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Message from the Ombudsperson
In October 2009, we submitted our report on government services for children aged 0 to
7 years with pervasive developmental disorders (PDD) to the National Assembly. The
report’s findings were clear: access to public services for children with PDD and their
parents is a path fraught with pitfalls, generally leading to legitimate frustrations.
Since the tabling of its report, the Québec Ombudsman has followed up on its
recommendations and noted the efforts made by the various public service networks
and institutions under sometimes difficult conditions. We would be remiss not to
acknowledge the progress made and the work accomplished by the various players.
Admittedly, building and strengthening the required collaboration between the various
public bodies responsible for delivering myriad services is a huge challenge. However,
effective collaboration is crucial to ensuring the necessary continuum of integrated and
timely service delivery. It is also crucial to ensuring stability and building a trusting
relationship with the system navigator charged with assisting people with a pervasive
developmental disorder, particularly during transition periods.
In the wake of its first report, the Québec Ombudsman received complaints and reports
about the lack of services for teens and adults with PDD. The persistent dissatisfaction
expressed by everyone concerned, i.e. people with PDD, their parents and caregivers,
and professionals from the various networks, prompted us to pursue our investigation
and examine the provision of services to people over age 7 with a pervasive
developmental disorder, while settling these complaints, which were deemed to be
substantiated.
We faced numerous challenges in trying to determine the causes of the general
dissatisfaction. Contrary to what we were expecting, one of our first findings was the
range of public services offered to teens and adults with PDD. However, we also
discovered that the service offering remains theoretical; in reality, the promised services
are few and far between and are not equally accessible. In our view, understanding the
reasons for the existing gap between stated services and services actually accessible to
citizens was crucial, and that is the object of this report.
Based on the information sources available to us when this report was released,
approximately 20,000 people in Québec might be living with a pervasive developmental
disorder. And that is a minimum estimate. We were unable to collect data on the number
of caregivers of people with PDD. Caregivers deal with public services on a regular basis
and often need them themselves, especially general and specialized respite services.
Taking into account the diverse profiles of people with PDD, which greatly influence the
type and level of services required, we were able to identify four major themes: access to
health and social services based on individual needs, a fulfilling education path, a
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successful adult life that provides self-fulfilment, and a living environment suited to the
person’s level of autonomy. For each of these themes, we have identified the problems
encountered, attempted to illustrate their tangible impact on the lives of the target
population, and proposed realistic and sustainable courses of action to improve the
situation.
Once again, our analysis of the most frequently expressed needs underscored the
requirement that all stakeholders must adopt a comprehensive approach in addressing
the diverse needs of people dealing with complex issues. This means strengthening the
capacity of professionals from the health and social services, education and employment
networks and of players from various public institutions to harmonize their
interventions. Stronger intersectoral action is required to bring lasting improvement.
Tools already exist, such as individualized, intersectoral service plans (IISPs). It is time to
encourage, if not compel, their optimal use.
This report is primarily aimed at decision makers, administrators, professionals and
practitioners from the public service networks involved in dispensing services to people
with a pervasive developmental disorder, i.e. the Ministère de la Santé et des Services
sociaux, the Ministère de l’Éducation, du Loisir et du Sport, the Ministère de l’Emploi et
de la Solidarité sociale and the Office des personnes handicapées du Québec. It discusses
service direction, planning and management, including clinical services, defines common
expressions in specialized fields, and touches on structures, documents, instruments and
approaches of a specialized and often technical nature. However, every
recommendation is aimed at tangibly improving access to services for people with PDD
and their families.
Over the last few months, a number of advocacy groups working on behalf of other
vulnerable populations have reported similar situations to those discussed in this report.
It is my sincere hope that the significant effort made by the Québec Ombudsman to
produce two reports on services for people with PDD will, to a large extent, benefit
these groups as well. I am thinking, in particular, of people with an intellectual or physical
disability. In most cases, the reflections, findings and proposed courses of action
contained in this report also apply to these two population groups and can be adapted
to their needs. In fact, the same principles underlie the social integration and
participation of people with diverse disabilities. I cannot stress enough the importance of
clearly defining and tailoring the public service offering for all people with disabilities.
In closing, I would like to thank everyone who participated in the consultations held for
the purposes of this report. The views expressed by people with PDD, their families and
professionals from the various public service networks informed our reflections. They
can rest assured that my team and I will make every effort to ensure that the
recommendations in this report are effectively implemented. This report calls for
important and major changes. However, these changes are critical to ensuring that the
most vulnerable Quebecers have access to the services they need and to optimizing
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public investments in the networks concerned. I understand why people with PDD and
their families are anxious to see positive changes. Some actions will be taken in the short
term; others in stages. Some recommendations call for a complete shift in organizational
culture. The Québec Ombudsman will closely monitor the general situation in the coming
years and, in every case brought to its attention, will ensure that people with PDD and
their families receive quality services and that their rights are respected.

Raymonde Saint‐Germain
Québec Ombudsperson
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Executive SummaryI
Pervasive developmental disorders (PDDs) II are characterized by severe and pervasive
impairment in several areas of development – reciprocal social interaction skills,
communication skills – or the presence of stereotyped behaviour, interests and activities.
The qualitative impairments that define these conditions are distinctly deviant relative to
the individual’s developmental level or mental age. The diagnostic category pervasive
developmental disorders refers to a group of five distinct disorders: Autism, Asperger
Syndrome, Pervasive Developmental Disorder Not Otherwise Specified (PDD-NOS),
Rett’s Syndrome and Childhood Disintegrative Disorder.
People with PDD have varying needs for public services. The most commonly expressed
ones include access to health and social services based on their needs, a fulfilling
education path, a successful adult life that provides self-fulfilment, and a living
environment suited to their level of autonomy.
Access to health and social services based on individual needs
For people with PDD, access to services for both physical and mental health problems is
often compromised. There is a noted tendency to associate a physical health problem
with the PDD, especially if the person is non-verbal.
Mental health services are often limited to medical consultation and medication followup and, in some regions, are available solely at health and social services centres (CSSSs).
Access to the required services is further complicated when multiple conditions are
involved: there is confusion over the respective roles and responsibilities of professionals
from the different institutions involved, which undermines collaboration and complicates
meaningful intervention. Development of expertise in dealing with people who have a
PDD and a mental health problem needs to be stepped up in order to provide
professionals with clinical tools to facilitate more effective intervention.
Special attention must also be given to developing clinical expertise in dealing with
behavioural disorders, including severe behaviour problems and problems relating to
sexual and emotional issues. CSSS teams and other professionals must have valid clinical
tools to better prevent disruptive behaviour, especially at school.
Families of people with PDD are particularly vulnerable to burnout and psychological
distress due to the heavy parental responsibilities they carry. Caregivers have high needs
I

All of the Québec Ombudsman’s recommendations as well as the means of follow-up are presented in
Appendix 1.
II
In this report, the acronym PDD always refers to pervasive developmental disorders and never to the
people living with them. The expression “people with PDD” is used to refer to people with the
characteristics of a pervasive developmental disorder. Appendix 2 contains a description of each of the
disorders on the PDD spectrum.
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for support and respite services, needs that are rarely met. Support and respite services
are not always accessible and, when they are, they vary widely from one region to the
next. The Ministère de la Santé et des Services sociaux (MSSS) must review its support
program for families of people with disabilities as quickly as possible and place emphasis
on establishing integrated respite and specialized respite care services.
A fulfilling education path
The school system should help students with PDD reach their full potential in terms of
learning and social and communication skills. Adopting an individualized approach, i.e. an
approach that addresses the specific needs of each person, and implementing
preventive measures and special education services requires effective collaboration
between the education and health and social services networks. To that end, use of
individualized, intersectoral service plans (IISPs), a recognized tool, should be reinforced.
Currently, not all students who should have an IISP have one, or there is not proper
follow-up.
Certain practices that involve classification of students according to categories of
difficulty is questionable, as these practices are not based on a rigorous assessment of
each student’s abilities and needs. Where possible, efforts must be made to find mixed
integration solutions that are more flexible and often more beneficial for the student.
Management of disruptive behaviours associated with PDD must go beyond immediate
crisis intervention. It must also include in-school prevention and follow-up measures so
as not to compromise the student’s educational success. Assistance outside the
classroom is required as well. For instance, in the case of a tantrum requiring immediate
intervention, it is important that a student with PDD always deal with the same resource
person and have a suitable place to go to calm down. Managing disruptive behaviour
also demands effective collaboration between the school and the health and social
services network.
Students with PDD are often the victims of abuse and bullying. Although it is already
mindful of this issue, the Ministère de l’Éducation, du Loisir et du Sport (MELS) must
make it a greater priority. Direct services to effectively fight harassment, bullying and
violence against students in general and the most vulnerable among them in particular
are a long time coming.
A successful adult life that provides self -fulfilment
People with PDD continue to have multiple needs after they finish their schooling. Some
will be able to join the workforce, while others will realize their potential through social
participation activities. However, the health and social services network generally does
not start providing social integration and participation services until age 21, even if the
person stopped going to school at age 16. To ensure service continuity, social integration
and participation services should be provided from the time formal schooling ends.
12

There is deep concern about redefining the role of rehabilitation centres for people with
intellectual disabilities and pervasive developmental disorders (CRDITEDs). It is feared
that they will stop providing certain services, without CSSSs and community
organizations being able to adjust and take over service delivery. It is also feared that day
programs or social participation services for people who are unable to join the workforce
will end. The Québec Ombudsman found the provision of these programs and services to
be deficient. Consequently, the MSSS must rapidly define, in concert with its partners,
the exact nature and content of its planned day programs. It must also make sure that
the responsible bodies have the necessary resources to adequately deliver these
programs.
A living environment suited to the person’s level of autonomy
Access to an appropriate living environment for their level of autonomy is crucial for
people with PDD. However, not many options are available outside of traditional public
housing models, for which there is usually a long waiting list. The shortage of housing for
this population group often results in people with different needs living together under
the same roof.
The latter finding highlights the need to increase the availability of diverse housing
solutions that meet the specific needs of people with PDD. It is also advisable to invest in
developing domestic living skills (e.g. learning how to shop for groceries or manage a
budget) so that more people with PDD are able to live independently.
Many adults with PDD live with their parents or another family member. When the
caregiver gets too old to look after the person, or dies, it has a tremendous impact.
Better planning for these eventualities and the transition from family home to residential
resource is needed. Possible solutions could be found in local housing initiatives for
people with an intellectual disability.
A COMPREHENSIVE VISION FOR ACTION
In the Québec Ombudsman’s opinion, the above needs can be met if all government
departments and agencies concerned as well as their respective service networks adopt
a comprehensive, collaborative approach. This implies a common vision and clear action
plan to which all parties commit. Individual organizational cultures must evolve
accordingly. Efforts must be made on three fronts to successfully make this significant
shift:
1- Clarify the roles and responsibilities of each government player
Our examination revealed that the government’s service commitment is spelled out
through a number of policies that define a comprehensive, integrated and intersectoral
approach to service delivery. In actual fact, however, the sharing of roles and
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responsibilities among the various players within the three networks most concerned
(health and social services, education and employment) is often problematic.
Health and social services are still organized in such a way as to create a silo effect, with
the respective players each reporting to separate institutions. Service continuity is thus
not ensured. Significant regional differences in services for people with PDD were also
noted. The MSSS must clearly define the roles and responsibilities of each player and
insist that the bases of the clinical project be respected in both defining and delivering
services. In the education network, school boards’ interpretation of a school’s mandate
varies widely, a situation that MELS must address. As for the Ministère de l’Emploi et de
la Solidarité sociale (MESS), it must clarify the role it intends to play to help people who
will never be able to integrate the labour market.
The three departments (MSSS, MELS, MESS) must play a leadership role in concluding
effective collaboration agreements involving all of their networks. New incentive
measures must be introduced to enhance the development of employability skills
following graduation, workplace integration, support and supervision, and social
participation, including day activities. The improvements made through collaboration
agreements should benefit all people with disabilities.
2- Improve performance measurement
In results-based management, aspects not measured in accountability are less likely to
be given priority; for example, the obligation of intersectoral collaboration contained in
various agreements, in particular through individualized, intersectoral service plans
(IISPs). The lack of relevant indicators for measuring intersectoral collaboration means
there is not enough incentive for public service networks to make it a priority. Relevant
indicators must therefore be established to measure the effectiveness of intersectoral
partnerships and their impact on the people concerned.
The tools used to measure performance must ensure that the right worker is made
accountable so that intersectoral collaboration becomes imperative. In addition,
performance must be measured using the proper indicator to ensure that the public
service networks make the most of allocated resources. Each network must strive to
improve its own accountability in order to shed greater light on the impact of its action
on those receiving its services.
In the health and social services network, management agreements between provincial,
regional and local authorities, while pertinent, are too limited. In the education network,
the first generation of partnership agreements has not been fully implemented yet, so
not all of the outcomes are known. As for the employment services network,
accountability for the provision of services to people with disabilities and, in particular,
pervasive developmental disorders, must be more clearly defined.
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3- Clarify the provision of public services to vulnerable persons
Currently, the approach taken to address the needs of people with PDD differs from one
service network to the next. In the Québec Ombudsman’s opinion, the same holds true,
to varying degrees, for all vulnerable population groups, in particular, people with a
physical disability, an intellectual disability or a mental health problem. This situation is
primarily due to the lack of a clearly defined service offering for all vulnerable population
groups.
We found that access to and the availability of health and social services varied widely
from one region to the next. More meaningful services are needed in the education
network for students with disabilities, and in the employment services network for
people who are unable to work and would benefit from social participation activities.
Thus, each department must clarify and adapt its services to make them more accessible
to vulnerable population groups.
THREE IMMEDIATE PRIORITIES FOR ACTION
The Québec Ombudsman’s recommendations reflect these findings. They will require
significant, ongoing effort on the part of the government departments, networks and
institutions concerned. Some of them will require influencing vast networks, a
considerable undertaking that demands strong leadership.
Furthermore, our review highlighted the need to prioritize action on three fronts:
developing expertise in people with a pervasive developmental disorder and
concomitant mental health problem, improving respite services for parents and
caregivers, and enhancing day services for people who cannot be integrated into the
workforce. The Québec Ombudsman expects the departments concerned to promptly
implement short-term transitional measures to address these specific needs more
effectively.
A solution that matches the needs of youth and adults with PDD can be found if all the
departments concerned, their respective networks, people with PDD and their families
work together. Those receiving services would also be better informed about the
services they are entitled to expect because promised by the government.
The Québec Ombudsman has made 17 recommendations to that end. The
recommendations have been formulated to specify more clearly certain areas of activity
that appeared to us to be fundamental. Essentially, the content of the recommendations
targets:
 development of clinical expertise in mental health and clinical tools for preventing
disruptive behaviour;
 implementation of support and respite services for parents and families;
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 support and assistance for more-vulnerable students, prevention of harassment and
bullying and improvement of specialized interventions at school;
 adoption of measures to foster social integration and participation, including day
programs;
 development of domestic living skills and planning of the transition from family
home to a new living environment when families get too old to care for a person
with PDD;
 systematic establishment and implementation of individualized service plans and
individualized, intersectoral service plans;
 clearly defined roles and responsibilities of each public service network and
improvement of intersectoral collaboration and partnership.
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IntroductionIII
1 Pervasive developmental disorders (PDDs) are considered by experts to be a group of
complex disorders1 characterized by severe deficits and pervasive impairment in a
person’s cognitive and adaptive development. According to the diagnostic criteria as
defined in the Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition (DSMIV),2 pervasive developmental disorders include five distinct disorders: Autism, Asperger
Syndrome, PDD Not Otherwise Specified (PDD-NOS), Rett’s Syndrome and Childhood
Disintegrative Disorder.
2 An expert panel is currently redefining these criteria for the fifth edition of the manual
(DSM-V). Combining new categories of PDD under the single diagnosis of “Autism
Spectrum Disorder (ASD)” is being considered. According to preliminary findings from
recent research,3 this change could affect the organization of services for categories of
people with a PDD diagnosis. Even though the term “autism spectrum disorder” is
increasingly employed, the Québec Ombudsman will not be commenting here on the
proposed revisions. It is reserving its opinion on their potential repercussions for public
service delivery and, in this report, still employing the term “pervasive developmental
disorders.”
3 People with PDD are deemed “handicapped persons” to whom the Québec government
pledged to provide quality services. This government commitment is spelled out in the
policies, programs, action plans and policy directions of the various public service
networks. Based on its examination of the government’s service commitment, the
Québec Ombudsman:
 identified gaps between the stated services for people with PDD and the services
actually available to them;
 identified obstacles to the implementation of the service offering;
 recommended pragmatic solutions for meeting the needs most frequently
expressed by people with PDD and their caregivers.
4 The purpose of this exercise was to identify best practices and experiences in the health
and social services, education and employment networks. To that end, the Québec
Ombudsman closely examined information culled from many sources, which are
discussed in detail in Appendix 3 along with the different scientific methodologies used.4-5

III

In this report, footnotes are indicated in Roman numerals. Sources are indicated in Arabic numerals and
refer the reader to the bibliography at the end of the report.
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For example:
 examination of complaints by age group;IV
 accountability mapping V relative to the action plan contained in the policy paper Un
geste porteur d’avenir;6
 critical analysis of scientific studies examining the organization of services for people
with PDD internationally;
 data collection through individual and group interviews.
5

We also conducted focus groups with people who have a PDD. The latter impressed
upon us just how different their strengths, weaknesses and, consequently, need for
services responsive to their individual condition can be even if they all have a PDD
diagnosis. This is consistent with the findings reported7-8 in the scientific literature, which
illustrate the highly diverse needs of people with PDD, needs that grow with age.

6 Nevertheless, there is a strong consensus about some common needs shared by the
majority of teens and adults with PDD. They are:
 access to health and social services based on individual needs;
 a fulfilling education path;
 a successful adult life that provides self-fulfilment;
 a living environment suited to their level of autonomy.
7

In this report, the Québec Ombudsman closely examines access to health and social
services, the favoured courses of action during the school years, the transition to
work/adult life, and suitable housing options for people with PDD. This analysis of the

IV

Government departments and the majority of public bodies fall under the jurisdiction of the Québec
Ombudsman. However, although the latter has jurisdiction over matters involving the Ministère de
l’Éducation, du Loisir et du Sport (MELS), it does not have jurisdiction over matters involving school boards
and schools. So even though it receives a significant number of requests concerning the school system
(105 in 2010-2011), the Québec Ombudsman cannot handle these requests as complaints within its legal
purview. Nevertheless, for the purposes of this report, we have used the summary of some of these
requests to illustrate problematic situations. In matters relating to health and social services, the Québec
Ombudsman has been responsible for enforcing the Act respecting the Health and Social Services
Ombudsman since April 2006 and, accordingly, generally acts as a second level of recourse in examining
complaints, the first level of recourse being the local or regional service quality and complaints
commissioner. In 2010-2011, the Québec Ombudsman received 1 188 complaints concerning the Ministère
de la Santé et des Services sociaux and its institutions.
V
Mapping is used to synthesize and present throves of data in cartographic form to help users understand
complex phenomena and relevant data more easily and more quickly.
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varying individual needs highlights systemic issues VI related to the organization of
services for all teens and adults with PDD. These issues are discussed at greater length at
the end of the report.
8 These varying needs cannot be adequately addressed unless all government partners
concerned adopt a comprehensive, collaborative approach, and implementation tools
are developed. The findings in this regard will reveal the degree of fulfilment of the
government’s service commitment to teens and adults with PDD and the need to clarify
and tailor the service offering to their needs.

VI

In the Québec Ombudsman’s opinion, systemic intervention requires an examination of the linkages
between various elements that, at first blush, may seem independent, but combine and mutually reinforce
each other to create or aggravate a situation that may be prejudicial to a group of persons.
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1

Access to Health and Social Services Based
on Needs

9 Teens and adults with PDD require a wide range of health and social services that extend
beyond those provided to them directly. Consideration must also be given to the needs
of their entourage, especially their parents and caregivers.
10 The people with PDD we interviewed for this report long to receive health and social
services in a timely manner. A designated system navigator VII and an overall needs
assessment are among the most common requirements cited. As for the parents of
people with PDD, their most clearly expressed needs include access to better-structured
respite, child care and emergency services. VIII
11 Generally speaking, people with PDD must be guaranteed access to all health and social
services programs, IX without discrimination and on the basis of their specific needs. In
this regard, the Québec Ombudsman noted the difficulty in sharing responsibility for
addressing these needs among mental health facilities, CSSSs, CRDITEDs and youth
centres, which sometimes leads to strained relations. Access to services for
Misunderstandings sometimes occur, usually over which teens and adults with
institution is responsible for providing the services and assuming PDD hinges on
the related costs. The fact of the matter is that access to services coherent,
for teens and adults with PDD hinges on coherent, complementary complementary action
by numerous
action by numerous government players, and that action is government players.
determined by several different policies and reference
frameworks.

VII

In addition to “system navigator,” the person who oversees a user’s file is also referred to as the “case
manager”, “navigator” or “pivotal resource,” among other terms.
VIII
Readers not familiar with the health and social services network can refer to Appendix 4 for a more
detailed description.
IX
Two service programs (public health and general services) are intended for the general population and
seven service programs (loss of autonomy due to aging, physical disabilities, intellectual disabilities and
pervasive developmental disorders, troubled youth, addiction, mental health and physical health) are
designed to meet the some of the very special needs of specific population groups.
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1.1

Government commitment regarding health and social services

12 In a 2003 policy paper entitled Un geste porteur d’avenir,6 the government proposed to
organize a “full range of services” at the regional level to address the needs of people
with PDD. The target outcome was greater availability of quality services and greater
flexibility to support changes arising from enhanced knowledge about services and their
organization. In short, Un geste porteur d’avenir focused on social integration and
participation, with special emphasis on supports for people with PDD during transition
periods involving significant life changes. This was the first significant effort to
acknowledge the need for a more suitable service offering and for system navigators
responsible for coordinating service plans. X
13 The only other policy that establishes a common base of parameters for access to
support services for people with disabilities, people requiring services over the medium
and long terms and caregivers is the government’s home support policy.9 The latter
advocates, among other things, empowering individuals and providing them with
greater support in as “normal” a living environment as possible.
14 The more recent service access plan for people with disabilities,10 released in 2008,
provides guidelines for implementing services for people with a physical disability (PD),
intellectual disability (ID) or pervasive developmental disorder (PDD). The plan set
service access and continuity standards for addressing the needs of these people.
Concretely, the objective of the plan is for new users to begin receiving services from the
CSSS or CRDITED within:


72 hours, for services deemed “urgent priority”;



30 days (CSSS) or 90 days (CRDITED) for services deemed “high priority”;



the time limit determined following a needs assessment, but not later than 12
months, for services deemed “moderate priority”.

X

As of 1990, section 103 of the Act respecting health services and social services11 provides for the
development of an individualized service plan (ISP) to address the various needs of an individual receiving
services from more than one institution or resource. The plan must ensure coordination of the services
provided to the user, based on defined objectives, under the supervision of a person responsible for the
plan’s implementation. This person is generally referred to as the “system navigator” (or “navigator” or
“pivotal resource”). The Act respecting health services and social services also provides for the development
of an intervention plan (IP) in order to identify the needs of the user, the objectives pursued, the means to
be used, and the estimated period during which services are to be provided. The plan must contain a
timetable for review.
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15 The need for services is deemed “urgent” if the integrity or safety of the person is
threatened. The service access plan10 proposes the following continuity standards:
 designation XI of a “network navigator” to assist the person and the person’s family
in obtaining services from another institution or resource;
 coordinated service planning by partners, XII especially during transition periods,XIII
by means of an individualized service plan (ISP).
16 The CSSS is responsible for assessing the user’s needs and
determining the services to be provided and the terms of service
delivery by mutual agreement with the user. The CSSS must
develop a clinical project for that purpose. XIV To ensure
compliance with the bases of the clinical project, the CSSS must
define client service pathways and, where necessary, enter into
agreements with partners, in particular CRDPs and CRDITEDs. The
latter are now second-line service providers, i.e. they provide
specialized services following a referral by a CSSS, which remains
the gateway to services.

The CSSS is responsible
for assessing needs and
determining the services
to be provided; CRDPs
and CRDITEDs are
second-line service
providers responsible for
specialized services.

17 In short, the Ministère de la Santé et des Services sociaux (MSSS) offers and organizes
health and social services for people with PDD to ensure that:
 the integrity of their person is respected and they can live as independently as
possible in as normal an environment as possible;
 there are fewer inequalities in access to service by people with PDD;
 they receive support and assistance in matters of social integration and
participation.

XI

The network navigator is designated by the CSSS, or the rehabilitation centre if the CSSS is not involved.
The main partners are CRDITEDs, CRDIs, CRs, CRDPs, youth centres, hospitals (more specifically,
pediatrics and child psychiatry), physicians (general physicians and specialists) and community
organizations.
XIII
The main transition periods are from daily life at home to daycare, from daycare to school, from
elementary school to secondary school, from school to working/adult life, and any change in residence.
XIV
Page 17 of the reference framework for clinical projects,12 states that a clinical project is a process for
addressing the health needs and ensuring the well-being of the inhabitants of a given territory through
service delivery methods that are aligned and are adapted to local realities. The clinical project is
developed taking into account the role and responsibilities of the sectoral and intersectoral players and
the potential contribution of each player. It takes for granted that each player is accountable for the
services it provides and the resources made available to it. Responsibility for developing the clinical project
falls to the CSSS.
XII
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18 The MSSS grounds policy implementation in coordination and partnership between the
different players and targets action based on individual needs. The following sections
present the Québec Ombudsman’s findings with regard to policy implementation in
relation to issues of physical health, mental health and behavioural disorders, including
severe behavioural disorders. The last section defines the service offering and the
Québec Ombudsman’s findings with regard to family supports.

