. Sociu
workers may be assisted in these tasks by “financial assistance
workers” and “resource developers” who also work for the ministry.

The support rervices purchased by the ministry are usually in
the form of “programs” to be provided to individuals. Thus, it may
be determined by the social worker that an individual “needs”
twenty-four-hour residential care, a semi-independent living pro-
gram, or a proprietary care service. The task of the social worker is
to find a “match” or a “fit” between individuals, the available set of
“program models” that the ministry is willing to fund, and service
providers available to deliver the program.

Under tendering procedures for downsizing Woodlands, a social
worker based at the institution meets with ward staff to “cluster”
individuals in groups of three or four, and to prepare “non-identify-
ing” profiles of needs for each individual. These profiles describe
“level” of handicap, medical conditions, functional ability, and
behaviourial characteristics.

The profiles for each of the clusters of individuals who are to
move to the community are then made available to potential
community-based residential and vocational service providers.
Those who are interested in providing services prepare proposals
based on the profiles of needs of each individual in the cluster, and
submit a bid to the ministry.

When an individual already lives in the community, whether at
home or elsewhere with paid supports, and it is determined that
they require alternative arrangements, a social worker from a
district or regional office will meet the indivi:iual and prepare a
profile of needs. The profile may be used in referring the individual
to potential providers. Providers will determine whether they can
deliver appropriate supports within the funding commitment the
ministry has made. Agreements will then be negotiated with the
service provider.

In ongoing service delivery, the planning resources available to
the individual are usually delivered through the service provider.

oFront-line support staff and other professionals usually provide
E KC)me form of individual program planning within terms set by the
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service provider, or required by the funding agency. Service
providers may make counsellors available to assist individuals in
coordinating their service needs among various service providers.

As part of their case-management function, social workers carry
out periodic reviews of the services an individual receives. As well,
the ministry has instituted a process to review the vommunity
services received by individuals who moved from Woodlands under
the tendering procedures. At the time of the study, province-wide
standards for delivery of community residential support wereunder
considerationby a Provincial Advisory Committee on Servicestothe
Handicapped. The design of a monitoring function to ensure
compliance with standards was under review as well.

The autonomous fixed point of response and

service brokerage

Service brokerage is based on the principle that individuals and
their close families and friends should be able to make decisions
about the supports and services they require. Service brokers are
to be fully accountable to individuals and those family or friends
that theindividual designatesto assist in decision making. The CLS
believes that this kind of accountability can be ensured by the
broker’s autonomy from the funding agency and service system, and
by their accountability to a fixed point of response.

The service broker may assist in a number of functions that
facilitate the decision-making process for individuals and their
families including: identification of individuals’ goals, strengths,
and needs; provision nfinformation about the kinds of supports that
could meet these needs; identification of potential service providers;
assistance in negotiations and contracting with the funding agency
and service providers; and consultancy on the implementation of
service agreements.

Based on the identification of goals, needs, and strengths, and
decisions about the kinds of supports to be used, service brokers
prepare a General Service Plan (GSP). The GSP includes a
statement of strengths, needs and goals of an individual, an identi-
fication of required residential and other supports, and a costing of
these supports.

A recent monograph on service brokerage states that general
service planning should result in a plan that:

“larticulates] a vision of community living that the indi-
vidual hopes to experience ... contains the organized
information about an individual’s strengths, needs, and

3%
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personal vision for community living ... a statement of
how the vision for community living can be achieved ...
such things as where a person lives, where they work,
learn or play, as well as how they communicate and take
care of their personal and medical needs”.”

The CLS evolved general service planning when the organiza-
Honwas first faced with findingways of moving individuals from the
institution to the community under Project LIFE, The expericnce
with one of the first individuals the Board agreed to support was an
opportunity not only to negotiate with the Regional Office of the
Ministry for individvalized dollars, but also «n cpportunity to
develop a plan on which individual costs would be based. For the
broker involved, the experience with this individual was crucial to
how the CLS came to think about and practise planning:

We had tograpple with w.i.at aplanning process would be,
what did it mean, what kind of a tool would we use, would
it be an existing one, would we have to come ur with
something new? ... There was . ¢ young lady who vas
seen as a crisis situction by the [CLS] Board, because he:
mother had pulled her out of the institution one day [late
in 1977]. She had fcund her starving, essentially. She
had been given some drugs and wasn'’t eating anymore,
and soshe brought her home. The Region [Regional Office
of the Ministry of Human Resources! was having some
difficulty with what to do to support this young lady and
her family, and so the Board agreed to support them.
Around her we came up with a general serviceplan format
that was attempting to talk about who the person was, a
kind of profile, and then a plan of action ... This plan was
taken to the Regional Manager and walked throug'., this
profile of the person. It wasn't a program that was being
asked for. We talked of outcomes, the “dream” for this
young lady, and then some discussion of what that would
cost.

This emphasis on the individual, his or her “dream”, who the
personis, has beena continualthread inthe development of the GSP
process. Thisis evident in the service brokers’ more recent percep-
tions of their own work. As one broker stated:

Last year [1987] we tried to move further away from
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descriptions and labels. We see the GSP as a uocument
that shapes the perceptions of people who work for the
individual. So we’re moving tcwards using the GSP as
part of an educational strategy. And we’re much more up
front about labelling as an institutionalizing process.

Wedon't accentuate the GSP as a form or format. Its first
function is the process of planning. It is a tool that
becomes the road map for developing service, it should
then become the contract.

The CLS believes that planning should culminate in a contract
that provides real status and accountability to the individual. The
logic underlying the emphasis on the contract is a recognition by the
CLS that both the service provider and the funding agency gain
their status in the service system through the contractual agree-
ments they strike. If an individual is to gain some status, the CLS
believes he or she also needs to hie party to the agreements that are
made about them.

Autonomous service brokerage and individualized funding have
been fully implemented only for a small number of individuals
served by the CLS. For these individuals the Ministry of Health has
agreed to allocate funding on an individual basis, and to contract
with the CLS to provide up to 200 hours of service brokerage per
individual. The functions of the service broker as specified in these
contracts include:

e acquisition of knowledge and information by getting to
know the individual, and carrying ,ut research related
to their needs;

e exploration of resource options in the community which
includes the identification of potential specialized serv-
ice providers, and the identification of generic medical
an vvo.essional supports;

e general service plennirg;
e negotiation of funding agreements with the ministry,

and service agreements with the service agency, based
on tho general service plan;

-

o)
""
- -



24 THE PoweR 10 CHOOSE

e transition planning, which includes interpretation of
the individual’s needs to service providers, preparation
for the move of the individual to his or her residence,
consultation on staff training, etc.

Service brokers are to be available after individuals begin
receiving services. At the request of the individual, or his or her
family, brokers are to provide assistance in ongoing mediation and
negotiation with the service provider. Where individualized fund-
ing is in place, service brokers have also been contracted to provide
staff training, and to monitor the implementation of the contract for
service delivery.

The CLS stresses the value of advocates and personal relation-
ships outside of paid support staff. Family and friends are to have
uninhibited access to the service, regulated only by the individual.
For those individuals who do not have family or friends involved in
their lives, support staff are encouraged to facilitate development of
personal relationships. The CLS has encouraged families to play a
role in activating the decision-making process for ongoing service
delivery, inindividual planning, and in providinginformal monitor-
ing. Families may seek assistance from brokers in carrying out
these roles.

MECHANISMS FOR DELIVERING FINANCIAL RESOURCES

In Canada, financial resources are allocated by governments for
income assistance and for the purchase of supports and services.
Financial resources are generally allocated under the federal-
provincial funding arrangements of the Canada Assistance Plan,
the federal-provincial Established Programs Financing arrange-
ments, federal-provincial agreements under the Vocational Rcha-
bilitation of Disabled Persons Act, and other provincial funding
sources. In British Columbia, the authority for allocating financial
resources for income assistance and social services is granted under
the provisions of the Guaranteed Available Income for Need Act
(GAIN).

Income assistance is provided to individuals in British Columbia
to meet their basic living expenses. It is an entitlement for those
who meet afinancial needs test. This entitlementis legislated under
GAIN and is administered by the MSSH. This ministry has been the
primary authority within the provincial government for funding
and programs for people with a mental handicap.

There are two entitlements for individuals with a mental handi-

Lap provided under this legislation. Basic Income Assistance is
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provided to all individuals aged nineteen and over who meet a
financial needs test. Assistance includes a shelter and utilities
component, and a support allowvance. Supplementary benefits,
through “GAIN for Handicapped are provided to individuals who
meet the criteria of “handicapped person”. This supplementary
entitlement is meant to respond to financial needs that arise
because of an individual’'s permanent inability to gain financial
independence through employment.

Where individuals require residential, vocational, or other sup-
port because of a disabling condition, they may be eligible for
additional fundingunderSection 2 of the GAIN Act. However, while
individuals may be eligible for additional funding because of their
demonstrated needs, they are not entitled to this funding.

Financial resources for supports and services are conventionally
delivered under the funding mechanism of “service funding”.
“Individualized funding” is described below as an alternative to
service funding. “Individualized costing” is described as partially
implemented individualized funding, which has been in place for
the majority of individuals served by the CLS.

Service funding

In the case of service funding, the service providers who are chosen
to deliver residential and vocational supports receive funding from
the MSSH, and/or the Ministry of Health through purchase of
service agreements. The contractual arrangement under service
funding is between the provincial government and service provid-
ers. It is incumbent on these two parties to reach a decision on the
supports required by any particular individual. The service pro-
vider may or may not be willing to deliver services at the rates
proposed by the funder. Given tl.at the provider does decide to
deliver services to an individual(s), it is on the basis of their needs
as a service provider (overhead, staffing, operating costs) that
funding is negotiated and allocated.

Where tendering procedures are used, service providers submit
proposals to the MSSH to provide service to an individual(s). The
ministry’s acceptance in principle of a bid by a service provider
serves as a funding commitment to that provider. The funding
agency and the service provider then ncgotiate a final proposal and
budget for delivery of services.

Through the tendering procedures, more than one service pro-
vider may submit a proposal to deliver services to the same cluster
of individuals. In these cases the MSSH, in conjunction with senior

?ﬁ‘lcials at Woodlands, determines which service providers are best
LS
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able to meet individuals’ needs and meet the accountability require-
ments of the ministry. Once this decisionis made, negotiations with
a service provider begin.

The ministry may also provide funding commitments through
referral. When an individual has been determined by the ministry
to be eligible for funding, they may refer an individual to a service
provider. Ifthe service provider is willing to provide services, they
accept the funding commitment from the ministry, and develop a
proposal and budget for service delivery.

In most cases, the MSSH uses a service funding approach to
deliver individuals’ income assistance, as well as the funding for
residential and vocational supports for which their eligibility has
been determined. That is, the income assistance to which individu-
als are entitled is automatically allocated to the service provider
contracted by the ministry. That portion ofincome assistance which
is paid to the service provider is considered to be the individual's
“user fee” for use of the services.

Financial resources for ongoing service delivery are usually
allocated through the purchase of service agreements between the
funding agency and the service provider. Procedures for financial
accountability are instituted as part of these agreements. As a con-
dition of funding, the ministry may require that some procedure for
individual planningbe implemented. Thisrequirementisintended,
in part, to ensure accountability to individuals’ decisions. It also
serves as a way of managing the primary line of accountability in
ongoing service delivery — that of the service provider to the
funding agency.

Individualized funding

Individualized funding is an approach to allocating financial re-
sources that begins with the individual. Allocations are not made
to service providers to deliver “programs”, but to individuals.
Individuals and their families and other personal supports, with
assistance as required, negotiate with the funder to determine the
supports and service providers tobe used. The underlying principle
of individualized funding is that individuals and their families
should have status to determine which goods and services will be
purchased to meet their needs.

Procedures for managing and negotiating funding allocations
revolve around the General Service Plan (GSP). Under individual-
ized funding, the funding agency makes funding commitments to
individuals prior to any purchase of services. The individual, with

J:lose family or friends that they may designate, then begin the
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general service planning process with the assistance of a broker.

The preparation of a costed GSP to be used in funding and
contract negotiations involves assessment of physical, social, and
psychological needs; translation of these needs into specific goods
and services; and costing of these goods and services. (For a detailed
discussion of costing the GSP see Appendix C.) The costed GSP
becomes the basis for negotiating contractual arrangements be-
tween: 1) the individual and the funding agency; 2) the individual
and the service provider; and 3) the funding agency and the service
provider, where it is the funding agency that purchases services.

The General Service Plan is to be costed and funded as a
responsible plan. The CLS believes that negotiations based on the
GSP can result in levels of funding that are both fiscally responsible
and adequate to purchase quality services and supports.

The CLS believes that tracking of financial expenditures, made
by aprovideron behalfofindividuals, should be an available service.
Access to individualized tracking of expenditures and accounting
information is meant to provide individuals, their families, and,
where requested, their broker, with a mechanismto review whether
the conditions of the funded general service plan are being met. The
CLS has implemented some tracking procedures for the services it
provides. It is also developing the technology to provide such a
service on-line.

Individualized costing

The relationship between the GSP arnd contractual status largely
remains an ideal for the CLS. For the majority of individuals served
by the CLS, services are funded through the service funding
mechanism used by the MSSH. The CLS has partiallyimplemented
individualized funding in these instances through “individualized
costing”. Under these arrangements, the ministry has made fund-
ing commitments to the CLS to deliver services. Individuals and
families then have access to a service broker attached to the CLS.,
The brokers assist in preparing general service plans which are
used to “individually cost” services. These plans are alsv used as the
basis of final negotiations with the ministry.

Under individualized costing the dollars are still allocated to the
service provider (the CLS) within the framework of “service fund-
ing”. Thus, the service-funded contracts signed with the CLS are for
the provision of residential services to groups of individuals who live
together.

Individualized costing differs significantly from an individual-
{r~d funding approach. Although the B.C. Ministry of Health does
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not claim to have introduced individualized funding, and does not
deliver financial resources directly to individuals to purchase serv-
ices, it has recognized the principle of allocating funding according
to individual need, and on the basis of a GSP which has been
preparea and costed with the assistance of a service broker. The
ministry has provided the opportunity to some individuals and their
families to determine the contractual conditions on which service
providers will be contracted. In these cases, service providers
receive funding on the basis that they will meet these conditions.

For the purposes of this study, those instances in which individ-
uals and families have been given contractual status in funding and
contracting arrangements have beenidentified as cases of “fullyim-
plemented” individualized funding. Arrangements for individual-
ized costing under a service funding approach have been identified
as “partially implemented” individualized funding.

CRITERW FOR DECISION-MAKING OPPORTUNITY
Decision-making opportunity is used in this study as the measure
of the goal of self-determination, autonomy and dignity. In order to
assess the impacts of service brokerage and individualized funding
on achieving this goal, a set of criteria of decision-making opportu-
nity has been identified. These criteria were identified through the
interviews for the study. On the basis of individuals’ and families’
experiences in accessing and using community supports, five crite-
ria of decision-making opportunity were identified:

 access to planning resources

e access ¢o0 financial resources according to individual
need

« accountability to the individual for decisions made
¢ availability of a range of community-based alternatives

o .~ cognition and status for close fumily and friends

ACCESS TO PLANNING RESOURCES

Individuals and their families stressed throughout the research
that in order to be able to make decisions about supports and
services they needed planning resources. They wanted information

about community services, and assistance in defining needs, in se-
Q
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curing financial commitments from government, in negotiating
with service providers, and in dealing with ongoing service delivery
issues.

The question for the research was whether service brokerage
provided access to these resources and, if so, whether it was able to
provide equitable access to all individuals served.

ACCESS TO FINANCIAL RESOURCES ACCORDING

TO INDIVIDUAL NEED

Those who were interviewed indicated that another important
criterion of decision-making opportunity was that individuals be
able to access funding for goods and services on the basis of their
particular needs. They also wanted the definition of an individual’s
needs to be related to an understanding of his or her personal goals
for living in the community, and to the expectations and hopes of his
or her family. Many who were interviewed felt that decision-
making opportunity was compromised when access to funding was
not based on individual need, but rather on program or service
criteria which individuals had to meet if they were to receive
services.

The question for the research was whether individualized fund-
ing, in i.8 limited implementation, has provided a delivery mecha-
nism that allocated financial resources on the basis of individual
need.

ACCOUNTABILITY TO THE INDIVIDUAL

FOR DECISIONS MADE

Many of those who were interviewed felt that decision-making
opportunity was most fully realized when decisions that were made
about models of support, service providers to be used, and ongoing
service delivery were accountable to the individual. Those whowere
interviewed also felt that decisions should be accountable to family
or friends who were designated by the individual to speak on his or
her behalf.

Accountability issues have usually been framed in terms of
accountability of a service provider to a funding agency. The
experience of individuals and families in this study indicated that
providers and the funding agency have not always been able to
ensure accountability to the individual.

The question for the research was whether the mechanisms of
service brokerage and individualized funding enabled greater ac-
countability to the individual for decisions made.

Q
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AVAILABILITY OF A RANGE OF
COMMUNITY-BASED ALTERNATIVES
Another important criterion for decision-making opportunity was
identified as the availability of a range of community-based alterna-
tives from which people could make selections. Individuals and
families felt that alternatives were necessary in all areas of decision
making: the models of community support that would be used; the
service providers who would deliver the supports; and the ways in
which decision making would be managed in ongoing service
delivery. The importance of a range ofalternatives wasunderscored
by the experience of many parents who were interviewed. The lack
of alternatives was one factor which led to the the institutionaliza-
tion of their sons and daughters from 1950 to 1980.

The research asked about the extent to which service brokerage
and individualized funding increased the range of alternatives from
which decisions could be made about supports and service delivery.

RECOGNITION AND STATUS FOR

CLOSE FAMILY AND FRIENDS

Another criterion of decision-making opportunity was that recogni-
tion and status be secured for close family and friends in the
decision-making process. Parents interviewed in this study be-
lieved that important functions of close family and friends were: to
keeptheindividual at the centre of all decisions made; to support the
individual to make decisions; and, where need be, to make decisions
on his or her behalf. There were various ways in which families and
friends worked to keep the person at the centre. These included:
advocacy; communicating a personal history and a sense of the
person; keeping records of commitments by government officials;
and providing personal information not available to professionals
who were involved in decision making.

However, recognition and status were not meant to suggest that
a high level of family involvement necessarily ensures self-determi-
nation, autonomy, and dignity for individuals. As in any indivi-
dual’s life, “actively involved” families can also restrict autonomy,
and in the very worst cases, inflict forms of abuse.

Parents who were interviewed felt that decisions about their
involvement should always be made between individuals and their
families, or other close friends. They felt that negotiations with a
service provider or funding agency about how family involvement
was to be managed might be required. However, from the parents’
perspective, the funding agency or the service provider should not
be in a position to restrict the access by families or friends to the

40
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decision-making process or the service setting for any reason.
Rather, they should actively promote involvement of family and
friends. The exceptions are in cases where access by family or
friends clearly and demonstrably contravenes the wishes or basic
rights of the individual.

The question for the research was whether service brokerage
and individualized funding provided for the recognition and status
of family and friends in decision making, in ways that promoted the
self-determination, autonomy, and dignity of individuals.

The following five chapters discuss findings from the evaluation
of service brokerage and individualized funding, in relation to these
criteria of decision-making opportunity.
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CHAPTER 2

ACCESS TO PLANNING
RESOURCES

Many individuals and parents who were interviewed indicated that
in order to make decisions about community services they required
infrrmation, planning assistance, and negotiating assistance.

Information was required about the following: funding sources
and how to secure financial commitments for individuals; assess-
ments of an individual’s needs; options for community support; and
potential service providers. In addition, some parents found that a
critical informatinrn need was the capacity to store and manage
information concerning assessments, financial commitments, and
community resources. This information management was consid-
ered crucial in negotiating for funding and services. They believed
they could negotiate more effectively when they had kept track of
commitments made by government officials, options that were
available, and commitments by service providers.

Another important information resource they identified was
political knowledge. This consisted of information about: how the
funding agencies work; the points of intervention in the political
process that can be used to secure commitments; and effective ways
to negotiate and advocate on behalf of an individual.

Many wanted planning assistance in order to help define an
individual’s needs, his or her personal goals, the needs and wishes
of the family, and the strategies for meeting needs in the commu-
nity. They also wanted access to assistance in resolving issues and
conflicts that arose in ongoing service delivery.

Q
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The activities of planning and decision making were described
by many as an ongoing process of negotiation. They described the
process of negotiating with doctors, therapists, social workers, and
service providers. While negotiation absorbed extensive time and
energy, many found that the ability to negociate was critical in:
deciding how behavioural and other assessments would be used,;
identifing appropriate community supports; arranging funding;
firding service providers; and working out how daily activities
would be managed.

FINDINGS

For many of those who were interviewed, service brokers werein a
position to provide informaticn and assistance in planning and
negotiating. They felt that brokers had often been more effective in
providing needed assistance than social workers employed by the
MSSH. However, the study found that there is a need for planning
assistance in ongoing service delivery. The study also found wide
variation in access to the assistance of the service broker. Findings
about the impacts of service brokerage on the provision of planning
assistance include:

e planning centred on the individual

e autonomous planning and negotiating assistance
e agsistance in conflict mediation

* need for ongoing planning assistance

* wide variation in access to service brokerage

PLANNING CENTRED ON THE INDIVIDUAL

Service brokers were found to be in a unique position to begin the
planning process with individuals’' hopes, personal goals, their
strengths, and their needs. One mother identified the impact of the
service broker in this way:

The broker got involved. He met with Sean at the
institution, he talked with him to find out what he
wanted, his vision and goals. He said he would try to put
into words what Sean wanted. We drew on the broker’s
expertise, his information resources, his way of writing

« and putting things into word .t)
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Similarly, another mother said:

The broker and the CLS didn’t want control. I didn’t have
to ;ight with the broker to get what I wanted. Christine
was treated as an individual for the first time by a
professional ... The broker went immediately to Christine
— watching, talking, playing. He got to know the family,
what was important to us, our values, expectations,
morals, and standards. He got to know whnt Christine
wanted. He talked to social workers, friends, and staff at
the Hospital. He developed a sense cf Christine from
input by all of these people.

Many individuals and families indicated that service brokers
had been able to get all the facts, and provide the total picture when
it came to securing funding and information about coinmunity
supports and services. They also felt that social workers had not
been able to provide needed information about funding or support
alternatives. One mother, whose son had lived in many group
homes in the community, believed that social workers should not be
involved in planning. She said:

Social workers shouldn't be involved in planning for in-
dividuals. They have large and generalized caseloads
and aren'’t able to develdp the expertise they need. The...
social worker didn't know about resources in the commu-
nity and so was not able tohelp meat all in finding a place
for my son in the community.!

Another mother voiced a common experience of thos&é who were
interviewed. Before her son had been placed in institutional care
she had sought information from the funding agency, local associa-
tions, and other service providers about community alternatives to
institutional care. Because she could find no such information, the
decision to place her son in Woodlands School became inevitable,

What I wanted was to know how to put it all together so
that my son could meet his needs living in the community,
and I couldn’t find that information anywhere ... When
we were able to bring my son out of the institution it was
the broker who was able to help me put it all together.

1 This mother attributed her eventual success in arranging fund-
LS
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ing and community supports to the broker’s ability to access infor-
mation that was tailored to her son’s requirements, and to assist in
negotiations around those requirements.

AUTONOMOUS PLANNING AND NEGOTIATING ASSISTANCE

The autonomy of brokers from the funding body was identified by
families as an important feature of service brokerage. They felt that
this autonomy increased the accountability of the broker to indi-
viduals. One mother saw the autonomy of the broker in this way:

The broker wanted to find out what Mark’s dream was.
Mark said that he wanted an apartment of his own and to
be able to work in a supermarket. The broker said that he
would find some alternatives... The fact that the broker is
an impartial person, working on behalf of Mark and not
tied to anyone except his Board, gives him a flexibility.
He’s not trying to look good in the eyes of the Ministry. I
see the broker as not having to work in that structure.

Another parent found that the broker was able, because of his
autonomy, to assist in dealing with what she perceived to be the
“inequities” in the system:

The broker was so important to us in developing a re-
source for Maureen ... I'm a social worker, I've worked for
social services fora numberof years. Social workers won't
tell you what might be available in other regions. The
broker knows the services and the disparities, so he can
play regions off against each other. He can tell social
workers he knows what’s available in other regions.

One example which demonstrates the broker’'s unique role in
negotiations involved an individual and his family who were seek-
inga new proprietary care agreement because they had been unable
to secure adequate support under previous levels of funding. The
young man had been through many proprietary care situations and
group homes, unable to find one that suited his needs. The family
was able to arrange for abroker to assist in the negotiations with the
ministry even though CLS services were not involved. An increase
in funding was negotiated from Level I to Level III (categories of
funding established by the MSSH), and the young man and family
were able, for the first time, to choose the provider. The broker was
involved to assist the provider in developing an arrangement that
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most suited the needs of the young man.

In the estimation of the parents, it was not that their son’s needs
had changed that resulted in this increase of funding. What had
changed was the assistance of a broker and the willingness of a new
social worker to renegotiate funding. From his perspective, the
brokerfelt that he had assisted the young man in being treated more
equitably. The parents felt that it was only because the broker was
autonomous from the funding agency that he was able to play a role
in assisting them and their son in the negotiations with the
ministry. The mother commented:

The broker was important because he was impartial. If
you work for the MSSH you have a conflict of interest.
Brokers should be doing the planning, not social workers.
If things had been properly planned in the first place
everything would not have been set up to fail. Mark would
not have been through this hell.

Many individuals and families who were interviewed believed
that if social workers were attached to the funding body they were
not in a position to play a strong negotiating role on the individual’s
or family’s behalf. Some believed that ministry social workers were
placed in an untenable conflict-of-interest situation in decisions
about community supports and services. They believed that the
social worker was compelled, as an employee of the government, to
negotiate within the terms and conditions which the government
laid down. One mother said:

The broker is not completely autonomous. He works for
my son. So he is autonomous from services and the
government but acts for my son. If I run into a problem
[the broker] will suggest I take this or that route. 1do the
actual advocating for Sean ... The way I see a social
worker is that they are adversaries. The broker is the
opposite. He’s not in an adversarial role.

The director of one service agency, herself a social worker for the
MSSH in the past, perceived the conflict of interest for the social
worker in this way:

1t astounds me that we're training social workers to go

into the system to serve the system. It's part of their
mandate as a social worker to serve the system, to be the
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person responsible for accountability to the system. It’sa
contradiction. How can they be accountable to the indi-
vidual? They get intothe system and is it any wonder that
they’re schizophrenic?

Lack of autonomy of the social worker from the funding agency
was seen by individuals and families to have a number of conse-
quences.

First, the perceptions of social workers had a determining
influence on the kinds of support services or program models that
were determined to be within the realm of choice. Yet the social
worker often held onto perceptions about long-term goals or inter-
ests that were incompatible with those of the individual and the
family.

Second, decisions about support services were determined by the
social worker’s understanding of the community and community
resources — an understanding which some individuals and families
felt was inadequate.

Third, limited contact with an individual could give a promi-
nence to “behaviours” in the perception of the social worker that
varied from that of others who spent more time with the individual.
This perception could determine the kinds of support the social
worker was willing to recommend for funding.

Fourth, social workers’ understanding of individual needs
seemed to be shaped by the set of program responses made available
through _olicy and legislation. However, if an individual could not
be fit into a program because of his or her unique needs, social
workers did not always feel that they had a mandate to continue to
plan and search for options. When this happened, the outcome was
often o1 of crisis for the individual and the family.

ASSISTANCE IN CONFLICT MEDIATION

Parents and support staff who were interviewed found that once
service delivery began, the network for managing communication
between families, individuals, and various service providers was
sometimesinadequate. They had found that this could result incon-
flict and misunderstanding. Parents identified two key factors that
could lead to conflict.

First, some parents who were interviewed stressed their power-
lessness to advocate for their sons or daughters in the face of the
power of the service provider. Although some parents who were
interviewed were very adept at playing an advocacy role, others
ofrund themselves feeling intimidated by service providers,unaware

B KC ‘the demands they could makeon ﬁ)r?wder and unable to discuss

Aruitoxt provided by Eic:




ACCESS TO PLANNING RESOURCES 39

their concerns. Even those parents with the greatest facility in
managing communication and decision making with service provid-
ers found that when they strongly advocated for their son or
daughter, communication with the provider could break down.

Second, those who were interviewed found that assumptions
about an individual's needs end goals could vary among the individ-
ual, parents, and different service providers. As a result there were
sometimes conflicting views about what constituted appropriate
responses by service providers. In addition, it was sometimes
difficult to agree on how to manage communication, or resolve
differences. At these times they felt they needed another, more
objective, player who could mediate the conflict and differences.

Brokers’ assistance in conflict mediation was noted by both
families and support staff. One mother, whose daughter receives
residential supports from a non-CLS provider and attends the CLS
vocational service, found the broker’s support extremely important
in mediating differences and negotiating service delivery with the
service provider:

When I started to foresee problems I called him. I had
never had a broker before. It’s supportive to know he'’s out
there working for my daughter. Right now she does not
seem to be too unhappy. But sometimes she comes to the
day mod crying ... They [the residential provider] want to
make the decisions and to have control over her. I'm
compilinga lot of things to talk to them about. But I want
my broker there when I meet them.

A support worker in the CLS vocational service also found the
broker useful in playing this role:

I will call a broker — who has information and expertise
about resources — to help resolve differences between
staff, or when I hit a brick wall. House staff may say, “I
don’t wantan individual doing this, they're not independ-
ent enough”, which could be a different position than
mine. The broker will act as a mediator between staff to
resolve the issue. They act as a chairperson. They set up
a meeting between all the staff, and ask what'’s happening
inthisperson’slife. They’re able to take information from
both sides and help to formulate a direction for the
individual. The broker helps us to realize that the
individual is the focus.

o4 |
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THE NEED FOR ONGOING PLANNING ASSISTANCE
Interviews with some parents and support staff suggested that
service brokers had not been effective in all cases in helping them
identify the appropriate planning process for particular individu-
als. While the GSP was considered to be a useful document in guid-
ing the transition of an individual to the community, some support
staff felt that it was not as useful in ongoing service delivery.
Further, many support staff felt that service brokers and the CLS
had de-emphasized fornial planning procedures. They perceived
that this was a response to a legitimate concern that formalized in-
dividual planning could lead to institutionalizing and over-regula-
tion of individuals in the commumty. However, some support staff
felt that this de-emphasis resulted in a kind of vacuum in designing
even informal plans which could respond to individuals’ changing
needs and personal goals. Some felt that this planning vacuum
placed certain individuals at unnecessary risk of not receiving the
support they needed or wanted.

