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Abstract

The perceptions of parents of children with cognitive
disabilities, with respect to their children's transition
from school to employment, were examined in this thesis.
These perceptions were ascertained through the use of a
survey, through individual interviews with parents, and
through discussion groups between parents. The experiences
parents have had with respect to the school-to-work
transitions of their children varied. The results suggest
that parents have concerns about the preparation and
implementation of the transition from school to work and
adult life. There is further evidence to suggest that the
school-to~work transition is a trying period for parents and
that they have certain preferences, expectations, and needs.

Implications for schools and adult service agencies are
discussed and recommendations for improving the school-to-
work transition process from a parental perspective are
provided. A better understanding of parental perceptions by
the professionals involved in the transition process may
lead to smoother school-to-work transitions for young people

with cognitive disabilities.
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Chapter One
INTRODUCTION

Employment is an important aspect of an individual's
life. The premise that employment is necessary to gain full
acceptance in society underscores its importance (McDonnell,
Hardman, & Hightower, 1989). There is a growing assumption
that all students with disabilities should be prepared for
employment and that preparation should begin in school
(Chadsey-Rusch, 1990; Rusch, Chadsey-Rusch, & Lagomarcino,
1987).

The importance of employment for students with
disabilities means that high school programs likely will
focus increasingly on the skills and knowledge that these
students need to live as independently as possible in the
adult world. Vocational education and training and
employment experiences likely will assume larger roles in
the overall curriculum. These roles increasingly will
include a variety of options, such as community-based
vocational training, vocational education classes, and paid
work experiences. Regular education, special education, and
vocational education ideally should work together to promote
successful employment options for youth with disabilities.

A cooperative relationship between the parents of
students with disabilities, education personnel, and adult

service delivery providers is integral to school-to-work



transition planning. In order to develop relevant and
functional curricula for students with disabilities it is
necessary to know the instructional priorities of parents
(Epps & Myers, 1989). Unfortunately, most professionals
have had a lack of understanding of what it means to be a
parent of a child with a disability (Anderegg. Vergason, &
Smith, 1992). This lack of understanding contributes to
what Anderegg, Vergason, and Smith (1992) call a barrier to
improving communications between professionals and parents.
Hardman, Drew, Egan, and Wolf (1991) referred to the
relationship between parents and professionals as one
"marked by confusion, dissatisfaction, disappointment, and
anger” (p.48).

The period prior to, during, and following the
transition from school to adult life can be a trying one for
parents of youth and young adults with disabilities. The
school -to-work experience is a time of transition for them
as much as it is for their children.

Purpose of The Study

The insights parents can offer about the positive or
negative aspects of the transition process from school to
work and adult life are valuable. An awareness of the
perspectives, concerns, needs, and priorities of parents may
lead to a better understanding by school personnel and adult

service workers of the school-to-work process.



To try and understand what experiences parents and
their children have had and how these experiences have
influenced their perceptions, it was imperative to offer
parents opportunites to share their insights and their
stories. This study was a two stage process. In the first
stage, parents completed a questionnaire concerning their
perceptions. In the second stage, parents were given the
opportunity to elaborate on their perceptions in individual
interviews, as well as to share their thoughts through
discussion groups.

Statement of the Problem

The problem investigated in this study was the affect
the planning and implementation of the school-to-work
transition has on the concerns, desires, preferences, and
needs of parents of youth and young adults with cognitive
disabilities. In essence, parents' perceptions on the
transition from school to work was investigated. The views
of parents were explored to ascertain their beliefs, the
foundations of those beliefs, and their views on the school-
to-werk process.

Furthermore, the relationships between certain
vocational preparation strategies, parental experiences, and
variables such as mainstreaming and support networks were
investigated to determine their affects on parental

perceptions. The information gleaned may enhance the



school-to-work transition process.

There is still a paucity of research on why parents
have the perceptions they do within the realm of
transitioning from school to employment and adult life for
their children with cognitive disabilities. However,
researchers contributing to the literature on parents of
children with disabilities suggest that many parents have
experienced a lack of services, assistance, and supports
from school systems (Ferguson, Ferguson, & Jones, 1988;
Waggoner & Wilgosh, 1990) and that parents have real
concerns about the transition of their children to adult
life and employment (Chadsey-Rusch, 1990; Davis, 1988;
Fourqurean & LaCourt, 1990; Hill, Seyfarth, Banks, & Wehman,
1987).

Before education personnel and community service
delivery workers can accommodate parents' needs in the
transition process, parents' perceptions, including the
basis for them, need to be known and understood.

Educatjonal Significance

It has been said that the opportunity to work is
extremely important to people with cognitive disabilities in
their quest for respect and achievement (Stark & Goldsbury,
1988). Considering this, a major goal of high school
education for students with cognitive disabilities should be

placement in competitive or supported employment. Ideally,



a long-range vocational goal for every individual with a
cognitive impairment should be placement in some kind of
employment situation (Hasazi & Clark, 1988).

Pilley (1988) summed up the educational significance of
employment by stating that if the ultimate goal of education
is employment and independent living to the greatest extent
possible, it is vital to assess the level of success of
graduates in these areas. Wisniewski, Alper, and Schloss
(1991) take Pilley's view one step further by contending
that the ultimate goal for all students should be, not just
employment, but competitive employment. There are studies
indicating that many individuals with disabilities do not
find, or are not able to maintain, employment in the
community (Will, 1984a; Agran, 1987; Edger, 1987). This is
due to a myriad of factors, including: job market
conditions, the extent of family and friendship networks,
the gender of the individual, a lack of inter-agency
cooperation and coordination, the level of disability of the
individual, and parental influence and attitudes (Brickey,
Campbell, & Browning, 1985; Chang, 1988; Hoisch, Karen, &
Franzini, 1992; Kiernan, McGaughey, & Schalock, 1988).
Suggestions have been made which might reverse the lack of
employment for individuals with disabilities. These include
more emphasis on vocational training and work exposure,

better linkages with appropriate service providers, an



increased focus on placement in community-based employment
during career/vocational programming, increased follow-up
and follow-along contact and support during the post-school
stages of transition, good job matching, a solid and
energetic transitional team effort, and the empowerment of
families to be active participants in the transition
planning process (Frank & Sitlington, 1993; Heal, Copher, De
Stefano, & Rusch, 1989; Roesser, Brolin, & Jchnson, 1990).

While vocational training programs have evolved to
reflect the current philosophy of inclusion in which the
importance of community integration is stressed, the
movement from school to successful employment often results
in unemployment or underemployment for individuals with
disabilities (Hasazi, Gordon, Roe, Bull, Finck, & Salembier,
1985; Weisenstein, Stowitschek & Affleck, 1991). It should
be a function of the school system to improve the transition
systems, if improvements are warranted.

The role of the parents in the process of transition
for youth with disabilities is one of great importance.
Their input into school-to-work program planning is vital
for a smooth transition and increased chances for success.
The need and necessity of parental participation in program
planning has been well documented (Brantlinger, 1991;
Elksnin & Elksnin, 1990; Everson, 1990; Miller, La Follette,
& Green, 1990; Haring, Lovett, & Saren, 1991; Steere,



Pancsofar, Wood & Hecimovic, 1990).

However, despite a strong emphasis on the need for
parental participation, a chasm remains between school
systems and adult service personnel and parents. There have
been discrepancies between the priorities and desired
cutcomes valued by professionals and parents. In addition,
parents have reported needs that were not being met and
concerns that were not addressed (Ferguson, Ferguson &
Jones, 1988; Penner, Douglas & Van Lieshout, 1992; Waggoner
& Wilgosh, 1990). As such, the perception of success in
school~to~work transitioning by professionals is dubious.
Brantlinger (1991) argues that the frequently encouraged
notion of parents as partners is mere rhetoric because
parental involvement is somewhat of a formality which lacks
substance, and that the opinions of parents are not valued,
but rather dismissed.

The educational significance of the problem is that
parents, the ultimate advocates and case managers for their
children (Goodall & Bruder, 1986), may not be satisfied with
the school or adult services provided in the realm of
transitioning from school to the adult world. On a similar
note, parents may not be satisfied due to a lack of
services. Their perceptions need to be understood to better
accommodate their needs as well as those of individuals with

disabilities who are leaving school.



Understanding the situations and views of the parents
of youth with cognitive disabilities in transition is
essential if parental needs are to be met successfully.
Definitions erms

The population of people with disabilities which is
referred to in this paper is not confined to those with any
specific disability, unless otherwise noted. They include
those with mental, physical, visual and hearing impairments,
as well as those with multiple disabilities. The
definitions for the various disabilities are a means to
identify groups of individuals, but we are cautioned to
remember that "categories are simply terms used to confirm
that individuals in our society differ from each other"
(Ysseldyke & Algozzine, 1982, p. 43). Values and attitudes
of society evolve and, as such, so do the definitions of
disabilities (Brown, 1987).

Despite the variability in form and severity of
disabilities among the children of the parents involved in
this research study, they each have a cognitive disability
to some degree. Cognitive disabilities can be described as
those which can include memory deficits, problems in
processing abstract information, poor retrieval of stored
information, and impaired processing, initiating, and
carrying out of actions (Wehman, 1992). A cognitive

disability can also result in reasoning deficits, poor



judgement, difficulty in generalization, problems with
attention and concentration, and problems with processing
and sequencing information (Wehman, 1992). Cognition has
been described as "...the process of acquiring a conscious
avareness that helps us know and understand in a wide
spectrum of activities, such as remembering, learning,
thinking, and attending” (Bailey, Jr. & Wolery, 1989, p.
276). 1In broader terms, Bailey, Jr. and Wolery (1989)
stated that cognition is composed of mental processes by
which individuals acquire knowledge.

Included among children who have been referred to as
"exceptional" are those with disabilities (Kirk & Gallagher,
1985). 1In the educational sense, children are considered
exceptional "if their development deviates in kind and
degree to such an extent that they require educational
provisions not needed by most children for maximum
development"” (Kirk & Gallagher, 1985, p. 3). This term can
be relevant in school-to-work transition practices as
particular vocational training and school-to-work transition
programs are tailored for individuals by virtue of their
disability.

The terms "disability" and "handicap" are often used
interchangeably (Davis & Bullis, 1990) and not necessarily
appropriately, as they do not necessarily refer to the same

concept. Wright (1983) described both concepts as they have
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been delineated by the World Health Organization in 1980. A
disability refers to a limitation of function that results
from an impairment of a specific organ or body system. A
handicap describes the actual obstacles encountered by the
individual in real life resulting from a disability. By
reason of that distinction, a disability might or might not
result in a handicap. As Stewart (1974) points out, whether
a handicap results from a disability depends not only on the
severity of the disability, but also on the environment, the
situation, and the individual's adaptation. The term
“impairment" refers to the damage, injury, or incapacity
that an individual has (Peterson, 1987). The term
impairment has been used synonymously with disability
(Peterson, 1987).

However, as Davis and Bullis (1990) indicate, the terms
have been misused. Therefore, although the distinction will
be adhered to as closely as possible in this paper, the
usage of either "disability" or "handicap" as used by other
writers and researchers cited in this paper will not be
altered. To do so would be to presume their intentions and
inevitably lead to erroneous assumptions.

The definition for mental retardation has recently been
changed. Currently, "“"mental retardation refers to
substantial limitations in present functioning. It is

characterized by significantly subaverage intellectual
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functioning, existing concurrently with related limitations
in two or more of the following applicable adaptive skill
areas: communication, self-care, home living, social skills,
community use, self-direction, health and safety, functional
academics, leisure and work. Mental retardation manifests
before age 18" (Seiter, 1992, p. iii). The term mentally
handicapped will refer to individuals who are mildly,
moderately and severely mentally retarded unless
specifically indicated.

There have been a number of terms used synonymously by
educators and researchers with vocational training, such as
vocational education, work education, work experience,
vocational skills training, job training, and so on. The
terms are often used loosely and they are not often defined.
White, Smith, Meers, and Callahan (1985) referred to
vocational skills training as preparing special needs youth
for employment through instructional formats which utilize
proven special and vocational education procedures.

The term "work training" was defined by Peck and Hong
(1988) as a "medium through which work-related skills such
as punctuality, concentration, persistence, and stamina are
developed; the actual task is unimportant in relation to the
development of desirable attributes™ (p. 149). This implies
that training encompasses a wide spectrum of related

behaviours other than the specific, vocational tasks. The
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terms work experience, work training, and vocational
training are often used synonymously in the literature, as
they will be in this paper.

There are several other terms used in the world of
school-to-work transition and vocational preparation for
people with disabilities which require clarification. As
defined by Schalock, McGaughey, and Kiernan (1989) they are
as follows:

(a) sheltered employment: “employment in a

controlled environment, where payment is typically less

than the minimum wage"” (p. 81)

(b) transition training/employment: "employment

that provides time limited support leading to

competitive employment, where payment is

typically at less than the minimum wage" (p.81)

(¢c) competitive employment: "unsubsidized

employment where payment is at or above the minimum

wage including certain enclaves, work crews, and

employment in regular jobs, even when follow-along

services are provided." (p.81)

(d) supported employment: "employment that requires

intensive ongoing support, utilizing worksites where

persons without disabilities are employed, where

payment is most often at less than minimum wage"

(p.81).
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Supported employment has also been defined as *"paid
employment for persons with developmental disabilities for
whom competitive employment at or above the minimum wage is
unlikely and who, because of their disabilities, need
ongoing support to perform the work. Support is provided
through activities such as training, supervision, and
transportation. Supported employment is conducted in a
variety of settings, particularly, work sites in which
persons without disabilities are employed"” (Wehman, Sale, &
Parent, 1992, p.4). While the wages earned may depend on
the amount of work performed or the output, Wehman, Sale and
Parent (1992) note that one of the key characteristics of
supported employment is that of receiving reasonable pay for
real work.

In an article by Griffin and Lowry (1989), supported
employment was described as having the components of
competitive work in an integrated work site, ongoing support
on the job, an emphasis on creating real work opportunities,
social integration, and variety and flexibility. 1In
addition, no one is excluded from supported employment on
the basis of severity of the disability. Rather, the
ongoing support is adjusted to accommodate the needs of each
individual.

While Schalock, McGaughey, and Kiernan (1989) state

that certain enclaves and work crews can be part of
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competitive employment, Griffin and Lowry (1989) indicate
that mobile work crews and enclaves can be a part of a
supported employment service delivery model. Depending on
the nature and location of the work, the enclaves and work
crews could also be operated in isolation, and segregated
from individuals without disabilities. The primary
difference between the two approaches is that, while mobile
work crews operate out of a van and hold several contracts
(typically in lawn maintenance, farm work, janitorial work,
landscaping, etc.), enclaves pursue only one contract per
group of workers with disabilities who are matched to one or
more jobs within a company.

The term "community employment" has several of the
components which are associated with supported and
competitive employment. It has been defined as paid work
which takes place in natural settings (i.e. settings not
designed for special populations) and includes ongoing
interactions with other employees, the overwhelming majority
of whom neither receive nor provide habilitation services
(Nisbet & Hagner, 1988).

The term "transition" is indicative of change (Knowlton
& Clark, 1987). It could be a change from one set of
circumstances to another or from one environment to another
(Meers, 1992). Transition has been defined as:

...a carefully planned process which may be initiated
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either by school personnel or adult service providers
to establish and implement a plan for either employment
or additional vocational training of a handicapped
student who will graduate or leave school in three to
five years; such a process must involve special
educators, vocational educators, parents and/or the
students, and an adult service system representative,
and possibly an employer (Wehman, 1984, pp. 23-24).
Transition has also been defined as "a bridge between

the security and structure offered by the school and the
risks of adult life" (Goodall & Bruder, 1986, p. 23).

From a service-planning perspective, transition is a
process that includes high school, graduation, additional
post-secondary education or adult services and the first few
years of employment (Will, 1984b).

Limitations of the Study

There are some variables which could have distorted the
findings of this study. Not all parents initially invited
to participate in the study responded or wished to
participate. For parents who completed the gquestionnaire,
the possibility remains that their true perceptions were not
listed among the choices. To compensate for this the
questionnaire contained space for comments or elaboration.
However, not all parents elaborated or made comments on all

questionnaire components. Some parents who completed the
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questionnaire did not participate in a discussion group or
interview, thereby limiting their opportunities to seek
clarification about the questions or provide elaboration to
their responses.

Parents who participated in the discussion groups or
interviews may have been hesitant to respond to some
questions or they may have chosen not to disclose some
information. Since much of the data gathered from this
study was narrative in nature and disclosed in close
proximity, there was an added possibility that the
interviewee responded according to unconscious cues or
reactions by the interviewer, however unintentional, or to
the cues or reactions of other participants in the
discussion groups. Due to the nature of the discussion
groups and the personalities involved in each of them, the
discussions did not unfold in quite the same way in each
case. However, efforts were made to prevent wide
digressions by distributing the discussion issues. However,
some parents did want to pursue certain areas. There were
digressions and elaborations of issues which may have had a
bearing on the responses of the participants.

Some participants in the interview had originally
indicated a preferance for a discussion group but were
unable to attend. Their responses and how they contributed

to the data may have been dependent on whether they
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participated in a discussion group or in an interview.

The parents who participated in the second phase of the
study, that is, in the discussion groups or interviews, were
not randomly selected. Some parents chose to take part
while others did not. As such, the perceptions of those who
did not take part in the second phase of the study were not
probed and the full extent of their perceptions remains
unknown.

There are three additional limitations to this study.
First, the sample 0of interview respondents was small.
Second, there was no control group used. Finally, the
respondents varied with respect to ethnicity, socioeconomic
status, access to support groups, and the type and severity

of disability of their child.
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Chapter Two
REVIEW OF THE LITERATURE
In this section previous literature on parents of

individuals with disabilities is examined. The section will
be divided into areas pertaining to the stress and grief of
parents, parents' aspirations and expectations for their
children, parents' experiences with schools and service
agencies and, finally, parents' concerns. The research
implications of the literature review will be discussed as

will the research questions to be asked.

Parents of Individuals with Disabilitijes
Stress and grijef of parepts. Much has been written

about the differences between parents and families of sons
or daughters with disabilities and parents and families of
children who do not have a disability. Previous findings
differentiate parents of children with disabilities from
other parents on the basis of increased caregiving demands
(Harris & McHale, 1989; Erickson & Upshur, 1989). Children
with disabilities make demands on a family's time,
psychological well-being, relationships, resources and
freedom of movement (Brantlinger, 1991). This may
contribute to the common theme of social isolation connected
with families of children with disabilities which
Brantlinger refers to.

The notion that increased stress is experienced by
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parents or families of a child with a disability has been
well documented (Beckman, 1983; Dyson, 1991; Dyson & Fewell,
1986; Friedrich & Friedrich, 1981; Kazak & Marvin, 1984;
Krauss, 1993; Mahoney, O'Sullivan & Robinson, 1992; Minnes,
1988; Waisbren, 1980). Flynt and Wood (1989) found the age
of the child was not relevant to stress levels of mothers of
children with a mental handicap. The notion that stress in
families increases with the age of a child with a disability
is not supported in a recent research study on this topic
(Orr, Cameron, Dobson & Day, 1993).

Stress levels have been found to be related to the
child’'s need for special care, the difficulty of the child's
behaviour, and the child's ability to communicate (Beckman,
1983; Erickson & Upshur, 1989; Frey, Greenberg, & Fewell,
1989). The severity of the disability has also been found
to be related to the degree of stress and family
difficulties. Families with a child with severe mental
retardation were found to have more difficulties with family
adjustment and daily life than families with a child who had
less severe mental retardation (Blacher, Nihira & Meyers,
1987). Cohen, Agosta, Cohen and Warren (1989) reported that
the severity of the disability and the family's capacity for
coping are related to the difficulties experienced by
families of individuals with disabilities. Some evidence

suggests that families who have children with more severe
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disabilities are more likely to be identified as
"distressed" (Mahoney, O'Sullivan & Robinson, 1992).

Parents might also be under added stress due to the
attention the child brings to himself/herself (Baxter,
1989). Dyson (1991) and Frey, Fewell, and Vadasy (1989)
suggest factors which seem to be associ;ted with stress are
uncertainty about the child's future and a lack of
information and understanding about the child's condition.

Periods of transition in families with a child with a
disability are often times of increased stress and challenge
for families (Crnic, Priedrich, & Greenberg, 1983; Ferguson,
Ferguson, & Jones, 1988; Goodall & Bruder, 1986; Turnbull,
Summers, & Brotherson, 1986). Adolescence may also be a
trying time for parents. During adolescence parents may
confront the realization of long-term dependency and be
facing numerous life issues, such as the youth's potential
and vocational options (Hanline, 1991).

The time of transition from school to the adult world
is a particularly stressful time for parents of children
with disabilities (Brotherson, Turnbull, & Bronicki, 1988;
Hanline, 1991; Wikler, 1986b). The stress on families with
children with mental disabilities entering adolescence or
entering adulthood have been alluded to by Konanc and Warren
(1984) and Wikler (1986a, 1986b).

The degree of social supports available to parents has
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been found to influence the stress and difficulties they
experience (Todis & Singer, 1991). Flynt, Wood and Scott
(1992) found a relationship between the level of social
support and the perceptions of stress by mothers of children
with mental handicaps. Social supports can help parents
cope with the changes they experience (Hanline, 1991; Unger
& Powell, 1991). Seltzer, Begun, Seltzer and Krauss (1991)
reported that the support provided by siblings toward their
brother or sister with a disability had a positive impact on
the well-being of the mothers.

