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Introduction

Current evidence about the transition to adulthood for youth with disabilities indicates
that the process is extremely challenging. While there are substantial personal challenges
such as physical, sensory, cognitive and communicative limitations, environmental
barriers often present the most significant challenges for transition (Committee on
Disability in America, 2007; Stewart et al. 2006). Also, policies, systems and services
tend to be uncoordinated or fragmented and youth with disabilities and their families lack
the information needed to navigate the transition successfully (Committee on Disability
in America, 2007; Learning Disabilities Association of Canada, 2007). As a result of
challenges, and the difficulty youth experience in accessing supports, many transitions
are not successful (Wagner et al. 2005). This limits opportunities for full participation in
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adult life (Stewart 2006; While et al. 2004). Stories from youth and parents indicate that
they feel like they “have been dropped off a cliff” once they reach adulthood (Stewart et
al. 2001).

Most of the literature about transition to adulthood that has been published in the past ten
years is descriptive or conceptual in nature, although the number of ‘studies’ is slowly
increasing. Furthermore, the primary focus of the literature has been on identification of
the barriers facing youth with disabilities as they make the transition to adulthood
(Algozzine et al. 2001; Betz 2004; Wagner et al. 2005; Young 2007). Much of the
literature describes a service perspective that views transition as a process that seeks to
meet the needs of youth with special needs as they move from childhood to adult services
(Blum et al. 2002; Reiss and Gibson 2002). Recent literature however acknowledges that
transition to adulthood is more than just a service approach, as it involves a process of
taking on new roles and adapting or changing existing roles (King et al. 2005; Osgood et
al. 2005) for youth and their families. A holistic, lifelong view of transition is an
important principle of any service or support for youth with disabilities, and fits well with
current views of family-centred/client-centred practice in child and youth health (King et
al. 2005).

With the dramatic growth in published literature on this topic in the past decade, there is
a need to keep up with the current evidence that is emerging. This article outlines the
findings from a comprehensive review of the literature conducted in 2008 that includes
all aspects of the transition to adulthood, not simply transition services, and for youth
with all types of disabilities. The discussion section synthesizes the current evidence from
the literature to make recommendations for services, supports and research.

Methodology

A comprehensive search of literature about transition to adulthood for youth with all
types of disabilities included databases from health, medicine, psychology, education and
social sciences, and North American and international databases. The search
encompassed policy, services, research and community-based articles.

Inclusion and exclusion criteria were established by the research team (see Figure 1).
Search keywords developed from the inclusion criteria were combined with terms related
to transition to adulthood, including transition; transition to adulthood; emerging
adulthood; growing up; work/employment, life skills, postsecondary education/training,
and independent living. The research team also searched through the reference lists of
retrieved articles.

It was decided to focus this review on the published literature from the year 2000 and on,
as there has been a dramatic growth in the literature on this topic and the research team
wanted to identify ‘current best evidence’ for this project.

The initial search resulted in a compilation of abstracts of articles, which were then

reviewed by the research assistant and principal investigator to determine if they met
inclusion criteria. Accepted articles were retrieved in full and reviewed to determine final
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acceptance of each article for this project. All accepted articles were then entered into
RefWorks, which is a web-based program for organizing references. A descriptive review
process was utilized by the research assistant and principal investigator through which a
number of key themes/ categories about the topic of transition to adulthood for youth
with disabilities emerged. Articles were organized by these themes and presented to the
research team for a critical review and discussion. The findings of the literature review
are presented below by the themes/categories that were agreed upon by the research team.

Findings

Over 500 published articles about the transition to adulthood for youth with disabilities
were identified in the initial search; however many articles, as well as books on this topic,
were found to be purely theoretical or conceptual in nature. The published literature that
was selected and reviewed for this report is ‘evidence-based’. The research team chose to
take a broad view of evidence that includes research findings, as well as evidence about
programs, services and policies, and perspectives of patients/clients (Haynes, Devereaux
and Guyatt 2002). This broad view of evidence resulted in the inclusion criteria being set
(Figure 1) and the following types of published literature being accepted: (a) articles that
provide evidence from research studies, program evaluations, or descriptions (non-
conceptual/theoretical) of services, programs or legislation related to transition; (b)
reviews of the literature and/or programs; and (c) information briefs that summarize
research, programs, or legislation.

