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l. INTRODUCTION

In 2008 Ontario passed new legislation, entitled the Services and
Supports to Promote the Social Inclusion of Persons with Developmental
Disabilities Act (“Social Inclusion Act”). The Social Inclusion Act is intended to
shift Ontario’s developmental services sector away from institutionalized care
and towards a system of services and supports that will enable people with
intellectual disabilities to exercise more independence, have greater decision-
making power over their day-to-day lives, and ultimately live as full citizens in
communities of their choosing. The Act is coming into effect in various stages,
from July 1, 2010 until July 1, 2011, when it will replace the 36-year old
Developmental Services Act.

This report discusses the impact that the Social Inclusion Act will have on
people with intellectual disabilities who receive publicly-funded services and
supports from the government of Ontario. The report asserts that there are
significant limitations to the new legislation that will prevent it from achieving its
much-needed goal of transforming Ontario’s developmental services sector. Two
of these limitations are: the absence in the legislation of rights for people with
intellectual disabilities when they receive developmental services and supports;
and the lack of robust mechanisms to enforce such rights. In this context, the
rights referred to are those that relate to the day-to-day lives of people with
intellectual disabilities and the specific developmental services and supports they
receive. Throughout this report we refer to these rights as “service rights” to

denote this meaning and to distinguish them from the fundamental rights,



freedoms and protections provided for in the Canadian Charter of Rights and
Freedoms, federal, provincial and territorial human rights codes, and other
legislation.

Employing a rights-based approach, this report explores the kinds of
enforcement mechanisms that are needed in Ontario’s developmental services
sector in order to ensure that people with intellectual disabilities are treated with
respect and dignity, have more choice and control over the services they receive,
and are supported to live as equal citizens in society.

The report begins with a very brief history of the various approaches that
Ontario has taken to the provision of services and supports to people with
intellectual disabilities, including the approach that is taken in the Social Inclusion
Act. A description of some of the significant challenges facing people with
intellectual disabilities follows. The next section of the report develops and
describes a human rights-based approach to enforcement mechanisms in the
developmental services sector. Section IV outlines enforcement mechanisms
used in developmental services systems in selected jurisdictions outside of
Ontario. The report concludes by proposing four key initiatives that should be
implemented to enforce the rights of people with intellectual disabilities in

Ontario’s developmental services system.

A. About ARCH Disability Law Centre

ARCH Disability Law Centre (“ARCH?”) is a specialty community legal clinic

dedicated to advancing the equality rights of people with disabilities. ARCH



provides legal services to help Ontarians with disabilities live with dignity and
participate fully in our communities. ARCH provides free and confidential legal
advice and information to people with disabilities in Ontario. We provide legal
representation to people with disabilities whose cases fall within our priority areas
of work and who meet Legal Aid Ontario’s financial eligibility guidelines. We work
with Ontarians with disabilities and the disability community on community
development, law reform and policy initiatives. We also provide public legal
education to people with disabilities and continuing legal education to the legal
community.

ARCH has extensive experience working with people who have
intellectual disabilities. This experience is broad and is based on our contacts
with people with disabilities themselves, their families and support people,
advocates and community organizations. ARCH regularly hears concerns about
the delivery of supports and services to people with intellectual disabilities, and
we provide legal information and advice on these issues. ARCH has represented
clients in litigation dealing with developmental services issues. We have engaged
in discussions of these issues with consumer and advocacy groups, and have
conducted legal and non-legal research on supports and services for people with
intellectual disabilities.

ARCH has been actively engaged in law reform initiatives related to the
Social Inclusion Act. In 2008, we made written and oral submissions to the
Standing Committee on Social Policy regarding Bill 77, the predecessor to the

Social Inclusion Act. More recently, we made written submissions to the Ministry



of Community and Social Services regarding draft regulations under the Social
Inclusion Act, and met with the Ministry regarding specific issues related to

services for people with intellectual disabilities.

B. Terminology

This paper uses the term ‘developmental services’ or ‘developmental
service systems’ to refer to government-funded services and supports provided
to people with disabilities. The terms ‘people with disabilities’, ‘people with
intellectual disabilities’, or ‘people who have been labeled with an intellectual
disability’ are used when referring to people with disabilities who are recipients of
these services. We note that there are various views regarding the most
appropriate language and we defer to members of the community and people

with disabilities themselves regarding appropriate terminology.

C. Methodology

The methodology for this report was comprised of two phases: (1) a

literature review; and (2) consultations with stakeholders.

1. Literature Review

We conducted a review of the literature on human rights-based
approaches and the literature on enforcement mechanisms used in
developmental services systems outside of Ontario. We examined the following:

e Academic articles;



e Government reports;

e National and international legislation;

e Policies and procedures; and,

e Web-based materials.

The literature on human rights-based approaches, and international and
national legislation were analyzed and used to develop principles of a human
rights-based approach to enforcement.

The literature on enforcement mechanisms outside of Ontario was
synthesized and used to analyze the various approaches to enforcement in the
context of developmental services. We examined four Canadian provinces:
Alberta, British Columbia, New Brunswick and Quebec. Outside of Canada we
examined the Australian province of Victoria, the United Kingdom, California and
Texas. We chose these jurisdictions because they speak and write in English,
allowing us to access available literature; they vary in size, both in terms of
population and geography; and they have interesting or noteworthy approaches
to enforcement or the delivery of developmental services. The purpose of this
analysis was to gain insight into the laws and practices in jurisdictions beyond
Ontario, and use this insight to inform the enforcement mechanisms we propose
for Ontario. Due to the time constraints of the project, our analysis was not
exhaustive. It is fair to say that there is likely a gap between what is described in
the report and what actually happens in practice in other jurisdictions, as is our

experience in Ontario.



2. Consultations with Stakeholders

In the second phase of the research, we consulted with a range of
stakeholders to obtain their thoughts on our findings and proposals. The
emphasis for our consultations was speaking to people with intellectual
disabilities in Ontario, as this is the community who will be impacted by the
recommendations in our report. We are also mindful that the voices of people
with intellectual disabilities are rarely heard when governments create and
enforce developmental services systems. In the report, we use the term
‘stakeholders with disabilities’ to refer to people with intellectual disabilities who
receive or are familiar with Ontario’s developmental services system and with
whom we consulted.

During consultations with stakeholders with disabilities, we presented our
findings and proposals and solicited feedback regarding the specific enforcement
mechanisms being considered; the extent to which these mechanisms would
address some of the key challenges that people with disabilities face in the
developmental services sector; and, the potential for such mechanisms to have a
positive impact on the lives of people who receive developmental services.

All of the consultations with people with disabilities were conducted by in-
person meetings. We obtained consent from stakeholders for their participation in
the consultations and for the use of information gathered at the consultations in
this report. Plain language was used during all the consultations, and most of the
consultations were facilitated by advisors or facilitators who were known to the

group. At several of the consultation meetings, support staff were present to
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assist stakeholders. To ensure that stakeholders would not suffer repercussions
from discussing their opinions, experiences and concerns, we provided
opportunities for them to ask support staff to leave the meetings and we informed
them that there was no obligation to participate in the consultations.

We also consulted with developmental service providers, advocates for
people with intellectual disabilities, administrators and employees of government
enforcement agencies. Some of these stakeholders were located in Ontario and
others were located in the jurisdictions we surveyed outside of Ontario. Most of
these consultations were conducted by telephone. They were used to gather a
practical, “on the ground” understanding of enforcement mechanisms in other
jurisdictions; learn about enforcement strategies that worked or failed; and obtain
stakeholders’ thoughts on our findings and proposals.

The feedback and information received from stakeholders was invaluable
and certainly informed our recommendations in this report. The responses,
opinions and information gained from the consultations are reflected throughout
the report. A list of those who participated in the consultations can be found in
Appendix 1. However, due to the time constraints of the project, we did not

consult with nearly as many stakeholders as we would have liked.

[I. CONTEXT

Public policies, social programs and the laws that govern them often
reflect the dominant approach of the era in which they are developed.! The

values underlying the Social Inclusion Act and its accompanying draft regulations
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express a particular perspective on disability issues or models of disability. The
same is true for the legislation and policies that preceded the Act. In this section,
we provide a brief history of the various approaches to providing services and
supports to people with intellectual disabilities that have been employed in
Ontario. This historical perspective provides important context for our argument
that service rights and mechanisms to enforce those rights must be included in
the Social Inclusion Act framework. In addition, an historical understanding of the
relationship between governments, service providers and people with intellectual
disabilities informs the kinds of enforcement mechanisms that we propose later in
the report.

A. Brief History of Ontario’s Approach to Providing Services and Supports
to People with Intellectual Disabilities

1. The Pre-Institution Era

Prior to the introduction of institutions, there were virtually no government
policies, services or supports specifically for people with intellectual disabilities in
Ontario. People with intellectual disabilities and their families were viewed as
objects of pity or charity. Typically, families were required to care for their child or
adult family member at home. If families were unable to provide for all the needs
of their loved-ones, communal support networks represented by friends and
neighbours offered assistance. Local government councils could also be
petitioned for financial aid.? People with intellectual disabilities who were left on

their own often ended up in prisons, where conditions were crowded and
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unsanitary, and where some people with disabilities were treated worse than
convicted criminals.®

Society’s treatment of people with intellectual disabilities can be captured
by the common terminologies that were used to describe them, including
“imbeciles”, “idiots”, the “feeble-minded” and “morons”.* The medical community
restricted its examination of people with intellectual disabilities to the “degree of
idiocy” suffered by the individual.> This language illustrates that people with
intellectual disabilities were considered different than “normal” people,
consequently it was acceptable to treat them differently. Such treatment was
almost always accompanied by stereotypes about abilities (or lack thereof), and

in particular, the assumption that people with disabilities were unable to lead

independent lives.®

2. Institutionalized Care for People with Intellectual Disabilities

In 1839, Upper Canada passed legislation to formally permit the
establishment of provincially funded institutions, entitled An Act to Authorize the
Erection of an Asylum within this Province for the Reception of Insane or Lunatic
Persons.” In 1876, Ontario opened its first large institution, the Ontario Asylum
for Idiots, in Orillia.®

Initially, the concept of institutions was based on the notion that there was
a better way to assist people with intellectual disabilities. Institutions were
conceived as boarding houses, where people could go for short periods of time

(typically no longer than five years), and be taught skills that would assist them to
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integrate back into the community and live independently.® Alternatively,
institutions, like large hospitals, were places where people could go to have their
disability “fixed”, as promoted by the medical model of disability. The medical
model viewed disability as an abnormality or flaw that was located in the
individual and sometimes could be treated or cured. Doctors urged parents to
place their children in institutions, where they would be with “people like
themselves”, who would better understand them, and be happier not having to
face the difficulties of living in society. Institutions were paternalistically seen as
places that would protect people with intellectual disabilities from the unintended
consequences of industrialization, such as poverty, crime, poor working
conditions, lack of adequate housing, disease and poor hygienic conditions.® It
was felt that people with intellectual disabilities would be well cared for and
protected. Given the paucity of services and supports available to people with
disabilities and their families, publicly-funded institutions were often the only
choice.

There were also less humanitarian reasons for the development of
institutions. Eugenicists believed that people with intellectual disabilities, among
others, contributed to social problems and unrest, and therefore should be
isolated and eliminated from the general population. People with intellectual
disabilities were blamed for social problems such as poverty, prostitution and the
existence of slums. Tragically, many Canadians with intellectual disabilities were
subject to forced birth control and sterilization.** Ontario was not immune from

the influence of the eugenics movement. It is likely that forced sterilizations
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occurred, and there is evidence that people with intellectual disabilities were
often placed in institutions during their child-bearing years, where men and
women were segregated from one another.*? Films produced by people with
intellectual disabilities document the devastating effects of the eugenics
movement. Not only were people with intellectual disabilities denied the basic
human rights and freedoms of bearing children and having sexual relationships,
they were also subjected to medical procedures without their knowledge or
consent. Many people did not discover that they had been victims of the
eugenics movement until decades after their release from institutions.**
Conditions in institutions were often appalling. ‘Inmates’ lived in
dormitories with tens or hundreds of others, with no curtains on the windows and
no privacy between beds. The doors were locked from the outside, and abuse
among the inmates themselves was not uncommon. Typically there were no
protections and no involvement from the staff at night.** Bathrooms afforded no
privacy either; rows of open stalls without walls or doors were common.*® People
with intellectual disabilities were often forced to work without pay. Some ‘inmates’
even performed the same kinds of jobs that staff members were paid to do, such
as work in the kitchen or hospital, or feeding other patients.*® Documentaries by
people with intellectual disabilities have exposed the lack of stimulation, fear of
punishment and degrading treatment that characterized institutional life.’
Sexual, physical and emotional abuse of people with disabilities by staff
were rampant in institutions. However, many who suffered abuse did not report it,

as there was no way to do so. It is unlikely that abuse would have been reported
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even if there had been reporting mechanisms in place. ‘Inmates’ were extremely
reluctant to speak out about the abuse they experienced for fear of punishment
or negative repercussions.*®

Institutions were deliberately built away from cities. Living in rural areas
was justified as a way to provide fresh air and open spaces that would contribute
to the over-all health and well-being of people with disabilities.*® Today, it is
recognized that building institutions far from cities served to segregate people
with intellectual disabilities from society. Social isolation made it extremely
difficult for ‘inmates’ to maintain relationships with family or friends, and meant
that abuse and control of ‘inmates’ by institutional staff could not be threatened or
exposed. At times parents were told that their son’s or daughter’s stay in an
institution would be temporary, only to discover that their son or daughter could
not be released without consent of a psychiatrist.?° Locating institutions in rural
areas also made it difficult for ‘inmates’ to escape. Those who did attempt
escape were often caught, returned to the institution, and punished by being
stripped of their clothing, soaked in cold water, or placed in a cell without heat or
blankets.*

Unfortunately, the lack of developmental services and supports outside of
institutions often meant that large institutions like the Ontario Asylum for Idiots
continued to grow. Although its initial capacity was 150, demand exceeded this
number and additional land was purchased to expand the facility. In 1961,
Huronia Regional Centre, as the Ontario Asylum was renamed, housed 2,800

people with intellectual disabilities.?? Huronia Regional Centre was not the only
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large institution run by the province of Ontario. In the 1970s, at the height of the
institutional era, there were approximately 30 large and small institutions for
people with intellectual disabilities in Ontario.*

There were several reasons for continued demand for space in
institutions. There was a fear that people with disabilities were living longer lives.
The greater the number of people with intellectual disabilities, the greater the
threat to society would be, hence they needed to be removed from society and
placed in institutions.?* Alternatively, some parents were convinced by the
medical community that institutionalizing their son or daughter would be
beneficial to the child and the rest of the family. Institutionalizing a child meant
that the costs and responsibility of caring for him or her would be transferred to
the state instead of being borne by the family. Because an intellectual disability
was seen as a medical condition, it made sense to place a person in a
specialized facility. Indeed, many of the institutions changed their names from
asylums to hospitals to signify this approach, and many were staffed by health
care practitioners.?®> People with intellectual disabilities were no longer called
‘inmates’, but were now ‘patients’, further entrenching the medical model of
disability. Typically, living in an institution meant trading control over one’s own
life and decisions for lifelong “care”.

Institutions were eventually exposed as places of extreme cruelty, abuse
and inhumane treatment, and consequently began being shut down, with the last
large institution in Ontario closing on March 31, 2009. Several factors contributed

to the closure of large institutions, including lack of funding, insufficient
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demonstration of rehabilitation, recognition that drugs were being overused to
control behaviour, gradual social acceptance that people with disabilities were
not dangerous or deviant, and the application of values of equality and human
rights to disability issues. Public awareness of the extremely poor living
conditions within institutions also played a role. Perhaps most significantly, the
adoption of community living as a philosophy offered an alternative to
institutionalized care. Supporters of community living tirelessly drew attention to
the atrocious conditions in institutions, and demonstrated that people with
intellectual disabilities could live and participate in the community with

appropriate services and supports.?
3. The Developmental Services Act

In 1974 Ontario passed the Developmental Services Act. The Act still
governs services for people with intellectual disabilities today. Generally, the
Ministry of Community and Social Services, the ministry responsible for the
Developmental Services Act, does not provide any direct services or supports,
but rather provides funding, policy direction and oversight to community-based
agencies, which in turn provide direct services to people with disabilities and/or
their families.?” Regulation 272 pursuant to the Act governs the operation of
group homes and other living environments.?®

During the era in which the Developmental Services Act was introduced,
the social model of disability gained support from the community living

movement, as well as other equity-seeking groups, such as those who
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experienced racism, sexism, and homophobia.?® Unlike the medical model and
eugenics movement, the social model does not view disability simply as a deficit
or flaw inherent in the individual. The social model focuses attention on the
physical and social conditions that erect barriers and prevent people with
disabilities from accessing goods, services, rights and entitlements, and the lack
of adequate supports to enable people with disabilities to be fully included in
society.

The Developmental Services Act made some attempts to respond to the
social model of disability. For example, the Act provided for public funding of
community-based services and supports for people with intellectual disabilities.*
Such services include group homes, individual living arrangements in which
people with disabilities received support services, sheltered workshops, day
programs and life skills training programs. The funding of community-based
services acknowledged that many people with intellectual disabilities can live and
participate in their communities with appropriate support. The Act also
acknowledged that many people with intellectual disabilities live at home and
require supports in that setting.®

Despite these attempts, the Developmental Services Act fails to realize or
acknowledge some of the most important tenets of the community living
movement, including full participation, inclusion in society, equality, acceptance
and citizenship for people with intellectual disabilities.®* Equally, the Act fails to
realize the vision of the People First movement, which is the promotion of

equality, and the ability of all people with intellectual disabilities to exercise

19



autonomy, make life decisions, and self-advocate.*® Practically, the
developmental services provided for under the Act often constrain rather than
promote inclusion for people with intellectual disabilities. Many of the funding
programs pursuant to the Act include strict eligibility criteria, a cumbersome
application process, long wait lists, and inadequate funding. In addition, the Act
does not provide for robust enforcement mechanisms that people with disabilities
can access if they have complaints or concerns about funding or services. Often,
barriers are created due to limited collaboration or co-ordination between the
Ministry of Community and Social Services and other government ministries with
which people with intellectual disabilities may interact.>*

A stark example of the failure of the Developmental Services Act to truly
enable people with intellectual disabilities to be included in society is the fact that
under the Act, large institutions continued to exist and be operated by the
province of Ontario. These institutions were funded to provide supervised
residential programs as well as day and leisure programs for people who
required specialized care. As a result, people with intellectual disabilities
continued to be segregated from society and be victims of abuse and degrading
treatment. Such institutions were in operation until March 31, 2009, when the last

large institution in Ontario was closed.®

4. Deinstitutionalization and the Social Inclusion Act

In 2008, Ontario passed the Services and Supports to Promote the Social

Inclusion of Persons with Developmental Disabilities Act. Until very recently the
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government had not set a proclamation date for the Act, and it was unknown
when the Act would come into effect. Various proclamation dates have now been
set, and the Act is coming into effect in three stages, from July 1, 2010 until July
1, 2011. On July 1, 2011 the Act will replace the 36-year old Developmental
Services Act.*

The Act marks a shift in the developmental services sector away from
institutionalized care and towards a system of services and supports that are
intended to enable people with intellectual disabilities to live and participate fully
in communities of their choosing. This represents a paradigm shift from
professional, controlled services in segregated institutions to services that
underpin community participation.®’ As part of its strategy to transform the way in
which publicly-funded services are delivered to people with intellectual
disabilities, the Ministry of Community and Social Services promises that this
new legislation will build a modern, fair and sustainable developmental services
system that will give people with intellectual disabilities more independence and
choice and foster their full inclusion in society. *® Indeed, this objective is
reflected in the title of the Act.