1.2 Physical health issues
19 It goes without saying that the vast majority of people, including individuals with PDD,
have to see a family physician when the first symptoms of a physical illness appear,
before they can see a specialist. For people with PDD, the ability to get the medical care
they need hinges on the designation of a system navigator to coordinate the various
appointments and assist or accompany the person. XV The case study presented in the
box below illustrates the kinds of situations some families face on a daily basis and
underscores the importance of a system navigator.
A move with unexpected consequences
After living in an outlying region for two years, the family of a teen with PDD and a
physical impairment moved back to the city, expecting to receive the same help and
support services they were receiving before moving. Following a needs assessment, the
CSSS designated a system navigator to coordinate the teen’s individualized service plan.
Six months into his mandate, the system navigator was taken off the file and the family
was never told why. The family felt that the system navigator had done a good job and
was familiar with the teen’s case, so they wanted him to continue working with their son.
The teen’s individualized service plan was no longer being implemented and the family
stopped receiving help obtaining the specialized services and medical follow-up required
for their son’s health problems. The family lodged a complaint. Following its
investigation, the Québec Ombudsman concluded that the teen’s situation was such that
his individualized service plan needed to be implemented without delay, including
designating a system navigator (“a resource”), as stipulated in section 103 of the Act
respecting health services and social services.11 The CSSS accepted the recommendations
and implemented them according to the fixed timetable.

XV

This is how services are supposed to be organized under the 2003 policy paper Un geste porteur
d’avenir,6 but the CSSSs in some regions have not yet complied.
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20 Furthermore, it is often hard for people with PDD to get a physical health assessment in
hospitals. There is a tendency to systematically tie their symptoms to a mental health
problem or intellectual disability. XVI In addition, people with a
dual diagnosis of PDD and mental illness are often referred It is often hard for
directly to a psychiatrist, thereby delaying the care required for people with PDD to get
a physical health
the physical health problem. This is especially true in hospital assessment in hospitals.
emergency wards, where it is sometimes difficult for doctors and
nurses to differentiate between the expression of pain and the
expression of a behavioural disorder.
21 Also, hospitalization can be a difficult experience for people with PDD. More often than
not, CSSS or CRDITED workers who already know the person and nurses and doctors at
the hospital do not work collaboratively to provide care and treatment tailored to the
person’s needs. Health and social services agencies should ensure that:
 individualized service plans (ISPs) address these kinds of situations;
 the joint intervention protocols entered into between institutions under regional
reference frameworks enable professionals from the CSSS or CRDITED to go to
hospitals to provide complementary services.

1.3 Mental health issues
22 Studies13-14-15 describe adolescence as an emotionally turbulent period for people with
PDD: they have difficulty coping with physical and psychological changes, making it
harder to solidify social interaction and communication with peers. Without preventive
interventions, these problems put certain teens at greater risk of developing a mental
health problem. XVII All of the studies, without exception, report that Québec has no early
intervention strategy for elementary school students who show signs of mental health
problems. These students are therefore at greater risk during adolescence of developing
behavioural disorders that are harder to treat due to a disintegration of previously
learned skills once maladaptive, or antisocial, behaviour sets in.
23 People with PDD can develop a mental health problem the same as anyone else.
Studies17-18 show that onset is not tied to the severity of the manifestations of PDD.
However, not everyone who has a PDD necessarily develops a mental health problem,
and people who do not have a PDD may have a mental illness.

XVI

Remember that many people with PDD are non-verbal, so may express physical pain through screaming
or aggressive behaviour.
XVII
The World Health Organization16 defines mental and behavioural disorders as clinically significant
conditions characterized by alterations in thinking, mood (emotions) or behaviour associated with
personal distress and/or impaired functioning.

24

24 That being said, however, there is a much higher prevalence XVIII of mental health
problems, especially behavioural disorders, among people with PDD than among the
general population.XIX Furthermore, there is no clear consensus
There is a much higher
on the definition of behavioural disorders. XX The main categories prevalence of mental
of problem behaviour are aggression towards others, self-injury, health problems
destruction and other difficult or disturbing behaviour. Although among people with
the behavioural disorder cannot be attributed solely to the PDD than among the
person’s disability, it exacerbates the handicap considerably. In general population.
fact, the mental health problem often has more serious
consequences than the PDD.8
25 The literature19-20 also reports that people with PDD have difficulty with change, making it
harder for them to cope with transitions, such as from elementary to secondary school.
Children with PDD thus struggle more with unfamiliar surroundings. New situations
cause a high level of stress and anxiety13-19 that may lead to the onset of a new mental
health condition. This is an issue that warrants attention. Anxiety XXI is a significant barrier
to successful integration into school.21 In adult life, it may impair the person’s ability to
become independent as well as limit labour market integration and social participation.22
26 Mental health services are just as variable when there is a dual diagnosis and, most of the
time, are limited to medical consultations and medication follow-up. In some regions,
mental health services are available solely at health and social services centres.

1.4 Behavioural disorders and severe behavioural disorders
27 Unlike for other mental health problems, there is less evidence28-30 of effective case
management for behavioural disorders. CRDITED service offerings are currently under
review; the development of expertise in managing behavioural disorders is being
examined and possible solutions are being identified.
28 Initiatives have been taken in Montréal with the Québec federation of CRDITEDs
(Fédération québécoise des centres de réadaptation en déficience intellectuelle et en
troubles envahissants du développement). A committee was formed and tasked with
developing special expertise in pervasive developmental disorders with and without
intellectual disability. This work led to a panel of experts in severe behavioural disorders
XVIII

Prevalence is the number of people in a population who have a health problem at a given time.
The prevalence rate of mental health problems in the PDD population varies between 42% and 81%,23-17-2422-25
compared with 20% in the general population. The prevalence rate for behavioural disorders ranges
from 7% to 62%, depending on the definition used,23-17-26-27-28 compared with a rate of between 6% and 10% in
the general school population.
XX
Behavioural disorders are included in the fourth edition of the Diagnostic and Statistical Manual of Mental
Disorders2 (commonly referred to as the DSM-IV), the standard reference manual used worldwide to
diagnose specific psychiatric disorders.
XXI
The prevalence rate of anxiety is between 17% and 84%,13-23-29 depending on the definition used,
compared with 12% in the general population.
XIX
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(SBD). In the Québec Ombudsman’s opinion, this expertise should be put to the service
of CSSS teams that work with people with behavioural disorders.
29 The needs of teens who have begun displaying inappropriate sexual and emotional
behaviour at school are currently addressed by special services delivered by CSSSs. There
are even home programs to address this behaviour. However, these services must be
rounded out with new tools XXII that can be used by CSSS and in-school teams to prevent
inappropriate behaviour.
RECOMMENDATION 1
REGARDING THE DEVELOPMENT OF CLINICAL EXPERTISE IN BEHAVIOURAL DISORDERS
AND THE TRANSFER OF THIS EXPERTISE TO TEAMS WORKING WITH VULNERABLE
PERSONS

WHEREAS CRDITEDs are developing expertise in behavioural disorders;
WHEREAS the developed expertise must be put to the service of CSSS
teams working with people with behavioural disorders;
WHEREAS CSSS and in-school teams that intervene in cases of
inappropriate behaviour in students, more specifically inappropriate
sexual and emotional behaviour, need prevention tools in this regard;
The Québec Ombudsman recommends:
1. That the Ministère de la Santé et des Services sociaux ensure that the
clinical expertise in behavioural disorders developed by CRDITEDs is
shared with CSSS teams and other professionals who work with
people with PDD;
1.1 That the work carried out by CRDITEDs to develop clinical expertise
in behavioural disorders include the production of tools for preventing
inappropriate behaviour at school, more specifically sexual and
emotional behaviour.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report on the development of clinical expertise in behavioural
disorders, including the production of tools for preventing
inappropriate behaviour at school, and the transfer of this expertise and
these tools to CSSS teams and other professionals.

XXII

An interesting initiative that could be taken further and adapted is the recently developed clinical
guidelines for dealing with inappropriate sexual behaviour and severe behavioural disorders in people with
an intellectual disability. The guidelines were developed by a CRDITED and intended for caseworkers.
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30 People with PDD can develop severe behavioural disorders
(SBDs) that are particularly complex to treat. Some CRDITEDs
estimate that approximately 10% of their PDD clientele risks
developing an SBD. These cases are complex owing to:

People with PDD can
develop severe
behavioural disorders
that are particularly
complex to treat.

 the frequency of a co-occurring substance abuse problem when there is no substance
abuse program tailored to people with a dual diagnosis of PDD and addiction; XXIII
 the greater tendency among these people to refuse treatment, whereas the rules
regarding consent to care are currently not clearly applied;
 the common approach of removing people displaying problem behaviour from a
setting if it is feared the person presents a danger to him/herself or others: SBDs are
often accompanied by violent behaviour.
31 Currently, people with PDD who develop severe behavioural disorders run a high risk of
coming into contact with the criminal justice system.20 A 2009 survey XXIV by the Montréal
health and social services agency counted a dozen individuals who needed highly
specialized services because they were in trouble with the law. The box below
summarizes several complex cases documented by the Québec Ombudsman over the
last three years.
Profile of individuals involved with the criminal justice system
All of the cases documented by the Québec Ombudsman unfolded over a period of
several years and generally involved a young adult with PDD without ID but with
diagnosed and treated mental health issues. The majority of these individuals live in an
intermediate resource. According to the testimonials gathered, their condition and
behaviour got worse following traumatic events (for people with PDD).
Such situations often lead to tense relations between users, their representatives and
the numerous institutions involved owing to the complexity of cases. Complaints are
eventually lodged about the care and services received from, or refused by, the different
institutions. Several users view CRDITEDs in a negative light, which hinders
implementation of the intervention plan.
Due to the lack of appropriate resources for these complex conditions, users often have
to wait for services that match their needs, including a residential resource and followXXIII

In addition, linkages between CRDITEDs and the substance abuse program are just beginning to be
forged. Furthermore, the prevalence rate of drug and alcohol abuse in people with PDD without ID is
between 2% and 19%,31-20 depending on the substance of abuse.
XXIV
This information was obtained during the field data collection campaign discussed in Section 3 of
Appendix 3.
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up. In the meantime, however, life goes on and, in the worst-case scenario, users go
through a succession of dramatic changes in their living arrangements: severe
behavioural disorders leading to emergency placement, hospitalization, stays in
psychiatric wards or hospitals, episodes of aggression leading to arrests, the judicial
system, a court-ordered psychiatric evaluation and time in a detention centre. When they
arrive at the detention centre, people with PDD are put in the residential block, where
they risk being placed in isolation because of their behaviour, an interruption in
medication or even abuse at the hands of another detainee. And when they are released
from the detention centre, only a few mental health centres agree to treat them until a
suitable resource capable of handling their complex condition is found.
32 Note that the recommendations made in the Report by the Québec Ombudsman: Toward
Services that are Better Adjusted to Detainees with Mental Disorders,32 published in May
2011, can be applied to people with PDD or ID, particularly those regarding alternatives to
judicial intervention, proper management of mental health disorders during detention,
and social reintegration. In addition, the MSSS should address the issue of people with
PDD involved with the criminal justice system in its work relating to forensic psychiatry as
well as in its work relating to emergency police interventions with individuals with an
intellectual disability.
33 In short, access to required services by people with multiple conditions is often
compromised by confusion over responsibilities, thereby undermining collaboration
between the different players. Given the needed supports for people with multiple
conditions, the MSSS and health and social services agencies should rapidly clarify the
mandates of each of the players involved with this clientele and ensure collaboration
between the various public service institutions concerned.
34 Development and sharing of expertise and knowledge is vital. The challenge is to
convince all the experts from different clinical fields to work together to develop
effective interventions.
RECOMMENDATION 2
REGARDING

THE DEVELOPMENT OF CLINICAL EXPERTISE IN COMORBIDITY AND THE

TRANSFER OF THIS EXPERTISE TO TEAMS WORKING WITH VULNERABLE PEOPLE

WHEREAS the lack of coordination undermines collaboration between
rehabilitation and mental health professionals;
WHEREAS front-line service providers must improve access to follow-up
services required in cases of multiple disorders;
WHEREAS clinical expertise in treating people with multiple disorders
(comorbidity of mental health problems) needs to be developed.
The Québec Ombudsman recommends:
2. That the Ministère de la Santé et des Services sociaux ensure that
28

the agreements it enters into with health and social services agencies
provide for the development of clinical expertise in treating people
with multiple disorders (comorbidity of mental health problems);
2.1 That the developed expertise translate into clinical support
programs aimed at professionals (CSSS, hospitals, CRDITED) who work
with people with multiple disorders;
2.2 That the institutions concerned work in close collaboration to
develop this special service offering and that this service offering be
made public.
TRANSITIONAL MEASURES:
Given the needed supports for people with multiple disorders
(comorbidity of mental health problems), the Québec Ombudsman
recommends:
2.3 That the Ministère de la Santé et des Services sociaux submit to the
Québec Ombudsman, no later than November 30, 2012, the work plan
and timetable for developing this expertise and implementing clinical
support programs, as well as the means by which the institutions
concerned are going to make public this special service offering.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report on the development of clinical expertise in
combordity (co-occurring mental health problems).
The report must discuss the work carried out, including the number of
cooperation agreements entered into with health and social services
agencies in this regard and the means of intervention transferred to
institutions, CSSS teams and other professionals who work with people
with PDD.

1.5 Support for families
35 Families of people with PDD are particularly vulnerable to burnout and psychological
distress due to the heavy parental responsibilities they carry. Studies on parent burnout
highlight the utmost importance of meeting their support and respite needs. The
findings show that family caregivers to a person with PDD are the largest single
providers of support to the person8-16-33-34 and therefore need respite. Similarly, studies
have found that 50% of mothers screened positive for psychological distress35-36-37 and 15%
for depression,8 once again highlighting the need for respite services. A person with PDD
is highly sensitive to family stability and the emotions expressed by family members.34-3839
For example, a divorce, criticism, or overprotection will increase stress levels and, in
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some cases, lead to behaviour problems, which is why psychosocial support is
important.42-43 Access to general and specialized social services can also help families
avoid or better cope with a number of difficult situations faced when caring for a person
with PDD. XXV
36 Services provided to families of people with PDD may include support while waiting for a
diagnostic evaluation or during periods of transition, and preparing for the transition
when parents are no longer able to care for their child. Some community organizations
or associations offer support to parents going through a rough time. However, families
do not always know how to obtain these services. A designated system navigator
therefore makes it much easier for caregivers to get information on available services
and facilitates crisis interventions involving sectoral and intersectoral partners from the
CSSS. XXVI
37 CSSSs must offer psychosocial services responsive to the needs of
individual families and deliver those services where required, in
particular when adolescence is challenging. XXVII To that end, they
need to devise a clinical project that includes preventive action, and
in the very early stages of intervention a psychosocial worker must
be assigned to help develop the intervention plan (IP) and
individualized service plan (ISP). However, the Québec
Ombudsman found that CSSS services are not always accessible
and vary from one region to the next.

XXV

CSSS must offer
psychosocial services
responsive to the
needs of individual
families, but access to
those services varies
from one region to the
next.

The general psychosocial services offered40 are briefly described in Appendix 4, Section 4.3.
The principal partners of CSSSs in delivering general psychosocial services are community organizations
(including prenatal care, family planning, assistance for victims of sexual assault and battered women,
people in crisis), childcare providers, local schools and colleges, municipalities, health and social services
institutions (youth centres, rehabilitation centres, CRDITEDs, CRDPs, hospitals), pharmacies, doctors
working in family medicine groups, health clinics and police forces.
XXVII
Other aspects of the support services offered to families with teens going through difficult times are
described in Appendix 4 (Section 4.5). These services are part of the policy directions for youth,44 a
component of the reference framework for the Youth Action Strategy,45 which consolidates all government
action targeting young people.
XXVI
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38 Furthermore, CSSSs are in a position to assess the respite needs
as well as duplication and gaps in services in their given region.
However, responsibility for administering funding arrangements
with community organizations falls to the regional health and
social services agency. XXVIII The agencies’ willingness to let CSSSs
develop their respite and day-activity service offering as part of
an integrated network that formally recognizes and clearly
defines their role is a key factor in ensuring that needs are better
met. Health and social services agencies thus have an
overarching responsibility for the development of this service
offering. As illustrated by the following case study, several
factors combine to limit services.

Agencies have an
overarching
responsibility for
making sure
community
organizations
contribute to the
development of a
respite and dayactivity service
offering as part of an
integrated network.

Over a one-year wait for “urgently needed” respite
After moving, the mother of an adult with PDD met with a social intake worker from the
CSSS and requested medical follow-up by a family physician and day activities for her 23year-old son and respite and child care services for herself. The medical follow-up started
a few months later. After waiting another four months, the woman went back to the
CSSS to say that she was in urgent need of respite. She was all alone to give her son the
round-the-clock care he needed and she was exhausted. A new social worker conducted
another in-home assessment and put in a request for respite and child care services for
the mother. He registered her son with a community organization that offered day
activities. The psychosocial intake workers failed to tell the mother that it would take
another three months after the in-home assessment for the requested respite and child
care services to be approved. The woman then had to wait three months more before
receiving the approved services due to budget constraints. After waiting more than a
year after her initial request, the woman finally received half of the services the in-home
assessment determined she needed for herself. Her son is still waiting to receive the day
activities determined by the new social worker.

XXVIII

In several regions, community organizations play an important role in the delivery of private respite
services and also provide an increasing number of day-activity services. Community organizations operate
independently in carrying out their basic mission and do not have the same legal obligations as public
institutions. As a rule, they receive funding under the support program for community organizations to
help them fulfil their basic mission, which may or may not include respite and day-activity services. Over
and above their basic mission, some community organizations sign agreements with the health and social
services network to offer respite or day-activity services, for which they receive dedicated funding. In
some cases, the health and social services agency introduces safeguards into these agreements by
stipulating the target clientele, the expectations with regard to service delivery, and conflict resolution
mechanisms.
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39 In addition, according to an MSSS report,41 the action plan Un
geste porteur d’avenir6 has produced mixed results XXIX as regards
general and specialized respite services for parents and
caregivers. While acknowledging the government’s efforts in this
regard, the Québec Ombudsman finds that these services are
insufficient and vary from one region to the next. The MSSS
should stay in tune with needs and services to ensure that its
services are better organized and better known. XXX

Despite the efforts
made by the
government, general
and specialized respite
services are
insufficient and vary
from one region to the
next.

40 In short, although parents and caregivers are eligible for home support services under
the home support policy,9 the MSSS states that the sole normative framework that exists
(the support program for families of people with disabilities) is obsolete. XXXI The most
recent program guide published by the MSSS dates to 1991 and the benchmarks have not
been revised since.
41 In the Québec Ombudsman’s opinion, rapid development of
respite services necessitates a review of the current support
program for families of people with disabilities. And given the
needed home supports for parents and caregivers of a person
with disabilities, transitional measures are also required.

XXIX

The support program for
families of people with
disabilities needs to be
reviewed and transitional
measures are required.

The same report states that despite the additional financial resources allocated to CSSSs for respite
services for parents, the latter’s needs are not always met. Bilan du MSSS,41 p. 31
XXX
On November 22, 2011, the Minister for Social Services undertook a review to produce a third report on
the results of the 2003 action plan Un geste porteur d’avenir6 with a view to its updating. The report should
be released in June 2012.
XXXI
In Précisions sur l’implantation de la politique de soutien à domicile,46 p. 33
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RECOMMENDATION 3
REGARDING THE SUPPORT AND RESPITE NEEDS OF PARENTS AND CAREGIVERS
WHEREAS parents and caregivers of people with PDD have significant
support and respite needs that are not adequately met;
WHEREAS the normative framework of the support program for
families of people with disabilities is obsolete considering that the last
program guide published by the MSSS dates to 1991;
WHEREAS the program is not uniformly applied across all regions and
communities.
The Québec Ombudsman recommends:
3. That the Ministère de la Santé et des Services sociaux review and
update the support program for families of people with disabilities for
implementation no later than March 31, 2014;
3.1 That the above review place emphasis on the establishment of
integrated services, especially general and specialized respite services.
TRANSITIONAL MEASURES:
Given the needed home supports for parents and caregivers of a person
with disabilities, the Québec Ombudsman recommends:
3.2 That the Ministère de la Santé et des Services sociaux submit to the
Québec Ombudsman, no later than November 30, 2012, the work plan
and timetable for implementing services that improve access to, and
the availability of, integrated respite services, both general and
specialized.
SPECIFIC FOLLOW-UP:
Effective March 31, 2015, the MSSS annual management report must
discuss the results of the new support program for families of people
with disabilities.
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2 A Fulfilling Education Path
42 The school years are a pivotal period in a child’s life and the education path is especially
critical for students with PDD in ensuring they reach their full potential and become
fulfilled adults. Reaching their full potential means achieving success in school and,
equally important, acquiring social and communication skills, a responsibility that does
not lie solely with the education program.
43 The school principal, with the assistance of teachers and other staff members, in
particular complementary educational services staff, is responsible for ensuring that the
educational needs of each student are met. The organization of services must be based
on an individual evaluation of not just the difficulties, but also the skills and abilities of
each student.

2.1 Lines of action to help students with handicaps
44 Six lines of action were announced in the 1999 Policy on Special Education,47 which sets
out the guiding principles governing interventions carried out with special-needs
students by the Ministère de l’Éducation, du Loisir et du Sport (MELS), school boards and
schools.
45 These lines of action are intended as new avenues “toward success and social
integration for” students with handicaps or learning disabilities. They consist in:







recognizing the importance of prevention;
making the adaptation of educational services a priority;
placing the organization of educational services at the service of students;
creating a true educational community;
devoting particular attention to students at risk;
developing methods for evaluating students’ educational success.

46 However, the real issue with access to educational services for students with handicaps,
social maladjustments or learning disabilities lies in the implementation of the special
education program48 and accompanying action plan49 targeting these students. The
program and plan call for:
 implementation of the individualized approach;
 implementation of preventive measures or adapted educational services.
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47 The individualized approach is limited by the fact that
teachers intervene in the classroom and, consequently,
must gauge the feasibility of their interventions based on
their own students. This constraint can open the door to
varying and variable interpretations of their obligations,
depending on the teacher. It is therefore not surprising to
note that the degree of parental satisfaction, as voiced by
our focus groups, depends largely on the attitude of the
teacher.

The individualized
approach is limited by
the fact that teachers
intervene in the
classroom and,
consequently, must
gauge the feasibility of
their interventions based
on their own students.

48 Implementing the approach advocated by MELS also hinges on collaboration with
partners, in particular the Ministère de la Santé et des Services sociaux (MSSS) and its
network. In this respect, the MSSS-MELS agreement for the complementarity of services50
is crucial for students with PDD. This agreement covers all aspects of intervention for the
purposes of, among others, bringing together conditions that will enable young people
to reach their potential and ensure the complementarity of services to better fulfil their
needs.
The positive impact of effective collaboration
At the beginning of his education path, a student with PDD was integrated into a regular
class and received adapted educational services. When his family moved, he had to
change schools. At first, he was placed in a classroom with other students the school
didn’t know where to “park,” as the parents put it. It was a difficult year for the boy,
filled with changes. The following year, a new school team worked in close collaboration
with the family and health and social services partners, implementing the mechanisms
provided for in the MSSS-MELS agreement.50 The boy had a terrific and successful school
year.

49 The mechanisms for developing service pathways between the two
networks are based first and foremost on agreements between the
partners and on individualized, intersectoral service plans (IISPs).
Every student whose situation requires multiple services and
professionals beyond the mandate of a single institution is
supposed to have an IISP. An IISP enables the harmonization of
interventions, decision making in various spheres of development,
consensus building and concertation to plan for school entry or
prevent a situation from getting worse. The case study in the box
below was drawn from an investigation conducted by the Québec
Ombudsman and illustrates the need for an IISP to ensure the
continuity of services between intersectoral partners.
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The mechanisms for
developing service
pathways between the
two networks are
based first and
foremost on
agreements between
the partners and on
individualized,
intersectoral service
plans.

The importance of an individualized, intersectoral service plan
A mother complained about the disruption in the continuum of services provided to her
7-year-old son by the school board, the CRDITED and the CSSS. An evaluation conducted
after the boy had begun elementary school in a regular classroom setting diagnosed a
PDD and determined that the boy needed specialized services from the health and social
services network. Our examination revealed that the continuum of service delivery by
this network was disrupted because of a lack of collaboration with the school board. The
two networks were not using the concertation mechanisms provided for in the MSSSMELS agreement.50 The agreement enables the education network to work with the
health and social services network to ensure that concertation among the family and
partners from both networks results in the required services. The Québec Ombudsman
therefore recommended that the CSSS set a timetable and take steps to enable the
school, in concert with the other institutions involved, including the CRDITED, develop
and implement an individualized, intersectoral service plan. The CSSS followed the
Ombudsman’s recommendations.