Five themes or ‘categories’ emerged from the research team’s review of the accepted
literature. The themes represent the common issues and foci of current evidence-based
literature (years 2000-2008) on transition to adulthood for youth with disabilities.

Theme 1: Current Experiences and Outcomes

The published literature since 2000 has provided a comprehensive picture of youth with
different types of disabilities. Articles cite negative experiences and outcomes for youth
with disabilities generally, such as failing to achieve their goals or to meet the role
expectations of young adults (Baltodano et al. 2005; Beresford 2004; Committee on
Disability in America 2007; Wagner et al. 2006; Wittenburg and Maag 2002). Although
youth with disabilities have the same aspirations and dreams as those without disabilities
(Burchardt 2004), a gap between their aspirations and outcomes has been described in
several articles. Follow up and follow through (i.e. longitudinal) studies have provided
generic descriptions of the experiences and needs of different youth populations (Betz
2004; Wagner et al. 2006). The telling finding of these studies is that, despite some
different experiences related to a specific disability or population, the overarching issues
and outcomes related to the transition to adulthood are similar. These common
overarching issues are the themes of this report.

Many articles focus attention on one ‘stakeholder’ group, such as youth, parents, service
providers or community members. The unique perspectives and experiences of each
group are presented below.



Youth with disabilities have reported that they have similar aspirations to their
counterparts without disabilities, but there are more obstacles during the transition to
adult life. The literature often reports youth with disabilities having limited opportunity to
participate in assessment and planning services, particularly in relation to educational and
career planning (Hitchings et al. 2001). Recent studies have focused more on identifying
meaningful and important outcomes from the perspective of youth, including community
participation, self-determination, inclusion, and quality of life (Algozzine et al. 2001;
Kraemer et al. 2003; Powers et al. 2007).

Many articles focus on one population of youth, including those with learning disabilities
(Cameron and Murphy 2002; Learning Disabilities Association of Canada 2007; Salmon
and Kinnealey 2007; Ward et al. 2003); health/medical conditions (Anderson et al. 2004,
2006; Betz 2004; Lotstein et al. 2005; O’Leary et al. 2004; Ostlie et al. 2007; Saigal et al.
2006; Verlinde et al. 2004); developmental disabilities (Betz and Redcay 2002;
VanNaarden Braun et al 2006; Pavey 2005; Rapanaro et al. 2008); mental health and
behavioural challenges (Armstrong et al. 2003; Carter and Lunsford 2005; Carter et al.
2006; Corbett et al. 2002; Feldman et al. 2004; Vanderstoep et al. 2000, 2002; Wagner
and Davis 2006) and deaf/blind youth (Canadian National Institute for the Blind 2006;
Nagle 2001; Shroedel and Geyer 2000). Upon review, the research team noted that
although each population may have unique needs, the findings are often very similar in
terms of the challenges and negative outcomes, such as unemployment and social
isolation (Committee on Disability in America 2007; Murray 2003; Stewart et al. 2001).

There is a notable paucity of evidence-based literature on the experiences and outcomes
of youth with severe disabilities, including chronic medical conditions, blind and deaf
youth, and those with severe developmental disabilities and emotional problems. Recent
literature has recommended that these populations receive more attention.

Parent perspectives have also been studied (Conti-Ramsden et al. 2008; Cooney 2002;
Glidden and Jobe, 2007). For example, in one qualitative study, parents of high school
students with disabilities were found to be more pessimistic about their child’s future
than parents of students without disabilities and they may experience more challenges
with role changes (Magill-Evans et al. 2005). In other research, parents report a lack of
information about future options for their child. Recent studies indicate that parents
benefit from being actively involved in transition planning, as they can then help their
child more in making decisions and planning for the future (Goupil et al. 2002). There is
also some evidence that individualized funding options can help many families find the
best supports (Lord and Hutchison 2003). Parents have also identified important
outcomes of the transition process from their perspective, such as community inclusion
and citizenship for all young adults with disabilities (Lord and Hutchison 2003).