The focus of the Social Inclusion Act is on the delivery of community-
based developmental services and supports and the provision of direct funding to
enable people with disabilities and/or their families to purchase and direct
services and supports of their choosing. Under the Act people with disabilities will
either receive developmental services through community-based agencies,

purchase services with direct funding, or utilize a combination of these methods.
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The Act sets out a variety of residential settings for people with intellectual
disabilities, including group homes in which several people with intellectual
disabilities live and receive live-in support from a service provider; host family
residences, in which people with disabilities live with a host family who provides
support to them; and supported independent living residences, in which people
with disabilities live independently with supports as needed.®* The kinds of
services and supports that people may receive under the Act include support for
activities of daily living, such as making meals, getting dressed, personal
hygiene, managing money and using transportation; supports for community
participation, such as work, volunteer or social activities; and professional
services, such as those of a psychologist, social worker or speech language
pathologist.*® In addition, people are also eligible to receive person-directed
planning, which assists a person to identify a life-plan and the services and
supports needed to implement the plan.*

The Act makes some positive changes to the developmental services
sector, such as eliminating the operation of large institutions, providing for direct
funding to enable people with disabilities and/or their families to exercise more
choice and control over the services they receive, and funding person-directed
planning to assist people with disabilities to create life-plans. However, the Act
fails to truly transform the developmental services sector, and instead maintains
a system of services that reflects elements of both the medical and social models
of disability. For example, the Act defines developmental disabilities as,

“prescribed significant limitations in cognitive functioning and adaptive functioning

22



that originated before the person was 18, are likely to be life-long in nature, and
affect major areas of life activity.”*? In order to be eligible for services or funding
under the Act, a person must demonstrate that she or he meets this definition by
providing an assessment from a pre-determined list of medical and health care
professionals.*® As a result, the medical model continues to dominate the legal
definition of intellectual disability, and the power to determine who is eligible to
receive services or funding remains in the hands of medical professionals.
Another troubling example is the manner in which the Act treats the basic
principle that each person is entitled to make his or her own life decisions.
Several provisions of one of the draft regulations pursuant to the Act permit
service providers to share information about an individual’s service plan, any
allegations of abuse, or plans concerning restraints with the individual themself or
a person acting on the individual’s behalf.** The service provider does not need
permission from the person with the disability before sharing this information with
a third party, and consequently, these provisions may remove some autonomy
and decision-making power from people who receive developmental services.
Underlying these provisions are the discriminatory assumptions that all people
with intellectual disabilities cannot understand information on their own; that they
are not able to recognize when they may need assistance or support; and that
others may be in a better position to determine what is in their best interests.
Perhaps most troubling is the fact that the Act fails to include any rights
whatsoever for people with disabilities when they receive developmental services

and supports. A system that truly supports the full participation, dignity and
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citizenship of people with intellectual disabilities must enshrine substantive rights
in legislation. The provision of rights, as well as mechanisms to enforce those
rights, would enable people with disabilities to become active consumers of
services that are accountable to them, rather than remaining passive recipients
of care. The inclusion of rights in the Social Inclusion Act framework is necessary

for true transformation of the developmental services sector.

B. Enforcement Mechanisms under the Social Inclusion Act

Incorporating rights for people with intellectual disabilities in the Social
Inclusion Act framework is one means of ensuring that services are appropriate
and spending is accountable. However, rather than utilizing this approach, the
Social Inclusion Act and accompanying regulations establish minimum standards
with which service providers and community agencies that administer funding or
process applications must comply to ensure quality assurance.*> Enforcement of
these minimum standards occurs predominantly via government oversight,
through mandatory reporting requirements, inspections, orders and government
take-overs of agencies.

The minimum standards with which agencies must comply will be
determined by a regulation on quality assurance measures, and possibly by other
regulations and policy directives.*® To date, the government of Ontario has not
yet passed this regulation, but has released a Draft Regulation on Quality
Assurance Measures (“Draft Regulation”). The Draft Regulation stipulates that

every service agency must address the promotion of social inclusion, individual
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choice and independence; the development of individual support plans;
management of and assistance with finances; health promotion; abuse
prevention and reporting; confidentiality and privacy; and a variety of safety
issues.*’ Service providers must create policies and procedures to address most
of these items and in some cases must review these policies and procedures
with people who receive services.*®

Service providers are required to report to the Minister of Community and
Social Services when requested to do so, or when required to do so by
regulation.*® To date, neither of the draft regulations that the government has
released stipulate reporting requirements.

Directors appointed by the Minister of Community and Social Services
may appoint inspectors who may carry out inspections to determine whether a
service agency, application entity or funding entity is complying with the minimum
standards set out in the Act, regulations and policy directives.*® Inspectors may
require the production of relevant documents, question any person present
regarding the inspection, and examine the condition of the premises and its
equipment. Inspectors may be accompanied by experts to assist in the conduct
of the inspection.®*

Directors may order service providers and community agencies that
administer funding or process applications to comply with the Act, regulations
and policy directives. Orders may require agencies either to do or refrain from
doing anything to achieve compliance, or to submit and implement a plan for

achieving compliance within a specified period of time. Prior to issuing an order,
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the Director must give the agency notice, and the agency has the right to make
submissions to the Director regarding the proposed order. Failure to comply with
an order triggers possible termination of a funding agreement or revocation of an
agency’s designated power to administer funds or process applications.*?

Upon notice to an agency, the Minister may appoint a person to take over
and manage the affairs of the agency with respect to services and supports for
people with intellectual disabilities. Grounds for such a take-over include
misappropriation of funding, gross negligence in the management of funding, or
providing services in a manner that constitutes an immediate threat to the health,
safety or well-being of people with intellectual disabilities. Service providers that
receive notice of the appointment of a manager are entitled to request a review of
this order.>® Managers have all the powers of the agency’s board of directors,
and may immediately occupy and operate the agency. Without the consent of the
agency, managers cannot occupy or operate agencies for more than two years.>

Section 26 of the Act requires service agencies to have written procedures
for initiating complaints to the agency and for how the agency will deal with such
complaints. Section 26 also requires service agencies to ensure that these
written procedures comply with the regulations. Section 38(p) of the Act provides
that the Lieutenant Governor in Council may make regulations governing
practices and procedures relating to complaints processes, however as of the
date of this paper, no such regulations have been released.

Although the Social Inclusion Act is not yet in effect, many Ontario service

providers have complaints procedures already in place. Often, people who wish
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to make complaints will be encouraged to raise their concern with the individual
support person against whom the complaint lies. If this does not resolve the
issue, the person may make the complaint to the worker’'s manager or
supervisor. If the complaint remains unresolved, the next step is usually to

address the complaint to the executive director or Board of Directors.

C. Challenges Specific to the Developmental Services Sector

The shift away from a medical model to a social model of disability has
brought with it a growing recognition that people with intellectual disabilities are
entitled to live in communities of their choosing, participate as equal citizens in
community life, and receive services that support community living for the
greatest number of people possible. Despite this recognition, there continue to be
barriers that impede the realization of these entitlements. Two such barriers
include discriminatory attitudes towards people with disabilities and difficulty
establishing a culture in which service providers and community members

respect the right of people with disabilities to self-determination.>®

1. Barriers to Autonomous Decision-Making

Inclusion: being part of the mainstream is something most of us take for granted.
We go to work, look after our families, visit our GP, use transport and go to the
swimming pool or cinema. Inclusion means enabling people with learning
disabilities to do those ordinary things, make use of mainstream services and be
fully included in the local community.>®

Some of the most significant barriers to the realization of full inclusion and

citizenship for persons with intellectual disabilities are the pervasive negative
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stereotypes and discriminatory attitudes they face. People with intellectual
disabilities continue to be seen as objects of pity, who need care or protection.
They are not considered adults who are fully capable of living independently and
making their own choices about every-day matters in their lives.

Stakeholders with disabilities repeatedly told us that they knew they had
the right to make their own choices about how to live their lives, but others stood
in their way of doing so. Stakeholders identified every-day decisions that persons
with intellectual disabilities are often prevented from exercising, such as having
choice over where to live and with whom; what to eat; where to go on social or
other outings; how to spend their time; and who their support worker should be.
Choices like these are critical to independence and self-determination, yet they
are being denied to people with intellectual disabilities on a daily basis. Instead of
having choice over what to eat, some people with disabilities are forced to eat
whatever is cooked for them or the same meal every day for years. Instead of
having choice over where to go on outings, some people with disabilities are not
permitted to go anywhere unsupervised because it is considered unsafe. Instead
of choosing how to spend their free time, some people with disabilities are forced
to participate in day programs they dislike because it is more convenient for staff
to have everyone in the same place. And instead of choosing a support worker
with whom they feel comfortable and safe, collective agreements and
organizational bureaucracy force many people with disabilities to be supported

by a worker who is assigned to them.
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Often the denial of such entitlements occurs not because service
providers, family members and others are ill-intentioned, but because there
remain paternalistic attitudes towards people with disabilities, leading to persons
with disabilities being treated like children rather than adults. Too often service
providers, family members, guardians and others who want to help those with
intellectual disabilities believe they know what is best for the person, and do not
allow the person to make his or her own choices or fail to consult with the person
when making a decision on his or her behalf. Denying people the right to make
their own life choices usurps independent decision-making. People with
disabilities are denied the opportunity to gain decision-making skills, make
mistakes and learn from those mistakes, learn self-advocacy skills, and assert
their rights.®’

Linked with the removal of autonomy over one’s life choices is the issue of
decision-making capacity. Service providers, family members, advocates,
administrative tribunals and others may assume that a person lacks capacity to
make his or her own decisions based solely on the fact that he or she has an
intellectual disability, requires support, or receives developmental services. Such
an approach is evident in provisions of the Social Inclusion Act, which assign
decision-making power in particular circumstances to the individual or a person
acting on their behalf.

In law, there is a presumption that adults are capable of making their own
life decisions.”® Capacity is both issue-specific and dynamic. A person can be

capable to make one kind of decision, but not another. A person may not be
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capable at one point in time, but may become capable at another point in time. It
is important that families, support workers, group home staff, medical
practitioners and others receive specific training on the law regarding capacity.
Such training would assist in reducing the number of situations in which others
make decisions for people with intellectual disabilities, thereby addressing one of
the barriers to autonomous decision-making.

In addition to training on the law regarding capacity, people must also be
trained to experiment with, and use, alternate forms of communication. Far too
often, people who are non-verbal are assumed to lack capacity simply because
they do not speak. However, research has demonstrated that using creative
ways to communicate with a person with an intellectual disability can enable the
person to make independent and autonomous decisions.>® Employing creative
and alternate forms of communication builds capacity and skills, and allows
information to be communicated to the person with an intellectual disability to

assist him or her in making his or her own decisions.®

2. Fear of Abuse, Retaliation and Reprisal

Due to the nature of the services and supports that some people require
and the environments in which these services are delivered, many people with
disabilities fear being abused, threatened or retaliated against if they raise
concerns or make complaints about services. Depending on their needs, some
people with intellectual disabilities rely on developmental services and supports

for assistance with daily activities such as eating, dressing, bathing, toileting,
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managing finances, using public transportation or navigating complex
bureaucracies of social assistance systems. This dependence leaves people with
disabilities vulnerable; they must work hard to maintain good relationships with
support workers, family members and others on whom they rely in order to
ensure that they continue to receive support and their basic needs are met.
Making a complaint about a support worker or raising a concern about services
may threaten or sever these relationships, and this can have disastrous impacts
for the person with the disability.®

Indeed, fear of retaliation or reprisal was cited by stakeholders with
disabilities as a significant barrier preventing people from raising concerns or
making complaints about developmental services. Stakeholders described
situations in which people with disabilities who made complaints were
reprimanded or harmed by their support worker. In other cases support workers
threatened to cut off a person’s Ontario Disability Support Program benefits or
removed privileges like watching television or attending outings. Stakeholders
noted that when a culture of reprisal exists, people will be reluctant to raise
concerns even if they themselves have not been the victim of a reprisal or
retaliation.

Another barrier raised by stakeholders with disabilities was a culture of
impunity that exists within some service agencies. Several stakeholders who had
made complaints about services or a particular support worker stated that their
complaint was not addressed by the service provider and no changes were

made. Failure to appropriately address complaints can create a culture of
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impunity, leaving people with disabilities even more vulnerable to mistreatment.
Another problematic practice that stakeholders cited was a tendency for service
providers to require people to raise their complaints with the particular support
worker or individual against whom the complaint was directed. Again, fear of
jeopardizing the relationship or suffering reprisal means that many people with
disabilities remain silent. Some people with disabilities will require assistance
from their support worker to complete a written complaint form. In some cases
stakeholders reported that support workers refused to complete the complaint
form, while in other cases people with disabilities did not feel comfortable asking
workers to perform this task. Many people with intellectual disabilities will require
support and assistance to make a complaint or raise a concern about services. It
is clear, however, that this support must be independent from the service

provider in order to be useful.

3. Need for Appropriate Supports

In order for services and supports to be effective, they must be individually
tailored to meet the specific needs of each person with a disability. This cannot
be a case of one size fits all, given the broad diversity of abilities and needs
among people with intellectual disabilities. For example, some people with
intellectual disabilities do not speak. They may use Bliss Boards or electronic
equipment to communicate. Service providers and others who interact with the
person must know how to use these kinds of alternate communication devices in

order to be able to provide appropriate services and supports. For some people

32



with intellectual disabilities who do not speak, sometimes what is required of a
support person is careful listening to sounds and spending time learning the cues
and communication techniques that the individual employs. Indeed, new
technologies are being introduced every day, which can strengthen the capacity
for communication with people with disabilities who are non-verbal.®® Like
services, enforcement mechanisms must be designed to take into account the
need for appropriate supports in order to be effective.

One of the major challenges in providing appropriate services and
supports is funding. Government fiscal policies are fickle, and often change when
governments do. Even if a new government is elected, there is certainly no
guarantee that a prior government’s policies will be changed or implemented.
This raises the issue of equality of services available to people with intellectual
disabilities, and whether there should be an entitlement to developmental
supports and services.®® Such an entitlement would help to make community

living a reality and not a chimera.
4. Absence of Enforceable Rights

As discussed earlier, the Social Inclusion Act and accompanying draft
regulations do not establish any substantive rights for people with intellectual
disabilities when they receive developmental services. Stakeholders with
disabilities consistently stated that the government’s failure to include rights in
the Social Inclusion Act is one of the legislation’s most significant shortcomings.

Without fail, stakeholders expressed the desire to exercise greater autonomy and
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control over their lives. However in order to know what choices they can make,
they must know what choices they have a right to make. Currently, there are no
federal or provincial laws that address this issue or provide rights for people with
intellectual disabilities when they receive developmental services and supports.

Including rights in the Social Inclusion Act framework is important for
several reasons. Symbolically, it demonstrates that the humanity and dignity of
people with intellectual disabilities is not merely recognized in words, but in
substantive rights that people can use to improve the quality of their daily lives.
Practically, including rights in the legislation is the first step towards creating a
culture of rights within the developmental services sector, thereby increasing the
possibility that people with disabilities will have more autonomy, control and self-
determination over their lives. Moreover, the first step to enforcing service rights
is to enshrine them in legislation. Another compelling reason for the inclusion of
rights in the legislation is to ensure that people with disabilities and service
providers have similar expectations and standards. Currently, there are service
providers across Ontario who have recognized the need to create rights for
people who receive developmental services, and who have taken the initiative to
develop statements, charters or bills of rights that apply to the services they
provide. Some service providers have worked with people with intellectual
disabilities to develop these rights documents.®* While these efforts are laudable,
they are not a substitute for including rights in legislation. The voluntary adoption
of rights statements by some service providers means that the practice is not

uniform across the province. As a result, some people with disabilities benefit
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from having service rights, while others do not. This is hardly fair or consistent
with recognizing the inherent dignity of all people with disabilities. Adopting rights
in legislation would ensure that these rights apply to everyone who receives
developmental services, regardless of which agency or support worker provides
the service. Similarly, there is no uniformity in the ways in which these rights are
enforced. Some service providers have detailed complaint procedures with built
in supports, while others do not. Equally, the kinds of rights that are provided
through these initiatives vary from one service provider to another. Donato
Tarulli, Christine Tardif, Dorothy Griffiths, et. al. explain that:

In the absence of clear guidelines for service providers regarding individual
rights, each service staff member becomes, de facto, a policy maker. Under such
circumstances, clearly, the rights of individuals would be inconsistently
understood, and measures to protect them inconsistently applied. In short,
certain rights might be respected at certain times and at other times restricted,
depending on which staff member was at hand. Understandably, the spectre of
this type of inconsistent treatment creates an environment in which it is very
diffic%lst for people to become empowered to take responsibility for their own
lives.

The inclusion of rights in legislation would provide a degree of uniformity that is
presently lacking in the developmental services sector.

Some claim that there is no need to include rights in the Social Inclusion
Act because people with disabilities already have rights under the Canadian
Charter of Rights and Freedoms (“Charter”) and Ontario’s Human Rights Code.
This claim is misguided. While the Charter and the Human Rights Code
guarantee fundamental rights, freedoms and protection from discrimination to all,
including people with intellectual disabilities, they do not address the unique
needs and circumstances of people with intellectual disabilities when they

receive developmental services and supports. For example, one of ARCH'’s
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clients reported that she was having problems in the group home where she
lived. She had been isolated from her peers and her family expressed concern
that she was being overly medicated, as she was no longer able to participate in
family activities that she once enjoyed. She developed kidney stones from her
medication. Since moving into the group home, she had gained a significant
amount of weight, was generally unwell, and was forced to wear diapers. While
the Charter and the Human Rights Code would protect this woman from
discrimination, neither law addresses the specific concerns she had about living
in her group home. Neither law provides her with rights related to the quality and
types of services and supports she needed or was entitled to. Therefore, neither
the Charter nor the Human Rights Code provide legal protections applicable to
this woman'’s situation and neither law provides a mechanism for her to have her
concerns addressed.

Rights must be tailored to the unique circumstances of the developmental
services sector. The purpose of this paper is not to explore or propose the
content of a set of rights. However, at minimum, developmental service rights
should include:

e Right to live free from discrimination, harassment, abuse and neglect;

¢ Right to be provided services and supports in a manner that

recognizes the person’s individuality and responds to the person’s
needs and preferences, including preferences based on ethnic,

spiritual, linguistic, familial, gender and cultural factors;
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Freedom of choice regarding activities of daily living, including
decisions about food, clothing, personal appearance and participation
in activities;

Right to be informed in writing (or other accessible method) of
programs and services and the laws, policies and complaint
procedures that govern them;

Freedom of choice regarding which services and supports to access;
Right to enjoy personal privacy, including expectations of daily living
such as the right to have private telephone conversations and the right
to receive visitors of the person’s choosing;

Right to be free from confinement or restraint, except as provided for
by the Act and regulations;

Right to have personal decisions respected,;

Right to receive information about these rights in plain language and
an accessible format;

Right to raise concerns or recommend changes and complain about
services and supports without interference, fear of reprisal or
retaliation;

Right to effective ways to enforce these rights, and a right to receive
information about these enforcement mechanisms;

Right to access or be referred to advocacy support services or legal

services for appropriate representation;
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Including rights in legislation is a necessary step, without which it is not
possible to create robust enforcement mechanisms that ensure that
developmental services are accountable to all recipients.