Other support staff felt that the de-emphasis on a formal ap-
proach gave them the opportunity to be more responsive to individu-
als because they were not constrained to deliver “programs”. Some
felt that the de-emphasis on formal planning encouraged flexibility
and adaptability on the part of support staff. One residential
support worker, reflecting on how she managed planning without a
formal IPP process, said:

When Jeremy finished school we sat with him and his
mom and talked about possibilities. Together we dscided
that vocational training was the next step and the day
mod was a good place to start. But it seemed the more
important decision was when and how we would do tnis
and support Jeremy. Should he begin immediately?
Should he take the summer off? Because Jeremy is not
verbal, we decided we would let him try two options —
spend a few days at the day mod and spend some time at
home. After he tried both we could sense he wanted some
time at home, to take the summer off. So the staff figu-ed
out the ways we would manage the summer with Jeremy
at home.

There was no consensus among those who were interviewed
about how individual planning should be managed in ongoing
service delivery. Many felt that regardless of the approach to

rlanning used for any particular individual, brokers had a mure
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active role to play in initiating individual planning in ongoing serv-
ice delivery. This was a concern especially for those individuals who
had no family or friends to advocate for them. For those who did, it
was felt that brokers had a greater role to play in identifying ways
in which ongoing individual planning could be carried out.

WIDE VARIATIONS IN ACCESS TO SERVICE BROKERAGE
While service brokers were found to be in a position to provide the
planning resources that increased the opportunity for individuals
and families to make decisions, the research found a wide variation
in access to service brokers. This variation was found to be the result
of five factors: (1) limited funding for service brokerage; (2) barriers
in the administration of service funding; (3) limited availability of
individualized funding; (4) lack of close family and friends who were
able to advocate for an individual; and (§) inadequate procedures for
activating service brokerage in ongoing service delivery.

Limited funding for service brokerage

Annual funding under the CLS/MSSH agreement for service bro-
kerage has not been increased since its implementation in 1978.
While the grant provided funding to employ up to twelve brokers in
the late 1970s, the grant is now only sufficiant to employ thiee
brokers. According to the CLS, the organization received no admini-
stration funding under the residential service contracts with the
MSSH from 1980 to 1985. Consequently, the agency had to usz a
large portion of the annual grant for service brokerage to cover
administrative costs of the agency.

While the resources for service brokerage diminished, the
number of individuals brokered for by the CLS increased substan-
tially between 1980 and 130. This resulted in a corresponding
restriction in the time that brokers had available for any one
individual, except where contracted by the Ministry of Health for a
particular individual. Brokers have tended, therefore, to allocate
their time in a reactive manner — where there were crises — and
according to the demands vouiced by particular individuals and
families.

Barriers in administration of service funding

The way in which service funding has been administered has had a
significant impact on the general service planning process. Because
service funding entails transactions and agreements only between
the government and the service provider, there is no auministrative

g~quirement or incentive to provide stetus for individuals and
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families in negotiations about the kinds of support services or
service providers they use.

Prior to the implementation of tendering procedures for down-
sizing Woodlands, the CLS was able to address this disincentive to
involving individuals and families in decisions about community
supports. The CLS insisted, and the MSSH agreed, that negotia-
tions be carried out only on the basis of individually costed GSPs
developed with individuals and families. Up to 1986, service
brokers, within the confines of their own resources, allocated
extensive time to the development. of the GSP before entering final
budget negotiations.

The administration of service funding through the tendering
procedures eliminated this possibility. Decisions about supports to
be used had to be determined on the basis of the non-identifying
profiles of need provided by the MSSH, without brokers being able
to meet individuals or families. For those moving from Woodlands
after 1986, therefore, service brokers were only able to play a
minimal role in assisting them and their families in choosing the
kinds of support that would be delivered.

Limited availability of individualized funding

The use of different mechanisms for delivering financial resources
has had an effect on equitable access to the planning support of a
service broker. Those individuals who happened to be moving to the
community from an institution with funding commitments from the
MSSH and under tendering procedures generally received little or
no direct planning resources through service brokerage. Those few
individuals who moved from institutional care underindividualized
funding were assured access to the services of a broker who was
contracted to provide between 160 and 200 hours of planning
support.

Lack of clo~e family and friends able to advocate

for an indivadual

The ability of .lose family and friends to advocate for individuals
contributed to the variation in the planning assistance they re-
ceived from brokers. Those who had strong advocates tended to
have easier access to a broker in ongoing service delivery than in-
dividuals without strong advocates.

In one instance, a young woman who moved from Woodlands
under the tendering procedures had vocational services purchased
on her behalf from the CLS and residential supports purchased

£-om another provider. This was thie only instance, among those in-
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dividuals included in the study, in which a GSP was not prepared.
This was due to the fact that the residential agency took most of the
responsibility for managing the transition from Woodlands to the
community. Because there was no contracted planning role for a
service broker there was little relationship between the broker and
the residential provider.

Eventually a broker did become involved because the woman'’s
mother was very effective in using the broker. She had not been
aware that her daughter had a broker until she was informed by a
support staff at the vocational day program. This was one example
which demonstrated the importance, for the effectiveness of service
brokerage, of family or friends who could advocate for anindividual.
The lack of families or friends who could play this role appeared
many times in the research as a barrier to accessing the plann;ng
resources of the broker.

Inadequate procedures for activating service brokerage in
ongoing service delivery

Historically, general service planning and the arrangement of
support services has absorbed a large proportion of service brokers’
time. Hcwever, the demand for their assistance in ongoing service
delivery has steadily increased as the numbers of individuais
receiving residential and vocational services from the CLS has
grown. Service brokers were often requested by individuals, fami-
lies, and support staff to assist in making decisions in ongoing
service delivery. Their assistance was requested in regard to:
resolving conflicts with and between support staff; negotiating with
service providers over individual programs and therapies; renego-
tiating funding; accessing generic education, recreation, and health
care services; individual planning; purchase of needed devices; and
staff training.

The CLS has stated that, ideally, a broker provides assistance in
ongoing service delivery as needed and when requested by the
individuals and families to whom they are accountable. This process
was found to be effectivein anumber of the cases studied. However,
this ideal was not always realized because of a lack of funding for
brokerage, an inability of many individuals to make contact them-
selves, and the lack of family and friends who were able to a lvocate
for individuals. Residential support staff reported that brokers had
not been involved in or were not sufficiently aware of some situ-
ations which stafffelt had cleariy suggested the need for their inter-
vention. One mother, whose daughter had received services from
3he CLS, felt that when her daughter needed the intervention of a
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broker it had not been available:

When we had a situation of high turmoil in Maria’s life,
there was no capacity to respond to the trouble spots. The
capacity didn’t seemto be there in the brokers. We haven’t
put into place the support systems that can respond.

Some support staff felt that brokers should be available to act as
advocates for the individual when he or she had no family or friends
able to play this role. Some staff found that brokers, in particular
cases, had played very strong advocacy roles. As well, they felt that
brokers were not asavailable inongoing service delivery as they had
been when individuals were first getting settled into a new service
situation. As one residential worker said:

The planning initiative is on my plate. I don't feel the
impetus from the broker. If the brokers are there to be an
advocate, they should be there. From what I've heard, the
broker plays a great role in getting people into the commu-
nity. Butthen, wedon’t hear from them when we think we
should.

The administrator of one non-CLS service agency also indicated
that if brokers had the time they could be more fully involved in the
ongoing individual planning process. The administrator felt this
would remove the function from the service provider and would
provide a “quality check” on the service provided. She said:

We [as service providers] feel totally responsible for plan-
ning and pulling people together. Brokerage would en-
sure a check on the service I was providing — a quality
check. I see the role of the broker as connecting everyone
in the system. For brokerage to be effective, brokers must
spend a lot of time with families and service providers.

The brokers’ interpretation of their role differed in some impor-
tant respects from the perspective of some support staff, families,
ar:d non-CLS service providers who were interviewed. Brokers felt
they should not be held accountable for delivering ongoing individ-
ual planning, crisis response, monitoring, or advocacy within the
service system. They saw individual planning and crisis response
as the responsibility of service providers who were contracted in

Upart, to provide these supports. They felt, however, that the GSP
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thould set the parameters of ongoing individual planning. They
be.ieved that advocacy was the responsibility of the close family and
friends ofindividuals. And they believed that monitoring was either
the responsibility of government, families, volunteer agents, or
some combination thereof.

Brokers stated that linkages among these various componentsin
ongoing service delivery should generally be self-sustaining. If
individuals or families want to reconsider support options or service
providers, brokers can be contacted. They felt that brokers should
be available to facilitate the development of linkages, and to deal
with the conflicts between the various actors in the system.

Brokers do, however, acknowledge that they have some respon-
sibility for monitoring the implementation of the General Service
Plan and service contracts, given that they are an individual's
agent. Where crisis situations have erupted, they have resulted in
part from inadequate monitoring of GSP implementation. To in-
crease their capacity to carry out this function, two initiatives were
recently put in place. First, through a staff training program for
CLSresidential and vocational support staff, brokers clarified their
own role, the role of support staff, and the role of family and friends
in planning, advocacy, and monitoring. Second, they have begun a
systematic “review” process in which they visit individuals for
whom they broker at periodicintervals. This study was not able to
evaluate the impact of these initiatives because of their recent
implementation,

SUMMARY

Service brokers were perceived to increase the decision-making
opportunity of individuals and families, This was due to a number
of factors which include: their autonomy from the funding body;
their ability to begin the planning process with the personal goals
of individuals and families; the access they provided to needed
information; and their assistance in carrying out negotiations with
the funding agency and service providers. Many who were inter-
viewed compared the role of the broker to the ministry social
worker. They felt that the social worker was unable, because of
his or her attachment to the funding agency, to provide effective as-
sistance to individuals and families in negotiating funding and
service arrangements.

In response to a concern that the formal IPP process did not
ensure accountability to individuals, and that it had the potential to
undermine accountability, the CLS has tended to de-emphasize
f~-malindividual planning proceduresfor ongoing service delivery.
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However, this has sometimes left CLS support staff, individuals,
and families without any form of planning process to manage
decision making in ongoing service delivery.

There was a wide variation in access to the services of the broker.
This was a result of factors internal to the CLS and to external
factors. Until recently the lack of any systematic procedures by
service brokers for monitoring the implementation of the GSP
tended to exacerbate the variation and inequity in access to brokers.
External factors have also contributed to a reactive approach to
allocating the time and expertise of brokers. These external factors
include: limited funding for brokerage; the administration of service
funding which restricts status for individuals in decision making;
the tendering procedures for downsizing Woodlands; the unavaila-
bility of individualized funding; and the varying strengths and
participation of individuals’ advocates.

The issue of limited access to brokers in ongoing service delivery
and the lack of mechanisms for activating their involvement when
anindividual was without advocates to play this role, was perceived
by support staff and families to be an issue of considerable concern.
Brokers felt they were not to be held accountable for ensuring
adequate advocacy, individual planning, monitoring, and crisis
response — functions which others sometimes attributed to them.

The effectiveness of service brokers in mediating conflicts in
ongoing service delivery was acknowledged by parents and support
staff. Their role was considered important by those who were
interviewed precisely because the conflicts that arose in ongoing
service delivery were often concerned directly with issues of individ-
ual self-determination and autonomy. Support staff reported that
differences of perception often existed among residential staff,
vocational staff, and sometimes parents, about the capacities of an
individual, their independence, and the freedom of movement that
should be granted them. Other conflicts arose among different staff
over the kinds of activities that individuals should be pursuing,
dietary issues, and the self-image individuals should be supported
in creating.

Brokers were effective in mediating conflicts and issues that
arose over these differences in perception. However, there was no
mechanism, outside of initiatives by support staff and parents, to
request the involvement of a broker when there was a legitimate
need for their assistance in resolving conflicts. This left some indi-
viduals who were without family or other advocates no means, other
than paid support staff, to initiate contact with a service broker.

kyVhile initiatives by support staff were often an effective means for
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activating brokerage, this was considered to be aninadequate long-
term measure. It was sometimes the quality of service provided by
the support staff themselves that was the reason for requesting a
broker’s involvement.

Notes

'The re-organization of the Ministry of Social Services and Housing
has been an attempt, in part, to deal with the issue of generalized
caseloads. The ministry now makes available social workers wixo
specialize in planning for people with a mental handicap.




49

CHAPTER 3

AcCCESS TO FINANCIAL
RESOURCES ACCORDING TO
INDIVIDUAL NEED

Those who were interviewed indicated that another important
criterion of decision-making opportunity was that individuals be
able to access funding for goods and services on the basis of their
particular needs. Intheir experience one of the barriers to decision-
making opportunity was that funding was often not allocated
according to the particular needs of an individual. A number of
parents had found that their son’s or daughter’s needs did not fit the
criteria established for funding.

Based on the perceptions of those interviewed for this study, it
appears that four criteria, other than that of individual need, have
been used to determine individuals' access to financial resources.
Many who were interviewed felt that the application of these
criteria resulted in inequities in the allocation of financial re-
sources. These criteria included crisis needs, age, diagnosis, and
available program model.

First, social workers who were interviewed indicated that fund-
ing for individuals living at home with their parents is often
restricted to those who meet the criterion of crisis needs. Funding
has been targeted to individuals living in Woodlands in the sense
that thase individuals have been assured funding for the purchase
of community services when the ward on which they are living has
been designated for closure. Those living at home with legitimate
needs for supports have not been assured access to funding accord-
ing to their needs. As one social worker said:

6
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... we are only able to do planning when there is a crisis
emerging. More and more, the parents of my clients are
elderly. Some will be in their 708 when they get commu-
nity placements for their son or daughter. Others will
have to wait until they are dying. Problems of funding
limit the planning I am able to do.

A second criterion for access to funding was that of age. For one
individual who was interviewed for this study, the loss of his
eligibility to receive “children’s services” when he turned nineteen
years old meant that he had to return to institutional care after he
had been living in the community for six years. Funding for an
appropriate alternative in the community was not made available
until two years later.

A third criterion for access to funding was that of diagnosis. For
some individuals included in this study, a diagnosis of “multiple
handicap” meant that it was difficult to determine which was the
lead ministry responsible for funding: the MSSH or the Ministry of
Health. According to some of those interviewed, this has resulted
in individuals spending long periods of time in institutional care
while the jurisdiction for funding was determined.

The program model for which funding was targeted was a fourth
criterion which had been used to determine access to funding. Some
parents indicated that the available programs or services had not
always met their sons’ or daughters’ needs. For example, one
mother said:

When I went to social services to help me with my son they
said, “Wecan’t do anything because Victoria says we can't
do anything”. When I went to my local association to ask
for help they said, “We can’t serve your son”. So, he had
to go to an institution. It wasn’t a problem of “lack of
services” in the community. There were [services]/ and
some individuals were able to arrange for them ... Ididn’t
want “access” to the services that were there because they
weren’t prepared to serve my son.

Another mother said:

I say to the social worker, “You're responsible to Victoria,
you're not responsible to Jenny [daughter], to her best
interests. You try to fit her into a program, a piece of
legislation”. Like local associations [who deliver serv-
ERIC ices], they set up programs and try to fit people into them.

6
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Another problem that parents had when funding was allocated
according to program models was that funding for a program could
be cut or access to a program could be restricted. The consequence
was individuals’legitimate needs could go unmet in the community.
One parent said, in relation to i.er experience with this approach to
funding:

There was a social worker involved before my daughter
went to the Sunnyhill Hospital. She had arranged for a
homemaker — this didn't work out. It was a totally
ineffective response to the needs of my daughter and our
family. They tell you what you need, they can’t remain
autonomous [from the ministry]. There just isn’t enough
flexibility with the social worker. It has to get worse before
itgetsbetter... When my respite care was cut she said that
1 would probably get more attention if I took my daughter
into a restaurant and beat her. But ... my husband left
before I could get the respite.

Individualized funding is not based on any of these four criteria.
The principle criterion is that funding should be allocated first and
foremost according to particular needs of individuals. In theory,
then, it meets the criterion for decision-making opportunity identi-
fied by individuals and families — that funding be allocated accord-
ing to individual need.

As indicated in Chapter One, certain features of individualized
funding were implemented for all individuals served by the CLS.
However, individualized funding has not been uniformly imple-
mented. A few individuals in this study were found to have gained
access to fully implemented individualized funding. Its features
included individualized costing of required goods and services;
funding allocated to a General Service Plan; and contractual status
for individuals.

Most of those supported by the CLS received access to partially
implemented individualized funding. Under these arrangements,
individuals’ GSPs were individually costed without funding being
allocated to the GSP, and without provision of contractual status for
the individual. The opportunity for individuals to make decisions
varied somewhat under service funding depending on whether
tendering procedures were used to select service providers.
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FINDINGS

The study found the implementation of individualized funding
through the CLS to have the following impacts:

e varied access to funding allocations according to
individual need

eincreased flexibility with fully implemented
individualized funding

VARIED ACCESS TO FUNDING ALLOCATIONS

ACCORDING TO INDIVIDUAL NEED

The mechanism put in place to allocate financial resources for the
purchase of services determined whether funding was allocated
according to individual need. Three mechanisms were in place for
individuals in this study: (1) fully implemented individualized fund-
ing; (2) partially implemented individualized funding; and (3) cost-
ing of individual needs under tendering procedures.

Fully implemented individualized funding

Those few instances where individualized funding had been fully
implemented were found to provide the greatest responsiveness of
funding to individual needs, and the greatest decision-making
opportunity for individuals and families. Determinations of need
and costing of supports were made only after brokers had spent
extensive time with the individual and family, developing their
expectations and vision for life in the community, and accessing and
providing information regarding funding and models of support. An
individual and/or his or her family were then able to make decisions
about the supports they wanted to purchase and the service provid-
ers they wanted to use. They were able to determine the contractual
conditions on which services would be purchased and managed.

Partially implemented individualized funding

For most individuals served by the CLS, individualized costing of
GSPs has been implemented. Individualized costing of needs,
without funding allocations to the GSP, was found to provide some
opportunity for individuals and families to make decisions. In these
instances, the MSSH first established the parameters for service
delivery. The CLS then carried out general service planning prior
to final negotiations with the ministry. Although the parameters
established by the MSSH meant that the individual would likely live
o' a three- or four-bed resident)e managed by the CLS, there was
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some scope for individuals and families to make other kinds of
decisions. The scope of decision making varied between individuals
and families. There was opportunity in some cases to make
decisions about who the individual would live with; the staff who
would provide support; the kind of day program or employment
options that would be pursued; the way in which service delivery
would be managed; or even where the residence was to be located.

Individuals and families were able to make these kinds of
decisions in cases where the service broker was able to facilitate
general service planning prior to negotiating purchase of service
agreements with the ministry. Individuals were also able to advo-
cate forthemselvesin the GSP process, or had close family orfriends
able to advocate for them. Decision-making opportunity was
increased insofar as negotiations led to CLS services that were
tailored tothe particular needs and desires ofindividuals. However,
while individual needs were explored with brokers through the GSP
process, the basic model of support to be purchased (the group
home), and the service provider (the CLS), were decided by the
ministry and the CLS prior to commencement of general service
planning.

Costing of individual needs under tendering procedures
The individual costing of plans carried out by service brokers under
the tendering procedures for the downsizing of Woodlands was
least responsive to individual need. Service brokers were not able
to get to know individuals or families prior to submitting bids or
proposals for se.vice delivery. Consequently, it was more difficult
for brokers to determine the nature and extent of supports that
individuals and/or fumilies wished to receive. Brokers suggested
that purchase o.” service agreements which were not based on an
adequate knowledge of the individual could result in unnecessary
long-term costs to the ministry and to individuals. This was because
agreements were difficult to renegotiate once they were in place.
Yet the knowledge of individual needs and desires that brokers had
gained after agreements had been made sometimes indicated that
additional support staff was required. As well, some parents found
the decisions that were made under tendering procedures without
their involvement resulted in the contracting services that were not
as responsive to their sons’ or daughters’ needs as they might have
been. As one parent, whose daughter moved from Woodlands under
the tendering process, said:

They[MSSH staff] kept telling me my daughter was going
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to be moving from Woodlands. I would wait a couple of
months, and no word, so I would call again. It was the
same story for about a year. And then, I find it's all been
decided — the agency [delivering servicel, where she
would be living, where she would go to a day program ...
I had been very worried about my daughter leaving
Woodlands because of her earlier treatment in a group
home ... But it wasn’t until 1 met some families with the
CLS, and went to visit the homes their children were
living in, that I began to see it could be different. Andthen
I wondered why couldn’t my daughter have this too? I'm
not very happy with where my daughter is living. She’s
not very happy. But I don’t think I can get the decision
changed.

INCREASED FLEXIBILITY WITH FULLY IMPLEMENTED
INDIVIDUALIZED FUNDING

Those who were interviewed stressed that individuals’ needs could
change substantially over time. Their needs for support changed as
they sought new opportunities for participation in training pro-
grams, or employment, or decided to live more independently. At
the same time, if their disabling condition resulted in a progressive
loss of functioning, levels of staff support had to be gradually
increased, or new technical aids had to be introduced on a regular
basis. For these individuals, “funding according toindividual need”
implied that funding would be allocated according to needs as they
changed through time;thatis, that there would be a flexibility in the
funding allocations.

The study suggests that the greatest extent of flexibility in
funding allocations is achieved under fully implemented individu-
alized funding. However, there was such limited implementation of
individualized funding in the case of those served by the CLS that
there was no evidence of the possibility and process for renegoti-
ating funding as needs changed.

In one example, a group home model of support had been
purchased for a young woman from a non-CLS service agency.
However, after a period of two years of receiving this form of
residential support, the mother felt that the group home model
might no longer be able to meet her daughter’s changing needs.
Further, she questioned whether the provider could respond ade-
quately to the expectations and involvement of the family. As a
result, she wanted to consider other kinds of arrangements that

might include a mobile home on the family’s property, twenty-four-
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hour staffsupports, and themother asmanager of services. Because
funding had been allocated to her daughter, and not to her service
provider, she intended to seek renegotiation of the funding and
contractual conditions with the Ministry of Health. In anticipating
the process that would lead to a request for renegotiation of the
funding allocation, the mother said:

We will meet, a group of us who have mude long term, “for
life”, commitmentsto Christine. I'm not going to make the
decisions. It has gotten too complex. We need to sit down,
and asagroup decide what Christine wants, and what we
want for Christine, and how we can achieve it. Then Iwill
call in the broker to help us put it into place ...

Many of those who were interviewed felt that renegotiation of
funding as individuals’ needs and desires changed was not possible
under a service funding spproach except in extreme or crisis
situations. So while partiaily implemented individualized funding
provided for individualized costing of needs within the parameters
of program models defined by the ministry, it did not result in
funding allocations according to individuals’ changing needs. To
those who were interviewed, individualized costing was not as
responsive to changing needs as a fully implemented individualized
funding mechanism.

The inflexibility of a service funding approach was also evident
in the disparity of funding levels between individuals with substan-
tially similar needs. This disparity occurred because funding
allocated in the early 1980s under the service-funded contracts with
the CLS did not keep pace with the annual increase in costs for
individuals. Only contracts negotiated to provide service to indi-
viduals moving from Woodlands in the late 1980s reflected these
increased costs. Therefore, the funding allocated in 1989 to provide
community services to those who had moved from Woodlands in
that year was significantly greater than the funding allocated in
1989 for those who had moved to the community in the 1980s. In
other words, the level of funding allocated depended only on when
the individual left the institution and not on the changing costs or
their changing needs.

SUMMARY

In the perception of ma:y of those interviewed for the study, one of
the barriers to decision-making opportunity was that funding had
‘peen allocated not according to the criterion of individual need, but
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according to other funding and program criteria. In th:ir experi-
ence, this resulted in individuals receiving inappropriate services,
or suffering the withdrawal of services, or sometimes receiving no
services at all. Those interviewed felt that funding mechanisms that
allocated funding according to individual need, and provided flex.-
bility in funding asindividual needs and desires changed, increased
opportunities for individuals and families to make decisions about
community supports and services.

The mechanism of individualized funding incorporates, in prin-
ciple, both of these features. When fully implemented, those with
access to this funding mechanism received access to financial
resources on the basis of their individual needs as costed in a
General Service Plan. This provided them the opportunity to
expend those resourcesin accordance with the parameters specified
in the GSP.

For those interviewed in this study, the service funding mecha-
nism was not as able to achieve these results because the criteria for
funding established by the ministry did not alwaysfit withthe needs
and desires of individuals and families. Further, those interviewed
felt that service-funded contracts could not easily be renegotiated in
response to an individual’s changing needs.

However, within the funding criteria established by the minis-
try, there was greater opportunity for individuals and families to
make decisions under service funding where this mechanism was
not implemented in conjunction with tendering procedures.
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CHAPTER 4

ACCOUNTABILITY TO
INDIVIDUALS

For those who were interviewed, decision-making opportunity was
most fully realized when the decisions that were made akbout
supports and services to be used were substantially accountable to
individuals. Accountability to individuals for decisions made was,
then, a third criterion for decision-making opportunity.

FINDINGS

Individualized funding and service brokerage were found to in-
crease accountability to individuals in the following ways:

¢ provision of contractual status

¢ increased accountability of the service provider

¢ financial accountability

o facilitation of portability
PROVISION OF CONTRACTUAL STATUS
The experience of individuals and families interviewed for this
study suggests that individualized funding is critical for a system

based on accountability to individualsin decisions that are made. It
served as a recognition that the process of moving to and living in

65



58 Twe Powsr 10 CHOOSE _

the community was a negotiated one. The delivery of financial
resources under a service funding approach was perceived to
provide status in these negotiations only to the funding agency and
the service provider. Fully implemented individualized funding, on
the other hand, was felt to provide this status to individuals and,
where they wished, to their close family or friends.

When individuals and their families had contractual status in
purchase of service agreements, the process of negotiation changed.
After decisions were made about the nature of support services that
were required, one of the first steps was for the individual and
familv to negotiate the conditions which service providers had to
meet. The conditions served as akind of benchmark or set of criteria
on which service providers would be selected. Negotiations with
service providers then proceeded on the basis of the terms estab-
lished between the individual and/or family, and the funding
agency.

Contractual conditions for the purchase of the services that
individuals an{ families wanted to be able to stipulate included:

* the rature and location of support services

* access by family and friends to the service setting
* procedures for individual planning

¢ quality assurance and monitoring

Nature and location of support services

Some of those who were interviewed indicated that the opportunity
for individuals and families to specify the nature and location of
support services would ensure that legitimate needs would be met.
it would ensure that individuals would not “fall through the cracks”
in the service system simply because available programs were not
structured to respond to their particular needs. The opportunity to
specify, contractually, the kinds of supports that were required also
provided a guide to the funding agency and providers in adapting
programs and services.

In one example of individualized funding discussed above, the
mother who was carrying out the negotiations on behalf of her
daughter, Christine, specified that the residence to be purchased
had to be within five miles of both the school and the hocpital. This
was required because of the need for quick access to emergency
lassist.ance and, because of Christine’s condition, to limit any trave:
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time in a vehicle. Arrangements also included the condition that
Christine would receive funding for an attendant who could be with
her when she was at school, or at home on the days she was unable
to go to school, and during transit to and from school.

This latter condition was one that, initially, could not be met
within the eligibility criteria for funding of attendants through the
Ministry of Health’s Services to the Handicapped Division. While
the ministry could cover costs for an attendant at home, it could not
cover costs for the attendant at school. The attendant at school could
be covered under the Ministry of Social Services and Housing’s
Chance program. This program was implemented to provide
funding for personal attendants to assist children with a handicap
in the classroom. However, attendants funded under this program
could not assist in transit or at the child’s home. The commitment
by the ministry to an individualized funding approach meant that
the onus was on the Ministry of Health and the Ministry of Social
Services and Housing to work outinter-departmentally how tomeet
the condition specified by the parent for an attendant that followed
Christine whether at school, in transit, or at home. In acknowledg-
ing approval for funding, a Ministry of Health official wrote, “The
challenge will be to establish an appropriate payment mechanism
that recognizes jurisdictions.” Contractual status meant that :he
individual did not have to fit in to the Ministry of Health's estab-
lished program criteria, or the MSSH’s Chance program. Rather,
contractual status for the individual and family meant that the two
ministrieshad to determine how they would vork out arrangements
in order that individual requirements and conditions could be met.

Access by family and friends to the service setting

Those who were interviewed also wanted to stipulate conditions
that ensured access to the service setting by family and friends.
Parents felt that in the past, service providers had restricted their
access to the service setting. Service providers had responded in a
number of ways when parents requested uninhibited access to the
service setting and/or participation in all decision making concern-
ing their son or daughter.

One response by providers was to decide not to deliver services
to an individual when the parent insisted on their own active
involvement.

Another response was to contract the “non-interference” of
parents through a formal agreement imposed by the provider. The
parents felt that their compliance was necessary ifthe provider was
to continue delivering services.

Q
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In a third situation, a parent informed aresidential provider that
her involvement was necessary in making decisions about the care
of their daughter. However, the parents were not invited to social
functions at their daughter’s home, were not told about medical
problemsuntil after decisions had been made about how to deal with
them, and the parents felt they were not welcome at the residence.

In a fourth instance, the parents were requested by an official
with the MSSH to make their child a v - »d of the state if they wished
to receive a community residential ,.acement for their son. The
parents felt that this was a totally unacceptable condition for
receiving services as it would restrict their access to their son, and
that it would unjustifiably limit their participation in the decisions
made about his care. After much negotiation, this request was
dropped and the child did receive services.

Because of the various ways in which families felt they had been
restricted from the service setting and from the decision-making
process, they wanted agreements which would prevent such occur-
rences. Specifying contractually that access was a condition for an
agreement with a service provider was seen as one solution. In one
instance, parents negotiated unrestricted access to the service
setting at all times. This was entered as a condition of the contract
through which the service provider received funding. Involvement
of parents in all decisions concerning their daughter’s care was also
specified as a contractual condition.

It should Le noted that the CLS has ensured unrestricted access
by family and friends to its own residential and vocational service
settings not by virtue of individual contractual arrangements, but
rather by virtue of a policy decision on the part of the agency. This
requirement has been communicated to residential and vocational
support staff through staff training program and through service
brokers when they have met with support staff to implement or
review GSPs. Contractual status has not been required in order to
access the service setting in these caser. However, some of those
interviewed felt that contractual status would ensure that the
provider would be accountable for making the service accessible to
families. It was believed that such accountability would address the
barriers that some families had experienced.

Procedures for individual planning

Some of those who were interviewed felt that the way in which
individual planning v managed in ongoing service delivery
should also be subject  :onditions specified by individuals and
ofamilies. Theirconcern was that the formalized Individual Program
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Planning (IPP) process that was often used by service providers did
not ensure accountability to the individual. Some support stafffelt
thet IPPs tended to identify objectives that required change and
adaptability by the individual, and did not encourage adaptability
by the provider. One residential support worker suggested:

IPPstendtosetthese folks up for failure. Iftheycan’t meet
their objectives they fail.