Studies identify some differences between service providers and parents concerning
both the level and type of provider involvement (Geenen et al. 2003), which suggest a
need for health care providers and parents to have open discussions about transition
planning. In other articles, health service providers and educators identify a lack of
knowledge about options available for young adults after they leave high school or



pediatric services (Goupil et al. 2002). This suggests that education and training of
service providers is important.

Very little published literature was found about the perspectives of adult community
members, such as employers. One article described community capacity building as an
approach that informs adult community members about the strengths and assets of youth
with disabilities (Wynn et al. 2006). There is also an increasing amount of descriptive
literature about the influence of societal attitudes and expectations on the participation
and inclusion of people with disabilities in general, but there is little research on this,
especially in relation to youth with disabilities.

Theme 2: Different Types of Transition

A majority of the literature focuses on the transition to and from services or systems.
Health care/medical service transitions or ‘transfer of care’ publications are predominant
in most countries (Baldassano et al 2002; Bell 2007; Betz 2004, 2007; Binks et al. 2007;
Blum et al. 2002; Bolton-Maggs 2007; Canobbio and Higgins 2004; Freed and Hudson
2006; Kaufman and Pinzon 2007; Kingsnorth et al. 2007; Lotstein et al. 2005; Pacaud et
al. 2005; Radovick and DiVall 2007; Reid et al. 2004; Robertson et al. 2006; White 2002;
Wojciechowski et al. 2002; Young et al. 2007). There is also a growing body of literature
on transition within mental health services (Baltodano et al. 2005; Davis et al. 2006;
Jonikas et al. 2003; Richards and Vostanis 2004), post-secondary education systems
(Burchardt 2004; Kohler and Hood 2000; Neubert 2001), and developmental services
(Alpern and Zager 2007; Community Living Research Project 2006; Mirfin-Veitch
2003). Several reviews include a broad representation of services/systems (Cavin et al.
2001; While et al. 2004). These review articles summarize a growing knowledge base
about the needs of young people and parents when they transition from one service
system to another. This has led to the identification of success factors for any transition
service. These factors include starting early with youth and families to plan for the future,
working in a collaborative team approach with the youth at the centre of the team,
providing useful and accessible information and education, and providing ongoing
supports before, during and after the transition period. (Betz 2004; Ikiugu and Ciaravino
2006; Stewart et al. 2006)

Recent literature is making a distinction between service/system transitions and the
natural or ‘developmental’ transition that all youth, including those without disabilities,
go through (Beresford 2004; Community Living Research Project 2006). This other type
of transition is referred to in the literature as “developmental” or “lifecourse” transition
and this literature focuses on the natural process that all youth go through. The other term
that is being used in several countries to describe this developmental stage of life is
“emerging adulthood” (McDonagh 2006). Literature on this type of transition is sparse
but growing, as there is increased recognition that all aspects of a young person’s life
need to be addressed for success (Committee on Disability in America 2007; Learning
Disabilities Association of Canada 2007).



Theme 3: Domains of Transition

Many articles and resources focus on one specific or particular domain of transition. The
domains relate to the main ‘events’ of the transition to adulthood for all young people.
The primary domains identified in the literature include employment, education and
training, independent living, and social/ community life.

Employment domain

Within the employment domain, most literature is on *“school to work”. For example,
education-to-labour market pathways indicate that the presence of a long-term condition
is a ‘hindrance’ to further education and thus to future employment (Hango and de
Broucker 2005). Some young people with disabilities have reported choosing the type of
employment based on the ability of the employer to provide equity and accommodations
(Canadian Centre on Disability Studies 2004). Strategies to address school-work
transitions are also described in the literature. They include the need for interprofessional
and inter-system efforts; real-life experiences and opportunities for work through situated
education; and the development of student-focused strategies such as collaboration and
data-driven decision-making for service providers (National Secondary Transition
Technical Assistance Centre (NSTTAC) 2008).