[ll. DEVELOPING A HUMAN RIGHTS-BASED APPROACH TO
ENFORCEMENT MECHANISMS IN THE DEVELOPMENTAL SERVICES
SECTOR

Enshrining service rights for people with intellectual disabilities in
legislation is a vital step in transforming the developmental services sector.
However rights alone are not enough. People with disabilities must have
appropriate tools to enable them to enforce those rights. In this section we
describe a human rights-based approach to enforcement mechanisms in the
developmental services sector. A human rights-based (“HRB”) approach
provides a theoretical framework and practical guidance for establishing
enforcement mechanisms in the developmental services sector. An HRB
approach is predicated on the existence of rights, but goes beyond merely
enshrining rights in legislation or policy. An HRB approach focuses on human
rights principles and uses those principles to guide the development and
implementation of systems, programs and mechanisms. This section begins with
a discussion of the transformative potential that an HRB approach offers. Next
we outline various legal sources for this approach, and conclude by proposing

four principles of an HRB approach to developing enforcement mechanisms.
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A. Why a Human Rights-based Approach?

A human rights approach to disability is empowering. Unlike approaches
that view disability as a form of individual pathology, a human rights approach
views disability as “normal” variations in the human condition, and posits that
disabling experiences exist when social and environmental conditions fail to
include these inherent variations. An HRB approach insists that people with
disabilities, like all others, are entitled to enjoy all human rights. As a result,
governments must take measures to create inclusive societies in which people
with disabilities are welcomed, accommodated, and enabled to live as full
citizens.®®

An HRB approach enables people with disabilities to conceive of
themselves as rights-bearers, and positions them as active claimants of rights in
relation to government and service providers. According to Christopher Jochnick:

The real potential of human rights lies in its ability to change the way people
perceive themselves vis-a-vis the government and other actors. A rights
framework provides a mechanism for reanalyzing and renaming ‘problems’ as
‘violations’, and, as such, something that need not and should not be tolerated.®’

An HRB approach treats people not as passive recipients of goods and services
but as active participants in services that affect their well-being. As participants in
the developmental services sector, people with disabilities are entitled to voice
their concerns and hold service providers accountable when their rights are not
respected. Alicia Ely Yamin notes that:

...what a rights-based approach... uniquely adds...lies precisely in the definition
of relationships between rights-holders and duty-bearers, which permits the
creation of a framework for and mechanisms of accountability, including effective
recourse in the event of violations.®
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Adopting such an approach has significant implications, both
philosophically and practically.®® Philosophically, an HRB approach can address
the history of segregation, abuse, discrimination and oppression that people with
intellectual disabilities have suffered, in part, because they were seen as passive,
in need of care, and in need of others to determine their best interests. As
Thomas Pogge has stated, by adopting a human rights approach those who are
disadvantaged will no longer be seen as “shrunken wretches begging for our
help”, but rather as “persons with dignity who are claiming what is theirs by
right.”’® In a human rights framework fundamental rights and protections are
provided without qualification or exception, on the basis of universal human
dignity and entitlement to equality. It is this universal, non-judgmental aspect of
an HRB approach that is particularly responsive to the historical segregation,
social isolation and lack of self-determination that has characterized services for
people with intellectual disabilities.

Practically, adopting an HRB approach can lead to changes in the nature
of the roles and relationships that various actors play within the service delivery
system. Under the Social Inclusion Act people with disabilities are generally
viewed as passive recipients of services. The Act assigns very few roles or
responsibilities to people with disabilities, other than some limited decision-
making roles, the majority of which can be removed from the person and
performed by others. As discussed earlier, service rights for people with
disabilities are absent altogether from the Act. In contrast, the Act assigns large

and important roles and responsibilities to service providers to ensure that
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minimum standards and quality assurance mechanisms are in place. The service
delivery system envisioned by the legislation is, therefore, largely a relationship
between government and service providers. People with disabilities are not part
of this system, except to the extent that they receive services. In contrast, an
HRB approach orients people with disabilities as bearers of rights who
necessarily are active participants in the system of services and supports
delivered by government and service providers. One way in which people with
disabilities can become active participants in the developmental services system
is by exercising and enforcing their service rights. Effective mechanisms of
enforcement and redress are a hallmark of an HRB approach to services.
Providing a means by which people can actively seek redress when their service
rights are challenged is one way in which a developmental services system that
is based on human rights principles can enable people with disabilities to
participate in the service delivery system. Utilizing an HRB approach, people with
disabilities can be transformed from passive recipients of services into active
participants. This makes an HRB approach particularly relevant in the current
context of transformation of Ontario’s developmental services system, as it can
assist in shaping this transformation.

Under the Social Inclusion Act people with intellectual disabilities have
very little control or power over funding decisions or the types and amount of
services and supports to which they are entitled. This is another example of the
passive, dependent role that people with disabilities occupy in the developmental

services sector. According to Tanya D. Whitehead and Joseph B. Hughey, a
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service delivery system that maintains this passive role will not be able to truly
improve the lives of people with intellectual disabilities:

... it is becoming clear that real choice means real options, control of the process
of decision making, and control of the resources would move from the system’s
control to the person’s control. If a shift in control of this type should occur, it
would have profound implications for the relationship between support people,
the organization of services and supports, and the people with disabilities who
use those services on a day to day basis. "

A system that includes people with disabilities will ultimately deliver services that
better meet the needs of recipients and will do so in a manner that is more
accountable to them.

Another practical implication of adopting an HRB approach is that it can
contribute to ensuring that services are designed and delivered in a manner that
respects recipients’ rights. Services that do not pay attention to rights may
unintentionally result in future rights violations.” For example, failing to respect a
person’s capacity to make their own decisions regarding services by allowing a
third party to make those decisions may lead to violations of the person’s right to
privacy. Implementing an HRB approach ensures that there is a focus on
respecting the rights of people with disabilities, contributing to safeguards that
will prevent future rights violations.

Despite these promising philosophical and practical implications, critics of
the HRB approach have asserted that for rights to positively impact the lives of
people with disabilities, circumstances and supports must be in place to enable
people with disabilities to be included in society. Damon A. Young and Ruth
Quibell point out that such circumstance often do not exist, leaving many people
with intellectual disabilities absent from community life and the promise of
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inclusion elusive.” Moreover, the onus to create inclusive circumstances and
provide rights to people with disabilities often rests with government, advocates,
guardians, parents and service providers. The promise of inclusion, therefore,
depends on these actors to implement their commitments and responsibilities.

Young and Quibell further point out that enforcement mechanisms that
accompany rights tend to be engaged only after a rights violation has occurred.
They assert that obtaining an after-the-fact remedy is not an effective basis for
facilitating just outcomes. On the other hand, Terry Carney writes that the very
services that are provided to people with intellectual disabilities, as well as the
attitudes and beliefs of service providers, are key factors that contribute to the
denial of rights. Therefore meaningful change can only occur if discriminatory
and disempowering attitudes and beliefs are addressed in a proactive way,
before rights violations occur.’®

Other critics draw attention to the issue of rights education, noting that
rights are useless if people are unable to understand them.”’ Moreover,
enforcing one’s rights depends on individual agency and capacity. For people
with disabilities who cannot exercise legal capacity, rights are ineffective as tools
of empowerment.®

Rather than discounting the use of an HRB approach altogether, these
critiques present important questions that must be considered when designing
and implementing enforcement mechanisms in the developmental services
sector. One of the goals of the provision of legislatively enshrined service rights

and accompanying enforcement mechanisms is to imbue the developmental
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services sector with a culture of awareness and respect for the rights of people
with disabilities. The importance of changing attitudes and beliefs of service
providers points to the need for education about rights for these workers.
Therefore, while the infusion of rights into this sector must be focused on people
with disabilities, service providers, administrators, workers, family members and
others who support people with disabilities must also be sensitized to rights
issues. A culture of rights would address critiques concerning the need to change
service providers’ attitudes and beliefs, and the after-the-fact nature of
enforcement mechanisms.

Employing an HRB approach to developmental services is only one tool
for improving the lives of people with intellectual disabilities. Critiques concerning
the need for government and other actors to put in place inclusive circumstances
and opportunities points to the importance of continuing to use other tools, such
as lobbying, coalition-building and law reform initiatives to ensure that people
with disabilities are enabled to live as full citizens in their communities. Concerns
related to the need for capacity to exercise one’s rights points to the importance
of designing enforcement mechanisms that are responsive to the unique ways in
which people with intellectual disabilities understand information and express
themselves. This includes the provision of supports needed to enable people with
intellectual disabilities to exercise their legal capacity.”® Finally, critiques
concerning the way rights are described point to the importance of articulating
and presenting rights education in a manner that is accessible and

understandable to people with intellectual disabilities.
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B. Legal Sources of a Human Rights-based Approach
1. The UN Convention on the Rights of Persons with Disabilities

On December 13, 2006 the United Nations adopted the Convention on the
Rights of Persons with Disabilities (“CRPD”) and its Optional Protocol.?’ The
CRPD opened for signature on March 30, 2007, receiving the highest number of
signatories to a UN convention in history on its opening day. The treaty came into
force on May 3, 2008.%*

Building on a significant body of international treaties, conferences and
programs that have recognized rights for people with disabilities, the CRPD
provides a framework of goals and obligations for States Parties.®? The purpose
of the treaty is to promote respect for the dignity of people with disabilities and
promote, protect and ensure the full and equal enjoyment of all human rights and
freedoms by people with disabilities.®®* The CRPD has been characterized as a
landmark document that marks a paradigm shift in attitudes and approaches to
people with disabilities; no longer are people with disabilities viewed as objects of
pity and charity, but rather as holders of fundamental rights and freedoms.®*
However, in international law, and in Canada and many other democratic
countries, people with disabilities have long been viewed as bearers of rights.
Thus the significance of the CRPD is not that it takes a novel approach to
disability, but rather that it officially entrenches a rights-based approach in a
multi-lateral, legally-binding international instrument. Moreover, a large number of

states and civil society actors participated in the development and negotiation of
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the treaty, lending it a degree of authenticity and credibility. The CRPD,
therefore, constitutes a significant global commitment to a human rights
framework for people with disabilities.®

The CRPD articulates a number of general principles, including:

Respect for inherent dignity, individual autonomy including the freedom
to make one’s own choices, and independence of persons;

e Non-discrimination;

e Full and effective participation and inclusion in society;

e Equality of opportunity; and

e Accessibility.®
These principles are intended to guide the interpretation and implementation of
the specific legal obligations provided for in the CRPD. As general principles,
they also represent the values and standards that underlie the rights-based
paradigm articulated in the treaty.

Many of the specific obligations in the CRPD provide for rights and
freedoms that are significant for people with intellectual disabilities, such as the
right to life, the right to respect for privacy, freedom from exploitation, violence
and abuse, and the right to inclusive education. Article 19 is of particular
significance, as it provides for the right to live and be included in the community,
and have access to community supports. Article 19 declares that:

States Parties to the present Convention recognize the equal right of all persons
with disabilities to live in the community, with choices equal to others, and shall
take effective and appropriate measures to facilitate full enjoyment by persons
with disabilities of this right and their full inclusion and participation in the
community, including by ensuring that:
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(@) Persons with disabilities have the opportunity to choose their place of
residence and where and with whom they live on an equal basis with others and
are not obliged to live in a particular living arrangement;

(b) Persons with disabilities have access to a range of in-home, residential and
other community support services, including personal assistance necessary to
support living and inclusion in the community, and to prevent isolation or
segregation from the community;

(c) Community services and facilities for the general population are available on
an equal basis to persons with disabilities and are responsive to their needs.®’

Debates surrounding the development of the CRPD, and article 19 in
particular, provide insight into the meaning of community living as envisioned by
Canada, other country delegations, and non-governmental organizations
(“NGOs”) that participated in the drafting of the treaty.®® During the seventh
session of debates it was agreed that article 19 was intended to capture the right
of people with disabilities to freely choose to live in the community, a right that is
closely related to principles of self-determination and autonomy. Article 19 was
intended to protect this right and prevent isolation or segregation of people with
disabilities.®® This conception of community living reflects a human rights
perspective; people with disabilities are entitled to live and receive services and
supports in the community because all human beings develop their identities
within social contexts and have rights to work, study, participate in community
events, and spend time with family and friends.®

As a treaty that articulates a rights-based approach to disability issues, the
CRPD provides an authoritative source for the development of such an approach
in the context of developmental services. In particular, the general principles set
out in article 3 and the values evident in article 19 can be drawn upon to develop

this approach in the context of Ontario’s developmental services sector.
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Canada signed the CRPD on March 30, 2007 and ratified it on March 11,
2010.%* By ratifying the CRPD, Canada bound itself to the treaty and assumed
the responsibility of ensuring that its obligations under the treaty are respected.%
Ratification of the CRPD was, therefore, a significant step in confirming Canada’s
commitment to the principles and obligations set out in the treaty, including the
general principles underlying the rights-based paradigm articulated therein. In
particular, ratification demonstrates Canada’s commitment to the right of people
with disabilities to live independently, access appropriate supports, and be
included in the community.

In Canada the usual method of implementing international human rights
treaties is to rely on existing Canadian legislation and policies.®® Often Canada
ratifies international human rights treaties after it has determined that existing
federal, provincial and territorial legislation, policies and programs conform and
comply with the principles and obligations set out in the international treaty.
Before ratifying a treaty the federal government seeks formal support from the
provinces and territories. Typically, no new legislation is enacted to specifically
implement the treaty into Canadian domestic law. In circumstances where new
federal, provincial or territorial legislation is required, such new legislation will be
passed prior to ratification.®*

Assuming that this usual method is the approach being taken with respect
to the CRPD, which it appears to be, *° it is significant, as it signals Canada’s
position that the CRPD was ratified on the basis that existing Canadian law and

policy conforms to and complies with the treaty. This includes law and policy
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regarding services for people with intellectual disabilities, indicating that the
Canadian government’s view is that these laws and policies are already
consistent with article 19 and the general principles and HRB approach evident in
the CRPD. If it is presumed that Canadian domestic law complies with the
CRPD, it follows that domestic law should be interpreted and implemented in
accordance with the international obligations contained in the treaty.*® In the
developmental services context, this implies that relevant provincial legislation,
such as the Social Inclusion Act, should be interpreted and applied in a manner
that is consistent with the general principles articulated in article 3 and the
obligations provided for in article 19.%” Canada’s ratification of the CRPD,
therefore, provides additional rationale for the adoption of a human rights-based
approach in the developmental services sector. Implementing such an approach
would be consistent with Canada’s obligations, following ratification, to ensure

that domestic legislation and policy comply with the CRPD.
2. Principles of Canadian Human Rights Law

Canadian equality rights and anti-discrimination law reflect similar
principles as those provided for in article 3 of the CRPD. Section 15(1) of the
Canadian Charter of Rights and Freedoms, also referred to as the equality rights
provision, states that every individual is equal before and under the law and has
the right to equal protection and benefit of the law without discrimination based
on mental or physical disability.”® Federal, provincial and territorial human rights

codes prohibit discrimination on the basis of disability in certain prescribed areas
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of social life. Section 1 of Ontario’s Human Rights Code (“Code”) provides that
every person has a right to equal treatment with respect to services, goods and
facilities, without discrimination because of disability.*® Underlying the Charter’s
equality rights provision and the Code’s prohibition against discrimination are the
values of inclusion, accessibility, independence and dignity for people with
disabilities. Each of these values will be discussed below.

Charter jurisprudence has explained that inclusion in society is an
important value underlying the equality guarantee in section 15(1) because much
of the historical discrimination and disadvantage that people with disabilities have
suffered has resulted from their exclusion from society. In Eldridge v. British
Columbia (Attorney General) the Supreme Court of Canada recognized the
historical disadvantage that people with disabilities have experienced:

It is an unfortunate truth that the history of disabled persons in Canada is largely
one of exclusion and marginalization. Persons with disabilities have too often
been excluded from the labour force, denied access to opportunities for social
interaction and advancement, subjected to invidious stereotyping and relegated
to institutions; ... This historical disadvantage has to a great extent been shaped
and perpetuated by the notion that disability is an abnormality or flaw. As a
result, disabled persons have not generally been afforded the “equal concern,
respect and consideration” that s. 15(1) of the Charter demands. Instead, they
have been subjected to paternalistic attitudes of pity and charity, and their
entrance into the social mainstream has been conditional upon their emulation of
able-bodied norms; ... One consequence of these attitudes is the persistent
social and economic disadvantage faced by the disabled. ...

As a result, discrimination against people with disabilities has been described as
the creation of barriers or the failure to accommodate the needs of a person with
a disability resulting in the person being prevented from participating in society
and the perpetuation of historical disadvantage. Full, effective and meaningful

participation in society is, thus, recognized as a fundamental goal of equality for
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people with disabilities.’® As the Supreme Court of Canada stated in Eaton v.
Brant County Board of Education:

Exclusion from the mainstream of society results from the construction of a
society based solely on “mainstream” attributes to which disabled persons will
never be able to gain access. ...it is the failure to make reasonable
accommodation, to fine-tune society so that its structures and assumptions do
not result in the relegation and banishment of disabled persons from
participation, which results in discrimination against them. ... It is recognition of
the actual characteristics, and reasonable accommodation of these
characteristics which is the central purpose of s. 15(1) in relation to disability. %

Similarly, the Ontario Human Rights Commission has cited inclusion in
society as a key principle and goal underlying the Code’s prohibition against

discrimination:

. our society should be structured and designed for inclusiveness. This
principle, which is sometimes referred to as integration, emphasizes barrier-free
design and equal participation of persons with varying levels of ability. ...
Inclusive design and integration are also preferable to “modification of rules” or
“barrier removal,” terms that, although popular, assume that the status quo
(usually designed by able-bodied persons) simply needs an adjustment to render
it acceptable. In fact, inclusive design may involve an entirely different approach.
It is based on positive steps needed to ensure equal participation for those who
have experienced historical disadvantage and exclusion from society’'s
benefits.