In reference to the IPP process used when her daughter moved
under tendering procedures to a non-CLS residence in the commu-
nity, one mother said:

Idon't have “goals” for my daughter. 1just want her to be
happy ... We have sat down with the social worker, the
agency, the psychologist, to define “goals”. I stressed that
one of the most important things to Maria was her music.
That “goal” was never written into the record of the meet-
ing. Iwant herto have her own room, to have a nice sound
system. Iwantwarmth from the stoff. I want themtolike
Maria. Those are the goals. Buttheycan't seem todeliver
on them. There is a hygiene prcram and social events
program. These are important. But they don’t mean
anything if Maria isn't happy. And she isn’t. Sheismore
and more upset, having more and more tantrums ... They
seem to have a “behaviour” program. Maria has said one
staff member said he was going to “tie he- in the hard
chair®, and that she was going to go back to Woodlands if
shedidn't behave. I1don’t know ifiit's true. But she is very
intimidated by him. It’s a real concern for me. I'm
terrified about raising these issues because I'm afraid
they will take it out ~n Maria.

For this parent the IPP process did not secure accountability to
her daughter. From her perspective, the process resulted in the
implementation of individual programs by the provider which, in
some cases, seemed to undermine accountability to her daughter.

In the case of individualized funding reviewed above, the mother
specified that IPPs were not to be used as the planning tool in the
delivery of residential services. Rather, the planning process in
ongoing service delivery was to inclnde the use of the GSP as a
reference document, the mother’s involvement at all staff meetings
:yhere her daughter’s support was to be discussed, and the involve-
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ment of a broker at her request. For her, the emphasis in ongoing
service delivery was not on developing individual programs, but in
working on a daily basis to ensure that her davghter remained at the
centre of the process. She said:

Idon’t want total agreement with staff or anybody all the
time because then I have control. I want to know that the
support staff are keeping my daughter at the centre of
what’s going on. 1 want a consensus that she is the focus,
but then we can have differing opinions. I need their
different views.

In this case, the support staff also felt that the GSP was a tocl
which could ensure that theindividual was at the centre of planning
in ongoing service delivery. As one support staff said:

This home is different than the other homes. All the other
residences [managed by the agency] use some form of IPP.
Here, the only document is the GSP — it outlines all the
crucial information. In other homes they don’t have a
GSP 80 the staff proceed by trial and error ... This house
is like a “mole” in the larger organization. It has been
something of an issue with the agency because of the
different procedures [no IPPs], her mom’s constant input
and complete access to the home, and the total focuson the
individual. The other residences are much more ‘group
homes” with twelve people per residence.

Theresearch found thatindividuals and families varyin the type
of individual planning process they want in ongoing service deliv-
ery. Despite this variation, they felt that it was the opportunity to
determine how planning would be carried out that wasimportantin
increasing accountability to the individual and family. The inter-
views suggested that individuals and families want to be able to
determine the following aspects of the individual planning process:

o the kinds of decisions a service provider would address
or be invoived in, and those they would not be involved
in (i.e. the staff supports to be used, diet, dress,
individual programming, leisure activities, behaviour
management, skills development, sexual behaviour,
development of personal friendships);
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e others who would be involved in making the decisions;

o the extent and nature of involvement of family and
friends;

* the methods to be used in individual planning in
ongoing service delivery (i.e, individual program plans,
review of the GSP, twenty-four-hour plans, case
conferencing, staff meetings, informal approaches).

Quality assurance and monitoring

Another set of conditions which families wanted to be able to specify
were those related to procedures for quality assurance and monitor-
ing of service delivery. However, there was wide variation in the
kinds of quality assurance and monitoring that they perceived to be
required.

Those w’ic w re interviewed felt that all individuals did not
require the same monitoring supports. Some individuals played
this role on their own through their own capacity as self-advocates.
Many of the parentsinterviewed in this study provided the monitor-
ing function themselves. By visiting and spending time with their
son or daughter in the places they received services and supports,
parents were able to carry out their own informal assessment of
service delivery. Some parents who were interviewed stressed that
the design of monitoring should be guided by an individual’s
particular needs and requirements for monitoring.

INCREASED ACCOUNTABILITY OF THE SERVICE PROVIDER
The opportunity for individuals and families to specify the contrac-
tual conditions that service providers had to meet was found to be
one means of increasing accountability to individuals.

This contractual accountability to the individual was found to
have a direct impact on support staff employed in residential and
vocational services. Those employed in CLS and non-CLS services
indicated that, for them, individualized funding and service broker-
age resulted in three lines of accountability:

* to the individual and the family, and the specified
conditions of the GSP and service contract (where
individualized funding is in place);

* to the service provider (where they are employees), to
deliver services within the budget guidelines and
Q philosophy of the organization;
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* to the broker who may be involved infrequently but is
recognized to have influence over the nature and
direction of services for individuals.

Support staffindicated that their ability to manage these lines of
accountability determined the extent to which they were able to
ensure accountability to individuals in decisions on ongoing service
delivery. They also indicated that conflicts could arise between
these accountabilities.

In cases where individualized funding had been implemented
the immediate impact was to create a contractual accountability of
the provider to the individual. Contractual accountability intensi-
fied the conflicts for support staff. It changed how the organization
and the support staff perceived their relationship to the individual
and family. A staff member employeC in a non-CLS residence
expressed the tensions in these terms:

I feel I'm working for a number of actors and I'm not sure
who I'm ultimately responsible to. My administration
tells me I'm to follow this organization’s operational
approach. But this home is different than other homes
run by the agency because of its individual focus. The ad-
ministrator is concerned with overall management at a
grand scale. Fine. He’s struggling for control. But I'm
struggling for Christine’s identity ... We're trained by this
organization. But we’re not trained for her mom’'s daily
involvement. And as staff we don’t have much in common
with staffin other homes run by the agency because of the
way we operate here. They don’t understand us. So there
is an issue of staff support. We need ideas on how to
manage this. We need ideas on how to widen Christine’s
circle of friends and personal supports so she can become
more connected in the community.

Support staff also perceived some responsibility to the broker
given that the broker was the individual's agent. Staff raised a
number of questions regarding this responsibility. To what extent
were staff to respond to the direction of brokers? To what extent did
staff's implicit or explicit contract to individuals override, at the
broker’s initiative, their responsibility to their own employer, the
service provider? One support staff perceived the impact of the
broker in this way:
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I have a sense that parents are able to be involved because
of the broker. Ithought at first that the broker should be
more involved on a day-to-day basis in the running of the
home. But I see now how the broker passes the needed
information to the mother so that she can be involved. If
she wasn’t here, I would expect the broker to be more
involved ... However, I don’t know where my Board and
administration fit into the brokerage system. The organi-
zation doesn’t know what expectations we should have of
brokerage. There are a lot of questions.

The administrator of a non-CLS residential service agency
acknowledged the tensions that multiple accountabilities intro-
duced for the service agency and support staff. However, he also
noted that this was simply anissue that needed to be addressed. The
fact that tensions existed did not undermine the merits of individu-
alized funding or service brokerage While the issues had to be
addressed, the commitment to increased accountability to the
individual had to be maintained:

I have felt for a long time that for any program to have any
degree of integrity in terms of the service provided, there
needs to be a lot of input from the individual. This can be
athorn in our sides. As an administrator, I recognize the
complexity in all of that, the uncomfortableness. There
are two sides to me. One is, I would like to see something
very efficient, a kind of benevolent dictatorship. But this
kind of thing ... [brokerage and fan.ily involvement]
introduces a democracy in the best sense which of course
is lessefficient. But Iam convinced that for growth to take
place at the level of the service provider, there needs to be
that struggle. So I understand, but 1 have struggles
within me ... the real world, budget deadlines.

CLS support staff also expressed commitment to ensuring
accountability to the individualz they supported. They indicated
that the CLS had been effective in communicating to them the
importance of such a goal. However, they also believed that
accountability to the individual was not accomplished on their part
only through a sense of personal commitment. They felt they lacked
the organizational resources to implement such a focus. They
indicated that such resources include:
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* job security and a level of income which can encourage
support staff’s long-term involvement and career
development;

s performance appraisal procedures that are able to
recognize and value support staff’s contribution to
focusing the service on individuals, and increasing
accountability;

* a responsiveness by the administration to negotiate
with staff about how to manage services to meet needs
and provide decision-making opportunities;

e atraining and development program that assists staffin
transforming the philosophy into concrete strategies in
“everyday decision making”;

* an opportunity for staff, in various CLS operations, to
exchange ideas amongthemselves about how tomanage
services within the context of the philosophy of CLS and
the directions being set by individuals and families.
This has begun to happen with the organization of staff
groupings on a regional level.

The research suggests that while fully implemented service
brokerage and individualized funding established conditions for
increased accountability to the individual in service delivery, these
mechanisms were not by themselves able to secure that accounta-
bility. There are other factors related to the delivery of services
which also determined the extent of accountability. These included
the availability of a supply of support staff committed to such a goal;
the level of resources allocated to compensating and developing
support staff; and the human resource policies of the service
provider which provided the incentives or disincentives for support
staff to implement greater accountability to the individual.

FINANCIAL ACCOUNTABILITY

Some of the parents who were interviewed indicated that financial
accounting on an individual basis would encourage greater ac-
countability to individuals in ongoing service delivery. These
parents wanted some recognition that a service provider was
spending dollars allocated for an individual’s income assistance,
de for his or her residential and vocational supports. Financial
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accounting to the individual and his or her family was seen, then,
as one means to review the financial decisions the service provider
was making on the individual’s behalf.

The CLS has attempted to provide such accounting by tracking
the expenditure of dollars targeted (but not allocated) to individuals
under individually costed GSPs. The system currently in place at
the CLS has not been used ona consistent basis to provide individual
financial statements for expenditures made on individuals’ behalf.
Some parents expressed frustration withnot being able to accessthe
accounts in order to see how the funding allocated to their son or
daughter has been expended.

The CLS has not been able to fully individualize the accounting
of expenditures primarily because of funding arrangements with
the MSSH. Most of the funding for CLS services has been allocated
by the government under “service-funded” contracts. Because more
recent CLS residences have been much more richly funded than
those the ministry funded in the early 1980s, the CLS has, to some
extent, pooled the dollars from across its service system. This has
been necessary in order to ensure that the needs of individuals
living in the more poorly funded residences were adequately met.
As a result, it has not been possible for the agency to maintain a
strict accounting relationship between the funding negotiated for
an individual and the expenditure of that funding.

FACILITATION OF PORTABILITY
Portability within the service system, or the opportunity for an
individual to change the providers who deliver his or her support
services, was identified by some individuals and families to be an
important indicator of accountability to the individual. It was also
identified as a critical area of concern by service brokers, CLS
administrators, and MSSH officials. Lack of portability was found
to be a problem in cases where individuals wanted to change service
providers, or where providers withdrew services from anindividual.
Some of the individuals supported by the CLS experienced this
problem. Inone instance, a young man was removed, with some of
his belongings, from the residence in which he was living. His
mother recounted the event this way:

We [parents] were ... asked to sign a contract saying that
we would agree with programs and would agree not to
interfere in the service. What could we do? We needed the
service. One of these programs involved giving Gerald
tokens for good behaviour. When he had enough tokens he
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could have a friend over. But who should have to buy
friends with tokens? And they did stick to the program
to remove my son if he had a fight with his roommate. But
it happened when my husband and I were out of the
country. They sent him to a men’s shelter on skid row.

The CLS has also been requested by families or the MSSH to
deliver vocational sersces to individuals because their previous
service providers had decided they would no longer deliver services.
It was felt by some of those interviewed that providers made these
decisions on the basis that “behaviours” were too difficult to deal
with, or because the individual appeared unwilling to abide by the
rules of the work setting. For example, one CLS vocational support
staff member said:

Henry was in [a sheltered workshop] for ten years. In the
fa’l he was kicked out. They said they wouldn’t have him
any more so brokerage got involved. Workshops seem to
reject people thatdon’tfit. Our approach istofit programs
around individuals on their own terms. When we got the
contract to work with Henry he was pretty abusive. He
fought every morning. Now over the past few weeks he's
started to take some initiative. He's not working as hard
as he can. But we give him the space to say no. We're not
going to fight with him.

Another CLS vocational support staff member who used to work
in a sheltered workshop felt that the workshop environment itself
resulted in behaviours that individuals were then fired for. She
said:

I remember having to deal with behaviours that resulted
from the workshop environment. Now I work in the day
mod with some of them who were fired for their behav-
iours. Their behaviours are now non-existent.

When individuals left on their own or were forced to leave, they
were often without means 0" acquiring new services. In some
instances, the service provider retained their funding base and
filled the vacancy left by the individual. Until another program was
willing to provide service, or the individual was able to access
additiona! funds, he or she was left without day programs. In some
cases, individuals had to wait many months.
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Because there is such limited implementation of individualized
funding, it was not possible to fully assess the impact of this
mechanism on facilitating portability within the service system.
This mechanism may facilitate portability insofar as individuals’
contractual status enables renegutiation of conditions of service and
contractual arrangements as needs change, or as the service be-
comes inappropriate or inadequate.

However, the research suggests that there are other important
factors besides contractual status that impinge on the opportunity
for individuals to initiate change. It could be argued, for instance
that because the CLS now manages thirty homesfor individuals, the
agency should be able to facilitate portability within their own
substantial “closed” market of housing and support services. There
is demand by individuals for such portability. The reasons they
have given for wanting to change their residence include; incom-
patibility with the people with whom they lived; a desire to live in
more independent situations; or a desire to live closer to their
families. However, there are three factors which limit portability
even within the CLS centrally managed market. _

First, thereisalack of vacancies within the residences supported
by the CLS. A second factor is related to the issue of equity and
fairness. The funding allocat=d to provide service to an individual
is tied to a particular residence, and, as indicated above, there is
substantial disparity in the levels of funding between “JLS -~:si-
dences. This disparity in funding is not due to variat' .. :n
individuals’ needs, but to other factors. Such factors incluc>: :ne
year the funding agreement for the residence was negotiated with
the ministry; whether or not administrative funding was included
in the contract; and the limited annual increases for residential
agreements that were negotiated in the early 1980s. The level of
funding allocated on behalf of an individual is not renegotiable
simply because an individual wants to move to another residence
that may be funded at a substantially lower level than the one they
move from. This raises issues of equity and fairness if one level of
funding was initially negotiated for an individual and the funding
allocated was then reduced simply because the individual left or
moved to another location.

A third factor not resulting from the impact of the service
funding mechanism was that the information flow between indi-
viduals, support staff, brokers, and CLS administration was some-
timesinadequate to respond to anindividual’s expressionofinterest
in changing their living arrangements. This issue is related to
zlaﬁations in access to the assistance of the broker and to the
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inability, in some cases, to activate brokerage.

SUMMARY

Individualized funding and service brokerage, compared to the
conventional planning and funding mechanisms, were found to
increase accountability to indiviauals and their families. Greater
accountability was achieved through the contractual status pro-
vided to individuals and their family or friends in the purchase of
service agreements. With this status they were able to determine
the conditions on which services would be purchased; who the
service providers wou)-. be; and howthe services would be managed.

Those who were interviewed suggested that individuals and
families wanted to be able to determine contractual condit‘ans
regarding the nature of supports to be purchased, the access by
families and friends to the service setting, the procedures for
individual planningin ongoing service delivery, and the procedures
for ongoing monitoring and quality assurance.

Support staff indicated that the contractual status provided to
the individual, the access to the service setting negotiated by the
family, and the presence of a broker have had a substantial impact
on increasing accountability to the individual. At the same time
they felt that, as support staff, they were often asked to ensure
accountability without the adequate organizational resources,
compensation, or back-up support. They stressed that increased
accountability to the individual requires more than personal com-
mitment on the part of support staff. I\ requires increased organ-
izational resourcesin the form of compensation, job security, appro-
priate performance review procedures, and a staff development
program which provides concrete strategies for increasing ac-
- countability to the individual while providing a high quality of
service.

Portability within the service system was identified as an impor-
tant condition for accountability to individuals in decisions abeut
service delivery. The service funding mechanism has acted as a
disincentive to portability because funding was attached to & resi-
dence and not to an individual. Individualized funding may in-
crease portability if it provides individuals with the opportunity to
renegotiate conditions of funding and service contracts. However,
factors other than the funding mechanism were found to impinge on
increasing portability. Onefactor was limited vacancies in CLS and
other community services. A second factor was that the CLS has
had, to some extent, to pool funding allocations from across its
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service system. This has limited financial accountability to the
individual, and has been a disincentive to portability. A third factor
that limited portability was the difficulty in accessing brokers to
assist in renegotiating funding or service delivery where individu-
als did not have family or friends to advocate for them.
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CHAPTER 5

AVAILABILITY OF A RANGE
oF COMMUNITY-BASED
ALTERNATIVES

The availability of a range of community-based alternatives for
supports ar.d services was identified as another criterion of decision-
makingopportunity. Accountability to individuals was not achieved
if there was not an adegquate range of alternatives from which to
make decisions about support and service delivery. Although many
of the parents who were interviewed had decided at one time toplace
their son or daughter in institutional care, they did so because they
could not find other alternatives. The lack of community-based
alternatives had forced them to make a decision which, rather than
reflecting accountability to an individual, appeared to undermine
such accountability.

When individuals first started moving from the institution back
to the community, arranging for community service providers
presented a continual dilemma. Since the commitment was made
to downsize institutions and to provide community-based supports
to individuals with even the most challenging needs, more speral-
ized service providers have become available.

While there is an increasing number of specialized services,
generic alternatives are less available. Having helped their sons
and daughters move out of the institution into specialized services,
som:e parents now want to see them move out of specialized services
to take advantage of the ron-specialized residential, vocational,
educational, and recreatinial supports more generally available.
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FINDINGS

Partial and fully implemented individualized funding and service
brokerage were found to have the following impacts on the availa-
bility of community-based alternatives for support and service
delivery:

¢ incentives for increasing the range of options
o facilitation of resource development
e access to generic services

e increasing the range of service providers through
separation of support services.

INCENTIVES FOR INCREASING THE RANGE OF OPTIONS
Some parents who were interviewed believed that there was a need
for a wider range of available program models. Many stressed that
without a wider range it was difficult for planning and service
delivery to respond to the diverse strengths, needs and goals of
individuals.

One mother found that the program models which the govern-
ment agreed to fund had limited her own vision of possible models
of support for her son:

We hau «a negative experience in trying to establish a
facility for our son outside the institution, and then
aizcovering that because of the model that we chose, all we
did a8 create a mini-institution. And that is because
[the model] was determined, it was based, on a label. We
deve’opad these things [group homes] because of a label ...

The impetus for the models of residential support delivered by
the CLS came from the parentsoriginally involved in the Woodlands
Parents Group. Parents stressed that individuals’ homes were to be
small-scale, for three or four individuals. They believed that their
son’s or daughter’s homes should not have staff offices in them,
because the families felt that people without labels did not have staff
offices in their homes. This model differed quite sharply from what
some parents perceived asthe “large and institutional group homes”
otherwise available for individuals in the community.

Three- or four-person residential arrangements, while once a

O ajor innovation for individuals who require twenty-four-hour
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supports, are now more and more common. They are the model of
support that the ministry often purchases under service fundingfor
those who require twenty-four-hour supports.

While this model has become the mainstay of community resi-
dential support, its exclusive use was questioned by some parents
who were interviewed. Some wanted the opportunity for just two
individuals to live together; others wanted individuals to own their
own homes (either individually or cooperatively); and some parents
wanted their son or daughter to live in quarters attached to the
family’s residence. However, the service funding mechanism did
not appear to provide incentives for developing this diversity of
models.

Individualized funding can “technically” provide incentives for
greater diversity in models of support services by tying their
development to individual need and demand. However, because
implementation to date has been so limited, it is too early to tell the
extent to which this funding mechanism would encourage this
diversity.

FACILITATION OF RESOURCE DEVELOPMENT

The range of support and service provider options has been affected
to some extent by the procedures for resource development that
have been implemented under service funding. The MSSH has
chosen, through tendering and other procedures, to manage the
supply of arelatively limited range of services rather than todevelop
and diversify services in accordance with demand. Management of
demand would require that the development and purchase of
services be tied more directly to the needs and desires of particular
individuals.

Through individualized funding and service brokerage the CLS
has sought to make a closer link between individual or general
service planning and resource development. Inthe CLS model, the
GSP is to be the basis of funding and development of community
resources. Where the GSP has been individually funded, brokers
have played a role in facilitating the development of resources.
Their role has included staff training and consultation with a
provider indeveloping or adaptinga service according toanindivid-
ual’s GSP. Brokers have been able to provide information and
expertise to the individual, family, and the service provider in
putting the supports identified in the GSP “on the ground”.

Brokers’ assistance in facilituting resource development has
been felt not only by individuals and families, but by service
providers as well. Some service providers who were interviewed
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found that the brokers were able to play a role in assisting them to
develop the supports they delivered. They identified the distinctive
feature of the broker as his or her ability to orient resource
development around the individual. One service provider com-
m~2nted:

The broker was very important in getting Norma estab-
lished in the community with the right supports. He
stressed that she had rights and that we had to maximize
oureffortstoprovide her with the supportsshe needed. He
was the facilitator that brought the whole thing together.
He asked, “What are the moral obligations of the school,
the service provider, society?” He also asked, “What are
the ethical responsibilities of government?” He acted on
the recommendations of the mother, the school, and the
doctors.

Another service provider also commented on the role of the
broker in working with service providers to develop resources. She
noted that the autonomy of the broker was critical if they were to
play this role, and commented:

Listenr, a social worker couldn’t have done what a broker
-id [in facilitating resource development among a set of
.rvice providers]. When the social worker walks in, the

red flags go up.

Individualized funding provides a mechanism for specifying
certain standards and conditions for service delivery in an individ-
ual’s GSP. In some cases, brokers have becn able to use these
standards and conditions as a guide in faciiitating resource devel-
opment. The opportunity for the broker to play this role, however,
seemed to depend on the extent to which the GSP was the basis for
funding and contractual arrangements. To the extent that it was,
service providers were bound to meet the standards and conditions
as specified in the GSP. Brokers were seen in these instances as an
important resource in assisting the provider to meet the teri:: of the
GSP.

ACCESS TO GENERIC SERVICES

Barriers in access to generic services (recreation, education, hous-
ing, etc.) wereidentified as an ongoing concern by many of those who
were interviewed. The research found three factors that tended to
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limit such access.

First, access to generic resources requires that support staff in
specialized services actively create opportunities for individuals to
participate in a wide set of community activities. Some of the
parents and CLS support staff who were interviewed felt that
support staff were hindered in this role by their available time, job
definition, perception of individuals’ needs, attitudes about commu.
nity integration, and their level of expertise.

Second, individuals, families, and support staff have found that
generic education, employment, recreation, and housing resources
present barriers to access. For example, one woman interviewed for
this study was denied access to a publicly funded housing coopera-
tive because she was considered “unsuitable” for participation in
that housing environment.

Third, individuals, families, and support staff have found thst
accessing generic resources ismore than “getting through the door”.
Even if a generic provider is willing to make facilities or services
accessible, they often require assistance in facilitating integration.
It may require staff training, architectural changes, and increased
flexibility in programs and operations. Assistance to the generic
provider in making these adaptations is often outside the role and
expertise of support staffin specialized services. One parent saw the
dilemma this way:

It’s not that we don’t need “specialized” support staff to
help our sons and daughters do what they want to do
whether it’s swimming or training for the marathon, or
going to church. What staff need is the assistance to take
that step back, the step back from ownership of people’s
lives... The support staffneed the generic service back-up.
But the problem is that by themselves the staff can’t seem
to get Derek into the fitness club, or Marlene into the
recreation centre. What do they do when these places
refuse to open their doors? The reason they refuse is
because they don’t know what to do when they do open
their doors.

Service brokers were found to play a role i» oroviding this back-
up support to assist in increasing access to ,;: aeric services. One
mother who was interviewed spoke of the process of negotiating
access to the generic or integrated educational system, as opposed
to a segregatad school:

Q
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One of the decisions we want our son to be able to make is
to use generic services and not all these specialized
programs ... My son came out of Woodlands into a segre-
gated school situation. It was my effortstoget him intoan
integrated situation, with the help of the broker, that
helped to break the barriers down. I knew full well, and
the principal knew full well, that if they accommodated
Jonathon then they would have no recourse but to accom-
modate everyone because Jonathon’s needs were the
greatest in the segregated setting. Without the moral
support of the broker I wouldn’t have been able to do it, to
have the courage. The broker was able to help us o know
when it was best togo alone [to meet school officials], with
another family, or when it was best for him to go with us.
He would arm us with information thct we might need in
a meeting; would meet with the piincipal a'.d a teacher,
with us, on our behalf, if that was necessa: ;. We were able
togothrough a process of strategizing, nr.4t/e broker was
able to offer help to the education system to make i:
happen. Idon’t know if it would have happened without
the broker.

Factors discussed abave which affected access to the broker
(limited funding, lack of family and friends able to advocate) were
also found to affect the extent to which service brokers were able to
assist individuals in accessing generic services.

SEPARATION OF SUPPORT SERVICES

For the individuals represented in this study, one or sometimes two
service agencies delivered all residential and vocational supports.
Individuals and families did not have the opportunity to make
decisions to contract a wider range of service providers with the
funding allocated on individuals’ behalf. This monopoly on the
provision of supports by one provider may limit the availability,
diversity, and accountability of support services and service provid-
ers that individuals can access.

One contractual arrangement is not necessarily required in
order to deliver the variety of needed supports. Distinct residential
supports, for instance, may inciude the actual housing unit or
resource, the maintenance of the physical plant, an individual’s
support staff or attendant care delivered at home, and administra-
tion of contracts and financial accounting. Individualized funding
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would give the individual the power to contract each of these
supports separately.

SUMMARY

Because of the limited implementation of individualized funding, a
systematic assessment of its impact on the availability of the range
of community-based supports and services was not possible. How-
ever, the research suggests that this funding mechanism does hold
the potential to increase the range of available options by tying
resource development to the funded GSPs of individuals. Resource
development is thereby managed through a demand-oriented ap-
proach rather than the current supply-oriented approach.

Service brokers were found to increase options through their
assistance to individuals, families, and service providers in adapt-
ing both specialized and generic services to more adequately meet
the needs and wishes of individuals. The broker was able to
facilitate resource development by using the GSP as a document to
guide service providers in adapting and developing resources.
Factors affecting access to service brokers shaped their effective-
ness in facilitating resource development. As discuss~d in Chapter
Two, these factors included limited funding, adrinistration of fund-
ing (service funding or individualized funding), and availability of
family and friends able to advocate for an individual.

Individualized funding appears to hold potential to increase
options by facilitating the separation of support services. Residen-
tial support services might be separated in a number of ways. For
example, attendant care, property management services, general
accounting services, and the housing unit, can all be envisaged as
distinct supports, each delivered through separate contractu.:
arrangements.
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CHAPTER 6

RECOGNITION AND STATUS
For CLoSE FAMILY

AND FRIENDS

Another criterion of decision-making opportunity for individuals
wa: ‘" ;. their close family and friends be given recognition and
statu. in decisions about the nature of supports, service providers
to be used, and ongoing service delivery.

Many family members who were interviewed for this study
wanted more than involvement in decision making, and more than
a recognition that they could be strong advocates for an individual.
They also wanted status in the decision-making process when
individuals designated them to play such a decision-making role.
Those who were interviewed felt that although individuals might
not be ableto verbally designate statu- to family members, individu-
als were able to express implicitly or explicitly whether they wanted
their parents, or brothers and sisters, or close friends to be a part of
the decisions that were made. Families wanted their status to be
secured for t-.0 reasons.

First, they indicated that where an individual designated such
status, government and service providers should honour his or her
right to make this decision. Second, the perceptions of family and
friends were not necessarily bound by medical or professional
assessments. Their understanding of an individual’s need was
informed by their “vision” and expectations for an individual’s life.
They felt that this vision developed from a shared history and
relationship. They believed they were in a unique position, there-

g‘ore, to make decisions about an individual’s community supports
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where an individual was unable to articulate this.

FINDINGS

Individualized funding and service brokerage were found to have
the following impacts on providing recognition and status to close
family and friends in the decision-making process:

» emphasis on the knowledge of family and friends in
decision making

e increased status in decision making.

EMPHASIS ON KNOWLEDGE OF FAMILY AND FRIENDS

Many of the pare:..s who were interviewed felt that, in the past, the
definition of the needs of their sons and daughters had been based
principally on medical and professional assessments. They felt that
these assessments tended to isolate the definition of needs from the
exploration of a vision and expectations for anindividual's life in the
community.

The emphasis on »rofessional needs assessment was perceived to
reinforce the labels attached to a person. Some of those who were
interviewed felt that professional assessments and the labels asso-
ciated with them also resulted in a perception that individuals were
“problems” who required the expenditure of resources in order to
contain or solve the problem. One parent whose sonhad beenin and
out of hospitals and group homes for a number of years said:

In the regular bureaucracy, professionals look at beha-
viours. They don’t ask why a person behaves in a certain
way. Theydon't ask how we can turn behaviours around.
When you see the reports of individuals coming out of
institutions [profilec of need], they only say what can’t
happen. They dc .. look at the positives and at the
weaknesses, or at things that can be changed. They only
see the barriers.

Many found that it was difficult to get past the definitions and
labels that had been imposed in the assessment of individual need
— assessments that had been the condition of funding and service
delivery. The challenge to parents was to see their son or daughter
as a person who could make decisions, and who could lead a full,
involved, and satisfying life as a valued member of the community.
. ;llg‘ne mother who reflected on this challenge in her own family said:

SH
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We changed our attitudes by asking what we expected for
ourotherchildren. What did we want forthem? And then
we asked why couldn’t we have the same for our family
member who hasa handicap, or who hasa label? Whyare
we expecting all this specialized stuff? And that’s what
helped us to get on with it. What we came to want was
what we wanted for ourselves, what is in place for our-
selves in the community.

For many parents, learning to change their expectations re-
sulted most often from their interaction and mutual support with
other parents. As one mother said, whose son had lived in Wood-
lands for a number of years before returning to the community as a
young man:

I was able to “dream” because of my interaction and
relationships with other families. When I caught onto a
dream for my son it just turned me around completely. I
know now how important it is to talk with families. The
brokerage helps us to put goals into place, but the initial
dreain comes from being able to share our experience with
other families.