Education domain

This domain includes both secondary and post-secondary systems. A great deal of
literature in this domain is from the United States. The literature stresses the importance
of starting transition planning and services early in high school when services are free
and accessible, and youth have time to participate in valuable experiences (Izzo and
Lamb 2003). Recent articles also challenge educators and others to focus more on
transition planning and career development than just job finding skills (Shroedel and
Geyer 2000). Other reviews identify the importance of post-secondary education for
successful adult outcomes and the need for careful transition planning to ensure success
(Wagner et al. 2006).

Living domain

Most of the literature about the transition out of the parents’ home is focused on
‘independent living” services and supports (Hendey and Pascall 2001). The literature
from several countries supports the need for more research in this area, and the need to
identify a range of options for young people (and their parents) who want to live away
from the family home (Blacher 2001; Hendey and Pascall 2001).

Social and community life domain

This domain covers a broad range of transition outcomes and activities, including
community recreation and leisure activities, social relationships, marriage and parenting.
Literature reviews address this domain when examining transition to adulthood broadly,
and they identify this domain as essential to successful and satisfying adult living
(Lehman et al. 2002). In many cases this domain is acknowledged as one that does not
receive enough attention (Armstrong et al. 2003; Cooney 2002; Hughes 2001). Further
research in this area is needed.



Theme 4: Factors that Influence Transition - Barriers and/or Supports

The literature offers a great deal of evidence about the different factors that influence the
transition to adulthood for youth with disabilities. Factors can be facilitators/supports or
barriers/inhibitors. Most of the literature describes factors related to either the
person/youth, or to the environment.

Youth factors — Risk factors/barriers

Several reviews and reports cite conditions, including physical, mental, behavioural,
sensory, developmental and learning disabilities to be strongly correlated with school
non-completion and other negative outcomes of transition (Baltodano et al. 2005; Binks
et al. 2007; Community Living Research Project 2006; Learning Disabilities Association
of Canada 2007; Vander Stoep et al. 2000). The influence of the type of disability has
been reported in several published studies, and statistical evidence indicates that type of
disability can affect the process and outcomes of adult transitions (Caton and Kagan
2007; Van Naarden Braun, Yeargin-Allsopp and Lollar 2006; Wells, Sandefur and Hogan
2003). Some articles also report increased risk of negative outcomes with a high level of
severity of different types of disability (Community Living Research Project 2006; Bowe
2003; Canadian National Institute for the Blind 2006; Caton & Kagan 2007; Wong 2004).
Other authors however caution that disability is only one factor in a complex process
(Burchardt 2004). These findings indicate that the evidence to date is inconclusive about
the influence of type of disability.

Numerous other personal characteristics have been cited in the literature as risk factors
for youth. For example, some research has found that gender may be a risk factor, as
there are significant differences in transition outcomes between men and women with
disabilities (Berge et al. 2007; Jonikas et al. 2003; Powers et al. 2008). Youth with
disabilities who are also in foster care face additional complexities (Palladino 2006). The
incidence of obesity during transition is addressed in one U.S. study that found the
proportion of adolescents who are becoming and remaining obese is high and is
increasing (Gordon-Larsen et al. 2004). Ethnicity has also been identified in some studies
as a risk factor for some youth (Hussain 2003). Literature about Aboriginal, Hispanic and
African-American youth with disabilities speaks to the “double jeopardy” risk factors of
disability and ethnicity (Blacher 2001; Blue-Banning et al. 2002). There is statistical
evidence that these young people have much poorer outcomes in all domains (Wagner et
al. 2005), although a recent study in the United States (Van Naarden Braun et al. 2006)
found that when researchers controlled for impairment, no demographic variables,
including ethnicity and gender were significant predictors of a successful transition
outcome. Further study is required to determine the influence of all of these factors on
transition process and outcomes, and how they interact with each other.

Youth: Supports and Facilitators

Numerous personal support factors have been identified in the literature on transition to
adulthood for youth with disabilities. Some examples are provided below:



o self-awareness, effective coping strategies, resilience, active engagement,
perseverance, and goal setting (Learning Disabilities Association of Canada
2005; Murray 2003)

o literacy level and language skills (Alpern and Zager 2007)

e internal control and adaptive behaviour, and knowledge about self and future
options (Baltodano et al. 2005; Blacher 2001)

e self-determination and self-advocacy during transition (Algozzine et al. 2001;
Powers et al. 2007; Wehmeyer and Palmer 2003).