Related to the concept of inclusion for people with disabilities are the
principles of accessibility and independence. Accessibility refers to the extent to
which a good, service, program, process, or other thing is usable by people with
disabilities. Independence is the extent to which people with disabilities must
depend on others to access goods, services, programs, processes and other
aspects of social life. Enhancing accessibility and independence is one way to
enable people with disabilities to participate more fully in Canadian society, on an
equal basis as people without disabilities. The Ontario Human Rights

Commission has stated that for people with disabilities section 1 of the Code
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includes the right to accessible workplaces, public transit, health services,
restaurants, shops and housing.*®*

Accommodation is seen as a way to enhance accessibility and remove
barriers that impede full participation. Canadian human rights law recognizes the
relationship of accommodation to equality and non-discrimination, and therefore
imposes upon government actors and private sector employers, service
providers, landlords and others a duty to accommodate people with disabilities.
Under section15(1) of the Charter this duty is subject to section 1 defenses, while
under provincial and federal human rights statutes this duty extends to the point
of undue hardship. Accommodation mandates that steps be taken to facilitate
the participation of people with disabilities in all aspects of community life. In
Council of Canadians with Disabilities v. VIA Rail the Supreme Court of Canada
stated that accessibility and independence are two objectives of accommodation:

To redress discriminatory exclusions, human rights law favours approaches that
encourage, rather than fetter, independence and access. This means an
approach that, to the extent structurally, economically and otherwise reasonably
possible, seeks to minimize or eliminate the disadvantages created by
disabilities. It is a concept known as reasonable accommodation.*®®
Ontario’s Human Rights Commission has commented that:
Privacy, confidentiality, comfort, autonomy, individuality and self-esteem are
important factors as well to show whether an accommodation maximizes
integration and promotes full participation in society. '
Accommodation is, therefore, a way in which the principles of accessibility and
independence can be promoted and realized for people with disabilities.
Respect for human dignity is a core principle underlying section 15(1) of
the Charter and section 1 of the Code. Dignity requires respect for the intrinsic

value of each person’s unique capabilities.*®” Accommodation must be provided
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in a manner that most respects the dignity and individuality of the person with the
disability. According to the Ontario Human Rights Commission, dignity is an
essential consideration when determining whether discrimination on the basis of
disability has occurred:

Dignity includes consideration of how accommodation is provided and the
individual’'s own participation in the process. ... Human dignity encompasses
individual self-respect and self-worth. It is concerned with physical and
psychological integrity and empowerment. It is harmed when people are
marginalized, stigmatized, ignored or devalued.*®

The Supreme Court of Canada has recognized that the purpose of section
15(1) of the Charter is to prevent violations of human dignity and freedom that
occur through the imposition of disadvantage, stereotyping or prejudice, and to
promote a society in which all persons enjoy equal recognition at law as human
beings and members of Canadian society. Prior to the Supreme Court of
Canada’s 2008 decision in R. v. Kapp, dignity was an element of the legal test
that courts applied when determining whether a government action or law had
violated section 15(1) of the Charter. In Kapp the Supreme Court recognized the
practical difficulties associated with utilizing an abstract concept like human
dignity as a legal test, noting that it was confusing, difficult to apply, had resulted
in additional burdens being placed on claimants of equality rights, and had led to
formalistic analyses of equality.*®® Therefore following Kapp, a dignity analysis is,
arguably, no longer part of the legal test under section 15(1). Nevertheless,
dignity remains a key principle underlying the Charter’s equality provision. In
Kapp the Supreme Court made the following instructive comment:

There can be no doubt that human dignity is an essential value underlying the s.
15 equality guarantee. In fact, the protection of all of the rights guaranteed by the
Charter has as its lodestar the promotion of human dignity. As Dickson C.J. said
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in R. v. Oakes ...: The Court must be guided by the values and principles
essential to a free and democratic society which | believe embody, to name but a
few, respect for the inherent dignity of the human person ...**°

Dignity, thus, remains a foundational principle that informs Canadian human
rights law.

There is a wealth of jurisprudence interpreting section 15(1) of the Charter
and section 1 of the Code. The values and principles inherent in those legal
provisions are, therefore, well developed in law. On the other hand, section 7 of
the Charter is still in its infancy insofar as claims of social justice are concerned.
Nevertheless section 7 has potential to be used to support disability rights
claims.*! Section 7 provides that everyone has the right to life, liberty and
security of the person. These fundamental rights can be interfered with only in
accordance with principles of fundamental justice.'*? The CRPD offers a way of
discerning the principles underlying section 7 that are relevant to disability rights
claims. If section 7 is interpreted in accordance with articles 3 and 19 of the
CRPD, section 7 can be said to incorporate the principles of accessibility,
inclusion and personal autonomy to make life choices. Article 19 speaks to liberty
by its insistence that people with disabilities be afforded the right to choose their
place of residence, and have access to a range of supports to enable them to live
in the community without being isolated or segregated. Section 7 can also be
said to incorporate the principle of dignity since exercising choice over where one
lives and being free from social isolation will contribute to self-respect and self-
worth for people with disabilities.

Canadian human rights law thus reflects similar principles as those set out

in the CRPD, including full and effective participation in society; accessibility and
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independence; and respect for the inherent dignity of people with disabilities.
These values are inherent in the Charter’s equality provision and in the protection
from discrimination afforded by provincial, territorial and federal human rights
statutes.
C. Principles of a Human Rights-based Approach to Enforcing Service
Rights

The goals of a human rights-based approach are to develop a culture of
rights in the developmental services sector; empower people with disabilities to
be active participants and consumers of services; and provide ways in which
services are accountable to the people who receive them. Drawing on the
principles set out in the CRPD and in Canadian human rights law, the following
four principles form the foundation of an HRB approach to enforcing service
rights:

e Accountability;

e Accessibility;

e Participation; and

e Independence

Most of these principles are common to the CRPD and Canadian human
rights law, demonstrating that they reflect international and domestic human
rights values and making them suitable, relevant principles to guide the
development of a human rights-based approach to enforcement. Accountability is
the one principle that does not appear in the CRPD or Canadian human rights
law. Nevertheless accountability is included here as it appears in the literature as
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a key element associated with a human rights-based approach. Accountability is

also a principle that is logically required for any enforcement scheme.

1. Accountability

Accountability is a fundamental principle in an HRB approach. The United
Nations has called accountability “the raison d’etre of the rights-based
approach...”*® Yamin and other authors have argued that a human rights
framework establishes that all people, by virtue of being human, have a claim for
redress when they are treated unfairly.** “Accountability”, she writes, “is a
central feature of any rights-based approach ... because it converts passive
beneficiaries into claims-holders and identifies states and other actors as duty-
bearers that can be held responsible for their discharge of legal, and not merely
moral, obligations.”**> Within a rights-based approach accountability means
holding duty-bearers responsible for fulfilling their obligation to promote and
respect rights.*® Enshrining rights in legislation does not magically resolve
conflicts or transform people with disabilities into active participants in the
developmental services system. Government and service providers must be
accountable for ensuring that those rights are promoted and respected.

Applied to the developmental services context, accountability requires the
development and implementation of effective enforcement mechanisms to
empower and enable people with intellectual disabilities to hold government and

service providers responsible when rights are not respected.
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2. Accessibility

Accessibility is one of the general principles listed in article 3 of the CRPD.
It is also one of the foundational principles reflected in Canadian human rights
law, and is closely related to equality and non-discrimination for people with
disabilities. Ensuring that services, programs and other elements of society are
designed to be usable by people with disabilities, or that accommodations are
made to enable people with disabilities to access society are ways to remove
discriminatory barriers and enhance equal participation. Drawing on the CRPD
framework and Canadian human rights law, accessibility must be a central
principle underlying an HRB approach to enforcement.

Applied to the developmental services context, accessibility requires that
people with disabilities know about their service rights and the various
mechanisms available to enforce those rights. Furthermore, the principle requires
enforcement mechanisms to be designed so that people with disabilities can
access and utilize them effectively. Enforcement mechanisms must be designed
so that appropriate accommodations and supports are available. Enforcement
mechanisms must be tailored to the unique needs of people with intellectual
disabilities and particular circumstances of the developmental services sector.
Mechanisms that are overly complex, legalistic or otherwise inaccessible would
create barriers and prevent people with disabilities from using them, ultimately
undercutting the principle of accessibility and the very purpose for which the

enforcement mechanism was created.
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3. Participation and Independence

Full, effective and meaningful participation is a key principle that appears
in international and domestic law. Participation and inclusion in society is one of
the general principles referred to in article 3 of the CRPD. It is also reflected in
Canadian human rights law as a fundamental goal of equality rights and the
protection from discrimination for people with disabilities.

The principle of participation requires that people with disabilities are
integrated into society, participating actively in the formulation and
implementation of policies, services and supports that directly affect them.
Participation requires that people with intellectual disabilities be consulted with
and involved in the development and implementation of enforcement
mechanisms in the developmental services sector.**’

Self-advocacy is viewed by many disability scholars and stakeholders with
disabilities as one of the primary tools for advancing the participation of people
with intellectual disabilities in developmental service systems. Self-advocacy
must, therefore, play a significant role in enforcement schemes.*'® Self-advocacy
provides knowledge, skills and partnerships to enable and encourage people with
intellectual disabilities to advocate for their beliefs, express their needs and make
decisions about their lives. Self-advocacy necessarily includes education about
rights and developing skills to enable a person to articulate their needs, feelings
and beliefs. Often, self-advocacy also includes developing connections and
partnerships with others who are similarly-situated and/ or with already-

established advocacy groups led by and for people with intellectual disabilities.**
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Becoming a member of a self-advocacy group has been described as becoming
part of a social rights movement, whose purpose is to achieve group and
personal goals and fight discrimination. Each self-advocacy group determines its
own goals; some focus on training all members to be self determined self-
advocates; others focus on systemic issues of discrimination against people with
intellectual disabilities; and others are primarily social groups.**°

People First is a well-known international self-advocacy movement for
people with intellectual disabilities. In Canada, People First has a national
chapter, provincial and territorial chapters, and local community chapters.*?* The
goals of People First of Canada are to promote equality for all people who have
been labeled with an intellectual disability; enable people with disabilities to
speak for themselves and make their own decisions; and teach the community
about the movement and issues that affect people who have been labeled with
an intellectual disability. Peter Park, Althea Monteiro, and Bruce Kappel describe
People First groups as:

...made up of people who have been labeled (with a developmental or
intellectual disability). The groups are run and controlled by people who have
been labeled. ...People First members are ... called ‘self advocates’. Self
advocates are people who speak up for themselves. They know their rights. They
stand up for their rights. Self advocates speak up about issues that are important
to them and other people who have been labeled.'*

Self-advocacy can reduce people with intellectual disabilities’ dependence
on service providers, family members and others to ensure that supports are
appropriate and adequate. Self-advocacy can also enable people with intellectual
disabilities to gain new skills, confidence and the ability to identify concerns and

take action. As a result, this form of participation in the developmental services
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system can actualize the principle of independence for some people with

disabilities.

D. Conclusions

Adopting a human rights-based approach has transformative potential for
Ontario’s developmental services sector. Philosophically an HRB approach can
help to address the historical discrimination and segregation that people with
disabilities have endured. Practically, the implementation of such an approach
can change the role assigned to people with disabilities in the service delivery
system, and ultimately create services that are more responsive to the needs of
people with disabilities and accountable to them.

The Convention on the Rights of People with Disabilities constitutes a
significant global commitment to a human rights framework for people with
disabilities, and provides an authoritative source for informing an HRB approach.
Canadian human rights law provides another authoritative source, and articulates
similar principles as those enumerated in article 3 of the CRPD. Drawing on
these sources, we propose that the principles of accountability, accessibility,
participation and independence are important foundational elements of an HRB
approach to enforcing service rights. Underlying each of these principles is the
value of respect for human dignity. These principles do not stand alone, but are
interrelated with one another, and as a group should guide the development and
implementation of mechanisms to enable people with disabilities to enforce their

rights in the developmental services sector.
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IV. SELECTED ENFORCEMENT MECHANISMS IN OTHER JURISDICTIONS

This section of the paper provides an overview of enforcement
mechanisms utilized in government-funded developmental services systems in
selected national and international jurisdictions. Within Canada, we examined
four provinces: Alberta, British Columbia, New Brunswick and Quebec. Outside
Canada, we examined selected provinces or states in Australia, the United
States and the United Kingdom.

The purpose of this section is to facilitate a basic understanding of the
enforcement mechanisms available in other jurisdictions in order to determine
innovative approaches to enforcement that could potentially influence or be
replicated or adapted in Ontario. This is not an exhaustive review or analysis of
the laws and practices in these jurisdictions, as such a review is beyond the
scope of this paper. For accuracy, we use the terminology employed in each

jurisdiction.

A. Alberta

1. Government Inspections and Oversight of Developmental Services

Alberta’s Ministry of Seniors and Community Supports administers the
Persons with Development Disabilities (“PDD”) Program, the focus of which is to
support the community inclusion and independence of adults with intellectual
disabilities.*®® The PDD Program funds, monitors and evaluates the provision of

specific services for adults with intellectual disabilities, including community
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living supports, employment supports, community access supports to promote
participation in society, and specialized community supports.*?* These services
supplement the support of family, friends and community members and assist the
individual in living as independently as possible in the community.*#

Six regional PDD Community Boards work with individuals, their
representatives and families, and service providers to deliver services throughout
Alberta. Their purpose is to manage the provision of services, determine
community priorities, assess the service needs of the region, and work with local
agencies to provide services.*?® The Community Boards are agents of the Crown
and are overseen and evaluated by the Ministry of Seniors and Community
Supports.

The PDD Program is governed by the Persons with Developmental
Disabilities Community Governance Act.*?” The Act contains a preamble which
states that statutory programs, resources and services are, “best provided to
adults with developmental disabilities in a manner that acknowledges
responsibility to the community and accountability to the Government through the
Minister.”*?® The Act states that the role of the Minister includes evaluating
results with respect to services for adults with developmental disabilities, setting
standards for the provision of services, and monitoring and assessing the
Community Boards.**® Community Boards are required under the Act to manage
the provision of services to adults with developmental disabilities in a way that is

responsive to the needs of those adults.**°
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The Act also sets out inspection powers. An inspector can be appointed
by the Minister or the Community Board, or can be a member of the Community
Board itself.**" The inspector is authorized to ensure compliance with the Act by
entering premises, requiring the production of documents or records in the
possession of the Board or service provider, copying those records, and
inspecting and taking samples of any material, food, medication or equipment
being used in the provision of services to adults with developmental disabilities.
An inspector cannot exercise any of these powers without obtaining the
permission of the service provider.'

The Minister may appoint someone to conduct an inquiry in respect of
services for which funding is allocated by a Community Board, or in respect of
how the Community Board carries out its activities under the Act.**® For these
purposes, the person appointed to conduct the inquiry has all of the powers,

privileges and immunities of a commissioner under the Public Inquiries Act.

2. Accreditation of Service Providers

The Alberta Council of Disability Services, a representative organization
for 130 agencies that provide services to people with intellectual disabilities,
offers accreditation to service providers that meet the criteria and standards
outlined in a document entitled Creating Excellence Together.*** Under the
agreement that governs the relationship between service providers, Community
Boards and the PDD Program, service providers must comply with these

standards or another recognized accreditation process.*> The extent to which a
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service provider has complied with these criteria is measured through an on-site
visit conducted by the Council of Disability Services. Two levels of accreditation
are possible: primary and advanced. Both levels address issues such as whether
people who receive developmental services are supported to make decisions
about every-day matters; are treated with dignity and respect; have strong,
positive relationships; are included in the community; are supported to take care
of their health; are free from abuse; and are able to access fair, equitable and

reasonable dispute resolution processes.**®

3. Complaints and Appeal Mechanisms

The PDD Program emphasizes that disputes are to be resolved at the
service provider, Community Board or regional level wherever possible.
Individuals who have concerns or complaints about decisions made regarding
their services can file an appeal using the service providers’ appeal process. The
Community Board is responsible for ensuring that the appellant is given
adequate access to dispute resolution and appeal processes.®’

The PDD Program has an appeal process that individuals who receive
services can use when they are unhappy with decisions of a Community Board
or PDD staff member that affect them. The appeal process is independent from
the program itself. Decisions that are not subject to appeal are those that affect
contractual arrangements such as decisions to enter into, amend or terminate a
contract with a service provider. Reductions or suspensions of services, or

disagreements concerning the level of services being provided can be
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appealed.’®® A person files an appeal using the Notice of Appeal form, which
must be completed and submitted to the Appeal Secretariat within 30 days of
receiving the decision that is the subject of the appeal. The Secretariat contacts
the person who filed the appeal to discuss the concern, and may refer the matter
for dispute resolution or mediation. Dispute resolution is voluntary and entails
referring the appeal to the CEO of the relevant Community Board, who may
investigate the appeal. Likewise, mediation is voluntary and is generally pursued
when dispute resolution has not been successful.'*® The majority of complaints
made to the appeal process are resolved through the mediation process. The
PDD program may also refer individuals who require support to the Alberta
Association for Community Living. **°

If an appeal is not resolved within 45 days, a hearing is scheduled. The
hearing is conducted by an Appeal Panel, established under section 15 of the
Act, and made up of up to three individuals from the eight PDD Appeal Panel
Members who have been appointed by the Minister. Prior to the hearing each
party submits written information about the appeal. At the hearing the appellant
and the Community Board are provided with an opportunity to present their case
and question the other party. The Appeal Panel may also question either party.
The rules of evidence that apply to judicial hearings do not apply to hearings
before the Appeal Panel, and the panel must consider any evidence that is, in its
opinion, reliable and relevant to the matter being heard and weigh it
accordingly.'** The Appeal Panel renders its decision in writing, generally within

one month of the hearing. The panel can change, agree with or reverse the
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decision that is the subject of the appeal. Decisions of the Appeal Panel are final.
Previous decisions of the panel do not establish binding precedents and the
panel generally does not award costs.**

The PDD program also monitors complaints it receives using a dispute-
tracking system. This allows the program to oversee agencies that receive many

complaints, and work with service providers to develop training, policies and

plans to address systemic problems.**?

4. Inspections and Complaints for Supportive Living Accommodations

The Supportive Living Accommodation Licensing Act (“SLALA”) applies to
supportive living accommodation that is provided to 4 or more adults who are not
related to the operator, and where the operator provides for services related to
safety, housekeeping or meals. This includes residential facilities such as group
homes, although the Act does not specifically state this.'** The SLALA sets out a
framework for the reporting, investigation, and resolution of complaints using a
variety of positions designated by the Minister, including directors, inspectors,
complaints officers, and investigators. While inspections are conducted by
inspectors at the request of the director, complaints officers and investigators
become involved as part of the complaints process set out in the Act.

At the request of the director, the inspector may exercise a number of
powers in order to ensure compliance with the SLALA, its regulations, an order
issued under the Act, or a condition of a licence. These include the power to

enter the supportive living accommodation at any reasonable hour and inspect it,
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to require the production of records and documents that pertain to the supportive
living accommodation and examine and copy them, to inspect and take samples
of material, food, and equipment used in the supportive living accommodation, to
perform tests, take photographs or make recordings, and to interview the
operator of the supportive living accommodation.**® The inspector can only
exercise these powers with the permission of the operator of the supportive living
accommodation, but the inspector can only enter a resident’s unit with the
permission of the resident or the resident’s legal representative.'*® The results of
the inspection must be reported to the director, and the operator of the supportive
living accommodation.**” After inspection, if the director is of the opinion that the
SLALA , its regulations, an order issued thereunder, or a condition of the license
has not been complied with, s/he may issue an order requiring the operator to
take action within specified time limits, issue a stop order, or cancel the licence
issued to the operator. The director may require any order to be posted in a
prominent place in the supportive living accommodation.**®

The Minister may also appoint complaints officers who have the same
powers as inspectors and investigators.**® The role of the complaints officer
differs from that of an inspector; whereas the inspector conducts inspections
upon request by the director, the complaints officer becomes involved once a
complaint has been made to him or her about the failure of an operator to comply
with the SLALA, regulations, an order, or a condition of the license.** The
complaints officer reviews the complaint to determine if an investigation is

necessary by making inquiries or attempting to resolve the complaint through
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mediation or conciliation.*®!

If an investigation is necessary, the complaints
officer can refer the complaint to an investigator.*>* The complaints officer must
inform the complainant, if known, of any decision he or she makes not to refer
the complaint to an investigator, and this decision can be appealed to the
director.'*?