Other researchers have not found evidence to support
the notion that families with a child who has a disability
experience more stress (Frey, Fewell, & Vadasy, 1989).
Houser and Seligman (1991) found no difference in levels of
stress between fathers of adolescents with mental
retardation and fathers of adolescents without mental
retardation, but they did report certain coping strategies
by the fathers of the mentally handicapped adolescents.
There is recognition that families of children with
handicaps do cope well with the demands experienced by
having a child with ® disability (Noh, Dumas, Wolf & Pisman,
1989; Erickson & Upshur, 1989).

Some researchers have examined the influences the child
and family have on each other. Harris and McHale (1989)

examined the amount of time parents spend with their
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children. Their results suggest that the more time mothers
spend with a child with a mental handicap the more
difficulty they experience in family life. Some evidence
suggests that mothers may experience more stress than
fathers (Beckman, 1991). However, Rousey, Best, and
Blacher's (1992) research on perceptions of stress and
coping between mothers and fathers of children with severe
disabilities who live at home found no major differences.

Priedrich and Priedrich (198l1) reported deterioration
of family relationships when there is a child with a
disability in the family while Dyson (1991) and Mahoney,
O'Sullivan and Robinson (1992) indicate that, other than
high levels of stress, families with a child with a
disability differed very little from other families in
family functioning. It appears that the majority of the
families adapt to difficulties. Kazak and Marvin (1984)
found evidence from their research that the marital bonds of
mothers of children with spina bifida were stronger than
those of a comparison group of families without children
with a disability.

The work of Kubler-Ross (1969) on mourning after the
death of a child has prompted research on the feelings of
parents who have a child with a disability. 1In essence,
when the disability is revealed parents undergo a grieving

process.
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Blacher (1984) presented a model of the grieving
process which incorporated levels or stages of grief. 1In
Blacher's three-phase model parents go through a) shock and
denial, b) reactions which may include a variety of
feelings, such as anger, hopelessness and shame, and c)
acceptance and adjustment. According to this theory,
parents of children with a disability go through predictable
stages of adjustment and emotions over time. This stage
theory is not accepted by everyone. There have been
assertions that predictable, sequential patterns of reaction
by parents to having a son or daughter with a disability may
not exist for many families (Allen & Affleck, 1985; Crnic,
Friedrich & Greenberg, 1983). Crnic, Friedrich, and
Greenberg (1983) presented a different notion of coping.
According to their perspective, the way parents of children
with disabilities cope with problems and difficulties is
related to their perceptions of stress, the resources
available to them, and the school, work, and neighbourhood
environments in which they live.

Olshansky (1962; 1966) attributed the term “chronic
sorrow” to the experiences of parents of children with
mental handicaps who were thought to be experiencing grief
throughout their lives due to the birth of a child with a
disability. One of the variables influencing the type and

degree of these emotions is the type of disability (Harper,
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1984; Harris, 1984; Harvey, 1984).

In a research study designed to examine how chronic,
disabling illness in a child affected the daily lives of
three families, Martin, Brady, and Kotarba (1992) reported
low vitality, restricted social life, and a preoccupation
with decisions related to their social lives. The findings
indicated the great impact the child's illness had on family
members.

Events, either positive or negative in nature, such as
a change in school placement or a special event in the life
of the child or family, can cause the recurrence of emotions
of grief (Anderegg, Vergason & Smith, 1992; Gargiulo &
Graves, 1991). Witcher (1989) cautions professionals not to
think that once any of the emotions in the grieving process
are played out they are laid to rest. As the adjustment
process unfolds, these emotions may resurface. There may be
no conclusion to an adjustment process. Rather, it may
continue taking on different forms.

Ormerod and Huebner (1988) reiterated many of the
previous research issues related to parent's reactions when
they realized their child's disability was revealed. They
noted that the reactions of parents vary in intensity
depending in part on factors such as the severity of the
handicap, socioeconomic status, religious orientation, and

the quality of internal/external support systems.
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Flagg-Williams (1991) identifies three trends that have
influenced literature on the perspectives on children with a
disability. While the chronic stress and stage theories
have left their mark, the third trend, and the one becoming
increasingly prominent in research, involves the interaction
of families and the environment. The areas included in this
approach are not just family life, but social life, school
life, and employment. The variables within these
environments influence families' perceptions and behaviours.

Despite the research indicating levels of stress, the
grieving process, and family life difficulties of parents
who have children with a disability, caution should be taken
not to stereotype them as being in continuous distress by
virtue of having a child with a disability. The stages of
the grieving process do not always occur in a predictable
order and not all parents are atfected to the same extent by
a particular emotional phase of the grieving process
(Witcher, 1989).

Gallimore, Weisner, Kaufman and Bernheimer (1989),
using an ecological perspective in their study of families,
found great variations between families. There were
differences in the extent families were involved in
organigzations, in the division of labour among members, and
in the way they constructed their environments to

accommodate their child's needs and circumstances. Also,
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the complexity and diversity of environmental influences on
families where there is @ child with a disability should be
kept in mind. The influence of environmental factors such
as parents' emotional attitudes and time spent with the
child might influence one family but would not necessarily
influence another family in a similar way (Flagg-Williams,
1991). The dynamics of families are far too complex.
Further, Glidden (1993) asserts that although there is a
notion that a family with a child with a disability is a
family with a disability, the extent of their adjustment is
influenced by the presence or absence of positive outcomes.

Much of the research on parents' reactions and feelings
deal with the early years of the child and much of the
research focuses on the diagnosis of a disability of a
child. 1In some ways, the circumstances are repeated years
later during the transition from school to work. The
variables that play such a prominent role in shaping
parent ‘s feelings in the early years appear to reemerge in
the high school years as the student prepares to leave the
school system.

In summary, the factors associated with families of
individuals with disabilities have been identified as social
isolation and increased stress. The stress of the families
have been identified to be related to:

- the severity of the disability,
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- the difficulty of the child's behaviour,

-~ the child's ability to communicate,

- changes in school placement or special events,

- periods of transition such as into adolescence or

from school to adulthood, and

- the degree of social supports available to

parents.

There is also some evidence to suggest that parents of
children with disabilities do not, generally, have more
stress and problems in family functioning. Rather, the way
parents cope is situation specific and depends on a variety
of variables, such as:

-~ their perceptions of stress,

- the resources available to them (from school,

work, and neighbourhood), and

~ the interaction of the family and the social,

school, and employment environments.

Vocatijo spi i tati o rents.

Parents' views on high school preparation for
employment for students with disabilities have revealed
concern. In a study conducted by Benz and Halpern (1986),
40% of the parents indicated vocational preparation for
students with disabilities was the weakest part of the

curriculum.

Epps and Meyers (1989) surveyed the parents of children
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with severe and profound disabilities with regards to the
their priorities in the domestic, vocational, community, and
leisure domains. The vocational domain was rated as most
important for most age levels, despite few parents
anticipating either part-time or full-time employment for
their children. These findings may be misleading. The
vocational domain pertained to work responsibilities at home
and not necessarily in actual paid employment. Also, the
concept of supported employment was not presented, which
perhaps led to lower work expectations.

In a study conducted in Virginia, Seyfarth, Rill,
Orelove, and McMillan (1987) examined the vocational
aspirations that parents of individuals with mental
handicaps had for their children. The parents' aspirations
were influenced by a number of factors. Parents of older
individuals and parents of children with more severe
disabilities had lower aspirations than parents who had
younger children and children who had higher developmental
functioning.

A relationship between expectations and the severity of
the disability was reported by others. Sowers and Powers
(1989) reported that parents of youth with severe and
multiple disabilities believed their sons or daughters were
unlikely to work in nonsheltered work sites.

Pilley (1988) found parents of students with moderate
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mental handicaps were more likely to indicate satisfaction
with the job placement of their sons or daughters than
parents of children who were mildly mentally handicapped.
Also, parents' expectations of type of placement differed
between the two groups of parents. 1In Pilley's study,
fifteen of twenty parents (758%) of moderately handicapped
young adults anticipated sheltered employment, whereas
sixteen of twenty-seven (59.2%) parents of the mildly
handicapped people planned to be in competitive employment.
While the parents of mildly mentally handicapped students
had greater expectations, they also had greater
disappointment with job placement. Parents of moderately
mentally handicapped students had lower expectations but
also reported more satisfaction with job placement.

Other factors considered important by most parents were
autonomy on the job and the opportunity to advance to
positions with more pay. Seyfarth, Hill, Orelove, McMillan,
and Wehman (1987) suggested that parents might adjust the
vocational aspirations they have for their son/daughter
according to available vocational opportunities, labour
market conditions, the demonstrated potential of their
child, and with an increase in information upon which to
base their judgements.

Sowers and Powers (1989) suggested that support and

involvement from parents can be attained by sharing the
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success of individuals who have disabilities similar to
those of their children and by giving parents the
opportunity to see their child in a community work site. It
was not known whether these strategies would also influence
parents' vocational aspirations.

There is some evidence to suggest that gender
differences influence the employment situations anticipated
by parents, with males expected to be employed more than
females (Epps & Meyers, 1989).

Low vocational expectations from parents have been
reported by Hill, Seyfarth, Banks, Wehman, and Orelove
(1987). 1In their survey of 660 parents/guardians of
mentally handicapped individuals who were receiving adult
services from agencies for the mentally handicapped, only
12% of the respondents expressed a preference for
competitive employment for their child. Parents of
individuals with mild or moderate mental retardation
preferred a placement in a sheltered workshop, whereas
parents of children with severe/profound disabilities
selected activity centres as the optimal placement. An
interesting finding is that improving working conditions or
increasing wages was of little interest to all parents, a
finding not supported by the research of McNair and Rusch
(1991). The evidence from the study by Hill, Seyfarth,

Banks, Wehman, and Orelove (1987) suggests parents have low
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vocational expectations.

Somewhat higher expectations and higher aspirations
from parents of children with disabilities of various kinds
were reported in other research. Haring, Lovett and Saren
(1991) reported only 40% of the parents of 129 high school
graduates with a variety of disabilities believed their
son/daughter would not function with competence in a
community setting. Sixty per cent of the parents wanted
their child to be as independent as possible in terms of
social, vocational, and residential independence. Although
two-fifths of the parents did not express this desire, 21%
indicated a preference for having their children stay at
home instead of going to work. One suggestion was that this
was a reflection of an overprotectionist attitude (Haring,
Lovett, & Saren, 1991). Vocational aspirations by parents
for their children with disabilities have been found to
exceed their expectations (McNair & Rusch, 1991).

Turnbull and Turnbull (1988) have suggested that low
expectations may be due to ®» lack of awareness of vocational
options, overprotection, or an unwillingness to let go.

They further suggest that a shift from specialized settings,
special classes, and sheltered workshops will raise
expectations.

An emphasis on the development of friendships,

increased opportunities for decision-making, and future
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planning are inherent in raising expectations. Evidence
suggests that parents whose children attend special schools
believe that placement in a more integrated environment
would prove a negative experience, whereas parents of
children who attended integrated programs had positive
feelings about integrated environments (McDonnell, 1987).
Fear of unknown environments or environments with which one
has had little experience could lead to caution and
avoidance. Foley (1988) reported how parents, once fearful
of community-based employment, were delighted at the
progress their children were making and became committed to
the concept.

Brickey, Campbell, and Browning (1985) examined the
vocational backgrounds of 53 sheltered workshop employees,
51 of whom were mentally handicapped, and who were placed in
competitive jobs several years later. Of the 53 adults,
three were identified as being severely mentally
handicapped, 23 were moderately handicapped, and 25 were
mildly handicapped. The results suggested that those
individuals still employed after four or five years had
parents who wanted them in competitive employment and had
much influence over them. The individuals who returned to
the sheltered workshop had parents who were not as
supportive of competitive employment. The point made is

that parents who desire competitive employment for their
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children are more likely to achieve that outcome. The issue
of why parents preferred competitive employment, while
others were not as inclined, was not fully addressed. It
was noted, however, that parents provided a more effective
support system for competitive employment if the handicapped
adults in the study lived with their parents, as opposed to
having other residential arrangements.

The particular vocational aspirations parents have may
be influenced by what parents do not know. Wehman (1988)
suggests that many parents do not understand the concept of
supported employment and many do not wish to accept the
risks of work.

Raising the expectations of parents is important as
they can have a great impact on the employment potential of
youth with disabilities (Sowers & Powers, 1989). 1In all
likelihood, the vocational expectations of parents are
influenced by what parents experience and perceive.

Parents' expectations for the particular program they desire
can be raised by programs that demonstrate that young people
with disabilities can experience more integration, higher
paying jobs, and success on the job (Hill, Seyfarth, Banks,
Wehman & Orelove, 1987).

Through-out the literature on parents' vocational
expectations and aspirations for their children with

disabilities, the message, however subtle, is that low
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expectations and aspirations represent sheltered workshops
and high expectations and aspirations represent
supported/competitive employment. However, this distinction
may be one made by only educators and adult service system
personnel.

The vocational aspirations, expectations, and
priorities of parents may differ from those of educators,
rehabilitation, and adult service personnel. The meaning of
success in a work placement may be different for parents as
well. Wisniewski, Alper, and Schloss (1991) noted that the
basis for making decisions on the quality of a work
experience program is the ability to successfully provide a
student with the skills needed to become successfully
employed.

In one study, success was defined as paid employment of
at least minimum wage, for at least 10 hours a week and
lasting 6 months (Heal, Copher, De Stefano, & Rusch, 1989).
Falvey (1986) suggests that in determining the success of a
school program for students with severe disabilities,
educators should take into account the type of job the
graduate is doing, whether he/she gets a paycheque, how much
he/she gets paid, whether he/she gets to work on his/her
own, and whether the graduate likes the job. The parental
definition of a successful job placement may incorporate

additional features, or it might be more narrowly defined by
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them. As for the student, it is important to determine what
the definition of a successful school-to-work transition is
for parents.

In summary, parents are concerned with high school
employment preparation programs for their children with
disabilities. However, the vocational expectations and
aspirations parents have for their children vary. The
variables influencing the vocational expectations and
aspirations parents have may be:

- the age of the children,

- the severity of the disability,

- parents' attitude toward work as a normal part of

life,

- the extent of parents' knowledge of vocational

programs and options,

- parents' experiences with having children in

specialized settings,

- vocational opportunities available,

-~ labour market conditions,

- the demonstrated potential of the child,

- the extent of the information with which parents can

base their judgements, and

- the gender of the child.

There is evidence to suggest that parents of children

with more severe disabilities have lower expectations, more
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satisfaction with job placement, and a greater anticipation
of sheltered vocational placements for their children than
parents of children with less severe disabilities. The
reasons for these differences in expectations is not clear.
There is conflicting evidence regarding the extent to which
parents desire improved working conditions and increased
wages.

Generally, vocational expectations may be heightened by
parental experiences involving the transition from school to
competitive employment, an emphasis on the development of
friendships, increased vocational opportunities, a departure
from specialized settings, and future planning and more

knowledge of vocational programs and options.

Parents' experjences with schools and service
agencies. Parents of children with disabilities have

encountered difficulties in their interactions with school
systems. PFrustration with school personnel and school
boards, lack of external supports, social concerns, and a
concern about the child's future are issues parents of
children with learning disabilities have expressed (Waggoner
& Wilgosh, 1990).

In one study, parents described their feelings during
the transition from school to adult life (Perguson,
Ferguson, & Jones, 1988). They commented on a lack of

services and lack of assistance by professionals. A sense
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of abandonment was also experienced when their son or
daughter turned 21 because the services suddenly ended. As
a parent, Davis (1988) described the difficulties she
encountered and her concerns during a school-to-work
transition process for her child with a mental disability.
In a study by Morgan-Redshaw, Wilgosh, and Bibby (1990),
five mothers of hearing-impaired adolescents indicated that,
while they all reported positive experiences, they were
still concerned with the negative gquality of many parent-
professional relationships. Employment was not one of the
major themes which emerged. Epps and Meyers (1989), and
Meyers and Blacher (1987), however, have reported a high
level of parental satisfaction with the educational
programming provided to their severely handicapped children.

Young adults with disabilities or their parents have
indicated they had little input into the development of
their employment opportunities (Penner, Douglas & Van
Lieshout, 1992). Haring, Lovett, and Saren (1991)
interviewed the parents of 129 high school special education
graduates with a range of disabilities to learn their
perceptions on various issues. Almost one-quarter of the
parents interviewed indicated no involvement in their
child's education.

Parents want more involvement in the transition program

for their children than they have had in the past (McNair &
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Rusch, 1991). While parents want to participate in
transition planning, Miller, La Follette, and Green (1990)
have indicated that parents continue to feel unprepared to
assume a leadership role in transition planning. A lack of
knowledge or awareness of community services for their
children with handicaps has also been reported (Kornblatt &
Heinrich, 198S5).

The importance of parental involvement has been echoed
to the extent that the absence of parental involvement can
be perceived as wrong and in need of change. However,
MacMillan and Turnbull (1983) suggest that parental
involvement should be determined more by individual cases
than generalizations. Their premise is that some parents
have good reasons for no formal involvement in school
matters and, therefore, school staff should not view
noninvolvement as comparable to disinterest.

In summary, parents have had varied experiences with
schools and service agencies. Parents have indicated these
experiences and the emotions produced by them. These are:

- feelings of frustration,

- lack of supports,

- sccial and vocational concerns,

feelings of abandonment,

- negative parent/professional relationships,

a lack of input in the development of employment
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opportunities, yet a desire for more input, and

- a lack of awareness and knowledge of services.

Conversely, there is some evidence that parents of
children with severe disabilities have reported high
satisfaction with educational programming. Parental
involvement is widely considered to be of great importance.

Parents' concerns. A number of investigations into the
concerns of parents of children with disabilities have been
undertaken. Wilgosh (1990) reported on research involving
parents of children with disabilities to learn more about
their lives and of issues of great concern to them. Several
themes emerged which included the parents' search for the
best educational opportunities, the parents' advocacy for
their child, the concern for the child's future, and the
importance of support services. Dawson and Kierney (1988)
also reported on concerns about having adequate support
services expressed by parents of children with moderate
learning disabilities.

In the area of employment, indications are that parents
might be more concerned with employment retention, safety,
job advancement, continued guarantees for financial aid, and
other work-related issues (Hill, Seyfarth, Banks, Wehman &
Orelove, 1987).

In an investigation conducted in Texas, Fourqurean and

LaCourt (1990) endeavoured to determine the opinions and
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concerns of 215 young adults with handicaps and their
parents with regards to high school experiences and the
transjition to adult life. S8ixty-eight per cent were
learning disabled, 17% were emotionally disturbed, 12% were
mentally handicapped and 5% were physically disabled,
hearing impaired or visually impaired. The concerns varied
with the type of disability. Por individuals with mental
handicaps and their parents, vocational success and personal
independence were of concern, as were affective issues such
as self-esteem. Securing competitive employment was also a
concern. PFor individuals with learning disabilities and
their parents, job retention and job advancement were main
concerns. Parents indicated a need for more vocational
preparation, especially for those individuals who had a
mental handicap.

Chadsey-Rusch (1990) interviewed nine parents/guardians
of students with severe and profound handicaps involved in
community-based vocational training experiences. Only four
respondents believed that what the young adults were
learning would prepare them for work. Most indicated a
preference for integrated employment and five of the nine
parents/guardians disclosed anxiety and uncertainty about
the individual's future once school ends.

There is evidence to suggest that parents of young

adults with disabilities prefer to have their sons and
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daughters live at home rather than in some other living
arrangement (Haring & Lovett, 1990b; Turnbull & Turnbull,
1988). In one longitudinal study of placement tendency of
severely mentally handicapped and multiply handicapped
children aged six to thirteen years, one-half of the parents
indicated they gave no thought to residential placement
outside the home (Blacher, 1990). The majority of adults
with mental handicaps live at home or under the supervision
of their families (Amado, Lakin & Menke, 1990; Seltzer,
Begun, Seltzer, & Krauss, 1991). Despite this, Blacher and
Baker (1992) note that the number of people with mental
handicaps living ocutside the home is reported to be higher
than it has ever been. Therefore, social aspects might be
of concern to many parents of children with mental
handicaps. This may be even more true for parents of
offspring with severe mental retardation, as family members
predominate as the only social networks for these
individuals (Landesman-Dwyer, Berkson & Romer, 1989; Krauss,
Seltzer & Goodman, 1992).

Frey, Fewell, and Vadasy, (1989) found that social
networks were an important part of life for mothers of
Physically and mentally handicapped children. Evidence
suggests that adults who are mentally handicapped and who
lived at home with their parents, in comparison with

mentally handicapped adults in other living arrangements,
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had smaller social support networks which were composed
mainly of family members (Krauss & Erickson, 1988; Krauss,
Seltzer & Goodman, 1992). Social support refers to
interpersonal transactions involving aid, affect, or
affirmation (Antonucci, 1985). Krauss and Erickson (1988)
noted that the individuals who lived at home also tended to
spend most of their time with family members.

The importance of internal resources to families of
children with disabilities has been documented. Cole and
Meyer (1989) surveyed 166 parents of children who were
severely mentally handicapped with regards to their plans
for the future residential placement of their children.