Some of those interviewed found that service brokers were able
to ensure that the personal knowledge of families and friends was
a foundation for the GSP. Brokers did this in two ways. First, a
number of parents felt that through the GSP process the personal
knowledge and vision of the family or close friends were recognized
by the broker to be essential in defining individual needs. Many
found that the broker validated the family’s own knowledge and
views. They indicated that this was unique in their experience with
professionals. Second, some ofthose interviewed feltthat thebroker
encouraged family and friends to expand their perceptions and
expectations of the individual. One parent said:

What attractzd me most about the CLS was their philoso-
phy—focuson theindividual. They would build a service
around my son, Jeff. The broker was theone who said, “I
think we can do this”. He encouraged us to dream. The
family starts to think that their family member can do
things. The broker gets people to look at the positive —
how to build on potential. This helpsparentstogeta more
objective view.

42



84 THe Power T0 CHOOSE

The study found three outcomes resulting from the broker’s em-
phasis on the knowledge and expertise of families.

First, when families and close friends were actively involved in
the GSP process, they assisted individuals in identifying personal
goals and hopes. They assisted through their ability to interpret,
clarify, and reinforce individuals’ wishes.

Second, close family and friends brought to the planning process
their own expectations for an individual’s quality of life — expecta-
tions based on their personal history and relationship with an
individual. In doing so, they provided a context for perceiving the
individual that might not otherwise have been available to the
broker or service provider.

Third, family and friends assisted in identifying and locating
community resources, interpreting individuals’ needs so that ap-
propriate resources could be selected, and, where necessary, mak-
ing decisions about service delivery. They were also able to advocate
for the development of resources when these were not available.

INCREASED STATUS IN DECISION MAKING
Through the GSP process service brokers have provided status and
recognition to families in defining individuals’ needs for support.
However, the status of the GSP in funding and service delivery has
determined the extent to which the knowledge and expectations of
families has been a basis for making decisions.

Where the GSP was funded under an individualized funding
approach, individuals and families could make decisions because
they were able to specify the contractual conditions upon which
services would be delivered. The tendering procedures afforded the
least recognition and status to families in decision making. Under
the tendering procedures some families did have the opportunity to
suggest who the individual would live with, and they could suggest
additions or deletions to “profile of needs” prepared by ward staff
and the social worker. A government document laying out these
procedures also specifies that “parental involvement can only be
minimal” in the selection of service providers or “contractors”. The
document also states that once providers are selected and contracts
are negotiated, it is expected that parents will become veryinvolved
in decisions about how the service will operate.! Many who were
interviewed felt that the tendering process denied status and
recognition to families in the decision-making process.

The research found that three reasons were used to justify
restriction: to families in decision making when their son or
Aqughter was leaving the institution.
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First, there was a genuine concern expressed by some govern-
ment officials who were interviewed that downsizing at Woodlands
should he carried out as quickly as possible. One senior official in
the MSSH said in an interview that “we don’t have time to go the
brokerage way”. There was a belief on the officisl’s part that
involving families, through the GSP process as it was managed by
brokers, would require time that could not be afforded in a downsiz-
ing process. Another official believed that the government commit-
ment to deinstitutionalization could be undermined if individuals
remained in the institution for too long. The commitment would be
undermined in the face of other interests, including those of labour
unions and families opposed to closure. In this argument, limita-
tions on family involvement could be justified in order to realize a
more important goal for managing closure — that individuals be
moved to the community before political commitment waned.

A second argument for limiting the status of families in decision
making was implicit in the principlesof accountability for managing
the closure. The MSSH document on Community Placement
Planningidentified the principle that accountability to the taxpayer
was required. The document defines tendering as a set of proce-
dures which meet the government requirement that:

... before taxpayers dollars are committed to a service pro-
vider, all interest:d and qualified service providers have
been given an opportunity for consideration. Also that the
service provider best able to provide the service and
offering a reasonable or acceptable value for the money to
be spent is selected.?

While the tendering process may to some degree result in ac-
countability to taxpayers, it does so at the expense of any accounta-
bility to individuals and families, who are also taxpayers. Further,
there is no evidence to suggest that greater accountability to
individuals would necesserily result in less efficient allocation of
publicdollars. There is some anecdotal evidence to suggest that, on
the contrary, individualized funding can result in more efficient
allocations. This is because it limits the under- and over-serving of
individuals, both of which can result in unnecessary long-term
costs.

A third argument for restricting families from the decision-
making process was implied by government officials in their con-
ceras that some families were not necessarily in favour of closure,
S"d that some opposed it vehemently. The concern expressed by one
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government official was that these families could impede the prog-
ress of institutional closure and that they might undermine the
political commitment to develop community alternatives.

The findings from this study suggest that it was not the policy
decision to close an institution that resulted in the reluctance and
backlash or thepart of some families. Rather, it was their exclusion
from decisions about the nature of community supports and services
that would be delivered that was the source of their rejection of the
policy. One parent said that many of these families were concerned
that, “community alternatives provide safety, security, stability,
and structure when needed.” Interviews with some parents indi-
cated that parents’ exclusion from the decision-making process may
also restrict their own vision and expectations for their sons or
daughters. This may lead them to favourinstitutional care. Asone
parent said:

Parents are expected io play a role but aren’t given any
power. If parents had the power the attitude would
change... Thereare *hidden”familiesoutthere. They still
have aconscience, they still havea commitment tothat kid
who was theoretically abandoned. We're still living with
that. We had to do it. Which experts are we supposed to
believe? The ones who told us thirty years ago that this
[the institution] was the best thing? Now we're told that
it’s wrong. We've become schizophrenic. Which experts
are right? “Community Living” — the concept is sound if
you can make it work. But since the commitment to close
institutions, society has changed. People are selfish, life
is so complicated. Somehow parents and siblings have to
be given the power... You can see the anger growing ...
Somehow parents need a sense of being able to take
control.

In the fall of 1988 a temporary moratorium was placed on the
downsizing process at Woodlands in order that the government
could review the process. The review was in response to a number
of concerns which had been voiced, among which were the lack of
family involvement in the planning process, the process of resource
development, funding, and the quality of community services. The
report based on the review recommended that the planning proce-
dures be changed in order to increase family involvement. The
report also recommended that General Service Planning be man-

o ~ged by field social workers who were to act as a “fixed point of re-
B O
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sponsibility” for the individual and family in the planning process.?

The research did not determine the extent to which the recom-
mendations from the review were implemented. However, a few
parents, who had experience or information concerning the proce-
dures implemented prior to and after the review, felt that neither
process gave any real decision-making opportunity tofamilies. One
parent, reflecting on the changes that had been made after the
review, said:

Parents are supposed to have a roie in selection of care-
givers, but they [the staff of the institution] are comirg to
the GSP meeting when really the decisions have already
been made.

SUMMARY

Status and recognition for families and friends was most strongly
secured when the GSP served as the basis for funding and contract-
ing. The contractual conditions that families specified for service
delivery were based on their personal kncwledge of an individual.
Terms were also based on their knowledge of the other services and
resources that would be needed. As well, some families were able to
specify a set of conditions for designing services that could meet
particular interests and needs of the individual.

Government documents and interviews with government offic-
ials indicated that some opportunities had been created for parents
to advise in decisions about the community placement of their son
or daughter. However, parents were restricted from the decisions
concerning selection of service providers and the conditions of their
funding. Some parents felt that the tendering procedures thereby
restricted the status of the family in significant areas of decision
making.

The research found that three reasons were used to justify the
restricted status of families in decision making:

» the need to move quickly and efficiently in downsizing
the institution conflicts with the extensive involvement
of families;

o the government is accountable to the taxpayer and
tenderirig procedures (which have the effect of
excluding individuals and families from choosing
service providers) secure this accountahility;
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e some parents are opposed to institutional closure and do
not want to make decisions to move their son or
daughter to the community.

The research did not test the validity of these justifications or
evaluate the procedures for downsizing Woodlands. Itdid {ind that
{ e procedures for downsizing Woodlands resulted in the perception
by some parents that they had been kept out of the decision-making
process. The research also showed that while some parents were
opposed to institutional closure, this may have resulted from the
exclusion of parents from the decision-making process. It was
suggested by some parents that when they had the opportunity to
make decisions about community alternatives, their opposition to
their son’s or daughter’s move to the community faded.

Notes

1British Columbia, Ministry of Social Services and Housing, From
Institution to Community: Parental Involvement in Community
Placement Planning (Victoria: January, 1987).

Ibid., p. 3.

3British Columbia, Ministry of Social Services and Heusing, The
Review, Services for Individuals with Mental Handicaps, The
Downsizing of Woodlands and Glendale (Victoria: December 9,
1988).
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CHAPTER 7

APPLICABILITY TO
OTHER SECTORS

The purpose of this chapter is to consider the applicability of the
mechanisms of fixed point service brokerage and individualized
funding to other sectors or populations. For the purposes of this
examination three populations will be considered — those with
physical disabilities, the frail elderly population, and those with a
mental or psychiatric disability.

The number of individuals that fall within these three groups is
difficult, if not impossible, to determine. The m :asurement of
“disability”, ““ompairment”, “frailty” and “mental disorder” is subject
to conceptual, diagnostic, and methodological issues and problems.
The Health and Activity Limitation Survey estimates that 3.3
million Canadiars have some form of disabling condition.!

It has been estimated that between 2 and 3 percent of the
Canadian population have a major mental disorder?, and that
between 10 and 20 percent of the population will likely present
emotional or behaviourial problems to the primary health care
system in any given year.?

The elderly populatioi: in Canada is increasing. It is expected
that the population aged sixty-five and over will triple from the 1986
level to 7.5 million by the year 2031. Within this group, rapid growth
in the group seventy-five and over is expected, and a tripling of those
aged eighty-five and over is anticipated. The likelihood of mentally
and physically disabling conditions increases substantially after the
age of seventy-five, and it is expected that 20 percent of those over
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aged eighty-five have some form of dementia or brain disease.*

It is estimated that over one million individuals in Canada have
some form > physical handicap (including those with a mobility,
and/or agility impairment). Various levels of severity of disability
within this group are reported.®

It is important to note that these are not mutually exclusive
groups. Individuals who are elderly may be frail as a result of
functional incapacities arising from a physical disability and/or a
form of dementia or some other mental disorder. According to the
Health and Activity Limitation Survey one third of all disabled
persons in Canada are aged sixty-five years or older.* Those witha
physical handicap may also have a mental impairment or disorder.
A recent study estimates that between 11 and 12 percent of people
with a physical disability also have a psychiatric disability. It is
estimated that only 2 to 3 percent of the general population have a
psychiatric disability. The study also indicates that over 70 percent
of people with a psychiatric disability report other form(s) of
disability.’

Itis generally agreed that, for a number of reasons, many within
these groups are vulnerable with respect to their self-determina-
tion, autonomy, and dignity. The extent of their needs makes them
especially dependent on others. They may have difficulty in
communicating or may be unable to communicate their wishes.
They may have to receive services in settings which deny them
control over their lives, and which pose risks to their basic rights.
And because they may be poor and especially dependent on others,
they may be unable to protect themselves from abuse and neglect.®

This chapter will examine three factors, based on existing
research and literature, that are considered to pose risks to the self-
determination, autonomy, and dignity of individuals within these
groups. These factors include:

e poverty

e limited access, availability, adequacy, and
accountability of community support servicns

o the legal framework for making decisions when adults
are considered legally incompetent or at risk of abuse
or neglect.

The following sections will discuss the issues of self-determina-
o “ion, autonomy, and dignity that are raised by these three factors.

ERIC
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The applicability of fixed point service brokerage and individualized
funding in addressing these issues will then be examined.

POVERTY

THE ISSUES

Rescarch has found that the vast majority of people with disabilities
are poor, as are many individuals in the elderly population.® For
people with a disability, poverty results from barriers to paid
employment, and social assistance programs that do not fully
account for the needs that individuals have as a result of a disabling
cor ‘ition. The existence of poverty is central to understanding the
risks to self-determination, autonomy, and dignity experienced by
individuals in these groups. For example, in research concerning
these groups poverty has been associated with:

¢ a lack of independence and control in ir.dividuals’ lives;
* an inability to meet basic needs;

e physical and mental ill-health;

e homelessness;

s elder abuse;

e stigmatization which results from the “welfare
orientation” of those on social assistance;

¢ a violation of civil liberties that results from intrusive
monitoring by welfare officials, monitoring which is
intended to insure continued eligibility for social
assistance;

¢ “double jeopardy” in which individuals with a disability
encounter barriers to employment, but have to live on
low levels of social assistance designed in part as an
incentive to gain employment.!°

APPLICABILITY

Individualized funding has been proposed as a strategy to alleviate

the inequities, discretionary power of financial assistance workers,

lack of accountability to individuals, and stigmatization that result
TTC.m the currentincome security system. Although there are many
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proposals for individualized funding, there is basic agreement that
individuals require entitlements both to an adequate basic income
which reflects the cost of living, and to funding for the purchase of
goods and services required as a result of a disabling condition.
Individualized funding is ezpected to promote the dignity of indi-
viduals by minimizing requirements for intrusive monitoring, and
to increase their opportunity to make decisions about the goods and
services that will be purchased to meet their needs."

The impoverishment of many individuals within these groups
hasresulted in extensive unmet demand for goods and services such
as affordable and appropriate housing, technical aids, and home or
attendant care. Inorder to respond to this demand, individualized
funding would have to represent more than a “procedural” change
in the mechanism for allocation of resources. It may require more
than a “re-allocation” of funding from service providers to individu-
als. Allocation of new dollars may be required as well.

C' ,MMUNITY SUPPORT SERVICES

THE ISSUES

Research indicates that while community support services have
expanded in recent years individuals within these groups continue
to encounter a number of problems which are found to pose risks to
their self-determination, autonomy, and dignity.

For those with mental disabilities some research suggests that a
small proportion of individuals are over-resourced in highly special-
ized services, while the largest proportion receive inadequate or no
supportsin thecommunity. The research also indicates that for this
group the bulk of government funding for supports is allocated to in-
stitutional alternatives (between 66 and 92 percent depending on
the province), with the remainder allocated to community support
services.!? Research states that housing and crisis intervention are
critically needed. The Canadian Mental Health Association cites
research that indicates 30 to 40 percent of the homeless population
in Canadian cities are people with psychiatric disabilities.!® As well,
community support services have been found to be inadequate,
unable to meet demand, discontinuous, and fragmented. They have
also been found to emphasize a medical and institutional model to
the exclusion of commuuity-based alternatives which are oriented
to ongoing support and independence.'

Concerning those who are elderly, a recent national consultation
on needs of the elderly identified the absence or inadequacy of
community support services as a significant problem.!® The lack of

O __ppropriate community support sen"ices has been seen as onefactor
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which hasled to unnecessary institutionalization of individuals who
are elderly, and which prevents their return to community living
arrangements.!* While a number of home care and homemaker
services to support the elderly in the community have developed
throughout Canada, the distribution of and accessibility to these
services varies substantially. Some services are funded under
federal-provincial cost-sharing arrangements and in certain prov-
inces municipalities are required to finance a share of the cost.
Where municipalities are unable to allocate adequate funding to
such services, they may not be able to access federal and provincial
dollars.

Where these services are not universally available, as they now
are in some provinces, the cost of the service to the consumer has
posed an accessibility problem for some individuals. Restrictive
criteria that emphasize acute, medical and short-term needs, as
distinct from chronic, long-term needs, has also restricted access to
services. Substantial inequities in accessibility and availability
have been found within and among provinces and territories.!’

For many individuals with a physical handicap, a number of
support services are required for independent living in the commu-
nity, in particular, attendant care, adequate housing, aids ancd
devices, and transportation. While there is significant unmet
demand for these supports, aggregate supply of the supports is not
the anly issue. Restrictive criteria for access to attendant care, for
example, and inflexibility in the hours and location in which
attendant care can be provided, heve also been found to limit choices
for those with a physical handicap. Lack of attendant care has
resulted in the exciusion of some individuals from training, educa-
tion, and employment opportunities.'®

The delivery of community support services raises two issues
which are of common concern to individuals in these groups: (1)
accessibility to appropriate services, and (2) accountability to the
individual. First, the need for assistance in facilitating access to
services, gathering information about available services, and coor-
dinating services for the individual, is identified many times in the
research cited. Access to information, individual planning, and
coordinating services is central to an effective community support
system. In many instances, services are available, but are not
accessible or appropriate because of a lack of information or knowl-
edge about how to adapt services to meet individual needs.

Second, the lack of accountability of service providers to the
choices of individuals is identified as a significant issue in much of
jhe research cited. The evaluation of the CLS suggesteu that the
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issue of accountability is central to securing greater self-determina-
tion, autonomy, and dignity for individuals who are in some way
vulnerable. Lack of accountability may be due to restrictive criteria
established under funding programs, and by service providers. The
lack of opportunity for individuals to specify the kinds of staff
support they need, their training requirements, and the conditions
of their employment have also been identified as barriers to greater
accountability.

APPLICABILITY

Individualized funding and fixed point service brokerage appeer to
have significant potential to address issues of access to support
services. Service broke.s were effective insofar as they provided
needed information, assisted in planning, and had the status to
assist individuals in negotiating and arranging service delivery,
where th: y were so requested by the individual.

The effectiveness of fixed point service brokerage in addressing
issues of access, availability, and adequacy of support services is
likely to depend on the financial mechanismsin place. Based onthe
CLS evaluation, service brokers appeared to be most effective in
resource development when there was a financial incentive or
contractual requirement for providers to develop and adapt their
services according to the needs and expectations of particular
individuels. Service brokers were found to be effective in linking
individual planning and resource development when this incentive
was inplace. Some form of individualized funding would appear to
provide the incentive for this pattern of rescarce development to
evolve. This vattern would be quite distinct from the predominant
approach in which community services are developed and individu-
als are required to adapt to the criteria of the program or service
provider.

To the extent thatindividuals are funded according toindividual
needs, both for basic needs and disability-related needs, issues of
restrictive criteria, inappropriate services, and discontinuous serv-
ices may be addressed. Individualized funding would ensure that
the primary criterion for funding and service delivery would be
individual need. Direct funding to the individual or contractual
status in purchase of service agreements would also be a means for
ensuring greater accountability to individuals.

While individualized funding may be an effective mechanism for
expressingdemand inthe market for support services,demand-side
mechanisms may not be adequate to ensure an affordable and

lappropriat.e supply of some supports, particularly housing. Shelter
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allowances (in addition to the shelter components of social assis-
tance) is one example of individualized funding in the housing
sector. They have been introduced in some provinces to assist the
elderly, and in some cases individuals with a disability, in accessing
affordable housing. The benefits for the consumer include the
choice and portability in the housing market that these mechanisms
can potentially facilitate. However, evidence on the effectiveness of
shelter allowances in some jurisdictions in Canada (as distinct from
the shelter components of social assistance), and in the United
States, indi.ates that sup) ly-side mechanisms are still required to
stimulate the supply of affordable housing. The housing market
does not automatically respond to shelter allowances with an
increased supply of affordable housing.!®

There are also supply issues to be addressed concerning atv.en-
dant care and staff support, issues which cannot be fully addressed
by service brokerage and individualized funding. One such issue is
the availability of adequately trained support staff. A study of
individuals with physical handicaps suggests that while the major-
ity of individuals want to maintain greater control over hiring and
firing of support staff, a variety of models of staff training may need
to be in place. Some individuals want to train attendants on their
own; others, because of their needs, require attendants with some
medical training; others may not be able to manage independently,
but do not require professionally trained support staff.?* Inresearch
on community support services for the elderly, one of the key
problems identified was a lack of adequately trained homemakers
and home care staff. There has been wide variation in the level of
staff training. There has been a tendency in some cases to “over-
professionalize” staff. The levels and nature of training were not
always found to be a direct reflection of the needs or expectations of
the elderly persons who were served.?!

Implementation of individualized funding mechanisms would
shift the emphasis from the development of service providers which
employ staff to the development of a labour market which would be
capable of responding to the diverse needs of individuals for staff
support and attendant care. To ensure that this market attracts
adequately skilled, committed, and appropriate support staff, issues
of compensation, benefits, and security would require attention.
These issues are not siinply addressed through the mechanism of
individualized funding. Models to encourage adequate and appro-
priate supply would still need to be developed. These models could
include, amongothers, agencies which make apool of staff available
£or contracting by individuals; a loose network of self-employed
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attendants; associations of attendants acting as independent
contractors; or staff hired through consumer or other community-
based organizations.

A shift to a system based on individualized funding would likely
generate the need for an expansion of support services for individu-
als’ financial management and accounting. This function is now
managed by the providers who are funded directly to deliver
services. The research cited indicates that a number of options
would have to be in place, from individuals managing and admini-
stering their support services on their own, to this service being
contracted out to an agency. The CLS model of attaching service
brokerage to an “autonomous fixed point of response” provides one
model: in addition to providing the function of service brokerage,
the fixed point can also provide support in accounting and financial
tracking of dollars.

THE LEGAL FRAMEWORK FOR MAKING DECISIONS

THE ISSUES

A third factor that poses substantial risks to the self-determination,
autonomy, and dignity of individuals is the legal framework for
makingdecisions on behalfofindividuals who are vulnerable. Legal
structures have been established for granting decision-making
power to guardians or substitute decision-makers when individuals
are considered incompetent with respect to making property,
medical treatment, or personal care decisions, or where they are
considered to be the victims of abuse or neglect.

Guardianship legislation in Canada, which provides for substi-
tute decision making by guardians or trustees in the event of a
declaration of an individual’s incompetence, has been criticized on
the basis that it is a.1 “all-or-nothing approach”. The powersgranted
to substitute decision-makers under this legislation can deny indi-
viduals control over all aspects of decision making in their lives,
even though the areas in which individuals are not able to make
decisions are specific and limited.2 It has been suggested that such
powers represent an unnecessary intervention into individuals’
lives where more limited or temporary guardianship measures may
be sufficient to assist an individual. In this regard such legislation
has been considered unable to meet the test of “least restrictive
alternative”.®

Legal and ethical analyses have also suggested that in many
cases guardianship, even of a temporary or limited nature, violates
the principle of least restrictive alternative. In their analysis,

E l{I‘Cavage and McKague suggest that the alternative to incompetency
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declarations provided through partial guardianship may result in
greater willingness on the part of the courts to “infringe on the
autonomy of individuals” and for judges “to inquire less assiduously
into the person’s need for a substitute decision-maker”.

Similar criticisms have beeri made of adult protectionlegislation.
This kind of legislation has been enacted in the Maritime provinces
and provides powers to remove individuals from situations of abuse
or neglect. In some cases, it requires mandatory reporting where
there is reasonable evidence that a vulnerable adult (by wvairtue of
incapacity) is a victim of abuse or neglect.® Adult protection
legislation, with its powers of intervention and mandatory report-
ing, has been criticized for the lack of safeguards it provides for due
process. Concern has been raised that this may be a violation of
equality and legal rights under the Canadian Charter of Rights and
Freedoms.?

Some authors suggest that an emphasis on the need for guardi-
anship or adult protection legislation can misplace the problem of
vulnerable individuals in the community. These analyses suggest
that the real needs are for adequate community support services,
advocacy, service coordination, and decision-making assistance
that is not mandated by the courts but is directly accountable to the
individual. It is suggested that guardianship and adult protection
legislation should be a last resort, and it is implied that the
application of powers under this legislation represents the failure of
an effective community support system.?”

Thereis adistinctionmadeinthese analyses between legislative/
guardianship approaches to the needs of vulnerable individuals
who are considered incapable of making certain decisions, and non-
legislative approaches. The latter kind of approach is seen as an
alternative to guardianship and as a check on such a system. Non-
legislative approaches are often assumed to require a system of
advocacy for individuals. In this vein, the Ontario “Advisory
Committee on Substitute Decision Making for Mentally Incapable
Persons” recommended that a Substitute Decisions Act not come
into fovce in Ontario until a system of advocacy services was
implem. . nted.”® The purpose of making advocates available would
be to £ 1411 against unnecessary or unwarranted use of the powers
urd:. e legislation. As recommended by the Committee, the
objecic 25 of advocacy servi- es should be:

« {0 promote respect for the rights, freedoms and dignity
of the persons they serve, both individually and
collectively;
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o to ensure that their clients’ legal and human rights are
recognized and protected;

o to assist their clients to receive the health care and
social services to which they are entitled and which they
wish to receive;

o to enhance the autonomy of their clients by advocating
on their behalf, both individually and collectively;

o to assist their clients in leading lives that are as
independent as possible, and in the least restrictive
environment possible;

o to help protect persons who are mentally disadvantaged
from financial, physical and psychological abuse;

o to fully explain the implications of and provide advice
with respect to guardianship and conservatorship
under the Substitute Decisions Act (or the current
legislation it is intended to replace).?®

In order to examine the mandate and options for advocacy
services in Ontario proposed by the Committee on Substitute
Decision Making, another Review Committee was established by
the Ontario Attorney General. That committee adopted the same
basic objectives identified above as the foundation for advocacy
services and recommended the establishment of a provincial Advo-
cacy Commission. The Commission would be responsible for re-
gional offices which would hire advocacy coordinators and develop
appropriate local programs. Advocates would be trained and
certified in accordance with standards established by the Commis-
sion ¥

Savage and McKague suggest that the alternative to the legisla-
tive approach is the provision of “decision-making assistance”
possibly in the form of advocacy services or “adult protective service
workers” (APSWs). They view advocates and APSWs as options for
delivering decision-making assistance, but do not equate these
options with the function or need for decision-making assistance.
That is, they do not suggest that the need is for advocacy, but rather
for decision-making assistance. They suggest that any individuals,
nrograms, or agencies which deliver decision-making assistance

Lo
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should be independent of direct service providers in order to avoid
conflicts of interest. Their conceptual distinction between decision-
making assistance and advocacy allows for an examination of the
effectiveness of formalized advocacy services as one delivery option
in addressing the need for decision-making assistance.

APPLICABILITY

The applicability of fixed point service brokerage to the issues raised
by the legal framework of guardianship and adult protection legis-
lation resides in its potential to be an option for delivering decision-
making assistance. The question is whether service brokerage is
able to meet the needs for decision-making assistance for which
advocacy services have been recommended. The analysis in this
study suggests that fixed point service brokerage can meet these
needs.

Based on the research cited throughout this chapter, the kinds
of decision-making assistance required includes not only advocacy
but also other forms of assistance which brokers have been effective
in providing: information, service coordination, individual plan-
ning, assistance in accessing service providers, and facilitation of
resource development. As well, the objectives for advocacy services
identified above suggest principles which are adhered to by service
brokers (promotion of human rights and freedoms, and autonomy),
The objectives also identify functions which brokers have or could
carry out, functions that are distinct from the advocacy that may
nonetheless be essential.

There are two benefits to using fixed point service brokerage as
one of the delivery mechanisms for the decision-making assistance
required to protect individuals from the risks to self-determination,
autonomy, and dignity posed by the legal framework. First, it does
not remove the function of advocacy from family, friends, and other
volunteers, that might result if an advocacy system were put in
place that required training, certification, and appointment of
advocates.

Second, it does not require the establishment of an administra-
tive system in addition to a system for service coordination, now
widely recognized as a critical need for many individuals and
families. Further, extensive new funding would need to be allocated
to implement an option for formalized advocacy services. Fixed
point service brokerage might be implemented through a re-alloca-
tion of resources. It is an alternative to the delivery mechanisms
that currently exist for case management and service coordination

4hat are based in funding agencies or direct service providers. A
ERIC
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more effective service coordination function to meet unmet needs
weculd likely require, however, riore than a re-ailocation of funding
to a fixed point service brokerage system. In order to establish a
system on a provincial basis, substantial start-up and ongoing
funding would probably be required.

The applicability of fixed point service brokerage lies then in its
ability to respond to the needs for service coordination that arise
from a complex community support service system. Applicability
also lies in its potential, through the provision of decision-making
assistance, to limit the application of powers of substitute decision
making under guardianship and adult protection legislation.

SUMMARY

This chapter has briefly examined the applicability of fixed point
service brokerage and individusalized funding to issues of self-
determination,autonomy, and dignity for individuals with a psychi-
atric or mental disability, those with a physical handicap, and those
who are frail and elderly. The analysis suggests that factors which
pose risks to self-determination, autonomy, and dignity of individu-
alsinthese groups include: poverty; the community support service
system (in terms of availability, accessibility, adequacy, and ac-
countability); and the legal framework for making decisions when
individuals are considered to be incompetent to make certain
decisions or who are considered to be victims of abuse or neglect.

It is suggested that individualized funding could play an impor-
tant role in addressing the issues raised by these factors insofar as
it provides mechanisms for accountability of service providers to
individuals. It establishes that individual need is the principle
criterion of funding and service delivery, and it accounts for entitle-
ments to funding for both basic needs and disability-related costs.
However, while individualized funding may encourage the supply
of services to respond more effectively to demand, it does not address
the supply issues raised by a lack of goods and services like
affordable housing ¢nd appropriately trained support staff. These
are both critical issues for individuals in these groups.

Fixed point service brokerage is applicable to addressing the
needs identified for service coordination, in“srmation, and planning
assistance. Its effectiveness in providing this assistance depends to
some extent on the fundingmechanisminplace. Service brokers are
likely to be more effective where individualized funding is imple-
mented because it provides incentives and requirements for service
providers to adapt to the particular needs of individuals, and to
ecognize the role of the broker.

P e e (1t )
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Fixed point service brokerage may be one option for delivering
the decision-making assistance which seems to be required in order
to limit the unnecessary use of court-appointed powers for substi-
tute decision making. This intervention, through guardianship leg-
islation or adult protection legislation, has been found to pose risks
to self-determination, autonomy, and dignity. Underlying reasons
which precipitate such interventions include lack of or inadequate
access to community support services, and lack of assistance in
making decisions. Fixed point service brokerage, autonomous from
the service delivery system, has been found to be effective in
providing the kinds of decision-making assistance which have been
suggested as an alternative to court-appointed, substitute decision
makers.

Fixed point service brokerage does not replace the need for
advocacy, as was demonstrated in this research. However, its
systematic implementation may obviate the need for extensive
development of formalized advocacy systems that have sometimes
been seen as the only alternative for limiting unwarranted use of
legislated powers of substitute decision making.
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CHAPTER 8

CONCLUSIONS

The primary purpose in undertaking this study was to assess the
impact of service brokerage and individualized funding on achiev-
ing the goal of self-determination, autonomy, and dignity for indi-
viduals with a mental handicap. In evaluating the impact of these
mechanisms, some comparison to more conventional mechanisms
for delivering financial and planning resources could not be
avoided. For the purposes of the analysis, these conventional
mechanisms were termed “service funding” and “government- or
service provider-based planning”.

Tables 1 & 2 provide a framework for comparing these distinct
planning and funding mechanisms (see following pages). The
framewcrk identifies the kinds of decisions which individuals and
families stated they wanted to be able to make, and the procedures
associated with each mechanism for making these decisions. The
framework is not meant to be either conclusive or definitive. It does
provide a basis for organizing the conclusions to this study, pre-
sented below in summary fashion.