Investigators are also designated by the Minister.*>* The investigator
becomes involved once a complaint is referred by the complaints officer, and has
the same powers as an inspector for the purposes of making an investigation.*>>
The investigator must inform the operator and the director of the results of the
investigation, and the director must then notify the complainant, if known, and the
operator of the results of the investigation, including whether or not the complaint
was found to be substantiated.'*® If after the investigation the director deems that
the SLALA, accompanying regulations, an order issued thereunder, or a
condition of the license has not been complied with, the director may order the
operator to take measures within a specified time, issue a stop order, or cancel
the license, and these directions must be made in writing.**’

Pursuant to section 16(2), a stop order can require the operator to cease
the contravention specified in the order, stop any activity occurring at a
supportive living accommodation, or stop operating the supportive living
accommodation altogether. If the operator fails to comply with the stop order, the
director may make an application to the Court of Queen’s Bench for an order
requiring compliance.*® Section 22(1) further sets out that a person who fails to

comply with an order is guilty of an offence and is liable to a fine of not more than
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$100,000, or in the case of a continuing offence, to a further fine to a maximum

of $1000 per day for each day that the failure continues.***
B. British Columbia

In British Columbia, the delivery of services to people with intellectual
disabilities falls under the responsibility of Community Living British Columbia
(“CLBC”).*®° CLBC was designated a Crown agency under the provincial
government’s Crown Agency Secretariat on July 1, 2005.%** As a Crown agency,
CLBC is responsible to the provincial government. In particular, CLBC is
responsible for developing broad services, funding, and capital plans for both
vocational and residential supports for people with intellectual disabilities in
British Columbia, and submitting these plans to the provincial government.*®?
CLBC has a complex organizational structure, shown in Figure 1 below.

Familiarity with this structure assists in understanding how CLBC'’s various

enforcement mechanisms operate.
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Figure 1
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Community Councils are established in each of CLBC's four regions:
Coast, Interior, North, and Vancouver Island.*®* The purpose of these Councils is
to ensure that the communities served by CLBC are able to engage meaningfully
in decisions about how services are delivered.®

CLBC has a Board of Directors, which is appointed by the Minister of
Housing and Social Development.'®® Because CLBC is a Crown agency, the
Board of Directors has a fiduciary duty to its stakeholders, and is responsible for
supervising CLBC management and overseeing the conduct of the organization’s
business.*®’ Its primary responsibility is to guide CLBC's short-term and long-
term goals, “consistent with the Board’s responsibility to the government and the
stakeholders.”*®

Under the Community Living Authority Act, the Board of Directors is
required to have an Advisory Committee.*®® The Advisory Committee consists of
one member from each of the Community Councils, and meets four times per
year. The Advisory Committee assists the Board of Directors by providing it with
information and advice. To this end, the Committee serves as a go-between for
the Community Councils and the Board of Directors. The Advisory Committee
relays the concerns of the Community Councils to the Board, and makes

recommendations on how CLBC policies and practices can be improved in the

interests of those who receive services from CLBC.'"® The Advisory Committee
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also provides feedback to the Board from self-advocates and families about how
the service delivery system is functioning.*"*

Two safeguards are employed by CLBC to ensure that services are
focused on and responsive to the needs of the individuals receiving them. One
safeguard is an external quality service review that addresses complaints about
services and the other is the Advocate for Service Quality, who assists in
situations where the person’s concerns may not have been resolved satisfactorily
with CLBC.'"? An additional mechanism that pertains to service quality is the

complaints resolution process.
1. Complaints Resolution Process

CLBC’s Complaints Resolution Policy sets out a process by which
complaints about services can be made. A complaint can be initiated by an
individual, youth, family member or other person if that person is dissatisfied with
a service provided by CLBC, disagrees with a decision made by a CLBC staff
member, or believe they have not been treated fairly or respectfully.”

The policy stipulates that each contracted service provider must have a
complaints processing and resolution system for situations where an individual
takes the complaint directly to the service provider, which is encouraged.*’
Complaints or concerns should initially be raised with the staff member with

whom the individual works, in the hopes that the complaint will be resolved in a

timely manner before becoming a serious problem. CLBC recommends this as
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the first step, even if the individual’'s complaint relates to unfair or disrespectful
treatment by that particular staff person.*”

If the individual is not satisfied with the outcome of addressing the issue
directly with the staff member, or if for some reason the individual or family
member does not wish to raise the complaint with the service provider, it can be
discussed with CLBC staff or submitted as a complaint through the CLBC
complaints process. A Complaints Resolution Form is available at CLBC offices
and on the CLBC website. A complaint can be made by the individual, a family
member, advocate, support network member or service provider. CLBC staff
respond to the complaint within 48 hours, and will make every effort to address
the complaint within 30 days.*’® The complaint is sent to a Quality Service
Manager or to a Community Planning and Development Manager.*”” When
either of those managers receives a complaint, s/he transmits the complaint to
the staff involved and provides advice or options as to how the complaint can be
resolved. Alternatively, the manager contacts the person making the complaint
within ten business days to discuss the issue and determine how to address or
resolve it.'”® The manager advises the complainant of the outcome of the review,
the decision, and the reasons for the decision. The manager then forwards the
complaint to the Director of Regional Operations who may, “consult with a
broader range of colleagues to assess similar complaints, precedents and
potential options for resolution.”*”® The Director must also forward the complaint

to the Director of Quality Assurance as required or requested.*®°
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If the complainant is not satisfied with the response, s/lhe may ask the
Director of Regional Operations to review the complaint. Another alternative is to
have the Director of Quality Assurance review the complaint and assist in
resolving the concern.

If the complaint remains unresolved and all local or regional complaints
processes have been exhausted, the Complaints Resolution Policy suggests that
the manager refer the matter to the Director of Quality Assurance.'®* The
Director cannot override decisions made at the local or regional level, but may
suggest alternative approaches to the resolution of the complaint. The main
purpose of the Director of Quality Assurance is an almost ombuds-like role, “to
determine whether the process followed has been clear and accessible for
individuals, youth, and families, to identify potential areas for either resolution or
further discussion and to provide support as required.”*®? However, the policy
does permit the Director to carry out an independent practice review if the issues
arising from the complaint are complex, or there is something to be gained from
the participation of an independent third party.*®

If, having exhausted this process, the complainant is not satisfied with
either the outcome or the process by which the outcome was achieved, the
complaint will be forwarded to the CEO, who has final decision-making
authority.*® The CEO must review the decision and the information relied upon
in making the decision, send the complainant a final decision with reasons, and

advise the complainant of external complaint processes, such as through the
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provincial Ombudsman or the Advocate for Service Quality for People with
Developmental Disabilities.*

At any time in this process, the complainant is permitted to take the
complaint to an external body such as the Advocate for Service Quality or the
Ombudsman of British Columbia.® Despite the existence of this multi-layered
complaint process the majority of people address their complaints with service
providers at the local level, rather than using the complaints process.®’

CLBC is required by the Complaints Resolution Policy to keep records of
all complaints and the outcomes in order to improve services, policies and the
training of CLBC staff.*®® This may include revisions to policies and procedures,
responding to individuals, youth and families, changes to practice or in-depth
review of potentially systemic issues.”*® This indicates that the complaints
resolution process is not intended merely to address individual complaints, but to
identify and address systemic problems as well.

The policy states that the complaints process should be accessible and
consistent, with a person-centred, rights-based approach. The intention is that
the concerns and interests of the affected individual will guide the complaints
resolution process, and that the individual will be supported to participate fully in
the process so that their independent views will be heard, respected and
considered.'® The policy also states that the person making the complaint has
the right to have an advocate, family member, or friend support him or her
throughout the complaints resolution process. One way in which the complaints

process is accessible is via ensuring that information about the process is widely
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available and easy to understand. When CLBC staff at any location receive a
complaint, their role is to, “...ensure that the views of the person making a
complaint are fully heard and wherever possible an acceptable resolution is

found for the person and CLBC."***

2. External Review Procedures

CLBC'’s External Review is a formal safeguard, the purpose of which is to
have a neutral third party investigate situations that arise in the course of service
delivery, with the goal of enhancing accountability, service quality, and the
competency of service providers.’®> The External Review is governed by an
External Reviews Policy.

The external reviewer may be a person or organization. The person or
organization must be independent and performs its duties under contract to
CLBC.'*® The external reviewer may provide a myriad of services, including
consultation; problem-solving and conflict resolution; quality assurance; and
debriefing affected individuals and their families, affected services providers, and
CLBC staff."*

There are three kinds of External Reviews: serious incident review, quality
service review, and instructional review. A Quality Service Review is triggered
when between one and three incidents occur that raise concerns that there is a
risk that an individual’s rights will be infringed upon. These incidents may include

a substantial change in services, a complaint by the individual after the CLBC
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complaints process has been exhausted, or ongoing health and safety
concerns.'®

The Quality Service Review is “an in-depth audit of specific or overall
services that a service provider is performing.”*® It is instigated by CLBC as
needed, “or as part of on-going evaluation of service provider conformance with
CLBC mission, values, and contract expectations, including standards.”**’

The External Review Policy emphasizes that the full participation of
everyone involved is essential to an effective External Review, especially the
person who is receiving services.'®® The process is instructional and educational,
not penalty-driven. The policy encourages CLBC staff to ensure that the review is
transparent so that those involved can communicate openly and experience
minimal anxiety. The process is intended to foster willingness to learn and
change, and should respect the dignity and value of those involved in the review,
especially the individuals who receive services.'*® The policy considers the
actions that may be taken by CLBC after an External Review has been carried
out; these actions include changing the service provider, modifying the service
contract, terminating the service contract, or amending CLBC’s policies and
practices.?® The policy also states that CLBC use the results and
recommendations that arise from the External Review to educate service
providers and other stakeholders in order to maximize the utility of the review.?**
This indicates that like the complaints resolution process, there is a systemic

dimension to the External Review.
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3. Advocate for Service Quality

The Advocate for Service Quality (“Advocate”) is appointed by, and
reports to the Minister of Housing and Social Development, but does not work
directly for the provincial government.?°? The Advocate’s role is to assist adults
with intellectual disabilities in receiving good quality services from the Ministry of
Housing and Social Development, CLBC, and other provincial ministries or
service agencies.?® The Advocate works collaboratively with CLBC and several
provincial government ministries, but is independent from them.?**

A person with an intellectual disability can call the Advocate and request
assistance to resolve complaints about situations in which the person does not
like the services she or he is getting, feels she or he is not being treated fairly or
respectfully, or does not agree with a decision made on his or her behalf.?®® The
Advocate provides a means by which complaints about government ministries,
crown agencies, or service providers can be heard and responded to, and is also
able to review service providers’ processes and carry out impartial reviews on
request.?®® The Advocate does not make binding decisions.*’

An additional element of the Advocate’s role is to encourage and assist
adults with intellectual disabilities to advocate on their own behalf.?®® The
Advocate’s pamphlet states, “The philosophy of the office is to assist people to
advocate for themselves, to support their ability to ‘work through the system,’ to
encourage the participation of those involved in decision-making and to promote

problem-solving and resolution at the local level.”*°
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4. Accreditation of Service Providers

According to CLBC the majority of service providers in British Columbia
are accredited by the Council on Rehabilitation Facilities (“CARF”), an
independent, non-profit organization that provides accreditation to health and
human service providers.?'? In order to be accredited, service providers must
have statements or policies concerning recipients’ rights, education programs or
materials about rights, and complaint procedures or policies. Posters or other
material about recipients’ rights must be displayed in the service provider’s
agency or residential facility. CLBC itself is in the process of becoming accredited
by CARF. As part of this process CLBC is developing a bill of rights as well as a
rights handbook for service providers. These materials will be available in

pictorial and plain language formats. ***
C. New Brunswick
1. Monitoring and Complaints Procedures for Adult Residential Facilities

The New Brunswick Department of Social Development established
Standards and Procedures for Adult Residential Facilities (“Standards and
Procedures”) in 2009. The Standards and Procedures apply to residential
facilities that offer long-term care services as defined under the Family Services
Act, and are intended to guide Department of Social Development staff, board

members, operators, and the staff of residential facilities.?*?
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The Standards and Procedures state that the approach to service delivery
is client-focused, to ensure that the dignity of the person is recognized and
respected.?*® The Standards and Procedures discuss quality assurance as one
of the principles upon which service delivery is based; long-term care residential
facilities are monitored regularly to enhance accountability, effectiveness and
efficiency in the planning and delivery of these services.?** The Standards and
Procedures also require operators of residential facilities to ensure that a
sufficient level of services is provided to residents, and that these services are
held to a high standard.?*°

The Standards and Procedures recommend that operators of residential
facilities should:

e establish and follow a regular written procedure for hearing the

concerns and complaints of residents;

e explain the procedure for hearing concerns in a clear and simple
manner, and indicate that these concerns or complaints can be
expressed without fear of retaliation;

e make the procedure accessible to the residents and their relatives or
advocates;

e inform staff when they are hired and thereafter at regular staff
meetings of written procedures for addressing concerns of residents;

e record resident concerns in a daybook;

e investigate the concerns expressed by residents, their relatives or their

advocates; and
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 record the outcome of the investigations in the daybook.?*®

The Standards and Procedures state that operators must inform residents upon
their arrival at the residential facility of the process for making and hearing
complaints.?*’

The Standard also sets out a list of residents’ rights, which are based on
the requirement, in accordance with Regulation 83-77 under the Family Services
Act, that operators run the facility in a manner that maintains the spirit, dignity
and individuality of the residents.?® Among the rights recognized are the right to
be free from mental and physical abuse; to be treated with courtesy and respect,
in a way that recognizes dignity and individuality; to be sheltered, fed, clothed,
groomed and cared for in a way that is consistent with the resident’s needs; to be
told who is responsible for and who is providing the resident’s direct care; to be
permitted to exercise rights of citizenship, and raise concerns or recommend
changes in policies and services on behalf of oneself and others, without fear of
discrimination, coercion, reprisal, or interference; and to be informed in writing of
the laws, rules, and policies that govern the operation of the home and the

procedure for lodging complaints.?*

D. Quebec

Quebec’s health and social services system is governed by some 30
statutes which establish a three-tiered governance structure.?® The Ministére de
la santé et des services sociaux oversees, regulates and coordinates the entire

system and formulates objectives, policies and priorities for the regions. In turn,
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regional service agencies are in charge of implementing and coordinating health
and social services in their region. Finally, five types of institutions provide health
and social services on a local level: local community service centres, hospitals,
child and youth protection centres, residential and long-term care centres, and
rehabilitation centres.

Individual institutions are overseen by a Health and Social Services
Centre (“CSSS”), which closely monitors the needs of the population it serves.?*
The mission of the CSSS is to ensure the accessibility, continuity and quality of
service provided by the institutions under its purview.

Each institution’s Board of Directors must establish by-laws outlining a
formal complaint examination procedure.?”? In addition each institution has a
Users’ Committee, which exists to ensure that consumers of the services are

afforded all their rights under the law and are treated with respect and dignity.

1. Complaints Commissioner

A Service Quality and Complaints Commissioner (“Commissioner”) is
appointed and trained to consider user complaints. If a consumer of the service is
unhappy with the quality or level of service he or she is receiving, the first step is
to discuss the issue with the caregiver, the staff, a professional or the head of the
service centre.??® |f this approach fails to resolve the situation in a satisfactory
manner, the consumer can register a complaint with the Commissioner.
Complaints can also be registered by any person who acts as an authorized legal

representative of the individual who is receiving the services.?** This can be
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done in person, over the phone, or in writing, and if the person needs help in
registering a complaint, the Commissioner and the Users’ Committee are
available to assist. Once the complaint is made, the Commissioner must
acknowledge receipt within five days.?*

Subsequently, the Commissioner has 45 days during which to investigate
the complaint and contact all relevant parties.??® In practice, Commissioners do
not always conduct investigations, as they may be able to resolve complaints by
facilitating discussion between the parties.?*” At the conclusion of the
investigation, the Commissioner must report his or her findings to the person who
has made the complaint. If the complaint was made in writing, the decision must
be delivered in writing.?”® The Commissioner’s findings and recommendations
are reported to the service agency’s Board of Directors. While not binding, the
Commissioner’s recommendations are typically treated seriously and are
implemented.?*

Should the Commissioner deliver a decision that is unsatisfactory to the

complainant or fail to deliver a decision within 45 days, a further complaint lies

with the Ombudsman.?*°

2. Ombudsman

An Act Respecting the Health and Social Services Ombudsman
(“Ombudsman Act”) empowers an appointed ombudsman to examine the
conclusions reached by the Complaints Commissioner, and allows for an inquiry

to be held as part of the investigation.?*! To further that goal, the ombudsman
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must establish a complaint examination procedure, the specific contents of which
are mandated by article 10 of the Ombudsman Act. The ombudsman is
appointed by the National Assembly of Quebec and is accountable only to them.
He or she is, therefore, independent.?*

At the conclusion of the investigation, if the ombudsman believes that an
error or injustice was committed, he or she will transmit recommendations to the
government ministry, agency or institution so that it can remedy the situation.
That institution or agency then has 30 days to inform the ombudsman and the
complainant, in writing, of the actions that it is taking, if any.**®* The ombudsman
does not have the authority to impose any remedy. However, according to the
Office of the Quebec Ombudsman, in 2008-2009, 99% of its recommendations
were accepted regardless of the fact that the ombudsman has no powers of

enforcement.?**

3. Users’ Committees

Each service provider has a Users’ Committee associated with it. Users’
Committees host social and educational events; promote ways to improve quality
of life; support consumers of services if they need to file a complaint; and ensure
that consumers are represented on the agency’s Board of Directors.?*> Most
Users’ Committees are elected by consumers of services, and those who serve
on the Committees receive orientation or training upon their election. Committees
are typically comprised of a majority of consumers, but also include parents or

legal guardians of consumers. Users’ Committees receive funding directly from
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the operating budget of the service provider with which they are associated. They
are accountable only to the service provider's Board of Directors. Users’
Committees assist and support consumers who wish to make complaints to the
Complaints Commissioner by explaining the complaints process; helping the
consumer to make the complaint in writing; accompanying and assisting the
consumer at any meetings; and advocating on the consumers’ behalf.
Committees are also responsible for monitoring the needs of all of the agency’s
consumers and conducting systemic advocacy on their behalf, including making

reports to the Board of Directors.?*®

E. Australia: Victoria

On January 1, 2009, the National Disability Agreement (“NDA”) came into
effect. The NDA was signed by the Australian government as well as individual
State and Territory governments, with a view to improving and increasing
services for people with disabilities, their families and carers. The NDA Reform
Agenda specifically concentrates on introducing national tools to identify service
benchmarks, plan for changing needs, identify people at risk and work towards
program and service delivery consistency across jurisdictions. The NDA sets out
several priority areas, one of which is the development of Quality Improvement
Systems based on Disability Standards. By mid-2010, a National Disability
Quality Framework with a National Quality Assurance system will be developed,
thus introducing a national approach to quality assurance respecting disability

services.
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Australian states and territories are responsible for the provision of
specialized disability services. On July 1, 2007, Victoria introduced the Disability
Act 2006 (Vic.) (“DA"), replacing the Intellectually Disabled Persons’ Services Act
1986 (Vic.) and the Disability Services Act 1991 (Vic.). The DA provides a
detailed framework for the provision of disability services and an improved
complaint and review system. Some of the key stated objectives of the DA are
to:

e promote and protect the rights of persons accessing disability services;

e support the provision of high quality disability services; and,

e make disability service providers accountable to persons accessing

those disability services.?*’
1. Monitoring of Quality Assurance

Victoria has developed the Quality Framework for Disability Services
(“Framework”) as a means of monitoring, measuring and managing the quality of
disability service providers. The Framework also supports the implementation of
standards for disability services that apply to both public and private sectors. The
DA states that the Minister must determine service standards to be met by
disability service providers when providing disability services under the DA.?%
The standards must be published in the Government Gazette. Moreover,
performance measures in relation to the standards must be specified.