It is evident from this evidence that the strengths and capacities of youth should be taken
into account at all stages of the transition process.

Environmental Factors: Barriers

Very few research articles specifically address environmental barriers and/or supports,
but the influence (both positive and negative) of environmental factors is imbedded in
review articles. The primary environmental barriers described in the literature are:

e People’s attitudes towards youth with different types of disabilities and ethnic
status in general influences all aspects of transition and also interacts with many
of the other environmental factors (Annable et al. 2004);

e Lack of knowledge about options and understanding of disability-related needs of
youth by service providers, educators, parents and community members affects a
young person’s transition process negatively (Hitchings et al. 2001);

e Lack of opportunities, choices and experiences in childhood through adolescence
and the transition itself has a profound impact on adult outcomes (Foster and
MacLeod 2004);

e Barriers at the service level include lack of continuity of services, for example
from paediatrics to adult services (Committee on Disability in America 2007;
Davis and Sondheimer 2005); stereotyping and expectations of service providers
and educators (Annable et al. 2004); lack of access to services and underfunding
of services (Callahan and Cooper 2007); and rigid timelines and age requirements
for transition services (Galambos et al. 2007);

e The narrow focus of transition services, especially within schools, on preparation
for post-secondary education instead of addressing the ‘lifecourse’ needs of
youth in all domains of transition (Bowe 2003); and

e The environment of the family can also pose barriers, such as socioeconomic
status (SES). However, one study has found that SES has a smaller impact on
youth with disabilities than those with no disabilities (Wells et al. 2003). Other
family factors include parents’ low expectations for the future (Chambers,
Hughes and Carter 2004) and their lack of knowledge and information to help
their young adult (Learning Disabilities Association of Canada 2007).



Environmental supports

Numerous environmental supports have also been reported in numerous review articles
and studies, primarily from the United States, United Kingdom and Canada. These
include:

e Pre-programming/planning; high quality programming; gender differences
addressed in service delivery; and adult mentors as key supports (Baltodano et al.
2005);

e Collaborative team planning (NSTTAC 2008);

e Supportive community systems such as housing and policy/legislative supports,
including financial and insurance aid (Lehman et al. 2002);

e The positive influence of peer networks and mentoring/personal
advisor/navigator relationships to provide the support to youth and parents to
access opportunities and experiences (Foster and MacLeod 2004; Stewart et al.
2006; Wilson 2003);

e Flexibility and individualized supports can benefit youth entering employment
(Golsh 2003; Hart 2001);

e Technology can be a great support if used appropriately (Burgstahler 2003; Mull
and Sitlington 2003).

Finally, factors related to policy and legislation in some countries have been studied. For
example, in the United States the Individuals with Disabilities Education Act (IDEA)
focuses on transition practices within education and the Rehabilitation Act addresses
issues of vocational rehabilitation, independent living and personal assistance (Davis and
Sondheimer 2005; Edmonson and Cain 2002; Madaus and Shaw 2006; United States
Department of Education, n.d.). There is some evidence emerging that legislation is
having a positive impact, however, recent studies about the impact of policy on the
experiences and outcomes of youth with disabilities report that legislation alone is not
enough (Community Living Research Project 2006; Wittenburg et al 2002). Furthermore,
there is a call for policy to address all aspects of transition to adulthood, and not just one
specific area such as education or health (Committee on Disability in America 2007).

Although this review of the literature found that the different factors that influence
transition have been studied mostly in isolation from each other, there is an
acknowledgement in recent literature that there are significant interactions between the
various physical, cultural, social, institutional and legislative factors (Committee on
Disability in America 2007; Murray 2003). This is discussed further in the next theme.