CONVENTIONAL PLANNING AND FINANCIAL
MECHANISMS POSE LIMITATIONS TO

SELF-DETERMINATION, AUTONOMY AND DIGNITY

This study suggests that, from the perspective of individuals and
&rmnilies, there are serious limitations in the conventional delivery
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Table 1
The Delivery of Planning Resources
Mechanisms, Decisions and Procedures

DELIVERY MECHANISM: PROCEDURE: PROCEDURE: PROCEDURE:
Government or individual plans Providers chosen Funder/service-provider
Provider-based - developed by through tendering guides decision-making
Planning funder/service provider or referral managed process through case
(Needs Assessment, by government review, IPPs, etc.
IPP, ete.)
Choosing Choosing Decisions in TYPES
Community Service Ongoing Service OF
Supports Providers Delivery DECISIONS
DELIVERY MECHANISM: PROCEDURE: PROCEDURE: PROCEDURE:
Autonomous Individual plans Providers chosen Broker facilitates
Fixed-point and = | developed by broker by individuals and decision making
Service Brokerage (General Service Plan), | families, based on terms where requested by
with direction by of GSP, and options * individual, family
Individusl/family identified by broker or sefvice provider
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Table 2
The Delivery of Financial Resources
Mechanisms, Decisions and Procedures

DELIVERY MECHANISM: PROCEDURE: PROCEDURE: PROCEDURE:
Service Funding Funder commits $ Funder contracts Contract establishes
=> | toservice provider with service provider | provider's accountability
fo funder for
decisions made
Choosing Choosing Decisions in
Community Service Ongoing Service
Supports Providers Delivery
DELIVERY MECHANISM: PROCEDURE: PROCEDURE: PROCEDURE:
Individualized Funding Funder commits $ Individualfamily Contract establishes
- to individual contracty provider's accountability
service provider to indiWidual for
decisions made

11/

TYPES

DECISIONS
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mechanisms for achieving the goal ofindividual self-determination,
autonomy, and dignity. For those interviewed in this study these
mechanisms often withheld from individuals, or their families who
spoke on their behalf, the status to make basic personal decisions.
These decisions were concerned with where individuals would live;
with whom they would live; the people who would enter their home;
the individual programs that would be delivered to them; the ways
in which their needs for support would be defined; the service
providers who would be contracted; and the overall direction of their
lives.

The basic flawin these mechanisms appears to be the lack of any
structural accountability to the individual or their representatives
for decisions that are made. The service funding mechanism is
designed to fund the costs of service providersin delivering services.
Fundingistied to the service provider and the mannerin which they
choose to deliver services. The service funding mechanism provides
status only to the funding agency and the service provider in
purchase of service agreements. For this reason, it appears that
service funding may be able to produce a “supply” of services, but
may be less effective in responding to the diverse “demand” for
services. For those interviewed in this study, this funding mechan-
isms hasresulted in inappropriate and inadequate purchase of serv-
ices, lack of flexibility in funding, lack of access to financial re-
sources according to individual need, and lack of portability in the
service system.

Many who were interviewed felt that social workers employed by
the government used restrictive eligibility criteria in arranging
access to services and funding. The planning assistance they
provided seemed thereby circumscribed, and their accountability to
the funding agency, rather than to the individual, seemed thereby
ensured. With service providers contractually accountable only to
the funding agency there appeared to be few, if any, measures for
ensuring accountability to the individual in the decisions they
made.

Nor did these mechanisms secure recognition and status for close
family and friends in decision making. Many of the individuals
included in this study were not able to speak for themselves and
required the support of others who were able to advocate for them.
Often this role fell to close family members. However, these family
members felt they had often been excluded from access to resources,
service providers, the service setting, and the decisions made.

The exclusion of families from the decision-making process

o*hrough the conventional financial and planning mechanisms may
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have both legal and social ramifications.

First, there may be no strictlegal requirement toinclude families
in decision making. However, where their participation is neither
rejected by an individual nor demonstrably threatening to the
individual’s well-being, there does not appear to be legal or ethical
Jjustification for excluding them. Further, to exclude them seems to
go against established practices in other areas, like medical decision
making, which are concerned with decisions that affect the personal
autonomy of individuals who may not be declared legally incompe-
tent, but who require assistance in making decisions.

Second, systematic exclusion from decision making may hinder
families and friends from developing a “vision” and expectations for
community life. This is one reason why some parents are reluctant
to see their son or daughter move from an institution to the
community. When they had the the opportunity to consider alter-
natives and make decisions, they supported and strongly advocated
for their son’s or daughter’s move to the community. Asone parent
said: “If parentshad the powertheattitude would change. There are
‘hidden’ families out there.”

SERVICE BROKERAGE AND INDIVIDUALIZED
FUNDING INCREASE SELF-DETERMINATION,

AuTONOMY AND DIGNITY

Service brokerage and individualized funding have been partially
implemented for the majority of individuals served by the Commu-
nity Living Society, and fully implementedin a few instances. There
are five factors associated with these mechanisms which appear to
substantially increase the self-determination, autonomy, and dig-
nity of individuals, when this goal is measured by the extent of
individual decision-making opportunity. These five factors include:
(1) the autonomy of fixed point service brokerage; (2) the allocation
of funding according to individual need; (3) the contract: al status
provided toindividuals; (4) thelinkage between individual planning
and resource development; and (5) the recognition provided to close
family and friends in decision making.

AUTONOMY OF FIXED POINT SERVICE BROKERAGE

Fixed point service brokerage was designed to provide planning
assistance and information, autonomous from the funding agencies
and service providers with whom individuals and families have to
negotiate. This hasbeen provided by the CLS in some cases. Where
‘fl‘ully autonomous, service brokers have assisted in identifying
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needs and requirements for support and costed these requirements.
Service brokers have also identified potential providers, facilitated
resource development, and assisted in the implementation and
monitoring of service contracts based on the individual’s General
Service Plan (GSP). The broker's autonomy, ensured where indi-
vidualized funding was in place, was an assurance that the plan
would be designed in collaboration with the individual and his or her
family, and implemented only subject to their approval.

From the perspective and experience of families, the autonomy
of service brokers increased their effectiveness. When they were not
entirely constrained by the criteria for programs and services
established under service funding, brokers were able to translate
individuals’ hopes and expectations into realistic plans for living in
the community. Further, the autonomy of the broker seemed to
ensure more effective assistancein the negotiations for funding and
in the contracting of service providers than the planning assistance
of the social worker.

The autonomy of service brokers was also found to be an
important factor in their ability to mediate conflicts between indi-
viduals, providers, and families, and in their ability to facilitate
resource development.

ALLOCATION OF FUNDING ACCORDING TO

INDIVIDUAL NEED

With regard to funding, individuals and families indicated that
decision-making opportunity was best secured when the primary
criterion for allocating funds was that of individual need. In their
experience, they had found that other criteria were often used with
the consequence that individuals were not able to access appropri-
ate supports and services. Individualized funding is based on the
principle that individual need should be the primary criterion. The
GSP has served in some cases as a means for ensuring that funding
allocations were made on this basis. However, in the case of most
individuals served by the CLS, the GSP has been used to individu-
ally cost services and supports, while funding allocations continue
to be based on ministry-selected “program models”, and the costs
incurred by service providers. Most GSPs have, then, been indi-
vidually costed, while in a few cases they have been individually
funded.

This distinction between individually costed GSPs and individu-
ally funded GSPs is crucial for the decision-making opportunities
afforded to individuals. It was only when funds were actually

. l{lxéllocated to an individual’'s GSP, that he or she had status in
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decision making. In these cases the funding followed individuals,
the supports were delivered where individuals were or where they
chose to be, and not necessarily where service providers chose to
deliver services,

CONTRACTUAL STATUS PROVIDED TO INDIVIDUALS

“Contractual status”, provided through individualized funding
(funding allocated to an individual’s GSP), is a third factor that has
increased decision-making opportunities. For many of those who
were interviewed, the decisions about supports and services to be
received were always negotiated ones. The experience of individu-
als and families was that they have often been excluded from these
negotiations. Where theyhave notbeeninvolved, negotiations have
concluded in decisions with which individuals and families have had
to live, but decisions which are often not of their making.

Contractual status meant that individuals and their representa-
tives had a position in negotiations, and had the opportunity to
determine the conditions for agreements with service providers.
The research suggests that individuals and families wanted to be
able to specify, contractually, the nature of goods and services
required; the conditions of access to the service setting by family,
friends, and others; the procedures by which decisions would be
made in ongoing service delivery; and the procedures to be used for
quality assurance and monitoring.

By allocating funding to individuals and providing them with
contractual status to make decisions, individualized funding may
also be a means for increasing portability in the community support
system. Lack of portability is recognized as a serious problem by
consumers, service providers, and government.

Contractual status for the individual has been implemented in
only afew instances. Through the 1978 agreement between the CLS
and the B.C. government, contractual status was to be provided to
all individuals served by the CLS. The historical analysis provided
in this study clarified some of the reasons why this status was never
fully implemented.

First, the GSP was to be the basis of funding and contractual
arrangements. In fact, dollars were negotiated on behalf of GSPs
but never, in large part, allocated to the GSP. Funding continued
to be allocated to the service provider.

Second, without funding allocated to the individual, the IPP lost
its relevance as the basis of a contract. The IPP was initially
designed to be prepared by the individual with the assistance of the
3roker. Its purpose was to prcvide direction to the service provider,
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to lay out the basic conditions of funding, and to be a document that
had an autonomy from the service system.

In a system without contractual status for individuals, IPPs are
prepared by the service provider. From the perspective of many of
those who were interviewed, IPPs do not constitute a mechanism for
ensuring accountability of the service provider to the individual.
Rather, they are a means to provide direction to the individual, to
identify the objectives that individuals will seek to achieve with the
assistance of the service provider and to specify the criteria that will
be used to measure individual progression towards achievement of
objectives.

LINKAGE PROVIDED BETWEEN INDIVIDUAL PLANNING
AND RESOURCE DEVELOPMENT

A fourth factor that increased opportunities to make decisions was
the linkage, facilitated by service brokerage and individualized
funding, between individual planning and resource development.
By tying the development of residential or vocational resources
more directly to the process of individual planning, greater oppor-
tunity to influence the nature of these supports was provided.

RECOGNITION OF CLOSE FAMILY AND FRIENDS

A fifth factor that increased individual decision-making opportu-
nity was the emphasis placed by service brokers on the personal
knowledge of close family and friends. Where individuals could not
fully communicate their strengths, goals, and interests, or advocate
for themselves, brokers were able to provide this opportunity to
close family and friends. To the extent that family and friends were
able to articulate and advocate for individuals, this was one means
for individuals to have greater control in the decision-making
process. Families were also able to play a role in specifying
contractual conditions for service delivery through individualized
funding.

EFFECTIVENESS OF SERVICE BRCKERAGE

DEPENDS ON FUNDING MECHANISM

Service brokerage seemed most effective, according to individuals

and families, when brokers were available to assist in defining

needs for support, identifying alternatives, providing assistance in

negotiations with the funding agency and potential service provid-

ers, and facilitating resource development.

However, the ability of the broker to play these roles was fully
0N
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secured only when individualized funding or contractual status for
the individual was in place. Contractual status for the individual
meant that the broker was recognized, both by the funding agency
and the service provider, as having a role to play as the individual’s
agent. When there was no contractual status for the individual,
service providers were less willing to acknowledge the broker's role.
This has proven to be one of the major systemic blockages to the
effective implementation of service brokerage since the late 1970s:
brokers have no acknowledged role in a system in which the
individuals, to whom they act as agents, have no contractual power.

WIDE VARIATION IN ACCESS TO

SERVICE BROKERAGE

There were significant variations in access to the planning re-
sources delivered through service brokerage both in general service
planning and in ongoing service delivery.

Withrespecttoaccesstoal.cokeringeneral service planning, the
variation was due in large part to the predominance of service
funding mechanisms. Under these mechanisms a diluted form of
general service planning often began only after funding commit-
ments were made to the CLS as the residential or vocational service
provider. Access to a broker to assist more vigcrously in general
service planning was fully assured only where individualized fund-
ing was in place and where brokers were specifically contracted to
carry out the planning function.

Factors affecting access to a broker, in addition to the predomi-
nance of service funding, included the availability of individualized
funding, the tendering presadures for closing Woodlands, the levels
of funding for service brokerage, and the demands of those who were
able to strongly advocate for an individual. These factors conspired
to restrict fair and equitable access to a general service planning
process that was a means for individuals and families to consider
options and make decisions about supports and services to be used.

Variation in access to service brokers was also clearly evident in
ongoing service delivery. Thisresulted in part from factors internal
to the CLS and was related to the design and implementation of
service brokerage.

First, the CLS has tended to discourage the use of formal
individual planning methods for ongoing service delivery. This was
based on a belief that formalized planning could “institutionalize”
service delivery, and impose services on individuals rather than to

respond to their particular goals, strengths, and needs. However,
Q
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this de-emphasis on formal planning procedures has opened up a
kind of “planning vacuum” for some residential and vocational staff
who provide support to individuals. Some CLS support staff
suggested that there was a tendency in some cases for the planning
and decision-making proceas to become 8o informal that it was
almost non-existent. They suggested that this vacuum had under-
mined both accountability to certain individuals, and the quality of
services they received.

Brokers have not been as effective as they might have been in
identifying options for managing planning and decision making in
ongoing service delivery, and in ensuring that support staff are
capable of carrying out the options preferred by individuals and
families. Ifindividuals and families are to make decisions about the
kinds of ongoing planning procedures that will be used, and are to
specify these contractually under individualized funding, then
these options need much greater clarity. Without a sense of what
options are available — whether they be IPFs, twenty-four-hour
plans, or more informal methods —individuals and families are not
in a position to specify and negotiate the terms of this process with
service providers.

Second, the CLS has not been fully effective in designing proce-
dures for activating service brokerage when it is legitimately
required in ongoing service delivery. The reluctance to implement
such procedures has been due to a desire to ensure that brokers do
not become “interventionist”, but respond to the requests of indi-
viduals and families. For this approach to be effective, individuals
or families must be able to act as advocates. However, most
individuals served by the CLS are not able to advocate for them-
selves, nor do they have family or friends able to advocate for them.
Therefore, the capacity to activate service brokers by means other
than paid supnort staff is possible only for a minority of individuals.
While paid support staff have played an effective role in activating
brokerage in most cases, this has not been an adequate mechanism
where the quality of service by support staff is itself at issue.

Recently, and during the latter period of this research, the CLS
implemented periodic reviews to enable service brokers to make
some contact on a regular basis wit}. all the individuals for whom
they brokered. The effectiveness or these procedures in addressing
the problem of activating brokerage when needed was not consid-
ered in this study. It can be anticipated that individualized design
of ongoing reviews by service brokers may be required. That is,
service brokers may need to give close attention in general service

o Manning to the needs of particular individuals for advocacy and
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monitoring supports, and the kinds of ongoing reviews that will be
required. Where monitoring and advocacy supports cannot be put
in place in the short term, service brokers may need to provide more
intensive reviews.

SUPPORT STAFF CRITICAL TO ENSURING

ACCOUNTABILITY TO INDIVIDUALS

Support staff indicated that their daily contact with an individual
placed them in a unique position to facilitate accountability to the
individual. However, the multiple lines of accountability that result
from service brokerage and individualized funding make this a
difficult task. Where support staff are employed by a service
provider, there are three lines of accountability: (1) the ir .ividual
and the individual’s family; (2) the support staff's employer, the
service provider; and (3) the service broker who may carry di Ferent
perceptions of the goals and interests of the individual than the
support staff.

In order to manage these various lines of accountability, und
ultimately to ensure accountability to the individual, support staff
haveindicated that it takes more than contractual requirements or
their personal commitment. Accountability to the individual also
requires increased levels of compensation; staff development which
focuses on concrete strategies for increasing acciuntability to the
individual; and a recognition of the pivotal role of front-line support
staff in managing accountabilities.

FAMILY AND FRIENDS CRITICAL TO THE

EFFECTIVENESS OF SERVICE BROKERAGE

The research suggests that for service brokerage and individualized
funding to be effective in creating decision-making opportunities,
individuals, or families and friends on their behalf, must be able to
carry out certain functions. These functions include advocacy,
negotiation for funding and services, and activation of brokerage as
it is needed in ongoing service delivery.

However, very few of the individuals who are served by the CLS
are able to carry out these functions themselves, and the majority
are without family and friends able to carry out these functions for
them, Ifindividualized funding and autonomous service brokerage
were to be implemented on a large scale, serious attention would
have to be given to this fact. Without close family, friends, or
advocates, the conditions for funding and service delivery would

Q
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only be determined by the funding agency, the service provider, or
broker. The broker may be in some position to specify these
conditions, although this could lead to creating an advocacy role for
the broker that would undermine his or her ability to facilitate ne-
gotiations and resource development.

The fact that the majority of individuals brokered for by the CLS
do not have close family and friends able to effectively advocate and
negotiate for them presents a real constraint on the effectiveness of
service brokerage and individualized fundingin achieving the goals
of self-determination and autonomy which the organization es-
pouses. Because of this, brokers, in many instances, have had to
make their own assessments of needs and goals based on their
sometimes scant knowledge of the individual and on perceptions
provided by other professionals. Asindicated above, greater atten-
tion to needs for advocacy, monitoring, and quality assurance may
be required in the general service planning process.

The problem of a lack of close family and friends in the lives of a
number ofindividualsneeds to be understood in a historical context.
Many of the individuals that the CLS supports have lived in
institutions for long periods of time, sometimes more than thirty
years. They, more than others, lack close family relationships. With
institutions now closing and with a growing emphasis emerging on
the rights of individuals with a handicap to participate as full
citizens in society, the number of individuals without close family
and friends may well be substantially reduced in the future.

SERVICE BROKERAGE AND INDIVIDUALIZED
FuNDING — A MEANS TO ARTICULATE

“CoNSUMER DEMAND”

The findings from this study suggest that service brokerage and
individualized funding have been effective in assisting individuals
and families to express their “demand” for particular supports and
services in the community. In the experience of individuals and
families, they were able to articulate their demand for supports and
services as a result of the GSP process, the allocation of funding to
the GSP, the status to determine contractual conditions for service
delivery, and through the negotiating process with the funding
agency and service providers.

However, this should not lead to the conclusion that fixed point
service brokerage and individualized funding can address all the
issues and problems within the community service system; or that

o ~11 of the emphasis should now be put on the “demand-side” of the
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service system. The historical analysis provided in Appendix E
suggests that the lack of adequate supply of some supports in the
community was one of the factors that led the organization, in 1980,
to begin delivering residential and vocational services. The lack of
an adequate supply of trained support staff and affordable housing
was one factor undermining the effectiveness of service brokerage
at that time. Through the 1980s the CLS and other community
service agencies have developed the expertise to support individu-
als in the community. This expertise will continue to be required in
order to develop an adequate supply of support staff, adequate and
accessible housing, property and financial management services,
and appropriate vocational, training, and employment supports.

Nonetheless, this study does suggest that the emphasis in
British Columbia in the 1980s was on managing the supply of
supports and services. According to those interviewed, the funders
and service providers have not been effective in responding to the
demands of the consumers, orin tying the development of resources
more closely to demand. This has resulted in individuals bearing
significant costs in terms oftheir self-determination, avtonomy, and
dignity. While service brokerage and individualized funding may
not be able to address all the supply issues, they do introduce into
the community service system a means for organizing and articulat-
ing consumer demand, and linking this demand to resource devel-
opment.

SERVICE BROKERAGE AND INDIVIDUALIZED

FUNDING APPLY TO OTHER SECTORS

This study has also considered the applicability of autonomous
service brokerage and individualized funding to other sectors in-
cluding people with a physical disability, people with a psychiatric
disability, and people who are frail and elderly.

The analysis identified three factors which affect the self-deter-
mination, autonomy, and dignity of individuals within these
groups. These factors include poverty; community support services
(in terms of accessibility, availability, adequacy, and accountabil-
ity); and the legal framework for makingdecisions whenindividuals
are deemed incompetent to make certain decisions, or are consid-
ered to be victims of abuse or neglect.

Service brokerage could serve as a possible mechanism for
providing the information, service coordination, individual plan-
ning, and assistance in accessing services that have been identified
Aas critical needs for individuals in each of these groups. As well,
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because of its potential to meet these needs, it may also serve as a
mechanism to deliver the decision-making assistance individuals
require to limit the use of court-appointed powers of substitute
decision making where individuals are considered incapacitated or
vulnerable. The use of service brokerage might be a supplement to
the need for advocacy supports which have been recommended as
one option for decision-making assistance. In this capacity it could
help to keep the size of a formal advocacy system within feasible and
desirable limits.

The applicability of individualized funding to these groups
appears to lie in its emphasis on individual need as the principle
criterion for funding allocations. As well, individualized funding
could address issues such as accountability to individuals and
inflexible and discontinuous services which have been raised in
relation to these groups. However, individualized funding would
probably not, on its own, be able to trigger an adequate supply of
essential goods and services such as afiordable housing and appro-
priately trained support staff and attendant care.

PLANNING AND FUNDING MECHANISMS REFLECT

PoLicy CHOICES OF GOVERNMENT

This research suggests that governments have a policy choice to
make concerning the mechanisms that will be used to deliver
financial and planning resources. That this choice has not been
clearly or consistently made is evident in the history of the imple-
mentation of service brokerage and individualized funding in Brit-
ish Columbia. The consequence has been that two contradictory
sets of mechanisins are now in place. Thishas resulted in inequities
in access to planning assistance, to financial resources which are
allocated according to individual need, and to contractual status in
decision making.

Cn what basis is a policy choice made about the planning and
funding mechanisms to be used? This study suggests that the
principles of self-determination, autonomy, and dignity are valid
principles to guide such a choice.

On what grounds is it justifiable to use these principles to guide
the choice of mechanisms for delivering financial and planning
resources? This study suggests two grounds.

First, the aims of self-determination, autonomy, and dignity
have been used historically as a basis for critique of ins .::utional
care and for advocating for community-based services. Accordingly,
Unolicies to close institutions in British Columbia and in other
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provinces are now being implemented. A principle used in part to
justify a policy initiative like deinstitutionalization cannot reasona-
bly be disregarded when it comes to the choice and design of the
financial and planning mechanisms for implementation of the
policy.

Second, and possibly most important, the choice of planning and
financial mechanisms has beenfound to have fundamental implica-
tions for whether self-determination, autonomy, and dignity are
achieved for individuals with a mental handicap. Self-determina-
tion, autonomy, and dignity are not only aims of social policy, or
important societal values. They are principles with profound legal
and ethical implications. To systematically deny the realization of
these principles in a community service system that is created
through policy choices, and to make thisdenial effective fora certain
group of people, is a decision that cannot be easily justified on legal
and ethical grounds.

Such a decision cannot be justified through reference to the fact
that individuals with a mental handicap may need support to make
decisions. This is the case for many individuals whether or not they
have a mental handicap. The fact that individuals may need
support to make personal decisions is not a sufficient reason to
establish procedures which deny decision-making status to them.

Given the validity of the principles of self-determination, auto-
nomy, and dignity, and the analysis provided in this study, what
standards can be justified to guide the choice and design of mecha-
nisms for delivering financial and planning resources? This study
suggests three basic standards for guiding this choice.

First, do the mechanisms create a status for the individual, such
that the decisions made about choice of support, service provider,
and management of personal decision making in ongoing service
delivery, are substantially accountable to the individual?

Second, do the mechanisms provide standing to those designated
by the individual to assist in making decisions? Further, where an
individual is neither able to make nor articulate these decisions or
designate decision-making status to someone, do the mechanis ns
acknowledge the status of those close family or friends who, based
on their personal commitment, history, and relationship with the
individual, are able to make decisions that reflect the wishes, goals,
and interests of the individual?

Third, are the mechanisms based on an acknowledgement that
these decisions are ones which involve negotiations between indi-
viduals, the funding agencies, and service providers, and that
oindividuals or their representatives may require assistance in
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formulating plans and negotiating decisions?

The examination carried out in this study indicates that indi-
vidualized funding and fixed point service brokerage are able. in
their conception and basic design, to meet the standards which the
principles of self-determination, autonomy, and dignity require.
They provide the contractual status, the recognition and status to
family and friends who can support an individual in making
decisions, and the knowledge and expertise to assist the negotiation
of decisions.

Finally, it is important to emphasize that self-determination,
autonomy, and dignity are integral to individuals’ quality of life.
Public policy should ensure that the quality of life for individuals im-
proves with their consumption of services and their participationin
community support systems. This study suggests that public policy
can play this role only if it is recognized that individual quality of life
is affected by the funding and planning mechanisms in place; if
there is clarity about the policy alternatives for these mechanisms;
and if there are clear principles anu standards for judging policy
alternatives and for making policy choices.
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APPENDIX A

METHODOI.0OGY OF THE STUDY

The study has assessed the impact, of service brokerage and indi-
vidualized funding on achieving the aim of self-determination,
autonomy, and dignity for individuals with a mental handicap.
“Decision-makir.g opportunity” was selected for the purposes of this
study as the measure of’ this aim. Chapter One outlined the
conceptual yramework for the evaluation. This appendix outlines
the research me :hods.

Qualitative research methods werz used in the collection anci
analysis of data. 1hese methods were used in order to examine
decision nr.king constraints and opportunities as they appeared in
the experience of individuals and their families. As indicated in
Chapter Ore, the parameters of decision making could not be fixed
at the outset because few guidelines exist for program evaluation in
vhich decision-making opportunity is the primary outcome meas-
ure. Consequently, more structured methods of data llection,
beyond the open-ended interviews used ir: this study, were not
appropriate to the task.

RESEARCH DESJGN

The research design for this evaluation was set in general terms at
the outset of the study. "‘he research team met with a group of
parents, CLS staff, brokers, and Board members to clarify the
organizational goals that would provide the basis for evaluation. It
was agreed at the first meeting with this group that the opportunity
to make decisions about community supports and services would be
the basic measure of the goal of self-determination, autonomy and
dignity.

A set of preliminary interviews were then held to test: (1)
whether decision making was identified by individuals and fan.ilies
as an important dimension of quality of life; and (2) whether Lasic
criteria otthe opportunity formakingdecisions from the pcrapective
of individuals and families could be identified. The preliminary
interviews did yield data which met these tests.

On the basis of this data a “‘ramework for evaluation” was
designed. Data was collected through a series of in-depth and open-
ended interviews with individuals, their families, support staff,
CLS administration, Board members, service brokers, other service

&oviders, social workers, and government officials.
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SAMPLING

The sample for interviews with individuals and families was de-
signed “purposively” rather than “randomly”. In order to ensure
that service brokerage and individualized funding would be exam-
ined for their impacts on the self-determination, autonomy, and
dignity of a range of individuals, those who were included in the
study varied across a number of criteria. These criteria included:
the year individuals left Woodlands; funding sources (Ministry of
Social Services and Housing, and Ministry of Health); extent of
involvement of family and friends; the use of CLS residential and
day services, ard the use of services from other providers; and
extent of individual need. Family members, and support staff
involved with these individuals were then identified.

METJdODS OF DATA COLLECTION

Review of documents

Documents analyzed included the administrative guidelines, his-
torical records, agreements of the Community Living Society,
government policy statements, and provincial reports. concerning
services and supports to individuals. As well, the general service
plans of a selection of individuals brokered for by the CLS were
reviewed.

{nterviews
For the purposes of this study fifteen individuals were selected for
detailed case studies of their history in institutional care and the
community service system, their involvement with service brokers,
the nature of the planning process under general service planring,
and the ways in which decisions had been made concerning their
services and supports in ongoing service delivery. Some of these
individuals -~ould speak for themselves and were interviewed.
Many were not able to speak for themselves and so a combination »f
staff, family members, brokers, and administrators were inter-
viewed. The researchers spen* t:m«: visiting ten of the residences of
the CLS, sometimes twgc or . hr. . times, where ¢ total of thirty-nine
individualslived. Three of the CLS “day mod<” or vccational service
settings were also visited to meet with staffand ind(viduals. Twenty
interviews were held with parents of individuals who have been
brokered for by the CLS.

Twenty-five in-depth interviews were held with support staff in
residential and vocational services managed by the CLS. These
interviews pruvided information abaut the experiences of a select
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sample of individuals, for whom detailed case studies were under-
taken. These interviews also provided information about a number
of other individuals served by the support staff.

Administrators and support staff at four non-CLS service agen-
cies were also interviewed. Individuals brokered for by the CLS
received services from two of these agencies.

Over the course of the study, numerous interviews were held with
current CLS brokers, as well as two past brokers, the executive
director of the CLS, and other administrative staff. These inter-
views concerned particular individuals served by the CLS, as well
as the procedures by which partially and fully implemented fixed
point service brckerage and individualized funding were managed.

In addition, two social workers, two senior officials in the
Ministry of Social Services and Housing, three senior officials in the
Ministry of Health, and a senior administrator at Woodlands were
interviewed. These interviews provided data with which to clarify
the procedures used under the different mechanisms for delivering
financial and planning resources.

DATA ANALYSIS

Analysisin qualitative research usually proceeds by coding the data
based on the themes that emerge through the research process in
the field, and that are present in the accounts from the interviews.
Although the themes or categories cannot be established at the
ouiset, the key questionsto guide the analysis need to be established
zarly in the research process. The questions used to structure the
research design and to guide the analysis presented in this report
include:

* What are the kinds of decisions people want to be able
to make with respect to supports and services?

* What are the criteria for decision-making
opportunities?

* What were the impacts of decision-making procedures
and procasses prior to individuals’ and families’ use of
brokerage and individualized funding?

e What were the impacts of the procedures under
partially and fully implemented service brokerage and
individualized funding?
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The analysis of the research data against these questions began
with the preliminary interviews and continued throughout the data
collection and final stages of analysis. As themes .’egan to emerge
from the research, partial and provisional answe.s were formu-
lated, only to be re-formulated as the analysis prog ressed.

Thekey decisions that individuals and families wanted to be able
to make were first organized under the categories of housing, work,
recreation, etc. It was only when the analysis was shifted from this
categoric approach, to the systemic barriers to individuals’ and
families’ decision-making opportunity, that the nature of the deci-
sions they wanted to be able to make became clearer. One after
another identified common barriers to decision-making: individu-
als’'andfamilies’ needs for support were often defined for them; their
service providers were designated by others; and decisions about
ongoing service delivery were often made by the service provider.
These barriers came to signify where individuals and families most
wanted decision-making spportunity.

The criteria for decision-making opportunity were identified
only through an ongoing process of data analysis. Although they
may seem self-evident, it was important in the research process to
ensure that they emerged from the data, and not from categories
imposed by the researchers. The choice of criteria is a critical one.
It was the assumption in this study that the criteria of decision-
making opportunity had to be identified by those for whom the
extent of decision-making opportunity was being measured.
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APPENDIX B
Figure 1

Organizational Structure of the
Community Living Society (1989)
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APPENDIX C

COSTING THE GENERAL SERVICE PLAN

Costing the General Service Plan (GSP) involves: (1) assessment of
physical, social and psychological needs; (2) translation of these
needs into specific goods and services; and (3) costing of these goods
and services.