The DA creates an offence for disability service providers who fail to

comply with the stated standards.?*° Sections 101-103 of the DA grant power to
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the Secretary to appoint an administrator in cases where a disability provider has
failed to provide efficient or effective service or has failed to fulfill the
requirements of its service agreement. Specific triggering points for the
appointment of an administrator are outlined in the DA, as are provisions that
regulate the appointment and the powers and duties associated with the
administrator’s role. The DA also imposes additional requirements on
administrators appointed to disability services that provide residential services to

persons with disabilities.?*°

2. Complaints to Service Providers

One of the goals of the DA when it was enacted was to build a strong
complaint and review system. To that end, the DA has set out several complaint
and appeal processes.

The DA requires that all disability service providers have an effective
system for dealing with complaints made by consumers of their services.?** This
system must be confidential, visible and accessible to consumers. Under section
89, disability service providers are responsible for ensuring that consumers of
their services know how internal complaints can be made. Disability service
providers must keep track of the numbers of complaints received on an annual
basis as well as how those complaints were addressed.?*? This information is
then reported to the Disability Services Commissioner.

To ensure that consumers who make an internal complaint do not face

repercussions for doing so, section 106 of the DA states that a disability service
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provider must take all reasonable steps to ensure that a person using the

services is not adversely affected by making a complaint.

3. Complaints to the Disability Services Commissioner

The Disability Services Commissioner (“Commissioner”) is independent
from government and is responsible for overseeing the quality of services
delivered by disability service providers. The DA establishes the Commissioner
and outlines his or her functions and powers in sections 14-19. The main
functions of the Commissioner, as they relate to the complaints process are to:

e investigate complaints relating to the provision of disability services;

e identify causes of complaints and create ways to diminish or remove

them;

e maintain records of complaints and publish such information;

o refer issues to the Disability Services Board; and,

e provide training for disability service providers on how to prevent and

resolve complaints.?*®

The Commissioner’s work is guided by the values of rights, respect and
fairness; rights refers to the right of people with disabilities to receive quality
services that support their quality of life and to make complaints about services;
respect refers to taking all complaints seriously, maintaining confidentiality, and
treating all parties with dignity, sensitivity and courtesy; and fairness refers to
resolving complaints through a fair process, which includes taking an objective

and unbiased approach to complaints, ensuring that there are no conflicts of
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interest, and making decisions based on verified information. The
Commissioner’s work is also guided by the principles of accessibility,
accountability, excellence and taking a person-centred approach, which are
meant to ensure that the Commissioner’s work is consistent with the DA,
Australian human rights legislation, and the CRPD. **

The rules and procedure for making complaints to the Commissioner are
set out in sections 107-128 of the DA. Any person can make a complaint to the
Commissioner, orally, in writing, or by other appropriate means given the
person’s circumstances.?*® In turn, the DA bestows upon the Commissioner
broad and flexible discretion to entertain a variety of complaints that arise
regarding the provision of disability services.

Once a complaint has been received, the Commissioner has 28 days to
assess the complaint and decide whether it is reasonable. Sections 114 and 115
outline some examples where it may be appropriate for a Commissioner to
decline to consider a complaint. For example, the complaint may not comply with
the requirements for making a complaint under the DA, or is frivolous, vexatious
or lacking in substance. Complaints relating to incidents that occurred more than
a year ago and which have no good reason for the delay in bringing the
complaint may also be declined. In the event that the Commissioner declines to
consider a complaint, written notice must be given within 14 days to the person
who made the complaint. Likewise, if the Commissioner decides to consider the
complaint, written notice must be provided within 14 days to the disability service

provider.?*
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Section 116 mandates conciliation in cases where the complaint is
suitable for such a procedure. The procedure is analogous to the Canadian
concept of mediation, and involves the Commissioner facilitating discussions
between the disability service provider and the complainant and, if possible,
assisting the parties to reach a resolution.

The DA empowers the Commissioner to investigate complaints that are
not suitable for conciliation or when conciliation was attempted unsuccessfully.?*’
The investigative powers of the Commissioner may be broad, as the DA grants
discretion to the Commissioner to determine what procedure to follow. The
Commissioner is not bound by the rules of evidence, but is bound by rules of
natural justice and is required to use minimal formality and technicality in the
investigation. If the Commissioner decides that the complaint is justified, he or
she has 14 days to notify both parties, in writing, of the decision, the reasons for
the decision and the actions that must be taken as a consequence of the
decision. This triggers a 45-day period during which the disability service

provider must send a report to the Commissioner outlining the actions which it

has taken with respect to the complaint.

4. Oversight by the Disability Services Board

In conjunction with the Commissioner, the DA establishes the Disability
Services Board, whose role is to provide advice to the Commissioner and to
generally oversee the complaints system. The functions of the Board include

providing expertise, guidance and advice to the Commissioner, referring matters
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to the Commissioner for inquiry and advising the Minister on the disability

complaints system and on issues referred to the Board by the Commissioner. %8

5. Appeals to a Tribunal

Under various sections of the DA, the Victorian Civil and Administrative
Tribunal has jurisdiction to review a wide range of decisions made by disability
service providers. This permits consumers of a disability service provider to go to
the tribunal directly, if their complaint falls within the ambit of one of the
enumerated decisions. For example, the tribunal can become involved where the
disability service provider decides to reduce the services provided as part of the
residential fee a consumer pays. Reduction of services includes a reduction in
the level or range of services, or a termination of services.?*® Section 70(1) of the
DA states that if service items are reduced, the service provider must also reduce
the amount of the residential fee by an amount that is agreed upon by both the
service provider and the resident. If agreement cannot be reached, the service
provider or the resident can apply to the tribunal to make a determination of the
appropriate amount.?*° Under section 82 of the DA, a resident may also apply to
the tribunal for a review of a notice to vacate.?* The tribunal will then determine

whether or not the notice is valid.?%?

F. United Kingdom

The Care Standards Act 2000 (“CSA”) established the National Care

Standards Commission. The National Care Standards Commission was a non-
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governmental public body that regulated social and health care services on a
national level, displacing the earlier local council system. As of April 1, 2010, the
National Care Standards Commission has been replaced by the Care Quality
Commission (“CQ Commission”), which has exclusive responsibility for the
inspection, monitoring and regulation of health and social care. The Compliance
Guideline Criteria are standards that the CQ Commission must consider when
making decisions regarding service providers. These criteria contain essential
standards of quality and safety, consisting of 28 Regulations and associated
Outcomes that are set out in the Health and Social Care Act 2008 (Regulated
Activities) Regulations 2010 (*HSCA Regulations”) and the Care Quality

Commission (Registration) Regulations 2009.

1. Monitoring by the Quality Care Commission

Under its regulatory umbrella, the CQ Commission continually monitors
service providers to ensure that they comply with essential standards of quality
and safety. The CQ Commission is still brand new, but will have quality
assurance mechanisms in place to monitor consistency. Additionally, it will
assign a Quality and Risk Profile to each registered service provider. Non-
compliance will be addressed by a variety of actions including warning notices,
imposition or variation of conditions, suspension of registration to provide certain
services, fines, prosecution or cancellation of registration.?>*

Quiality assurance is provided under Regulation 10 and Outcome 16.

Regulation 10(1) imposes on service providers the requirement to regularly
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assess and monitor the quality of services provided and identify, assess and
manage risks. To ensure that this goal is met, the service provider must seek out
professional advice and consider, among other things, the views expressed by its
consumers (including complaints), appropriate professional and expert advice, as
well as reports and reviews prepared by the CQ Commission from time to

time.2>

2. Complaints to Service Agencies

Pursuant to Regulation 19 agencies are responsible for having effective
complaints systems in place for identifying, receiving, handling and responding
appropriately to complaints and comments made by consumers of the service or
their representatives.?*> Additionally, the agency must assist consumers and their
representatives with bringing forth the complaint if necessary and ensure that all
complaints are fully investigated and resolved as much as is reasonably
practicable.?®® Finally, all complaints and agency responses to them must be

reported to the CQ Commission.?*’

3. Self-Advocacy

Self-advocacy is promoted under Regulation 17 of the HSCA. The
Regulation states that service providers must, as much as is reasonably
practicable, make arrangements to encourage their consumers and
representatives to understand the choices available to them with respect to

services, assist them to express their views, provide opportunities for them to
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manage their own care or treatment and provide appropriate opportunities,
encouragement and support to them with respect to promoting autonomy,

independence and community involvement.?*®

4. Appeals to Ombudsmen or Adjudication Service

Under Outcome 17, which addresses complaints that can be made
pursuant to Regulation 19 of the HSCA, consumers of a service agency must be
informed that they can rely on the National Health Service complaint process in
any circumstance where their care, treatment and support was funded by the
National Health Service.” This is the case even if the service was not delivered
at a National Health Service facility.

Additionally, consumers who are not satisfied with the findings or outcome
of the response to their complaint must be advised of their right to refer the
matter to the Health Service Ombudsman, the Local Government Ombudsman or
the Independent Sector Complaints Adjudication Service, depending on the type
of complaint in question.

The Local Government Ombudsman (LGO) receives complaints about
local councils and some other authorities, and its services are free.?®® There are
three LGOs in England who are appointed by the Queen. The LGO website
makes it clear that its role is not to be a consumer champion, but rather is to
examine complaints in an impartial and independent manner.?®* Decisions of an
LGO are final and not subject to appeal, but can be taken to the High Court on

the ground that there is a legal flaw in the LGO’s reasoning for the decision.?®? If
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people are not satisfied with the final answer that they receive from a council in
response to a complaint, the person may submit a complaint to an LGO within 12
months by telephone or by filling out the online complaint form.?*® In some cases,
complaints are allocated to an investigator who may make decisions on the
Ombudsman'’s behalf.?** Before a complaint is investigated, the LGO must first
determine whether it has legal authority to consider the complaint. Typically, the
LGO will provide the complainant with an opportunity to comment on this issue
before making a final decision, unless it is obvious that the complaint cannot be
considered.?®®> Once the LGO has made a final decision, it will write to the
complainant and explain its reasons for the decision.?*® There are four different
outcomes that may result from the LGO’s involvement. The LGO may find that
there was no fault on the part of the council, or that even if the council is at fault,
the effect on the complainant is not serious enough to continue investigating the

complaint.?®’

If the complaint is sufficiently serious, the LGO may suggest how
the complaint can be resolved in hopes of achieving a settlement between the
council and the complainant.?®® A formal written report by the LGO s the fourth
possible outcome, if the council does not agree to the proposed settlement or if
the LGO thinks that the issue is of interest to the public.?*® The report may
contain recommendations as to how the council should address the issues raised

by the complaint, but councils are not obligated to implement these

recommendations.?"°
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G. United States: California

In 1977, California passed the Lanterman Developmental Disabilities Act
(AB 846) (“Lanterman Act”) as part of California’s Welfare and Institutions
Code.?"* The Act sets out the rights and responsibilities of people with
intellectual disabilities. In 2003, the Act was amended to expand its reach, and it

now applies to anyone who is experiencing significant functional limitations in

“three or more ... areas of major life activity.”*’

The Lanterman Act establishes a regulated network for the planning,
provision and co-ordination of services for people with disabilities. To that end, it
charges the state’s network of regional centers with advocacy for, and protection
of the rights of people who fall within its ambit. Section 4620 states:

In order for the state to carry out many of its responsibilities as established
in this division, the state shall contract with appropriate agencies to provide
fixed points of contact in the community for persons with developmental
disabilities and their families, to the end that these persons may have
access to the services and supports best suited to them throughout their
lifetime. It is the intent of the Legislature in enacting this division that the
network of regional centers for persons with developmental disabilities and
their families be accessible to every family in need of regional center
services. It is the further intent of the Legislature that the design and
activities of regional centers reflect a strong commitment to the delivery of
direct service coordination and that all other operational expenditures of
regional centers are necessary to support and enhance the delivery of
direct service coordination and services and supports identified in
individual program plans.

The Legislature finds that the service provided to individuals and their
families by regional centers is of such a special and unique nature that it
cannot be satisfactorily provided by state agencies. Therefore, private
nonprofit community agencies shall be utilized by the state for the purpose
of operating regional centers.?”

The various responsibilities of a regional center are outlined in Article 2 of

Chapter 5 of Division 4.5 of the Lanterman Act. They include, among other
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things, assurance control respecting the quality and effectiveness of services and
supports that are provided to the consumer. Moreover, some regional centers
may, pursuant to subsection 4512(b) of the Lanterman Act, provide self-
advocacy training, facilitation, and peer advocates to people with disabilities.
Article 4502 of Chapter 1 of Division 4.5 establishes a set of rights for
people with intellectual disabilities. These include the right to treatment and
supports that protect the personal liberty of the person in the least restrictive
environment; the right to dignity, privacy and humane care; the right to social
interaction and participation in community activities; the right to physical exercise
and recreational opportunities; the right to be free from harm, unnecessary
physical restraint, isolation, excessive medication, abuse or neglect; the right to
make choices about where and with whom to live, how to spend one’s time, and
program planning and implementation; and other rights. The Act requires service
providers to give consumers opportunities to make decisions about daily life as

well as the information needed to make those decisions.?’*

1. Oversight by the State Council on Developmental Disabilities

The Lanterman Act establishes the State Council on Developmental
Disabilities (“SCDD”) in Chapter 2 of Division 4.5. The SCDD is funded by the
government and functions as an independent state agency made up of people
from diverse socioeconomic, ethnic and geographic backgrounds. The SCDD in
turn funds 13 Area Boards that act as regional bodies to ensure that local needs

and priorities are being addressed. Area Boards are on the front lines of service
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delivery in that they provide public education, outreach and encourage
individuals to start and set up self-advocacy organizations.

The primary function of the SCDD is to create and monitor a State Plan,
which establishes goals and objectives for improving the service system in
California. The State Plan focuses on areas that must be enhanced and services
that are currently lacking. The State Plan aids the SCDD in making
recommendations and providing advice and guidance to the California

government and legislature.

2. Self-Advocacy

Built into California’s legislative scheme is the recognition that people with
disabilities should be able to advocate for their own rights. To that end, Area
Boards both encourage people with disabilities to start advocacy groups and help
to establish such groups.?”> Area Boards also have a mandate to provide
education to people with intellectual about rights and complaint procedures.?"®
Moreover, regional centers may, but are not required to, offer self-advocacy
training, facilitation and peer advocates.?’” To further this goal, the regional
center may hire facilitators, sponsor conferences held by self-advocacy groups
and cover the expenses of transportation to meetings.

In addition to the assistance provided by Area Boards and regional
centers, there are a number of organizations in California that promote and
support self-advocacy. These include People First and Disability Rights

California, whose Developmental Disabilities Peer/Self-Advocacy Unit exists
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specifically to provide support, education, outreach and training to self-
advocates. Through this program people with intellectual disabilities share their
experiences; become better informed about their legal, service and human rights;

and learn how to protect themselves and exercise their rights.?’®

3. Appeals to Regional Centres

Individuals who have complaints about the delivery or quality of their
services may appeal, depending on whether their dispute is with the regional
center or with the service provider.

The Lanterman Act sets up a formal appeal procedure that is engaged
when an individual disagrees with a decision made by a regional center -
affecting his or her eligibility or services. The individual’s legal guardian,
conservator or representative, or in the case of a minor, the person with legal
custody, can also appeal the decision of a regional center.?”® In either case,
complaints encompass decisions that deny services, stop services, change
services or decrease the level of services received.?®

The regional center must provide written notice of a denial of or change to
service.?®® The contents of the notice are strictly mandated and include what the
regional center will do, why and when they are doing it and the law, rule or policy
that enables their decision. Moreover, the notice must include information

regarding the appeal procedure, such as deadlines for filing, access to the

regional center’s records and where to seek advocacy help.
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The legislation itself dictates the deadlines for filing, as well as the means
by which a consumer can have his or her services continued while the appeal
process is pending.?®? Recognizing California’s ethnic diversity and high
immigration levels, the Lanterman Act also requires that all regional center
notices must be in the language that the consumer or his or her authorized
representative can understand.?®® This places the onus on the consumer or the
authorized representative to inform the service coordinator that notices in a
language other than English are required.

The first step in the appeal process is to request a hearing. The regional
center must acknowledge this request by sending a notice and providing the
person who made the request with a fair hearing request form.?®* The regional
center also has the duty to help with completing the form, if required.?®®> The
complainant may request an informal meeting with the regional centre, may
request mediation, or may refuse these options.?® If the appeal goes to a
hearing, it is heard before an administrative law hearing officer within 50 days of
the regional center having received the request for a hearing. The hearing officer,
in turn, must make a decision within ten business days of the end of the
hearing.?®’ Should the complainant disagree with the hearing decision, a further
appeal lies with the superior court. A Writ of Administrative Mandamus must be

filed within 90 days of the initial hearing’s decision.?®®
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4. Complaints to Service Providers

Subsection 4705(a) of the Lanterman Act states that as a condition of
receiving state funding, every service agency must have a written internal
grievance procedure.?®® Consequently, the starting point for addressing
disagreements with a service provider is obtaining a copy of the grievance
procedure. Moreover, all such service agencies must also adopt and state in
writing, in English and any other language appropriate to the needs of the
consumers of the particular agency, a mediation and fair hearing procedure.?®
Copies of the procedure and the relevant provisions of the Lanterman Act must
be posted on service agency’s premises.

A consumer of the agency’s services can also make a complaint to the
service provider’s licensing agency.?** A licensing agency is charged with
ensuring that licensed service providers comply with federal and state laws and
regulations. Most health care service providers are licensed by the Department of
Health Care Services while most community and residential care providers are
licensed by the Department of Social Services. Consumers can get help with

respect to their complaints to licensing agencies from an Area Board.
H. United States: Texas

In Texas, the provision of disability services falls within the purview of the
Health and Human Services Commission. This commission is further organized
into five state agencies, two of which are particularly relevant to this paper. The

Department of Assistive and Rehabilitative Services (“DARS”) works in
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partnership with Texans with disabilities to assist them with independent living,
improve their quality of life and help them achieve their goals. The Department of
Aging and Disability Services (“DADS”), has been in operation since September
1, 2004, and administers long-term services for people who are ageing and who
have cognitive and physical disabilities. DADS is also in charge of licensing and

regulating service providers who deliver services within its mandate.

1. DARS Service Standards and Complaints

DARS publishes DRS Standards for Providers and places the onus on
individual service providers to comply with the most recent Standards.?%?
Generally, all service providers are monitored continuously by DARS field
staff.?*® The Standards relating to the monitoring process enable periodic on-site
monitoring (both scheduled and otherwise), outline typical monitoring visits and
records reviews, and set out reporting guidelines regarding monitoring results.
Each service provider is required to establish a grievance procedure and a Client

Assistance Program.?®* The grievance procedure must be distributed and

explained to both consumers and staff of the service provider.