Theme 5: Complexity

Recent literature acknowledges that researchers are beginning to focus on interactions
and complexities involved in transition to adulthood, including the interactions of co-
morbidity, secondary disabilities and environmental factors. Although this is a relatively
new focus of research about transition, some interesting findings are emerging. For
example:



e Recent studies have found that some youth with disabilities may become
involved in criminal behaviour and substance abuse (Baltodano et al. 2005),
which increases the complexity of their situation and often results in negative
outcomes of school failure and unemployment.

e Disability interacts with other forms of disadvantage, for example, ethnicity,
poverty and immigrant status, but knowledge about the exact nature and process
of these interactions (Black et al. 2003; Burchardt 2004) among different groups
of youth is limited.

e Studies have also found that having a disability and completing secondary
education positively influences future employment outcomes (Vander Stoep et al.
2002) but how this interaction occurs is also not known.

e Other studies are demonstrating how different domains of transition interact with
each other; for example, employment is closely related to young adults’ capacity
to live on their own (Hendey and Pascall, 2001).

This evidence supports the need for more research that studies the various person-
environment interactions that take place during the transition to adulthood. A recent study
used an interactional/multidimensional approach to examine the influence of type and
severity of disability on transition outcomes and the acquisition of adult social roles.
Researchers found that while severity of a developmental disability was an important
factor, activity limitations and opportunities in the environment were also part of the
picture (Van Naarden Braun et al. 2006). These interactions require further study to better
understand the complexity of the transition process.

Discussion: What the evidence tells us about “best practice”

This analysis of the evidence-based literature on transition to adulthood for youth with
disabilities indicates that there has been a growth in the number of studies and review
articles on this topic in the past eight years. The literature provides a clear picture of the
experiences, challenges and desired outcomes of youth with different types of disabilities,
and their families. Some literature also identifies experiences and perspectives of service
providers and community members who are part of the transition process. To date, many
of the studies and review articles focus on experiences of transitioning or transferring
from one service system to another, for example from pediatric to adult services. A shift
in focus is evident in recent literature that focuses more on a holistic, lifecourse
perspective. This approach addresses all aspects of a young person’s life and the
interactions between person and environment. It also supports a move to connect and
relate the different domains of transition — employment, education, living and
socialization — to learn more about how they interact with each other.

Although many articles still tend to focus on one particular population of youth, or one
particular service system, many of the same factors are identified as important for
successful transition outcomes. These factors may be within the person or within the
environment. The research team noted that any one factor can be perceived as either a
barrier or support, depending on the situation. For example, other people’s attitudes
towards youth with disabilities can be a barrier or a support during the transition; and
current funding sources can be a great support for a young person with disabilities, but
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can become a barrier if they are not sustainable. Further study is needed to better
understand the interactions between the various factors that have been identified in this
report, as it is now evident that the complexities of the transition process warrant an
interactional and multidimensional approach.

A more interactional and lifecourse approach to transition services and supports is
beginning to emerge in the literature. Recent studies are demonstrating that some services
and communities are beginning to combine various ‘success factors’, such as those
identified in the findings above, to develop programs and models. For example, a number
of promising practice models in education include programs to include students in school
meetings, as well as school-supervised work experiences, and functionally oriented
curricula (Carnaby et al. 2003). Self-determination models and ecological models of
support have some early evidence of success (Agran et al. 2000; Algozzine et al. 2001,
Lehman et al. 2002; Weymeher et al. 2006). In health care, the combination of the
medical home model in paediatrics and the chronic care health model in adult health
shows promise in the United States (Committee on Disability in America 2007), and team
approaches have been evaluated in the United Kingdom (Bent et al. 2002; McDonagh et
al. 2006, 2007; Shaw et al. 2007) and Canada (Evans et al. 2006). A shared management
approach in rehabilitation has shown initial benefits (Gall et al. 2006), and a model of
seamless transition service delivery that integrates three systems (education,
rehabilitation and developmental services) has shown positive initial results (Certo et al.
2003). Transition guidelines for students going to university (Cook et al. 2005) and
models to facilitate the age appropriate participation of youth with developmental
disabilities in post-secondary classes (Dolyniuk et al. 2002; Neubert 2001) have been
developed. Finally, transition supports through community capacity-building with youth
with developmental disabilities (Wynn et al. 2007) also have shown some preliminary
success.