Black, Molaison, and Smull (1990) reported that
community living services were one of the greatest needs
expressed by families caring for individuals with mental
retardation during the transition to adulthood. However,
the results also indicate that the family requests for
community living were related to stressors more than to the
characteristics of the person with the disability.

Botuck and Winsberg (1991) found that respites from
school age children and adults with severe disabilities
benefitted mothers with increased feelings of well-being and
lovwered feelings of depression. It has been suggested that
being in school may act as a form of respite care (Bromley &

Blacher, 1989). This may intensify the concerns of parents
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over their child's future as they prepare to leave school.

As parents age, permanency planning for offspring with
disabilities becomes a major issue for them (Heller &
Factor, 1991; Kaufman, Adams, & Campbell, 1991).

Haring, Lovett, and Saren (1991) noted that parents of
young adults with disabilities have many concerns about the
possible social, occupational, and sexual exploitation of
their sons and daughters. Haring and Lovett (1991b) did
suggest that some ways to alleviate parents' concerns are to
provide more information, and discuss programs and options
and research results, as well as exposing parents to
successful work sites.

Parents also have concerns over nonsheltered
employment. Sowers (1989) reported that parents are
concerned about the availability of transportation, loss of
financial benefits, and job retention in community-based
nonsheltered employment. Low paying jobs, employer's
expectations, problems with co-workers, poor benefits, and
lack of work are all personal concerns expressed by one
mother of a mentally handicapped person (Davis, 1988).

In a study designed to determine the concerns of
families of children with disabilities, parents disclosed
worries about the future prospects for their children
(Wilgosh, 1990). Whereas parents of mildly handicapped

children may feel optimism about the future, parents of more
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severely handicapped children worried about vocational
training, community employment and opportunities for
independent living. If concerns can be priorized, perhaps
the greatest general concern of parents of children who are
mentally handicapped revolves around the uncertainty of what
the future holds (Chinn, Drew, & Logan, 1979).

Some studies have found differences between mothers and
fathers of children with disabilities. Some evidence
suggests mothers are more likely than fathers to be involved
in parent-professional relationships (Epps & Meyers, 1989).
The lack of participation by fathers may simply be due to
their not being as available as the mothers, but
professionals should be cognizant of the possibility that a
father's perceptions may or may not be similar to the
mother's. It has been suggested that the degree some
parents do participate in the education of their child is
indicative of the degree they accept the situation (Gargiulo
& Graves, 1991). There is also some evidence to suggest
differences in expressed needs of mothers and fathers of
handicapped children (Bailey, Blasco & Simeonsson, 1992).

Parents may have valid reasons for harbouring a number
of concerns over their son's or daughter's move from high
school to adulthood. Miller, La PFollette, and Green (1990)
suggest that the belief of many parents that schools have

transition planning under control is far from true.
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In summary, parents have indicated many concerns.
There are a number of issues emerging from the literature on
parents' concerns. These concerns revolve around:

- educational opportunities,

- concerns for the future which intensify as the

child nears his/her exit from school,

- employment retention,

~ safety on the job,

- vocational advancement,

- continued guarantees for financial aid,

- availability of job training programs (such as

supported employment),

- social aspects,

- exploitation (social, occupational, and sexual),

- availability of transportation,

- loss of financial benefits, and

- Jjob retention in community-based nonsheltered

employment.

Residential arrangements were also of concern to
parents. There is evidence to suggest that social networks
are linked to residential arrangements. Parents may plan to
keep their children residing at home based on the extent of
their internal resources. As parents age, permanency
planning increases in importance for them. Pinally, there

is some evidence to suggest that there are differences in
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the extent of participation, perceptions, and expressed
needs between mothers and fathers.

Research Implications

Increased attention has been directed towards the
families of children with disabilities. Glidden (1993)
reported that since 1988, 218 of the articles published in
the American Journal on Mental Retardation described
research relating to family issues. 8School personnel who
teach students with disabilities should know how important
educational programming within the various domains is viewed
by parents in terms of importance (Epps & Myers, 1989).
Therefore, it is crucial to gain insight into parents'
concerns and desires, and their perceptions of living and
employment situations.

Turnbull and Turnbull (1988) noted that research on
family expectations for vocational opportunities is
extremely limited. Just a few years ago, Hill, Seyfarth
Banks, Wehman, and Orelove (1987), after a review of the
literature, found not one study that directly surveyed the
attitudes of parents of people with disabilities toward
adult vocational services.

The need for information on families' views is evident.
The perceptions of parents can provide information which may
positively influence the vocational preparation and service

delivery to youth with disabilities. Goodall and Bruder
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(1986) contend that there is a need for information
pertaining to the search for appropriate services for
adolescents with disabilities during the transition from
high school.

Numerous researchers have alluded to the importance of
learning what the parental perceptions are of children who
have disabilities when they are in the transition process
(Bullis & Egelston-Dodd, 1990; PFerguson, Perguson, & Jones,
1988; Moon & Beale, 1985). Obtaining information about
parents' needs and desires relating to work placement can
increase family involvement in the support of job placement
and maintenance (Sowers, 1989).

Despite the increased awareness of the importance of
parental involvement in the school-to-work transition of
people with disabilities, there remain concerns that
parents’' needs and wishes are not being met and are often
not taken into account (Sowers, 1989).

Much of the research on the grief of parents with a
child with a disability focuses on the diagnosis of a
disability. In some ways, the experiences and emotions
repeat themselves years later during adolescence and young
adulthood when the individual is preparing to leave the
school system. It has been documented that periods of
transition are worrisome times. The feelings resurface

because twelve years of education is being replaced by a new
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phase. The reality of the inevitability of exiting from
school may rekindle familiar emotions and produce new
concerns. For instance, parents may have financial worries
about having to pay for respite which was previously
available while their child was in school.

One of the reasons the transition into adulthood can be
a very stressful time for families is due to moving from a
familiar situation to an unfamiliar and uncertain adult
service system (Brotherson, Turnbull, & Bronicki, 1988).
Given this, it would stand to reason that familiarity with,
and information about, services and supports would reduce
the sense of fear and anxiety as perceived by parents.

The transition services offered to young adults with
disabilities and their parents must be in tune with the
demands the parents are facing and with their wishes. The
services themselves could become a part of a family's
support network. A wide-ranging partnership between various
people are important to plan and implement transition from
school to employment.

Gill (1988) makes the point that high school students
with mental disabilities benefit from a vocational and
special education partnership. PFollow-up studies of special
education graduates have not precisely established and
described what components are critical in an effective

special education program, nor have they identified the
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factors that differentiate special education graduates
(Haring & Lovett, 1990a).

With the input from many people involved in students’
individual education plans comes the practice of
interdisciplinary meetings during which plans are developed.
Warren and Warren (1989) suggest that for a smooth
transition from school to work, continued contact and
coordination between parents, and places of employment,
transportation and housing services is necessary. However,
such large meetings may only serve to intimidate parents and
lead them to not disclose their true feelings (Ormerod &
Huebner, 1988). Therefore, accurate perceptions of the
views of parents may not be formed by the transition team.

There is evidence to suggest that there are differences
in opinion between parents and professionals on various
issues of transition planning. Baumgart, Piller and Askvig
(1991) investigated the importance rating and rankings of
social skills by 263 parents, teachers, and other
professionals. Results indicate that teachers and other
professionals rated social skills as more important than the
parents did, regardless of the disability. Baumgart,
Filler, and Askvig (1991) suggested the reasons the parents’
perceptions of social skills differed may be due to a lack
of information available to parents on research findings and

changes in the field, as well as parents seeing their
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children in familiar or less socially demanding situations.
The results of this study may indicate differences of
opinion between parents and professionals on other matters.

It appears that exposure to, or familiarity with,
experiences can influence attitudes as suggested by previous
research on the attitudes of parents of people with
handicaps on the institutionaligzation of their offspring.
Spreat, Telles, Conroy, and Peinstein (1987) found parents
were generally not receptive to the idea of community
placement as compared to residing in an institution, but
this belief was more pronounced for parents who had no
experience with group homes.

Larson and Laken (1991), in their review of 27 studies
of attitudes of people on the deinstitutionalization of
family members, found an overwhelming satisfaction with
institutional placement and opposition to
deinstitutionalization. However, results also suggest that
opposition to deinstitutionalization and high levels of
community satisfaction are related to community living.
Reasons suggested for family members' initial desire for
institutionalization included the supposed lack of
potential, vulnerability, and risk of exploitation of the
individual with a disability. A fear of the unknown may
have influenced these beliefs. Therefore, parents’

aspirations and expectations may be influenced by what they
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do not know and what they do not experience. It would be
useful to learn what prior experiences influence the
perceptions parents have.

Hanline and Halvorsen (1989) have also reported
concerns and a lack of optimism by parents of children with
disabilities on transitioning from e segregated educational
setting to an integrated one. Parents indicated concerns
that their children would not develop friendships, that they
would fail, or that they would come to physical harm.

The results of these studies on families' perceptions
of segregation and institutionalization could have
ramifications in the area of employment for people with
disabilities as well. Parents may harbour fears and
concerns about the vocational placement of their sons or
daughters based on a lack of awareness and knowledge of
options and their potential for success. Parents want more
information on career options for their children (McNair &
Rusch, 1991). By the same token, familiarity with, and
witnessing a successful transition from school to work may
raise optimism, reduce concerns, and lessen fears. The
views parents have can be shaped by their experiences, as
some of the research by Wilgosh (1990) reveals. It is
important to alleviate the concerns of parents and help
families prepare for future transitioning (Hanline, 1991),

but to do so necessitates the knowledge of what constitutes
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those concerns.

FPlagg-Williams (1991), in a summation of her review of
the perspectives of parents of children with disabilities,
indicated other issues of importance to parents which could
be explored. They relate to the stressors families face,
their coping abilities, and their social networks. Flagg-
Williams suggested such information could be of importance
to school psychologists when dealing with families. By the
same token, however, parents' responses to such issues may
help ease the school-to-work transition period for the
parents themselves. If educators and other personnel
involved in the transition process knew and understood what
issues parents were concerned with, and what outcomes they
wanted, the provision of information to parents and the
improvement to school-to-work transition practices might be
enhanced.

Research is increasingly focused on understanding the
factors associated with more effectively dealing with crisis
situations from a parenting perspective (Krauss, 1993).
While Krauss was referring to the stress experienced by
parents upon learning their child has e disability, periods
of transition could also have parallels with a crisis
situation.

Halvorsen, Doering, Parron-Davis, Usilton, and Sailor

(1989) proposed an emphasis on individual families, during
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transitioning, and one based on parent needs, preferences,
and resources. This individualization of the transition
caters to the uniqueness of each family. Halvorsen,
Doering, PFarrow-Davis, Usilton, and Sailor assert that
educators need to be aware of transition issues of concern
to parents and endeavour to alleviate their concerns and
bring about change in the service delivery system.

Turnbull and Turnbull (1988) suggest that what is
missing in planning for children with disabilities of all
ages and their families is for families and professionals to
be able and willing to develop great expectations and then
to work together to transform expectations into reality.
This requires a better understanding of parents’
perspectives.

As already discussed, research exists on what parents
of children with disabilities perceive, and, in terms of the
stages of the grief cycle, what emotions they have.
However, there is a paucity of research on the reasons why
parents have the perceptions they do. 8Suggestions have been
made, but much of it is conjecture. It would be useful to
acquire insight from parents on their perspectives as well
as on their experiences.
Summary and Conclusions of Literature Review

Vocational training or employment preparation for high

school students with disabilities is one of the issues in
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the forefront of their preparation for community living.

Several vocational training and placement programs have
been designed and utilized to enhance the employment success
and transition from the school to the community.

There is some contrasting evidence concerning the
success rates of individuals with disabilities in their work
sites. Although some studies have indicated high success
rates, especially in supported employment programs, there is
a great deal of evidence to suggest that individuals with a
disability have difficulty procuring and maintaining
employment. Several factors have been suggested as being
important in employment, such as social skills,
communication, and adequate work habits.

The role of parents of children with disabilities is a
unique and important one. Several themes have emerged from
previous examinations of the perceptions and concerns of
parents of children with disabilities. Parents have
indicated concerns about their child's future and a belief
that the children face an uncertain future in the employment
world.

Parents, more than anyone, know their children.
Parents' perceptions can be instrumental in determining the
educational opportunities for students with disabilities
(Haring, Lovett, & Saremn, 1991). Preparation for the adult

world entails preparation for employment. This is an
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integral part of secondary education for students with
disabilities.

These differences in perception and opinion between
parents and professionals are indicative of a need for
further investigation. More information is needed to
determine not only if parent's perceptions are different,
but why they are different. Baumgart, Filler, and Askvig
(1991) recommend more in-depth probing of parents'’
perceptions and barriers to implementing social skills
training.

Goodall and Bruder (1986) suggested parents likely have
many questions regarding the transition process. It is
important to know what the parents' role is in the
transition process as parents perceive it, and whether it is
the role they would like to have.

Many researchers have indicated that parents have
expressed their desire for involvement in the education and
Planning for their child with a disability and many
professionals have emphasized the necessity of this
involvement.

It is important to constantly reevaluate the transition
process and make changes where warranted. Parents can offer
valuable insight into the positive and negative aspects of
the process. Transitions can also be worrisome and trying

times for parents. A better understanding of parents’
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perspectives on school-to-work transition may provide a more
effective transition not only for parents, but for
transition personnel, and above all, for their children.

In conclusion, the underemployment of students with
disabilities and the difficulties they encounter form a
basis for why parents have concerns over the vocational
opportunities, eventual work placement, and future of their
child.

The concerns and perceptions parents have vary in
degree and form. There are numerous variables and
components that influence and shape these perceptions. As
such, the perceptions and views of parents may not be static
and may continually evolve.

It is widely accepted that the involvement of parents
is of crucial importance in the transition process,
especially for students with cognitive disabilities.
Understanding the perceptions of parents and the variables
which influence these perceptions requires further
investigation.

Many issues and variables have surfaced in a review of
the literature. Many of these were incorporated into a
gquestionnaire as well as discussion issues which parents
elaborated on.

The questions or issues selected for the gquestionnaire

to parents, and the discussion group or interviews with
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parents, revolved around six general areas:
- parents' expectations,
~ parents' preferences,

- parents' ratings of importance of various issues,

parents' concerns,

parents' experiences and satisfaction with service
delivery and education personnel, and

- parents' participation and involvement

The information gleaned from the questionnaire formed
the basis and established the direction for more in-depth
probing of parents' perceptions in the form of parent
discussion groups and interviews.
Re O

The fundamental purpose of this study was to examine
the perceptions and attitudes of parents of youth or young
adults with cognitive disabilities toward high school
employment preparation and program planning for their sons
and daughters. Within the context of this broad area there
is a need to examine the variables and experiences which a
review of the literature has found to be pertinent in
influencing parents' perceptions.

The intent of this study was to gather insight into
what parents perceive about the school-to-work transition
and why. 8Some of the issues to be addressed and questions

to be asked are as follows:
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1) What are the vocational aspirations and
expectations of parents for their children with cognitive
disabilities? Previous research suggests that vocational
aspirations and expectations are influenced by the severity
of the disability (Pilley, 1988; Sowers & Powers, 1989), the
extent of integration (Foley, 1988; Turnbull & Turnbull,
1988), and by vocational training experiences (Hill,
Seyfarth, Banks, Wehman & Orelove 1987), such as community-
based experiences versus sheltered work sites. Do parents
with children taking part in supportive/competitive
employment experiences have greater vocational expectations
and aspirations for their children than parents who have not
been involved with this form or work training?

It stands to reason that the severity of the disability
may also greatly influence the parents' perception of the
child's options in addition to work or work training
experiences. It is important to learn from parents what
their judgments are and what the basis of those judgements
are.

2) What are the concerns parents of children with
cognitive disabilities have regarding the school-to-work
transition for their children? In previous research,
parents have indicated concerns involving the uncertainty of
the future, residential concerns, social networks, job

retention, employment benefits, support services, lack of
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vocational preparation, safety and exploitation (Chadsey-
Rusch, 1990; Davis, 1988; Pourqurean & LaCourt, 1990; Hill,
Seyfarth, Banks, & Wehman, 1987; Sowers, 1989). Since
previous research suggest parents have experienced a sense
of helplessness and uncertainty, the question to be asked is
to what extent do community and educational services inform
parents of community living and vocational options for their
children? Are parents sufficiently assisted and prepared
with knowledge, options and information as their children
prepare to exit the school system?

Do parents of children with cognitive disabilities who
have received vocational training in community-based work
sites for eventual supported/competitive employment perceive
themselves to have better support systems and more positive
transition planning and implementation experiences than
parents of children who have received vocational training in
sheltered work sites, simulated work environments or related
instruction in the school? While parents may not be able to
make such a comparison, they can provide insight and
information about their specific situation.

3) Are parents' perceptions of their experiences in
the school-to-work transition process influenced by the
extent of their involvement or noninvolvement in the
process? In essence, is there a relationship between

parents who perceive they had generally positive and
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satisfactory school-to-work transition experiences with
school personnel regarding their children, both in terms of
perceived quantity and quality? 1In previous research
parents have indicated a variety of experiences and emotions
such as a sense of abandonment, frustration with school
personnel, difficulties encountered during the school-to-
work transition, as well as reports of high satisfaction.
Does the degree of involvement actually influence the amount
of satisfaction parents experience or is parent satisfaction
linked to a parent's possible limited knowledge of the
possibilities of involvement?

Parents have indicated little input into their child's
education and parents have expressed a need for more
involvement in transition programs (McNair & Rusch, 1991).
Perhaps greater parental involvement is linked with parents'
perceptions of greater satisfaction in the school-to-work
process.

4) Are parents of children with cognitive disabilities
who have participated in vocational training in a community-
based work site more satisfied with and optimistic about the
vocational preparation their children receive than parents
of children with disabilities who have experienced the
traditional route of vocational training involving sheltered
work sites, simulated work environments or related

vocational instruction within the schools? It has been
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suggested that experiences with, and exposure to, more
integration and deinstitutionaligation positively changes
attitudes (FPoley, 1988; Hill, Seyfarth, Banks & Wehman,
1987, McDonnell, 1987). It appears that uncertainty and a
debilitating fear of the unknown can be eroded by
familiarity with experiences.

On the other hand, the degree of satisfaction and
optimism a parent experiences may be related to factors more
complex than simply the type of work experience their child
is involved with. Parents' perceptions may be influenced by
factors such as the child's level of functioning, the
readiness for work of the child, and the child's attitude
towards work.

5) What school-to-work transition procedures or
components would enhance the school-to-adult transition
process for young adults with cognitive disabilities, as
well as for their parents? It is generally accepted that
parental input into a child's education is desirable and
necessary (Goodall & Bruder, 1986; Wehman, 1990). It also
stands to reason that school-to-work-to-adulthood
transitioning for high school youth or young adults with
disabilities is an evolving process and, as with many
processes, there is room for enhancement and improvements.
This study proposed to ask parents what, in their view,

would make school-to-work for their children more effective,
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more successful and, generally, better.

Essentially, I endeavoured to determine, from the
perspectives of parents of adolescents or young adults with
disabilities whether their needs were being met, their
concerns addressed, and how best to do so. School personnel
involved in the transition process need to be aware of
issues that concern parents and also try to address their
concerns so as to improve upon the service delivery system
(Halvorsen, Doering, Parrow-Davis, Usilton, & Sailor, 1989).

Also, the intent of this study, given the particular
needs of the students, was to determine which employment
preparation strategies best served the needs of youth and
young adults and whether parents are, or have been,

satisfied with the education and adult services rendered.
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Chapter Three
RESEARCH METHODOLOGY
Participants of the Study

The subjects for this study were the parents of youth
and young adults with cognitive disabilities who were
participating in a three-year research project entitled
“Manitoba Tramsition Project: FProm School to Work and Adult
Life". The project was funded through the Social Sciences
and Humanities Research Council of Canada. Included in the
designation of parents were the legal guardians. At the
time the parents began participating in the study their
children ranged in age from 16 to 21 years.

The children of the parents who participated in the
Manitoba Transition Project: Prom School to Work and Adult
Life were drawn from five Manitoba urban school divisions.
The primary objective of the research project was to
describe an experimental approach beginning in junior high
school and continuing after graduation as a community
supported employment program and incorporating the
systematic cooperation of schools, adult agencies,
employers, and the private sector in transition planning and
service delivery. The students' disabilities included a
wide range. In addition to cognitive disabilities, these
included learning, sensory, emotional, behavioral, and

medical disabilities, as well as those with severe or
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multiple disabilities.

The parents in the population were identified by the
investigators implementing the research project. Almost all
of the parents of the 64 students who were participating in
The Manitoba Transition Project: Prom School to Work and
Adult Life project were approached for their participation
in my study which was designed to examine parents'
perceptions of the school-to-work transition experiences of
their children as well as their perceptions of the
transition process. It was understood that all participants
would be asked to complete a questionnaire pertaining to
their perceptions. Parents who participated in the study
and, subsequently, completed the questionnaire phase of the
study were invited to participate further in a second phase
of the study. This consisted of their participation in
either one of two discussion groups with other parents in
the study or in a personal, informal interview process with
the researcher.