2. DADS Service Standards and Complaints

Any long-term care facility or agency that meets the definition of a nursing
home, assisted living facility, adult day care facility, privately owned Intermediate
Care Facility for Persons with Mental Retardation or Home and Community

Support Services must be licensed in the State of Texas. If the agency receives

101



funding under the Medicare and/or Medicaid programs, it also must comply with
regulations under Titles XVIII and/or XIX of the Social Security Act. DADS itself
is responsible for licensing such agencies, investigating complaints and provider
self-reported incidents, and monitoring facilities that fall out of compliance with
the regulations.

Complaints that are made by certified or licensed providers of disability
services are handled by the Consumer Rights and Services office of DADS. In
order to better serve its consumers, the Consumer Rights and Services office is
split into two units: Consumer Rights and Complaint Intake.

The Consumer Rights Unit specializes in a number of specific types of
complaints, including the Home and Community-based Services program, the
Texas Home Living program, mental retardation authorities, and rights and
issues affecting people with intellectual disabilities.?®®> The Complaint Intake unit
is charged with providing information about long-term care services and
community-based programs under DADS. It also processes complaints relating
to state supported or assisted or intermediate care living facilities, adult day
cares, home health agencies, hospices and personal assistance service
providers. All complaints are tracked by the intake tracking system, and any
investigations are conducted by Regulatory Services according to state and
federal rules and regulations.?®® Following an investigation, it is the duty of the
Regulatory Services to notify the person who made the complaint of their

findings. The notice can be provided in writing or by telephone.?*’
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3. Appeal Mechanisms under DARS and DADS

Since DARS and DADS both operate within the Health and Human
Services Commission and are required to provide the right to a fair hearing,
formal appeals in both cases will be directed to the Appeals Division of the
Commission. The appeals process and the administrative hearing will be
conducted by the Fair and Fraud Hearings section of the Appeals Division.

The Health and Human Services Commission follows the notice
requirements and administrative hearing procedures set out in the Texas
Administrative Code (“TAC”) and any other appropriate state or federal law or
regulations, depending on the program in question. Section 357.11 of the TAC
requires that a service provider must provide notice to the consumer when it
decides to deny or reduce services or eligibility. The provision also sets out the
contents of the notice, which include the right to a fair hearing, how to request an
appeal, the right to representation (legal or otherwise), the availability of
community legal services and any explanation of how the services may continue
while the legal process is ongoing. The right to a fair hearing as well as the
deadline for requesting a hearing are set out in subsection 357.3(b).

Pursuant to the TAC, Spanish interpreters are provided automatically,%®
while every effort is made to provide interpreters of other languages, including
sign language.?®® Subsection 357.21(c) also establishes a mechanism for
making a complaint with respect to the quality of interpretation service provided.
300

Appeal requests must be completed within 90 days of the request date.

If the complainant is not satisfied with the outcome of the appeal hearing, she or
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he may request an administrative review of the decision. The request for review
must be made within 30 days of the hearing decision. The request is forwarded
to the Health and Human Services Legal Division, which designates a Health and
Human Services lawyer to handle the review. The TAC outlines the

administrative and judicial review process in sections 357.701-703.

|. Conclusions

Like Ontario, several of the jurisdictions surveyed employ government
oversight and monitoring mechanisms to ensure quality of services. For example,
Alberta’s legislation sets out robust inspection and inquiry powers by
government-appointed inspectors. Under the Disability Act in Victoria service
providers must comply with quality standards and the government can appoint
administrators in cases where a service provider fails to meet these standards.
Interestingly, all the jurisdictions surveyed employed complaint and/or appeal
mechanisms as an important element of their service delivery systems. While
Ontario’s Social Inclusion Act requires service agencies to establish complaints
procedures, the legislation does not stipulate details about how the process
should function or what principles should underpin these procedures. In contrast,
many of the jurisdictions surveyed include very detailed requirements for
complaints and appeals processes in their respective legislation and policies.
British Columbia’s Complaint Resolution Policy and the appeal procedures under
California’s Lanterman Act are two examples. This suggests that robust

complaint and appeal mechanisms are an important element of enforcement in
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every developmental services system, including those in which government
oversight and monitoring are emphasized.

Several of the jurisdictions surveyed have employed elements of a rights-
based approach when designing service delivery systems and enforcement
mechanisms. California’s Lanterman Act, for example, provides for rights for
people with intellectual disabilities in the legislation itself. It also recognizes that
people with disabilities should be able to advocate on their own behalves, and
permits regional centres and Area Boards to provide self-advocacy training and
peer support to those who wish to learn about their rights or make complaints
about services. Several of the principles guiding the Australian Disability Rights
Commissioner can be linked to a human rights-based approach, including the
principles of accessibility, accountability, respect for rights and taking a person-
centered approach. In British Columbia, CLBC’s Complaints Resolution Policy
requires complaint procedures to be accessible and consistent with a person-
centered, rights-based approach. Notably, CLBC used the UN Convention on the
Rights of the Child as a reference for its policy.*** The use of elements of a
human rights-based approach in Canadian and international jurisdictions
demonstrates the utility and practical applicability of this approach for
developmental services.

Of note is the fact that self-advocacy is recognized as an important
element of enforcement in several of the jurisdictions surveyed. In Quebec,
Users Committees’ provide peer support to assist consumers to understand

complaints procedures and make complaints about services. They also assist in
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bringing systemic concerns to the attention of a service provider’s Board of
Directors. Under California’s legislative scheme, Area Boards encourage and
assist in the establishment of self-advocacy initiatives, and a number of self-
advocacy organizations exist. Self-advocacy is also promoted in the UK, where
service providers are legislatively required to make reasonable arrangements to
assist people with disabilities to express their views, manage their own care, and
support and promote their autonomy, independence and community involvement.
While a number of self-advocacy organizations and initiatives exist in Ontario,
few (if any) have a specific mandate to support people to understand their rights
in the developmental services sector, gain advocacy skills, or bring forward
complaints and concerns regarding service rights violations. The official
incorporation of self-advocacy initiatives into enforcement mechanisms in
Canada and abroad demonstrates that these initiatives are feasible, valuable
elements of a robust developmental services system.
V. ENFORCING RIGHTS IN ONTARIO’S DEVELOPMENTAL SERVICES
SECTOR: KEY COMPONENTS

Applying the four principles of a human rights-based approach, and
drawing on ARCH'’s experience, the input of people with disabilities and other
stakeholders, ARCH is of the view that the following are key elements that must
be part of a scheme to enforce the service rights of people with intellectual

disabilities who receive government-funded services and supports:
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Rights Education: People with intellectual disabilities must be
educated about their rights when receiving developmental services, as
well as their rights more generally. A rights curriculum must be created
to provide education about service rights, education about other rights
and related legal issues; training on identifying situations in which
rights are threatened; and what actions can be taken. While rights
education initiatives should be primarily targeted to people with
disabilities, service providers, administrators, support staff, and family

members must also receive rights education.

Complaint Mechanisms: The Social Inclusion Act requires service
providers to establish complaint procedures, but does not specify any
details about these procedures. Given the importance of ensuring that
an appropriate, accessible complaint mechanism exists for every
service provider, the Social Inclusion Act framework must be amended
to include more detailed provisions regarding complaint mechanisms,
including provisions to ensure that these mechanisms will be

accessible for people with intellectual disabilities.

Appeals to an Independent Administrative Body: The principle of
accountability requires that people with disabilities have recourse to an
independent administrative body if they are not satisfied with the

service provider’s response to the complaint. The Social Inclusion Act
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framework should be amended to include the designation of a newly
constituted, independent administrative body and a process to receive
appeals from complaints filed with service providers. The appeal
body’s processes and procedures must be accessible to people with
intellectual disabilities. In addition to adjudicating individual appeals,
the appeal body must create a process for annually reviewing appeals
to discern trends and issues needing broader attention by the Ministry

of Community and Social Services.

Peer Advocacy Committees: Self-advocacy is a vital component of a
system of enforcement for the developmental services sector. Self-
advocacy is a means to implement the principle of participation by
empowering people with disabilities, increasing self-confidence,
enabling greater autonomy in decision-making, and providing the
supports necessary to enable people to make complaints or raise
concerns about services. Peer Advocacy Committees composed of
people who receive developmental services must be created for
geographic regions throughout Ontario. Within their geographic
regions, Committees would conduct rights education activities; support
recipients of services to raise concerns and access complaint and
appeal mechanisms; and meet annually with the Ministry of
Community and Social Services to report on systemic concerns and

identify issues that require the Ministry’s attention.
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A. Rights Education

Stakeholders with disabilities reported that many people who receive
developmental services do not know that they have legal rights or that they are
entitled to service rights such as respect for privacy and the right to make
individual choices. Moreover, stakeholders reported that the culture of many
group homes and support services is such that most aspects of people’s lives are
controlled by service providers, family members, guardians and others. People
with disabilities are told what to do, when, and with whom. This culture of control
and absence of independent choice contribute to a lack of awareness about
rights, a sense that there are no other options, and a culture in which making
complaints or raising concerns about services is not possible.

Stakeholders with disabilities uniformly stated that it is necessary to
educate people with intellectual disabilities about their rights. Some linked
education about rights with issues of dignity, stating that rights education was
important because people with disabilities are people first. Others felt that rights
education was a way to empower people with disabilities - if people know about
their rights they would be better able to exercise independence, have privacy and
make choices about their day-to-day lives. Several stakeholders spoke of
personal experiences in which learning about their rights and gaining advocacy
skills had enabled them to gain self-confidence and improve their lives by making
their own choices and advocating for their entitlements. Thus, rights education
was seen by stakeholders with disabilities as an important way to achieve the

goals of a human rights-based approach, namely to develop a culture of rights in
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the developmental services sector and empower people with disabilities to be
active participants and consumers of services.

Stakeholders who work in the developmental services sector echoed the
sentiments of stakeholders with disabilities regarding the need for rights
education. They highlighted the need for concerted rights education efforts and
advocacy skills training. It was suggested that these activities must be provided
on an on-going basis.**? One service provider noted that from an ethical point of
view it was not acceptable to provide people with service rights without any
training or support to express and enforce those rights. 3%

The concept of rights education is supported by the human rights principle
of accessibility. In order to access enforcement mechanisms, people with
disabilities must know about their service rights and the various mechanisms
available to enforce those rights. Armed with information, people with disabilities
will be in a better position to exercise and enforce their rights.

Rights education would be facilitated by the creation of a general rights
curriculum. Orienting people with disabilities to the Social Inclusion Act and their
service rights is only one component of the content of this curriculum. The
curriculum must also include training on identifying and recognizing situations in
which rights are being threatened or violated. Equally, the curriculum must
include training on self-advocacy skills and what actions can be taken when
rights are threatened or violated. This could include training and information on
service providers’ complaints procedures and other enforcement mechanisms.

Legal information about issues related to service rights should be built into the
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curriculum; this may include information about human rights, informed consent,
substitute decision-making, privacy rights and other legal issues.

People with disabilities must be educated about their service rights as well
as other, more general rights, such as the right to be free from discrimination, the
right to equality before the law, and the right to vote. Education about general
rights is important so that people with disabilities may exercise the rights and
responsibilities of citizenship; become aware of legal protections that exist
outside the developmental services sphere; and participate in broader society.
Many of the stakeholders with disabilities who participated in the consultations
were aware of their general and service rights, however there was some
confusion about which rights applied in which context. This points to the need for
clarity when designing educational curricula so that people with disabilities are
provided with legally accurate rights information.

Critiques concerning rights education point to the importance of
articulating and presenting rights information in a manner that is accessible and
understandable to people with intellectual disabilities. This was a concern echoed
consistently by stakeholders with disabilities. Stakeholders stated that rights
information must be presented in plain language. The use of pictograms and
cartoons was also suggested. Equally, attention must be paid to ensuring that the
manner in which rights education is delivered is accessible to people with
intellectual disabilities. It is unlikely that listening to a lecture of several hours will
be an effective means of transmitting the information. Creative means of

delivering the rights curriculum are necessary, such as role play scenarios,
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storytelling, games, videos and small group discussions.3** Activities that
simulate everyday, real-life situations are more likely to enable people with
intellectual disabilities to apply the knowledge and skills they learn to their every-
day lives. Rather than providing one educational session, several short sessions
may be more effective. Educational activities that are interactive and incorporate
audio, video and other technology may be especially engaging and effective.**
In addition, rights education must be ongoing to facilitate a culture of rights
awareness and ensure that people have opportunities to ask questions and
obtain clarification about rights issues.

Critics of rights assert that providing legislatively enshrined service rights
and accompanying enforcement mechanisms are unlikely to imbue the
developmental services sector with a culture of rights awareness and respect
unless the attitudes and beliefs of service providers are changed. Similar
concerns were voiced by stakeholders with disabilities, who suggested that
support workers must also receive rights education. Stakeholders also noted that
some family members can be a source of valuable support, while others
perpetuate or collude in rights violations. ARCH is of the view that given the
wide-ranging lack of knowledge about service rights among people with
disabilities, and the importance of rights education to the empowerment of people
with disabilities, efforts to infuse rights into this sector must be focused on people
with disabilities. However, recognizing that a change in culture depends on all
participants in the sector, service providers, administrators, workers, family

members and others who support people with disabilities must also be educated

112



about and sensitized to rights issues. It must also be noted that a change in
organizational and sectoral culture will not happen quickly. One service provider
reported that rights issues only began to be raised by people with disabilities and
support workers several years after management began a process of rights
education.®®®

When asked who should provide rights education, stakeholders with
disabilities overwhelmingly stated that it would be most effective if self-
advocates, people with intellectual disabilities who either receive or are familiar
with developmental services, provided the education. Stakeholders felt that
people with intellectual disabilities were more likely to trust self-advocates
because they were viewed as peers, rather than outsiders. Trust was considered
to be one of the most important elements to the success of rights education and
enforcement. Stakeholders expressed concern that people may be reluctant to
participate in rights education, ask questions or discuss rights violations if
educational sessions were led by someone other than a self-advocate. Such
reluctance would likely be due to dependence on support workers and fear of
negative consequences or possible reprisals if concerns about services or rights
violations were raised. ARCH recommends that the rights education curriculum
be developed in consultation and partnership with people with intellectual
disabilities and consumer-led self-advocacy organizations such as People First.
Self-advocates should be supported to deliver the curriculum to people with
disabilities. This can be done via Peer Advocacy Committees, which will be

described later in this section.
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ARCH is of the view that rights education should be mandatory for people
who receive developmental services and those who work in the developmental
services system. For people with disabilities, rights education must be done in
the absence of service providers, and in a manner that ensures confidentiality.
These elements may assist in protecting people with disabilities from reprisals,
as support workers would not know when rights education was received or what

concerns may have been raised, and by whom, during educational sessions.

B. Complaint Mechanisms

The majority of stakeholders with disabilities agreed that complaint
mechanisms, formalized processes by which people with disabilities can raise
concerns with service providers and receive a response, are important
accountability measures. The human rights principle of accessibility requires that
complaint mechanisms be designed to ensure that people with disabilities can
access and utilize them effectively. Complaints procedures that are overly
complex, legalistic or otherwise inaccessible would create barriers that prevent
people with disabilities from using them, ultimately undercutting the principle of
accessibility and the very purpose for which the complaint mechanism was
created.

The Social Inclusion Act requires service providers to establish complaint
procedures, however the Act and draft regulations do not set out any details with
respect to such procedures. Like other jurisdictions, many Ontario service

providers currently have complaints procedures or complaints policies, however
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these mechanisms vary from one provider to another. Stakeholders with
disabilities who participated in consultations were of the view that some agencies
have effective complaint mechanisms, while other agencies do not have such
mechanisms or people are not aware of their existence. Of those service
providers who have complaint mechanisms, many require or prefer that the
complaint initially be made to the staff person who works with the person with the
disability. Stakeholders noted that this presented a barrier because often the
complaint or concern related directly to that worker, and people felt
uncomfortable or feared complaining to that individual.

Given the importance of ensuring that an appropriate, accessible
complaint mechanism exists for every service provider in Ontario, ARCH
recommends that the Social Inclusion Act framework include more detailed
provisions regarding complaint mechanisms. These provisions could be
incorporated into the legislative framework via an amendment to the Act or, the
enactment of regulations pursuant to s. 38(p) of the Act. Such provisions should
require service providers to create policies and procedures and establish a
formal complaint mechanism that people can access when they wish to raise
concerns, recommend changes or complain about the services and supports
they receive. Complaint mechanisms must include, at minimum, information on
how the complaint can be made and to whom it should be directed; what efforts
the service provider will undertake to address and resolve the complaint;
procedures for written notification regarding the actions to be taken to address

the complaint; timeframes within which the agency will respond to the complaint
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and take action to address and resolve the complaint; a requirement that the
service provider provide information on advocacy resources that the person can
choose to access if she or he wants support to make the complaint; and
information on what steps the person can take if she or he is not satisfied with
the service provider’s response to the complaint. This should include information
about various levels of review within the agency, as well as information about
appeal mechanisms. The complaint mechanism should not require complaints to
be made initially to the person’s primary support worker. Instead, complaint
mechanisms should offer various points of entry.

Consistent with the principle of accessibility, complaint mechanisms must
be accessible and useable by people with intellectual disabilities. Legislative
provisions should require service providers to ensure that people with disabilities
be informed about the complaint mechanism in a language and manner that is
meaningful to them. This would include the use of plain language, pictograms
and other accessible means. People should be informed of the availability of
such mechanisms when they begin receiving services and annually thereafter.
Moreover, complaint forms and other administrative components of complaint
mechanisms must be written in accessible language, and not be overly lengthy or
complex.

Complaint mechanisms must be designed so that appropriate
accommodations and supports are available. Complaint policies or procedures
should state that the person making the complaint has the right to have an

advocate, family member, or friend support him or her throughout the complaint
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process. People with disabilities may also choose to receive support through
Peer Advocacy Committees.

As discussed earlier, a significant barrier that prevents people with
intellectual disabilities from utilizing complaint mechanisms is fear of reprisal. To
combat this barrier, complaint mechanisms must build in safeguards to ensure
that people who make complaints are not subject to retaliation, reprisal or
threats. The Social Inclusion Act framework must include a provision prohibiting
such actions. In addition, it is hoped that rights education combined with
voluntary monitoring on the part of Peer Advocacy Committees (as described
later in this section) would reduce the incidence and fear of reprisals, and
contribute to the creation of a culture of rights.

The primary function of complaint mechanisms is to address the individual
concerns of people who receive services, however complaint mechanisms
should also be used to uncover and address systemic issues. ARCH
recommends that the Social Inclusion Act framework require service providers to
develop policies and procedures for reviewing all complaints to determine trends,
areas needing performance improvement and actions to be taken. Service
providers must be required to keep records of all complaints received and their
outcomes. These records should be reviewed annually, and recommendations
should be made for service improvement, revisions to policies and procedures,
changes in practice, informing the training of staff, and investigation of systemic

concerns.
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C. Appeals to an Independent Administrative Body

The creation of complaint mechanisms to enable people with disabilities to
raise rights-related concerns with service providers is important, but it is not
sufficient. The human rights principle of accountability requires that people with
disabilities must have recourse to an independent adjudicative body if they are
not satisfied with the service provider’s response to the complaint.