In costing the GSP, both basic and special needs are taken into
account. The physical costs of living are determined by a range of
factors including rent or mortgage (depending apon whether the
residence will be purchased or rented), the cost of staff supports, and
operating costs.

SHELTER EXPENDITURES

Shelter expenditures — a major component of the budget — are
determined by the actual housing costs. Factors such as whether
theresidence is owned or rented by the CLS, location of the dwelling,
and associated property tax implications affect the costs in this
category. The budget entries of heat, hydro, cable television, tele-
phone, maintenance and repairs, and replacement reserves are
relatively standard items to cost.

SUPPORT STAFF

By far the most difficult aspect of the costing is the residential
support services. A determination must be made as to how much
support an individual requires based on both the extent of his or her
needs as well as the number of hours for which such support is
required. In the case of someone who has challenging needs (i.e.,
that person might require the help of someone who has specialized
nursing training), the cost of the service would be higher because of
the higher hourly rate paid to the staff person, and/or the greater
number of hours required.

In costing the support services, it is assumed that there has to be
one key support worker in each home. Staffing over and above this
basic service is then determined according to the individual whohas
the greatest needs. In other words, the “highest common denomi-
nator” is used as the starting point.

It is assumed that if the staff requirements of the individual with
the most challenging needs ar : met, the needs of others can be met
as well, either through this core staffperson or with some additional

J-2lp. It would not be a wise practice to submit a budgetary estimate
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on the basis of the “lowest common denominator” (i.e., on the basis
of the least challenging needs), only to find out later that the
residence is seriously understaffed. Requesting additional staff
because of an incorrect assessment can be difficult to negotiate.

For the majority of individuals served by the CLS, who live in
residences with three or four other individuals and who require
twenty-four-hour supports, costing has tobe carried out on the basis
of the needs of the members of a group. The costingis individualized
to the extent that each person’s needs are examined from the
perspective of what he or she requires; those needs are then
juxtaposed against the requirements of other members of the group.
For example, estimates for the costs of a support worker are
formulated according to the number of hours that would be required
by each person as well as the number of hours that caz be shared by
them all.

Once an estimate for staff costs is made, a certain percentage is
incorporated over and above the basic amount for benefits as well as
for coverage of unanticipated events such as replacement staff for
days when regular staff are sick.

The staffing costs are essentially the only flexible portion of the
budgeting process because certain items such as mortgage or
insurance costs are fixed and receiptable. Other items, such as food,
are budgeted within standard parameters unless there are excep-
tional needs as in the case of special dietary requirements.

Funding sources make no allowance for cost of living increases
or vacation time for residential staff. In order to cover these costs,
the CLS builds a certain percentage float into the staff support
category.

OPERATING COSTS

Costs for items such as food, entertainment and laundry are
estimated on the basis of reasonable expenditures for these items.
This is, necessarily, a subjective assessment. At the same time,
those applying for the funding know that there are certain parame-
ters within which funding bodies operate. It is understood that
these parameters cannot really be exceeded unless very special
needs warrant such ex »:nditure (e.g., the individual ha: a special
dietary requirement that would drive up the cost offood). Ageneral
parameter that is kept in mind when costing operational items is
that the government basesits guidelines for expenditures on certain
standards. In the case of food, for example, the B.C. government
employs the Canada Food Guide as a standard for a healthy diet and
specifies a per diem rate based on this standard.

Q
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In the case of equipment and other technical aids, the costs
assigned to these items are based on actual costs. For example, a
communicativn board may be estimated at $500. The GSP would
include cost estimates for both the initial outlay required to pur-
chase the specificitem as well as a yearly replacement reserve. This
is to ensure that funds will be available for repair or replacement of
the equipment.

VOCATIONAL SUPPORTS

Because the individuals living in CLS homes are expected to be out
during the day, a specialized plan must be developed for each person
which includes a combination of the following possible activities:
life skills training; recreation; and vocational training. Costs are
assigned to each of these services. The CLS operates six vocational
modules in different locations in the greater Vancouver area; these
are superviced by three staff persons. The modules act as the focal
point for carrying out vocational assessment and identifying the
most appropriate program for each individual.

An estimate of operating costs (overhead, transportation, train-
ing) is obtained first. Monthly overhead costs are calculated by de-
termining the total required for rent, utilities, telephone supplies
and equipment. A smr1l amount is budgeted for staff training and
development. Manies are set aside for transportation costs when
individuals are unable, for whatever reason, to use public transpor-
tation.

The second component of the budgeting process involves the
identification of the number of hours of support each individual, &s
well as the “cluster” as & whole, will need every month. Individuals
often require a different number of hours of support reflecting their
varying levels of need.

l'z I
s
135




APPENDICES 131

APPENDIX D

INDIVIDUALIZED FUNDING IN RELATION TO THE

CANADA ASSISTANCE PLAN
by Sherri Torjman

INTRODUCTION

The purpose of this technical appendix on individualized funding is
to answer one important question. Within current financing ar-
rangements in this country, is it possible to put in place a system of
individualized funding to meet the needs of persons with disabili-
ties?

The simple answer is yes. In fact, there is already an income
progran. in every province and territory which operates on the basis
of individualized funding.

However, the simple yes answer must be qualified. Under the
existing funding mechanisms, it is relatively easy to individualize
dollars for certain goods and services only. Other goods and services
present a challenge from a funding perspective and their support
cannot be easily translated into a personalized approach.

This technical appendix is divided into several sections which
address the following questions pertinent to the major theme:

* What is individualized funding?

e What models of individualized funding are currently in
place?

e What is une Canada Assistance Plan? How does it
provide for the funding of disability-related goods
and services?

o Can a system of individualized funding be supported
under the Canada Assistance Plan?

e What are the other major sources of funding for
disability-related goods and services? Could these
goods and services be provided through some form of
individualized funding?

139



132 THE PowER 10 CHOOSE_

The conclusion ties together the highlights of this technical ap-
pendix. It summarizes how individualized funding is possible
within current funding arrangements —as long as certain require-
ments and conditions are met.

WHAT IS INDIVIDUALIZED FUNDING?

Individualized funding is a very simple concept. It refers to the
provision of money directly to individuals to help them meet their
basic and special needs.

The notion of individualized funding is based upon the following
principle: persons with disabilities need income for two major
purposes. First, they require money for basic living needs such as
food, clothing, shelter and utilities. Second, they require money for
their special disability-related needs (e.g., medications, equip-
ment), and for services (e.g., homemaker assistance, life skills
training or attendant care).

Under current funding arrangements, basic needs are generally
compensated through the provision of cash assistance. Special
needs, by contrast, are compensated through the provision of cash,
goods and/or services.

In theory, a model of individualized funding means that indi-
viduals would receive a cheque from gove::nment which repr¢ sents
the total of their basic and special needs. All needs would be
crmpensated in dollars. From this money, individuals would pur-
chase the goods and services they require to meet their basic and
special needs.

Publicly supported services would still be in place. However,
their funding base would shift as their support would be derived
partially from direct government subsidies and partially from the
dollars of the individuals purchasing the services. These would no
longer be supported primarily through direct government subsi-
dies.

WHAT MODELS OF INDIVIDUALIZED
FUNDING ARE IN PLACE?
A form of individualized funding is already in place in this country.
The allocation of J1nds to individuals to provide for their basic and
special needs very closely resembles the existing welfare system.
The welfare system is administered at the provincial and terri-
torial level (as well as at the municipal level in Nova Scotia, Ontario
and Manitoba). It is governed in every jurisdiction by & unique set
of rules.
Despite the individual differences in welfare systems, they all

o :
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carry out a similar function. They provide money, goods and/or
services to persons who qualify for this assistance. A monthly
chequeis paid to eligible individuals and families to cover their basic
living needs. An additional amount may be allocated for special
assistance where required. Certain services are provided to eligible
individuals and families at partial or no cost.

How would individualized funding differ from a program which
already compensates individuals for their basic and special needs?

There are a number of problems which make the curren. welfare
system an ineffective program for meeting the needs of individuals
with a mental handicap. Under provincial and territorial welfare
programs, all persons who receive monthly cheques are considered
to be “recipients”. They play a passive role and basically accept the
assistance for which a welfare worker has deemed they are eligible.

Most recipients have little information with respect to their
potential entitlement. The lack of information is particularly prob-
lematic for persons with special needs because of the way these are
compensated.

The costing of basic needs is carried out in a relatively standard
way (even though the specific method varies by province). Thereare
certair. guidelines or parameters which must be followed in the
calcuiation of benefits. Generally, maximum allocations are desig-
nated for food, clothing, shelter, utilities and personal allowances.

Special needs, by contrast, are provided for on a discretionary
basis. Individuals must make a request for assistance for special
needs. The request must be approved by a welfare worker, director,
physician or other designated auttority.

Applicants and recipients are oiten unaware of the availability
of special assistance or of the maximum amounts to which they may
be entitled. As a result, many individuals do not receive help for a
special need or may receive only a limited amount which is inade-
quate to cover their extra disability-related costs.

Individuals with special needs also experience difficulties under
the current arrangements because these needs are often addressed
through the provision of a particular item or a service rather than
through cash assistance. The result is that if there is no program in
place to provide the required goods or service, then their special
needs are not met.

Say, for example, that an individual requires help in learning
basic life skills. There is no guarantee under the current system
that this need will be met. There may be no such program available
in the community. If one does exist, it may be full and may have an

kgxtensive waiting list. Another possibility is that the person may
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not qualify on the basis of the eligibility criteria set out by the
program. The result is that the individual is unable toobtain or does
not have access to the required service.

Yet another problem encountered by individuals with disabili-
ties, in particular, is that a certain service may be available but is
delivered only in a designated setting such as the home. Persons
who require the service in settings other than their homes — such
asin workplaces, training programs or recreational facilities —may
find that they are refused service because their need moves beyond
the narrow limitations of service delivery.

*. 4ividualized funding would overcome many of the problems
as. . .iated with the provision of assistance for special needs. This
type of funding would allow the prospective recipient to play a key
role in identifying his or her special needs and liow these should be
addressed. An individual may feel, for example, that a certain
service is not the most effective way to meet his or her personal care
needs. There may be another way of responding to these needs and
the individual would participate actively in determining the most
appropriate solutions.

The provision of dollars directly to individuals would also help
overcome many of che problems inherent in the existing network of
services. For example, arrangements could be made to purchase
services privately when these are not available in the community or
when these are inappropriate to meet a person’s needs. Individuals
could purchase a service which would be provided in whatever
setting it was required. The actual locale of the delivery would no
longer be determined by the service providers but by the person
purchasing the service.

It is important to recognize that individualized funding would
have a significant impact upon the funding of servicesin particular.
Such a fundin;; system would essentially involve at least a partial
shift from the support of services to the support of the individuals
who require, those services — a shift from supply-side to demand-
side fundirg. The implications of such a shift (e.g., concerns about
privatization; about service instability if core fundingis withdrawn)
are noted although not considered here.

In summary, there are significant parallels between existing
welfare programs and individualized funding. If properly imple-
mented, however, the latter would represent a significant improve-
ment — especially in its capacity to respond to and provide for
special needs. It would be a much more effective way of meeting the
needs of persons with a mental handicap.

Whether individualized funding would provide more adequate

14<
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assistance (in terms of higher levels of benefits) than the current
welfare system depends upon the level of funding allocated to the
program,

THE CANADA ASSISTANCE PLAN

Thepurpose of this section is to describe the Canada Assistance Plan
(CAP). The next section will explore whether CAP can be used to
support a system of individualized funding.

The Canada Assistance Plan is the primary mechanism in this
country for financing the costs of social assistance (welfare) and «f
certain services. It allows the federal government to pay 50 percent
of the costs of the assistance and/or services provided to persons in
need or likely to be in need.

The Canada Assistance Plan Act is divided into three parts.
Under Part 1, there are two funding streams: the assistance
provisions and the welfare services provisions. Each stream is
described below. It will be seen that the assistance provisions are
particularly relevant to individualized funding.

In the following discussion, the term “Act” refers to the Canada
Assistance Plan Act.

Assistance provisions

Basic requirements

Under the assistance provisions, provinces/territories and munici-
palities can make available “assistance” or “aid in any form” to
persons in need to meet their basic requirements. These are defined
in Section 2(a) of the Act as “food, shelter, clothing, fuel, utilities,
household supplies and personal requirements”.

Special needs

Section 2(b) of the Act also allows assistance or aid in any form to be
provided for “prescribed special needs of any kind”. These special
needs of any kind are defined further in Sections 4(b)(i), (ii) and (iii)
of the Canada Assistance Plan Regulations.

Under Section 4(b)(i) of the Regulations, special needs of any
kind include “any item necessary for the safety, well-being or
rehabilitation of the parson in need, including essential household
equipment and furnishings, essential repairs, alterations and addi-
tions to property; and items necessary for a handicapped person”.
The cost of any item, however, cannot exceed $500 in a year unless
approved, either before or after the item is provided or provided for,
by a designated provincial authority.

o Section 4(b)(ii) of the Regulations allows for the provision of any
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of the following items where these are required for the safety, well-
being or rehabilitation of the person in need: special food or clothing;
telephone; or rehabilitation allowances and housekeeping allow-
ances. In contrast to the previous section, there are no prescribed
limits on these expenditures.

Finally, Section 4(b)Xiii) permits the costs of “special care neces-
sary for the safety, well-being or rehabilitation of a handicapped
person in need”.

The costs of special needs items required for work —e.g.,fees or
permits; special clothing; tools or other equipment — may also be
shared under the assistance provisions of CAP.

Prescribed services

Under Section 2(g) of the Act, assistance can be provided to persons
in need in the form of “prescribed welfare services purchased by or
at the request of a provincially approved agency”. These prescribed
welfare services are defined more explicitly in Section 5 of the CAP
Regulations as: rehabilitation services; casework, counselling and
assessment services; and homemaker, day care and similar serv-
ices. The services must be purchased on a fee-for-service or unit cost
basis on behalf of a person in need.

When a prescribed service is provided to an eligible individual or
family by a private non-profit or commercial agency, shareable costs
are based upon the fees charged by the agencies. When services are
provided by a provincial/territorial or municipal agency, shareable
costs are based on the actual cost of providing the service.

The services authorized under the assistance provisions of CAP
may be provided by any type of agency. There isno requirement that
the agency be 3 non-profit or licensed organization (there are such
requirements under the welfare services provisions described be-
low). The federal contribution is made only on behalf of an
individual who qualifies on the basis of a needs test —i.e., who is a
“person in need”.

“Person in need”
Section 2 of the Act defines “person in need” as a person who, by
reason of inability to obtain employment, loss of principal family
provider, illness, disability, age or any other cause acceptable to a
provincial authority, is found to be unable to provide adequately for
him or herself and/or his or her dependents. This inability must be
determined on the basis of a test established by the provincial/
territorial authority that takes into account a person’s budgetary
orequirements as well as the income and resources available to meet
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those requirements. In other words, federal funds can be shared
under CAP only if the assistance (for basic requirements, special
needs or prescribed services) is provided to individuals who qualify
on the basis of a needs test.

The needs test involves an examination of applicants’ assets and
of their needs and resources. First, the value of their liquid assets
(e.g., cash, bonds) and fixed assets must fall below certain desig-
nated levels. Second, their needs must exceed the resources
available to them through employment-related income, public or
private pensions, or other sources. As a result, they have a budget
deficit.

With respect to liquid assets, in particular, the Liquid Asset
Exemption Guideline under the Canada Assistance Plan sets out
the maximum levels of liquid assets that CAP will recognize for cost-
sharing purposes. While provinces/territories are free to set their
own asset exemption regulations, the federal government will share
in the costs only for those applicants whose liquid assets do not
exceed the following parameters:

* up to $2,500 for a single person and $3,000 for a person
who is aged or disabled;

* up to $5,000 for a person with one dependent (a couple
and/or a single parent with one child) and $5,500 when
the applicant and/or spouse is aged or disabled;

e an additional $500 for the second and each additional
dependent;

* an (unspecified) additional amount where the money
has been placed in a trust arrangement for purposes
which the province deems socially important;

* an (unspecified) amount which senior provincial
officials inay allow for applicants with extraordinary
circumstances.

In addition to limitations on assets, the assistance provisions
require that applicants qualify for assistance on the basis of a needs
test. That is, they must have a budget deficit as described below.

Say, for example, that a single-parent family with a young child
had the following monthly basic needs:
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Food $250
Shelter 450
Clothing 65
Fuel 60
Utilities 40
Household Supplies 25
Personal Requirements 25

TOTAL MONTHLY NEEDS: $915

The total monthly basic needs of this family are $915. The parent
earns oniy $200 a month from casual employment. The family also
receives the family allowance, child tax credit and sales tax credit
from the federal government but these amounts are considered
exempt in the calculation of income.

In this case, the family’s needs ($915 a month) exceed its
resources ($200 a month). The family has a budget deficit of $7156
($915 minus 200). This family would be considered to be “in need”
and would be eligible for assistance.

Other assistance

The definition of “assistance” in Section 2 of the Act also includes
“health care services” and the care provided in a “home for special
care”. These two types of services used to be funded like other CAP
services. However, they ar no longer subject to fifty-fifty federal/
provincial cost-sharing.

The funding of health care services and of the care provided in
homes for special care has been substantially modified since the
introduction of the enabling legislation for the funding of health
care services — the Federal-Provincial Fiscal Arrangements and
the Federal Post-Secondary Education and Health Contributions
Act, 1977. (The funding arrangement is sometimes referred to as
EPF — Established Programs Financing). The Act allows federal
contributions for health and post-secondary educational services to
flow to provinces and territories in the form of a block amount
calculated on the basis of a predetermined formula. Health care
funding is described more fully in the final section of this appendix.

With respect to health-related goods and services, the effect of
EPF funding hasbeen tolimit CAP cost-sharing toitemsthat are not
funded under the EPF arrangement. For example, eligible indi-
viduals (i.e., those who qualify on the basis of a needs test) may

o-2quire the following types of health-related goods or services:
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medication, ambulance transportation, audiology services, dental
health service: speech therapy or occupational therapy. These
health-related . 0ods and services are not covered under EPF block
financing arrangements and are shared under CAP as non-EPF
health care costs.

In the case of residential care provided tc adults in homes for
special care or supervised facilities, CAP now shares only in the
costs of the “social” component of the care. This social component
refers to a comfort allowance, a clothing allowance, non-EPF health
care costs as described above and an amount attributable to room
and board. CAP also shares inthe costs of any special health-related
items an individual may require.

This means that the assistance provisions allow CAP to sharein
certain health-related and residential care costs but only as strictly
definea in the guidelines which govern the “interface” between CAP
and EPF. Ingeneral, CAP shares onlyin non-EPF health care costs
— those health-related costs not covered under the general health
care financing mechanism. In addition, CAP sharing is limited to
the costs incurred on behalf of eligible individuals.

It should be noted that CAP continues to share all the residential
care costs for children in need.

Summary of assistance provisions

Assistance may be provided for basic needs, special needs and
prescribed services. Assistarice for basic needs generally takes the
form of direct payments to persons in need. In the case of special
needs, assistance may be provided as money, as particular goods
such as a set of ¢yeglasses or as services such as homemaker
assistance. The A.ct allows cost-sharing, however, only on behalf of
a“person in nee’” asdetermined by a needs test administered by the
province or territory.

“Assistance” also includes certain health-related and residential
care services. CAP plays a residual role in the funding of these
services (except in the case of residential facilities for children
where it continues to share 50 percent of the costs).

Welfare service provisions
Cost-sharingis also permitted under the welfare services provisions
of CAP. Inthis case, funds are not transferred to individuals. These
provisions are basically a means of allowing the flow of funds to
services.

The welfare services provisions will be described here simiply for
ipformation purposes. These provisions allow the flow of ;unds only
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to agencies — not directly to individuals or to families. The welfare
services provisions could therefore not be used to support a system
of individualized funding.

Section 2 of the Canada Assistance Flan Act defines “welfare
services” as “having as their object the lessening, removal or
prevention of the causes and effects of poverty, child neglect or
dependence on public assistance”. These services include, but are
not limited to:

¢ rehabilitation services;

» casework, counselling, assessment and refcrral
services;

¢ adoption services;
* homemaker, day care and similar services;
e community development services;

» consulting, research and evaluation services with
respect to welfare programs;

s administrative, secretarial and clerical services
including staff training relating to the provision of any
of the above services cr to the provision of assistance.

Welfare services do not include services related primarily to
education, corrections, health care (with the above-noted exception
for CAP residual funding), recreation, cultural activities, school
social services, hospital social services, mental health services and
court-related services.

While the assistance provisions require individuals to qualify on
the basis of need, the welfare services provisions of CAP allow
services to be provided to those “in need” (as defined above) or to
“those likely to be in need”. The latter is intended for preventive
purposes — i.e., to allow the delivery of services to households that
may not qualify on the basis of need, but that may be in danger of
slipping into poverty or experiencing serious problems if these
services are not available to them.

Households are considered likely to bein need if their netincome
falls below certain levels. Accordingto the Guidelineson Likelihood

uof Need, persons or families likely to be in need must qualify for
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services on the basis of a provincial/territorial income test or must
be recipients of the federal Guaranteed Income Supplement (which
itself requires qualification on the basie of an income test).

While provinces and territories may develop their own income
tests, Ottawa sets guidelines for the net income levels used in
determining likelihood of need. The federal government will not
share in the costs of welfare services provided to individuals or
families whose net incomes exceed the federal guidelines.

A household with a net income below a designated “turning
point” is eligible for a full subsidy (i.e., pays no fee for the service).
In the first quarter of 1990 (January to March), the turning point
was $13,776 for a single person, $27,552 for a single-parent family
with one child and $36,744 for a two-parent family with two
children. These levels are adjusted quarterly in line with increases
in the federal Old Age Security/Guaranteed Income Supplement.

Households with net incc nes above the turning point pay part of
the cost of the service until the “break-even level”, i.e., the point at
which the subsid, ends. DuringJanuary to March 1990, the break-
even level was $20,664 for a single person, $41,328 for a single-
parent family with one child and $55,116 for a two-parent family
with two children. Using these federal guidelines as parameters,
provinces and territories set their own turning points and break-
even points for the income tests they administer to determine
eligibility for welfa: e services.

It is important to note that the welfare services provisions also
allow for a certain target group or geographic community to be
designated as a “community of need”. Needs testing or income
testing of individuals can be replaced by proxy indicators. CAP will
share in the costs of welfare services provided to members of a
community of need iftheindicators demonstr::.e that most, if not all,
members of the community are in need or likely to be in need.

A significant outcome of the recent Federal-Provincial Review of
Fiscal Arrangements Affecting Persons with Disabilities was the
agreement to change the likelihood-of-need policy to facilitate
procedures for cost-sharing und: r the welfare services provisions of
CAP. Whenindividuals require services that are disability-specific,
such as attendant care, they will be considered as persons likely to
be in need.

One of the major differences between the assistance provisions
and the welfare services provisions is that services are eligible for
cost-sharing under the welfare services stream only if they are
provided by a provincially-approved agency. Unlike the assistance

Jrovisions, commercial agencies are excluded from this definition.
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The CAP Regulations and Notes on Welfare Services under the
Canada Assistance Plan spell out the costs which are shareable
under the welfare services provisions. Shareable costs include, for
example, staff salaries, fringe benefits, travel and training. Capital
costs, by contrast, are not shareable although depreciation allow-
ances are permitted for certain designated items.

Summary of welfare provisions
The welfare services provisions of CAP allow fc: the sharing of costs
incurred by welfare services, as these are defined in the CAP Act.
Services must meet certain criteria —they must be non-profit agen-
cies. Only designated costs such as staff and salary are covered.
Furthermore, CAP will share only in the costs of services provided
to applicants who qualify on the basis of a needs or income test. A
target population or geographic area inay also qualify as a commu-
nity of need.

The welfare services provisions cannot be used to support a
system of individualized funding. These provisions do not permit
the flow of funds to individuals.

CAN INDIVIDUALIZED FUNDING BE

SUPPORTED UNDER CAP?

The Canada Assistance Plan can support individualized funding.
However, such a system could be funded only under the assistance
provisions of CAP. These are the provisions that allow the flow of
funds to individuals and families. The welfare services provisions,
by contrast, allow the flow of funds to services and therefore could
not support a system of individualized funding.

As previously described, the assistance provisions allow the cost-
sharing offunds for basic requirements, for specia! needs items and
for prescribed services as defined in the CAP Regulations. In short,
the Act permits the cost-sharing offunds paid toindividualsfor their
basic needs as well as for special items and services.

In practice, special needs ' ‘ms and services have not generally
been provided for in the form of cash. They are most often provided
as income-in-kind. The actual item is either given to the person
(e.g., special eyeglasses), the required item is paid for through a
voucher or other method (e.g., a drug card is issued), or a service is
provided or paid for on the person’s behalf (e.g., homemaker
services).

There is nothing in the CAP Act or Regulations, however, that
actually precludes the direction of funds to individuals themselves.

In fact, the Act explicitly defines “assistance” as “aid in any form”.
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While provinces/territories may have chosen to provide assistance
in the form of an item or service, there do not appear to be any
legislative or regulatory roadblocks to the provision of assistance
entirely in cash. It is likely that provinces/territories have resorted
to th- orovision of income-in-kind as a control measure to ensure
thay the assistance is actually used for the purpose for which it was
intended.

While the assistance provisions permit the flow of funds to
individuals, there are a number of factors that must be taken into
consideration whenemployingthese provisions. Theserelateto: the
needstesting requirement;the purchase of prescribed services only;
the reimbursement for service; limitations on expenditures for
special needs items and other funding limitations, Each of these
factors is discussed more fully below.

Needs testing requirement

The assistance provisions require that individuals qualify for assis-
tance on the busis of a needs test. They must have assets that fall
below certain designated levels as well as a budget deficit — that is,
their needs must exceed the resources available to them.

The needs testing requirement is very important. It is central to
the flow of funds under the assistance provisions. It means that
there must be an administrative mechanism in place which con-
ducts the needs test. Under the current welfare system, welfare
workers in local income security offices determine an applicant’s
eligibility on the basis of their needs. There is a built-in administra-
tive complexity associated with needs testing.

The requirement for a needs test would not necessarily create
problems for individualized funding because the latter is based on
individual negotiation of need. The system would thereby build in
a needs test of sorts.

The implications of needs testing are significant, however, in
that individuals could not qualify for assistance simply on the basis
of an income test, e.g., a measure only of their level of income. Such
tests are used for determining eligibility forthe Guaranteed Income
Supplement (GIS) for low-income seniors and the child tax credit for
low-income families with children. Inthelattercase, the tax system
acts as the income test for this refundable credit.

Income tests are also employed in determining eligibility for
services funded under the welfare services provisions of CAP. The
current turning points and break-even points iased on levels of net
income were earlier described.

Q
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Provision of service

There are certain requirements pertaining to services in particular.
The assistance provisions of CAP allow only the purchase of pre-
scribed services. As previously indicated, these services are pre-
scr ped in Section 5 of the CAP Regulations and include: rehabilita-
tion services; casework, counselling and assessment services; and
homemaker, day care and similar services.

The definition of prescribed services is broad in scope and likely
includes most services that would be required by persons with
disabilities. If, however, the required service does not fall within the
definition of a prescribed service, then it could not be purchased
through individualized dollars under the assistance provisions.

The assistance provisions of CAP also require that the prescribed
services intended for a particular individual be purchased by or at
the request of a “provincially approved agency”. If this provision
were applied to a system of individualized funding, it would mean
that an agency designated by the province or territory would have
to approve any expenditures intended for rervices.

In theory, this requirement should present no serious obstacles.
A system of individualized funding would involve a process of
negotiation with a provincial/territorial representative to deter-
mine individual need. This could be the means of ensuring request
of purchase by a provincial/territorial authority.

At the same time, however, this provision could be problematic.
Individuals may find that their ability to make decisions regarding
the best way to meet their service needs is relatively limited,
especially if the designated authority disagrees with the choice of
service.

A positive feature of the assistance nrovisions should be noted.
They are less stringent than the welfare services provisionsin terms
of the types of services that they will fund. This means that services
can be secured from a private individual or commercial agency in
addition to a non-profit organization. There is greater choice in
terms of the types of services that an individual may purchase.

Reimbursement for services
The assistance provisions require that the eligible costs for services
provided by non-government agencies, including both commercial
and non-profit service providers, are based upon the fees charged by
these agencies. When the services are provided by a government
agency (e.g., a municipality), the agency costs are reimbursed.
Agency costs are also eligible for sharing under the welfare services
o~rovisions of CAP. These cost-sharing technicalities would not
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make much diffi rence to the individual who would still receive the
service whether ur not governments reimbursed agency fees or
agency costs.

The funding mechanisms do have implications, however, for the
stability of services. There is some concern that a shift in the
funding of services from the welfare services provisions (direct
support of agency costs) to the support of services under the
assistance provisions (indirect support of agencies through the cost-
sharing of agency fees) would destabilize the fiunding base of
services. Agencies would have tofunction more on the basis of a free
market approach in which their costs are supported through fees
paid by users.

The counter-argument, however, is that the current funding
arrangements have not required agencies to be particularly respon-
sive to needs. A shift in funding may encourage if not force them to
be more needs-responsive.

Limitations on expenditures

The assistance provisions of CAP provide for the cost-sharing of a
wide range of special needs items. As indicated in the previous
section, these include any item necessary for the safety, well-being
or rehabilitation of a person in need including “items necessary for
a handicapped person”.

Section 4(b)(i) of the CAP Regulations, however, places limita-
tions on certain expenditures. It stipulates that the cost of provid-
ing, or providing for, essential household equipment and furnish-
ings, essential repairs to property and items necessary for a handi-
capped person cannot exceed $500 unless the expenditure is ap-
proved by an authority designated by the province or territory.

There is no stated limit, however, for the following items: special
food or clothing; a telephone; rehabilitation and housekeeping
allowances; or for any special care necessary for the safety, well-
being or rehabilitation of a handicapped person in need.

In short, the only effective limitation that the Regulations place
on expenditure for special needsitems relates to property repair and
to “items necessary for a handicapped person”. Presumably, the
latter refers to items such as prosthetic/orthotic appliances, special
equipment and communication-related devices such as a hearing
aid. It isimportant to note that the Regulations do not state that the
amount will not be paid; they simply require approval by a desig-
nated authority for expenditures that exceed that amount.