50 Development of an IISP implies joint planning and coordination of services to the
student’s benefit. In this regard, an IISP is not the sum of the intervention plans of each
institution, but rather the product of consensus building among the different service
providers, the student and the parents so as to define the desired objectives and the
means of achieving them. In implementing the IISP, the players clarify the interventions
of the education network, the CSSS, the CRDITED, community organizations and other
partners. In short, an IISP enables a more integrated service delivery approach.
51 As regards interventions with students with PDD, we found that schools:
 have a philosophy of working one-on-one with students and reducing inequalities;
 take a needs-based approach regardless of the diagnosis;
 are willing to take action to prevent problems from arising.
52 First and foremost, interventions are carried out in the classroom, be it a regular or
special classroom. Students with PDD receive in-class services for several years, in an
environment where certain problems arise.
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2.2 Regular class or special class
53 The issue of whether special-needs students should be placed in
a regular class or a special class is a subject of controversy. Yet,
the choice between a special class or a regular class is not an
end in itself, but rather one of several means of fostering the
student’s development. The Québec Ombudsman finds that this
ideological debate not only hardens positions, but also creates
the perverse effect of diverting attention away from seeking
more flexible solutions and instead maintaining the existing
service offering. As a result, parents must choose a school on
the basis of the administration’s approach and sometimes even
move in order to find a suitable school for their child.

Having to choose
between a regular class
or a special class creates
the perverse effect of
diverting attention away
from seeking more
flexible solutions and
instead maintaining the
existing service offering.

54 It is important to point out here that the legal framework arising from the Education Act51
and the Policy on Special Education47 stipulates that educational services must be
organized in keeping with each student’s needs and abilities as determined by an
individual evaluation. Indeed, the provision of adapted educational services should not
be based on the fact that a student belongs to a particular special-needs category, nor
on the funding methods used by MELS. XXXII However, a gap clearly still exists between
this legal obligation and compliance therewith. XXXIII According to the people we
consulted, rather than favouring individual evaluation of needs and abilities, as required
by the legal framework, it is virtually standard practice among school boards to cluster
students into sub-groups that do not have the same needs. The Potvin case, presented in
the box below, illustrates this practice, which Québec’s Human Rights Tribunal and Court
of Appeal ruled are discriminatory. XXXIV

XXXII

The Québec Ombudsman addressed this issue in its special report on services for children aged 0-7
with pervasive developmental disorders, published in 2009.63
XXXIII
It is important to remember that schools’ efforts to adapt educational services to the special needs of
a particular student must not impose an excessive constraint or significantly undermine the rights of the
other students.
XXXIV
Summary of the Potvin case as described by Daniel Ducharme52 (2008), pp. 64-66.
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Potvin case
Joël Potvin started school at age 5. After spending two years in kindergarten in the
mainstream school system (one year part-time and the other full-time), he was evaluated
to see if he was ready to start Grade 1. When the evaluation determined that he was not
ready, the school board proposed placing Joël in a special class at the kindergarten level.
Joël’s parents contested the evaluation, arguing that it was not adapted for their son,
and offered to share the cost of integrating Joël into a regular class with adapted
educational services. When the school board refused, the boy’s parents went to the
school board in the adjacent district, which agreed to integrate Joël into a regular class
on a part-time basis (the rest of the time in a special class). A year and a half later, the
first school board offered the same service. In the meantime, an inquiry conducted by
the Commission des droits de la personne et des droits de la jeunesse revealed that the
proposed integration is merely formal, as the services provided in a regular class are not
adapted. In this case, integration was clearly a failure.
The case was brought before the Human Rights Tribunal, whose ruling was subsequently
upheld by the Court of Appeal. It is a requirement under the Education Act51 and the
Policy on Special Education47 that each student’s needs and abilities be evaluated prior to
the determination of adapted educational services. Integration into a regular class is the
standard practice provided that:



it has been established on the basis of the evaluation that such integration would
facilitate the student’s learning and social integration; and
it would not impose an excessive constraint or significantly undermine the rights
of the other students. The Tribunal ruled that the school board had treated Joël
Potvin with discrimination.

The Court of Appeal ordered the school board to perform an individual evaluation to
determine Joël’s needs, academic capabilities and social skills and then formulate an
intervention plan providing for all reasonable accommodations needed to integrate the
boy into a regular class in the nearest possible school to his home.
55 Thus, going by strict legal precedent, the virtually standard practice
of clustering students into sub-groups goes against the Policy on
Special Education.47 Moreover, in its 2009-2010 annual management
report,53 MELS reiterates the importance of the individualized
approach in stating that “the jurisprudence shows that the best
interests of the student are paramount and that every decision on
the educational services to be provided must be made on the basis
of a rigorous, individual evaluation of the student’s needs.”
(translation)
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The virtually standard
practice of clustering
students into subgroups goes against
the Policy on Special
Education.

56 MELS is responsible for ensuring that the school system complies with its policies and
programs, particularly those concerning access to a mixed approach to integration.
However, schools can create conditions fostering positive attitudes among staff; for
example, by assigning teachers familiar with PDD-related problems to special classes or
by ensuring teachers are supported by a CRDITED team that intervenes in a timely
manner. For students with PDD, such conditions translate into interventions that help
them feel at ease and participate in classroom activities.
57 Students with PDD have a clear need for guidance and support services. Special
education technicians who work with students in the classroom are generally not
allotted paid time to plan for school entry or devise such plans with the teacher.
Furthermore, the students with PDD that we interviewed decried the fact that several
school boards organize their services such that technicians take their breaks at the same
time as students, leaving the students alone with no special support measures. XXXV
However, rectifying the main deficiencies does not require costly specialized services,
just the reorganization of existing support staff’s schedules and duties using the
intervention plan. Obviously, basic knowledge of PDDs is required, but support staff
demonstrate their competency primarily by taking the time to understand and meet
each student’s needs while building a strong relationship of trust with the student.
RECOMMENDATION 4
REGARDING THE NEED FOR GUIDANCE AND SUPPORT AT SCHOOL
WHEREAS students with special needs require guidance and support both in
and outside the classroom;
WHEREAS special education technicians should be given the necessary leeway
to respond to the special needs of more vulnerable students.
The Québec Ombudsman recommends:
4. That the Ministère de l’Éducation, du Loisir et du Sport, working in close
collaboration with school boards, ensure that an intervention plan (IP) is
drawn up and strictly implemented for every student requiring such a plan;
4.1 That the intervention plan define the role of special education technicians
and allow for their working conditions to be adjusted accordingly, in
particular any necessary changes to their work schedule so they can assist
and support students outside the classroom (breaks during class time and
lunch hour).

XXXV

Consequently, little aid is provided to facilitate students’ participation in extracurricular activities or
help them interact with peers in a meaningful way or integrate peer groups.
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SPECIFIC FOLLOW-UP:
MELS must include results indicators in the partnership agreements it enters
into with school boards, XXXVI and school boards, in the management and
educational success agreements it enters into with schools.
These indicators must be maintained in future generations of partnership
agreements and management and educational success agreements.
58 In the area of prevention, XXXVII there are a number of examples of successful peer-to-peer
twinning.15-54-55 The goal of these rewarding experiences is to facilitate students’
academic learning and greater social integration. Peer involvement is also a good way to
raise student awareness about PDDs and can help reduce harassment and bullying.
Ontario’s peer helping model56 is a good example: elementary and secondary schools can
offer programs or courses to train peer helpers (students). Trainees earn credits for
helping students in need, including students with PDD.
59 However, prevention strategies are only successful if they are
implemented in a conducive school environment. Schools generally
set up places where students can socialize, such as student cafés, but
rarely have calming places where special-needs students can retreat
to. Schools tend to consider that developing these services is not
their responsibility, despite the documented risk of crises in students
with certain diagnoses if they remain in an unsuitable environment
for extended periods of time. Sometimes, these students can even
become aggressive.

XXXVI

Prevention strategies
are only successful if
they are implemented
in a conducive school
environment.

These agreements are tied to the objective of creating healthier and safer school environments
pursuant to the entry into force of the Act to amend the Education Act and other legislative amendments.62
XXXVII
See Appendix 4 (Section 4.4) for a brief description of prevention and healthy lifestyle strategies.
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RECOMMENDATION 5
REGARDING THE NEED FOR GUIDANCE AND SUPPORT AND FOR CALMING PLACES TO RETREAT TO
WHEREAS students with PDD need a stable team of resource people in order
to build a strong relationship of trust;
WHEREAS, generally speaking, the need for a dedicated room in schools where
students can go to calm down in peace and quiet is not met;
WHEREAS an integrated approach to prevention fosters educational success
and peer integration.
The Québec Ombudsman recommends:
5. That the Ministère de l’Éducation, du Loisir et du Sport support school
boards in making sure that, in every one of their schools, vulnerable students
deal with the same resource person all the time and have a special room
where they can go to calm down in peace and quiet;
5.1 That the Department support school boards in implementing, in every one
of their schools, initiatives or projects to recruit peers to help vulnerable
students.
SPECIFIC FOLLOW-UP:
MELS must include results indicators in the partnership agreements it enters
into with school boards, and school boards, in the management and
educational success agreements it enters into with schools.
These indicators must be maintained in future generations of partnership
agreements and management and educational success agreements.
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2.3 The problem of violence in schools
60 In late 2011, a 15-year-old student committed suicide after enduring several episodes of
bullying. This sad story underscores the lack of tangible means available to public
educational institutions for dealing with these issues. In an effort to improve the
situation, the government unveiled a mobilization strategy in February 2012 and
introduced a bill65 to combat bullying and violence in schools.
61 The strategy aims to make the entire school community accountable for this
phenomenon and make it mandatory to take action against bullying and violence in
schools and submit an annual report discussing the situation in each school.
62 The perception XXXVIII that young people are more violent today is of particular concern to
parents of children with PDD, especially since most of them have seen their children be
harassed or bullied at school. In addition, nearly everyone with PDD that we interviewed
said they had endured harassment or bullying, sometimes with devastating
consequences, leaving permanent scars that hinder social integration in adulthood.
63 These testimonials are substantiated by studies66-67 that report a
prevalence rate of bullying and victimization among students
with PDD between 46% and 94%, depending on the type of class,
compared to 11% among non-PDD students.68 The studies report
that bullying can have serious implications for students in both
regular and special classes, affecting their motivation,
educational success, desire to develop their social skills, and
possibly their ability to join the workforce later in life.

Studies report a
prevalence rate of
bullying and victimization
among students with
PDD between 46% and
96%, compared to 11%
among non-PDD
students.

64 Seeking to foster a healthy and safe environment for all students and members of the
school community, MELS launched the Action Plan to Prevent and Deal with Violence in
the Schools 2008-201169 to support and guide the school system in creating safer school
environments. XXXIX However, the action plan has not been as successful as hoped.
65 For instance, with over 30% of schools still without an action plan to prevent bullying, this
voluntary measure has not achieved all of the objectives set in 2008. As well, only a few
concrete measures have dedicated funding and measurable targets. Recurrent funding
XXXVIII

According to the Action Plan to Prevent and Deal with Violence in the Schools,69 no rigorous study has
confirmed that students today are more violent than their predecessors. p. 3
XXXIX
This action plan was drawn up in the wake of the Auditor General’s recommendations with regard to
MELS.70 It was to be implemented over a three-year period (school years 2008-2009 to 2010-2011) at a cost
of $16.8 million. The plan was extended until 2012 and has four focuses: prevention and dealing with
violence; joint action and training; research and documentation; follow-up and evaluation. Note that the
outcomes of the action plan are not yet known. MELS’ first step was to require every elementary and
secondary school to adopt a local intervention strategy to prevent and deal with violence by 2013.
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for direct services is allocated primarily to two actions: financial support of around
$1,000 per elementary and secondary school to take effective action XL in schools, and
financial support of approximately $700 per elementary and secondary school to develop
a guidance service for suspended or expelled students.
66 The steps taken to address the problems of harassment and
bullying in Québec schools will likely be insufficient to protect
students with PDD. The people we interviewed also stressed the
need for stronger monitoring services to ensure student safety
and combat harassment and bullying. In addition, monitoring
services are not geared to the needs of students with PDD and
there is little awareness about the issue among non-PDD students.
Finally, the lack of structured preventive action could negatively
influence the anxiety caused by harassment and bullying, as well
as behavioural crises.

Monitoring services are
not geared to the needs
of students with PDD and
there is little awareness
about the issue among
non-PDD students.

RECOMMENDATION 6
REGARDING THE NEED TO PREVENT HARASSMENT AND BULLYING
WHEREAS a number of Québec schools are having trouble effectively
combatting harassment and bullying;
WHEREAS 30% of Québec schools do not have an action plan to prevent
bullying;
WHEREAS nearly everyone with a PDD that we interviewed said they
had endured harassment and bullying at school.
The Québec Ombudsman recommends:
6. That the Ministère de l’Éducation, du Loisir et du Sport demonstrate
that priority will be given to direct services to effectively combat
harassment and bullying in schools, in all measures or action plans to
prevent bullying and violence against students in general and the more
vulnerable in particular.
SPECIFIC FOLLOW-UP:
MELS must include results indicators in the partnership agreements it
enters into with school boards, and school boards, in the management
and educational success agreements it enters into with schools.
These indicators must take into account the special case of vulnerable
students and must be maintained in future generations of partnership
agreements and management and educational success agreements.
XL

For example, implementing tested programs, including measures for students who are victims or
witnesses.
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2.4 Management and prevention of inappropriate behaviour
67 Behavioural disorders cause many problems at school. Special education technicians
often have the expertise to handle inappropriate behaviour in the classroom; however, a
student who frequently displays disruptive behaviour, sometimes to the point of
triggering a crisis, threatens his or her own academic achievement. The student may
actually be expelled for relatively long periods of time and, in some cases, even
permanently.
68 Schools, and society as a whole, have everything to gain from
preventing problems that will escalate over time and demand even
more resources in adulthood. Without timely access to specialized
services in school, some students will be declared unschoolable.
Meanwhile, the CRDITED and the school system each claim the other
is responsible for delivering services to students with behaviour
problems. In the majority of cases, the CRDITED intervenes only in
crisis situations, often resulting in emergency placement in a
resource provided for that purpose.

Without timely access
to specialized services
in school, some
students will be
declared unschoolable.

69 Although the purpose of the MSSS-MELS agreement50 is to provide the education
network with the support and expertise it needs from the health and social services
network, XLI it essentially deals with health and social services centres (CSSSs). Thus,
alignment with CRDITED services is not clearly defined and, consequently, CRDITEDs
provide little support and the integrated service continuum is not ensured. As well,
concertation in implementing individualized, intersectoral service plans is hampered and
ultimately dependent on the volition of the school principal or teacher. In this context,
educational success depends on the chance encounter with a teacher or peers who care
about helping those in need.

XLI

The Québec Ombudsman discussed the results of this agreement in its 2009 special report on services
for children with PDD,63 identifying four problems to be overcome: poor knowledge of the agreement
among practitioners in both networks; low rate of parental participation; sporadic participation by some
rehabilitation centres; failure of some regional authorities to play their decision-making role. These findings
still hold true in 2012. In the wake of the 2009 special report, departmental officials assured us of ongoing
steps to follow up on the MSSS-MELS agreement.
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RECOMMENDATION 7
REGARDING THE NEED FOR SPECIALIZED INTERVENTIONS AT SCHOOL
WHEREAS some behavioural disorders require a continuum of
specialized interventions, from crisis prevention and management to
post-crisis follow-up during reintegration of the student back into
school;
WHEREAS CRDITEDs are willing to collaborate XLII in accordance with the
practice guidelines for liaison between the different health and social
services and education partners;
WHEREAS all partners likely to provide an integrated response to
students’ needs should participate in the MSSS-MELS agreement.
The Québec Ombudsman recommends:
7. That the Ministère de la Santé et des Services sociaux ensure that
CRDITEDs provide the appropriate support for preventing, managing
and following up on crisis situations at school, in keeping with the
MSSS-MELS agreement;
7.1 That the Ministère de l’Éducation, du Loisir et du Sport, in
collaboration with school boards, establish and implement provincial
priorities, all the way down to regional and local action plans, with the
aim of overcoming the main problems identified in the reports on the
MSSS-MELS agreement.
SPECIFIC FOLLOW-UP:
The MSSS and MELS must submit to the Québec Ombudsman, no later
than March 31, 2018, a joint status report on the implementation of
recommendations 7 and 7.1.
This report must discuss the results of the work carried out, including
changes in the number and implementation stages of regional and local
action plans, the number and type of service pathways put in place as
well as service agreements leveraging CRDITEDs as school boards’
partners in crisis intervention.

XLII

According to the Québec federation of CRDITEDs’ comments64 regarding 24/7 crisis intervention
services, p. 11.
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2.5 An adapted response to the impact of sexual maturation and emotional
relationships
70 No schools have sex education programs tailored to students
with PDD. This leads to myriad piecemeal measures that depend
on the willingness and involvement of the various stakeholders:
teachers, educators, physicians, CRDITED and CSSS teams. These
measures do not flow from a well-planned, structured service
offering.

Addressing the needs of
teens with PDD must no
longer be left to chance.
The appropriate expertise
must be brought to bear.

71 In fact, people are uncomfortable even just discussing these issues. And even if these
issues are addressed in students’ intervention plans, parents often have to shoulder the
responsibility alone. Yet, failure to prevent inappropriate sexual behaviour,14-57-58
especially in non-verbal students, results in students being unnecessarily expelled from
class. Inappropriate sexual behaviour is sometimes wrongly attributed to a behavioural
disorder. Studies8-13-59-15-60-61 report that people with PDD who are capable of expressing
themselves said they felt totally unequipped to deal with their sexual and emotional
feelings during this period of their lives, especially the whole issue of emotional
relationships.
72 Note that some school boards are more proactive when it comes to sex education and
work collaboratively with the CSSS in this area. This collaboration enables them to
support teens in moving toward a love life. However, the CSSS is No schools have sex
not systematically called on in all regions of Québec, and neither education programs
is the CRDITED most of the time. Addressing the needs of teens tailored to students
must no longer be left to chance. There must be collaboration in with PDD.
the activities carried out under the MSSS-MELS agreement,50
taking into account the expertise in behavioural disorders
developed by CRDITEDS.
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RECOMMENDATION 8
REGARDING

THE NEED FOR ADAPTED SEX AND EMOTIONAL EDUCATION SERVICES IN

SCHOOLS

WHEREAS some CSSSs work collaboratively with school boards to
provide support services to students moving toward a love life;
WHEREAS CRDITEDs are developing expertise in behavioural disorders
that will likely lead to a different, adapted approach for dealing with
inappropriate sexual behaviour;
WHEREAS the MSSS-MELS agreement is now in the continuous results
monitoring stage and the reports on this agreement identify the main
problems to be overcome.
The Québec Ombudsman recommends:
8. That the Ministère de l’Éducation, du Loisir et du Sport, in
collaboration with school boards, ensure that regional and local action
plans identify the type of support required from the CSSS in the area
of sex and emotional education. CSSSs should be supported by
CRDITEDs in the development of expertise in behavioural disorders.
SPECIFIC FOLLOW-UP:
MELS must submit to the Québec Ombudsman, no later than March 31,
2018, a status report on the implementation of this recommendation.
This report must discuss the results of the work carried out, including
changes in the number and implementation stages of regional and local
action plans, the number and type of service pathways put in place as
well as service agreements leveraging CSSSs, supported by CRDITEDs, in
sex and emotional education.
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3 A Successful Adult Life that Provides Selffulfilment
73 Once they finish their schooling, people with PDD need activities they like and that match
their abilities. Their accomplishment can take many forms not necessarily tied to a
specific sub-category within the diagnosis:
 Some will successfully join the workforce without requiring special services.
 Others will successfully join the workforce by accepting the help they need.
 Others will never be able to join the workforce.

3.1 Planning the transition from school to working life
74 MELS is currently responsible for planning the transition from
school to working life (school-to-work transition plan, referred to
as TÉVA in French71). The planning process begins as soon as an
eligible student turns 14 years old. What is special about the
objectives of the school-to-work transition plan is that specialized
manpower organizations contribute to their achievement by
going to schools to:

MELS is responsible for
planning the transition
from school to working
life.

 guide autonomous students towards the general services offered by EmploiQuébec;
 guide students who need support towards specialized services;
 inform younger students (ages 14-16) about the labour market and EmploiQuébec services.
75 Schools can also call on CRDITEDs to help plan the transition from school to
working/adult life by assessing students’ strengths and weaknesses. And CSSSs can be
called on to meet one-time needs, such as developing social skills to facilitate labour
market integration.
76 In principle, the transition to working/adult life should be planned in the school
environment, with input from everyone concerned, including students with PDD. Efforts
to achieve the objectives of this transition must therefore begin while students are still in
school. Objectives should be achieved in pace with students’ progress by periodically
evaluating the student’s strengths and weaknesses and guiding the person towards the
best options for reaching his or her full potential. Based on our analyses, outcomes vary
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widely depending on the amount of collaboration on the ground to ensure a successful
transition to working/adult life, a step discussed at greater length on the following
pages. Yet, the government’s commitment is clear: all vulnerable population groups
should be able to receive quality services that match their needs.
77 Also, social integration and participation services XLIII should
be available as soon as young people finish their schooling. Social integration and
However, the health and social services network generally participation services should
be available as soon as young
does not start providing these services until age 21, even if people finish their schooling.
the person finishes school at age 16. In addition, there may be However, the health and
a long waiting list, services may be offered on a part-time social services network
basis, or they may be offered on a group basis, with groups generally does not start
consisting of people with different needs. Most of the time, providing these services until
age 21, even if the person
individuals with PDD and individuals with ID of all ages (21-70 finishes school at age 16.
years old) are grouped together. Sometimes other vulnerable
clientele groups are included as well. This practice of
grouping people with different diagnoses together is heavily
criticized, mainly because it is not motivating for people who have higher potential. In
the Québec Ombudsman’s opinion, the criticism is justified and the respective
responsibilities of the health and social services network and other partners involved in
fulfilling the government’s commitment must be clarified.

XLIII

CSSSs can provide adjustment and support services to individuals, their family and loved ones.
CRDITEDs currently provide people with adaptation and rehabilitation services, adaptation and
rehabilitation services in the context of workplace integration and adaptation and rehabilitation services in
the context of community integration (community living). Some CRDITEDs also provide support services to
places that integrate people with ID or PDD. In addition, every young person who leaves school at age 16 is
eligible for the job-readiness programs and services offered by the MESS network and should be able to
count on MELS’ help in planning his or her transition from school to working/adult life and building a
“life project.”
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RECOMMENDATION 9
REGARDING THE NEED FOR SOCIAL INTEGRATION AND PARTICIPATION SERVICES ONCE
A PERSON HAS FINISHED SCHOOL

WHEREAS every person with a disability should have access to social
integration and participation services as soon as they finish school;
WHEREAS sociovocational services are generally not available to people
with disabilities, including people with PDD, who leave school at age 16;
WHEREAS numerous institutional partners have pledged to deliver
social integration and participation services under the school-to-work
transition plan,71 the Commitment for Employment75 and the
government policy Equals in Every Respect76;
The Québec Ombudsman recommends:
9. That the Ministère de la Santé et des Services sociaux, in concert
with the other partners concerned, ensure that its institutions provide
social integration and participation services from the time schooling
ends rather than as of age 21 only.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report discussing the work carried out, including
implementation of the service organization plan and the outcomes of
the clarification of the social integration and participation service
offering.

3.2 Public services available and accessible to people with PDD
78 The employment integration and social participation support services generally available
and accessible to people with PDD, as documented by the Québec Ombudsman, are as
follows:
 The Ministère de l’Emploi et de la Solidarité sociale (MESS) is responsible for
providing employment integration services through its regular programs, under
other government commitments, or through specialized manpower organizations
for handicapped persons.
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 CRDITEDs provide “sociovocational” services (individual on-the-job training and
workshops) and, for some users, day programs.
 Some community health and social services organizations offer day programs.

3.3 Services provided by the Ministère de l’Emploi et de la Solidarité sociale
79 In recent years, MESS has played a determinant role in most government commitments
focused on concerted action and complementary service delivery by government
departments for specific population groups: National Strategy to Combat Poverty and
Social Exclusion, Engagement jeunesse, Government Action Plan to Combat Poverty and
Social Exclusion, Youth Action Strategy 2006-2009, National Strategy for Labour Market
Integration and Maintenance of Handicapped Persons,75 Youth Action Strategy 2009-2014.
Briefly, the ultimate goal of the services provided by MESS is to enable users to join the
workforce. However, it is general knowledge72-73-74 that it is often very hard to integrate
people with PDD into a workplace due to the difficulties associated with a PDD diagnosis.
80 MESS is responsible for improving:
 personal autonomy;
 social integration, mainly through employment integration;
 equal opportunity.
81 In addition, because people with PDD apply for specialized Not enough job
manpower services at all ages, they arrive with vastly different retention services are
levels of educational and work experience. This makes it difficult to offered.
develop tailored interventions that translate into lasting
employment72 due to their widely varying skills, aptitudes, preferences and needs.
However, we know that extensive on-the-job supports, including longer follow-up and
coaching when a person changes workplaces, is effective in reducing dismissals or
voluntary termination of employment.73-74 Yet not enough job retention services are
offered. XLIV The case study discussed in the box below is representative of the problems
brought to the Québec Ombudsman’s attention.