ARCH recommends that the Social Inclusion Act framework be amended
to include the designation of an independent administrative body and a process
to receive appeals from complaints filed with service providers. The
administrative body would be a newly-constituted complaint appeals and review
body made up of members who have expertise or experience in the
developmental services sector; knowledge of relevant legislation including the
Social Inclusion Act and accompanying regulations; and knowledge of relevant
administrative law principles including natural justice, fairness and due process.
The appeal body would have fairly broad remedial powers to dismiss appeals,
make orders requiring service providers to remedy rights violations, or take
appropriate actions within specified periods of time. The appeal body may also
require investigative powers to ensure that it has access to sufficient information
to make a fair decision, and that it can verify information received from the
parties.

Parties to an appeal would likely be the person or people who made the
original complaint and the service provider. Elements of the appeal process

would include a timeframe within which the appeal body would conduct mediation
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or dispute resolution or begin a hearing after it receives the appeal, and a prompt
timeframe within which a decision would be rendered and the parties notified.
Legislation establishing the appeal mechanism must strictly prohibit any threats,
reprisals or retaliation against a person who exercises their right to appeal.*®’

The appeal board should create a process for annually reviewing appeals
to determine trends and areas needing performance improvement and/or greater
enforcement action. Such information could be delivered to the Ministry of
Community and Social Services via an annual report. This would be a valuable
function of the appeal body, as it may assist in addressing systemic concerns in
a proactive manner.

Of utmost importance when designing the appeal body’s process is the
need to ensure that the process is accessible to people with intellectual
disabilities. A formal, legalistic process is not likely to achieve this objective.
Rather, the appeal body’s process must be simplified, fairly flexible and must
incorporate accessibility features that enable people with intellectual disabilities
to readily participate in the process. This may include, for example, creating
appeal forms and instructions about the process that are in plain language,
pictograms or other accessible format. Appeal body members must have an
understanding of their obligation to accommodate people with disabilities during
the appeal process, and must receive practical training to enable them to fulfill
this obligation. Procedures must include non-adversarial options for resolution of
the appeal, such as informal meetings and facilitated mediation. Procedural

barriers that may prevent people from participating, such as requirements to draft
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and file large numbers of documents, adhere to tight deadlines, or present
complex legal arguments, must be modified. Similarly, attention must be paid to
ensure that procedural requirements regarding mental capacity do not create
undue barriers that prevent people from participating in the process.**® People
with disabilities may want or need the assistance of legal counsel or a lay
advocate during the appeal process, and the appeal body may be able to provide
appropriate referrals. Equally, people should be entitled to have an advocate,

family member, or friend support them throughout the appeal process.

D. Peer Advocacy Committees

Self-advocacy has been defined by people with disabilities as:

...learning to speak assertively for yourself, learning to make decisions and solve
problems on your own, and learning, practicing and implementing the rights and
responsibilities of citizenship.*

According to Tim Stainton, three elements are necessary for self-advocacy to be
effective. There must be a clear recognition of the individual’s right to decide for
themself; individuals must be given the support and information necessary to
make informed decisions; and alternate forms of communication must be
recognized and supported.>*°

As discussed earlier, the literature on human rights-based approaches
views self-advocacy as a primary means by which people with disabilities can
become active participants in service systems. Self-advocacy provides
knowledge, skills and partnerships to enable and support people with intellectual
disabilities to advocate for their beliefs, express their needs and make decisions

about their lives. Stakeholders with disabilities were strongly in favour of self-
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advocacy as a tool for enforcement. They echoed the findings in the literature,
reporting that from personal experiences and their observations of others, self-
advocacy was a means to empower people with disabilities, increase self-
confidence, enable greater autonomy in decision-making, and provide support to
make complaints or raise concerns about services. Making self-advocacy part of
an enforcement system in the developmental services sector is, therefore, a way
to implement the principle of participation.

ARCH recommends that a Peer Advocacy Committee be created for each
geographic region in the province. Each committee would be comprised of
members, all of whom receive services or funding from one or more of the
service providers in that geographic region. Committees would be responsible for
working with people with disabilities and service providers in their geographic
region.

Committees would have three primary roles. First, they would be
responsible for conducting rights education activities with people who receive
services in their geographic area. Committee members would receive training on
the content of the rights education curriculum and methodologies for delivering
the information in an accessible manner. Rights education would include
information regarding enforcement of rights, including how to make a complaint
or conduct an appeal. Second, committee members would be available to
support individuals to make complaints and access established complaint and
appeal mechanisms. This may include providing information about available

complaint and appeal mechanisms; assisting with the identification of situations
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in which service rights have been threatened or violated and it is appropriate to
make a complaint; assisting with the completion of administrative requirements
such as filling out complaint forms; supporting the characterization of the
complaint and identification of which service rights were threatened or violated;
and connecting the person with advocacy or support resources if necessary.
Such support would be provided at the request of the individual and in a
confidential manner. The committees’ final role would be to meet annually with
the Ministry of Community and Social Services to report on systemic concerns
and assist in identifying issues that could be addressed by the Ministry.
Stakeholders with disabilities generally felt that supporting people to
access enforcement mechanisms was best done through Peer Advocacy
Committees, rather than through external advocacy resources, such as an
ombudsperson or designated advocate. Trust was cited as a very important
consideration when deciding whether to make a complaint or seek assistance in
doing so. Members of Peer Advocacy Committees were viewed as people who
could be trusted much more readily than external advocates because of their
status as fellow service recipients and members of the disability community. One
stakeholder stated that members of Peer Advocacy Committees would feel more
like family and would speak the same language as those they support, as
opposed to outsiders who don’t use plain language and tend to make people who
receive developmental services nervous. As members of the community of
people with disabilities who receive developmental services, committee members

would be present in the day-to-day lives of those they would support. This
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visibility and familiarity would enable people to have relationships with members,
develop trust, and feel much more comfortable relying on members for support
when enforcing their rights. As a result, Peer Advocacy Committee members
would be called upon more often, making them likely to be more effective at
supporting and enabling people with disabilities to raise concerns and make
complaints than external advocates.

The visibility and familiarity of Peer Advocacy Committees within the
community of people who receive developmental services may also help to
address some of the unique needs of people with intellectual disabilities who do
not speak or appear to have very limited understanding of their rights. Members
of the Peer Advocacy Committee who have long-term relationships with such
individuals may be better able to communicate with them, interpret their
communication and understand when they are distressed or upset. This would
enable Peer Advocacy Committees to deliver rights education in a manner that is
tailored to the particular communication style and needs of people who may
otherwise not receive or benefit from such education. Peer Advocacy Committee
members may also be able to identify potential situations in which the person’s
rights have been threatened or violated, and offer their support. This kind of
proactive approach to advocacy support cannot be offered by external advocates
who are unfamiliar with the personality, unique communication needs, and day-
to-day lives of people with intellectual disabilities.

The presence of Peer Advocacy Committee members in the community

may also assist in reducing fear of reprisals or retaliation, which is one of the
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primary barriers to making complaints regarding service rights. Committee
members who have assisted an individual to bring forward a complaint will be
aware of the nature of the complaint and the parties involved. The committee
member will also be familiar with the day-to-day functioning of a group home or
service provider and the nature of the relationship between the complainant and
their support workers. As a result, the committee member will be in a position to
monitor this relationship and become aware of any threats, reprisals or retaliation
the complainant is subject to, either through his or her own observation or
through conversations with the complainant. In consultation with the complainant,
the committee member may then assist in engaging the Peer Advocacy
Committee to address such reprisals or retaliation. Committee members may be
reluctant to take on such a role due to their own fears of retaliation. As a result,
monitoring of retaliation and reprisal should be done at the discretion and option
of the individual committee member or Peer Advocacy Committee. This should
not be one of the roles officially required of Peer Advocacy Committees.

It is vital for Peer Advocacy Committees to be supported in their work by
independent facilitators or advisors. The concept of self-advocacy groups being
supported by facilitators and advisors is not new. Facilitators have successfully
supported self-advocacy groups for decades, and play a key role in Canadian
consumer-led self-advocacy organizations, such as People First. The role of the
facilitator is to ensure that committee members are appropriately supported to
fulfill their roles. This could include ensuring that members receive appropriate

training; coordinating and arranging for meetings and other administrative tasks;
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providing plain language interpretation during meetings with government or
service providers; and locating additional supports that committees may require
such as legal aid services or media contacts.*!* Facilitators do not make
decisions for committee members or provide advocacy support instead of
committee members. Rather, they are skilled at assisting committee members to
acquire the skills and knowledge needed to fulfill their role. Facilitators are
committed to empowerment, and assist the committee while respecting the
dignity and self-determination of individual committee members.3*? Similar to
facilitators, advisors do not make decisions for committee members. Advisors
provide guidance and advice in their area of expertise and help committee
members to understand the pros, cons and implications of decisions. Often a
self-advocacy group will have several advisors.

Stakeholders emphasized the importance of ensuring that Peer Advocacy
Committees are completely independent from service agencies and government.
This is vital in order to ensure that Peer Advocacy Committees are able to fulfill
their roles, without being restricted due to conflicts of interest, accountability to a
service provider’'s Board of Directors, conditions tied to funding, or simply what
others decide may be the best course of action. The importance of independence
was highlighted, as several stakeholders spoke of personal experiences in which
they were asked to participate in a service provider’s initiative or provide the
perspective of people with intellectual disabilities, only to have their contributions
ignored, have very little input into decision-making, and feel as if they had served

a tokenistic role. Interestingly, the importance of independence was echoed by
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stakeholders in Quebec who are familiar with the role of Users’ Committees in
that province.?"?

The principle of independence applies to facilitators and advisors as well.
Peer Advocacy Committees must receive government funding to employ
facilitators and advisors. Facilitators and advisors must be recognized as
employees of Peer Advocacy Committees, not as employees of government or
service providers. Peer Advocacy Committees must be able to interview and hire
facilitators and advisors of their choosing, evaluate their performance, and
terminate those who do not fulfill their roles appropriately. Committee members
would also be responsible for orienting and training their facilitators and
advisors. 3!

It must be noted that a number of Ontario service providers presently have
self-advocate committees that are associated with the agency. The role that
these committees play varies from agency to agency, but can include providing
information to the Board of Directors about policies and issues that affect people
with intellectual disabilities; working on specific issues that arise associated with
the rights, needs and interests of people with intellectual disabilities; and playing
a role in decisions made by the agency that affect people with intellectual
disabilities.*"> These self-advocate committees serve a vital role in empowering
people with intellectual disabilities and enabling them to participate in the
provision of developmental services. However, this is distinct from the Peer
Advocacy Committees proposed in this report. If implemented, Peer Advocacy

Committees would have a specific mandate to provide on-going rights education,
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assistance with complaints, systemic advice to the government and voluntary
monitoring. Self-advocate committees may conduct some of these activities from
time to time, but do not have a mandate to do so in a concerted, on-going
manner. In addition, Peer Advocacy Committees must be independent from
government and service providers, while existing self-advocate committees are
associated with a service provider or agency. Self-advocate committees are also
distinct from consumer-driven organizations such as People First. Given the
existence of self-advocate committees and People First groups, it will be
important to name the Peer Advocacy Committees in a way that recognizes the
distinctions between these groups. If Peer Advocacy Committees are
implemented in Ontario, ARCH recommends that consultations be held with the
community of people with intellectual disabilities regarding appropriate
terminology. Consultation would also be able to identify existing networks and
structures within the community that could participate in the development and

implementation of Peer Advocacy Committees.

E. Conclusions

Based on the human rights principles of accountability, accessibility,
participation and independence, each of the recommended mechanisms is an
important part of a scheme to enforce the service rights of people with intellectual
disabilities. To have maximum impact, it is necessary to implement all of the
mechanisms, as they can work together to address some of the unique

challenges in the developmental services sector. For example, rights education
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for people with disabilities, service providers, support workers and family
members will contribute to a culture of rights, thereby reducing the incidence of
reprisals or retaliation when people with disabilities make complaints or raise
concerns. Rights education alone, however, will certainly not ensure complete
security from reprisals. The potential for reducing the incidence and fear of
reprisals will be greatly enhanced if rights education is combined with voluntary
monitoring that Peer Advocacy Committees may choose to undertake. Similarly,
complaint mechanisms provide a vehicle for individuals to raise concerns about
service rights, however without the support of a Peer Advocacy Committee,
many complaints may not be made due to fear or lack of awareness about the
process. Having a mechanism to make complaints to service providers is
important, but without an independent appeal process complaints may not be
effective. It is important to note that each of the recommended enforcement
mechanisms incorporate an element of systemic oversight, advocacy or
enforcement. Together, the recommended enforcement mechanisms can ensure
that common concerns or rights violations are addressed on a systemic basis, in

a proactive manner.

VI. CONCLUSION

This report proposes that, despite the limitations of the Social Inclusion
Act, the Ontario government’s promise that this legislation will give people with
intellectual disabilities more independence, choice and foster their full inclusion in

society is a promise that can be realized. True transformation of Ontario’s
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developmental services system is possible. Two of the key ingredients that are
necessary to achieve this transformation are: the inclusion of service rights for
people with disabilities in the Social Inclusion Act framework; and the creation of
robust mechanisms that will enable people with disabilities to realize and enforce
their rights.

Adopting a human rights-based approach has transformative potential for
Ontario’s developmental services sector. Philosophically a human rights-based
approach can help to address the historical discrimination and segregation that
people with disabilities have endured as a result of previous government policies.
Practically, the implementation of such an approach can result in the creation of
services that are more responsive to the needs of people with intellectual
disabilities; address some of the challenges that prevent people with intellectual
disabilities from exercising self-determination; and, include greater accountability.

Applying the principles of a human rights-based approach, and drawing on
ARCH's experience, the input of people with disabilities and other stakeholders,
ARCH proposes that there are four key elements that must be part of a scheme
to enforce the rights of people with intellectual disabilities who receive
developmental services and supports:

¢ Rights education for people with disabilities, service providers, support

workers, family members and other stakeholders;

e Amendment of the Social Inclusion Act framework to include more

detailed provisions regarding complaint mechanisms, including
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provisions to ensure that these mechanisms will be accessible for
people with intellectual disabilities;

e Designation in the Social Inclusion Act framework of an independent
administrative body and a process to receive and resolve appeals from
complaints; and,

e The creation of Peer Advocacy Committees, who would be charged
with conducting rights education activities, supporting recipients of
services to use complaint and appeal mechanisms, and meeting
annually with the Ministry of Community and Social Services to report
on systemic concerns.

Implementation of these four proposals is achievable. Experiences from
jurisdictions outside Ontario demonstrate that rights education initiatives, robust
complaint and appeal mechanisms, and the creation of self-advocacy networks
are feasible, valuable elements of a strong developmental services system. Many
consumer-run organizations of people with intellectual disabilities already exist to
support the realization of greater rights in the developmental services sector. In
addition, several service providers throughout Ontario have acknowledged the
need for greater rights awareness and enforcement, and have taken the initiative
to develop a variety of rights documents, curricula and enforcement mechanisms.
Thus, momentum for the implementation of the four proposals currently exists
within the developmental services sector. It must also be noted that Ontario is
fortunate to have an active, diverse community of stakeholders in the

developmental services sector, many of whom could be consulted with to
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participate in the formulation and implementation of these proposals.
Opportunities exist for the government to partner with people with intellectual
disabilities, service providers and disability advocacy organizations to facilitate
implementation.

ARCH hopes that the research and recommendations included in this
report will be given serious review and consideration. Adopting a new approach
to developmental services and incorporating the proposals in this report will
enable people with intellectual disabilities to become empowered and to gain

more independence and choice in their day-to-day lives.

APPENDIX 1: List of Participants in Consultations

Alberta PDD Program Edmonton Region Community Board
Anonymous

California Area Board VII

Community Living British Columbia

Community Living Welland Pelham and Brock University 3 Rs Project: Rights,
Respect & Responsibility

Council of Community Living Ontario

Greater Moncton Association for Community Living
People First of Lanark County

People First New Brunswick

People First of Ontario

Quebec Service Quality and Complaints Commissioner

West Montreal Rehabilitation Centre
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393 Interview of the Community Living Welland Pelham and Brock University 3 Rs Project (17
June 2010) [Interview of 3 Rs Project].

%4 One service provider noted that a combination of group training, online training and games
was found to be the most effective method of delivering rights education to people with
intellectual disabilities in a group home setting. Interview of 3 Rs Project, note 303.

395 Tarulli, Tardif, Griffiths and Owen, note 65 at 167-170.

%% Interview of 3 Rs Project, note 303.
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Act, 1994, S.0. 1994, c.26, s. 3(1)7, the Long-Term Care Homes Act, 2007, S.0. 2007, c. 8, s. 26,
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<http://www.archdisabilitylaw.ca/?q=addressing-capacity-parties-ontario%E2%80%99s-
administrative-tribunals-respecting-autonomy-protecting-fairne>.

399 people First of Washington and The Self-Advocacy Project Rehabilitation Research and

Training Center, University of Oregon, Speaking Up and Speaking Out: An International Self-
Advocacy Movement: A Report on the International Self-Advocacy Leadership Conference, July
23-29, 1984 (Washington: Professional Liltho, 1985) at 49 [Speaking Up and Speaking Out].

310 gpeaking Out, note 57 at 96-97.

150



311 gspeaking Up and Speaking Out, note 309 at 20.

%12 Whitehead and Hughey, note 1 at 16.

313 Interview of West Montreal Rehabilitation Centre, note 236.

314 gpeaking Up and Speaking Out, note 309 at 21 and 53.

315 Community Living Ontario, “The Council”, online: Community Living Ontario

<http://www.communitylivingontario.ca/self-advocates/council> (last accessed: 30 May 2010).
Community Living Toronto, “Self-Advocates”, online: Community Living Toronto
<http://www.communitylivingtoronto.ca/misc/advocate/index.html;jsessionid=3214749F3B7C4A46
698DB2034C012B41> (last accessed: 30 May 2010).
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APPENDIX 2: List of Acronyms

Advocate

Board
CEO
CLBC

Commissioner

Commissioner

CRPD

CSA

CSSS

CQ Commission
DA

DADS

DARS

Draft Regulation

HRB Approach

HSCA Regulations
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Advocate for Service Quality (British
Columbia)

Disability Services Board (Australia)
Chief Executive Officer
Community Living British Columbia

Service Quality and Complaints
Commissioner (Quebec)

Disability Services Commissioner
(Australia)

Convention on the Rights of Persons
with Disabilities

Care Standards Act 2000 (UK)

Health and Social Services Centre
(Quebec)

Care Quality Commission (UK)
Disability Act 2006 (Vic.) (Australia)

Department of Aging and Disability
Services (US: Texas)

Department of Assistive and
Rehabilitative Services (US: Texas)

Draft Regulation on Quality
Assurance Measures (Ontario)

Human Rights-based Approach
Health and Social Care Act 2008

(Regulated Activities) Regulations
2010 (UK)



Lanterman Developmental

Lanterman Act N : .
anterman Ac Disabilities Act (US: California)

Local Government Ombudsman

LGO (UK)

NDA Nationa! Disability Agreement
(Australia)

NGO Non-governmental Organization

An act respecting the health and
social services ombudsman
(Quebec)

Ombudsman Act

Persons with Developmental
PDD Program P
ogra Disabilities Program (Alberta)
SCDD State Council on Developmental
Disabilities (US: California)

Services and Supports to Promote
the Social Inclusion of Persons with
Developmental Disabilities Act
(Ontario)

Social Inclusion Act

Standards and Procedures for Adult
Residential Facilities (New
Brunswick)

Standards and Procedures

TAC Texas Administrative Code (US:
Texas)
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