In addition to eliciting some demographic information
about the parent and the child, the gquestionnaire focussed
on the major issues identified from a review of the
literature on parents of children with disabilities and the
school-to-work transition. The questionnaire items were
selected to reflect variability in the disability level of
the child, the type of school placement of the child, the
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school experiences and views of the parents, and the
vocational expectations and preferences the parents have for
their children.

Research Design and Procedure

This study consisted of two parts. 1In the second part
a qualitative approach was utilized. Part of the design of
the study was adapted in part from the design, guidelines
and recommendations of previous literature on qualitative or
naturalistic study (Biklin & Moseley, 1988; Ferguson,
Ferguson, & Jones, 1988; Morgan-Redshaw, Wilgosh, & Bibby,
1990; Odom & Shuster, 1988; Stainback & Stainback, 1989,
Summet al., 1990).

The first phase of the research consisted of a
questionnaire of forced-choice and open-ended questions
designed to elicit some demographic information of the
parents and the student, as well as information on parents'
perceptions and views on employment, vocational preparation
and other issues (see Appendix C for complete
guestionnaire). The second phase consisted of a semi-
structured discussion group format as well as individual
interviews.

All of the parents of the 64 students participating in
the Manitoba Transition Project: Prom School to Work and
Adult Life were initially contacted by letter to inform them

of the nature and design of this research study and to
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request their consent to participate (see Appendix A for
information letter and consent form). Parents were informed
that they may be invited to participate in a follow-up
discussion group or, if they preferred, an informal
interview process.

After parental consent to participate was obtained the
initial letter was followed up with a questionnaire and a
sel f-addressed, stamped envelope with which to return the
completed questionnaire.

Parents were made aware of their rights and my
obligations to them. Namely, parents were informed that
they could, at any time, refuse to participate or to
discontinue their participation in the study. Parents were
informed that their true names would not be used in the
write-up of the study and their identities would not be
divulged to anyone other than the investigators of the
Manitoba Transition Project: From School to Work and Adult
Life. It was also emphasized that no one, other than
research investigators within the Manitoba Tansition
Project: From School to Work and Adult Life, in which the
parents were already participating, would have access to
data which could be traced to them. Parents were also made
aware that all participants would eventually be provided
with general information pertaining to the study’'s findings.

It was understood that the topic of the study, in general,
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was to be school-to-work transition experiences surrounding
their child, as well as their own perceptions of the
transition experience, past, present and future.

Parents were requested to complete the gquestionnaire
within two weeks and return it to me by mail. They were
given the opportunity to contact me by telephone in order to
answer any questions pertaining to the questionnaire. A
reminder to return the questionnaire was sent to the parents
after a response was not received within two weeks.

Consent to participate was received from 38 parents
along with the subsequently completed questionnaires.
Instrumentation

The instrumentation of this proposed study consisted of
two parts. The first part was designed to elicit background
or demographic information and the second part was designed
to elicit parents' perceptions. The four-page questionnaire
consisted of open-ended and closed choice gquestions to
elicit the demographic information as well as parents'
perceptions and views on a variety of issues which have
surfaced in a review of the literature (see Appendix C for
complete gquestionnaire). This questionnaire was partly
constructed to develop strata for the construction of the
discussion groups and to select interviewees. It was
initially intended that strata would be used to group

parents according to one or more variables and was to be
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determined by the nature of the parents' responses on the
gquestionnaire.

Also included with the gquestionnaire was a glossary of
terms on a loose page which parents were able to peruse (see
Appendix D for Glossary of Terms).

The questionnaire was designed to gather information on
areas pertinent to the school-to-work transition for parents
of young people with disabilities as evidenced in a review
of the literature. Literature pertaining to parents and
families of children with disabilities, particularly with
respect to the transition from high school, was reviewed.
Questions were formulated that revolved around themes and
issues which surfaced in the literature.

a Two - Di ion d Lew

Parents who had participated in the questionnaire phase
of the study were contacted again by letter with information
pertaining to the content of the study and its progress (See
Appendix E). They were then invited to participate in a
discussion group with other parents or, if they preferred,
to participate in an informal interview with the researcher.

In a departure from the original plan, parents were not
grouped into discussion groups or interviews according to
strata as determined by the questionnaire responses as
originally planned. This change in the methodology is
attributed primarily to the availability of parents for the
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interviews and discussion groups. 1In addition, for some of
the interviews or discussion groups the participation was by
both parents, whereas only one of the two completed the
gquestionnaire.

Parents were again informed that the purpose of the
discussion group or interview was to provide an opportunity
for parents to discuss their views on the school-to-work
transition of their children and to elaborate on issues
which surfaced on the questionnaires. The topic, in
general, was school-to-work transition experiences
surrounding their child as well as their perceptions of the
transition process. As in in the first introduction and
information letter, parents were again reminded that further
participation in this study was entirely voluntary, that
confidentiality of identities would be maintained, and that
they may refuse to participate at any time. Parents were
asked to return a consent form which was sent to them in a
stamped, self-addressed envelope. They were asked to
indicate whether they would prefer to participate in either
the discussion group or in the interview or whether they
preferred not to participate further.

Parents who agreed to participate in either the
interview or in the discussion group were sent a copy of
discussion issues (please see Appendix G) with several,

representative open-ended questions which they were asked to
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think about. These were sent at least several days prior to
the scheduled discussion group or individual interview. The
questions were representative in nature of the information
provided on the questionnaire and from issues which had
arisen. PFurther, the issues would form the basis for the
guestions to be asked and the areas to be explored in the
discussion groups and in the interviews. The format of the
interview was quite similar to that of the discussion group.
Parents, whether they participated in the discussion or in
the interview, were sent identical discussion issues.

Although the general questions were somewhat structured,
the sequence of more specific follow-up questions was
determined by context and by the experiences of the families
together with the judgement of the interviewer on how best
to proceed. For instance, incomplete or unclear responses
were often followed up with more questions seeking
clarification or elaboration. Parents were naturally given
leeway to proceed with what they wanted to say. Some
parents had more to say about certain issues than others.
The perceptions and the experiences of parents were all of
relevance as the focus was on their perceptions on the
school-to~-work transition in general.

The day and time of the discussion group and
interviews was agreed upon and the parents had their choice

of location, either in the home of the interviewer or at a
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location mutually acceptable to all participants. The
discussion groups and the interviews were audiotaped with
the consent of the parents. The tapes were listened to and
transcribed by the researcher. All of the research data,
that is completed questionnaires, audiotapes and
transcriptions of the audiotapes, were kept secure by the
researcher. When there is no longer a need to access the
data for research purposes, the documentation and the
audiotapes will be destroyed.

The tapes were then content-analyzed for major themes
and other issues. Based on a review of the literature,
pertinent issues with regard to parents, children with
disabilities, and the transition from school were used to
categorize the data from the interviews. Some of the issues
derived from the literature and which were used in the
content analysis were support networks, parental input,
feelings of stress, positive and negative experiences with
the school system, preferences for certain vocational
preparation models, satisfaction or disappointment with job
placement, and vocational expectations.

Discussion groups. As previously indicated, parents
who consented to participate in the study by completing the
gquestionnaire were invited, by letter, to participate in
either a discussion group with other parents, in an

interview with the researcher, or not to participate
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further. They were asked to indicate their preferance on a
consent form and to mail it in a stamped, self-addressed
envelope. A reminder by telephone was made to those parents
who did not respond.

Ten parents indicated a clear preference for
participation in a discussion group with other parents. 8ix
parents indicated they would like to take part in either an
interview or in a discussion group without indicating a
clear preference. All sixteen parents were contacted by
telephone. Parents were given a choice of one of three
evenings - a Wednesday, a Thursday, or a Saturday on which
to participate. The intention was to conduct three separate
discussion groups. One of the evenings was eliminated, the
Saturday, due to a lack of responses for that evening.

It was acceptable to all participants for the
discussions to take place at my house. Due to some
cancellations or scheduling obstacles some of the parents
were unable to attend the discussion groups. The majority
of these parents offered to take part in an interview
format. The first discussion group was held on Wednesday,
May 29th, 1996 and it consisted of, in addition to the
researcher, the mother of a young adult and both parents of
a young adult ~ three parents in all. Some parents were
unable to attend but opted to take part in an interview

instead.
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The second discussion group was conducted on Thursday,
May 30th, 1996 in the evening and it consisted of two
couples and two mothers for a total of six parents. Each
discussion group lasted slightly over ninety minutes. Both
discussion groups were audio recorded with the consent of
all participants. It was emphasized that the recordings
would be used only by the researcher.

Interviews. Seventeen separate interviews were
conducted. Pive parents preferred to be interviewed over
the telephone. One or both of the parents of twelve youth
or young adults were interviewed in person. All but one of
the in-person interviews were conducted at the homes of the
parents. The one exception was conducted in a cafeteria.

The interviews lasted approzximately thirty minutes to
ninety minutes. All in-person interviews were audio-
recorded with the consent of the interviewee. Written notes
were made by the interviewer during the telephone.
interviews.

A Word Oualitati R }

The practice of using qualitative research to obtain
parents' perceptions will be addressed.

As with any methodology, there are, of course, some
limitations to using this form of research. The results can
be difficult to analyze and, given the length of some

studies, the findings can be difficult to replicate and the
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research can be costly and labour-intensive (Gay, 1987).
Also, the number of subjects are generally few.

However, qualitative research can also provide insights
not obtainable with other approaches. It can reveal a
wealth of information due to its volume and detail and allow
researchers to gain a deeper understanding of how people
interpret situations or events than they could from
traditional approaches (Odom & Shuster, 1988; Stainback &
Stainback, 1989). The open-ended interviewing technique is
suitable for studying individuals' perspectives, as is,
although to a lesser extent, the discussion group. The
approaches can document the patterns of people's lives and
reveal how they construct meaning around those patterns
(Biklen & Moseley, 1988).

Although qualitative research can be criticized for
lack of control groups, they have been found to be reliable
and even desirable. Wilgosh (1990), in her interview-style
qualitative research on families, noted there is consistency
among families on the major themes. In addition, there are
indications that qualitative research on families is desired
by families over alternative research methods. Summers,
Dell'Oliver, Turnbull, Benson, Santelli, Campbell and
Siegel-Causey (1990) found families preferred informal
approaches and open-ended interviews and conversations to

determine families' needs and desires for program services
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as opposed to other methods.

The methodology used for this study incorporates, in
part, a qualitative approach in the discussion groups and
interviews. The approach is one which was invaluable to
gaining a better understanding of the perceptions of people.
For this reason the qualitative component of the methodology

for this study was a desirable one.
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Chapter PFour
RESEARCH FINDINGS
Response Rate

Sixty-one of the sixty-four parents participating in
"The Manitoba Transition Project: From School to Work to
Adult Life" were approached to participate in this study.
The three parents who were not approached could not be
contacted.

The actual number of participants taking part in the
questionnaire phase of my research was thirty-eight. Twenty
parents did not respond to either the initial
information/consent form or to the reminder letter. Some of
the parents were contacted by telephone and were non-
committal while others could not be reached. Three parents
responded in writing but indicated that they preferred not
to participate.

Of the 60 parents who received the letters of
information and consent forms, 41 responded. Of these 41,
38 parents or sets of parents agreed to participate in the
questionnaire part of the study. Of these, 2 parents
indicated they did not wish to participate beyond the
questionnaire phase. This left 36 parents or sets of
parents who potentially could have agreed to participate in
the discussion groups or interviews. Twenty parents or sets

of parents, that is from 20 families, took part in either an
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interview or in a discussion group with other parents.

In some cases, participation of parents in both the
interviews and the discussion groups involved both parents,
whereas some involved only one of the parents. Table 1
gives some perspective of the participation in terms of
numbers.

Here is a summary and analysis of the results of the
questionnaire which was mailed to the parents participating
in the study. 1It is a breakdown of the parent responses
from the questionnaire. The number of responses for each
item on the parent questionnaire is presented. Beside each
count and (in parenthesis) are the percentage values for
each count.

The background or demographic information, as shown in
tables 4-6, indicates that the majority of respondents were
female. Twenty-nine (78.4%) of the respondents were female
as compared with eight males (21.6%). Thirty-four (89.5%)
of the respondents were parents, one (2.6%) was a guardian,
two (5.3%) respondents were foster parents and one (2.6%)
was a sister.

Seven (18.4%) respondents were under 41 years of age.
Fourteen (36.8%) respondents were in the 41 - 50 age group,
fourteen (36.8%) respondents were in the S1 -60 age group,

and three (7.9%) respondents were in the 61 -70 age group.



Table 1

P t ticipatj 1 vi
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Telephone Interviews

Individual Parent Participation
Parent Couple Participation

Total Number of Parents Participating
Telephone Interviews Conducted

Number of Families Involved

w0 o nw o wn |p

In-Person Interviews

Individual Parent Participation
Parent Couple Participation

Total Number of Parents Participating
In-Person Interviews Conducted

Number of Families Involved

3 (x2)
12




Table 1 (Continued)

Combined Telephone and In-Person Interviews

o
Individual Parent Participation 11
Parent Couple Participation 3 (x2)
Total Number of Parents Participating 17
Total Interviews Conducted 14
Number of Families Involved 14
Table 2
Parent Participation in the Discussion Groups

Discussion Group 1
n

Individual Parent Participation 1l
Parent Couple Participation 1l
Total Number of Parents Participating 3
Number Families Involved 2
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Table 2 (Continued)

Discussion Group I1I

_n

Individual Parent Participation 2

Parent Couple Participating 2

Total Number of Parents Participating 6

Number of Families Involved 4

Combined Discussion Groups

n

Individual Parent Participation 3
Parent Couple Participation 3 (x 2)

Total Number of Parents Participating 9

Number of Families Involved 6
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Table 3

Total Participation Intervie and Discussion Groups
Number of Responses

n_

Individual Parent Participation 14

Parent Couple Participation 6 ( x2)

Total Number of Parents Participating 26

Number of Families Involved 20

Table 4

Gender of Respondents

Number of Responses

Gender n (%)
Male 8 (21.6%)
Female 29 (78.4%)

Total 37




Table S
Relationship to Child
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Number of Responses

Relationship n (%)
Parent 34 (89.5%)
Guardian 1 (2.6%)
Foster Parent 2 (5.3%)
Other 1 (2.6%)
Total kY:}

Table 6

Age of Parent

Number of Responses

Age (years n_ (%)
Under 41 7 (18.4%)
41 - 50 14 (36.8%)
51 - 60 14 (36.8%)
61 - 70 3 (7.9%)

Total 38




Tableé® 7
Degree to Which Child's Independence is Limited By
His or He pisabjlij
Number of Responses

Degree of Limitation n (%)
Not limited 1 1 (2.6%)

2 2 (5.3%)

3 18 (47.4%)

4 11 (28.9%)
Very limited S5 6 (15.8%)

83

Total 38
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As shown in Table 7, the severity and range of
disabilities varied from not limiting (2.6%) to very
limiting (15.8%) in terms of independence. Almost half of
the parents (44.7%) indicated the disability was closer to
"very limited” as opposed to "not limiting."

Parents provided some elaboration on their ratings by
providing some comments. The majority of the comments
consisted, at least in part, of the nature of the child's
disability including strengths and weaknesses. The
disabilities were of a wide range including, learning,
emotional, sensory, behavioural, medical and physical, as
well as those with multiple disabilities. The comments also
indicated a range of severity of disability and limitation
of independence. Several parents in their comments
described some of the individual characteristics of their
child as well as specific situations in which the limitation
is more or less prominent.

On the questionnaire, parents were asked to indicate
the type of school placement that best described their
child's program. As shown in Table 8 the placements ranged
from regular class to special school. One third of the
respondents (34.2%) described their child's placement as a
combination regular/special class placement. Three
respondents (8.1%) indicated "other". All three elaborated

with a comment: "supported work program”, "not in school,
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he's working", and "graduated from [school] on modified
program”. Some parents indicated one of the five options
but expanded with a more specific description of the child's
present or recent school program.

One of the components on the questionnaire surveyed the
work expectation parents had for the child after graduation
(see Table 9). One half of the parents (52.6%) indicated
they expected supported employment, at least for a while,
for their child following graduation. Parents who did not
expect their children to be working after graduation or had
other expectations may have been influenced by the severity
of their child's disability. The following comments
provided by these parents indicate their views are
influenced by the severity of the disability:

"I would like to see her continue in [the]
physiotherapy program. That is all that is really important
[for] her and ourselves."

"[(Child] will hopefully be placed in a program with an
aide that will involve physical activity to keep her limber,
[as well as] mental stimulation.”

"I do not see how [child] will be able to do any job."

"I really can't think of anything he could possibly do,
even with someone beside him."

These parents indicated that their child's independence

was severely limited by their child's disability.
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Parents overwhelmingly indicated a preference for
competitive or supported employment for their children. Ten
parents (26.3%) indicated a preference for competitive
employment. Only one parent made a comment to elaborate on
their choice:

"It bothers me that persons with his high functioning
abilities (within their disability) would have to rely upon
the government for the rest of their lives when, with
minimum support, they could be self-supporting financially."”

More than half of the parents indicated a preference
for supported employment. Some of the comments made are as
follows:

“[Child] has already graduated and is in supported
employment already."

"Hopefully, supported for a while and then graduate to
competitive."”

"Not sheltered employment. Not not working."

Some parents made comments describing their child's
learning characteristics or situations in which the child
would best function.

Five parents indicated a preference for sheltered
employment. The comments they made are as follows:

“Supervision would allow me peace of mind".

“Cannot work by himself. Needs direction always. He

cannot answer any mail he receives."
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Six parents indicated a preference for "not working"
following graduation or "other". One comment which
accompanied these selections was as follows:

"We first want him to be happy, safe and loved."
Another parent indicated that the reason for her preference
was due to the severity of the disability.

The vast majority of parents (71.1 8) indicated that
work for the child following graduation is very important.
Some of the comments these parents made to accompany their
choice are as follows:

"essential for his well being"

“[child] is not that mentally handicapped that she
doesn't have aspirations. She just doesn't realize what she
cannot do."

"I feel that much of an adult's sense of self-worth
comes from working, be it paid employment or volunteering.
[Child's] handicap is minimal enough she is unaware of her
differences. Unemployment would only emphasize the
differences."”

"Self-esteem and independence are very directly related
to being self-supporting."”

“For a sense of self-esteem. Also it will give us
freedom from constant supervision."

"1 want her to get the message that after school

finishes she is ready for work. Work is a part of life."
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“As important as everyone else to work after grad.”

"It is important to [child] that she either works or
continues her studies. She very much dislikes staying at
home, doing nothing. She likes to be out and around."”

Other parents also indicated the importance of work on
the 5-point scale. Further comments made are as follows:

"He needs to have some activity or outside involvement
for his well being."

“especially for her self-image and independence"

Only five parents (13.2%) indicated that work was not
important. The comments they made are as follows:

"Reasons: she can't do anything."

"It isn't important as long as our son remains happy."

Another parent indicated that the child was unable to
do anything independently. Parents who did not consider
work as important also indicated the disability was severe
and limited independence. For these parents work was less
of a priority.

The majority of parents (68.4%) were very concerned
about the employment situation after graduation. The
comments some of these parents made to support their choice
are as follows:

"Where? At what? Where will she live because our home
is out of town."

"Because of her weakness we are very concerned as to
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how well she would fit in an employment situation."

“She needs to have a job placement [so] as to help her
learn about life and life skills so she may be able to cope
with living alone and on her own."

“There will be some plan in place for [child]
immediately after graduation. I have concerns about long
term possibilities, job satisfaction and types of work that
are typically available to young people with disabilities."”

"How will he function on his own?"

"Due to economic restraints, the future for the
handicapped looks very gloomy."

"We wonder what and how much he can do."

“Was very concerned. This is why I got involved with
[a supported employment organization])."

"Even though I have worked very hard in the field I see
changes coming that could very easily prevent him from
accessing the supports he needs to get and maintain
employment."

"Limited abilities in today's job market will yield
limited to no placements in the employment field. Too many
employers do not have patience to successfully employ and
train the handicapped.”

Other parents who also indicated a concern made these
comments:

“[Child] has one year left of school. To date he has
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had very little amount of work experience. He still lacks a
work ethic, is easily distracted, so without support his
chances of getting and keeping a job are very slim."

“The longer they wait, the greater the incentive to go
is diminished. I would rather have her work as a helper
than do nothing...l would also consider her going back to
school or [a supported employment organization] and see what
practical courses they have to fit her abilities to."

"With jobs so scarce and cutbacks in funding for
workshops or grants to businesses that employ special
people, I really hope there is something out there for them
to do.”

One of the parents stated specific concerns:

"One of my concerns is that an unethical employer may
take advantage of a naive and trusting person such as
(child]."”

Parents who indicated they were not at all concerned
made the following comments:

"As we just can't see him doing any job we just want
him to enjoy his life doing what he enjoys (music and T™v)."

"{A supported employment agency] is looking after this
for him and so far I am very happy with the way things are
going for him."

Parents were asked to indicate the extent they were

satisfied that schools are doing, or have done, a good job
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preparing their child for the transition to work and adult
life. In terms of satisfaction, the responses varied widely
but, generally, were almost divided. Thirteen parents
(33.18) were on the "not satisfied"” end of the scale.
Fourteen parents (37%) were found to be on the "satisfied"
end of the scale. Ten parents (27%) were found to be in the
middle of the scale.