XLIV

The relatively short on-the-job follow-up period is attributable to the termination of subsidies once a
person finds a job and to the heavy workload and costs associated with follow-up. As well, the learning
required to overcome employment barriers (bus routes, familiarity with services available in the
neighbourhood) is sometimes overlooked.
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Bureaucratic approach to addressing needs
An adult with PDD sought help finding a job from the regional specialized manpower
organization for handicapped persons (SSMO-PH). In 2011, his mother informed the
Québec Ombudsman that her son’s file was closed for one year in accordance with the
memorandum of understanding (MOU) between the SSMO-PH and Emploi-Québec.
Under the MOU, the file of a person who has not found or kept a job for a period of one
year following the SSMO-PH’s interventions will be closed for a period of one year. At the
end of that period, the person’s file is reopened for up to one year and then closed again
for another year if the person has not found or kept a job for one year. The man and his
mother found this totally illogical considering the lack of continuity and flexibility in the
provision of employment integration services even though the framework governing
these MOUs provides for the continuation of services at the end of the 12 months of
intervention.

3.4 National Strategy for Labour Market Integration and Maintenance of
Handicapped Persons XLV
82 In addition to the employment integration services provided
under its regular programs, MESS administers the 2008 National
Strategy for Labour Market Integration and Maintenance of
Handicapped Persons (associated with the Commitment for
Employment).75 The goal of the strategy is to reduce the gap
between the employment rate for people with handicaps and
that for people without handicaps by 50% by 2018. It contains 61
actions that give formal structure to concerted action between
MESS, MELS, the MSSS and the Office des personnes
handicapées du Québec (OPHQ).

The Commitment for
Employment gives
formal structure to
concerted action
between MESS, MELS,
the MSSS and the Office
des personnes
handicapées du Québec.

83 An important aspect of the national strategy is that it makes labour market integration
services available to people with PDD, in addition to people in the usual categories of
mental health, intellectual disabilities and physical disabilities. Action 57 of the strategy
makes MESS and the MSSS jointly responsible for clarifying their respective roles and
areas of responsibility and then providing the necessary support for the signing of

XLV

“Through its goals and content, the National Strategy for Labour Market Integration and Maintenance of
Handicapped Persons is associated with the Pacte pour l’emploi (Commitment for Employment). Indeed, the
Strategy may be seen as a sort of extension of this Commitment to people with handicaps.” (Strategy, p.
5)
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collaboration agreements between the two networks, based on the agreed-upon sharing
of responsibilities. XLVI
84 MESS and the MSSS agreed to put intersectoral liaison mechanisms in place starting in
2012, on a three-year trial basis (2012-2015). At the end of the three years, between six
and nine separate projects will be launched. The first regional intersectoral collaboration
agreement under Action 57 is expected to be signed in fall 2012. The evaluation branches
of MESS and the MSSS are currently developing the evaluation framework for the trials.
MESS will report on the implementation results in its annual action plan for handicapped
persons and its report on the first phase (2008-2013) of the national strategy.75 In
addition, the results of the joint trials will inform a new commitment by MESS and the
MSSS during the second phase of the national strategy, which will cover the period 20142018.
85 The vision proposed in the National Strategy for Labour Market Integration and
Maintenance of Handicapped Persons75 is thus in line with that of the OPHQ in that both
have the development of a life project and the social integration of handicapped persons
as their focal point. XLVII Indeed, the OPHQ advocates a full response to the person’s basic
needs and an approach that views the handicapped person as a whole. This requires all
stakeholders to move from a philosophy of taking complete charge of a person to a
philosophy of accompaniment, through collaboration agreements, to help the person
realize his or her life project. The role of the OPHQ is to promote the signing of such
agreements between MESS and the other partners identified in the national strategy.

3.5 Services offered by CRDITEDs
86 Traditionally, CRDITEDs have provided various services to people with ID or PDD once
they have finished their schooling. These services range from workplace internships to
day programs (day centres). However, the MSSS is currently reviewing the role of
CRDITEDs and has clearly announced its intention to change their mission to that of
specialized-service providers.

XLVI

Action 29 (step up support for planning the transition from school to working life for handicapped
students) and Action 44 (increase the funding for the Contrat d’intégration au travail – employmentintegration contract – measure) are the other two measures most relevant to people with PDD.
XLVII
The goal of the 2009 government policy Equals in Every Respect76 is to increase the social participation
of handicapped persons within a 10-year period through action on 420 commitments to achieve 13
outcomes. The policy has several thrusts directly related to ensuring the complementarity of public
services responsive to the needs of people with PDD. It focuses on paving the way for teens with PDD to
live as independent adults and, to that end, advocates the implementation of measures that foster
autonomy and social integration. It lays out the challenges to be overcome in order to build a more
inclusive, unified and equitable society that respects the needs of handicapped persons and of their
families.
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87 Consequently, CRDITEDs are gradually withdrawing from
day programs. The MSSS feels that because these programs
do not entail specialized services, they should be delivered
by front-line service providers, i.e. CSSSs, or community
organizations. The problem is that front-line service
providers and community organizations cannot instantly
take over these services. It is up to the MSSS to ensure that
the responsibilities previously assumed by CRDITEDs are
transferred to CSSSs or community organizations
effectively and efficiently.

It is up to the MSSS to ensure
that the responsibilities relating
to day programs previously
assumed by CRDITEDs are
transferred to CSSSs or
community organizations
effectively and efficiently. The
problem is that the latter cannot
instantly take over these
services.

88 Some CRDITEDs no longer offer day activities, while others are gradually dropping them
through attrition. However, the majority of CRDITEDs still provide services to people
currently participating in workplace internships. And most have maintained their other
work integration services.
89 The sociovocational services provided by CRDITEDs are also being called into question by
specialized manpower organizations. Some of these organizations see a duplication of
services and find the sharing of responsibilities confusing. As well, numerous
caseworkers, parents and users question whether long-term workplace internships are
worthwhile, XLVIII believing that an internship should have a beginning and an end.
90 In a context of widening gaps between the services
offered in different regions, the people we consulted had
serious concerns about, and questioned, the decision to
redefine the role of CRDITEDs. In our view, their concerns
are justified. The biggest apprehensions are:
 that CRDITEDs will unilaterally decide to drop some
of their services;

In a context of widening gaps between
the services offered in different
regions, the people we consulted had
serious concerns about, and
questioned, the decision to redefine
the role of CRDITEDs. In our view,
their concerns are justified.

 that people who are unable to work will no longer have access to day programs
or social participation activities;
 that responsibilities will be transferred before front-line service providers are
ready to take them on (e.g. time to train their teams in pervasive developmental
disorders).

XLVIII

Exceptionally, the Act respecting labour standards77 allows for a person receiving services from a
CRDITED to do an unpaid internship in a health and social services institution for an undetermined length
of time. Internships done elsewhere must be remunerated.
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3.6 Services offered by community organizations
91 Currently, several community organizations offer some day activity services to address
the social participation needs of people with PDD. However, these services vary and are
compartmentalized. A number of parents complained to the Québec Ombudsman about
the lack of day activity services and the problems obtaining them. The complaints
concerned three aspects in particular:
 services are offered, but there is a waiting period of between 2 and 24 months;
 services are only available a few days a week;
 services are available five days a week, but users have to pay between $30-$40 a
day for them.
92 The two cases discussed in the box below are representative of the cases brought to the
Québec Ombudsman’s attention.

Not enough days of activities or an increase in the cost per day
A mother told us that after waiting a few months for services, her adult son with PDD
was given just two days a week at the day centre. The parents’ main expectation was for
their son to maintain the level of autonomy he had achieved. According to his ISP, he no
longer required specialized services, but rather front-line services in the form of day
activities. However, he only attends the day centre two days a week; the other three
days, he stays at home and does nothing, making it difficult to maintain his autonomy.
***
A family complained about the daily cost of activities their adult son with PDD
participates in five days a week through a community organization. The family wanted
these services to be free, like they are in adjacent regions. The Québec Ombudsman’s
investigation revealed that although community organizations receive funding from the
health and social services agency, they can manage their costs and waiting lists however
they wish.

55

93 We found that, currently, day-activity services for people with PDD
who are unable to work are inadequate. Also, local organizations,
like the vast majority of community organizations offering these
services, feel they are underfunded78 and find it hard to contribute
to the development of day programs. The Québec Ombudsman
has recently received requests from parents of disabled children
regarding the development of such programs. XLIX The Québec
Ombudsman thinks the expertise of the Ministère de la Famille et
des Aînés in work-family balance and special-needs groups should
be sought in this regard.

The MFA’s expertise in
work-family balance
should be solicited in
developing day
programs for people
with PDD.

3.7 Responding to social participation needs
94 The services currently offered by MESS are effectively limited and, consequently, offer a
poor response to social participation needs. Noteworthy among the few government
actions in this regard is the Social Assistance and Support Program79 administered by
MESS since 2007. The purpose of this program is to assist and support people who are
unable to seek employment or continue their studies in the short term and need help
achieving or maintaining autonomy. L The priority is clearly labour market integration,
even though statistics show that people with PDD have a limited ability to find and retain
employment8-73-80 either in the short or the long term. LI
95 People with Asperger Syndrome have the highest employment rate among the PDD
population. According to the studies consulted by the Québec Ombudsman, between
16% and 48%8-60 of people with Asperger’s work in a subsidized job, while between 2% and
16%60-81-80 are in permanent employment. Two national surveys conducted in 2006 LII put
the employment rate among the disabled population as a whole at 40.3% and 56.4%,
respectively, compared with 72.6% and 75.9% among the non-disabled population.

XLIX

When it was heard before the parliamentary Committee on Institutions in February 2012, the Québec
Ombudsman received a copy of a petition in this regard that had been presented to the National Assembly
that morning.
L
The Social Assistance and Support Program was revised in 2011 and split into two programs: Action and
Réussir. The objective of the Action program is to help recipients who face employment barriers acquire
enough social and vocational skills to participate in an employment assistance measure; Réussir is aimed at
people with a severely limited capacity for employment who were engaged in a process to acquire skills
but were unable to keep up the pace normally required to be entitled to income support.
LI
Studies show that between 11% and 52% of people with PDD who do not have an intellectual disability
have a job and that employment is often found with help from a specialized manpower organization.82
LII
The Participation and Activity Limitation Survey and the Survey of Labour and Income Dynamics, which
were discussed in the first report on implementation of the National Strategy for Labour Market Integration
and Maintenance of Handicapped Persons,83 p. 29.
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96 There is thus a significant gap between employment rates for
disabled and non-disabled people, and the findings of the studies
we consulted indicate that the gap is getting wider for people
with PDD. It would appear, then, that the needs of people with
PDD lie where existing services fall the shortest, i.e. services
addressing their social participation needs.
97 Generally speaking, services should be aimed at enabling people
with PDD to reach their full potential, taking into account their
widely varying progress and preferences. This implies greater
tailoring of the content and organization of activities to match
their needs. Instead, we found the exact opposite, i.e. that
people with PDD are supposed to adjust to a service offering
determined on the basis of the organization’s or institution’s
interpretation of its mission and the services it must provide to
fulfil that mission. This fuels conflict and dissatisfaction among
parents, caregivers and people with PDD. Given the need for
action to support people who are unable to join the workforce,
as well as their parents and caregivers, transitional measures are
also required.

Responding to people
with PDD’s social
participation needs is
where services fall the
shortest.

Users are supposed to
adjust to a service offering
determined on the basis of
the organization’s or
institution’s mission.
Action is needed to
support parents,
caregivers and people
who are unable to join the
workforce through day
activities. Transitional
measures are also
required.

RECOMMENDATION 10
REGARDING

THE NEED TO OFFER DAY ACTIVITIES TAILORED TO PEOPLE WHO ARE

UNABLE TO ENTER THE WORKFORCE

WHEREAS responding to the social integration and participation needs
of people with PDD requires a special approach;
WHEREAS fewer than 20% of people with PDD are in permanent
employment, compared with 80% of non-disabled people;
WHEREAS the MSSS is in the process of redefining the role and
responsibilities of CRDITEDs;
WHEREAS the MFA’s expertise in work-family balance and special-needs
clientele should be solicited;
WHEREAS the MSSS and MESS pledged to enter into service
agreements with each other and to establish mechanisms for intersector liaison to be developed under the National Strategy for Labour
Market Integration and Maintenance of Handicapped Persons.75
The Québec Ombudsman recommends:
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10. That the Ministère de la Santé et des Services sociaux, in
collaboration with the Ministère de la Famille et des Aînés, define the
day activities it intends to offer people with disabilities who are unable
to enter the workforce;
10.1 That the Ministère de la Santé et des Services sociaux and the
Ministère de la Famille et des Aînés ensure that the authorities
responsible for delivering day activity services are given the means
needed to assume that responsibility;
10.2 That the Ministère de la Santé et des Services sociaux and the
Ministère de l’Emploi et de la Solidarité sociale introduce mechanisms
for liaison between their respective networks into the National
Strategy for Labour Market Integration and Maintenance of
Handicapped Persons.
TRANSITIONAL MEASURES:
Given the need for action to support parents, caregivers and people
who are unable to enter the workforce, the Québec Ombudsman
recommends:
10.3 That the Ministère de la Santé et des Services sociaux, the
Ministère de la Famille et des Aînés and the Ministère de l’Emploi et de
la Solidarité sociale submit to the Québec Ombudsman, no later than
November 30, 2012, the plan and timetable for developing and
implementing a service offering of day activities for people with
disabilities who are unable to enter the workforce.
SPECIFIC FOLLOW-UP:
The MSSS, the MFA and MESS must submit to the Québec Ombudsman,
no later than March 31, 2018, a joint report on the implementation of
recommendations 10, 10.1 and 10.2.
The report must discuss the work carried out, specifying the type and
content of day activities offered by the MSSS and the means given to
CSSSs to enable them to assume their share of responsibilities.
The report must discuss the work carried out, specifying the phases in
implementing the service agreements entered into between the MSSS,
the MFA and MESS, the established mechanisms for liaison between
their respective networks, and the derived benefits for people receiving
services.
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4 A Living Environment Suited to the Person’s
Level of Autonomy
98 Another important end-goal of the transition to adult life is to develop the autonomy of a
person with PDD. Access to appropriate living arrangements is crucial during this new
transition period. However, with the sharp increase in the number of people diagnosed
with PDD since the 2000s, LIII meeting their diverse needs is a challenge that must be
overcome.

4.1 Independent living and residential services
99 Like any other adult, many people with PDD want their own place to live, with or without
support services. But one needs certain skills and abilities to live on one’s own. Learning
to live independently is therefore a prerequisite to gaining access to suitable living
arrangements. These learning objectives can be stated in the individualized service plan
with the aim of meeting all of the person’s needs; however, this is not systematically
done. Not many housing options are available outside of traditional public housing
models, LIV and the need to learn independent living skills is only partially addressed by
the health and social services network.
100 Residential services, such as intermediate resources, familytype resources or continuously staff-supported living
environments, generally fall under the responsibility of
CRDITEDs. Most of the time, there is a long waiting list,
depending on the region. The shortage of housing often results
in inappropriate groupings of people with different needs.

The shortage of
residential resources
under the responsibility
of CRDITEDs often results
in inappropriate
groupings of people with
different needs.

101 The majority of regional agencies we questioned on the matter said that inappropriate
groupings of people do indeed exist and that these situations are not ideal. According to
the agencies, they exist in order to prevent an even greater shortage of residential
services. The case presented in the box below illustrates the problems encountered by
people with PDD, their parents and caregivers.

LIII

The scientific community agrees that there has been a significant rise in PDD diagnosis over the last few
decades. Several causal factors84 of this increase have been described in the literature, including the lack of
accurate diagnostic criteria and possible changes in diagnosis. An expert panel is currently redefining these
criteria for the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders.2 According to
preliminary findings from recent research,3 the proposed changes to the definition of PDDs may lead to a
decrease in PDD diagnosis and, eventually, in the number of people with PDD receiving services.
LIV
However, CRDITEDs reserve beds in their residential resources for emergency placements, including in
cases of social urgency.

59

Dissatisfaction over the lack of services
The mother of an adult with PDD filed a complaint with the Québec Ombudsman when
the intermediate resource her son was living in closed. She lamented the lack of
alternative residential resources suited to the needs of adults with PDD and was not
happy with the offer of weekend respite, which is hard to get. The mother felt that not
enough services were available to adults with PDD. An investigation by the Québec
Ombudsman revealed that her complaint was substantiated by the poor overall service
offering. It recommended that the health and social services agency identify regional
service benchmarks for addressing the needs of adults with PDD. At the same time, it
asked the agency to develop flexible, innovative solutions for respite care, residential
support, varied residential resources and self-contained housing units that include
assessment of the specific needs and problems of adults with a PDD diagnosis. The
agency accepted these recommendations and follow-up is underway.

102 In investigating the above case as well as several others brought to its attention, the
Québec Ombudsman found that the residential services offered do not match the needs
of the clientele. Some people living in residential resources under contract with secondline service providers really only need minimal assistance and could function in a lessrigid structure such as supervised housing. However, very little supervised housing is
available. Recent initiatives have garnered considerable interest, in particular the joint
social housing initiative of health and social services agencies and the Société
d’habitation du Québec, which consists in developing adapted, low-rental units to meet
these special needs. The program, which targets all vulnerable population groups, is
being carried out in conjunction with CRDITEDs or with the support of community
organizations.
103 This type of housing could also serve adult children living with their parents. However,
their transition to adapted living arrangements must be planned, because the risk of
developing depression20 or anxiety22-20 due to the significant stress of moving to a new
place. This issue is well documented.13
104 In terms of services, the MSSS must better equip its network to develop basic skills and
must step up use of ISPs to identify the most suitable residential resource. This action
could be grounded in intra-network communication of innovative solutions proposed by
residential resources. For example, some resources seek optimal grouping by accepting
residents on the basis of shared traits and needs.
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4.2 Development of domestic living skills
105 Training in domestic living skills, such as grocery shopping, budgeting and managing
finances, is not given much importance in the service offering for people with PDD. And
yet, apart from a person’s intelligence quotient, domestic living skills are the most
important factor in independent living.8 Indeed, they are fundamental skills a person
needs to acquire. Autonomy needs could be addressed by drawing on the services
provided to other population groups, such as people with mental health problems, who
are supervised and taught the skills needed to live independently. LV In this regard, action
that improves collaboration and expertise sharing between public service networks
should be favoured.
106 Sharing expertise requires, above all, that ISPs be implemented
rapidly so that services are coordinated and delivered in the right
place. As well, it is imperative that more be done to prevent crises
or emergency situations that result in costly specialized services.
Successful living arrangements demand a thorough needs
assessment so that people with compatible needs are placed in
the same residence. LVI

Sharing expertise
requires, above all,
that ISPs be
implemented rapidly
so that services are
coordinated and
delivered in the right
place.

RECOMMENDATION 11
REGARDING THE DEVELOPMENT OF DOMESTIC LIVING SKILLS AND ADAPTED HOUSING
WHEREAS some people with a PDD diagnosis can live independently in
a supervised apartment with minimum support;
WHEREAS it is very hard to meet the diverse needs of people with PDD
using the traditional housing models.
The Québec Ombudsman recommends:
11. That the Ministère de la Santé et des Services sociaux devise
guidelines that clearly state the services for developing domestic living
skills to be offered within its network and that they be taken into
account during the forthcoming revision of the action plan Un geste
porteur d’avenir;

LV

In some low-rental housing developments, residents have been successfully mobilized to supervise
vulnerable tenants and notify the health and social services network as needed.
LVI
Studies show that few people with PDD gain access to self-contained housing units, supervised
apartments or group homes,8-14-60-81-85-86 with rates ranging from 3% to 28%.8-14-60-61-86 The rates among
people without an intellectual disability vary between 30% and 48%.81-82 The results with regard to factors of
successful living arrangements are contradictory and reflect the need for an individualized approach.8-81-8561
In short, it is not the sub-category within the diagnosis that determines successful groupings of people,
but rather the grouping of people with compatible traits.
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11.1 That health and social services agencies see to it that a range of
housing options is available, with a clearly defined sharing of
responsibilities among their regional institutions.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report on the implementation of recommendations 11 and
11.1.
The report must discuss the means taken within the MSSS network to
ensure access to and the availability of services for developing domestic
living skills.
The report must also discuss the steps taken to include performance
indicators for measuring the achievement of recommendation 11.1 in the
management agreements the MSSS enters into with agencies and in the
agreements agencies enter into with the institutions concerned.

4.3 Families growing older
107 Although little attention has been paid to the matter thus far, it is fairly clear today that
the aging of people with PDD and their family members must be taken into consideration
when defining service offerings. When parents die or are no longer able to take care of
their child, it creates another major transition period entailing special needs. If the
transition from family home to residential resource has not been planned beforehand,
there may not be enough time to make a successful transition and the person could face
an emergency placement.
108 Government services and families are jointly responsible
for finding housing solutions. Concerns, questions and
potential solutions are emerging within the health and
social services network. LVII The principles of intervention
and concerted action set forth in recent local umbrella
programs to address the needs of older people with ID
could be adapted to older people with PDD. It is certainly
an avenue worth exploring.

LVII

Solutions contained in recent
local umbrella programs for
older people with ID are the
most promising avenues
worth exploring to see if they
could be adapted to people
with PDD.

Ten cases of successful collaborative governance approaches to addressing the needs of vulnerable
persons were presented during a symposium held in March 2012 (La personne au cœur d’un engagement
partagé). One of the projects was aimed at developing ways to address the new reality of aging families
and people with ID.
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109 In addition to planning for this transition in ISPs, other promising avenues include
solutions that grow out of the development of domestic living skills,13 and the presence
of a tutor or mentor LVIII with whom the person with PDD can gradually build a
relationship of trust.
RECOMMENDATION 12
REGARDING THE NECESSARY TRANSITION WHEN FAMILIES GET OLDER
WHEREAS family plays a vital role that changes over the life of a person
with PDD;
WHEREAS a person with PDD needs a stable environment to cope with
aging family members;
WHEREAS little effort is made to plan transitional services as families
get older;
WHEREAS families need timely support to ensure a successful
transition.
The Québec Ombudsman recommends:
12. That the Ministère de la Santé et des Services sociaux plan for the
housing needs of people with PDD as families get older.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report discussing the services put in place following needs
planning and proposing innovative, comprehensive solutions to
facilitate the transition process as families get older.

LVIII

Elsewhere in Canada, social volunteering initiatives are being carried out to enrich the lives of
vulnerable persons and ensure other people can take over when parents are no longer able to care for
their child.
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5 Clarifying the Roles and Responsibilities of
Each Player
110 In the Québec Ombudsman’s opinion, a shift in individual
organizational cultures to greater focus on concerted action is
both necessary and urgent. The findings presented thus far show
that the services needed by people with PDD are dispensed by a
number of different networks and, consequently, a
comprehensive service delivery approach is required, in keeping
with the government’s commitment.

A shift in individual
organizational cultures to
greater focus on concerted
action is both necessary and
urgent in order to develop a
comprehensive response to
the needs of people with
PDD.

111 We analyzed this commitment on the basis of the policy papers, action plans and reports
that lay out the desired approach to service delivery as being comprehensive, integrated
and intersectoral. The following pages discuss our analysis, findings and resulting
recommendations.
112 We will also discuss our analysis of the results of a questionnaire completed by health
and social services agencies during our data collection campaign in 2010. This analysis has
helped to update the main findings of the last two MSSS reports LIX (2005 and 2007). In
brief, the analysis revealed that most of the systemic problems encountered in 2007
during implementation of the action plan Un geste porteur d’avenir6 still seemed very
prevalent in 2010. This fundamental finding was corroborated by much of the data
derived from the answers to the questionnaire.

5.1 Sharing of roles and responsibilities within the health and social services
network
113 There is a consensus among the health and social services
institutions that effective sharing of roles and responsibilities
between these institutions hinges on genuine adherence to the
rationale of clinical projects. Even if CSSSs develop such
projects in accordance with MSSS policy directions, the way in
which the projects are implemented varies widely from one
region to the next.

LIX

Effective sharing of roles
and responsibilities
hinges on genuine
adherence to the
rationale of clinical
projects.

These two reports were prepared for the purposes of comparing the results of implementation of the
measures of the action plan Un geste porteur d’avenir6 between March 2005 and March 2007. As
mentioned earlier, the third report is in preparation and should be released in June 2012.
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114 “Institutional silos” still exist in many places as testified by the fact that some CRDITEDs
and CSSSs are slow to work together. However, according to the bases of the clinical
project, each CSSS must determine, in collaboration with its partners, in particular
CRDITEDs, the needs of the population it serves and the services to be provided. Yet in
some regions, CRDITEDs unilaterally define the service offering based on the means at
their disposal and their interpretation of their mission.
Confusion as to the roles of the different players
An adult with Asperger Syndrome whose person and property are under public
curatorship complained to the Québec Ombudsman that he was being shunted back
and forth between the Curateur publique, the CRDITED and the CSSS. Whenever a
problem arose, the user would contact the Curateur publique, only to be referred to
the CSSS, which in turn referred him to the CRDITED, and so forth. The Québec
Ombudsman noted definite confusion as to the role each body should play in service
delivery. For example, the user’s individualized service plan, which states the
responsibilities of each party, was developed and updated without input from all the
bodies providing services to him. Following the Québec Ombudsman’s intervention, all
parties finally made an effort to clarify their respective roles and draw up a “roles
table” on which everyone could agree, which should make it easier for the user to
know who is responsible for what.