The findings from this literature review are supported by a recent qualitative study by this
research team about ‘best practice’ during the transition to adulthood for youth with
disabilities (Stewart et al. 2009). Focus groups, individual interviews and expert panel
consensus meetings took place with over 50 people in one Canadian province, including
youth with different disabilities, parents, community members, educators, service
providers and researchers. The findings identified six common elements for best practice
in transition services and supports:

e collaboration among everyone involved, with youth at the centre;

e Dbuilding capacity of all persons involved in transition and also within the
environments of communities and society at large);

e navigation to support youth and families through the transition;

e information that is accessible and useful to everyone involved;

e education at all levels including youth, families, community members, service
providers and society; and

e ongoing research to provide the evidence needed to move forward (Stewart et al.
2009).
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Although the evidence from this literature review identifies many successful elements
and factors that should be part of best practice, it is not clear yet which combination of
the different elements/factors can make the most difference. Furthermore, although recent
evidence indicates that outcomes of participation, quality of life and inclusion are
important for youth with disabilities in transition, these have not been put into practice or
studied in great depth. Pilot projects and demonstration projects are needed to combine
the “best practice” factors together using applied research methods and appropriate
outcome measures. More research is needed about models that work and outcomes that
matter. As more is learned about what does work, rigorous and controlled studies, with
sound outcome measures are needed (Bowe 2003). Studies of the effectiveness of
services and supports also need to focus on the influence of the environment, including
service providers, community members and legislation, and person-environment
interactions.

Conclusion

This literature review summarizes a vast and growing body of published, ‘evidence-
based’ literature about the transition to adulthood for youth with disabilities. It is evident
that there is a great deal of knowledge about separate ‘components’ of transition: the
different perspectives and experiences; different types of transition; different domains;
and various factors (often separated in the literature into barriers and supports). Although
recent literature is identifying that there are many complexities involved in the transition
to adulthood, the findings of this review indicate that the various elements and factors
that interact with each other have been studied mostly in isolation.

Transition to adulthood is now viewed as a complex phenomenon and this is leading
researchers to study interactions of person and environment, as well as dynamic
processes, opportunities, and other complexities. The current move towards an
interactional framework of practice, research and policy development is not without its
challenges. For example, the cyclical and dynamic nature of the transition process
challenges methods of inquiry and research to keep up. And some outcome measures that
are being used in research studies are not addressing current beliefs about development,
experience, participation and disability, and the relationships between them.

Another challenge raised in recent articles relates to the disconnect between youth with
and without disabilities. Although recent evidence indicates that they have the same
aspirations and want the same outcomes, most research on transition to adulthood is
separate for youth with and without disabilities. It may be useful and cost effective to
connect ‘typical’ transition frameworks and ‘disability’ frameworks for future study, to
learn more about similarities and differences and promote an inclusive approach to
research.

Challenges also exist between a holistic/interactional approach to transition and disability
that most people, organizations and governments aspire to, and current organizational and
system differences and needs. Researchers, organizations and services will need to put
aside the view that “our group is different/special’ and recognize that, while there will

-12-



always be unique situations and needs, more progress in studying this complex issue and
providing appropriate services and supports may take place if everyone works together.
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Figure 1: Inclusion and Exclusion Criteria for
literature review

Inclusion Criteria

Published in past 8 years (2000-2008)

‘Evidence based’ references — including research, evaluations, ‘review’ articles,
research/policy briefs and descriptions of programs and services related to
transition to adulthood

International scope

The population of interest is young people, ages 14 to 29 years of age with
“disabilities”

o disabilities/impairments that are chronic (lifecourse) in nature. This may
include conditions that are congenital in nature (including physical,
developmental, learning, behavioural/emotional, mental,) or acquired
(e.g. traumatic brain injury, spinal cord injury)

0 Multiple or complex disabilities

o Chronic medical conditions, such as cystic fibrosis

0 Language/communication disorders

Articles need to specify ‘transition to adulthood’ (or similar phrase, for example,
‘growing up’) in the title, abstract, or keywords

Exclusion

e Literature that is purely theoretical or conceptual about transition to adulthood

e Literature that is focused on a concept or service delivery issue that is related to
transition to adulthood but not directly focused on transition. For example,
articles that focus on adolescent issues only but not the transition to adulthood.

e Older articles, pre-2000
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