A number of parents made comments on this component of
the questionnaire to elaborate on their selection. Parents
who indicated a satisfaction with the schools in preparing
their child for the world of work and adult life made the
following comments:

“[(Child's] teacher has truly tried her best...

"We are satisfied with the schocl program and they show
very much interest in her transition. We are very pleased
with the program."

“"Attempts are made to balance academic/vocational
preparation/lifeskills in the mainstream and segregated
setting - social interaction with mainstream is limited so
that peer relationships with 'regular' students have little
opportunity to develop - relationships with other special
ed. students are encouraged/developing."”

"[{school] staff have been very dedicated."

"[School] has tried hard to accommodate my daughter's

disabilities."
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Parents who indicated a lack of satisfaction with the
degree the school prepared their child for work and adult
life made the following comments:

"“Schools do not appear to understand the transition
required. The focus is more on #04 programs and our
children have to conform. Graduation from school appears to
be the focus, not transition."

"Work experience programs did not show employment
conditions as they truly are. Because she was not on
payroll, expectations were too high. Free labour to do
tasks nobody else would do. Integration in school did not
work. She spent school life being baby sat."”

"I am disappointed in the amount of work experience
[child] has had. Most experience that he has had has been
group experience and he has done a lot of collating.”

"The schools have a very limited amount of time or
required facility made available to give the appropriate
training for each individual students' needs and give them
the hands on experience."

"In the last three years [child] has attended high
school there has been very little progress. There is no
structure, total disorganization. It is almost like
administration and staff of the school have no idea how to
run a special education class."

"Our child is always placed in regressive programs
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because he is not deemed high functioning enough to cope in
the more progressive programs. The regressive programmers
do not generally have a vision of what might be possible so,
therefore, transition to work and adult life is not thought
through."

"...They had her doing work far below [her] level.

They had her doing work far below her ability many years
ago. She liked it. She learned 'helplessness.' Now she
thinks she can't learn."

Parents who indicated a middle score on the range of
satisfaction with the schools made the following comments:

"His school programs with [teacher] at [school] was
very good and directed towards preparing him for general
life skills. The move to [different school] was a disaster
and now efforts are being made to regain momentum."

"I always felt I had to be assertive and found high
school the most stressful."

Table 14 shows the degree parents indicated a
satisfaction with their involvement in their child's school-
to-work transition planning. Three (8.4%) parents indicated
a lack of satisfaction, twenty-two parents (61.8%) indicated
satisfaction and eleven parents (30.6%) were in the middle
on the scale with no clear indication of how much they were
satisfied with their involvement. The comments made by

parents provide a measure of insight into how or why they



Table 8
School Placement Best Describing Child's Current Program
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Number of Responses

Placement n (%)
Regular class 3 (7.9%)
Special class 15 (39.5%)

Combination regular/special class 13 (34.2%)

Special school 4 (10.5%)
Other 3 (8.1%)
Total 38

Table 9

Type of Work Expected For Child After Graduation

Number of Responses

Type of Work n (%)
Competitive employment 7 (18.4%)
Supported employment 20 (52.6%)
Sheltered employment 5 (13.2%)
Not working 3 (7.9%)
Other 3 (7.9%)

Total 38
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Table 10

Type of Work Preferred For the Child After Graduation

Number of Responses

Type of Work n (%)
Competitive employment 10 (26.3%)
Supported employment 22 (57.9%)
Sheltered employment 2 (2.6%)
Not working 1l (5.3%)
Other 3 (7.9%)

Total 38




Table 11

Importanc Work For
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e Child After Graduation

Number of Responses

Level of Importance n _{%)

Not important 1 5 (13.2%)
2 1 (2.6%)
3 2 (5.3%)
4 3 (7.9%)

Very important 5 27 (71.1%)

Total 38
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Table 12
Extent of Concern of Employment Situation After Graduation

Number of Responses

Level of Concern n (%)
Not at all concerned 1 5 (13.2%)
2 0 ((0%)
3 2 (5.3%)
4 5 (7.9%)
Very concerned S 26 (68.4%)

Total 38
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Table 13

Extent of Satisfaction With Schools in Preparing the Child
for Work and Adult Lijfe

Number of Responses

Level of Satisfaction n (%)

not at all satisfied 1 3 (8.1%)
2 10 (27.0%)
3 10 (27.0%)
4 4 (10.8%)

very satisfied 5 10 (27.0%)

Total 37
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rated this component of the questionnaire as they did. Some
of the comments suggest that, while parents may be satisfied
with their involvement, it does not mean they are satisfied
with the ocutcomes of their involvement.

A number of parents who indicated a lack of
satisfaction with their involvement made the following
comments:

" I have a daily log that keeps me posted, plus, the
teacher phones if necessary."”

"We help her every possible way with her school work,
also we always present ourselves for teachers' meetings and
transition committee meetings."

"With the school I always tried very hard to be very
involved. Twice (for reasons of being told I was
overprotective) I bgcked off - Gr. 3 and Gr. 10. Within two
months his self-~esteem was 'zero' and the program had fallen
apart. Schools do not understand the needs of these
children.”

"I always felt I should have stepped in sooner (grade
10 was a waste as far as work experience goes)."

"I feel that I am directing and implementing my child's
school-to-work transition with very little help from the
school.”

Only one parent who indicated a lack of satisfaction

with his/her involvement in the transition process for the
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child made a comment:

"We have drawn her abilities to their attention. They
acknowledge she does have the abilities we say she has, yet
have really done nothing about it. But it could be that
many opportunities are not available."

However, some parents who scored in the middle of the
scale with no clear leanings either way made the following
comments:

"Have had input with school and job placement services.
Unfortunately input sometimes ignored. We insisted
placement and [supported employment agency] in order to
create employment skills."”

“[{Child] seems to do well only in theory work. Had been
sheltered by special education teachers. He relied on
them."

“{Ssupported employment agency)] are the first getting to
know [child] and vice versa. The staff is excellent but we
have concerns about what role the school should play in
programming, etc."

"I would like to be more involved in transition
planning."

"When we have gone for meetings, everything looks great
on paper, but unless you are like a police person nothing
seems to get done and we have seen very little progress in

the three years of high school."



101

"I do get together with [child's] teachers, etc., to
plan her individual education plan. However, I want to know
more about what is happening in between I.E.P.'s. I get the
strong feeling [school] considers me an overconcerned
manipulative parent - no so! I am concerned and informed.
However, I don't like involving myself where I'm seen as
opposition.”

Parents were asked to indicate the extent of
involvement they would like to have in their child's school-
to-work transition planning (see Table 15). Predictably,
the majority of parents (73.7%) indicated a preference to be
involved. Some of these parents added comments to
complement their responses:

"It is extremely important for parents to be involved
so that they can help plan and work towards independence."

"I will never back off again. [Child] needs to be
advocated for and I will do that for him! Keep up the good
work. We need it."

"1 want to be involved in planning."

"I have been involved and believe [child] would not be
having the work experience he has had without my pushing."

"Involved and taken seriously in terms of what I
believe [child] is capable of... Somehow, [school's]
teaching style (especially in the integrated classes) don't

seem to fit [child's) learning style. Their methods of
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dealing with her problems haven't proven effective. For
years, I have considered having [child] transferred to
another high school, but changes are very difficult for
[child]. She hasn't wanted it."

“As much as possible and consistent with the programs
available."”

Only one parent preferred not to be actively involved.
Nine parents (23.7%) scored in the middle with no clear
indication of the degree they want or do not want to be
involved in their child's school-to-work transition
planning. However, in some cases the comments made
suggested more than the rating they gave. Some of these
comments are as follows:

“l would definitely want to know what she would be
doing but [child] tends to work better if I'm not involved."

"We work on her social skills at home. Job marketable
skills we are not trained to teach. We will be her support
for as long as we can but we will not be here forever. She
will need someone she trusts in a support capacity."

Parents were asked to indicate the extent they believed
their views and wishes were taken into account with regards
to their child's school-to-work transition planning (see
Table 16). The majority of parents (64.8%) shared
a belief that their views and wishes were taken into

account. Some of the comments parents added to elaborate
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on their rating suggests that, while parents may believe
their wishes are taken into account, it does not necessarily
mean they are satisfied with the outcomes, nor do they
believe their views and wishes were always taken into
account. Some of the parents who indicated they believed
their views and wishes were taken into account made the
following comments on the questionnaire:

"We are satisfied that our views and wishes are very
much respected."

" 1 believe we are 'heard' - perhaps because I am
involved through my work in similar planning, I would not
accept a situation where my husband/myself were not here."

“The school does very well but home life, personal
decision~making is very hard for our boy. He likes school.”

"We have been and continue to be involved. But as
parents we always feel that more could be done (perhaps).

We have to be aware of [child's] ability at this time to do
things."

"School knows my views and has decided not to oppose
them."

Five parents (13.5%) indicated a lack of belief that
their views and wishes were taken in account with regards to
their child's school-to-work transition planning. Two of
these parents made the following comments:

“From the school side ~ none. From [supported



104
employment agency] - very supportive and full regards are
taken to our needs and wishes."

" They listen at the 1.E.P. meetings, but believe that
I have unrealistic expectations where [child] was concerned.
They seem to take what I say with a grain of salt."

Eight parents (21.6%) rated this item in the middle.
Some of the comments these parents made are as follows:

"School [is] looking to push her out of system as soon
as possible. Easiest route is best. Once she is twenty-one
she will be someone else's problem. We resent this and feel
unable to change this approach..."

"My wishes and ideas are listened to but I don't think
they are always acted on. Staffing seems a problem."

"It seems to have taken a lot of visits/meetings to
make sure my views and wishes are taken into account.
Without repeat visits I feel nothing would be done."

The final item on the guestionnaire was designed to
probe whether parents have ever been involved in the
advocacy or training of students with disabilities (see
Table 17). Nineteen parents (51.4%) indicated no previous
involvement. Eight parents (21.6%8) indicated very much
involvement. Ten parents (26.6%) fell between the two
extremes on the scale.

Thirteen parents made comments on the gquestionnaire.
Based on these comments, the range and depth of involvement
in advocacy or training was wide. Those whohindicated an

involvement did so in the capacity of teachers, foster
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Table 14

Extent of Parent's Satisfaction With Their Involvement in
the Child's School-To-Work Transition Planning

Number of Responses

Level of Satisfaction n (%)
Not at all satisfied 1 1 (2.8%)

2 2 (5.6%)

3 11 (30.6%)

4 12 (33.3%)
Very satisfied 5 10 (27.8%)

Total 36
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Table 15

Extent of Involvement the Parent Would Like to Have in the
Child's School-to-Work Transition Planning

Responses
Level of Preference n (%)
Not to be activiely involved 1 1(2.6%)

2 0(0%)

3 9(23.7%)
4 6(15.8%)
5

To be actively involved 22 (57.9%)

Total 38
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Table 16
Extent Parents Believe Their Views and Wishes Are Taken Into

Account with Regards to Their Child’'s School-to-Work
Transition Planning

Number of Responses
Level of Accounting n (%)

Not at all taken into account 1 2 (5.4%)
2 3 (8.1%)
3 8(21.6%)
4 10 (27.0%)

Very much taken into account S 14 (37.8%)

Total 37




Table 17
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Extent Parents Have Been Involved in the Advocacy or

Training of Students with Disabilities

Number of Responses
Level of Involvement n (%)
Not at all involved 1 19 (51.4%)
2 4 (10.8%)
3 4 (10.8%)
4 2 (5.4%)
Very much involved 5 8 (21.6%)

Total 37
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parents, advocacy groups, or supported employment agencies,
and in support groups.

One parent who was involved in the school system as a
teacher commented "...I know a fair amount about the
'systems’, but that really didn't help me because to try
alone to change attitudes is impossible. 1 feel this is a
very valuable program and I will support you in any way 1
can."

Interview and Discussion Groups Data Analysis: What the
Parents Said

As previously indicated, two discussion groups were
conducted in my home. Five parents were interviewed over
the telephone. Nine individuals or couples were interviewed
in person. 1In all 26 parents participated in some form in
the second phase of this study, that is, in either an
interview or in a discussion group. The 26 parents were
drawn from 20 separate families.

All parents participating in the interviews or
discussion groups received a set of 12 discussion issues.
These issues formed the basis of the interviews or
discussion groups. However, parents often digressed from
the issues and wanted to share information not directly
related to any particular issue. The comments parents made
were probed for elaboration. 1In addition to the interviews,

four parents provided written responses to the discussion
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issues. This was not at any time requested, however parents
told me they wanted to add their written responses.

During these interviews and discussion groups, parents
disclosed information which was personal and important to
them. The extent parents shared information and confided in
me is much appreciated. Together, the information provided
forms a basis for what parents' perceptions and views are,
as well as the basis for these perceptions.

There are a number of issues which surfaced in the
interviews and discussion groups. The content was analyzed
and the variety of issues or points made were categorized.
Many of these issues were disclosed by different parents.
Parents shared a number of perceptions. On some issues
parents revealed differences in opinion. It is assumed that
these perceptions were based, at least in part, on the
experiences parents have had.

There was a gap of time between the completion of the
questionnaires and the commencement of interviews and
discussion groups. During that time some of the children of
these parents had exited the school system. Other parents
had children still within the school system. The delay from
the completion of the questionnaire and interviews and
discussion groups often provided parents with more insight.
Their children had been part of the world of adult life and

their graduation from school was an event of one or two, or
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three years ago in some cases. Parents shared their
perceptions at the time their children were in school as
well as their perceptions, in some cases, years after
graduation. It was felt by me that parents genuinely wanted
to share their perceptions, their experiences and their
thoughts. 1 believe that parents considered that what they
had to share was relevant and needed to be known.

Cate tificati

Categorizing the information was a daunting task.

There was overlap between issues which the parents raised or
spoke about. Some areas could not be so clearly defined
that they could only be referred to in isolation. Often
parents would mention two or more issues with a few words.
Also, some issues were not specifically referred to, yet the
issues they represented could be construed or interpreted as
such. Pinally, some of the comments parents made could be
relevant to more than one category.

The following categories were points that parents made,
or issues that arose during the interviews or discussion
groups. As already mentioned, there is overlap between
issues and parents did not always use a specific word
to describe an issue or an experience. However, the essence
of what was said was often clear by virtue of the intent, of
what was said, and the emotions and feelings in which they

were expressed. The essence of parents' perceptions is best
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captured by their own words.

Work experience. Parents have indicated the value they
place on work experiences. They have also shared some
positive and negative work experiences their children have
had. A few parents offered suggestions for potential work
experiences which would suit their child and offer a measure
of success and satisfaction. One parent said that work
experience was the best part of her child's transition but
she emphasized that she had to push for that. She further
added that work experience in the community was necessary as
opposed to acquiring work experience in a school.

Several parents referred to the need for employment for
their children as being essential for a sense of self-worth
and dignity and a feeling of belonging in the community.
Parents compared the work experiences their children have
had during the transition from school as well as after
graduation. They applauded certain work experiences and job
sites while conceding that other work experiences were
unsuccessful for one reason or another. Some parents liked
variety in work experiences as well as exposures to a number
of them. Some parents indicated inappropriateness of work
experiences. One mother wrote that, while her daughter very
much enjoyed the work experience, the work she was doing
"doesn't require that she develops herself as a person.”

Other parents spoke about a variety of work



113
experiences, some of which were better than others.

Parent Involvement. Parents overwhelmingly expressed
the importance of parent involvement in the education and
school-to-work transition of their children. Some parents
also felt their involvement was not particularly welcomed.
One parent wrote, "Sometimes it is not welcomed to be
involved."

One mother, in a written expression of the importance
of parental involvement, wrote:

Parents are the individuals who have cared for and

supported their special needs child around the clock

for 20 or 21 years. It is obvious that it is they who
know and understand their young adult child's spoken
and unspoken yearnings and heart-felt desires. They
and their young person, together, need to be involved
in this next most important phase of his (her) life.

Positive experiences. A number of parents expressed
satisfaction with some experiences their children have had.
Some of the satisfaction was due to one or more factors,
such as specific individuals involved in their child's
transition from school, special programs, activities, degree
of cooperation and collaboration, or successful ocutcomes as
perceived by them. Several parents related positive
experiences or a feeling of satisfaction with the school

their child presently attends, or attended. One parent who
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expressed positive feelings about the school division also
recognized that, despite all the school tried to do, there
were shortcomings:

I'm very grateful for everything the school system

has done for [daughter]. I certainly can't really

find fault with it. There are areas that certainly

could be made more available to the parent...but I

honestly think they are doing their best with the

amount of money they have for funding and for

staffing. And to cut back on that staffing was an

awful thing to do [referring to provincial cutbacks

to Education]. I don't know just how those teachers

cope with that.

Another parent was very pleased with the efforts of her
son's school, "...they look at everything...they're doing as
much as they can...really on the ball."

Parents have frequently said that the work
experiences their children have had were positive and they
were considered by many parents to be one of the highlights
of the transition process.

While some parents were very pleased with the school
programs, others were not. Several parents were highly
satisfied with the supported employment agencies and
personnel with whom their children were involved. One

parent indicated, "the [supported employment agency] was



115
fantastic. The counsellors and job coaches, or whatever you
want to call them, would go with him and they'd do a good
job in the workplace."

Negatjve experiences. Parents have offered personal
anecdotes relating to negative experiences they or their
children have had. These anecdotes had a common thread of
insensitivity or lack of tact by people, and the parents
were sensitive to that. One parent related an anecdote
about a bus driver who shouted out the door "We're in the
parking lot, come and get her!" The parent felt that the
directness and lack of discretion was insensitive and it
very much annoyed her. She added that her daughter has good
receptive language and understood.

Another parent remembered that when she got involved
with her child's transition and expressed concerns she was
told by school personnel that she was an "overprotective
parent".

One parent wrote at length about the inappropriateness
and inadequacy of her daughter's program or placement at
school:

Up until this year [daughter] was treated like a

person who was incapable of learning. She was

'babysat for'. She was given lower elementary

levels of tasks in an institutional-level

environment, forced to work and play with low
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functional students, some with serious behavioural
problems.

The father of one young adult with severe, multiple
disabilities bitterly related an incident years ago when his
child was young. Although the incident he related occurred
almost twenty years ago and obviously did not involve any
transition from school, the feelings and the bitterness
remained strong when he spoke of it. It was triggered by the
discussion of his daughter's transition. It is relevant,
however, to parents' perceptions because it still reflects
the need for options and collaboration which was not present
in his example. He related the following:

You know the advice we got from doctors. Put her in

[an institution] and forget she was ever born. That

was their greatest statement.... you can't take care of

her at home because she's retarded, she’ll be too much
trouble. 1It's my kid! Not like yours or the
neighbour's. She's mine. What do you mean put her
somewhere and forget her? That's the advice we

got from all the doctors.

The parents of one young man who graduated three years
earlier related a lack of satisfaction with their son's high
school experience. They elected to have him leave school at
the appropriate age rather than stay in school longer. They

explained why:
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Some things academic didn't get worked out

properly...there was a sense that it was kind of

filling in time somewhat...why put in another few years
doing a repeat of work experience and fooling around
with elective classes which aren't that beneficial
anyway.

They add that their son has had several work
experiences working with a supported employment agency but,
"he has had four long periods of doing nothing...so he's had
very long periods of having no work and being at home.” The
father was assuming the lack of work success had something
to do with a poor job market but summed up by stating "it's
been a disappointing experience, I would think." He did
gave the school credit, however, for doing "a very good job
in doing the transition". He is not sure why the period
after the transition seemed so unsuccessful.

Another parent was quite disappointed with the
transition process. He spoke with some bitterness about his
son's school-to-work transitién experience:

There was something missing in the transition

because he still could have stayed in school for three

years and we were kind of hoping... and of course the

resource teachers and things like that again, with all
due respect, they have the right buzsz words but what

they actually get done is very little.
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Some parents were not completely satisfied with their
child's school experience, or work training or transition
but they did not have the feeling that it was a negative
experience. Unequivocal or ambivalent feelings were shared:

Of course as a parent you always think, hey, my son

can do anything. It's just a matter of training him

right...but you have also to know that your child
cannot do everything...so there is always that

doubt. Maybe the school division is doing the best

it can but [son] just didn't benefit from it because

of the way he is.

Support groups and networks. Parents indicated that
social networks and support groups are invaluable. One
parent related, "The only parents who are given anything are
those involved with other associations, other parents, other
sources."

Another parent said that her main sources of support
came from those outside schools and community service
agencies. Her sources of support came from herself, family
and friends.

Frustration. A number of parents have shared a sense
of frustration with the school system or community service
agencies. Some of this frustration was disclosed directly.
Other times the frustration could be read between the lines.

Schools conduct major meetings for students in the
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transition years. Depending on the school, these meetings
have been referred to either individual education plan (IEP)
meetings, individual program plan (IPP) or PATH meetings.

In these meetings, the focus is on the goals and how to
reach them. A level of frustration by parents was felt
during or following these meetings. One parent shared her
frustration with personnel at a meeting for her child. She
stated, "no matter how hard they try not to, the
facilitators gear it toward where they want to go". She
offered a recommendation for her perceived difficulty at
these meeting. "I think it's better if they get some outside
facilitators - an agency or whatever - but some outside
facilitator because they'll be much more objective."

Another parent spoke specifically about her frustration
on the emphasis on academics for her child as opposed to
life skills training. She related an incident when she
finally went to an administrator of her child's school and
directly said, "You're not listening to what my husband and
1 are trying to tell you."