115 In other regions, implementation of clinical projects has led to the sharing of resources
and expertise among institutions as well as simplified service organization. Moreover,
formal service agreements on resource and expertise sharing have been reached with
the CSSS. For a clinical project to be successful, all players must adhere to the principle
that services for people with PDD are not the responsibility of a single network, let
alone a single institution, and that these services must therefore be integrated.
116 Generally speaking, many players continue to interpret the
concept of service continuum or service pathway as being a Many players continue to
interpret the concept of
juxtaposition of various service offerings. According to this
service continuum as being a
concept, responsibility for one service offering ends where juxtaposition of service
responsibility for another begins and there is no guaranteed offerings, which is contrary to
service continuity within the public networks concerned. the concept of integration.
Examples of this are legion, especially when it comes to the
interaction of service programs in physical health, mental
health, and intellectual disabilities and pervasive developmental disorders. The box
below summarizes a real-life situation highlighting the need for service agreements that
prevent such juxtapositions.
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The need to comply with intervention protocols
The Québec Ombudsman received a complaint about the amount of time it was taking
to initiate procedures for admitting a teen with PDD to a resource for people with ID.
The complaint also concerned the lack of measures to ensure the teen’s safety
following an assault. An investigation by the Québec Ombudsman revealed that the
youth centre had not been informed that it could obtain supports from both the
CRDITED and the CSSS. The CRDITED should have established an intervention plan. An
individualized service plan should also have been formulated, and the youth centre
should have placed the teen under special supervision because of his age. The Québec
Ombudsman recommended that the institutions involved:


go over the concept of “cooperation protocol” with their employees;



reiterate the importance of ISPs and of improving the quality of IPs;



take steps to assess the clinical impact of placing a user in a resource for people
of a different age group and profile;



meet with the parents to address their concerns and inform them of available
support measures and of the measures taken to avoid a repeat of their child’s
situation;



draw up an action plan for the safe delivery of health and social services and
implement the existing multisectoral agreement and related training.

These recommendations were implemented according to the fixed timetable.
117 When a person with PDD develops a new physical or mental
health problem, there is a tendency to view the problem as When a person with PDD
another manifestation of PDD, especially if the costly issue develops a new physical or
of residential services is involved. This tendency is mental health problem, there
particularly pronounced in regions where the mental health is a tendency to view the
problem as another
program is underfunded. Individualized service plans (ISPs) manifestation of PDD.
and intervention plans (IPs) must be used, throughout the
life course, to ensure genuine follow-up at every stage in
the issue’s development. Such follow-up enables coordinated interventions with a view
to preventive action and access to effective treatment, particularly for mental health
issues.13-14-15-88 It must also help prevent players from adopting conflicting responses to
new needs as well as foster support for people with PDD to ensure that services can be
geared to their specific situation. System navigators play a crucial role in this regard.
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118 Even though professionals are often the first to criticize the silo-based approach, many
of them prefer to work only with the members of their own team rather than with those
of other organizations or sectors. In many cases, partners from
different organizations or sectors do not have the same Even though
perception of coordination resources such as ISPs or system institutions have a
navigators, nor do they call them the same thing. It is rare that formal obligation to
implement ISPs, they
users have the same system navigator long enough to build a are not sufficiently
relationship of trust. Furthermore, the effectiveness of ISPs is encouraged to
frequently compromised by the fact that many organizations fail coordinate their
to implement them even though they have a legal obligation to activities to ensure
effective use of these
do so. Indeed, we noted in a number of our investigations that an
plans. As a result,
ISP had not been implemented. Clearly, health and social services services remain
institutions are not sufficiently encouraged to coordinate their compartmentalized.
activities to ensure effective use of ISPs. As a result, service
offerings remain compartmentalized.
RECOMMENDATION 13
REGARDING THE
PLANS (ISPS)

DEVELOPMENT AND IMPLEMENTATION OF INDIVIDUALIZED SERVICE

WHEREAS section 103 of the Act respecting health services and social
services stipulates that an individualized service plan must be developed
for certain classes of users, including people with PDD;
WHEREAS, even though network institutions have a formal obligation
to implement ISPs, they are not sufficiently encouraged to coordinate
their activities to ensure effective use of these plans. As a result, service
offerings remain compartmentalized.
The Québec Ombudsman recommends:
13. That the Ministère de la Santé et des Services sociaux (MSSS), in
close collaboration with health and social services agencies, ensure
that ISPs are developed, rigorously implemented and based on
collaboration among the different health and social services
institutions with a view to integrated service delivery.
SPECIFIC FOLLOW-UP:
The MSSS must include indicators in the management agreements it
enters into with the health and social services network, attesting to the
existence and rigorous implementation of ISPs. These indicators must
be maintained and updated in future generations of management
agreements.
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5.2 An example of “institutional silos” in the health and social services
network
119 The box below presents a complaint actually received by the Québec Ombudsman in
order to illustrate the impact of a silo-based approach on users, their parents and
caregivers. According to the information gathered, service delivery was deficient
primarily due to a lack of coordination among the four institutions involved, i.e. two
CSSSs, a CRDITED and a CRDP.
“Institutional silos” and their impact on users
A few months after her son was diagnosed with autism, a mother was faced with a lack
of coordination in service planning and organization. She contacted two CSSSs to
request information on the resources available in her area that could address her son’s
needs. Neither of the CSSSs fulfilled its role as coordinator; instead, they simply referred
her to specialized centres (CRDP and CRDITED). One of the CSSSs took more than two
and a half months to forward the teen’s referral to the CRDP. The CRDP provided the boy
with physiotherapy and then closed his file. After further delays, the other CSSS referred
the teen to the CRDITED, which does not provide physiotherapy services. Consequently,
the teen did not receive any professional follow-up after his file was closed at the CRDP,
despite the fact that he was in dire need of it. The mother requested that her son receive
physiotherapy from the appropriate institution.
After investigating the matter, the Québec Ombudsman concluded that the mother was
justified in being dissatisfied with the lack of coordination among the different
institutions in addressing her son’s needs. The teen was adversely affected by poorly
planned transitions not coordinated by a CSSS-appointed network navigator. The
Québec Ombudsman recommended that the CSSS specify the steps it intended to take
to meet the teen’s needs in a timely manner, in accordance with MSSS reference
frameworks. This recommendation was being followed up on at the time of publication
of this report.

120 In short, the Québec Ombudsman noted a general problem in the sharing of
responsibilities as well as a resurgence of “institutional silos,” a situation that is
preventing the desired service integration. The results of the questionnaire completed
by health and social services agencies in 2010 clearly support these findings and highlight
the differing viewpoints prevailing within the agencies.
121 For example, the results reveal a general lack of consensus among respondents on the
important question of which body should be responsible for providing each of the main
categories of services. Indeed, as testified by the table below, none of the results exceed
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50%, i.e. the percentage needed to indicate a consensus among over half of the regional
respondents. Even the highest percentage, which was for the question of which body
should be responsible for respite, child care and emergency care services, is only 48%.
The lack of consensus is also evident when it comes to residential services (43%). The
percentages for sociovocational integration services are all below 20%, indicating sharp
disagreement among the different regional players.

Table 1: Sharing of responsibilities

5.3 Regional and local differences in health and social services
122 Differences in health and social services offering from one region or institution to the
next are a major source of dissatisfaction. We identified at least 10 factors LX that can
affect services for teens and adults with PDD:
 different modes of governance resulting from institutional mergers, or different
clinical approaches;
 growth in the prevalence or number of people requesting services;
 critical masses of users in the context of labour shortages;
 differences between formal and informal methods of collaboration with partners;
 accountability and reporting mechanisms;
 size of the territory served, which entails different organizational models and
missions (e.g. supra-regional vocation);
LX

See Section 3 of Appendix 3 for additional information on these 10 factors (under the heading “Causal
factors of regional differences in service offerings”).
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 access to services in more than one region because of geographical proximity and
client mobility (i.e. potential to attract and retain users);
 specific characteristics of certain user groups (e.g. people from cultural
communities who require approaches responsive to their specific needs or
socially isolated people who require more public support services);
 budgets, including sources of top-up funding (e.g. foundations or research
agencies) and innovation capacity;
 influence of lobby groups on priorities.
123 In other words, many local and regional characteristics can affect service access and
availability for people with PDD; however, they can also affect the service offering for
other vulnerable population groups as well. No two regions offer
No two regions offer
exactly the same services. It would appear from the agency exactly the same
questionnaire results, presented in the table below, that barely half services.
the regions can provide rapid access to respite, child care and
emergency care services or a system navigator. In most regions, over
half of the different types of services tend to involve long wait times.
In the remaining regions, certain types of services are not available at all, either because
the health and social services agency has decided not to provide them or because it is
unable to provide them for reasons beyond its control.

Table 2: Service availability

Respite, child care and emergency care services
Case manager
Individualized, intersectoral service plans (IISPs)
Transportation
Day programs for adults unable to join the workforce
Workplace integration
Social integration for adults
Non-institutional residential resources
Support for people living in autonomous and semiSpecialized services for people with multiple disorders
Habilitation/rehabilitation in rehabilitation centres
Specialized respite
PDD diagnosis
Prevention services (Mental Health Action Plan)
0%

Rapidly available

Available but with long wait times

10%

20%

30%

40%

Not available by choice of the agency

50%

60%

70%

80%

100%

Not available for reasons outside the agency's control

Source: Protecteur du citoyen (2010) Analyse du questionnaire aux agences de la santé et des services sociaux
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90%

124 Most players involved in service delivery at the regional level
firmly believe that, in the context of limited resources, they
are in a position to determine the best service access criteria.
We noted many different criteria for prioritizing services in
each network, including at the community level. The problem
is that the criteria are based on different intervention
strategies, some of which are diametrically opposed. LXI

The problem is that the
many criteria used to
prioritize services in each
network are based on
different intervention
strategies, some of which
are diametrically
opposed.

125 Some of these criteria can be tied to the clinical effectiveness of interventions in
preserving or preventing threats to the physical integrity of a person. Other criteria
reflect adherence to certain values such as equal opportunity, the greater good, access
for as many people as possible or priority on the basis of level of autonomy. Still other
criteria, such as economic return or “first come, first served,” are of a more
administrative nature.
126 The Québec Ombudsman questioned the health and social
services agencies on the choices they have to make between
requested services and the services they can actually deliver.
The following table shows that agencies in half the regions
surveyed said the increase in prevalence of children with PDD
has forced them to give priority to services to children over
services to adults. One quarter of the regions have decided to
share the resource envelope with their ID clientele. The
remaining quarter has not had to share their resource envelope
in this way because they have fewer users with PDD and service
integration within the public networks concerned appears to be
easier.

LXI

Due to the increased
prevalence of children
with PDD, half of the
regions surveyed have
given priority to
services to children
over services to adults.
One quarter of the
regions have decided
to share the resource
envelope with their ID
clientele.

To gain a good grasp of the impact of this situation on service access, we drew up a list of the service
prioritization criteria and then grouped them into four categories. Readers who would like to learn more
about these categories can refer to Section 3 of Appendix 3 (under the heading “Prioritization criteria
derived from focus groups”).
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Table 3: Defining regional priorities for service offerings
Indicate which of the following statements on resource allocation best describes the
role it has played in the gap between desired services and delivered services
It has played an important role in that the sharp,
unanticipated increase in the prevalence of children
Half of
with PDD (or in the demand for services for this
the regions
clientele) in our region has made it necessary to
give priority to services to children over services
It has played an important role in that the resource
envelope is shared with the ID clientele, who also
have major needs to be filled in our region.

One quarter
of the regions

It has not been particularly important and there has
been no need to give priority to some services over
others in order to offer the planned services.

One quarter
of the regions

Source: Protecteur du citoyen (2010) Analyse du questionnaire aux agences de la santé et des services sociaux

127 The vast majority of agencies consider that MSSS expectations regarding the
deployment of a service offering for teens and adults with PDD are clear. However, even
though its policy directions have played a determining role in defining the service
offering, other factors, such as the increase in prevalence of PDD among children, have
also influenced the agencies’ priorities. This finding indicates that the decisions agencies
make as to the services they provide are not based on a consistent prioritization system.
128 In short, each region adopts its own model for implementing MSSS policy directions
because there are no clear guidelines on priorities. The differences observed from one
region to the next are related above all to differences in priorities and performance. A
promising way to foster an equitable and adequate service offering would be to
establish memoranda of understanding between the different partners concerned.
129 It is therefore not surprising that the agencies identified The reality is that the
clarification of roles and responsibilities and implementation of sharing of responsibilities
good planning mechanisms as the most important factors in the health and social
governing overall performance in addressing the needs of people services network is still
with PDD. Our findings also show that resource allocation is not ill-defined. The MSSS
must show leadership in
the factor with the most weight, LXII given that respondents in the this regard.
different regions considered it only moderately important. The
reality is that the sharing of responsibilities in the health and social
services network is still ill-defined. The MSSS must show leadership in this regard.
LXII

Examples of effective partnerships are found especially in small towns where players have more limited
resources but a greater tendency to work together.
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RECOMMENDATION 14
REGARDING THE CLARIFICATION OF ROLES AND RESPONSIBILITIES IN THE DELIVERY OF
HEALTH AND SOCIAL SERVICES TO PEOPLE WITH PDD
WHEREAS the MSSS must play a leadership role in clarifying roles and
responsibilities and implementing good planning mechanisms;
WHEREAS the MSSS has started working on the third report for
updating the action plan Un geste porteur d’avenir.6
The Québec Ombudsman recommends:
14. That the Ministère de la Santé et des Services sociaux clarify the
roles and responsibilities of the different institutions and players
within its network, particularly by clearly informing agencies about the
leadership role it expects them to play;
14.1 That the Ministère de la Santé et des Services sociaux identify, in
its next update of the action plan Un geste porteur d’avenir, courses of
action for defining the PDD service offering, including clarifications
regarding network navigator, in accordance with the bases of the
clinical project.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than
March 31, 2018, a report on the results of implementing
recommendations 14 and 14.1.
The report must also discuss all work plans for updating Un geste
porteur d’avenir as well as the means taken within its network to share
roles and responsibilities, in accordance with the bases of the clinical
project.
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5.4 Lack of harmonization efforts in the education network
130 MELS is not doing enough to harmonize services within the education network. This
situation is reflected in the decision-making model, which gives school boards a great
deal of autonomy. Every school board establishes an advisory committee to provide
advice on the Department’s policy for the organization of services for students with
handicaps, social maladjustments or learning disabilities and on resource allocation for
those services. This way of functioning results in widely varying interpretations of a
school’s mandate with regard to establishing adapted educational services responsive to
the needs of each student.
131 This can have perverse effects in that some school boards and
schools may try offload responsibility for addressing the needs of
students with PDD to the health and social services network.
Similarly, some CRDITEDs tend to think that the school system
should be entirely responsible for providing services to these
students during the school year. Furthermore, even if students with
PDD finish school at age 16, they generally do not receive services
from the health and social services network until age 21. In other
words, no services are available to them when they leave the school
system. The complaint described in the box below illustrates this
situation.

Some school boards
and schools may try to
offload responsibility
for addressing the
needs of students with
PDD to the health and
social services
network.

Inadequate intersectoral collaboration
A mother had kept her autistic son at home since he was 14 years old (he was now 20)
despite a court order obtained by the Director of Youth Protection (DYP) requiring the
school board to provide her son with instruction. According to the mother, the school
board claimed that it had not received the necessary funding to enrol the boy in a private
special school. An investigation by the Québec Ombudsman revealed that the school
board deemed that the child was being schooled because it granted him four hours of
instruction a week, including the teacher’s travel time. According to the mother, the boy
was regressing noticeably. The DYP, the director of special education at the school board
and the MELS regional office refused to take action. The mother tried to make
arrangements for her son to attend a special school in another school board district the
following year, but the school board refused because the boy had temporarily attended
a CRDITED-run day centre in another region. Other social workers contacted by the
mother could do nothing to improve her son’s situation and no steps were taken to
ensure his social integration or participation.
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132 According to a study published in 2010,87 the education and health and social services
networks still have difficulty working together despite all the means put in place by
MELS and the MSSS. In short, these means have not yet produced all the anticipated
outcomes in addressing the multidimensional needs of students with PDD. The means
deployed:
 involve greater presence of health and social services professionals in schools;
 target the need to make individualized, intersectoral service plans and transition
plans compulsory;
 must enable collaboration protocols to be entered into between the two
networks, especially during transition periods, i.e. from school to working/adult
life or from one living environment to another.
133 In short, this study by the Fonds de recherche du Québec - Société et culture (FRQSC)
corroborates the results of our analyses and the data we gathered.
RECOMMENDATION 15
REGARDING

THE REQUIRED COORDINATION BETWEEN THE EDUCATION AND HEALTH

AND SOCIAL SERVICES NETWORKS IN ADDRESSING THE NEEDS OF STUDENTS WITH PDD

WHEREAS intersectoral collaboration is needed in order to establish an
integrated approach for improving the provision of services to students
with PDD;
WHEREAS an effective mechanism for collaboration between the
education and health and social services networks is needed to ensure
an integrated response to the multidimensional needs of students with
PDD;
WHEREAS this mechanism – the individualized, intersectoral service
plan – is provided for in the MSSS-MELS agreement.50
The Québec Ombudsman recommends:
15. That the Ministère de l’Éducation, du Loisir et du Sport clearly state
its expectations of its network in the area of intersectoral
collaboration;
15.1 That the Ministère de l’Éducation, du Loisir et du Sport designate a
person from the education network to formulate the individualized,
intersectoral service plans with the health and social services network
to ensure a coordinated response to the needs of students with PDD,
in accordance with the MSSS-MELS agreement;
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15.2 That the Ministère de la Santé et des Services sociaux clarify the
role of CRDITEDs and CSSSs in formulating and complying with
individualized, intersectoral service plans under the MSSS-MELS
agreement to ensure that students have access to services that foster
their educational success.
SPECIFIC FOLLOW-UP:
MELS must include indicators for measuring the achievement of
recommendations 15 and 15.1 in the partnership agreements it enters
into with school boards, and school boards, in the management and
educational success agreements it enters into with schools.
The MSSS must include indicators for measuring the achievement of
recommendation 15.2 in the management agreements it enters into
with its network as well as measures to ensure that individualized,
intersectoral service plans are formulated and rigorously implemented.
Indicators introduced in accordance with recommendations 15, 15.1 and
15.2 must be maintained and improved in future generations of
management agreements and partnership agreements.

5.5 Lack of harmonization efforts in the employment network
134 Intersectoral collaboration must also be improved in the
employment network. For example, the lack of a clear sharing
of roles and responsibilities between MESS and the MSSS is
particularly evident when it comes to social integration of
people who are unable to enter the workforce. Both
networks tend to claim the other is responsible for developing
employment services. Moreover, gaps and duplication exist in
employability services. Both networks are slow to enter into
collaboration agreements LXIII and it is therefore urgent to
clarify their roles and responsibilities.

Intersectoral
collaboration must be
improved in the
employment network
and it is urgent to
clarify roles and
responsibilities.

135 MESS must first determine the best approaches for ensuring sustainable employment.
Second, MESS and the MSSS must take the necessary steps to identify the common
needs of people with PDD compared with people with mental health problems,
LXIII

In spite of Action 57 of the National Strategy for Labour Market Integration and Maintenance of
Handicapped Persons,75 which stipulates that, as of 2008, the MSSS and MESS must clarify their roles and
areas of responsibility for the signing of collaboration agreements between their respective service
networks.
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intellectual disabilities or physical disabilities. At the same time, MESS and the MSSS
must give greater attention to social integration and participation of people who do not
have access to the labour market.
136 In addition, the MELS action strategy must be reinforced to provide adequate support
for planning the transition from school to working life.71 Similarly, the advisory role of the
OPHQ must be consolidated to make it easier for the networks to offer complementary
services. The mandate of several existing consultative committees LXIV on which the
OPHQ promotes the needs of people with disabilities must be clarified so as to
encourage the various partners to enter into collaboration agreements. Better use must
be made of these numerous committees to improve cohesion between school boards
and schools, between specialized manpower organizations and the OPHQ, and between
CRDITEDs and CSSSs.
137 Our findings confirm that the Québec Ombudsman’s first special
report63 made crucial recommendations regarding system
navigators and service plans. Moreover, as highlighted by the
analysis of our agency questionnaire, even if the majority of
agencies think designation of a system navigator should be a
priority, there are still many obstacles and not all regions have
system navigators.

Deployment of system
navigators is still
highly problematic.

138 The following activities must still be carried out or completed to make service
organization more effective:
 implementation of common service plans between the networks;
 establishment of rules governing system navigator assignment that are aimed at
stability and the creation of conditions for building trusting relationships with
users, rather than at administrative expediency;
 development of special expertise to support people with PDD during transition
periods and thereby maximize their ability to adjust to change.
139 The government has made a clear commitment to all people with disabilities, including
those with PDD. Through the 61 actions of the National Strategy for Labour Market
Integration and Maintenance of Handicapped Persons75 and the 420 commitments under
the policy À part entière,76 all the institutional players must henceforth focus on ensuring
that their respective networks offer coordinated and complementary services. However,
steps must still be taken to translate these commitments into concrete action in all
LXIV

For example, the provincial follow-up committee on the MSSS-MELS agreement,50 the
interdepartmental follow-up committee on the transition from school to working life for students with
handicaps, the interdepartmental committee on compensation for additional costs due to impairments,
disabilities or handicapping situations and the interdepartmental committee on individualized and
coordinated service planning.
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public networks, through service agreements, to ensure that people with PDD and other
vulnerable populations receive better support and assistance in carrying out their “life
project."
140 To that end, the MSSS, MELS and MESS must clarify their roles and responsibilities within
their respective networks, in collaboration with the OPHQ in its capacity as an advisory
body. Together, these departments must then determine the key factors for successful
intersectoral collaboration.
RECOMMENDATION 16
REGARDING RESPONSIBILITY SHARING AND CONCERTED ACTION AMONG THE VARIOUS
PARTNERS IN THE DELIVERY OF PUBLIC SERVICES

WHEREAS organizational culture must evolve in step with the
government’s service commitment;
WHEREAS there are grey areas in the sharing of responsibilities among
the health and social services, education and employment networks;
WHEREAS there is a need to clarify the advisory role of the OPHQ in
initiating, motivating and supporting intersectoral collaboration;
WHEREAS concerted action among the various partners (school boards
and schools, specialized manpower organizations and the OPHQ,
CRDITEDs and CSSSs) needs to be consolidated through new incentives
for increasing effective intersectoral collaboration;
WHEREAS the jurisdiction of each organization must be respected.
The Québec Ombudsman recommends:
16. That the Ministère de la Santé et des Services sociaux, the Ministère
de l’Éducation, du Loisir et du Sport and the Ministère de l’Emploi et de
la Solidarité sociale clarify their respective roles and responsibilities in
the development of employability skills, workplace integration,
employment support and supervision, and social participation
(including day programs) for people with disabilities;
16.1 That the clarification of roles and responsibilities lead to
collaboration agreements between partners from the health and social
services, education and employment networks;
16.2 That the Office des personnes handicapées du Québec (OPHQ)
draw up a list of existing consultation and concertation committees,
bodies and processes and propose changes in their mandates to the
departments concerned in order to foster the signing of intersectoral
collaboration agreements.
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SPECIFIC FOLLOW-UP:
The MSSS, MELS and MESS must submit to the Québec Ombudsman, no
later than March 31, 2018, a joint report on the results of implementing
recommendations 16, 16.1 and 16.2.
The report must discuss the results achieved through the indicators for
measuring the existence, number and scope of collaboration
agreements entered into between their respective service networks.
As of March 31, 2018, the MSSS, MELS and MESS must include indicators
for measuring the existence, number and scope of intersectoral
collaboration agreements in their annual management reports, as well
as the results achieved through these indicators.
On March 31, 2013, the OPHQ must submit to the Québec Ombudsman a
status report on the required changes to the mandates of existing
consultation and concertation committees, bodies and processes and
must inform the departments concerned thereof.
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6 Improving performance measurement
141 We have shown that the public services offered to people with PDD vary widely from
one region and institution to the next, across all networks. Over the next few pages, we
will examine tools that could help better assess the situation with a view to identifying
necessary improvements. The discussion will focus in particular on accountability and
reporting mechanisms that shed more light on performance: current mechanisms do not
enable informed judgments on network performance and thus do not accurately reflect
efforts being made on the ground.
142 As mentioned earlier, people with PDD require services from several networks, which
should be interconnected. The government’s service commitment thus constitutes a
benchmark, and organizations must adopt a coordinated approach to ensure the
complementarity of service offerings in line with this commitment. The challenge is to
develop service pathways that cover prevention, intervention and post-intervention
follow-up so as to ensure that everyone receives the right level and type of services, at
the right time, in the right place and with the necessary expertise.