In theory, this provision might create difficulties for certain

0imdividuals who are refused a particular item on the grounds that
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it is too costly. While this is possible, it is hoped that provinces and
territories use the provision more as a check on a large expenditure
rather thanas ameans of refusingessential items that an individual
requires for his or her safety, well-being or rehabilitation.

Limitations on other expenditures

One of the important yet unexplored aspects of individualized
funding is whether the person who purchases the services actually
becomes the employer of the service provider. If so, there are
associated costs such as the employer contribution to Unemploy-
ment Insurance premiums and to the Canada/Quebec Pension Plan.
This would mean that an extra amount would have to be built into
the funds provided to the person to pay for these costs.

CAP provisions only take this into account by reimbursing
agency fees which presumably incorporate these employer costs. If,
by contrast, the individual used the dollars to hire a private
individual not affiliated with an agency, it is unclear how the
employer costs would be handled.

While there are other questions that need to be addressed with
respect to the status of this employment relationship, these are
beyond the scope of this paper.

Summary

Individualized funding in the form of cash assistance for basic
requirements, special needs items, and certain prescribed services
is possible under the assistance provisions of CAP as long as certain
conditions are met. These conditions include: the determination of
eligibility on the basis of a needs test, the purchase of prescribed
services only by or at the request of a provincially approved agency,
designated methods of reimbursing service costs, and administra-
tive approval for the purchase of certain items “required by a
handicapped person” that exceed $500.

There are, however, a range of services required by persons with
disabilities that are not funded (or are only partially funded) by
CAP. The question then arises asto whether it is possible or in some
cases even desirable to individualize dollars for the purchase of
these services. The next section will address this question by
examining the sources of funding for related services in the areas of
health care, education, vocational rehabilitation and housing.

HOW RELATED SERVICES ARE FUNDED
This section describes the funding sources of related services in the
2~reas ofhealth care, education, vocational rehabilitation and hous-
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ing. It attempts to address the question of whether these services
can be supported through some form of individualized funding.
There is no simple answer to this question. Under current
funding arrangements, certain services can be supported through
individualized funding while other services cannot.

Health Care

Health care services are regulated under the Canada Health Act
which came into effect in 1984. The Act is administered by the
Department of Health and Welfare.

The Canada Health Act repealed the Hospital and Diagnostic
Services Act (referred toin Section 2 ofthe CAP Act) and the Medical
Care Act. There are two major kinds ofhealth care services defined
in the Canada Health Act: insured health care services and ex-
cended health care services.

Insured health care services refer to the medically necessary
hospital services, medically required physicians’ services and sur-
gical or dental services that require a hospital for their proper
performance. Extended health care services refer to: (1) ambula-
tory care, i.e., health care services provided in an out-patient setting
or in a private home; and to (2) health-related and nursing care
provided in a long-term residential facility. An institution for
persons with a mental handicap, for example, would qualify as an
extended health care service if extensive supervision and care were
provided in that facility.

The Canada Health Act sets out five criteria which govern the
provision of insured health care services throughout the country.
These five criteria are: comprehensiveness, universality, portabil-
ity, public administration and accessibility. These five criteriamust
be met in order for provinces and territories to receive the federal
contribution for health services. It is important to note that these
five criteria do not apply to extended health care services. In other
words, ambulatory care and long-term residential facilities are not
governed by these criteria.

While the Canada Health Act sets out the criteria which govern
the delivery of insured health care services, these services are
actually funded under the Federal-Provincial Fiscal Arrangements
and Federal Post-Secondary Education and Health Contributions
Act of 1977 (formerly called the Federal-Provincial Fiscal Arrange-
ments and Established Programs Financing Act). This Act is
administered by the Department of Finance.

Under the Act, funds designated for insured health care services,
in particular, are determined on the basis of equal per capita federal
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health contributions which are indexed annually in relation to
increases in the Gross National Product (GNP) minus two percent-
age points. (The February 1990 budget froze the per capita entitle-
ment for a two-year period). Actual contributions to the provinces
and territories are made in the form of a cash transfer, (i.e., a direct
transfer of funds) as well as through a transfer of tax points (i.e., an
increase in the amount of tax which individual Junsdlctlons are
permitted to collect).

In addition to cash and tax transfers, provinces and territories
receive anequal per capitagrant to help pay for the costs of extended
health care services. The per capita payment of $20 was initially set
in 1977-1978. The payment is increased annually by the average
three-year rate of growth of the GNP minus two percent (frozen in
February 1990).

The EPF fiscal arrangement is generally referred to as “block
funding” because monies are transferred as a block by the federal
government to the provinces/territories on the basis of a set formula.
In contrast to CAP, which shares 50 percent of eligible custs, the
EPF federal contribution does not vary on the basis of the type or
extent of service provided by the province or territory.

The EPF funding arrangement “interfaces” with CAP fundingin
certain circumstances. Persons with disabilities are likely to be
affected by this CAP/EPF interface in that they are often recipients
of the services funded in this way.

As previously explained, the definition of assistance in Section 2
ofthe CAP Act includes “health care services” and services provided
in “homes for special care”. Inthe case of healt!. care services, CAP
will share, on behalf of eligible individuals only, in the costs of
cenain types of health-related goods and services. These are the
goods and services not included within the meaning of “insured
health care services” in the Canada Health Act.

The CAP provisions, with respect to “homes for special care” in
particular, have been considerably modified since the introduction
of the per capita arrangement block-funded by EPF. The Extended
Health Care Services Program under the Federal-Provincial Fiscal
Arrangements and Federal Post-Secondary Education and Health
Contril--**~ng Act includes the costs of services for adults in long-
term re. :es or institutional settiugs. These include settings
that provide intermeciate nursing home care or adult residential
care.

Prior to the introduction of the Extended Health Care Services
Program, the federal government under the CAP assistance provi-
sions shared in 50 percent of the costs of care delivered to eligible
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adults and childrenin residential care settings. The introduction of
block funding for extended health care means that CAP-shareable
costs for the provision of long-term residential care are much more
narrowly defined.

CAP costs are now limited tothefollowing aggregate or combined
amounts of provincial/territorial and municipal expenditure for
care provided in long-term care facilities:

¢ a comfort allowance
¢ a clothing allowance
¢ non-EPF health care costs (described earlier)

* a portion of the room and board — represented by the
difference between the total of the above three components
and the maximum monthly Old Age Security/Guaranteed
Income Supplement.

As of January to March 1990, the Old Age Security/Guaranteed
Income Supplement (OAS/GIS) monthly maximum was $744.00.
This amount may be exceeded if the eligible individual requires an
item of special need such as dentures, eyeglasses, a hearing aid,
orthodontic appliances or a wheelchair.

The details of this funding arrangement are outlined in the
relevant cost-sharing guidelines. The important point for the
purposes of this discussion is that the cost. of long-term residential
care in certain facilities is funded through a combination of health
and social welfare dollars. This has significant implications for
individualized funding.

Insured health care services are covered under the block. Funds
are directed toward the services rather than toward the individuals
whorequire the services. The latter are funded en masse in relation
to per capita population of the relevant jurisdiction and not in
relation to the individuals who require them on the basis of demon-
strated need.

Because of the block-funded arrangement, it is not possible to
individualize dollars forinsured health care services. Besides, there
should be no need to do so. These services are governed by the
accessibility criterion inthe Canada Health Act and must therefore
be accessible to all residents of any given province or territory.

The situationis more complex, however, for extended health care

sgrvices —in particular, those services that provide care in a long-
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term residential facility. Inthis case, CAP shares a certain portion
of the costs on behalf of eligible individuals. Costs for the remainder
of the care — which is primarily of a health-related nature are
supported through health dollars provided under the block. It
would be difficult to individualize these dollars because all costs
which exceed the monthly maximum OAS/GIS payment (except for
special needs items) are deemed to be health or EPF costs. Again,
the latter funds are directed toward services and not to individuals.

Itispossible, however, to question this use offunds. Ifthe federal
and provincial/territorial governments are sharing costs for an
individual up to the OAS/GIS maximum within an institutional
setting, why could they not share these costs to support that same
personin the community? Part of the answer is that these individu-
als are deemed to require the health-related care and supervision
provided in adult residential facilities. However, this type of care
and supervision could be delivered in a different way, such as
through community-based homemaker services, attendant care
and home health care.

In short, it would be possible to individualize the dollars under
the CAP. Established Programs Financing pulls apart the compo-
nents of the care and funds them separately through CAP and
through EPF. Only the CAP dollars could be provided, however,
through anindividualized route. A practical problem arisesin that
federal officials are not anxious to open up CAP any more than the
program now allows; the current involvement of 50 percent funding
is already considered to be a substantial contribution.

Education

Education at the primary and secondary levels is funded through
provincial tax dollars. The federal contribution through the EPF
arrangement described above does not apply; it is intended for post-
secondary education only.

Because education at the primary and secondary levels is sup-
posed to be universally available to all students — including those
with disabilities — there should be no need (in theory at least) to
individualize dollars for these services. In actual fact, however,
children with disabilities have not had access to the educational
services available to children without disabilities.

It is not likely that this problcm will be resolved through
individualized funding. Instead, it should be seen as a “systemic”
problem which must be addressed by ensuring access by all tothese
publicly funded services. The recent legislative initiative in New

oPrunswick — Bill 85: An Act to Amend the Schools Act — is
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exemplary of the kind of change required to ensure the integration
of children with special needs within the mainstream school system.

Individualized funding, however, may help address the prob-
leins which some families experience in trying to obtain support
services in school settings. CAP explicitly precludes the funding of
services considered to be primarily of an educational nature. If
families were provided with funds, they could purchase the required
services (as long as conditions under the CAP assistance provisions
were respected). This representsonly a short-term solution;ideally,
support services should be part of a provincial/territorial program
to integrate all students within existing educational services.

Vocational rehabilitation

Vocational rehabilitation services for persons with disabilities are
funded primarily through the Vocational Rehabilitation of Disabled
Persons (VRDP) Act. This Act allows the federal government to
share 50 percent of eligible costs incurred by provinces and territo-
ries in the provision of vocational rehabilitation services.

VRDP shares in two types of costs: (1) the staff and administra-
tive costs necessary for the provision of vocational rehabilitation
services; and (2) the costs of specified goods necessary for the
vocational rehabilitation of individual clients. Shareable costs are
identified in the VRDP Act and Agreement.

While the Act allows for the cost-sharing of goods and services to
individuals, these goods and services are not generally provided as
dollars. They are usually provided as income-in-kind — that is, in
the form of the actual goods and services themselves. However, a
significant development in relation to the direct provision of dollars
should be noted.

A Federal-Provincial Review of Fiscal Arrangements Affecting
Persons with Disabilities was recently conducted. There were a
number of important outcomes of this review, one of which was to
allow federal support for the universal provision of technical aids
andservices to vocational rehabilitation clients. Another result was
a consensus with respect to encouraging direct provincial payments
to vocational rehabilitation clients for personal goods and services.
In short, the VRDP Agreement now recognizes individualized
funding for attendant care and for interpreters.

The outcome is significant because it explicitly endorses the
concept of individualized funding for goods as well as for services.
Governments appear willing to cost-share dollars provided directly
to individuals for the purchase of vocationally related goods and
services. This outcome is a critical step in the path toward the
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acceptance of individualized funding as a viable mode of providing
support to persons with disabilities.

Housing

Assistance for housing costs is provided in one of two ways: (1) by
supporting the supply of low-cost housing; and (2) by assisting
individuals with the cost of housing.

In relation to the supply of housing, in particular, the Canada
Mortgage and Housing Corporation (CMHC) shares, with its re-
spective counterparts in the provinces and the Yukon Territory, in
the costs of non-profit housing. (CMHC pays the full cost of non-
profit housing in the Northwest Territories.) The dollars that flow
under these programs are not directed toward individuals. Rather,
they are directed toward the physical infrastructure of the housing
project through mortgage assistance.

It would not make sense to consider the conversion of these funds
to dollars for individuals because these funds fill a very important
purpose in the housing market, i.e., they are intended to ensure an
adequate supply of low-cost housing.

CMHC also shares, in conjunction with its respective provincial/
territorial counterparts, in the cost of a Rent Supplement Program.
Its purpose is to make available more low-cost housing by reducing
the rental costs of a certain number of units in local communities
throughout the country.

The program has been criticized, however, on the grounds that
it ties the rent supplement to designated units rather than to the
individuals who need the rental assistance. In effect, it attaches
dollars to the required good (in this case, a housing unit). Iffor some
reason the individual moves, then he or she loses the assistance.
The supplement virtually locks individuals into their rent-supple-
mented units.

One of the possible ways of supporting the individual rather than
the housing unit is to provide rental assistance to low-income
renters as a refundable tax credit. The problem with this proposal
is that it could be much more costly than the current program.
There would likely be many low-income people who would qualify
for supplementation (costs are now controlled by funding a limited
number of rental units).

In theory, then, there is a way to individualize housing dollars.
In practice, however, the option is unlikely unless the benefit is
targeted toward very low-income households. In this way, the
numbers of | atentially eligible recipients could be kept down and

Gcosts more easily controlled.
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It should be noted that housing assistance for welfare recipients,
in particular, is already provided in the form of individualized
dollars through the shelter component of the monthly welfare
cheque.

Another type of “individualization” is embodied in the Residen-
tial Rehabilitation Assistance Program for the Disabled. This
program makes available forgiveable loans to individuals to help
them offset the costs of accessibility modifications to private resi-
dences. Because no assistance is provided under this program for
actual housing costs (i.e., mortgage or rental costs), it is limited in
terms of its relevance as a possible model for ongoing housing
assistance.

Summary

It is difficult under current funding arrangements to individualize
doliars forinsured health care services because these are supported
underablock-funded arrangement. It would be possible to individu-
alize dollars for extended health care services provided in the form
of long-term residential care only if the individuals are transferred
into community settings. They would then become eligible for
individualized dollars under CAP and for EPF block-funded health
care services.

Educational services cannot be funded through individualized
dollars, although there is a possibility of individualizing the dollars
for the support services provided in schools. Ideally, however, these
services chould not be funded in this way. They should be part of an
educational initiative which ensures the integration of all students
in the mainstream school system by providing required support
services.

There have been significant developments with respect to the
individualization of funding for goods and services intended for the
vocational rehabilitation of persons with disabilities.

Finally, housing dollars cannot be entirely individualized be-
cause most funding is directed toward ensuring an adequate supply
of low-cost housing. The monies that are channelled into lowering
the costs of rent could be redirected toward individuals rather than
toward rental units. However, the potential cost of this form of
individualization of housing assistance represents a major obstacle
to the viability of this approach.

CONCLUSION
Individualized funding refers to the provision of funds directly to

individuals to help them meet their basic and special needs. While
Q
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this form of funding is essentially a variation of the existing welfare
system, individualized funding can be a much more effective
method of meeting the needs of persons with disabilities.

The Canada Assistance Plan is the primary mechanism in this
country for financing the costs of social assistance (welfare) and of
certain services. CAP can support a system of individualized
funding, but only under its assistance provisions. These are the
provisions that allow the flow of funds to individuals. These
provisions also permit assistance to be provided in any form and for
the compensation of both basic and special needs.

However, the assistance provisions require that certain condi-
tions be met. Among the most important are that individuals inust
qualify for assistance on the basis of a needs test and that only
prescribed services can be purchased. These must be purchased “by
or at the request of a provincially approved agency”.

The question of whether it is possible to individualize the dollars
directed toward related services is not easy to answer. It would be
possible, for example, to individualize the dollars intended for
extended health care services but only by releasingindividualsfrom
institutional settings. In this way, they would be removed from the
CAP/EPF interface and would be covered under CAP funding for
certain needs and under EPF funding for health-related needs
(funds under EPF cannot be individualized because they are pro-
vided by the federal government to provincial/territorial govern-
ments in the form of a block intended for the support of services
only).

Finally, related services such as vocational rehabilitation can be
funded in an individualized form while the support of other services
such aseduc ation and housing cannot be easily individualized at all.




APPENDICES 155

APPENDIX E

HISTORY OF THE IMPLEMENTATION OF SERVICE
BROKERAGE AND INDIVIDUALIZED FUNDING

INTRODUCTION

Deinstitutionalization initiatives for people with a mental handicap
and expansion of community support services were put on the policy
agenda in British Columbia in the late 1970s. In implementing
these initiatives, the provincial government made decisions about
the planning and financial mechanisms to be used to manage
deinstitutionalization. Service brokerage and individualized fund-
ing were proposed, and to some extent implemented, as one set of
mechanisms for managing deinstitutionalization.

Inthe mid-1970s, just prior to the very early initiatives to begin
downsizing institutions, British Columbia had approximately 1000
residents in Woodlands, 400 in Tranquille, and 300 in Glendale.
These were large-scale facilities that provided the major source of
care for people considered to have more severe mental handicaps.!
In 1977, the B.C. Minister of Human Resources made the first com-
mitment to begin moving individuals from institutional care to com-
munity alternatives. In 1981, the Government announced in the
Speech from the Throne a “shift in emphasis”frominstitutional care
to community supports. In 1983, a commitment was made to close
the Tranquille institution in Kamloops. In 1986, procedures were
established for duwnsizing the Woodlands institution on a ward-by-
ward basis. Alsointhat year, the Ministry of Health established the
Services to the Handicapped Division to develop community sup-
ports for individuals still living in institutional facilities and desig-
nated as “multiply handicapped”.

The relationship between the critical phases in the implementa-
tion of deinstitutionalization, fixed point service brokerage and
individualized funding are discussed in more detail below.

PROPOSAL FOR A COMMUNITY LIVING PROGRAM - 1977
In the 1960s and 1970s, approaches to supporting people with a
mental handicap ranged from private family residences to group
homes to large institutions. Community-based group homes and
small-scale institutions provided care for anywhere between ten
and fifty individuals, primarily those designated as having less
severe handicaps. Large-scale institutions in British Columbia,
Gwhich included the Woodlands School in New Westminster, Tran-
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quillein Kamloops, and Glendale in Victoria, were the source of care
for most people considered to have more severe mental handicaps.

Many parents of children with a mental handicap found that
these institutions were the only source of care available. The only
alternative was to provide twenty-four-hour care for their son or
daughter themselves. This was not possible for many families,
givencommitments toother family members and to work. Formany
parents, institutional placement resulted in the break-up of their
family, relinquishing daily contact and relationships with their
family member, and relinquishing decision making to institution
staff. It also resulted in an ongoing concern by many families that
the institutional environment posed serious risks to the welfare and
well-being of their son or daughter.

In January 1976, these parents had an opportunity to see and
hear their private fears made public by Gunnar Dybwad, then a
visiting professor at the University of British Columbia, and a world
renowned expert in the field of mental handicap. Having spoken to
professional staff and having toured the facility at Woodlands,
Dybwad made clear his concerns about the conditions he observed
in Woodlands. At alecture that received front-page coverage in The
Vancouver Sun, Dybwad maintained that:

Conditions at Woodlands School for the mentally handi-
capped are so bad, the school would be closed down and
fined if it were a non-government institution ... How is it
possiblethat in Woodlands you tolerate specific violations
of the law which, if thiz were a private institution, would
close down the institution? ... In the absence of adequate
staffing, it’s very hard to provide individual programs
and to work out appropriate programs elsewhere...This is
largely not the fault of the institution but the community
and the community agencies who reject these children ...?

Dybwad’s comments had a catalytic effect. Upon reading the
press coverage of Dybwad’s speech, one woman whose daughter
was in Woodlands called the British Columbia Association for the
Mentally Retarded (now the British Columbia Association for
Community Living) to express her concern that “my child seems to
be regressing instead of developing” in the institution. She asked
that someone meet withher. Soon afterwards, a staff person and the
chair of the Association who was herself the parent of a son living
in Woodlands, visited the woman’s home. With two other mothers
?resent, the parents began to speak about their children, the expe-
LS
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rience of institutionalization, and their fears. Their sharing of
experiences was emotional and difficult, but one that helped to carve
out a space of mutual trust and support. The small group of parents
continued to meet. The group grew substantially during 1976 as
other parents were contacted and joined the group. It was during
that year that they began calling themselves the Woodlands Par-
ents’ Group.

In sharing their personal experiences, the parents together
developed a critique of the institution, and a set of principles they
believed should guide the provision of supports to people with a
mental handicap. Their critique reflected their perspective as par-
ents. It was also, however, informed by the principles of “normali-
zation” as developed in the work of Wolf Wolfensberger, and as
shared with the group by one parent who had worked with
Wolfensberger. The parents’ guiding principles also reflected their
expectations for their children which emerged through the sharing
of experiences. Many of the parents felt that these expectations
could not be met within what they saw as the restrictive and
debilitating environment of the institution.

The three key aspects to the critique of institutions developed by
the Woodlands Parents Group were: parent-child relationships;
institutional restrictions on human development; and decision
making within the institution.

First, the Woodlands Parents’ Group found that relationships
between parents and their children who were in Woodlands were
affected by barriers that were integral to the institutional environ-
ment. The first of these was a lack of adequate parental access to
their children. Children were, in many instances, situat~d in
institutions or residences that were geographically distant from
other tamily members. This made casual and frequent visits diffi-
cult or unlikely. The parents also viewed the ward system and the
spatial organization of the institutional environment as being
hostile and intimidating, not only to residents, but to visitors.
Parents felt they were external and peripheral to the ongoing
operation of Woodlands, having no meaningful place or role. Insti-
tutional arrangements effectively denied them the ordinary inter-
actions that they felt should characterize family relationships.

Second, the Woodlands Parents’ Group believed that the medical
model of care informed the perspective and activities of many
institution staff. The result, they believed, was a situation in which
staff used medical diagnoses to label individuals with very limited
— if any — abilities or human potential.

The physical and social concentration of individuals in the
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institution were presumed by families to inevitably lead to a social
reinforcement of problems rather than to individual development.
Patterning and modelling done within a “problem” environment
was believed to reinforce problematic behaviours rather than en-
courage “normalizing” opportunities. Accordingly, many parents
felt that their children had regressed in their social development
since their institutional placement.

As the parents met and began to clarify theu- own values and
principles, their outrage with the institution grew. They came to
regard it as a setting that fundamentally undermined individual
dignity, and that byits very nature denied their sons and daughters
the opportunity to live and participate in the community.

Third, in addition to fostering estrangement between them-
selves and their children, parents felt that institutional services
denied individuals and their families participation in decisions
which would affect theirlives. They perceived that parent input to
decision-making processes was curtailed by the prominence of
medical and bureaucratic authority. The bureaucratic nature of
institutional organization and the formality of the instituticnal
process made it difficult to deal directly and productively with in-
stitutional staff. The lines of accountability within the institution
made it difficult for families to pin down those with authority and
responsibility. Even when this was possible, parents were reluctant
to express themselves because they felt that if they were to exert
pressure on the institution, their children would be penalized.

As the Woodlands Parents’ Group developed this critique they
were also anxious to begin toaddress what they saw as unacceptable
conditions in Woodlands. While they continued to meet as a support
group, they also began to monitor conditions in the institution and
to create a political force for change. In the first instance, they
wanted to maintain a strong presence in the lives of their sons and
daughters and to begin participating directly in decision makingin
the inctitution. In order to do this, the Group requested and
received approval for parents to become involved in decision making
at the ward level in staffor team meetings that concerned their sons
or daughters. It was at this level that decisions were made that most
immediately affected how care would be provided to individuals on
a day-to-day basis. The group also sought the implementation of an
“Abuse Procedure” by anindependent body for dealing with parents’
concerns or allegations of abuse. The group also sought the estab-
lishment of procedures for behaviour management; the develop-
ment of individual programs; and representation onthe Admissions
Comm. 2etoWoodlandsinorder to stem admissions and continued
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investment in institutional care.®

Although involvement in decision making within the institution
and the other action steps were seen as important interim meas-
ures, the Woodlands Parents Group believed the institution itself to
be the fundamental problem. Intheir perception, the environment
severely curtailed the possibilities, opportunity, and rights of their
sons and daughters. They became convinced that the philosophy,
environment and operational procedures of institutior~1 care were
in fundamental conflict with their beliefs, values an. - . pectations
for their children. The only real alternative, from the group’s
perspective, was to seek political commitment to develop commu-
nity alternatives. In December 1976 they met with the Minister of
Human Resources in B.C., then William Vander Zalm, who was the
minister responsible for Woodlands and for policy concerning people
with a mental handicap. The meeting resultedin an agreementthat
the Woodlands Parents’ Group, with the support of the Minister,
would pursue two goals:

* ongoing monitoring within Woodlands

* development of a community based system of services
as an alternative to Woodlands.*

In order to achieve the first goal the group would continue
meeting with staff at the ward-team level and seek ways of further-
ing their monitoring role within the institution. The second goal
was to be achieved through the implementation of a proposal for a
community-based alternative to institutional care. The proposal
was to be submitted to the minister two months later, in February
1977. As a means of developing the proposal, a “Planning Group”
was formed. The Planning Group was formed from a core group of
parents from the Woodlands Parents’ Group and a few visionaries
and futurists who were to help them translate their beliefs and
values into a set of mechanisms for providing community supports.
The Planning Group made presentations concerning the proposal to
a number of community organizations and agencies whose input
and critique were sought and who were also represented on the
Planning Group. While the Woodlands Parents’ Group wanted a
government commitment in favour of change, they also sought to
develop a wider base of political support in the community through
the Planning Group.

Entitled Development of a Compreh - ‘ve Community-Based
System of Service as an Alternative to Wo ..lands, the proposal was
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submitted to the minister in February 1977. Revisions and more de-
tailed plans were submitted in April and May 1977.5 The basic
principles of the community living board or fixed point of response,
service brokerage, and individualized funding were articulated in
this proposal. It stated that the Community LivingBoard (CLB) was
to be mandated by the Minister of Human Resources to have two
functions. First, the CLB was to act as an agent for the individual
to develop a general service plan, and to act as a broker for the
individual in obtaining services with the dollars that had been at-
tached to the individual. Second, it would act as a back-up service
for the community, assisting in research and development of needed
community supports, and in the design of policy for community al-
ternatives to institutions.

PROJECT LIFE - 1977-1981
In June, 1977, the Minister of Human Resources announced “Proj-
ect LIFE” (Living Independently for Equality), expressing commit-
ment to “a major effort to de-institutionalize services for the men-
tally handicapped”.® The minister announced the establishment of
the Community Living Board, and provided it with a mandate to
play a central role in managing the deinstitutionalization effort.
Within Project LIFE there was to be a multi-level role for the CLB
in managing the process of deinstitutionalization within the prov-
ince of British Columbia. The CLB was to play this role at the
individual, organizational, administrative, and policy levels. At the
individual level, the CLS was to “ensure integrated and appropriate
community placement” and to “ensure that persons placed in the
community program are not ‘dumped’ without suitable support”. It
was also to arrange for housing, employment, recreation, health
services, protective services, and education. At the organizational
level, it was to work with community service providers to foster
resource development on the basis of individnal “service programs”.
Atthe administrative level, it was to work with the Deputy Minister
of Human Resources, and other deputies of the Social Services
Committee of Cabinet, to ensure that necessary procedural and
financial changes were made to “permit or enhance the community
living concept”. At the policy level, the CLB was to consult with the
Deputy Minister of Human Resources, to ensure implementation of
the policy. The Deputy Minister was, “on the basis of recommenda-
tions put forth by the CLB and CLB staff”, to initiate policy change
as required, in order to realize the goals of Project LIFE.”
The funding ofthe CLB was to reflect its central role in managing
Udeinstitut.ionalization. The Project LIFE document, prepared by
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the ministry states that:

The CLB budget and all financial arrangements for the
Community Living Program require approval of the
Minister of Human Resources. The intent of the program
will be to re-direct funds required for institutional care
into the purchase of services for the mentally retarded
individual at the community level.?

The press release announcing Project LIFE and the establish-
ment of the Community Living Board was more explicit on the
funding for the CLB:

The Community Living Board will be established toassist
with the development of local services and to arrange for
placement of retarded persons from the various institu-
tions. The program calls for the redirection of institu-
tional funds into community services and up to $3.6
million could b available tothe Board per year... Vander
Zalm explained that costs now average $18,000 annually
to maintain a resident at Woodlands. “Our plan is to
redirect those funds over a period of five or six years into
community support programs.™

In summary, management of the provincial program for deinsti-
tutionalization was to be community-based or was to have a strong
community-based component. A community-based agency was to
be responsible for the transition planning for individuals livir.g in
institutions, and the initiative was to be funded at the same per
capita level as that of institutional care.

Negotiations concerning the implementation of the Community
Living Board under Project LIFE became an ongoing debate be-
tween the Woodland’'s Parents’ Group and the government. On one
hand, the Woodlands Parents Group insisted that the CLB be an
autonomous, community-based, duly elected body. Formal regis-
tration of the Community Living Society under the Society Act of
British Columbia was sought to ensure legal status for the Board as
a separate and autonomous (i.e., non-government) mechanism,!
On the other hand, the response by senior ministry officials to the
minister's announcement of Project LIFE was to develop a plan for
implementation of a Community Living Board where the board was
to be appointed by the minister “partly on the recommendations” of
various organizations, including the Woodlands Parents Group.!
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Negotiations between the CLS and the government concerning
the mechanisms for delivering financial and planning resources
proceeded after the legal incorporation of the Society. Under the
terms of the agreement, dated September 8, 1978, and signed by the
Minister at that time, the purpose of the Community Living Society
was and remains: /

... to operate as a service broker through which institu-
tionalized or potentially institutionalized developmen-
tally disabled persons may be referred for service plan-
ning and placement in the community and to stimulate
the development of community services to serve these per-
sons.’3

Annual renewals of the grant for service brokerage continue within
the terms of this same agreement. It states that the CLS is to carry
out the following role:

To prepare and submit to the ministry c.nnual estimates
of the costs of General Service Plans in such form and at
such times as the Minister requires.

To prepare and submit for approval to the Minister a
budget for each General Service Plan together with a
strategy for the implementation.

After approval of the General Service Plan and its budget
to submit to the minister for approval an Individual
Program Plan together with its costs.

To assess, in collaboration with Institutional Facilities,
those clients in the Institutional Facilities who may be
suitable for participation in the Community Living Pro-
gram.

To prepare in collaboration with the client, Institutional
Facilities, community service agencies and ministry offi-
cials, a General Service Plan for clients referred by the
ministry indicating the goals and objectives for submis-
sion and approval by the minister."

The minister agreed.:
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Where the Society’s administrative budget ... has been
approved, to pay the agreed sum to the Society ...

Where the Individual Program Plan has been approved,
to purchase gervices on behalf of clients in accordance
with the plan and participate with the Society in imple-
menting the approved Individual Service Plan.

To designate by name the Ministerial delegates who will
act as liaison with the Society for the purposes of this
Agreemext. !

The CLS received approximately $238,000 for core funding
under Project LIFE for the first year of its operation in order to
implement the Community Living Board and to emplov contract
service agents (or service brokers) to begin individual planning. By
November 1979, twenty-four people had left the Woodlands School
assisted by the planning resources of the CLB.