One parent exhibited a sense of frustration in a lack
of school-to-work success despite efforts from the school.
She describes her expectations for her daughter's work
education who was 21 years of age and was just about to exit
the school system:

...1 suppose, to be ready for the job market, but
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which is not really a realistic expectation because
where the school finishes there is a heck of a big
gap before the marketable skills of a handicapped
person are available. But if you were to ask me,

“What can your daughter do?" 1'd have to say, "I don't

know."

One parent related anecdote after anecdote about
transitional objectives not met, plans not followed through,
parents' suggestions not heeded, and then summed up his
feelings. He remarked, "I used to get very frustrated.
That's why 1'd come home and say I've lost all faith in the
teaching profession."”

Another parent referred to her frustration specifically
in recounting some of her experiences involved in the
transition of her child:

You are going from a system where you have taken total

responsibility for your young person into a system

where you have to play a game. And you have to know
who to connect with in order to make this happen six
months down the road. 8So you have to figure out

this game and in the mean time there is a lot of time

getting frustrated, trying to sort out what

really needs to happen, and to do that advocating and

to be a strong person to believe what you believe

should be happening, or could happen.
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The frustration in another parent's words could be
sensed but it was a frustration borne from attitudes of
government, and society in general, in the face of parents
simply trying to help their children with disabilities £ind
work:

Parents are tired of, I guess, kicking down doors.

They've been doing it all their lives and they are

saying, ‘'Well, we want our young adult to get up and

get a job and have a little independence, a little bit
of life, and [to give] some measure of dignity to
themselves.

Transportation and mobility. Transportation concerns
were not referred to except in one case. The parent spoke
about the difficulty in procuring transportation for her
child. She commented, "the transportation rules are not
flexible. You have to book 48 hours in advance and know
where you are going and when [you are] returning."

Integration. Parents have expressed widely divergent
views on the integration of their child. Some parents were
advocates of it; others were opposed to it. One parent
whose child was not ever integrated wanted very much for
that to happen. When asked if the school personnel were
aware of her wishes she replied "oh, yeah, oh yeah. [School
personnel] is philosophically the person for integration
over anything, but it never happened."

Another parent wrote to me about her experiences in

trying to ensure her daughter was integrated in school and
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her failure to achieve this:
"...I have been ...doing my best to have her fully
integrated and working up to her full potential.

All of my labours were totally fruitless. The school

system made up all kinds of excuses to keep her in

Special Ed. when I knew right along [daughter] does

not belong there."

Other parents were opposed to integration or, in
hindsight, felt that integration was a failure. One parent
whose son had graduated three years earlier and who had been
integrated had this to say:

He just sat there in some classes and [it was]

useless. There's no way you're going to be sitting

in a grade 12 English class and absorbing tests...lI

don't care. He just doesn't have the capacity to do

that, so I think some of the classes were a waste of
his time.

Another parent compared a positive, non-integrated
setting for her daughter in a small country school to the
integrated program she was in when they moved to Winnipeg:

And it took her a long time to get used to the idea

that she had to sit in a classroom full of other

people and she'd come home and say, "I don't know what

they are talking about, Mommy?" You know, like, "Why

do I have to go there? Why can't I go back to the way

it was?"” And I said, "Well, this is the way life is in

Winnipeg."” I understand where some parents want their
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children to be integrated because they feel they are
missing out on a lot of things. But I'm afraid I'm not
one of those parents that believes that.

Quality of life. Some parents referred to the gquality
of life as being the utmost of importance. The parents who
did, suggested that work is a key factor in the quality of
one's life. It provided a sense of self-worth and meaning.
However, it was not the only factor. Priendships, community
involvement, and physical well being were components of the
quality of life. The overriding goal and overwhelming
priority of some parents was for their child to be happy.

One parent of a daughter with multiple disabilities
investigated different program options for his daughter
following graduation. Several were ruled out because of his
perceptions of the lack of quality of life they would
provide his daughter. Based on the programs he saw, he and
his wife pursued a supported employment option. He said:

When we were searching what to do with [child] after

graduation at 21, or whatever age it was, and so she

went to various programs in the city and I want to

to tell you, some of them are so depressing it's

unreal. It's just like you're retarded, you sit in

that chair or wheelchair and that's it...we went to

a couple of them and I just about cried when I was

in there. 1It's so depressing.
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Several parents have alluded to aspects of a transition
from school to work and adult life that are important
components, but do not only represent work. A successful
transition encompasses many components and to focus only on
work is to diminish the importance and desire for the
others. A parent commented:

But it's not even just work. 1It's got to be work,

[but] it's got to be socialization and leisure

[activities]...it's very difficult when they

graduate because it's all these significant factors

- sociability, recreation. jobs, money...For a young

lady to think about buying clothing and to look

prettier, for a guy to be able to do things that you
see other people doing, and to have someone to do it
with.

Another parent said:

As a child gets older you get more and more of

these perceived problems stacking up. 1It's not only

education and not only a job, but it's sociability,

independent living, recreation, you might say life
skills, continuing education, on and on. And I guess

the question to ask is, 'What is the role of the

school here?'

idential ¢ d r iti A few parents

had concerns about the future residential arrangements of
her child. One parent said, "That is one thing social

workers will tell you. [Children with disabilities] have
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got to leave home before they are 18, otherwise they'll be
home until they are 30 something.” The same parent also
commented about a concern that her child will have to live
at home forever.

Other parents have also indicated difficulties in
procuring alternate residential arrangements. A few parents
have investigated group homes and have been told that there
are no openings in group homes. One parent spoke about
other people who were aging and found themselves in a
situation where they had to seek alternate living
arrangements for their child.

Communjty jnvolvement. While work was, in most
cases a priority for parents it was by no means the only
component of the transition to adult life. Recreational
opportunities in the community and leisure options were
shared as being of great importance as well. This aspect of
one's life was frequently recognized by parents as providing
an added measure of gquality to the life of their child.

Eriendships. One aspect of adult life which a number
of parents indicated as being very important was friendship
and having a social network. Parents recognized that, while
work was @ priority, the importance of friendships cannot be
diminished. Some parents suggested introducing a "Circle of
Friends" concept into schools to promote friendships and

social networks for youth and young adults with
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disabilities. However, one parent said that the Circle of
Friends his son was involved with was of a superficial
nature and eventually fizzled out.

Another parent remarked:

Social skills are far more important than the

(vocational] tasks. We all need a friend and we've got

to teach our kids to be friends and interact with

them and be role models. This is really depressing

isn't it [laughs]? But that's how I feel...I want

[son] to have a friend and I want him to be happy.

Other parents also expressed a need for their children
to acquire social skills, a social network and friends. One
parent said, unequivocally, that friends and peers was what
was needed more than anything else. He stated, "That's what
he has missed. If you and I growing up, didn‘'t have a good
buddy or friend of some sort, just think about what life
would be like."

Another parent also attributed fundamental importance
to friendships:

It's so important to have that friend. We think back,

when we were teens, how devastated we would have been

if we had to sit home with mom and dad...l think if

they had a friendship it gives them focus to their

lives. I think that gives them stability and

commitment to function at a higher level...and knowing
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that there is more completeness to their life...My son,
he's 21 and you're looking at his best friend. 1I think
that’'s a pity. I'm not going to be around forever,
either.

Another parent had some similar sentiments:

We were able to provide him with some social

activities, but that's very much lacking. I mean

he's a young man. He needs to be with young people.

And he's always with his parents. I wouldn't want

to be with my parents all the time.

One parent said about the importance of friendship:

The school tries to fill it through integration kinds

of purposes, but to me it seems rather superficial in

some ways. It's not a true friendship kind of
building thing in many cases and in order to be
successful in the adult world you have to develop

the friendships.

Expectations. Some parents have indicated that the
expectations schools and agencies had for their children
were too low. One parent said:

That's the other thing. I found nobody has enough

expectations. I found nobody has any

expectations....Their expectations were always for
failure so they always got it. They achieved their

expectations. You know, we can't go into the
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community because...I can't do this because...unless

we have this and this and this - no, they are not

risk takers.

Another parent suggested that her disappointment with
the transition outcome for her child may have been due to
her expectations for her child being too high.

One parent related a story about how the expectations
of professionals for his child were too low because they
failed to understand his daughter. He related the story to
reflect a cynicism or doubt about the competence of whom he
referred to as the "experts".

I mean these people and the guys who run these

departments...I think they go to the books and say

‘The child's this, this is as far as they are

expected to go and that's all they look at. They

don't say maybe she'll walk. She's got such and such

a disease (and)] she's never going to walk. That's it.

They told us she'd never stand. It took us thirty

days.

Several parents of young adults with severe multiple
disabilities had no expectations for a work situation. One
of the young adults who graduated two Yyears previously was
involved with a supported employment organization. Work was
not an expectation, nor was it rated as important. Their

priorities were to improve or maintain physical functioning
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and to take part in physical activities in the communities
with one to one assistance.

One parent, when asked about her expectations, replied,
"I don't know, we don't want to expect too much out of him
and it was kind of hard because, of course, you feel that we
want to have the best potential out of him..."

Concerns. Parents have shared a number of concerns
they harbour and some concerns surfaced more frequently then
others. Parents have expressed a worry about the future.
One parent commented:

As a parent you say to yourself, 0.K., you coast all

through public school and you start to get a little

antsy in high school. A few more years of schooling
and then what? And that's where you start. If you're
really that complacent, if you get agitated you say,
well come on now, I'm not asking something for

nothing. I want to know what's out there, you know.

You hear of cutbacks all the time and you think, I

wonder if it's going to affect [daughter] in a couple

of years. And it worries you. Who do you ask?

Another questioned, "What good is it going to do
thinking about six years from now when I'm not sure whether
certain things may not £all into place tomorrow." Several
parents worried about the unavailability of employment in

any form. Some parents were concerned that the work
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available would not be suitable for their child. One
parent, whose daughter was still in school, was very much
concerned that there would be few residential or work
options upon graduation. These were her two main concerns.
Several parents' concerns were generally that their children
would not be prepared for work, or adult life in general.

One parent of a young adult with severe multiple
disabilities spoke about the vulnerability of her son due to
his limitations.

Parents spoke about job concerns and a lack of
companies, businesses and employers who may be leery of
hiring a young adult with a disability.

atching. Several parents referred to the need for
proper matching of the job or work with the youth or young
adult. One parent wrote "proper matching seems to be the
biggest factor." Another parent shared a similar view on the
need for better matching: "Look at the skills an individual
has and the needs of that individual, and then find the
job."

Importance of work. The majority of parents indicated
that work was an important aspect of adult life and they had
hoped for meaningful, satisfying employment for their
children. One mother spoke about the meaning work has for
her son:

...he feels a lot of self-worth by going to work and
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to be rewarded with a cheque, I mean, when it's pay-

day, he's done it. Even though he's killed himself

all week and he's got blisters, that cheque makes it
worthwhile, and he feels good about it.

Other parents spoke of the dignity and independence a
job gives young people with disabilities.

However, work was less important for parents who had a
child with severe or multiple disabilities. For them, the
concept of work or employment was idealistic and not
realistic for their child. Other things were more
important. As one parent stated when asked about work as a
goal for her daughter:

No, I don't think it's realistic for her. There are

people who can do these kind of things. For

[daughter], I mean, it would just be a case of an

aide putting [daughter] hand over hand and doing the

work so what would be the point?

One parent spoke about the importance of work from a
different perspective: "As parents we had really wanted him
to just give something in return to the community that has
helped us so much." She went on to say that the work
education program her son was involved in was worthwhile.
She states "I can surely say...this work education really

gave him an opening."
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ack o ollow-through, commitment or continuum. A
familiar theme which surfaced time and time again was a lack
of follow through or commitment from schools or agencies to
effectively implement a transition plan and to follow it
through. One parent said:
There also has to be somebody...to take ownership
or take responsibility to make sure that what
people say actually happens...[the] plan looks good
at meetings but in between times, when things are
supposed to be happening at school, you think this is
what the plan was and this is what is supposed to be
happening, somehow it doesn‘'t happen...there was no
consistency, there was not anything so of course [work
experience] was never successful...it was just kind of
hit and miss. Today we do it, tomorrow we don't...
The same parent offered some advice to other parents.
She suggested, "“You have to go out and you shouldn't sit
there and hope things happen. They have to keep out there
and say this is what's happening; this is where we're at."”
Another parent expressed a disappointment that the
plans for her son did not meet her expectations "...it never
took off...At that time you are really keen because you
think it might make a difference, but it hasn't. It never
did take off."
Another parent stated, "I got the impression from the

school that they would look after her as long as she was
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there. Once she was gone, good-bye!. You know, one less to
worry about."

Related to a lack of follow-up was a sense by parents
that there was not enough collaboration between individuals
or agencies which are vital to transition. One parent
commented:

...80 this was one of the concerns as a parent. We

had to get our kids ready to leave and be able to

get into the community and I, personally, feel there

has never been enough communication between educators,

the parents, and the students. The ball gets lost

in the shuffle. And everybody has really good

intentions but nothing is ever done after.

Some parents indicated that programs and plans they
were promised never materialized. One parent regretted the
lack of socialigation in school for her daughter despite
initial plans to enhance the process. She commented, "There
was supposed to have been a Circle of Priends. It never
materialized. They were supposed to have like a buddy
system and it never materialiged."

Another parent said:

You can sit in a (meeting] with them and they get

all, 'Oh, it sounds great' and the whole nine

yards, but once that's over, to actually get things

going and implement the program that they talked about,
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and the things they wanted to accomplish...I'm very
disappointed with that in high school.

Some parents have related differences between schools.
The perceptions of one school may have been positive while
their perceptions of another school were negative. Several
parents indicated substantial differences in the service
delivery and transitional programs between schools.

A difficult and trying period often occurred after
graduation. Some parents have said that the continuum from
school into adult life failed for some reason and there was
a void, or periods of inactivity, in the months or years
following graduation. One parent suggested that schools
need to be realistic with what really happens atter school.

One parent believed a lack of follow-through was due to
a failure to develop and promote linkages with different key
groups:

They look at this in a very short term finite view

and they don't do linkages very well. Their concept

is, 'Well, we have so-and-so until 21, that's when

our commitment ends'...and instead of looking and

figuring out how they can correct it, they tend to

want to work alone...and so as a result, the schools

work in isolation and they don't want the agencies

and there is also » bit of competition, perhaps, over

turf.”
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A perceived failure to follow-through or succeed with
plans was also recognized as not being the fault of school
personnel. There was acknowledgement that the best of
intentions may fail to be productive for other reasons. A
parent reflected on this:

...teachers probably don't get the training they need

to do that -~ to learn about the job market, and so on.

If you know one or two (teachers), and you get to know

them, you know that they are just overwhelmed with a

variety of other tasks that they have to do and to find

the time, to find the opportunities to get training,
and to do what they'd like to do...the time just isn’'t
there.

One parent thought that school-to-work transition
planning may be hampered by a lack of commitment by
personnel involved in the transition process, as well as
schools in general:

Another concern I have is that sometimes I think if

any sort of establishment or group wants something

to £ly, to get off the ground and be successful, they

have to give it an appropriate priority within their

list of overall tasks and duties...and I'm not
convinced, sometimes, that the teachers assigned to
some of these responsibilities in the special

education area really feel that what they are doing is
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viewed by their peers and, perhaps by trustees, and
other businesses as being as important as all other
aspects....[there is a need] to let teachers know
that what they are doing in special education is
appreciated, is essential, and is deemed by the
principals and the superintendents and the trustees,
whomever, as being a very essential and integral part
of the educational process, and maybe even more
important because they are dealing with special
needs.

A few parents spoke about a void following high school
where there was vocational inactivity for a period of time.
Some parents spoke of inactivity for intervals of time
between working at job sites. Some parents had the sense
that once their child graduated, the school was no longer
involved and they were beginning all over again in a quest
for a suitable and successful work experience.

Lack of cooperatjon between key groups. A few parents
expressed a view that there was a lack of cooperation or
collaboration by schools and adult service agencies, not
with parents, but with each other. Some parents felt that
one group or agency, whether it was the school or social
worker or business, did not know what the other group was
doing. Parents referred to endless work experiences but

with no success rate. One parent spoke of his views:
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"...I just wonder if people in the government and
school boards take this seriously because they seem
to work in a disjointed fashion. You've got parents
going to the schools and schools saying, ‘'What sort
of jobs do you feel your young son or daughter might
be best suited for? O0.K., we'll try to find
something.' But then this depends on other supports
beyond the school. And the schools, at least our
experience has been, seem not to be working in
conjunction with these other agencies which are a
very integral part of the overall picture of
training, support and job creation.
Another parent spoke about a lack of understanding by
schools that others need to be involved:
...what we have just actually found is that the
school just really doesn't understand the job
market and they’'re under the impression, as all of
these training programs are, that all you have to
do is provide training. They don't understand the
concept of support...training isn't the issue. The
issue is support. And how do you support a person
on the job? PFirst you have to find the job, then you
have to train, and then you have to support. The
schools have a hard time finding the job, they don't do
too bad a job training, but they don't understand
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support, and long term support. And that's where all
of this falls apart.

A parent provided an analogy suggestive of schools
working in isolation, "Someone said that one of the problems
with schools are they are almost an island in society....and
they don't necessarily have any idea what's happening in the
world."

Sense of not being listened to. Several parents
directly expressed feelings that their views, suggestions,
or recommendations were not respected or valued, let alone
adhered to. Parents who alluded to this did so with a sense
of bitterness. One parent wrote:

... have been strongly encouraging the school to

try and develop a "Circle of Priends' for [child].

More than once, I have offered to volunteer my time

at [the school]) to facilitate such a program. I was

totally ignored in this sincere attempt to help

secure some caring, supportive friends to help

fchild] overcome her timidity."

Another parent said she wanted to see certain changes
in her child’'s program at school. When asked whether she
made her views known she replied:

All the time, but the school had it's own agenda and

it doesn't matter who was at these meetings. They

were going to stick to their own agendas. And it
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actually got to the point where I would bring

people in that would support [(me], and I think

parents sometimes feel that they are not listened to

seriously. You bring your own advocates with you

and I brought teachers with me, really supportive

people, but it's really hard to change someone's day

plan if that's what they are going to do....this is
going to sound really negative, but when I look back

at being subjected to a school setting all these many

years and I ask myself, 'What have we done to

prepare [son] for the real world - it doesn't look very

good.

One parent also, in hindsight, talked about her
daughter's education and recognized that the school erred in
not heeding their suggestions. She reflectively said:

I think they did a lot of things right. But I

think, had they listened to us about the type of child

she was and what we felt was best for [child] that,

if they had taken our input and used it along with

their expertise, I think [child] would have had a much

better program than what she did through the school
system.

Advocacy and parental input. The roles parents play as
advocates has surfaced several times during the interviews

or discussion groups. Parents see themselves as their
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child's foremost and strongest advocate, which they are.
They recognize that they need to advocate in order to serve
the needs of their children. 1In addition to participating
in a telephone interview, one parent vrote,

"I have had to push and fight for everything insofar as
[child's] academic and social life is concerned. 1I made
inquiries and got [child] involved in [various
organizations, school clubs and activities]."

Many parents indicated they had sufficient input into
their child's transition with respect to being informed
about the transition plans. However, input and
participation were gray areas for parents. They were
invited to participate but they did not know how. It was
unchartered waters for many parents and they relied on the
expertise and guidance of personnel involved in the
transition process. One parent commented:

The [multidisciplinary meeting)] was well done. What

I'm saying is it was all mapped out beautifully and

the buzz words were all there by those people that

ran the resource world out there. But the

implementation was not there.

One parent spoke of parents' constant struggle to see
that their children's needs are met. What they are striving
for is what is taken for granted by the rest of society. He

stated:
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So we are not asking for anything that isn't out there

in other segments of the population...a chance and

a little bit of training, integration of services,

where the right hand knows what the left hand is

doing. But don't lose focus of what people are doing.

It's for that individual. 1It's not to protect this

departments's turf or that department'’'s budget."

One parent had advice for other parents with regards to
advocating for their child in the transition process:

You have to start looking early enough so you need to

get that information as well as trying to find that out

early. You need to have the confidence to deal with
the system...and you need to feel comfortable doing
that.

Funding The area of funding was an issue raised by
some parents. Not one parent suggested that the funding
provided was adequate. Several parents conveyed a need for
increased funding. One parent said, "The point is put the
money behind the person and you'll get him off the system,
but the system is that it's easier to keep [person with a
disability] on the welfare system.

Another parent in criticizing the funding to education
by the current provincial government said, "The government
is very foolish because it's so expensive to keep these

people in institutions. And I think...a lot of parents
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would choose to look after {child] if they got the
[£inancial] help."”

Another parent criticized the lack of commitment by the
government:

Government has not made 3 commitment to the individual

who will not be leaving school, so the transition

planning and all the knowledge and all of the time

is for nought because our current provincial

government is saying we don't have the money to

support people with needs...right now the issue is

funding. If post-secondary funding is not in place
then I think we'll all be in a terrible [dilemma].

And there is every indication they are going to allow

this to happen.

Information wanted. A recurring theme in the
interviews and discussion groups was a sense that parents
did not receive enough information from the personnel
involved with their child's transition.