6.1 Accountability and reporting that do not reflect performance
143 The purpose of accountability and reporting is to show parliamentarians and citizens that
organizations have gotten the most out of the funding they receive. However, this is
impossible with the current indicators. Accountability and reporting systems would
benefit from including results indicators for measuring such things as the existence and
extent of implementation of individualized service plans, the existence and
implementation of individualized, intersectoral service plans, and the status of waiting
lists at different service stages.

6.2 Accountability and reporting in the health and social services network
144 In the health and social services network, targets are currently
set in the management agreements entered into between the
MSSS and health and social services agencies and between the
agencies and institutions. In theory, these agreements are an
important lever for meeting priorities. In our analysis, we
identified two problems that directly impact the quality of the
results of management agreements. The first problem is that, in
some regions, the targets set in the agreements are based on
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In some regions, the
targets set in
management
agreements are based
on inaccurate
estimates of the
volume of certain
client groups.

inaccurate estimates of the volume of certain client groups. The second is the lack of
flexibility LXV in allocating resources based on needs. These problems make it hard to
compare regions in terms of the services they offer. LXVI
145 Considerable emphasis is placed on accountability for the provision
of services to people with disabilities under the 2008 service
access plan.10 Based on an examination of this plan, we can affirm
that there have been real reductions in wait times thanks to better
management of priorities, as well as reductions in duplication and
positive adjustments in procedures. However, current
accountability and reporting mechanisms still have many
limitations that undermine their contribution to service evaluation.
Concretely, it is often very difficult, if not impossible, to determine
how long people with a PDD diagnosis actually have to wait for
services.

Concretely, it is often
very difficult, if not
impossible, to
determine how long
people with a PDD
diagnosis actually
have to wait for
services.

146 For example, current mechanisms do not take into account wait times moved to
diagnostic evaluations. Although diagnostic and screening services are generally
available, they are reserved first and foremost for children, in accordance with the
service access plan.10 Therefore, teens and adults have to wait longer for these services.
Also, if a person has multiple conditions, practitioners from different sectors are involved
in his or her diagnostic evaluation, thus leading to additional delays that are not taken
into account. This is one of the documented perverse effects of the service access plan.10
As shown in the following table, these findings are supported by the results of the
agency questionnaire, which reveal adverse effects in 64% of the regions.

LXV

For example, targets are set for the number of families that should receive services, which can have an
adverse effect on group interventions and partnerships to be concluded between CSSSs and CRDITEDs.
Furthermore, this target-based management approach is at odds with the allocation of global budgets for
certain services such as home support.
LXVI
For instance, a region may post one of the best performances in respite services, but one of the worst
in sociovocational integration services. Statistical monitoring with simple variance audits does not shed
light on whether allocated resources have been well utilized or, more specifically, on performance.
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Table 4: Achievement of the objectives of the service access plan10

Resources have been required to achieve the plan's
objectives, and the service offering for teens and
adults with PDD will be reduced or developed more
slowly

46%

Service access objectives have been achieved without
any impact on other aspects of the service offering

Service access objectives have been achieved by
reducing the level of services

36%

18%

Source : Protecteur du citoyen (2010) Analyse du questionnaire aux agences de la santé et des services sociaux

147 It should also be noted that achievement of the service access plan’s10 objectives is
accounted for statistically solely on the basis of delivery of the first service to the user.
The other services required under the user’s individualized service plan have not yet
been taken into consideration, which means the user is on the waiting list for the other
services he or she needs. Moreover, in some regions, certain services previously provided
by CRDITEDS have been transferred hastily and in an ill-planned manner to front-line
service providers, while ID budgets have been reallocated to PDD services. LXVII
148 Generally speaking, organizations are not encouraged to report on either the meeting of
needs or service quality. However, in order to measure performance, it is essential to
determine whether services are appropriate. The current reporting process is deficient in
this regard, as it is based almost entirely on service volumes without any adjustment for
the required level of services, a vital measure for taking the severity of issues into
account. Another major problem is that performance hinges on intersectoral action,
among other things. The reporting mechanisms currently used in each of the sectors
concerned do not cover this aspect.

LXVII

In theory, the 2008 service access plan10 applied equally to all disabilities. In practice, however, if PDD
targets were harder to achieve with available funding, managers could draw on the global budget of the
ID-PDD program, which may have reduced the service offering for other client groups.
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149 This finding with regard to the health and social services network is
corroborated by the results of our agency questionnaire. Only one
agency thinks the current indicators used in management
agreements are relevant and adequate. The other agencies think
they are inadequate (57%) or need to be reviewed (36%).

According to health and
social services agencies,
the current indicators are
inadequate (57%) or
need to be reviewed
(36%).

6.3 Accountability and reporting in the education network
150 The education network has a joint MELS-school board steering committee on strategic
planning and accountability. Our analysis revealed that the MELS strategic plan lacks
concrete targets for several of the elements discussed in this report. For example, the
indicators used to measure achievement of the objective of implementing conditions
that foster the educational success of students with handicaps,
social maladjustments or learning disabilities LXVIII are the Results-based
publication of guidelines and the formulation of partnership management is slow
to be implemented in
agreements by 2013. However, the MELS 2009-2010 annual the education
management report53 generally says that results are not available network.
on the achievement of these objectives. Given that the education
network is slow to implement results-based management, it is
impossible to determine, with MELS accountability and reporting mechanisms, whether
the Department is fulfilling its responsibilities. In fact, even though basic reporting and
accountability mechanisms are being introduced through partnership agreements, the
education network still does not employ results-based management.

6.4 Accountability and reporting in the employment network
151 The accountability and reporting mechanisms of MESS (EmploiQuébec) involve measurable results targets and information on
factors that affect them. However, there are no specific data on
people with a PDD diagnosis, even though the service offering for
this clientele is not exactly the same as that for disabled people as
a whole. It is therefore impossible to measure the performance of
services for people with PDD. MESS (Emploi-Québec) should take
steps to develop this aspect.

It is impossible to
measure the
performance of
services for people
with PDD. MESS
(Emploi-Québec)
should take steps to
develop this aspect.

6.5 Possible solutions
152 Our analysis leads us to conclude that each of the public service networks must strive to
improve its accountability and reporting mechanisms. Priority must be given to
developing relevant indicators for measuring intersectoral collaboration. The most
promising approach seems to be individualized, intersectoral service plans (IISPs), given
that they are the object of consensus among the different service networks, young users
LXVIII

Objective 1.7 of the MELS 2009-20013 strategic plan89 concerns students with handicaps, social
maladjustments or learning disabilities.
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and parents on how to address needs. IISPs state the interventions carried out by
schools, CSSSs, CRDITEDs and community organizations. However, they do not state
interventions carried out by the employment network and, consequently, cannot be
used as an indicator for measuring the results of these interventions. This gap must be
filled in order that the follow-up measures and impact of all partners can be taken into
account.
153 The employment network and its partners have an important role to play in helping
teens and adults with PDD make the transition to working life. Several different
pathways may be used for this purpose. If the various stages in this transition were
addressed in IISPs, a global indicator could be developed to measure all the necessary
components of intersectoral or internetwork collaboration. In keeping with the spirit of
the National Strategy for Labour Market Integration and Maintenance of Handicapped
Persons,75 MESS would be particularly well placed to foster reflection in this regard, as
well as the concerted action needed to develop such indicators.
RECOMMENDATION 17
REGARDING MEASUREMENT OF THE EFFECTIVENESS OF INTERSECTORAL PARTNERSHIPS
AND THEIR IMPACT ON INDIVIDUALS

WHEREAS current limitations in productivity-based accountability and
reporting in each public service network make it impossible to measure
the impact of intersectoral collaboration on the meeting of needs and
on service quality;
WHEREAS priority must be given to developing relevant indicators for
measuring intersectoral collaboration in the provision of services to
people with PDD;
WHEREAS MESS is well placed to help develop indicators based on the
collective accountability of the various networks concerned (health and
social services, education and employment).
The Québec Ombudsman recommends:
17. That the Ministère de l’Emploi et de la Solidarité sociale, in close
collaboration with the Ministère de la Santé et des Services sociaux
and the Ministère de l’Éducation, du Loisir et du Sport, develop
indicators for measuring the effectiveness of intersectoral
partnerships and their impact on people with PDD, particularly by
adding an “internetwork” dimension to the indicators for
individualized, intersectoral service plans.
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SPECIFIC FOLLOW-UP:
The MSSS, MELS and MESS must submit to the Québec Ombudsman, no
later than March 31, 2018, a joint report on the results of establishing
indicators for measuring intersectoral or internetwork collaboration in
their respective networks.
As of March 31, 2018, the MSSS, MELS and MESS must include indicators
for measuring intersectoral or internetwork collaboration in their
annual management reports.
RECOMMENDATION 17.1
REGARDING FOLLOW-UP OF THE RECOMMENDATIONS IN THIS REPORT
WHEREAS implementation of the recommendations made in this
special report requires a dynamic follow-up system tailored to the
report’s specific content.
The Québec Ombudsman recommends:
17.1 That each of the departments and agencies mentioned in the
report’s recommendations designate a representative to report on the
recommendations targeting their department or agency as well as on
the results of the follow-up provided for in each recommendation.
FOLLOW-UP:
Each department and agency must inform the Québec Ombudsman in
writing, by July 1, 2012, of the name of the representative designated to
report on the recommendations targeting their department or agency.
The representative must submit, on March 31 of every year until 2017, a
detailed action plan in the form of a results table including all the
recommendations targeting his or her department or agency.
Each representative must report on any other follow-up, as stipulated in
each recommendation, and any other work plan, follow-up document or
report prepared as part of other departmental or government activities
addressing the same matters as those discussed in this special report.
A joint meeting of all department and agency representatives must be
held at the Québec Ombudsman’s office in the third year following
publication of this special report to discuss accountability and reporting.
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7 Conclusion: Clarifying the Public Service
Offering for Vulnerable Persons
154 The aim of this report was to determine whether or not the government is delivering on
its commitment regarding services for teens and adults with PDD. The Québec
Ombudsman finds that this commitment is focused on the importance of providing these
people with services that foster their social integration and participation according to
their level of autonomy.
155 However, the Québec Ombudsman also found that it is difficult for
the various players involved to translate this commitment into
concrete action. As a result, service delivery is often deficient, and
it is hard for people to know what services they are entitled to,
who to contact to obtain them and what are the conditions of
access to services. Therefore, the Québec Ombudsman has
formulated 17 recommendations to break down “institutional
silos” and prevent interruptions or fill gaps in services in school
and throughout adult life. LXIX

The Québec
Ombudsman has
formulated 17
recommendations to
break down
“institutional silos”
and prevent gaps in
services in school and
throughout adult life.

156 Access to required services is sometimes hindered in the three networks (health and
social services, education and employment) by inefficient policy implementation and
ineffective sharing of roles and responsibilities. Below are our findings in this regard for
each of the public networks concerned.
157 Increased demand LXX and the need for higher levels of services are putting significant
pressure on the health and social services network. Consequently, agencies increasingly
face difficult choices, creating the risk that priority will be given to some client groups
over others. The MSSS must respond to the expectations of several regions that wish to
obtain guidelines for clarifying their service offering. Citizens are entitled to have a clear

LXIX

See Recommendation 17.1, in Appendix 1, regarding follow-up of the Québec Ombudsman’s
recommendations.
LXX
“Depending on the sources consulted, there are anywhere between 15 and 70 cases per 10,000
inhabitants, and between 200 and nearly 800 new cases per year. What is the reason for such huge
disparities? There are a number of potential reasons, the principal one being an increase in the prevalence
and number of cases as a result of better detection methods, new specialist clinical practices, and pressure
to influence diagnoses in order to obtain services or financial benefits. According to some people, the
lower figures are due to the fact that doctors are asked to be careful because a PDD diagnosis can cause
children to be ostracized, or the fact that some practitioners do not acknowledge this kind of disorder.”
2009 Special Ombudsman’s Report,63 p. 25
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understanding of the services available to them and of the conditions governing access
to those services. LXXI
158 In the education network, the principles set out in MELS policies regarding the
organization of services are not accompanied by a functional service offering. Without
clear guidelines on the minimum services that should be available to all students with
handicaps in Québec, the advisory committee for each school board is free to adopt
“across-the-board” approaches that reflect the values of those exerting the most
influence on the committee. MELS must determine whether the Policy on Special
Education47 and the adapted education program48 are being followed, and promote
results-based management. LXXII The results of its assessment should help clarify the
service offering. Parents should not have to apply pressure individually in order to obtain
services. Systematic implementation of service plans would be a step towards a more
effective and more equitable service offering.
159 Although the employment services provided by the employment and social solidarity
network are fairly clearly defined, the same is not true for social participation services for
people who are unable to work, which fall under the “social solidarity” component of
the network’s mission. Once the current process of redefining the mandate of CRDITEDs
has been completed – a process that will affect the majority of existing sociovocational
integration services – who will address the service needs of people with PDD in this area?
160 Our analysis has also highlighted the different approaches taken by the three networks
in responding to the needs of people with PDD. It is therefore not surprising that we
noted a wide range of prioritization criteria grounded in different, and sometimes
opposing, rationales. Owing to the lack of an operational definition, the service offering
remains theoretical; in reality, the promised services are not all that accessible.
161 In the Québec Ombudsman’s opinion, these problems are due for
the most part to the lack of a clearly defined service offering. In a
context where the needs of teens and adults with PDD are
evolving, it is essential to clarify and adapt the services available
to them. Consequently, the Québec Ombudsman is of the view
that the lack of clarity regarding the services offered by the
various public service networks cannot continue.

The lack of clarity
regarding the services
offered by the various
public service
networks cannot
continue.

162 To put it more clearly, the question is: What services are really offered by each
department and network?

LXXI

Under section 4 of the Act respecting health services and social services,11 “every person is entitled to be
informed of the existence of the health and social services and resources available in his community and of
the conditions governing access to such services and resources.”
LXXII
A 2008 report90 assessing the Policy on Special Education (1999) and its application under the 2007
Adapted education program48 concluded that they converge more than they diverge and that the
convergence is moderate.
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163 Answering this question is all the more important given that it concerns people who
require services their entire life.10 According to MSSS estimates,6 in 2002 there were
approximately 12 000 people with PDD in Québec and roughly 5 000 families in need of
support services for a child under 19 years of age with a PDD diagnosis. LXXIII Based on the
information sources available to us when this report was released, we estimate that at
least 20 000 people in Québec may be living with a pervasive developmental disorder.
Thus, funding and cost-sharing are genuine issues for these people and their families
insofar as budgetary choices are a determining factor in access to services on a
continuous, permanent basis.
164 The consequences of ignoring this question could accelerate erosion of the public service
offering, not only for people with PDD but for other vulnerable population groups as
well. This risk of erosion is well-documented and is reflected in the following situations:
 The government has made a commitment based on key values promoting an
individualized approach, whereas, in reality, people with different needs are
often grouped together.
 There is a lack of information on services to which people actually have access,
due to, for example, the range of criteria used to establish service availability.
 Service offerings vary widely from one public service network to the next. In fact,
it has been demonstrated that no two regions offer exactly the same services.
 Implementation of the available service offering is incomplete and some services
are not accessible or only accessible after long delays.
165 The Québec Ombudsman is aware of the important issues and challenges surrounding
this delicate question. However, based on our analysis of the status of services provided
to young people and adults with PDD and their families, the Québec Ombudsman has
concluded that the essential public services actually available to them must be clarified
and responsive to their needs. Only then will it be possible to measure the gap that still
needs to be filled in order to guarantee that all vulnerable persons receive the services
they are entitled to expect, in keeping with the government’s commitment.

LXXIII

In comparison, 12 000 families had a child under 19 years of age with an intellectual disability.91
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APPENDIX 1: Overview of
Recommendations and Follow-up
Mechanisms
RECOMMENDATION 1
REGARDING THE DEVELOPMENT OF CLINICAL EXPERTISE IN BEHAVIOURAL DISORDERS
AND THE TRANSFER OF THIS EXPERTISE TO TEAMS WORKING WITH VULNERABLE
PERSONS

WHEREAS CRDITEDs are developing expertise in behavioural disorders;
WHEREAS the developed expertise must be put to the service of CSSS
teams working with people with behavioural disorders;
WHEREAS CSSS and in-school teams that intervene in cases of
inappropriate behaviour in students, more specifically inappropriate
sexual and emotional behaviour, need prevention tools in this regard;
The Québec Ombudsman recommends:
1. That the Ministère de la Santé et des Services sociaux ensure that the
clinical expertise in behavioural disorders developed by CRDITEDs is
shared with CSSS teams and other professionals who work with
people with PDD;
1.1 That the work carried out by CRDITEDs to develop clinical expertise
in behavioural disorders include the production of tools for preventing
inappropriate behaviour at school, more specifically sexual and
emotional behaviour.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report on the development of clinical expertise in behavioural
disorders, including the production of tools for preventing
inappropriate behaviour at school, and the transfer of this expertise and
these tools to CSSS teams and other professionals.
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RECOMMENDATION 2
REGARDING

THE DEVELOPMENT OF CLINICAL EXPERTISE IN COMORBIDITY AND THE

TRANSFER OF THIS EXPERTISE TO TEAMS WORKING WITH VULNERABLE PEOPLE

WHEREAS the lack of coordination undermines collaboration between
rehabilitation and mental health professionals;
WHEREAS front-line service providers must improve access to follow-up
services required in cases of multiple disorders;
WHEREAS clinical expertise in treating people with multiple disorders
(comorbidity of mental health problems) needs to be developed.
The Québec Ombudsman recommends:
2. That the Ministère de la Santé et des Services sociaux ensure that
the agreements it enters into with health and social services agencies
provide for the development of clinical expertise in treating people
with multiple disorders (comorbidity of mental health problems);
2.1 That the developed expertise translate into clinical support
programs aimed at professionals (CSSS, hospitals, CRDITED) who work
with people with multiple disorders;
2.2 That the institutions concerned work in close collaboration to
develop this special service offering and that this service offering be
made public.
TRANSITIONAL MEASURES:
Given the needed supports for people with multiple disorders
(comorbidity of mental health problems), the Québec Ombudsman
recommends:
2.3 That the Ministère de la Santé et des Services sociaux submit to the
Québec Ombudsman, no later than November 30, 2012, the work plan
and timetable for developing this expertise and implementing clinical
support programs, as well as the means by which the institutions
concerned are going to make public this special service offering.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report on the development of clinical expertise in combordity
(co-occurring mental health problems).
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The report must discuss the work carried out, including the number of
cooperation agreements entered into with health and social services
agencies in this regard and the means of intervention transferred to
institutions, CSSS teams and other professionals who work with people
with PDD.
RECOMMENDATION 3
REGARDING THE SUPPORT AND RESPITE NEEDS OF PARENTS AND CAREGIVERS
WHEREAS parents and caregivers of people with PDD have significant
support and respite needs that are not adequately met;
WHEREAS the normative framework of the support program for
families of people with disabilities is obsolete considering that the last
program guide published by the MSSS dates to 1991;
WHEREAS the program is not uniformly applied across all regions and
communities.
The Québec Ombudsman recommends:
3. That the Ministère de la Santé et des Services sociaux review and
update the support program for families of people with disabilities for
implementation no later than March 31, 2014;
3.1 That the above review place emphasis on the establishment of
integrated services, especially general and specialized respite services.
TRANSITIONAL MEASURES:
Given the needed home supports for parents and caregivers of a person
with disabilities, the Québec Ombudsman recommends:
3.2 That the Ministère de la Santé et des Services sociaux submit to the
Québec Ombudsman, no later than November 30, 2012, the work plan
and timetable for implementing services that improve access to, and
the availability of, integrated respite services, both general and
specialized.
SPECIFIC FOLLOW-UP:
Effective March 31, 2015, the MSSS annual management report must
discuss the results of the new support program for families of people
with disabilities.
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RECOMMENDATION 4
REGARDING THE NEED FOR GUIDANCE AND SUPPORT AT SCHOOL
WHEREAS students with special needs require guidance and support
both in and outside the classroom;
WHEREAS special education technicians should be given the necessary
leeway to respond to the special needs of more vulnerable students.
The Québec Ombudsman recommends:
4. That the Ministère de l’Éducation, du Loisir et du Sport, working in
close collaboration with school boards, ensure that an intervention
plan (individualized education plan) is drawn up and strictly
implemented for every student requiring such a plan;
4.1 That the intervention plan define the role of special education
technicians and allow for their working conditions to be adjusted
accordingly, in particular any necessary changes to their work
schedule so they can assist and support students outside the classroom
(breaks during class time and lunch hour).
SPECIFIC FOLLOW-UP:
MELS must include results indicators in the partnership agreements it
enters into with school boards, LXXIV and school boards, in the
management and educational success agreements it enters into with
schools.
These indicators must be maintained in future generations of
partnership agreements and management and educational success
agreements.

LXXIV

These agreements are tied to the objective of creating healthier and safer school environments
pursuant to the entry into force of the Act to amend the Education Act and other legislative amendments.62
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RECOMMENDATION 5
REGARDING

THE NEED FOR GUIDANCE AND SUPPORT AND FOR CALMING PLACES TO

RETREAT TO

WHEREAS students with PDD need a stable team of resource people in
order to build a strong relationship of trust;
WHEREAS, generally speaking, the need for a dedicated room in schools
where students can go to calm down in peace and quiet is not met;
WHEREAS an integrated approach to prevention fosters educational
success and peer integration.
The Québec Ombudsman recommends:
5. That the Ministère de l’Éducation, du Loisir et du Sport support
school boards in making sure that, in every one of their schools,
vulnerable students deal with the same resource person all the time
and have a special room where they can go to calm down in peace and
quiet;
5.1 That the Department support school boards in implementing, in
every one of their schools, initiatives or projects to recruit peers to
help vulnerable students.
SPECIFIC FOLLOW-UP:
MELS must include results indicators in the partnership agreements it
enters into with school boards, and school boards, in the management
and educational success agreements it enters into with schools.
These indicators must be maintained in future generations of
partnership agreements and management and educational success
agreements.
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RECOMMENDATION 6
REGARDING THE NEED TO PREVENT HARASSMENT AND BULLYING
WHEREAS a number of Québec schools are having trouble effectively
combatting harassment and bullying;
WHEREAS 30% of Québec schools do not have an action plan to prevent
bullying;
WHEREAS nearly everyone with a PDD that we interviewed said they
had endured harassment and bullying at school.
The Québec Ombudsman recommends:
6. That the Ministère de l’Éducation, du Loisir et du Sport demonstrate
that priority will be given to direct services to effectively combat
harassment and bullying in schools, in all measures or action plans to
prevent bullying and violence against students in general and the more
vulnerable in particular.
SPECIFIC FOLLOW-UP:
MELS must include results indicators in the partnership agreements it
enters into with school boards, and school boards, in the management
and educational success agreements it enters into with schools.
These indicators must take into account the special case of vulnerable
students and must be maintained in future generations of partnership
agreements and management and educational success agreements.
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RECOMMENDATION 7
REGARDING THE NEED FOR SPECIALIZED INTERVENTIONS AT SCHOOL
WHEREAS some behavioural disorders require a continuum of
specialized interventions, from crisis prevention and management to
post-crisis follow-up during reintegration of the student back into
school;
WHEREAS CRDITEDs are willing to collaborate LXXV in accordance with
the practice guidelines for liaison between the different health and
social services and education partners;
WHEREAS all partners likely to provide an integrated response to
students’ needs should participate in the MSSS-MELS agreement.
The Québec Ombudsman recommends:
7. That the Ministère de la Santé et des Services sociaux ensure that
CRDITEDs provide the appropriate support for preventing, managing
and following up on crisis situations at school, in keeping with the
MSSS-MELS agreement;
7.1 That the Ministère de l’Éducation, du Loisir et du Sport, in
collaboration with school boards, establish and implement provincial
priorities, all the way down to regional and local action plans, with the
aim of overcoming the main problems identified in the reports on the
MSSS-MELS agreement.
SPECIFIC FOLLOW-UP:
The MSSS and MELS must submit to the Québec Ombudsman, no later
than March 31, 2018, a joint status report on the implementation of
recommendations 7 and 7.1.
This report must discuss the results of the work carried out, including
changes in the number and implementation stages of regional and local
action plans, the number and type of service pathways put in place as
well as service agreements leveraging CRDITEDs as school boards’
partners in crisis intervention.

