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Introduction

Abstract

Context In 2003, Quebec’s Ministry of Health and Social Services (MSSS) and the Ministry of
Education, Recreation and Sports (MELS) concluded the Agreement for the complementarity of
services between the health and social services network and the education network.The objectives of
the current investigation were to evaluate the implementation of this Agreement and its impact
upon renewal of practices and services, and to investigate the consequences for children with
special needs and their families. The specific focus of this article is to describe parents’ perspectives
regarding the impact of this Agreement upon them and their children.

Methods
maladjustment or learning difficulties across the province of Quebec. Data were analysed using

Interviews were conducted with 56 parents of children with disabilities, social

content analysis.
Results Most parents were not directly aware of any contact between school staff and health or
social professionals, although discussions might have been held without their knowledge. The
intervention plans seemed to be the main vehicle through which some parents perceived
collaboration to be occurring. For parents, the impact upon actual practices or collaborative work is
either minimal or non-existent.

Conclusion  School inclusion of children with special needs is a challenge for all societies. The
Agreement illustrates the Quebec government'’s intent to promote an alliance between two
complex networks and has the potential to greatly benefit children and their families. However,
more concrete action is required in order to realize specific changes regarding work cohesion and

service organization for these groups.

are unable to receive educational services within regular schools
that adequately meet their abilities and needs, some different

In the province of Quebec (Canada), about 163 000 school-age
children with disabilities, social maladjustment or learning
difficulties were identified in 2010 (Journet 2010). In this juris-
diction, education policy favours the attendance by children
and youths with special needs at their regular neighbourhood
schools in an inclusive setting where they learn with typically
developing peers. However, when it is determined that students
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options, including education in a special (non-mainstream)
school, may be preferred (Ministére de 'Education, du Loisir
et du Sport 2007).

A considerable number of school-aged children with special
needs also receive services from the health and social services
network. Since 1974, formal collaboration has existed in Quebec
between the education, and health and social services networks.
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In 2003, a renewed partnership was established, entitled the
Agreement for the complementarity of services between the health
and social services network and the education network (Ministry
of Education 2003). This Agreement is applicable to school-aged
children but also includes children with disabilities from 4 until
21 years of age and four-year old children who are living in an
economically disadvantaged environment.

The Agreement was inspired by the general consensus that
collaboration between the networks concerned with children’s
development is the key to offering appropriate services in a
timely manner. This collaboration promotes greater dialogue
through the definition of common goals as well as better
complementarity of services as a result of pooled resources. The
Agreement is primarily realized by the education network and
the health and social services network, which attempt to develop
a global vision of the needs of children and their families. By
co-ordinating joint projects, all actors involved define specific
and common responsibilities to deploy together the resources
needed.

Six principles (Ministere de I'Education, du Loisir et du
Sport & Ministere de la Santé et des Services sociaux 2009)
guide the Agreement: (1) the child has an active role in his/her
development; (2) parents are the primary persons responsible
for the development of their child; (3) school is the predomi-
nant living and learning environment for youth; (4) school is a
major component of the community; (5) provide an adapted
response to youths with special needs; (6) develop a continuum
of integrated services.

Purpose

The research described in this article was part of a larger
investigation that aimed to evaluate the implementation of the
Agreement, including its effects on practice renewal and service
organization in the education network and the health and social
network. These findings will be reported in other articles. The
current manuscript focuses on parents’ perspectives regarding
the effects of the Agreement on their school-age child and their
family. A number of elements relevant to collaborative and
cohesion practices have been explored.

Methods

Research design

A survey design, using quantitative and qualitative methodol-
ogy, was used to collect self-reported data in 2008—-2009 from a
provincial sample of parents living with their children. The
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research ethics committee of the Institut de réadaptation en
déficience physique de Québec approved the study.

Participants

The participants included parents of school-age children with
disabilities, social maladjustment or learning difficulties. All of
these individuals were French-speaking and were living within
one of five regions in the province (Bas-Saint-Laurent, Capitale-
Nationale, Chaudiere-Appalaches, Montérégie, Montreal). The
parents’ participation was solicited via schools’ administration
and parents’ associations. Interested participants contacted the
research team and received a letter explaining the study and
procedures. Parents were subsequently asked to sign a consent
form. A time to conduct the interview was planned according to
each parent’s schedule.