Frequently, parents did not know what to ask. Some
parents, only after meetings or after the child's graduation
from school, realized what information they would have liked
to have. The following comments by different parents
emphasized the need for more information:

It's never given to parents, even if you ask for it.

You have to know what to ask for... You have to be
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involved...parent to parent, whatever you can get
involved in. You have to know exactly what is there
and what to - not even what to ask for - but what
to say you want...You have to know that if you want
something you have to use the word ‘crisis’.

Nothing is there... I would have liked to see that

social workers actually come and tell parents what the

options are.

One parent said, "It seems to be that once you leave
school you realize what you needed to know." It appeared
that parents who had children who already exited the system
were more aware of information they were not given or did
not know but, after the fact, regretted not having received
it.

Another parent said:

But I was not that happy with the program and more

unhappy. I think, at the end than I was at the

beginning because at the beginning I really didn't
know what I should be asking and what I should be
expecting. Then you'd hear other parents talk and

I1'd think, “"Oh!"

She suggested:

They should discuss those things about the future

and let them know some of the money implications.

...but nobody ever told me any of those things.
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Nobody even told me. Those are things they should

be discussing.

When asked why she thought she didn't receive the
information she wanted she said, "I honestly don't think
they have that information. They really don't have all that
information. They're wonderful at what they do, but they
don't have all the answers."”

Another parent repeated the sentiments of others in not
knowing what to ask, "We really didn't know what we should
be looking for, or what we should be doing, or whatever."

One parent wished she had known more about what options
were available after her child had graduated from high
school. She gave an example of knowing, after the fact,
that her daughter was eligible for a disability pension for
Special Olympics. She stumbled across this information by
chance. She also stated that she believed that the reason
the information she needed was not forthcoming was due to
teachers not being informed, not that they did not care.

She further wanted to know, and questioned why she didn't
know, other pieces of information. She asked “"What is L1
funding? What is happening with that money? Where is the
funding going to? Parents don't know where that money is
allocated."

Another parent related the lack of planning for the

transition for her daughter, "We had one meeting that 1
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remember - one meeting that we did some discussing about
[transition] and that was it. But I understood there should
have been more."

Another parent said, "I mean 1 think it's tough enough
out there for those kids and for their parents. At least if
you can get some information, anything will help. You have
to be well armed to face the world out there."

One parent said:

I don't think the school had enough information and, if

they did, I don't think we got enough of that

information...about the options down the road and

the kinds of things to do to get him ready. Our

biggest fear was what happens after he leaves school?

Another parent spoke about a multidisciplinary meeting
to discuss transition which was initiated with the best of
intentions but, in the end, she walked away without the
information she needed. She related, "It was fun to do.

But I felt it was very philosophical...and at the end of it
you say to yourself, 'What did I get from that?' She did,
however, concede that the different personnel she met in
that meeting was helpful to her.

A few parents believed that they were given a lot of
options and were given information on a lot of programs.
Some of the information was shared by schools, whereas other

sources of information were social workers or supported



146
employment personnel. A number of parents made specific
reference by name to individuals whom they have encountered
in the transition process and who made a huge difference in
terms of the information provided, or the assistance given.

Some parents were very pleased with the amount of
information they were given during the transition process.
One said:

Yes, I was very pleased because it was left to us

and we were given a lot of options. There were a

lot of programs out there...in fact we must have had

about five or six meetings in the last two
years...they were very good, very good meetings.

Most of the time they took anywhere from an hour to

two hours...and of course the first thing they asked
was probably the most important thing which was, "What

did we want for [child] when she graduated, you know,

what did we expect?"

Another concurred:

Not only was the information given over the phone

but in person and through notes. They did a really

good job in giving information out and making us
knowledgeable about whatever was out there. They
were really good because they gave us support
agencies. They gave us everything about the tax

deductions [and] the government. They gave us the
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whole spiel.... Everything was coordinated through

the school. That special education teacher was very,

very well put together.

Cooperation and collaboration with parents. Parents
recognized the need for their input, but at the same time
they emphasized an equal need for parents and personnel
involved in the transition process to work cooperatively and
collaboratively to meet the needs of their children.

Several parents suggested this was easier said than done.
One parent commented “You...come in and you really try to
work together as a team, but if parents don't really see eye
to eye I felt that you, basically, just got ignored."

Human element. Several parents suggested the human
element, that is the empathy and compassion, was lacking by
people involved in the transition process of their children.
One parent said, "The transition-to-work has a large
component that is neglected. It is very systematic but not
humanized".

Both parents of a young adult with severe, multiple
disabilities which greatly minimized independence
emotionally related stories of a lack of sensitivity and
compassion demonstrated by the medical community years ago
when the parents sought a diagnoses, information, and help.
While the anecdotes shared are not directly related to the

school-to-work transition it emphasizes some parents'
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associations with a lack of sensitivity in the system. One
of these, at the end of the interview, recommended that
personnel - whether the medical community, education or
community service agencies - demonstrate more tact and
compassion. The mother also recognized individuals who were
very helpful.

One parent wrote, "[Child] needs to have opportunities
to associate with a group of warm, supportive, caring,
accepting, Christian-like people who speak to her in the
same way that they'd speak to their own much-loved high
school age children."

Specific individuals involved in a youth or young
adult's transition process were mentioned often. Parents
mentioned specific individuals - teachers, guidance
counsellors, administrators, social workers, supported
employment personnel, instructional assistants, etc. - as
being key people who offered them the advice, guidance or
needed help given them or their child. 8Some parents had no
kind words for other personnel involved in the transition of
their son or daughter.

Feelings of stress. Most parents did not specifically
refer to feelings of stress they may have felt. There were
stories and anecdotes, and parents shared their thoughts.
From facial expressions, the tone of voice, and the

substance of the dialogue it appeared that parents felt
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feelings of stress, frustration, or bitterness. One parent
related:

Being involved in so many things and going out and
getting extra jobs because it cost you more money to
have {children with disabilities] at home. Like you
are supposed to take care of [children with
disabilities], bring in the extra money and be
involved [with organizations for people with
disabilities], to know what is out there and what is
happening...there should be stronger support for
parents...There are still parents out there who think
[children with disabilities] are going to be in
something. It gets worse and worse and worse. 1It's
not better.
Another parent spoke of his energy being zapped dealing
with day to day problems:
To me, I think a good way to describe the average
life of a family of special needs is pressure
scheduling. You deal with problems as they occur
and there are always problems occurring. And they
can, like a cancer, just eat away at your time and
your energy.
Intimidation. Two different parents spoke about
feeling intimidated by the whole transition process. While

parents did not believe there was any explicit intention by



150
professionals to try to be intimidating, the parents found
these meetings and interaction with transition personnel
somewhat frightening and unnerving. One parent was not
pleased with some of the approaches or transition plans but
she felt reluctant to make her views known. As she stated,
she "didn't want to ruffle any feathers."

Contact. The extent parents are contacted by school
personnel is important to them. Parents want to be kept
informed about their child's transition and progress on a
regular basis. One parent stated she feels very much a part
of the team when she is contacted for information or for
input. She expressed a wish for having been contacted on an
ongoing basis and not only when problems arise. She
referred to instances when she thought things were fine and
then she was contacted about crisis situations which
escalated without her knowledge.

The "system". Some parents have referred to schools
and community service agencies, the bureaucracy, government
programs, rules, regulations, and so on, generally and
collectively as the “"system". The system was not viewed
favourably when reference was made to it. One parent summed
up her view quite simply as "a system that isn't really."”

One parent also referred to "the system"” and flatly
stated that she let go of the system “"because the system

didn't work". She bluntly added, "The whole system sucks".
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What the parents want. Several of the wishes or
desires parents have were shared. Parents of young adults
who have already graduated from school have, in hindsight,
also made their wants known. Some of these have already
been alluded to, such as friendships, more academics, more
life skills training, more integration, less integration,
more information on funding, work and residential options,
more contact with the schools, more empathetic personnel
involved in the transition process, and more social skills
training. One parent believed there was too much support at
the school which led to helplessness by the child.

The majority of parents who participated in the
interviews and discussion groups make specific reference to
the importance of meaningful work and the hope that it will
be achieved.

While the number of hours worked or the amount of money
earned was not usually referred by parents, one parent did
express a wish that her daughter receive full time
employment in a paid position.

Some parents had preferences and goals for specific job
sites after graduation, whereas other parents knew that work
was important and desirable but had no specific preferences.
Parents did want the jobs to be meaningful for their
children and to be a source of pride and satisfaction.
Several parents said that what was most important was for

their children to be happy.
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While parents reiterated the importance of employment,
some parents viewed the type of employment as important as
well. One parent had higher preferences for the employment
of her child than she had expectations. She commented, "I
think it's sad that my son can only be a dishwasher or a
grocery helper or something like that. I'm sure that if
certain companies could be charitable and maybe pick one
individual and try to really train him to do something..."
One parent was disillusioned with the work experience
opportunities given her daughter:

I got the impression that it might have been the same

person that was looking for job experiences for the

other regular students and they were getting all the
good ones and our kids were getting what was left over.

That's the impression I got...and granted, our

skills are a little bit more limited and there

were some we couldn't take I suppose, but certainly

they were capable of a lot more than they were

given.

On the same note, several parents want to see, or would
have liked to have seen, more work options in terms of work
sites, work experiences, and work opportunities. 1In
essence, they wanted variety because they believed the
greater the options the greater chance their child would

find the optimum work school-to-work approach and most
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suitable work option.

One parent echoed this view:

The work experience program at the time was awful...in

a sense that there was no variety. It was the same

thing over and over again that the kids were offered to

do. The same experiences; the same placements.

Parents' recommendations and solutions. Parents
offered several recommendations to improve the school-to-
work transition process. One parent suggested, "Let's put
someone in the school division that oversees transitioning -
someone outside of the school division."

Other parents recommended increased exposure to a
variety of job sites and work situations. Several parents
recommended that the transition process begin early, such as
age 16, or even while the child is in juniour high school.
There was a consensus that this process is fundamentally
important to the ocutcome after graduation. Most parents
indicated that the process for their child began at about 16
years of age. Other parents criticised the fact that the
transition process did not start early enough.

Several parents indicated a need for consistency in
approaches and cooperation and collaboration between key
groups, such as schools, supported employment agencies,
social workers, businesses and, government. There was a

feeling that groups work in isolation and this leads to a
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breakdown in the transition process and a void following
graduation where there is inactivity. A parent emphasized
that personnel within the entire system needs to understand
the job market.

A restructuring of the individual education plan or the
individual program plan was recommended. Some parents felt
that, just prior to graduation, the format and emphasis of
this major meeting should reflect the impending graduation
and transition from school. A parent commented, "The
[individual program plan] doesn't deal with the tramsition
into the community...lI think the whole [individual program
plan] should change as the children get older. [Child's
individual program plan] hasn't changed since he was nine.”
She also reflected on her annoyance with the limited time
allowed her for the meeting, "...one hour is not enough
time...everyone is watching their watches. You are
discussing this whole kid's future for a whole year!"

Another suggestion was for parents to meet more often
with school personnel and not necessarily in large multi-
disciplinary meetings. As one parent recommended,
"...parents should be welcomed to sit down much earlier and
more frequently with the school, even every two months to
say '0.K., this worked, this didn't work', and do it
jointly."

Ancther parent recommended that schools:
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...articulate information and pass it on to families

because they don't do it soon enough and often

enough. It would give parents more time to deal with

the issues. 1It would also give parents more

confidence in the overall programming to them.

Some parents' recommendations were directed at the
provincial government. One parent recommended that, "...the
government should do something in taking the initiative of
inviting the big corporations to open their doors to the
handicapped in training."

Another parent recommended that:

..there needs to be a liaison person in the school

or in the community that you can go to and you can

sit down with and you can say, "Help me...There

should be a little handbook given to you when you

get to be a parent of a handicapped kid who gets to

be a certain age. This is the system. This is how

you access the system. This is what's in the

system. But of course there is nothing like that.

One parent whose son had a variety of work experiences
during high school which lead to no real job recommended
that there be more emphasis on job permanence.

Another recommendation was for a genuine
multidisciplinary, multi-agency approach to meet the needs

of the individual:
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...I think in educational and long term best

interests of the young people there should be some

sort of comprehensive plan - government, school

divisions, teachers, resource people - so that there

is sort of a work plan where school leaves off,

another agency is picking up. They know the

background of the individual, the supports, the

training, the job selection...

This parent also suggested that schools "have not
figured out how to enroll employers, how to make them
understand their obligation and their commitment to
students."”

It was suggested that schools often do not understand
the real working world and they need to find the means to do
so:

...but to actually go out and watch a student with a

job and to understand where that employer's focus is

coming from and whether or not that will lead to a

permanent paying job, they have a great difficulty

on a consistent basis of doing that.

One parent suggested that school divisions hire or
establish a "job person" who establishes contacts in the
community with businesses and employers, who establishes and
promotes interagency networks and who can share the

necessary information with the necessary people involved.
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Another parent suggested, "There needs to be, I think,
more emphasis in the school system, something that
encourages parents to get involved and not try to shut them

out, but rather to bring them into the process."
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Chapter PFive
CONCLUSIONS AND RECOMMENDATIONS
The purpose of this study was to examine the

perceptions of parents of youth and young adults with
cognitive disabilities with respect to the school-to-work
transition of their children. Data was accumulated through
mail-in questionnaires, interviews, and discussion groups.
The conclusions, based on the findings will be presented in
this final chapter. Recommendations to enhance the school-
to-work transition process and to better meet the needs of

youth and young adults, as well as their parents, will also

be made.
Conclusions and Impljications

The parents who participated in this study were, in
some ways, a diverse group. The disabilities of their
children varied in nature and severity. Their children
attended schools in five different school divisions and the
program delivery varied from student to student depending on
the school they attended and their individual disabilities.
Consequently, the experiences the parents had with the
transition process and the influences on their perceptions
varied. The one main commonality these parents had with
each other was that their sons and daughters were
transitioning or had transitioned from school to the adult

world. In the vast majority of cases, the world of work
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following graduation and the pursuit of it was a major
objective.

While so much of the focus in research on the
transition of young people from school is on the individual,
there has been a recent recognition that families as entire
units or systems also experience transitions (Mallory,
1996).

Several issues emerged from this study. While there
were differences of opinion from parents on various points,
such as integration versus non-integration and on the amount
of emphasis on academics versus life skills and work
experience, there were several themes. Many parents shared
similar perceptions and similar needs.

The majority of parents are concerned about employment
for their children after graduation. It is an area which
they view seriously and one which is the source of deep
emotions. That parents should have concerns about the
employment prospects of their children is not without
justification. There are indications that the prospects for
individuals with disabilities in the job market have not
been very good. It has been said that "joblessness, rather
than employment, is the norm among persons with
disabilities” (Will, 1984a, p. 15). There is other evidence
that the employment prospects among special needs students

who graduated from high school were somewhat dismal
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(Mithaug, Horiuchi & Panning, 1985; Agran, 1987; Edgar,
1987; Pilley, 1988; Chadsey-Rusch, Rusch & O'Reilly, 1991).

There are indications that the rate and type of
vocational placement in open employment for individuals with
severe/profound mental impairments is not encouraging, with
most placements being in sheltered workshops (Haring and
Lovett, 1990a; Horrocks, 1991; Richardson, Koller & Katz,
1988). There is a growing trend, however, for individuals
with disabilities to find work in community-based employment
(supported or competitive employment) as opposed to
sheltered employment (Frank & Sitlington, 1993). These
results suggest that individuals with disabilities can and
do succeed in a competitive job market. However, a
successful transition is very much dependent on sound
transition planning, follow-along, and follow-up practices
from school staff and adult service agencies, as Prank and
Sitlington (1993) also noted.

For a minority of parents, employment was not an issue,
however. For them employment was not a priority because of
the severity of the disabilities of their children. For
these parents, employment was, generally, not considered a
reasonable expectation. For them the priorities were to
promote, enhance and ensure other areas of significance in
the lives of their children, such as physical well being and

comfort, residential opportunities, and participation in



lel

community leisure, and recreational activities.

The majority of parents (71%) expected their children
to be working in supported or competitive employment
situations after graduation. Supported employment in recent
years has become an increasingly viable and valued option
(Hagner & Dileo, 1993). Only 21% of parents expected their
children to be working in sheltered employment situations or
not to be working.

The preferences parents had were similar but slightly
higher in terms of aspirations. The majority of parents
(84%) preferred their children to be working in competitive
or supported employment situations. A few parents (8%)
preferred sheltered employment or "not working"” situations
for their children.

The data suggests that sheltered employment situations
are not preferred and not expected. Work situations in the
community is the goal of most parents for their children.

The importance of work was rated highly. On a 5-point
scale, 71% of the parents rated work for their child after
graduation as very important. The reasons given for the
lack of importance attributed to work were almost identical
to the ones provided for the lack of concern for employment.
Namely, the severity of the disabilities presented different
priorities for parents and work situations were not high

priorities, if they were perceived as options at all.
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Parents were almost evenly split on the degree of
satisfaction they had with schools in preparing their
children for the transition to work and adult life.
Thirty-seven per cent of the parents were in the satisfied
end of the rating scale and 35% were found to be in the
unsatisfied end of the rating scale.

Despite this even split, the majority of the parents
(64.8%) believed their views were taken into account more
than they were not taken into account. The implication
appears to be that parents may feel that they are being
heard but that does not equate to being satisfied with
transitional outcomes.

Parents provided reasons in the form of stories,
anecdotes and related experiences for being less than
satisfied with the transition process. They included a
perceived lack of follow-through and commitment by
personnel, not being listened to, and unsatisfactory work
experience outcomes, as well as needs which were not met. A
sense that schools work too much in isolation and that they
failed to provide information on options and the
availability of opportunities within the community was a
view that was shared by a number of parents.

Johnson, Bruininks and Thurlow (1987) have argued that
the effectiveness of cooperative service planning and the

availability of needed adult services strongly influence the
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extent to which youth with disabilities reached their
desired employment goals. Some parents also referred to
inter-agency collaboration which was beneficial for their
children.

During the interviews and discussion groups, in
addition to being asked what their experiences were and
whether their child's needs were being met, parents were
asked to provide solutions. Parents were asked to provide
insight on what was helpful, on what they would like to see
take place to prepare their children for the transition to
work and adult life, and how best to meet their needs.
Parents offered suggestions and made some recommendations.
These included:

- better matching between jobs and students,

- the promotion of friendships,

- more community involvement,

- the provision of more information on options, funding,
opportunities,

- more involvement with parents by schools,

- a greater understanding by school personnel of the
intricacies of the transition process,

- more cooperation and collaboration between key groups,

- greater commitment by schools and more emphasis on
outcomes,

- greater sensitivity to the needs of parents, and

- a greater commitment from government in terms of meeting

the needs, including increased funding.
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Some of the suggestions parents made were consistent
with the findings from a study conducted in Winnipeg by
Penner, Douglas and Van Lieshout (1992). 1In that study, it
was suggested that there should be a greater emphasis on
practical work experience, greater access to community-based
work experiences, and that the transition to work should
begin before the student leaves school.

Parents have had a mixture of positive and negative
experiences regarding the transition of their students. For
some, the negative outweighed the positive and vice versa.
For some parents, the transition years had similarities with
earlier education experiences; for others, they were
different. Parents spoke about the frustrations they felt
in their interactions with the “system”, namely schools and
adult service delivery systems.

Recommendations

The transition from school to adult life for youth with
disabilities has been a priority for families, schools, and
rehabilitation services for well over a decade (Wehman,
1992). The transition from school to employment is a part
of the broader transition to adult life. Karan, Lambour,
and Greenspan (1990) contend that the transition is a
lifelong concept and it should not be viewed as applying to
any specific point in time. Educators need to examine their

priorities, and the procedures and components of the
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education process to determine what is most important in
transition planning (Morgan, Moore, & Salzberg, 1992). The
solutions to enhancing a smooth transition from school to
adult life has been investigated in previous research. A
common concern revolved around the provisions of linkages
from school to various community agencies (Knox and
Parmentier, 1990). What also emerged from Knox and
Parmentier’'s study is the view that those involved in the
transition process should be concerned with all aspects of
the life of someone with a disability, such as recreation
and friendship, and not just employment. These are
consistent with what parents have said in this study.

Parents have indicated that work alone is not enough.
In transition planning for students with cognitive
disabilities, it is imperative that a heightened awareness
be placed on identifying the aspects of life which provide a
further dimension of quality, in essence the overall gquality
of life. Similar sentiments have been echoed in the form of
career education (Kanchier, 1990; Meers, 1992) for students
with disabilities. Kanchier notes that the primary goal of
career education is to help individuals to meaningful and
productive lives in the occupational, interpersonal,
domestic, and recreational contexts. Parents recognize
this. Several have made it clear that friendships and

social networks for their children are priorities. Chadsey-
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Rusch, Rusch and O‘'Reilly (1991) noted targeted outcomes of
school-to-work transitioning of two models. In one model,
the goal was primarily employment, although other aspects of
adulthood, such as social and leisure activities were also
deemed important. In the other model, community adjustment
was the desired outcome of transition services of which
employment was only one of three components. The other two
components were residential adjustment and establishing a
social and interpersonal network.