LXXV

According to the Québec federation of CRDITEDs’ comments64 regarding 24/7 crisis intervention
services, p. 11.
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RECOMMENDATION 8
REGARDING

THE NEED FOR ADAPTED SEX AND EMOTIONAL EDUCATION SERVICES IN

SCHOOLS

WHEREAS some CSSSs work collaboratively with school boards to
provide support services to students moving toward a love life;
WHEREAS CRDITEDs are developing expertise in behavioural disorders
that will likely lead to a different, adapted approach for dealing with
inappropriate sexual behaviour;
WHEREAS the MSSS-MELS agreement is now in the continuous results
monitoring stage and the reports on this agreement identify the main
problems to be overcome.
The Québec Ombudsman recommends:
8. That the Ministère de l’Éducation, du Loisir et du Sport, in
collaboration with school boards, ensure that regional and local action
plans identify the type of support required from the CSSS in the area
of sex and emotional education. CSSSs should be supported by
CRDITEDs in the development of expertise in behavioural disorders.
SPECIFIC FOLLOW-UP:
MELS must submit to the Québec Ombudsman, no later than March 31,
2018, a status report on the implementation of this recommendation.
This report must discuss the results of the work carried out, including
changes in the number and implementation stages of regional and local
action plans, the number and type of service pathways put in place as
well as service agreements leveraging CSSSs, supported by CRDITEDs, in
sex and emotional education.
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RECOMMENDATION 9
REGARDING THE NEED FOR SOCIAL INTEGRATION AND PARTICIPATION SERVICES ONCE
A PERSON HAS FINISHED SCHOOL

WHEREAS every person with a disability should have access to social
integration and participation services as soon as they finish school;
WHEREAS sociovocational services are generally not available to people
with disabilities, including people with PDD, who leave school at age 16;
WHEREAS numerous institutional partners have promised to deliver
social integration and participation services under the school-to-work
transition plan,71 the Commitment for Employment75 and the
government policy Equals in Every Respect76;
The Québec Ombudsman recommends:
9. That the Ministère de la Santé et des Services sociaux, in concert
with the other partners concerned, ensure that its institutions provide
social integration and participation services from the time schooling
ends rather than as of age 21 only.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report discussing the work carried out, including
implementation of the service organization plan and the outcomes of
the clarification of the social integration and participation service
offering.
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RECOMMENDATION 10
REGARDING

THE NEED TO OFFER DAY ACTIVITIES TAILORED TO PEOPLE WHO ARE

UNABLE TO ENTER THE WORKFORCE

WHEREAS responding to the social integration and participation needs
of people with PDD requires a special approach;
WHEREAS fewer than 20% of people with PDD are in permanent
employment, compared with 80% of non-disabled people;
WHEREAS the MSSS is in the process of redefining the role and
responsibilities of CRDITEDs;
WHEREAS the MFA’s expertise in work-family balance and special-needs
clientele should be solicited;
WHEREAS the MSSS and MESS pledged to enter into service
agreements with each other and to establish mechanisms for intersector liaison to be developed under the National Strategy for Labour
Market Integration and Maintenance of Handicapped Persons.75
The Québec Ombudsman recommends:
10. That the Ministère de la Santé et des Services sociaux, in
collaboration with the Ministère de la Famille et des Aînés, define the
day activities it intends to offer people with disabilities who are unable
to enter the workforce;
10.1 That the Ministère de la Santé et des Services sociaux and the
Ministère de la Famille et des Aînés ensure that the authorities
responsible for delivering day activity services are given the means
needed to assume that responsibility;
10.2 That the Ministère de la Santé et des Services sociaux and the
Ministère de l’Emploi et de la Solidarité sociale introduce mechanisms
for liaison between their respective networks into the National
Strategy for Labour Market Integration and Maintenance of
Handicapped Persons.
TRANSITIONAL MEASURES:
Given the need for action to support parents, caregivers and people
who are unable to enter the workforce, the Québec Ombudsman
recommends:
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10.3 That the Ministère de la Santé et des Services sociaux, the
Ministère de la Famille et des Aînés and the Ministère de l’Emploi et de
la Solidarité sociale submit to the Québec Ombudsman, no later than
November 30, 2012, the plan and timetable for developing and
implementing a service offering of day activities for people with
disabilities who are unable to enter the workforce.
SPECIFIC FOLLOW-UP:
The MSSS, the MFA and MESS must submit to the Québec Ombudsman,
no later than March 31, 2018, a joint report on the implementation of
recommendations 10, 10.1 and 10.2.
The report must discuss the work carried out, specifying the type and
content of day activities offered by the MSSS and the means given to
CSSSs to enable them to assume their share of responsibilities.
The report must discuss the work carried out, specifying the phases in
implementing the service agreements entered into between the MSSS,
the MFA and MESS, the established mechanisms for liaison between
their respective networks, and the derived benefits for people receiving
services.
RECOMMENDATION 11
REGARDING THE DEVELOPMENT OF DOMESTIC LIVING SKILLS AND ADAPTED HOUSING
WHEREAS some people with a PDD diagnosis can live independently in
a supervised apartment with minimum support;
WHEREAS it is very hard to meet the diverse needs of people with PDD
using the traditional housing models.
The Québec Ombudsman recommends:
11. That the Ministère de la Santé et des Services sociaux devise
guidelines that clearly state the services for developing domestic living
skills to be offered within its network and that they be taken into
account during the forthcoming revision of the action plan Un geste
porteur d’avenir;
11.1 That health and social services agencies see to it that a range of
housing options is available, with a clearly defined sharing of
responsibilities among their regional institutions.
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SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report on the implementation of recommendations 11 and
11.1.
The report must discuss the means taken within the MSSS network to
ensure access to and the availability of services for developing domestic
living skills.
The report must also discuss the steps taken to include performance
indicators for measuring the achievement of recommendation 11.1 in the
management agreements the MSSS enters into with agencies and in the
agreements agencies enter into with the institutions concerned.
RECOMMENDATION 12
REGARDING THE NECESSARY TRANSITION WHEN FAMILIES GET OLDER
WHEREAS family plays a vital role that changes over the life of a person
with PDD;
WHEREAS a person with PDD needs a stable environment to cope with
aging family members;
WHEREAS little effort is made to plan transitional services as families
get older;
WHEREAS families need timely support to ensure a successful
transition.
The Québec Ombudsman recommends:
12. That the Ministère de la Santé et des Services sociaux plan for the
housing needs of people with PDD as families get older.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than March
31, 2018, a report discussing the services put in place following needs
planning and proposing innovative, comprehensive solutions to
facilitate the transition process as families get older.

102

RECOMMENDATION 13
REGARDING THE
PLANS (ISPS)

DEVELOPMENT AND IMPLEMENTATION OF INDIVIDUALIZED SERVICE

WHEREAS section 103 of the Act respecting health services and social
services stipulates that an individualized service plan must be developed
for certain classes of users, including people with PDD;
WHEREAS, even though network institutions have a formal obligation
to implement ISPs, they are not sufficiently encouraged to coordinate
their activities to ensure effective use of these plans. As a result, service
offerings remain compartmentalized.
The Québec Ombudsman recommends:
13. That the Ministère de la Santé et des Services sociaux (MSSS), in
close collaboration with health and social services agencies, ensure
that ISPs are developed, rigorously implemented and based on
collaboration among the different health and social services
institutions with a view to integrated service delivery.
SPECIFIC FOLLOW-UP:
The MSSS must include indicators in the management agreements it
enters into with the health and social services network, attesting to the
existence and rigorous implementation of ISPs. These indicators must
be maintained and updated in future generations of management
agreements.
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RECOMMENDATION 14
REGARDING THE CLARIFICATION OF ROLES AND RESPONSIBILITIES IN THE DELIVERY OF
HEALTH AND SOCIAL SERVICES TO PEOPLE WITH PDD

WHEREAS the MSSS must play a leadership role in clarifying roles and
responsibilities and implementing good planning mechanisms;
WHEREAS the MSSS has started working on the third report for
updating the action plan Un geste porteur d’avenir.6
The Québec Ombudsman recommends:
14. That the Ministère de la Santé et des Services sociaux clarify the
roles and responsibilities of the different institutions and players
within its network, particularly by clearly informing agencies about the
leadership role it expects them to play;
14.1 That the Ministère de la Santé et des Services sociaux identify, in
its next update of the action plan Un geste porteur d’avenir, courses of
action for defining the PDD service offering, including clarifications
regarding network navigators, in accordance with the bases of the
clinical project.
SPECIFIC FOLLOW-UP:
The MSSS must submit to the Québec Ombudsman, no later than
March 31, 2018, a report on the results of implementing
recommendations 14 and 14.1.
The report must also discuss all work plans for updating Un geste
porteur d’avenir as well as the means taken within its network to share
roles and responsibilities, in accordance with the bases of the clinical
project.
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RECOMMENDATION 15
REGARDING

THE REQUIRED COORDINATION BETWEEN THE EDUCATION AND HEALTH

AND SOCIAL SERVICES NETWORKS IN ADDRESSING THE NEEDS OF STUDENTS WITH PDD

WHEREAS intersectoral collaboration is needed in order to establish an
integrated approach for improving the provision of services to students
with PDD;
WHEREAS an effective mechanism for collaboration between the
education and health and social services networks is needed to ensure
an integrated response to the multidimensional needs of students with
PDD;
WHEREAS this mechanism – the individualized, intersectoral service
plan – is provided for in the MSSS-MELS agreement.50
The Québec Ombudsman recommends:
15. That the Ministère de l’Éducation, du Loisir et du Sport clearly state
its expectations of its network in the area of intersectoral
collaboration;
15.1 That the Ministère de l’Éducation, du Loisir et du Sport designate a
person from the education network to formulate the individualized,
intersectoral service plans with the health and social services network
to ensure a coordinated response to the needs of students with PDD,
in accordance with the MSSS-MELS agreement;
15.2 That the Ministère de la Santé et des Services sociaux clarify the
role of CRDITEDs and CSSSs in formulating and complying with
individualized, intersectoral service plans under the MSSS-MELS
agreement to ensure that students have access to services that foster
their educational success.
SPECIFIC FOLLOW-UP:
MELS must include indicators for measuring the achievement of
recommendations 15 and 15.1 in the partnership agreements it enters
into with school boards, and school boards, in the management and
educational success agreements it enters into with schools.
The MSSS must include indicators for measuring the achievement of
recommendation 15.2 in the management agreements it enters into
with its network as well as measures to ensure that individualized,
intersectoral service plans are formulated and rigorously implemented.
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Indicators introduced in accordance with recommendations 15, 15.1 and
15.2 must be maintained and improved in future generations of
management agreements and partnership agreements.
RECOMMENDATION 16
REGARDING RESPONSIBILITY SHARING AND CONCERTED ACTION AMONG THE VARIOUS
PARTNERS IN THE DELIVERY OF PUBLIC SERVICES

WHEREAS organizational culture must evolve in step with the
government’s service commitment;
WHEREAS there are grey areas in the sharing of responsibilities among
the health and social services, education and employment networks;
WHEREAS there is a need to clarify the advisory role of the OPHQ in
initiating, motivating and supporting intersectoral collaboration;
WHEREAS concerted action among the various partners (school boards
and schools, specialized manpower organizations and the OPHQ,
CRDITEDs and CSSSs) needs to be consolidated through new incentives
for increasing effective intersectoral collaboration;
WHEREAS the jurisdiction of each organization must be respected.
The Québec Ombudsman recommends:
16. That the Ministère de la Santé et des Services sociaux, the Ministère
de l’Éducation, du Loisir et du Sport and the Ministère de l’Emploi et de
la Solidarité sociale clarify their respective roles and responsibilities in
the development of employability skills, workplace integration,
employment support and supervision, and social participation
(including day programs) for people with disabilities;
16.1 That the clarification of roles and responsibilities lead to
collaboration agreements between partners from the health and social
services, education and employment networks;
16.2 That the Office des personnes handicapées du Québec (OPHQ)
draw up a list of existing consultation and concertation committees,
bodies and processes and propose changes in their mandates to the
departments concerned in order to foster the signing of intersectoral
collaboration agreements.
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SPECIFIC FOLLOW-UP:
The MSSS, MELS and MESS must submit to the Québec Ombudsman, no
later than March 31, 2018, a joint report on the results of implementing
recommendations 16, 16.1 and 16.2.
The report must discuss the results achieved through the indicators for
measuring the existence, number and scope of collaboration
agreements entered into between their respective service networks.
As of March 31, 2018, the MSSS, MELS and MESS must include indicators
for measuring the existence, number and scope of intersectoral
collaboration agreements in their annual management reports, as well
as the results achieved through these indicators.
On March 31, 2013, the OPHQ must submit to the Québec Ombudsman a
status report on the required changes to the mandates of existing
consultation and concertation committees, bodies and processes and
must inform the departments concerned thereof.

RECOMMENDATION 17
REGARDING MEASUREMENT OF THE EFFECTIVENESS OF INTERSECTORAL PARTNERSHIPS
AND THEIR IMPACT ON INDIVIDUALS

WHEREAS current limitations in productivity-based accountability and
reporting in each public service network make it impossible to measure
the impact of intersectoral collaboration on the meeting of needs and
on service quality;
WHEREAS priority must be given to developing relevant indicators for
measuring intersectoral collaboration in the provision of services to
people with PDD;
WHEREAS MESS is well placed to help develop indicators based on the
collective accountability of the various networks concerned (health and
social services, education and employment).
The Québec Ombudsman recommends:
17. That the Ministère de l’Emploi et de la Solidarité sociale, in close
collaboration with the Ministère de la Santé et des Services sociaux
and the Ministère de l’Éducation, du Loisir et du Sport, develop
indicators for measuring the effectiveness of intersectoral
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partnerships and their impact on people with PDD, particularly by
adding an “internetwork” dimension to the indicators for
individualized, intersectoral service plans.
SPECIFIC FOLLOW-UP:
The MSSS, MELS and MESS must submit to the Québec Ombudsman, no
later than March 31, 2018, a joint report on the results of establishing
indicators for measuring intersectoral or internetwork collaboration in
their respective networks.
As of March 31, 2018, the MSSS, MELS and MESS must include indicators
for measuring intersectoral or internetwork collaboration in their
annual management reports.
RECOMMENDATION 17.1
REGARDING FOLLOW-UP OF THE RECOMMENDATIONS IN THIS REPORT
WHEREAS implementation of the recommendations made in this
special report requires a dynamic follow-up system tailored to the
report’s specific content.
The Québec Ombudsman recommends:
17.1 That each of the departments and agencies mentioned in the
report’s recommendations designate a representative to report on the
recommendations targeting their department or agency as well as on
the results of the follow-up provided for in each recommendation.
FOLLOW-UP:
Each department and agency must inform the Québec Ombudsman in
writing, by July 1, 2012, of the name of the representative designated to
report on the recommendations targeting their department or agency.
The representative must submit, on March 31 of every year until 2017, a
detailed action plan in the form of a results table including all the
recommendations targeting his or her department or agency.
Each representative must report on any other follow-up, as stipulated in
each recommendation, and any other work plan, follow-up document or
report prepared as part of other departmental or government activities
addressing the same matters as those discussed in this special report.
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A joint meeting of all department and agency representatives must be
held at the Québec Ombudsman’s office in the third year following
publication of this special report to discuss accountability and reporting.
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APPENDIX 2: Information on Pervasive
Developmental Disorders
166 “Pervasive developmental disorders” (PDD) refers to a group of five distinct disorders:
Autism, Childhood Disintegrative Disorder, Asperger Syndrome, Rett’s Syndrome and
Pervasive Developmental Disorder Not Otherwise Specified. Readers of this report will
find a full definition of each disorder in the Diagnostic and Statistical Manual of Mental
Disorders.2 The following excerpts are from the fourth edition of the manual (DSM IV).
167 Autism, or Autistic Disorder, is probably the best known of these disorders. The central
features are the presence of “markedly abnormal or impaired development in social
interaction and communication, and a markedly restricted repertoire of activity and
interest. The manifestations of this disorder vary greatly depending on the
developmental level and chronological age of the individual.”
168 For example, qualitative impairment in social interaction may be manifested by:
 failure to develop peer relationships appropriate to developmental level;
 a lack of spontaneous seeking to share enjoyment, interests, or achievements
with other people.
Qualitative impairments in communication may be manifested by:
 delay in, or total lack of, the development of spoken language;
 marked impairment in the ability to initiate or sustain a conversation with others.
Another diagnostic criterion is restricted, repetitive, and stereotyped patterns of
behavior, interests, and activities as manifested by apparently inflexible adherence to
specific, nonfunctional routines or rituals or persistent preoccupation with parts of
objects.
169 Individuals with Childhood Disintegrative Disorder exhibit apparently normal
development for at least the first two years of life. This disorder is defined as “the
clinically significant loss of previously acquired skills (before age 10 years) in at least two
of the following areas:
1. expressive or receptive language;
2. social skills or adaptive behaviour;
3. bowel or bladder control;
4. play;
5. motor skills.”
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It is also manifested by “abnormalities of functioning in at least two of the following
areas:
1. qualitative impairment in social interaction (e.g., impairment in nonverbal behaviors,
failure to develop peer relationships, lack of social or emotional reciprocity);
2. qualitative impairments in communication (e.g., delay or lack of spoken language,
inability to initiate or sustain a conversation, stereotyped and repetitive use of
language, lack of varied make-believe play);
3. restricted, repetitive, and stereotyped patterns of behavior, interests, and activities,
including motor stereotypes and mannerisms.
170 The disturbance is not better accounted for by another specific pervasive developmental
disorder or by schizophrenia.” In fact, all other possible diagnoses must be ruled out
before diagnosing Childhood Disintegrative Disorder.
171 With Asperger Syndrome (or Asperger’s Disorder), there is no clinically significant delay
in cognitive development or in the development of age-appropriate self-help skills,
adaptive behavior (other than in social interaction), and curiosity about the environment
in childhood. This disorder is defined by “qualitative impairment in social interaction, as
manifested by at least two of the following:
1. marked impairment in the use of multiple nonverbal behaviors such as eye-to-eye
gaze, facial expression, body postures, and gestures to regulate social interaction;
2. failure to develop peer relationships appropriate to development level;
3. a lack of spontaneous seeking to share enjoyment, interests, or achievements with
other people;
4. lack of social or emotional reciprocity.
Restricted repetitive and stereotyped patterns of behavior, interests, and activities.
The disturbance causes clinically significant impairment in social, occupational, or other
important areas of functioning. There is no clinically significant general delay in
language. Criteria are not met for another specific pervasive developmental disorder or
schizophrenia.”
172 Rett’s Syndrome (or Rett’s Disorder) is defined by “all of the following:
1. apparently normal prenatal and perinatal development;
2. apparently normal psychomotor development through the first 5 months after
birth;
3. normal head circumference at birth.
Onset of all of the following after the period of normal development:
1. deceleration of head growth between ages 5 and 48 months;
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2. loss of previously acquired purposeful hand skills between ages 5 and 30 months
with the subsequent development of stereotyped hand movements (i.e., handwringing or hand washing);
3. loss of social engagement early in the course (although often social interaction
develops later);
4. appearance of poorly coordinated gait or trunk movements;
5. severely impaired expressive and receptive language development with severe
psychomotor retardation.”
173 The last category, Pervasive Developmental Disorder, Not Otherwise Specified (PDDNOS), “should be used when there is a severe and pervasive impairment in the
development of reciprocal social interaction or verbal and nonverbal communication
skills, or when stereotyped behavior, interests, and activities are present, but the criteria
are not met for a specific pervasive developmental disorder, schizophrenia, schizotypal
personality disorder, or avoidant personality disorder. For example, this category
includes ‘atypical autism’ – presentations that do not meet the criteria for autistic
disorder because of late age of onset, atypical symptomatology, or subthreshold
symptomatology, or all of these.”
174 In reading the above definitions, it is easy to understand the complexity of the
expressed symptoms and the difficulty someone who is not an expert might have in
differentiating between the five disorders. Also, for many people, distinguishing
symptoms from other disorders is not always obvious. Take, for example, Attention
Deficit (Hyperactivity) Disorder (ADHD), dyslexia and dysphasia.
175 According to the diagnostic criteria contained in the DSM-IV,2 ADHD is diagnosed where
“six or more of the following symptoms of inattention, hyperactivity-impulsivity were
present before the age of 7 years and have persisted for at least 6 months to a degree
that is inconsistent with the developmental level of the individual:
 Inattention: often fails to give close attention to details or makes careless
mistakes in schoolwork, work, or other activities, and/or often has difficulty
sustaining attention in tasks or play activities and/or often does not seem to listen
when spoken to directly and/or often does not follow through on instructions and
fails to finish schoolwork, chores, or duties in the workplace and/or often has
difficulty organizing tasks and activities and/or often avoids, dislikes, or is
reluctant to engage in tasks that require sustained mental effort and/or often
loses things necessary for tasks or activities at school or at home and/or is often
easily distracted by extraneous stimuli;
 Hyperactivity: often fidgets with hands or feet or squirms in seat and/or often
leaves seat in classroom or in other situations in which remaining seated is
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expected and/or often runs about or climbs excessively in situations in which it is
inappropriate and/or often has difficulty playing or engaging in leisure activities
quietly and/or often talks excessively or is often 'on the go' or often acts as if
'driven by a motor';
 Impulsivity: often blurts out answers to questions before they have been
completed and/or often has difficulty awaiting turn in games or group situations
and/or often interrupts or intrudes on others.”
176 Dyslexia, or reading disorder, is defined as “a reading achievement substantially below
that expected for the person's age, measured intelligence and age-appropriate
education. The disturbance in reading ability (speed and/or accuracy) interferes with
academic achievement or activities of daily living that require reading skills. The reading
difficulties cannot be strictly due to an intellectual disability, a psychiatric or emotional
disorder, a sensory deficit (sight or hearing), a lack of educational opportunities or a lack
of motivation and interest.”
177 Dysphasia is a language disorder (either expressive or mixed expressive-receptive)
characterized by a significantly limited vocabulary, difficulty in the acquisition of
grammatical aspects of language, restricted speech production, difficulty formulating
sentences of age-appropriate length and complexity. Expression and comprehension
problems interfere with academic or occupational achievement or with social
communication. The language disorder does not meet the criteria of PDD. If there is a
concomitant mental retardation, a motor deficit affecting speech, a sensory deficit or an
inadequate environment, the language problems exceed those normally associated with
these conditions.
178 An accurate diagnosis that properly distinguishes between all of these conditions can
pose major and varying challenges. However, it is of utmost importance to fully
understand the diagnosis in order to provide the most suitable adaptation and
rehabilitation services.
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APPENDIX 3: Information Sources and
Methodology
Section 1: Examination of complaints received by the Québec Ombudsman
179 We examined complaints received between April 1, 2005 and February 29, 2012 for
people with PDD and found that, over the past seven years, the Québec Ombudsman has
received an average of one substantiated complaint per month. In addition, four out of
five substantiated complaints on average concerned a body within the health and social
services network.
180 A more in-depth examination of the content of the complaints revealed that it is often
parents, caregivers or advocacy groups who lodge substantiated complaints on behalf of
people with PDD; more rarely is it the people with PDD themselves. Thus, we can affirm
that, compared to people in other sectors under the jurisdiction of the Québec
Ombudsman, people with PDD file few complaints and their substantiated complaints
concern more specifically the accessibility, quality and availability of health and social
services.
181 Nearly 90% of the substantiated complaints we examined can be grouped into three
categories based on the above-mentioned grounds, i.e. accessibility, quality and
availability of health and social services. The remainder fall into a fourth category of
grounds related to public service. The grounds for the substantiated complaints break
down as follows and primarily concern:
 problems gaining access to services from rehabilitation practitioners, nondesignation of a system navigator, or shortcomings in the development,
implementation or follow-up of individualized service plans (35% of grounds for
complaint);
 problems related to the quality of services in residential resources, especially
personal care, meals and the type of activities offered (24% of grounds for
complaint);
 the unavailability of services in the community, mainly local or specialized respite
services (because of long wait times) or services such as day activities (19% of
grounds for complaint);
 public service: problems obtaining financial assistance in several sectors
(education expenses, support payments, social assistance, pensions) or grey
areas in the sharing of roles in public curatorship (less than 12% for each category
of grounds).
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182 The following chart shows the number of complaints received by age group in the past
seven years. Note that 34% of complaints concerned children aged 7 and under; 12%,
children aged 8-11; 26%, people aged 12-21; and 28%, people aged 22 and over. Even
though the volume of complaints received for children with PDD aged 7 and under was
higher than that for each of the other age groups, the percentage of substantiated
complaints was similar for each group, i.e. 23% on average.

183 The gap between received complaints and substantiated and unsubstantiated
complaints can be explained by the way in which the different files were handled. After
being examined, some requests were interrupted or redirected to another body with the
purview to hear the complaint – usually the first level of recourse under the complaints
examination system of the health and social services network. In addition, two-thirds of
requests outside the jurisdiction of the Québec Ombudsman concerned the education
network. Nonetheless, we used the summary of the grounds for some of these
complaints to illustrate the problems discussed in this report.
184 Overall, the complaints received by the Québec Ombudsman bring to light specific areas
where attention needs to be focused based on the various information sources
consulted for the purposes of this report. An examination of numerous complaints
received for people with PDD showed that there is a systemic basis to the problems and
issues identified. In the Québec Ombudsman’s opinion, systemic intervention requires
looking at the linkages between various components that, at first glance, might seem
unrelated but that mutually affect and reinforce each another to create or exacerbate a
situation that is prejudicial to a group of persons.
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Section 2: Accountability mapping
185 The Québec Ombudsman also used relevant documentation to produce an accountability
map illustrating implementation of the action plan Un geste porteur d’avenir.6 In a
context where intersectoral action is becoming increasingly important, this map shows
“who does what” and, especially, whether a particular body is accountable for the
achievement of results in the government networks concerned. This map was
particularly useful for determining the service pathways examined in this report.