The implementation of Project LIFE by the CLS was hampered
by a number of issues including: funding procedures and financial
arrangements;contractual arrangements; the supply of community
supp.rts; and other implementation issues directly relating to bro-
k arage.

Funding and financial arrangements

After the CLS had received the core grant for service brokerage
under Project LIFE in 1978, it became apparent that the fundingfor
purchase of services would fall short of the anticipated $18,000 per
year perindividual. As a result, part of the funding which the CLB
had assumed would cover its own administrative costs, including
brokers’ salaries and training, had to be shifted to cover the
purchase of services for individuals.

For the CLB, the levels of funding allocated were only one aspect
of the funding issues that presented problems for the organization.
At least as important was the challenge to remain consistent with
the financial arrangements that in theory were to distinguish
funding under Project LIFE from the usual practice of allocating
dollars for community services. The agreement with the ministry
stated that the Society would work with individuals, service agen-
cies, institution staff, and the ministry to prepare General Service
Plans for individuals. The allocation of dollars was to be contingent
upon the provisions set forth in the individual’s General Service
Plan (GSP) and in the Individual Program Plans (IPPs) that were
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to guide implementation of the GSP. GSPs and IPPs were to be
developed prior to individuals’ actual transition to the community.
GSPs were to be the bases of funding allocations negotiated between
the CLB and the ministry for specific individuals. They were to be
signed by the individuals prior to the ministry’s purchase of services
on behalf of individuals. IPPs were in turn to be the bases of
contractual arrangements between individuals and the spec.fic
providers of components (services) of the General Service Plan. In-
dividualized funding was to be achieved by the ministry’s allocation
of dollars on the basis of individual need and as reflected in the GSP.
Contractual status was to be provided to individuals in their
negotiations with service providers. These negotiations were to
culminate in service purchasing agreements that reflected the indi-
viduals' status, desires, and interests. For some of the families
involved in the CLS, this funding procedure was viewed as a
significant operational shift that had the pctential to increase
individuals’ autonomy and decision-making capacity in service
decisions. If individuals could make decisions about where and for
what purpose dollars would be allocated, and if services were
actually available for purchase, a significant measure of consumer
purchasing power could be achieved in the realm of social services
through the portability that the new arrangements promised.

However, as the organization began to negotiate with the provin-
cial government for individualized funding, the funding process
that had been originally conceived began to breek down in its
earliest stages. As one of the original agents recounts:

So here we have this regional manager who was attemrt-
ing to cooperate with this new agency on the block, didn't
know how to individualize dollars, so frequently in those
initial meetings he would pick up the phone and phone
Victoria and ask, “How would we do this, how would we
individualize dollars? What did it mean? How would it
fit in with the guidelines that were there?” He didn’t get
answers. But he did negotiate with us anyway.

While it was implied in the mandate of the CLB that mechanisms
for distributing individualized funding would be established, for a
variety of reasons these mechanisms never fully materialized.
Some people have maintained that there was never any solid com-
mitment on behalf of some officials in the ministry to change the
mechanisms for allocating funding in ways that dollars would
“follow the irdividual” from the institution, through the Commu-
- l{lCty Living Board, into pir,((:bqse of services. Others point to
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reticence on the part of service providers to enter into such “revi-
sionist” arrangements for funding and service delivery.

Contractual arrangements

Because these mechanisms were not effectively implemented in the
early stages of Project LIFE, the role for the CLB in acting as an
agent for the individual in ongoing service delivery became prob-
lematic. By late 1978, the service brokers, or service contract agents
as they were then called, were already finding that they could not
make effective interventions on behalf of individuals.

In many instances this occurred because service providers sim-
ply refused to enter into contractual arrangements with individu-
als. This situation arose largely because conventional funding
mechanismstied dollarsto services insuch away thattherevenues,
and therefore the operational capacities of service providers, did not
depend significantly on the financial resources that were to be
supplied throughthe CLB in accordance withindividualized service
purchase contracts. Yet the preparedness of service providers to
enter into these contracts was vital to the functioning of brokers as
originally conceived. The role of the broker, astheindividual’s agent
with a mandate to ensure compliance with the terms of the contract,
was legitimized precisely through the individual service contract or
“written understanding”™® between service provider and the indi-
vidual requiring service. The discretionary power of service provid-
ers to refuse to enter into these contracts, then, effectively circum-
scribed the broker’s role in the realm of social services, a procedural
problem that has continued to hamper the implementation of
service brokerage. It has also curtailed the contractual status of the
individual with a mental handicap in relation to the service system.

Development of services
In the implementation of Project LIFE, there were also many
difficulties concerning the supports thatindividuals received. Some
individuals had acute social and emotional needs in addition to a
mental handicap, which made designing and creating provisions for
their initial community living arrangements problematic. Some-
times the arrangements that were made were entirely inadequate.
Some of the first referrals from Woodlands were made under
considerable time constraints. In many instances, time factors
accelerated the planning process to the point of rushing it for
individuals whose needs required considerable planning effort.
Further, Woodlands did not in these early stages make available
to the CLS the names of the 200 individuals which the ministry had

I 173




166 THE PowgR 10 CHOOSE

indicated were most ready to move to the community.'* Conse-
quently, it became difficult for brokers to predict and develop
proactive contingency plans for service needs in advance of indi-
viduals’ actual transiticn to the co.nmunity.

As well, conventional services were not readily available for all
the individuals for whom the CLB was brokering. When residential
services could be located, they were frequently found to be inade-
quate or inappropriate to the individual’s needs. The lack of appro-
priate support services in the community led to disruptive crisis
situations for some of the individuals.

Similarly, some of the local Associations for the Mentally Re-
tarded, as they were then called, who provided the bulk of existing
community services, had long waiting lists and did not have expe-
rience in supporting individuals with extremely challenging needs.
Given these reasons and their reluctance to enter new arrange-
ments that required the involvement of a service broker, associa-
tion-run services did not appear to be feasible options for many
individuals involved with the CLB.

As a result of these supply factors, the CLS was required to
devote extensive time to developing alternative resources in order
that individuals could be supported in the community.

The powers of service brokers

Another issue that surfaced during the initial Project LIFE phase
conc2rned the responsibilities and powers of the service contract
agent, or broker. The number of brokers varied, at one time
expanding to twelve. Many of these people had previous experience
as Adult Protective Service Workers in Ontario. The Community
Living Board had presumed that families would be actively involved
in the community placement of their sons or daughters, thereby
fulfilling an advocacy role and helping to make decisions regarding
the services individuals would use. Because the first individuals
were mostly persons without actively involved family members, and
because brokers had become frustrated with the social service
system’s inexperience with and resistance to community living for
these individuals, the brokers increasingly stepped beyond an
information-generating, consultative, and mediating role. They
increasingly took on an active decision-making role for individuals.
This occurred even where families were involved. As one broker
recalls:

In those first three years we did not have a sense that it
was really important to make darn sure that it was the
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family’s [role to do the] decision making around the
individual. We really did assume almost complete re-
spnsibility for decision making ...We didn't have a sense
of the urgency and priority, that it was critical for those
folks to have somebody who wasn’t paid to be there, to help
them in thei. decision-making process ... So the broker
would make the arrangements and even contract with the
people who were paid to support the individual.

Some parents who were actively involved with the CLB saw
brokers as usurping parents’ legitimate role and they became alien-
ated frombrokersasaresult. Government and community agencies
who sometimes perceived brokers’ demands and their approach as
unreasonable also became alienated. Members of the CLB stressed
that an advocacy role by brokers would not necessarily ensure the
delivery of adequate services when what was needed was informa-
tion and planning assistar.ce.

Key issues regarding the nature and extent of brokers’ involve-
ment in planning and decision making for individuals were raised
duringthe early stages ofimplementing the model. Parents, govern-
ment and service providers were concerned about how brokers were
exercising their functions. In addition, limitations on the funding of
brokerage led to a variation in the number of brokers. These factors
made it difficult for brokers to beintensely involved with individuals
on an ongoing basis. For these and other reasons the CLB re-
affirmed at this stage of its history that brokers’ role should be
limited to that of a technical support.

The CLS did recognize that, where individuals did not have
family members who could be involved in the planning, some other
form of personal support involvement was needed. In coming to this
conclusion the CLS in effect confirmedthat families were to function
as the primary, if sometimes scarce, source of advocacy for all
individuals.

Project LIFE was conceived as a strategy for managing deinsti-
tutionalization that had implications at the policy, administration,
organization, and individual levels. On all of these levels, however,
the Project began to falter soon after its initiation.

As apolicyinitiative, the Project required fundinglevelsand new
financial arrangements which, although committed by the Minister
of Human Resources, were not forthcoming to the extent originally
anticipated by the CLS.

Asan administrative strategy, the Project was to have developed

J:ollaborative relationships among the CLS, ministry staff, institu-
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tion staff, and community service providers, in order that commu-
nity supports would be developed and the transition from institu-
tion to community could be carried out. The varied interests and
philosophical positions at play made collaboration an elusive goal.

As an organizational strategy, the Project requ.red that the CLS
have a clear sense of the planning supports that it was going to make
available to individuals and their families. It also required that the
organization have a clear understanding of how to deliver those
supports in a manner consistent with the stated ideals, and a strong
capacity to do so. The CLS was not fully able to deliver the service
brokerage role in this early stage. This was due to a number of fac-
tors. Financial and community service resources were strained to
the limit. Individuals had extremely challenging needs that again
strained the capacity and willingness of existing services to fulfil
their role. Individuals often lacked personal supports to participate
in and guide the planning. And in the context of this environment,
brokers stepped beyond the boundaries of the role that had been
defined for them.

The real impact of these factors became most visible at the
individual level. Often the only accommodation that could be found
for individuals with extremely challenging needs were inadequate
boarding homes, without appropriate or adequately trained support
staff.

The beginning of the CLS service agency - 1980-81

Tn 1980, the CLS made the decision to begin delivering residential
support services to individuals moving from Woodlands. This was
& significant departure from their mandate under Project LIFE to
act exclusively as an autonomous fixed point of response.

A number of factors led to the decision to begin delivering
services directly. The most urgent and pressing factor was that by
the summer of 1980, many individuals who had moved to the com-
munity with the support of the CLB were living in conditions that
had become entirely inadequate and completely unacceptable from
the perspective of some of the families and the staff with the CLB.
Further, there was no funding for the individuals who were living
in Woodlands and with whom brokers had been meeting to prepare
for the move to the community. As a result, these individuals and
their families appeared to have been put indefinitely on hold. There
were corresponding pressures on the organization to remedy the
situation.

These problems were compounded by the fact that the organiza-

oton was in a financial and organizational crisis ofitsown with little
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funding to remedy the situation. Contributing to the financial and
organizational crises were inadequate cash flow, inadequate fund-
ing from the ministry, and management issues. There were also
questions about whether support staff hired by the CLB were
employees of the agency and therefore entitled to employee benefits,
which would have meant significant expenditures for the organiza-
tion, or whether employees were actually privately contracted “free
agents” of the individuals they supported. By the end of August of
that year and in the midst of these serious problems, the organiza-
tion found itself without sufficient funds to pay the staff, support
workers, or rents for individuals being served. The organization’s
bank credit limit had also been exceedcd.

At this time, consideration was given to the idea that the CLS
incorporate a separate “Community Living Residential Society”,
and enter into contracts with the ministry to deliver residential
services. The CLS would be maintained as an autonomous fixed
point providing service brokerage. A draft constitution was pre-
pared in September 1980 for the residential agency, but the separa-
tion of the fixed point of response and the service agency was not
given detailed consideration at this time. This was due, in part, to
the fact that the situation required as immediate a response as
possible. As well, some of those involved with the organization
believed that such a move would have spelled the end of service
brokerage. It was already evident by the summer of 1980 that
service brokerage did not fit easily into the existing service system.
There was a fear on the part of some of those involved in the CLS,
therefore, that the contract and grant for service brokerage would
eventually be cancelled if brokerage was not attached to a service
mechanism, such as a residential service agency, that had greater
status in the eyes of government and the social service system
generally, It was postulated that the CLS Board could still function
as the planning and information vehicle for individuals and families
served by CLS residential services. Because the CLS seemed
compelled to build a community service system that would in all
likelihood not be based on the individualized funding and contrac-
tual arrangements that had been envisioned under Project LIFE,
the Board began toinch towards delivering both brokerage and resi-
dential services. It did so partly in the interests of not losing service
brokerage entirely.

After the government supplied interim funding to deal with the
immediate crises, negotiations began in the fall of 1980 with the
Ministry of Human Resources. The Minister of Human Resources,

Gthen Grace McCarthy, had indicated that the CLS would not be
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receiving “additional clients” from Woodlands until arrangements
for delivery of services to “current clients” had been clarified. As
there were no other community service agencies in the Lower
Mainland willing to accept individuals with challenging needs from
Woodlands, and because it was clearly imperative to remedy the
situation for individuals then served by the CLS, the CLS concluded
that it had little alternative but to begin providing its own residen-
tial services. By the end of that fiscal year, the CLS had entered
block-funded contracts to begin delivering those services.

Under this arrangement, funding was not to be allocated under
Project LIFE but under the regular provisions for funding of
community residential services. Accordingly, individualized fund-
ing arrangements were not used. It was agreed, however, that the
CLS would negotiate contracts for its residential and vocational
seivices on the basis of individually costed general service plans,
thereby maintaining one element of an individualized funding
model. While the procedure would not give individuals contractual
status, it would ensure in theory if not in practice that funding was
“attached” to individuals.

Inorder to implement these unique arrangements it was agreed
that all negotiations and funding would flow through one regional
office of the ministry, even though the services that the CLS deliv-
ered to individuals were to be located in a number of regions of the
ministry. These arrangements have continued up to the present.

From all perspectives the decision by the CLS to deliver residen-
tial services, and thedecision by the ministry to expand funding, did
create the conditions for realizing the initiative to bring more
individuals from Woodlands to the community. The Government of
British Columbia re-affirmed and strengthened its commitment to
deinstitutionalization later that year (November 1981) in the Lieu-
tenant Governor’s Speech from the Throne:

My government recently has developed a new approach
for the care of the mentally handicapped. This involves a
shiftin emphasis fromcareinlarge institutionstoa range
of community-based options. It builds upon the progress
that has been made in developing a co-ordinated Govern-
ment approach to service delivery.!

Having made a decision to close institutions in the province and
increase funding for community supports, the ministry stepped up
its plans to move individuals from institutions to the community.

‘Il{esidential service provision by the Community Living Society, and
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soon afterwards CLS vocational and other day programs, grew
substantially in the 1980s as the ministry locked to the Society to
planfor and serve those individuals in Woodlands with particularly
challenging needs.

The decision by the CLS to deliver residential and day services
was made in the midst of a complexity of forces — financial
necessity, a pervasive sense of crisis about the organization, a deep
concern for the individuals it servud, a solid commitment to assist
individuals to move from the institution to the community, and fear
about the fate of brokerage. A few of those affiliated with the
organization opposed the move. All of those involved found the
decision an unfortunate but necessary compromise from the origi-
nal ideal of an autonomous {ixed point of response. To those on the
Board and in the administration of the organization, the decision
appeared to be the only way that services could be secured in the
commumnity for individuals in Woodlands, and the only way that
service brokerage, albeit a compromised service brokerage, wouid
survive, To say the CLS was reluctant to make the decision is to miss
the reality of the pressure the organization was under. To say they
were forced into the decision would be too strong.

Nonetheless, the decision to deliver brokerage along vith a
variety of other services did signal an important compromise of the
mandate of the CLS to act as a fixed point and planning support,
autonomous from both the funding agency and service providers.
The contradictory forces that would underscore the organization’s
future were firmly cast with this decision.

For instance, us the CLS clarified and refined on a conceptual
level the mechanisms cf autonomous service brokerage and indi-
vidualized funding, the policy environment and the demands of
deinstitutionalization entrenched the organization more deeply as
a service provider. The implications of the compromise figured most
sharply, perhaps, in the altered status of the individual’s General
Service Plan. Under the 1978 agreement, the GSP was to be the
basis on which funding was to be allocated and services purchased.
Although from late 1980 cnwards the CLS and the governmeut
continued to negotiate funding for service provision on the basis of
the GSP, negotiations could only begin when it was agreed that CLS
would be the service provider. AGSP only came into existence ifthe
CLS was able to deliver services. An agreement with a predeter-
mined service provider of residential and vocational services, in
effect, carne to superseJz the GSP. If the GSP no longer served as
anagreementbetweentheindivideal and thefunderfor the services
oo be purchased, neither did it facilitate choice in the service
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providers to be used.

Other assessments of the success of Project LIFE, and of the
mandate and success of the Community Living Society under this
initiative, vary depending on the perspective taken. By mid-1981
the press, some membersin the B.C. Legislatureand the British Co-
lumbia Association for the Mentally Retarded were claiming Project
LIFE to be a failure. The claim was based onthe argument that the
initiative had not led to substantial numbers of individuals moving
from the institution to the community. This side of the debate was
played out in the Legislature inJune 1981 beginning with questions
from the Member from Surrey. In response, the Minister of Human
Resources pointed to the fact that the CLS had received a massive
increase in financial resources for service delivery, and that this
could be taken as evidence that Project LIFE was indeed a success.!®

THE CLOSURE OF THE TRANQUILLE INSTITUTION - 1883-85
In 1983, the government again committed itself to deinstitutionali-
zation by announcing that the Trenquille institution in Kamloops
would be closed over an eighteen-month period. As with the imple-
mentation of Project LIFE, the government had to choose the
financial and planning mechanisms by which the deinstitutional-
ization process wouid be managed.

The implementation of the Tranquiile closure marked a definite
shift in the mechanism for allocating planning resources. An
autonomous, community-bcsed, community board was not chosen
as the planning mech.;nism. Ynstead, the ministry pursued a decen-
tralized strategy in which the planning function for individuals
moving from Tranquille wo tid be located within the regional offices
of the ministry, and within local Associations for the Mentally
Retarded, most of ‘Ahish wore providing either residential supports,
dayprograms: orother rervires. “Project teams” were formed within
the ministry’s 1egiunal ofiices to manage individual planning and
resource development. They were to work in conjunction with “re-
source developers”. The resource developers were hired by the
regio.ial offices of the ministry and attached tc local associations
within a given region. The resource developers and the planning
process that were put in place for the closure of Tranquille sere seen
by some senior officials in the ministry to make redundant the
delivery of service brokerage through the CLS. In a memorandum
to the Board, representatives of the CLS who had met with senior
officials reported:

... rsere does not appear to be a role in the nearterm for the
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CLS brokerage service. This is due to the fact that, as a
result of the Tranquille project, the ministry now has on
staff a Project Team that is responsible for providing this
service within the ministry. MHR [Ministry of Human
Resources] suggests that the CLS Directors may wish to
re-evaluate the CLS budget allocation for this service and
redirect a portion to other Society needs.”

Despite the emphasis on retaining the planning function within
the ministry and to some extent within local associations, the
ministry did contract the CLS to provide service brokerage to
twenty-five individuals moving from Tranquille. The GSPs devel-
oped by brokers were to be used to inform planning and service
provision on a concrete level. The GSPs were also to be used in
funding negotiations between the ministry and four service provid-
ers the ministry had designated to provide residential and voca-
tional supports.

From the outset, the CLS was much firmer than it had been
under Project LIFE about having its role as agent for the individual
recognized in contracted arrangements with the service providers,
and about individual service contracts guiding the allocation of
funding to the service providers. The CLS did secure a measure of
status in contract relations with service providers through letters of
understanding to which the providers became signatories on a
voluntary basis. The letters also included provisions for the CLS to
assist in resource development, staff training, and the design of a
monitoring function. The ministry held back, however, on giving
formal status to the General Service Plans asinstruments outlining
the terms of, and directing, service delivery. Similarly, apart from
the terms within the voluntary letters of understanding, the role of
service brokers as planning agents for incividuals was given no
further formal recognition. Further, the contractual status of the
individual with a mental handicap who required service was not for-
mally recognized. Instead, accountability of the service provider to
the funding agency was secured through the purchase of service
agreement between the ministry and the four designated providers.

It is clear that, while service brokerage did not come to an end,
the scope of its effective activity had been further restricted during
the Tranquille closure. Brokers were not able to effectively continue
their roie as the individuals’ agents after finalizing service arrange-
ments and during the implementation of the service contracts.?
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TENDERING PROCEDURES FOR THE CLOSING

OF WOODLANDS

The Tranquille institution was closed in 1985. In 1986, the Ministry
of Social Services and Housing (previously named Ministry of
Human Resources) designed procedures to begin closing the Wood-
lands School on a ward-by-ward basis. The strategy chosen for the
downsizing of Woodlands was much more centralized than had been
the case during the Tranquille closure. That downsizing is cur-
rently under way.

As was the case with Tranquille, a tendering process is used for
the selection of service providers. Ministry social workers based at
Woodlands, together with ward staff, prepare “non-identifying
profiles” of individuals. The profiles of a cluster of individuals,
-vhom ward staff have determined will live together, are then sent
out to prospective residential and vocational service providers. The
providers prepare service delivery proposals, and submit to the
ministry bids to serve the clusters of individuals. Senior staff in
Woodlands and from the ministry review the proposals and sign
contracts with the selected service providers.

The procedures clearly locate the individual planning function
within the ministry. Current arrangements do not include mecha-
nisms for allocating dollars according to individual need, nor do they
provide for the contractual status of individuals with a mental
handicap in service delivery agreements. The ministry document
that describesthe tende’ - Z2procedures for community placements,
or “transition planning”, indicates that parents will not be involved
in the selection of service providers. They are tobe advised when the
decisions have been made.?! Accordingly, opportunities are mini-
mal for individuals and families to define their own goals for living
in the community, to determine their needs for support, and to
participate in negotiations with providers about who can best meet
these need-.

In many respacts, current procedures for managing the closure
of Woodlands represent the end point in a long-term policy drift
away from the principles that originally were the basis of the Project
LIFE policy.

ESTABLISHMENT OF SERVICES TO THE HANDICAPPED
DIVISION, MINISTRY OF HEALTH - 1986

The Ministry of H2alth established the Services to the Handicapped
Division to deveicp and fund community-based services for indi-
viduals with multiple handicaps who require extended care scrv-

%ces.zz This initiative was part of the overall deinstitutionalization
LS
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policy of the government. The Ministry of Health has been given
financial and planning responsibility for a number of individuals
who are deemed to have multiple handicaps, now living in Wood-
lands, in the Glendale institution, and in smaller facilities. As the
Ministry of Health does not have in-house planning resources to
manage the process of community placement, it has contracted with
independent planning agents, inclvding CLS brokers. In these
cases, funds have been allocated on the basis of individual plans, in
accordance with the CLS model.

The Ministry of Health currently lacks an overall strategy to
carry out the planning function. While there have been some
proposals within the ministry to utilize service brokerage as amore
widely used mechanism for allocating planning resources, these
have not been implemented.

REORGANIZATION OF THE MINISTRY OF SOCIAL

SERVICES AND HOUSING

In 1988, the Ministry of Social Services and Housing announced a
plan to reorganize the delivery of its services in order “to more
effectively direct our resources to meet the changing needs”.?® One
of the changing needs the ministry identified, that served as a
rationale for the reorganization, was the increasing numbers of in-
dividuals with a mental handicap who were moving from their
family home or institutionsinto community-based support services.
The ministry projected an increase in these individuals from 1,995
in the year 1986-87 to 2,754 by 1989-90.%

The response by the ministry to this projected increase in
demand for planning services was to establish a specialized division,
Services to the Mentally Handicapped. This division deiivers the
planning assistance that individuals require to arrange community
supports and services. In many ways, this development signifiesthe
final demise of the notions of an autonomous planning support
mechanism, together with contractual status for the individual and
individualized funding, that were, through Project LIFE, to provide
tools for the empowerment of individuals with a mental handicap
and their families.

CURRENT ACTIVITIES Oy THE. CLS

Although this historical discussion has indicated a progre:..ve
abatement in the implementation of fixed point service brokerage
and individualized funding, the CLS continues to cperate as a
community-based fixed point of response. Service brokers continue
to provide planning supports to individuals movinginto community
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arrangements from the institution, from their family home, or from
another service setting. As well, the CLS continues to mediate
between individuals and service providers, and to facilitate the de-
velopment of services as requested. Although service brokers are
not entirely autonomous from CLS service delivery, they do prepare
general service plans with individuals, and assist in negotiating
costs with the ministry on the basis of these plans. This is done with
the recognition that CLS will be the residential and vocational
provider. Some contracts with the Ministry of Health have provided
opportunity for more “pure” service brokerage and individualized
funding.

X X X

This examination of the history of the implementation of service
brokerage and individualized funding can be summarized. in part.
by anoverview of public records and docuinentation on the Cerar a-
nity Living Society.

The commitment to the funding and concept of the community
living board, to be implemented by the CLS, was reflected in the late
1970s in the Public Accounts of British Columbia. Project LIFE, the
prsgram which provided funding for the CLS to carry out service
brokerage, and to provide assistance in individual service contract-
ing, was given a separate budgetary line. In the “Accounts”, the
purpose of allocations under “Living Independently for Equality”
(Project LIFE) was to:

Provide(s) services to community living boards to assist
handicapped persons in institutions to move to the com-
munity in order to live as independently as possible.*

After 1980, however, Project LIFE was no longer entered as a
separate budgetary item in the ministry’s accounts. The program
w..s never publicly cancelled, but the loss of a separate budgetary
line for allocations to community living boards corresponds with the
changing status of the Community Living Society in the 1980s as a
major residential and vocational service provider. The cancellation
of Project LIFE as a separate budgetary item was one sign that its
implementation, as a particular set of financial and administrative
arrangements, was no longer a government commitment. Funding
allocations to service providers rather than to the plans of individu-
als (as with GSPs), was to becorae the mechanism for delivering

Uf'mancial resources to people with a mental handicap.
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However, there continued to be some recognition within the
Ministry of Human Resources (later termed Ministry of Social
Services and Housing), that the government would purchase plan-
ningservices on behalfof individuals from the CLS, as a community-
based agency. The recognition that the CLS was to continue to
provide assistance in general service planning is reflected in the
annuai reports of the ministry. Each ofthe annual reports, from the
yea #1978 through 1985, provide a separate entry for the CLS. The
reports provide similar descriptions of the function of the CLS:

The Community Living Society is a non-profit society
from which the ministry purchases services to assist with
the orderly planning and community placement of devel-
opmentally disabled persons who are, or were, residents
of Woodlands. In addition, the society encouragespresent
community programs to serve these people and assists in
developing new resources where required.

The society works with an individual, his/her family,
and ministry staff, to identify needs, develop and imple-
ment a plan, and co-ordinate the services required to
ensure the well-being and continued growth of the handi-
capped person ...%

The entry on the Community Living Society does not appear in
the annual reports after 1985. This shift in the official status of the
CLS and community-based planning for individuals corresponds
with & shift in ministry policy. In 1986, the ministry began imple-
mentation of the plan to close the Woodlands School on a ward-by-
ward basis, and to move individuals to community settings. Transi-
tion planning for individuals was located within the ministry and
the institution. In 1988, the ministry announced a reorganizat: -
which created a specialized division within the ministry to provide
planning assistance toindividuals witha mentalhandicap. Inmany
ways, the reorganization suggests the demise of the principles for
planning and funding mechanisms on which the proposal of the
Woodlands Parents Group and Project LIFE were based.

Notes

1British Columbia, Ministry of Human Resources, Annual Report
1976 (Victoria: Office of the Minister of Human Resources, Aprii,

1977).
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n “Conditions at Woodlands ‘so bad school should close’ ”, The
Vancouver Sun, Friday January 23, 1976.

3The Woodlands Parents Group, Development of a Comprehensive
Community-Based System of Service as an Alternative to Wood-
lands, Presentation to th> Minister of Human Resources by the
Woodlands Parents Group (Vancouver: February 1977).

‘In letter from Ingo Rampre, Wuodlands Parents Group, to The
Honourable William Vander Zalm, Minister of Human Resources,
February 24, 1977.

5The Woodlands Parents Group, Development of a Comprehensive
Community-Based System of Service as an Alternative to Wood-
lands.

¢British Columbia, Department of Human Resources, L.I.F.E. Liv-
ing Independently for Equality (Victoria: 1977).

Ibid.

8Ibid.

9British Columbia, British Columbia Government Press Release,
Subject: PROJECT LIFE, Issued by the Minister of Human Resour-
ces, June 11, 1977.

1The Society was formally registered on January 16, 1978.

British Columbia, Ministry of Human Resources, L.I.LF.E. Living
Independently For Equality (Victoria: 1977).

12British Columbia, Agreement between the Community Living
Society and The Minister of Human Resources, September 8, 1978.

BIbid.
B (V8

8Discussed in Community Living Society, “Situation Report: 23rd
November 78 - Policy Issues” (Vancouver: November 1978).

:"I‘hese issues are discussed in Community Living Society, “Work-
LS
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ing Relationships: A Period of Working Out the ‘Bugs’”, adocument
prepared for a meeting with the Minister of Human Resources, May
8, 1978 (Vancouver).

17British Columbia, Legislative Assembly of British Columbia, Votes
and Proceedings of the Legislative Assembly of British Columbia
(Victoria: November 23, 1981).

18British Columbia, British Columbia Legislature, Hansard, June
2, 1981.

9This statement is made in a memorandum to the CLS Board of
Directors, dated March 7, 1985.

2Community Living Society, Sur nary Table of Progress to Sep-
tember 27, 1984 for Tranquilie Project (Vancouver: 1984).

#British Columbia, Ministry of Social Services and Housing, From
Institution to Community: Parent Involvement in Community
Placement Planning (Victoria: January 1987), p. 5.

ZBritish Columbia, Ministry of Health, An Overview of the Services
to the Handicapped Division of the Ministry of Health (Victoria:
November 5, 1987).

#British Columbia, Ministry of Social Services and Housing, Infor-
mation Package: Ministry of Social Services and Housing Reor-
ganization (Victoria: Corporate Services Division, April 8, 1988).

Ubid.

#Aljiocations for the core grant for service brokerage were provided
under Project LIFE for the fiscal years erding 1979 and 1980. In
subsequent years the agreement for se. ..ce brokerage has been
funded under different budgetary lines within the Ministry’s ac-
counts. See British Columbia, Public Accounts of British Columbia
For the fiscal year ending March 31, 1979, Volume 1 - Financial
Statements (Victoria: Ministry of Finance, January 31, 1980), Vote
155; British Columbia, Public Accounts of British Columbia For the
fiscal yearending March 31, 1980, Volume 1 - Financial Statements
(Victoria: Mir stry of Finance, September 30, 1980), Vote 144.

%Ibid. |
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