While a successful transition to work should
incorporate a quality of life perspective, it depends on
what success means for the person measuring it. The success
of a school-to-work transition should not be based solely on
productivity and job retention. 1In addition to job-task
performance, the success of an employment outcome should be
measured from an ecological perspective, such as
integration, satisfaction with job, and economic benefits
(Gaylord-Ross & Chadsy-Rusch, 1991).

It should be remembered that the tramnsition from school
to work is but one aspect of the transition to adult life
for youths with cognitive disabilities. The transition to
adult life should not be evaluated entirely from the
employment perspective (Halpern, 1985; Steere, Wood,
Pancsofar & Butterworth, 1990; Wisniewski, Alper & Schloss,

1991).
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There should be increased interagency collaboration and
cooperation in the transitions of young people with
cognitive disabilities. This should include planning,
instruction, placement, as well as ongoing supports for the
individual. Parents have suggested that schools, at least
to some degree, work in isclation to the detriment of
successful and meaningful transition outcomes. Along the
same lines, schools, particularly school personnel who are
involved in the transition process, should have more access
to community resources,

Parents have criticized the lack of implementation of
transition practices. They have frequently said that the
transition plan looks good on paper but they often were not
followed through. Schools need to define the transition
approaches or practices that are used, they need to identify
a means of ensuring the implementation of the plans, and,
finally, they need to develop a means to identify and
measure the outcomes of the transition plan. In essence,
there needs to be an assessment of transition-related
outcomes. This would require follow-up practices of
graduates during the year following their graduation, in
addition to follow-along practices.

The sharing of information has been an issue frequently
cited by parents. Schools need to share a wide array of
information with parents. These would include employment

options such as supported employment agencies, community
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recreation and leisure options. The parents should be made
aware of the availability of support groups and
organizations for individuals with disabilities. Government
programs, policies and procedures should be made available,
including the funding procedures and practices. Parents
have a right to know that. Access to such information may
alleviate some of the stress experienced by parents. Recent
research suggests that some parents of individuals with
disabilities experience added stress during periods of
transition (Baxter, Cummins & Polak, 1995). That research
also identifies a lack of consultation and a lack of
information as being a source of the stress.

With such an overwhelming amount of useful information,
schools and transitional personnel should have a database or
a written synopsis of these options. A pamphlet or booklet
on these options and services should be made available to
parents during the transition years. The development of
such a transition booklet would be a worthwhile endeavour
for schools or school division to pursue. Some parents have
been given much information, but some parents have been
given very little.

8chools or school divisions should consider hiring or
appointing someone to the role of an employment
specialist who would have the knowledge and expertise to

develop linkages with the communities, is well-versed
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on the options and supports available, and who can be a
liason between parents, the business sector and community
adult service personnel. In addition, this employment
specialist should have the means and knowledge to access all
of these sources. They must be skilled in marketing the
services of their students, of matching students to work
situations, and addressing the concerns of parents and
business personnel.

With the necessity of cooperation and collaboration of
key groups it is necessary to have a coordinator. Schools
are ideally suited to coordinate the transitional efforts
and they should assume that responsibility.

Parents have gquestioned the effectiveness of teachers
involved in the transition process or delivery. That does
not necessarily mean that teachers are incompetent, nor does
it mean they are ineffective. It does suggest, however,
that the expectations of parents are often not met. Parents
also harbour views that their input is not acted upon.

There seems to be a need for better communication between
schools and parents. The expectations, preferences, and
priorities of parents need to be understood. Conversely,
parents need to be made aware of the role, objectives, and
perhaps limitations of the school in terms of funding and

manpower.

Parents should be contacted on a more regular and
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informal basis and not necessarily only at times of large
multi-disciplinary meetings. Parents need to be kept
informed and they need to know that the schools want them to
be informed and want their input.

Repetto and Correa (1996), in their assessment of
critical transition practices, have suggested many of the
components which the parents of this study suggested. These
include long-term and short term goals, special education
and related service needs, projected dates for initiation
and duration of services, and objective evaluation
procedures. Further, the components must be outcome
oriented, there must be consideration given to community and
adult living experiences, and there must be participating
agency responsibilities and linkages.

There should be early transition planning, beginning at
age 16 at the latest. The age of 14 has been suggested as a
starting age for transition planning (Johnson, Thompson,
Sinclair, Krantz, Evelo, Stolte & Thompson, 1993).
Considerations for Future Research

There is little information on the extent and nature of
employment retention in supported employment programs.

There is wide agreement on the benefits of supported
employment programs to youth and young adults with
disabilities. A premise of supported employment is that it

should be available for individuals regardless of the
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severity of their disabilities. The low expectations of
some parents and the belief that their children at work is
not a feasible option raises some questions about the
universal application of supported employment for all
individuals with disabilities.

Parents have said that friendships and social networks
are important for the well being of their children. Those
components in the transition to work and adult life improve
the quality of life. There is a need for more research that
not only measures the outcomes, but also defines the quality
of social lives experienced by transitioning youth (Chadsey-
Rusch & Heal, 1995).

While this study has dealt with the perceptions of
parents, there is a need to ascertain the perceptions of
youth and young adults with disabilities in terms of the
school~-to-work transition. Also, there is a need to
determine the perceptions of teachers who are involved in
the transition process.

Summary

The parents in this study, through their perceptions of
the school-to-work transition process, have provided some
needed input into the transitional practices in use today.
Their experiences and suggestions have been transformed into
the following recommendations, some of which were adapted

from Johnson, et al. (1993) and Smith, Edelson-Smith, and
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Stodden (1995):

- provide information to families on school and community
services, adult services and employment options,

= increase parent participation levels in transition
planning,

- provide for early transition, at 16 years at least,

- emphasize friendships, social networks, and leisure and
recreational activities in the transition,

- address all transition areas and seek clarification on
parents’' expectations, preferences and priorities,

- ensure parents know what role the school plays in the
transition process,

- conduct follow-up and follow-along studies,

- anticipate students' needs for adult services and
support,

~ provide leadership and coordinate the efforts in the
transition process,

- assist parents in recognizing the importance of their
input and contributions,

- address parents' concerns regarding future employment,

- develop a transition handbook and develop expertise in
the area of transition, and

- increase commitment and funding by the government.
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Appendix A
April 7th, 1994

Dear Parent:

I am writing to tell you about a research study designed
to examine the perceptions of parents of children with
disabilities with respect to the school-to-work transition.
The results of this study will be used to complete my master's
thesis in education at the University of Manitoba, Faculty of
Education. The purpose of this letter is to tell you a little
about the research study and to invite you to become a part of
it.

The role of parents in the transition process is an
important one. Parents can offer valuable insights into the
positive or negative aspects of the school-to-work transition.
Knowledge of the perspectives, concerns, needs, expectations
and priorities of parents may lead to a better understanding
by school personnel and community service workers and enhance
the transition process.

This study is a part of the "Manitoba Transition Project:
From School to Work and Adult Life" research project in which
you are already participating. Parents agreeing to
participate will be sent a questionnaire in order to gather
some background information as well as to learn about parents'
perceptions. Completing the questionnaire should take
approximately 15 to 30 minutes of your time. It will be
understood that non-return of the questionnaire will
constitute non-participation in the study.

Of course, your participation in this aspect of the
project is entirely voluntary. You may refuse to participate
or you may withdraw from the study at any time. Your decision
to withdraw would not, in any way, penalize you or your child.
Your names will not be used when the study is written up and
your identities and the information you provide will not be
divulged to anyone other than the research team of the
Manitoba Transition Project.

In addition, a number of parents or sets of parents, who
agree to complete the questionnaire might be invited to
participate in one of two or three in-depth discussion groups
with several other parents. The discussion groups will be a
means for parents to comment or elaborate on issues emerging
from the guestionnaire.

Only parents who have previously agreed to participate in
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the discussion group phase of the study might be approached
for this. The time and location of the discussion group would
be agreeable to all. Participating in the parent discussion
group could take from one to two hours of your time. Parents
will receive a list of issues we would like you to think about
before the scheduled discussion group. With parents'
permission, I would like to video tape the discussion group.
The video will remain a confidential source of information
within the Manitoba Transition Project. Once the research is
completed, however, the video tape will be destroyed.

It might be necessary to conduct individual interviews
with some parents to discuss their views on the school-to-work
transition of their child. However, as with the discussion
group participants, only parents who have previously agreed to
participate in an interview might be approached. The
interview may take one to two hours of your time.

The topic of the questionnaire and the discussion group,
in general, is school-to-work transition experiences
surrounding your child, as well as your perceptions of the
transition process.

After the information has been analyzed, all participants
will be provided with general information pertaining to the
study's findings.

For more information please contact:
Harold Hoffmann

74 Pirson Cres.

Winnipeg, Manitoba

R3V 1R4

Tel. 261-6320

Thank you for considering this opportunity to participate.

Sincerely yours,

Harold Hoffmann
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Appendix B
Harold Hoffmann
74 Pirson Crescent
Winnipeg, Manitoba
R3V 1R4

April 27th, 1994
Dear Parent,

Earlier in April you were sent information about a
research study designed to examine the perceptions of parents
of children with disabilities with respect to the school-to-
work transition and to invite you to become a part of it.
Included with the information package sent to you was a
questionnaire, a consent form, and a stamped, self-addressed
envelope. The purpose of this letter is draw your attention
once again to the information package.

If you would like to participate in the questionnaire
phase of this study, please sign the consent form and return
it to me along with the completed questionnaire. If you
prefer not to take part in the study, please indicate that
preference in the appropriate place on the consent form.
Either vay, regardless of whether you wish to take part in the
study, returning the consent form would be much appreciated.

In the event that the original information package was
not received by you, please contact me and I will send out
another one to you immediately.

If you have already responded, please disregard this
letter. Also, if you have any questions, do not hesitate to
contact me.

Thank you for your cooperation.

Sincerely yours,

Harold Hoffmann

TELEPHONE 261-6320
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Please indicate your willingness to participate in the

questionnaire phase of the study on this consent form and
return it toc me.

(Please check)

Yes, I would like to participate in the questionnaire phase of
this study. —_—

Signature of consent

No, I would prefer not to participate in this study.

\'4 iej te

thi i closed

Thank you for your cooperation.

Harold Hoffmann
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Appendix C
PARENT QUESTIONNAIRE
Please answer every question and circle or check off only one
choice for every question. Peel free to elaborate or to add
any additional comments in the spaces provided.

Please consult the Glossary of Terms if you are unsure about
what is meant by some of the terms used.

When you have completed the gquestionnaire please mail it with
the accompanying self-addressed, stamped envelope.

Background Inf ti :

1.0 Full Name of Parent Date:
1.1 Gender M P
1.2 Relationship to Parent

Child: Guardian

Foster Parent
Other (Please specify)

1.3 Age of Parent: under 41 years
41 - SO
51 - 60
61 - 70
over 70

nu

1.4 Please describe the nature of your child’'s disability.
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1.5 Please indicate the degree to which your child's
independence is limited by his or her disability?

not limited 1 2 3 4 S very limited

Comments:

1.6 Which school placement best describes your child's
current program?

Regular class ____
Special class

Combination regular class/special class
Special school
Other (please describe)

Parent Perceptions:

2.0 Please indicate the type of work you expect your child to
be engaged in soon after graduation.

work in competitive employment

work in supported employment

work in sheltered employment (example: sheltered
workshop)

not working

other (please comment)

————

Comments:




206

3.0 Please indicate the type of work you prefer your child to
be engaged in after graduation.

work in competitive employment

work in supported employment

work in sheltered employment (example: sheltered
workshop)

not working

other (please comment)

—
——
——
——
——

Comments:

4.0 Please indicate how important is it for your child to be
working after he or she graduates from school.

not important 1 2 3 4 5 very important

Comments:

5.0 Please indicate the extent you are concerned about your
child's employment situation after he or she graduates
from high school?

not at all concerned 1l 2 3 4 S very concerned

Comments:
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6.0 Please indicate the extent you are gatisfied that schools
are doing, or have done, a good job preparing your child
for the transition to work and adult life.
not at all satisfied 1l 2 3 4 S very satisfied

Comments:

7.0 Please indicate the extent you are satisfied with your
involvement in your child's school-to-work tramsition

planning.

not at all satisfied 1 2 3 4 5 very satisfied

Comments:

8.0 Please indicate the extent of involvement you would like
to have in your child's school-to-work transition

planning.
I would prefer not to 1 2 3 4 S I would prefer to
be actively be actively
involved involved

Comments:
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9.0 Please indicate to what extent you think your views and
wishes are taken into account with regards to your
child's school-to-work transition planning.

not at all taken 1 2 3 4 5 very much taken into
into account into account

Comments:

10.0 Have you ever played a role or been involved in the
advocacy or training of students with disabilities?

not at all involved 1l 2 3 4 5 very much involved

Comments:

Por clarification on any items in this gquestionnaire please
contact:

Harold Hoffmann

74 Pirson Crescent
Winnipeg, Manitoba
R3V 1R4

TELEPHONE 261-6320 (HOME)
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Appendix D
GLO. Y OF

ASPIRATIONS: refers to a goal or position which is strived
for; idealized expectations of potential and prospects; what
you wish to see happen.

AUTONOMY : refers to being able to decide how or when to
perform the work; essentially a form of independence at work.

COMMUNITY-BASED WORK SITE: refers to an actual work site in

the community where individuals acquire work experience.

DISABILITY: refers to a limitation ¢of function that results
from an impairment of a specific organ or body system.

EMPLOYMENT OPTIONS:

SHELTERED _EMPLOYMENT: refers ¢to employment in a
controlled environment where payment is typically less than
minimum wage and there is minimal integration. Co-workers are
usually individuals with disabilities.

SHELTERED WORKSHOP: refers to a non-profit,
charitable organization or institution c¢onducted for the
purpose of carrying out a recognized rehabilitation program
for workers with disabilities. Wages are typically low and
the environments are segregated from workers without
disabilities.

SUPPORTED EMPLOYMENT: refers to paid work that occurs in
normal, integrated business environments for persons with
disabilities. It provides long-term permanent support
throughout the duration of employment in case problems occur
and retraining is needed.

COMPETITIVE EMPLOYMENT: refers to unsubsidized employment

where payment is at or above the minimum wage and work is
generally performed in an integrated work site.

EXPECTATIONS: refers to what you think will realistically
happen; the likelihood of something happening.

INTEGRATION: refers to individuals with disabilities being
with individuals who do not have a disability (such as at
school or work).
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INTEGRATED WORK SITE: refers to working in a location where
workers without a disability work. It is the opposite of a
segregated setting catering to a special population.

PREFERENCES: basically refers to one's first choice; what one
selects, favours or wants.

QUALITY OF LJIFE: refers to the concept of viewing an

individual's total life situation as opposed to narrowly

focusing on one aspect at one point of time. Dimensions of

quality of life may include:

1) physical well being including health and fitness

2) cognitive well-being including personal satisfaction,
material well being including adequate income, a home and
transportation

3) social well being including membership in a community,
choice, respect, competence and valued relationships

4) recreational opportunities

5) employment

6) residential opportunities.

SOCIAL SUPPORTS: Interpersonal transactions involving support
or assistance in some form (this may include help, support or
input from community services, agencies, school personnel, and

family).

VOCATIONAL EDUCATION/VOCATIONAL TRAINING: refers to specific

coursework or training which assists students to acquire, to
some extent, interpersonal skills, communication skills,
adequate work habits, specific vocational skills and general

employability skills.

Thank you for your participation!
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Appendix E
Harold Hoffmann
114 Smuggler's Cove
Winnipeg, Manitoba
R3X 1R7

April 19th, 1996

Dear Parent,

In April, 1994 you became involved in a research study
designed to examine the perceptions of parents of children
with disabilities with respect to the school-to-work
transition. The results of the study will be used to complete
my master's degree at the Faculty of Education, University of
Manitoba. The purpose of this letter is to give you an update
on the progress of this study and to invite your participation
in the next phase of the study. Despite the delay in the
research of this project due to personal reasons, for which I
apologize, I assure you I am keen to proceed. The research is
continuing as planned with the full support of Dr. Richard
Freeze of the "Manitoba Transition Project: From School To
Work and Adult Life" in which you participated.

In the first phase of the study, parents who consented to par-
ticipate were sent a questionnaire designed to illicit some
demographic information as well as information about their
perceptions on the school-to-work transition of their child.
Thank you for your responses. The results of those
questionnaires have been tabulated and analyzed.

The next phase of the study is to invite your participation in
one of two or three in-depth discussion groups with several
other parents. The discussion groups will be a means for
parents to comment or elaborate on issues which emerged from
the questionnaire. Parents who can not or prefer not to
participate in a discussion group are invited to participate
in an individual interview with myself, also to elaborate on
issues which emerged from the questionnaires. The discussion
group or the interview could take from one to two hours of
your time.

Only parents who have previously agreed to participate in the
discussion group phase of the study will be approached or con-
tacted for this. The day and time of the discussion group
would be agreeable to all. The location, if agreeable to
participants, will be my home. Parents will receive a list of
issues to think about before the scheduled discussion group
(or interview).
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The topic of the discussion group (or interview), in general,
is school-to-work transition experiences surrounding your
child, as well as your perceptions of the transition process,
at the time the guestionnaire was completed - and since.
General issues which had arisen from the questionnaires will
also be shared with you.

The information from the discussion groups or interviews will
be analyzed as well as compiled with the information
previously provided through questionnaires. By the end of the
summer all participants of this research project will be
provided with general information pertaining to the study's
findings.

I would like to facilitate the discussion groups or meet
individually with parents for the interview from the middle to
the end of May on days and at times convenient to the parents.
Therefore, as soon as you can, please complete the form on the
following page indicating your willingness to participate in
the discussion group, or the interview, and return it to me in
the enclosed envelope.

Of course, your participation in this aspect of my study is
entirely voluntary. You may refuse to participate further and
you may withdraw at any time. Your decision to withdraw would
not, in any way, penalize you or your child. Please note that
the information was and will be confidential. Your names will
not be used when the study is written up and your identities
and the information you previously provided, or will provide,
will not be divulged to anyone other than the research team of
the "Manitoba Transition Project: From School to Work and
Adult Life" in which you participated.

This study is conducted with the belief that the insights and
experiences parents can offer about the positive and negative
aspects of the transition from school to work and adult life
are valuable. A knowledge and awareness of the perspectives,
concerns, needs, and priorities of parents may lead to a
better understanding by school personnel and community service
workers of the school-to-work process from the parents'’
perspective. It is hoped that the information can enhance the
school~-to-work transition process.

Again, I thank you for your earlier participation in the ques-
tionnaire, for considering to participate in the discussion or
interview phase of the study, and for your patience during the
previous delay of progress.
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Please do not hesitate to call me for more information or if
you have any questions.

Sincerely yours,

Harold Hoffmann
"TELEPHONE 253-1681

Please indicate your willingness ¢to participate in the
discussion group phase of the study on the consent form and
return it to me.

(Please check)

Yes, I would like to participate in the discussion
group phase of this study.

Signature of Consent

(AND/OR)

Yes, I would like to participate in the interview.

Signature of Consent

No, I prefer not to participate further.

Regardless of whether or not you have consented to participate
in the discugssjon group or i jew ease tear off and
return this page to me in the enclosed self-addressed and
stamped envelope.

Thank you for your cooperation.

Harold Hoffmann
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Appendix F
Harold Hoffmann
114 Smuggler's Cove
Winnipeg, MB R3X 1R7

May 20th, 1996
Dear Parent,

Thank you for agreeing to participate in a parent discussion
group. If you haven't already been contacted regarding the
day and time of the meeting you will be shortly.

As I indicated in the previous letter to you, the topic of the
discussion group, in general, is school-to-work tramsition
experiences surrounding your c¢hild, as well as your
perceptions of the transition process. As parents, your
insights and perceptions of your child's transition from
school to work or adult life are valuable. Therefore, the
emphasis of the discussion group will be for you to elaborate
on questionnaire findings and anything relevant to the issue.

Hopefully one of the following days and times will be
convenient for you.

P Wednesday, May 29th at 7:00 p.m.
or

Thursday, May 30th at 7:00 p.m.
(or)

Saturday, June lst at 7:00 pm.

You will be contacted, if you have not been already, to
confirm a date.

Enclosed you will find a map to my house. 1If you aren't sure
about the directions or the location don't hesitate to call
me.

You will also find some general questions or '"discussion
issues” which are meant to provide a focus for participants.
They were found to be of relevance to the school to work
transition from on the findings of the questionnaire as well
as from some of the comments made. They are there for you to
think about.

If you have any questions or concerns, or if you would like
some more information, please call. If no one is home the
answering machine will be on and I will get back to you as
soon as I can.

I look forward to meeting you.

Sincerely yours,
TELEPHONE 253-1681
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Appendix G

DISCUSSION ISSUES

How do you think parents want to be involved in the school-to-

work transition process?

What is the best way to enlist your support and meet your

needs?

How beneficial is (or has been) the high school program in

preparing your child for the transition from school to work?

How beneficial have work experience or work preparation

programs been?

Have your child's needs been met?

What has been helpful or effective and what hasn't?

Do you think parents are adequately informed about their

child's school program, vocational options, community linkages

and supports?

What information would you, as parents, like to have
(regarding options for school and options for after

graduation?)
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What would you like to see take place in school and during
transition planning in order to prepare your child for life

after graduation?

What are the concerns you have over your child's transition

from school to work and adult life?

What challenges does your child encounter in the transition

process?

Are there any solutions?
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