Data collection procedures

The interviews with parents were conducted by telephone or in
person at home, depending upon their availability and prefer-
ence. Regarding their child’s situation, participants were asked
to describe their perceptions of the collaboration between the
education network and the health and social services network.
The interviews, which lasted between 30 min to an hour-and-
a-half, were audio-taped. Only responses to the open-ended
questions were transcribed. Transcriptions were verified twice
by different research assistants.

Interview guide

The interviews were conducted in French, in the form of a
dialogue, with a focus on parents’ experiences involving the
school and the health or social system. Recognizing that parents
are not systematically informed of collaborative work between
ministries, institutions and schools, the interview guide was
developed to address the impacts of interagency collaboration
without associating it explicitly with the Agreement. The inter-
view guide included four sections: (1) child’s needs and services;
(2) parent’s participation in decisions and interventions; (3)
parent’s evaluation of services provided; and (4) suggestions to
improve collaboration or partnership. Examples of questions
posed in the interview included: Could you describe how your
child functions at home? What is difficult for him/her? Cur-
rently, who provides help or support at school for your child?
What do they do? What activities are carried out by stakeholders
at school and those from the health network (rehabilitation and
social services) to achieve a common vision of your child’s



needs? As well, parents were asked about their level of satisfac-
tion concerning different situations. Items to be rated included,
for example: the opportunity to communicate child’s needs;
involvement in discussions related to services; complementarity
of services.

The participants also completed a short questionnaire
regarding the child’s characteristics (gender, age, grade, type of
attended school, principal diagnosis). Information regarding
the participant’s own situation was requested, for example, level
of education, employment status and the number of children in
the family.

Data analysis

The content analysis was realized in two phases. First, responses
to open-ended questions were transcribed and coded using a
template analysis approach (Denzin & Lincoln 2005). Deductive
analysis was guided by a coding scheme. Second, the inter-
pretation and search for meaningful themes was guided by
Giddens’s (1984) Structuration Theory. The focus was upon the
understanding of the Agreement and the individuals’ motiva-
tion to explore their own situation.

Structuration Theory supposes that human social actors are
always knowledgeable, to some degree, of what they do, why
they are doing it, and in what context their actions take place.
The duality of structure is the principal unit of this theory; it
has both a structural and an agency component, which are
inextricably intertwined. On the one hand, the structural prop-
erties guide and constrain individual behaviours by establishing
conventions that people follow (e.g. rules related to educational
or health services’ access). On the other hand, these structures
also provide resources used to accomplish goals (e.g. Agreement
that promotes cohesion between networks). The agency com-
ponent refers to the capability of social actors to act in the
world, and to do otherwise than that proposed by the structure.
Consequently to the changes in their understanding of activities
and structural conditions, social actors modulate their actions
(Giddens & Pierson 1998); they can either conform to the rules
and constraints or act beyond conventions and take power over
their situation (e.g. regarding the services the child receives).
Giddens emphasized the importance of power. It is by acting, by
mobilizing the rules and resources that actors construct, main-
tain and transform the conditions of their actions. This research
permitted to cultivate the reflexivity of actors on their oppor-
tunities and their ability to act, which is their true power.

Consistent with qualitative inquiry, several criteria were
adhered to in order to create authenticity in this investigation, for
example, audio taping/verbatim transcription for content accu-
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racy and participants’ actual quotations (translated from French
to English) to provide thick description of their experiences.

Findings

Participant characteristics

Fifty-six parents were interviewed (Mothers: n = 49; Fathers:
n = 5; Foster parents: n = 2). Six (10.7%) participants had more
than one child with special needs. The schooling situation of the
60 pupils was documented; it should be noted that two other
children of the participants were not in school at that time. Boys
(n = 39, 65.0%) were more represented than girls (n = 21,
35.0%). The principal diagnosis varied, with a predominance
of children presenting a Pervasive Developmental Disorder
(n = 21, 35.0%). Forty-nine pupils (81.7%) were attending a
regular primary or high school, 10 (16.7%) were attending a
special school and one (1.7%) was in CEGEP (college). Students
in regular settings were either in a regular (n = 26, 43.3%) or a
special class (n = 23, 38.3%) within the neighbourhood school.
Among these, 32 children (53.3%) were in primary school and
17 (28.3%) were in high school.