Section 3: Field data collection campaign
186 In October 2009, the Ministère de la Santé et des Services sociaux (MSSS) published its
second report41 on implementation of the action plan on services for people with PDD.
Sixteen of Québec’s 18 regional authorities LXXVI had to provide information in the form of
a trend chart tracking implementation of each of the action plan’s 46 measures. The
Québec Ombudsman obtained this information from the MSSS for analysis
purposes. LXXVII
187 The Québec Ombudsman also sent a questionnaire to 12 health and social services
agencies, all of which answered it. In the case of the four other agencies, individual
interviews were conducted with the people in charge of PDD files. These interviews
covered the following themes:
 service planning;
 service offerings;
 approaches for addressing needs;
 role sharing and accountability.

Causal factors of regional differences in service offerings
188 Analysis of the various data sources revealed differences in service offerings from one
region to the next and even between institutions within the same region. These
differences can be attributed to the 10 factors listed below:

LXXVI

Two of the three regional authorities in northern regions were not asked to participate in this exercise
because there are no rehabilitation service programs in their regions. Inhabitants of the North receive
specialized services from regions farther south, under special institutional arrangements.
LXXVII
Analysis of the MSSS report helped define relevant themes for data collection purposes as well as
identify four regions representative of all the situations encountered in Québec.
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 different modes of governance resulting from institutional mergers, LXXVIII or
different clinical approaches;
 growth in the prevalence LXXIX or number of people requesting services; LXXX
 critical masses of users in the context of labour shortages;
 differences between formal and informal methods of collaboration with partners;
 accountability and reporting mechanisms;
 size of the territory served, which entails different organizational models and
missions (e.g. supra-regional vocation);
 access to services in more than one region because of geographical proximity and
client mobility (i.e. potential to attract and retain users);
 specific characteristics of certain user groups (e.g. people from cultural
communities who require approaches responsive to their specific needs or
socially isolated people who require more public support services);
 budgets obtained, including sources of top-up funding (e.g. foundations or
research agencies) and innovation capacity;
 influence of lobby groups on priorities.
Prioritization criteria derived from focus groups
189 From February 5 to May 5, 2010, the Québec Ombudsman collected data from seven
focus groups and 17 individual, semi-structured interviews with people from target
groups located in four regions of Québec. It met with people who have a PDD, parents,
teachers, practitioners from CRDITEDs and CSSSs, and people who work for provincial
PDD advocacy groups or agencies involved in service organization (e.g. specialized
manpower organizations).
190 Participants in the data collection process discussed the four themes mentioned earlier,
which shed additional light on possible causal factors of regional differences in service
offerings. To gain a good grasp of the consequences of such regional differences for
service access, we identified the criteria used to prioritize services and grouped them
into four categories (A, B, C and D).
LXXVIII

Some administrative regions, such as the Côte-Nord, combine youth centres, rehabilitation centres
for people with physical disabilities (CRDPs) and CRDITEDs under the same structure, while others have
numerous rehabilitation centres.
LXXIX
This is higher than anticipated and, in some places, puts substantial pressure on services.
LXXX
Calculated as a participation rate expressed as a percentage.
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A) The first category comprises criteria related to the clinical effectiveness of
interventions for preserving or preventing threats to a person’s physical integrity:
 urgency, including social urgency;
 age, with priority going to children owing to the proven effectiveness of early
intervention;
 family status, with support often being prioritized on the basis of the problems
families face.
191 The notion of urgency may reflect the complex choices that must be made between
multiple client groups requiring multiple services of varying clinical effectiveness. In a
CSSS, for instance, prioritizing services on the basis of urgency will mean that greater
attention is placed on services that preserve the physical integrity of all people, such as
in emergency wards, than on services that prevent threats only to the integrity of people
with PDD. As for the age criterion, greater priority may be given to diagnostic
evaluations and rehabilitation services, such as intensive behaviour interventions,
because of their proven effectiveness, than to other services for teens and adults. Thus,
discrepancies may exist in the service offering for the same client group because a CSSS
does not have access to evidence that they are effective or because services relate to a
social urgency.
192 B) The second category comprises criteria reflecting certain value systems:
 equal opportunity, where efforts to adapt services are aimed at making services
equally accessible to everyone and not giving preference to one clientele over
another;
 the greater good;
 access for as many people as possible. In accordance with this criteria, service
offerings are not defined on the basis of need, but rather on the basis of client
volume; all service requests are addressed but with a minimum level of service;
 level of autonomy, with priority being given to developing the autonomy and
social participation of people with the lowest level of autonomy.
193 Conflicts arise in applying these access criteria because of differences in the
underpinning value systems (e.g. egalitarianism, utilitarianism, etc.). For example, the
concept of equal opportunity, where no client group is given preference over another,
runs counter to the concept of the greater good, where, for example, preference would
be given to services for seniors, who represent over 50% of the total clientele, over
services for people with PDD, who represent only a small percentage of the total
clientele. Some of these value-driven criteria can also lead to differential treatment of
people within the same client group. For example, when priority is assigned on the basis
of level of autonomy, people with high-level autism or Asperger Syndrome have almost
no access to well-planned services because they function more independently. As
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explained in Appendix 2, such people need adaptation services to improve their social
interaction; however, such services do not take priority in the service offering.
194 C) The third category comprises criteria of a more administrative nature:
 economic return, where priority goes to services for people with PDD over other
client groups, based on decision-makers’ perception of anticipated return versus
monetary investment (“more for the money”);
 first come, first served (without prioritization on the basis of urgency).
195 These two administrative criteria weigh anticipated impact against wait times.
Interventions whose effectiveness is scientifically proven are given priority. Indeed, the
proven effectiveness of interventions is prerequisite to proving the efficiency and
economic return of a service offering.
196 D) The fourth category comprises less frequently mentioned criteria:
 services that support the mission, autonomy or strategic positioning of
institutions and organizations;
 service providers’ philosophy of practices;
 preferences regarding service organization models;
 preservation of resource access;
 influence of lobby groups (unions, associations, etc.).
197 The criteria making up this last category might be described as random in that the
manner in which they relate to or conflict with one another reflects choices made on the
basis of influence. Nonetheless, applying one of these criteria instead of another means
that certain client groups will have priority over others when it comes to obtaining
services, leaving other groups without services or facing long wait times.

Section 4: Analysis of scientific literature
198 Since research aimed at evaluating attention given to teens and adults with PDD is
relatively new, there are very few scientific studies in a wide range of areas. We singled
out 53 studies on the organization of services for teens and adults with PDD from a total
of 5 315 scientific articles published up to November 2009. The Québec Ombudsman
conducted a systematic review of the 53 articles, which cover the following themes:
 structured teaching (9 articles);
 psychiatric disorders (8 articles);
 behavioural disorders (5 articles);
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 adults’ degree of adaptation to their living environment (5 articles);
 employment assistance (5 articles);
 health services (4 articles);
 social supports (4 articles);
 economic issues (3 articles);
 residential services (3 articles);
 aging (2 articles);
 one study dealing with suicide, one with parental satisfaction, one with
discrimination, one with crime and one with how adults with PDD perceive the
challenges they face.
199 Many of these studies were essentially exploratory in nature and based on small
samples. None repeated or replicated the findings of another. Nonetheless, it can be
hoped that efforts to replicate some of them will be made in the future.

Section 5: Methodology
200 For greater analytical rigour, we used scientific methods to define a sample for data
collection purposes (7 focus groups and 17 individual, semi-structured interviews), select
the scientific publications to be studied and combine (triangulate) the four data sources
that informed the position adopted by the Québec Ombudsman.
5.1

Defining the sample

201 The research design was a multiple-case study where the case (i.e. region selected) was
the unit of analysis. This strategy enabled each case to be considered part of a broader
system (the various government service networks) and to see what impact the system
had on the case and what impact the case had within the system. Generalizable
observations could thus be made. Comparison with cases where generalization was
impossible because of the cases’ unusual nature was also carried out, thus helping to
refine the analysis.
202 In this study, we used maximum variation sampling combined with homogeneous
sampling. For data collection purposes, maximum variation sampling is based on the
principle of diversification, because the goal is to develop a global or contrasted portrait
of the situation under study–in this case, the organization (offer and actual availability)
of services for teens and adults with PDD throughout Québec. Maximum variation
sampling among Québec’s 18 health and social services regions produced a contrasted
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portrait of all the settings concerned (urban, semi-urban and non-urban). For more indepth analysis, homogeneous sampling was used. This involved selecting participants
for semi-structured interviews designed to achieve information saturation, or the point
where data collection is stopped because no new information is being gathered.
203Interviews were flexible. Interviewers were instructed to make sure interviewees clearly
explained the concepts they used. At the end of each interview, participants were asked
to express their views on any other themes they deemed important. The interviews had
no time limit but, on average, lasted an hour. All interviews were recorded and none
were redone. After each interview, the interviewer made a note of any non-verbal cues
that would help interpret the verbatim transcription.
204 Participants were met with again after the data had been analyzed. This was crucial to
the validation process, for it enabled them to verify whether the analysis reflected what
they had said and whether the confidentiality of interviewees, organizations and regions
had been protected. It also gave participants the opportunity to provide additional
information on recent changes in the situation under study, which the Québec
Ombudsman took into account in preparing this report.
205Focus group discussions lasted an average of two hours. As in the case of the interviews,
each participant was asked to validate the analysis and make additional comments, if
necessary. The goal was to enable participants who had not had a chance to present all
their views or who may have been concerned their views would be disapproved of to
express themselves freely. With regard to external validation, the fact that one of the
focus groups consisted exclusively of people with PDD places this report in a category of
its own relative to other scientific publications. Its relevance also stems from the fact
that it contributes to a clearer understanding of service organization by measuring the
gap between government responsibility and the services actually provided to address
needs.
206 Data were analyzed using the approach developed by Miles and Huberman,4 which
provides a useful and pragmatic methodological framework for multi-site analysis. In this
approach, induction and deduction are not mutually exclusive and quantitative and
qualitative data may be combined.
207All of the recommended means for ensuring objectivity were employed. This involved
providing a detailed explanation of:
 methodology;
 the data collection and analysis sequence;
 data processing and the formulation of conclusions.
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208 It also involved establishing an explicit linkage between data and the conclusions,
providing enough detail for an external verification, considering rival hypotheses, and
keeping the data for future re-analysis. The coding system was tested with two coders
to ensure it was accurate. Matrix building was central to the procedure, as the data as a
whole had to be processed. Concretely, this consisted in analyzing the interviews line by
line, dividing the data into segments and coding them.
5.2

Selecting scientific publications

209 The Québec Ombudsman identified 5 315 scientific articles published up to November
2009 on teens and adults with PDD. Fifty-three of these articles, which discussed studies
of service organization, were selected for a critical analysis of their scientific value.
210 The articles were selected by doing a keyword search using various databases in
medicine and the social sciences. The bibliographies of each article were then searched
for additional information sources. The scientific value of the studies was evaluated
using the standard Cochrane evaluation and scoring (quality scores A, B or C).
5.3

Combining (triangulation) the four data sources that informed the Québec
Ombudsman’s position

211 According to Miles and Huberman,5 triangulation of data enhances validity because using
qualitative organizational data can lead to a better understanding of individual results
and vice versa. In addition, triangulation is a key component of generalizing findings. The
following elements were triangulated for the purposes of this study: survey data,
complaints examination, critical analysis of data derived from scientific literature and
accountability mapping results.
212 In short, compliance with the rigorous criteria of qualitative research has ensured valid
analysis of all the data gathered. A logic (conceptual) framework was defined on the
basis of government responsibility in order to identify implementation components
grounded in validated service organization research models. With this framework, a
distinction could be drawn, in the success factors and solutions identified by
participants, between evidence-based components and components of a more
anecdotal nature that could not be applied to a large number of people or lead to
developmental action.
213 The results of these analyses, coupled with other available sources of expertise,
informed reflections and enabled the Québec Ombudsman to adopt a position and make
recommendations.
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APPENDIX 4: Additional Information on
the Health and Social Services Network
4.1

History of services for people with PDD

214 In the 1990s, there was debate as to whether responsibility for services for people with
PDD should be entrusted to mental health specialists or rehabilitation specialists. In
2000, the MSSS decided that responsibility for these services should fall to rehabilitation
centres, which could interface with mental health specialists where needed.
Rehabilitation centres already provided basic services to people with PDD, but since
interventions were the same as those for people with ID, the PDD diagnosis was not
necessarily recorded in users’ files. Rehabilitation centres had inherited the mission of
providing residential services and were responsible for administering asylums, reception
centres and group homes.
215 The trend toward deinstitutionalization was not as pronounced in the area of
rehabilitation as in the area of mental health. It is only recently that the idea of
specialized institutions providing services on an ad hoc basis has begun to take hold in
rehabilitation, especially because of the position adopted by the Office des personnes
handicapées du Québec (OPHQ). This has led to a paradigm shift, with public networks
moving from a philosophy of intake and care management to one of assisting and
supporting people in carrying out their “life project.”
216 CRDITEDs play an essential role in services for people with PDD. They are currently
redefining their service offering to refocus it on specialized service needs. They are thus
moving toward the provision of ad hoc services in rehabilitation and crisis management
for people with behavioural disorders.
217 People with PDD, their families and caregivers have gotten used to turning to CRDITEDs
for services whenever new needs arise, particularly in physical health (e.g. asthma) or
mental health (e.g. seasonal affective disorder). And, traditionally, CRDITEDs have
encouraged them to do so. However, now that the mission of these centres is being
refocused on specialized rehabilitation services, CRDITEDS are being flooded with
requests. The fact that they do not have the necessary resources and expertise to
respond to all of these needs rapidly, especially needs that require general front-line
services, is generating dissatisfaction among people seeking services.
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4.2

Service programs92

218 Specialized services are delivered under the different service programs92 established by
the MSSS since 2004, including one for people with intellectual disabilities and pervasive
developmental disorders (ID-PDD program). LXXXI These programs provide a framework
for resource planning and allocation, as well as for accountability reporting through
management agreements. Since each of these programs receives dedicated funding, the
challenge is to avoid recreating silos where institutions and professionals feel
accountable and responsible solely for meeting users’ needs that are addressed by the
services funded under their specific service program.
219 For example, the ID-PDD program generally funds specialized adaptation/rehabilitation
services only, while the general services program funds the lion’s share of home
supports. LXXXII Whereas an increase in the level of home support could reduce recourse
to specialized adaptation/rehabilitation services, any savings thus generated would not
be transferred to the program that made these savings possible, as funding does not
follow the client. This could lead to disputes among service providers and necessitate
the introduction of appropriate incentives.
4.3

General psychosocial services40

220 General psychosocial services are part of the general services (clinical and assistance
activities) program of CSSSs. However, access to these services is complex and the
general public is not really aware of their availability. Services include general social as
well as specific services. General social services are intended for the population as a
whole (including people with disabilities) and are designed to address one-off or acute
reversible problems. In short, they comprise the following six services: intake,
evaluation, guidance and referral; a 24/7 psychosocial support hotline (Info-Social); 24/7
on-site crisis intervention; social support; psychological support; and psychosocial
intervention in civil emergencies. Specific services are designed for vulnerable
population groups and address, in the medium or long term, the more complex support
needs of people living in the community. These services also include social adjustment,
integration and participation services that, ideally, are delivered under individualized
service plans.

LXXXI

Two service programs (public health and general services) are intended for the general population and
seven service programs (loss of autonomy due to aging, physical disabilities, intellectual disabilities and
pervasive developmental disorders, troubled youth, addiction, mental health and physical health) are
designed to meet some of the very special needs of specific population groups.
LXXXII
Under their individualized service plan, vulnerable persons sometimes receive specific home support
services from the CSSS, in which case these services are funded under the ID-PDD program.
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221 The people with PDD that we consulted, their parents, caregivers and a number of
practitioners described several examples of general psychosocial services, some of
which are provided here for information purposes only. Certain community
organizations, associations and CSSS psychosocial workers occasionally provide support
services to parents going through hard times (e.g. their child is hospitalized in psychiatric
care or they are trying to come to terms with a PDD diagnosis for their child). CSSSs also
provide psychosocial services such as support for people waiting for a diagnostic
evaluation or dealing with a transition period (e.g. including readying for the transition
when parents can no longer care for their child). Psychosocial services also include early
detection of anxiety, stress or exhaustion in parents.
222 Psychosocial services may also include assistance where services are provided by
another organization or support for community organizations that offer general services
(e.g. to cultural communities) to help them gain a better understanding of PDD. The
services may also include referral to recreational activities to break people’s isolation.
Some CSSSs have designated a contact person whom families can call any time to find
out where they can get the services they need (e.g. respite, information). Parents can
also get help for improving their child’s autonomy (e.g. preparation for the future or
alleviation of parents’ fears when their child moves out).
4.4

Prevention and healthy lifestyles

223 The public health branch of the MSSS is responsible for promoting prevention and
healthy lifestyles under the 2005-2010 Mental Health Action Plan.93 However, it has
defined only a few operational preventive actions under the Québec Public Health
Program.94
224 Management agreements between the MSSS and health and social services agencies set
a target for the “Healthy schools and communities” approach95 which is part of the
public health program. The data contained in the agencies’ Annual management
reports96 indicate that the approach has had mixed results in the vast majority of
regions. The MELS 2009-2013 strategic plan89 includes an indicator that sets the target for
the percentage of schools that institute promotion and prevention measures consistent
with the “healthy schools and communities” approach at 20% by 2013.
4.5

Support for families with teens going through difficult times

225 In difficult family situations, CSSS “youth teams” can carry out interventions under the
service program for troubled youth. These teams work in collaboration with youth
centres to help teens experiencing social integration problems. Their interventions may
also reflect the vision LXXXIII proposed in MSSS policy directions for youth,44 i.e. early,

LXXXIII

These youth policy directions44 are part of the reference framework for the Youth Action Strategy45
under the responsibility of the Premier of Québec. This strategy covers all government actions targeting
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intensive and continuous intervention as close as possible to where young people and
their families live, in order to prevent social adjustment problems from getting worse or
recurring.
226 Even though the policy directions44 advise against placement, the various partners have
trouble harmonizing their approaches and some have yet to adhere to the directions
regarding services for teens experiencing difficulties. Consequently, there is a tendency
to recommend placement in specialized resources even though it is common knowledge
that once a person has been removed from the family setting, it is difficult to reintegrate
the person. Removal is thus not always beneficial and is resorted to when there is a lack
of timely services for preventing the kind of social emergency situations that make
placement inevitable. The Director of Youth Protection (DYP) may also have to intervene
when a situation is reported. However, when the DYP gets involved, relations with
parents usually become more strained, which is why it is preferable to provide general
psychosocial services on a preventive basis.
4.6

Roles and responsibilities stemming from legislative changes, 2001-2010

227 Three bills have changed the roles and responsibilities of bodies in the health and social
services network over the last 10 years. Bill 28 (2001) introduced results-based
management and strengthened accountability in the network. Bill 25 (2003) gave
concrete expression to the government’s will to decentralize services to the local level.
It was also intended to increase service integration through the creation of local health
and social services networks and 95 health and social services centres (CSSSs). Bill 25
turned regional boards into local health and social services network development
agencies, entrusting the agencies with the same responsibilities as the boards, in
addition to supporting the creation of local services networks. Lastly, Bill 83 (2005)
clarified the roles and responsibilities of the three levels of governance and turned the
development agencies into health and social services agencies.
228 Since 2005, the MSSS has focused its activities on strategic planning, formulation of
province-wide policies and programs, resource allocation, standards development and
dissemination, LXXXIV service coordination, staff and supra-regional service planning, and
results assessment. Health and social services agencies prepare regional strategic plans
that take provincial priorities and standards into account, facilitate the organization and
management of local services networks, coordinate regional service organization,
allocate resources to institutions and community organizations, formulate regional
staffing plans, enter into management and accountability agreements with the MSSS
and report on their performance. Health and social services institutions LXXXV identify the
range of services required by the population they serve, provide these services, establish
youth. One of the strategy’s components, for which the MSSS is responsible, reiterates the commitment to
improve the health and well-being of young people experiencing difficulties, including teens with PDD.
LXXXIV
These standards concern access, integration, quality, effectiveness and efficiency.
LXXXV
CSSSs, hospitals, rehabilitation centres, youth centres and residential and long-term care centres.
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mechanisms for ensuring their accessibility and complementarity, enter into
management and accountability agreements with health and social services agencies
and report on performance. CSSSs are responsible for developing clinical projects12 that
define the services required by the local population and the contribution expected of
partners, as well as for coordinating services at the local level and entering into
agreements with local services network partners for first-, second- and third-line care
and services.
4.7

From MSSS policy directions to the development of clinical projects on the ground

229The service offering for teens and adults with PDD flows from local-level reform in which
clinical projects play a central role. The two key principles of the reform, i.e. a
population-based approach and the hierarchical organization of services, are reflected in
MSSS policy directions and public expectations. A population-based approach is one
where players dispensing services to the local population are encouraged to collectively
share responsibility for that population by ensuring people have access to as complete a
set of services as possible, along with care, support and assistance within the health and
social services system, and by fostering the convergence of efforts to maintain and
improve the health and well-being of the population and its constituent communities.12
230Hierarchical organization of services is designed to ensure that people receive the right
service, at the right time, in the right place and with the necessary expertise. It involves
interprofessional referral mechanisms that make it easier for people to move from one
level of services to another (first-, second- and third-line services), which requires the
establishment of two-way mechanisms for referring people between the different
service levels and planning their return home.12
231 Action initiated at the provincial level and taken up at the regional level provided the
impetus for on-the-ground reform predicated on these principles. Health and social
services agencies thus played a major role in initiating the reform’s implementation.
Currently, these agencies support and coordinate service organization at the local level.
232 Throughout Québec, the local-level reform in 2004-2005 led to re-engineering of
organizational structures based on the territories served by local services networks. The
reform was implemented by creating a new institution, CSSSs, through the
amalgamation of hospitals, LXXXVI local community service centres (CLSCs) and residential
and long-term care centres (CHSLDs) in each territory. CSSSs are responsible for
providing services to the population in collaboration with second-line service providers,
such as youth centres, rehabilitation centres and some specialty hospitals. Other
partners include medical clinics, family medicine groups, community pharmacies,
community organizations, social economy enterprises and non-institutional resources.

LXXXVI

Approximately 85% of CSSSs have a hospital centre either because some territories did not have this
service structure when the amalgamations took place or because it was too complicated to group services.
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233 Each of Québec’s 95 CSSSs are required to devise and coordinate a clinical project,
defined as a service offering responsive to the needs of the population in the territory
served by the local services network. The CSSS is thus the local authority responsible for
all front-line services. Implementation of clinical projects requires the participation of all
institutions within and outside the territory concerned. It is thus a process undertaken
with partners.
4.8

Clinical projects, service agreements and service pathways

234Each partner involved in devising a clinical project12 must first examine its service offering
and ask the following question: “If I do not offer a service myself, who will help people
find the services they need?” The solution lies in finding a partner with whom a system
can be set up to meet people’s needs more efficiently and effectively through concerted
action. With clinical projects,12 users become institutions’ central concern and the
objective is to respond to their needs.
235 Service agreements and pathways enable players to close the gaps between their service
offering and the needs of their clientele. It is a matter of determining what pathways
people will take to receive the required services. People should be given one-stop access
to the guidance, support, follow-up and assistance needed to receive specialized
services so that they avoid having to repeat the process and retell their story over and
over again.
4.9

Role of CSSSs in the MSSS-MELS agreement

236The objective of the MSSS-MELS agreement50 is to ensure that the health and social
services and education networks work in collaboration with parents and caregivers of
students with social maladjustments or learning disabilities. To bring together conditions
that will enable students with PDD to reach their full potential, the agreement ensures
the complementarity of services to better meet their needs. The role of CSSSs under the
MSSS-MELS agreement50 is to:
 implement individualized, intersectoral service plans LXXXVII stating the activities
and services provided by CSSSs, community organizations and the school
system;

LXXXVII

An individualized, intersectoral service plan is developed where a student receives services for
complex situations that go beyond the mandate of a single institution and require services from several
professionals, harmonization of interventions, decisions affecting various spheres of development, and
concerted efforts to prepare for the child’s entry into school or prevent a student’s situation from getting
worse. The goal of this plan is joint planning and coordination of services for the benefit of the student. In
this sense, an individualized, intersectoral service plan is not the sum of the intervention plans of each
institution, but rather the product of consensus building among the different service providers, the
student and the parents so as to define the desired objectives and the means of achieving them.50
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 offer general psychosocial services, including evaluation of students’ difficulties in
order to refer them to the appropriate resource or carry out in-home
interventions if, for example, they have developed behaviour problems at
school;
 facilitate relations between the school and parents, especially when expectations
are not in line with a student’s potential.
4.10

Accountability and reporting

237 Every CSSS in Québec is required to implement its clinical project. This process evolves
over time, as some institutions review their project after three or four years. They
measure their progress based on reported outcomes and then determine what action
must be taken to achieve the objectives set in the next strategic plan, taking into
account changes or the clinical project’s new parameters. Health and social services
agencies play a pivotal role in maintaining relations, settling disputes and acting as
mediators where necessary.
238The MSSS must set policy directions that conform to the principles of the populationbased approach and hierarchical service organization introduced by the reform. This
includes stating expectations with regard to service accessibility, continuity and quality
in management agreements. The MSSS must also take into account the basic outlines of
service programs and collaboration agreements with other public networks, including
the education network (MSSS-MELS agreement50) and the employment network
(Commitment for Employment75), as these are the parameters for accountability and
reporting in results-based management.
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