A number of parents reported being involved in consultative
committees that focus upon the interests of students with dis-
abilities and other special needs. Each School Board has such a
committee that includes representatives of designated parents,
as well as the school principal and individuals representing
teachers, school staff and organizations that provide services to
those children. These consultative committees formulate opin-
ions addressed to the School Board regarding the organization
of educational services for children with disabilities and other
special needs.

Parents’ perception of the impact of the Agreement on
children and families

Five principal themes emerged regarding the impact of the
Agreement upon children and families.

Always searching (and fighting) for services

The parents of primary school-aged children indicated that they
did not have enough support in looking for services, especially
at the beginning of their search process. Participants would
appreciate receiving information about services at the time
of the medical investigations as well as once their child is diag-
nosed. This information could be general in nature regarding
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existing services or precise contact information in order to
access services. Parents typically received this information only
after months of being on a waiting list. Accordingly, having a
diagnosis for one’s child is a key element to gaining access to
services. One mother explained how important it was to her to
obtain the right information:

That document, had I had it eight months ago, would
almost have saved my life. I would have known where to
go to get help. There is a lot of information that I did not
have, but which was available in [the document].

Participants expressed that most of the time they do not know
how to access services, having to cope with, for example, differ-
ent sets of rules and procedures depending on the network
or the institution. They lacked information about what they
described as a complex system and in that respect, they felt
isolated. As one mother reported, ‘I feel like I'm still all alone in
the boat and that I must, by myself, find what my child needs.

For the most part, it is a continuous battle to obtain services
each year, especially in regular school settings. As one parent
described, ‘I feel that I have to beg to get services. Nothing is
offered to me, ever.

Regarding the high school level, most participants stipulated
that some needs are neglected. They emphasized that few ser-
vices are offered in order to prepare students for the transition
between primary and high school, for changes throughout ado-
lescence and for the transition to adulthood. There seems to be
a lack of resources to help students develop their social abilities.
Sexual education was also a concern. One parent described
some life choices he made to offer the best environment possible
for his son: ‘It was the second or third time that I moved so he
could attend a school where there were appropriate services. A
considerable number of parents reported wanting their neigh-
bourhood high school to provide access to more services, for
example, psychology, speech therapy and remedial instruction.

Unaware of collaboration practices

Parents expressed a lack of knowledge about how stakeholders
of both networks collaborate with each other. Few participants
were directly aware of any contact between school staff and
rehabilitation or health professionals. It was difficult to identify
examples of joint work involving school staff and professionals
from health and social services, although stakeholders might
have had discussions without their knowledge. Accordingly,
about half the participants believed there were existing colla-
borative practices. As one parent indicated, ‘There must be
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collaboration between school staff and health professionals, but
I am not aware of it. They do not tell me’.

Examples of collaboration mechanisms between networks
and ways to engage parents through decision making process
often reflected similar actions. As schools and health and social
services institutions are obliged to prepare an intervention plan
for each child with disabilities and other special needs, parents
identified this method as the most common collaborative tool
through which they become involved. These plans are intended
to identify the youth’s needs, to set objectives and define the
means for their realization. This approach aims to organize an
adapted intervention, which can include collaboration between
networks. Given the Agreement’s principles, co-ordination of
services is an important priority for both networks. Interven-
tion plans from the two sides should be coherent and share
objectives. However, the present research findings suggest that
parents and children are not systematically invited to participate
in planning meetings. Some of those parents who were inter-
viewed expressed concerns about their lack of opportunity to
contribute to the decision making process.

Only 26.7% (n = 16) of participants agreed that the network’s
intervention plans were harmonized and targeting similar goals.
On the one hand, some parents witnessed joint work through
the intervention plan meetings. For example, some parents
mentioned observations that were made of their child’s behav-
iours, in class, by health or social services professionals; these
observations were identified as examples of collaborative prac-
tices. On the other hand, parents stated that most stakeholders
were not involved in any or enough team work through inter-
vention plans or other means. Many of them believed that this
situation was mostly due to resource limitations. The point was
also made that collaboration practices depend on the opportu-
nity to meet, but also on stakeholders’ willingness to accept the
points of view and involvement of others. One parent specified
that not only should stakeholders communicate more but that
their co-ordinators should also contribute to making it possible
for them. Although some schools or health and social services
institutions are more proactive, others seem more reluctant to
share responsibilities. Quantitative data indicated that satisfac-
tion levels concerning this aspect were rather low: 60% (n =37)
of interviewed parents thought that collaborative work was
inexistent or insufficient. In a similar vein, parents considered
that if they want something achieved, they are obliged to moti-
vate both networks to put in place the best services possible for
their child. For example, it is often only by their initiative to
invite the social worker that collaborative action is possible:
‘I realize now that if parents do not get involved, the situation does
not evolve much’.
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Table 1. Parents’ level of satisfaction regarding services offered by both networks for each child (n = 60)

Do not know Very dissatisfied

Fairly dissatisfied Fairly satisfied Very satisfied

n % n % n % n % n %
Identification of the child’s needs by stakeholders - - 4 6.7 19 31.7 25 41.7 12 20.0
Clarity of stakeholders’ roles - - 7 1.7 17 283 19 31.7 17 283
Complementarity of services from both networks 7 1.7 23 383 14 25.0 8 133 7 1.7
Collaboration between school staff and health professionals 5 8.3 18 30.0 19 31.7 12 20.0 6 10.0

With respect to the impact of the collaborative practices
on children, most participants did not witness sufficient results
from co-ordinated actions to be able to identify specific out-
comes. They suggested that more concrete and realistic inter-
ventions are necessary. Some participants reported that the
intervention plan meetings enabled them to express their opin-
ions and to make requests, while others declared they were not
able to discuss the goals of the plan. For example, some inform-
ants mentioned that the objectives of the individualized educa-
tion plan were determined in advance prior to their arrival at
the meeting; they were simply asked to sign the plan without
discussion. These parents perceived unwillingness from stake-
holders of the two networks to integrate them in planning pro-
cedures. For a majority of parents, involvement in the decision
making about their child is a major priority.

More than half of the parents interviewed were not satisfied
with the complementarity of services across the networks
(Table 1). The majority were dissatisfied with the collaboration
between school staff and health professionals. The findings also
revealed a range of opinions regarding the clarity of stakehold-
ers’ roles.

Parents caught between two networks

Most parents noted both networks’ tendency to pass the buck
regarding problems with services, avoiding taking responsibility
and arguing that the obligation is not theirs. In a similar vein,
the roles of stakeholders from the two networks are not always
clearly defined, which is in itself an obstacle to collaboration.
Many parents found themselves caught in the middle, having
the burden of transferring the information from one network to
the other. In this context, another parent indicated that it would
be helpful for families and children to have people from the two
networks collaborating:

I believe that if the health environment and the school
environment work together, it would be a plus for the
families and the children as well. It’s so unpleasant to be
in between two things that are opposing each other.

However, it should be noted that some participants, like this
father, are at peace with the role they have to play: ‘The parent
should be the coach of everyone who works with children and also
the motivator.

A considerable number of parents, referring to their experi-
ences with primary and high schools, declared that support
from stakeholders of the health and social services network
is insufficient and that they mostly have to take the steps by
themselves, without any help. However, some participants
whose children are in high school reported they were supported
when they made precise requests. On the other hand, parents of
youth who are reaching adult age find themselves in an urgent
situation; in their view, nobody seems to assume the role of
providing services for young adults with disabilities. The dis-
continuity in services gave those parents the impression that
they constantly have to fight to obtain and keep the services that
their children require.

Different settings mean different types of support available

Many parents reported that complementary services were more
readily available in special schools than in mainstream schools.
This is perhaps not surprising, considering that rehabilitation
professionals already work on-site and that their services are
co-ordinated by the school principal. One parent alluded to the
ease of access to services:

It [resource allocation] is automatic because they
[children] have heavy issues. As soon as a child enters the
school, he gets a lot of resources on site.

In this context, parents also appreciated the stability and conti-
nuity of services for their child. However, a few parents whose
children attended a regular primary school reported that they
had been supported by health and social services stakeholders
to assure services at school. Two parents revealed the helpful
aspects of being supported by the health and social services
network:

There is no doubt that the support of the rehabilitation
center helps a lot to make our case. When things are
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830 S.Tétreaultetal.

explained by a professional, sometimes it works better or
arguments are better heard. Knowing we have the center’s
support also helps us to express ourselves more. It feels
good to know that we are not alone in our battles.

From the moment I was supported by these people, it was
seen that I was serious, that there was no means of telling
me to calm me down or try to push me in a corner any

more.

Urgency of finding appropriate services corresponding to the
needs of children

For informants, various services did not correspond to the
needs of their child; the lack of cooperation between the two
networks was part of the problem. Some services were not
available while others were duplicated. One parent describes
the situation:

When [children] reach school-age, when they get in first
grade, services are cut off. We were told that the school
must provide services, but at school, they do not have
speech therapy and occupational therapy, so we lost
everything. From that moment on, my daughter did not

receive any service.

Children sometimes received the same service twice, provided
by different organizations. While parents believed that team-
work takes place between the two networks, most concluded
that services were not ultimately improved. Participants insisted
that stakeholders, in partnership, should offer services that
better meet their children’s needs.

Discussion

The purpose of this study was to explore parents’ perceptions
regarding collaborative practices between the education network
and the health and social services network in Quebec, within
the framework of the 2003 Agreement that was developed to
promote complementary services. The major findings suggest
that families did not benefit much from the policy, believing
that the outcomes of collaborative practices among the school
and the health and social professionals were not very noticeable.
Those limited effects of shared responsibilities towards children
with disabilities have been previously observed by Carter (2010)
and Elkins and colleagues (2003). The publication of partnership
programs is not necessarily followed by the allocation of neces-
sary resources (Bhagat 2007). Other authors also have noted
the challenges of multi-agency working and remind profes-
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sionals that it is not easily achieved (Atkinson etal. 2005).
To our knowledge, the Agreement is one of only a handful of
inter-departmental attempts to establish formal collaborative
practices meant to promote all children’s development, includ-
ing those with special needs (Department of Education &
Department of Health, Social Services and Public Safety 2006;
Ministry of Health 2008). These joint actions, despite their
limited application to date, are necessary as they aim to address
complex problems that cannot be resolved within separate
networks. This objective is congruent with the observation by
some participants in the present investigation that in certain
specific contexts, motivated stakeholders were successfully able
to realize their good intentions in concrete, small-scale collabo-
rative systems that functioned. Nicholson and colleagues (2000)
concluded that organizations have opportunities to support
partnership by offering an environment that is conducive to
collaborative work;, although most joint actions rely on individ-
uals. Given that the co-ordination of action with partners may
not necessarily come naturally to professionals, it is not surpris-
ing that additional effort is required to provide a more integrated
response to the most complex needs of children with disabilities,
social maladjustment or learning difficulties. The complexity
of the two networks also must be acknowledged (Green 2006).

One important finding of this investigation is that the edu-
cation of children with special needs must be addressed with
the participation of both networks. These networks have com-
plementary knowledge and they agree that it should be shared.
They need not only to exchange information, but also to
develop common projects with the participation of parents.
These changes paired with new ways of working together are
encouraged by the Agreement.

More extensive research is required to explore new ways
to involve families in the process of interagency collaboration.
It is also essential to solicit youths’ point of view (Gordon
2010). They must be fully engaged in the planning, and their
needs, wishes and aspirations must be taken into account
(McConachie et al. 2011).

Limitations of the study

Some methodological considerations may limit generalization
of the findings. The study sample was small and the participants
were selected based on convenience sampling procedures. Con-
sequently, the sampling may not be representative of all parents
of children with special needs. Another limitation concerns the
difficulty of evaluating the situation in different regions of the
province of Quebec, considering that each school functions as a

microsystem with its own internal rules and resources. As well,



the diversity of service organizations is so broad across the
province that it can be difficult to collect opinions concern-
ing all types of situations. Despite these limitations, this study
is the first to examine the Agreement with respect to parents’
perspectives.

Conclusion

Being a parent of a child with special needs can be very chal-
lenging. Additional burdens are associated with the beginning
of school (Keller & Honig 2004). This investigation’s findings
suggest that the Agreement has the potential to help parents
because it promotes the development of links and common
objectives between the two networks. Such development is criti-
cal to support the education of children and their development
process. Furthermore, the findings should encourage all edu-
cation, social and health professionals to actively work with
common goals. Informing parents of available services and
inviting them to actively join the discussions should be consid-
ered. The investigation reveals that parents are important actors
in the development of children with special needs. They are
motivated in different ways to create alliances with profession-
als. This Agreement is unique and provides guidelines to support
collaborative practice between two networks, including parents
and children.

Key messages

+ The education of children with special needs must be
addressed with the participation of both the education
network and the health and social services network.

+ Most participants did not witness sufficient results from
co-ordinated actions to identify specific outcomes.

+ Additional effort is required to provide a more integrated
response to the most complex needs of children with dis-
abilities, social maladjustment or learning difficulties.
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