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Abstract We examined the subjective health and well-
being of 389 transition-age youth with autism or intellec-
tual disability using the parent proxy version of the
KIDSCREEN-27. Parents reported well-being of youth
with autism and youth with intellectual disability lower
than a normative sample in the domains of Physical Well-
being, Psychological Well-being, and Social Support and
Peers. For both groups of young people, the lowest ratings
were reported in Social Support and Peers. Higher ratings
of well-being in one or more domains were predicted by
minority status, youth character strengths, involvement in
community activities, and religious faith. Challenging
behaviors, autism, age, and speech as the primary mode of
communication were predictive of lower ratings of well-
being. We discuss implications for special educators and
service providers and offer directions for future research.

Keywords Adolescence - Quality of life - Intellectual
disability - Autism - Transition

Introduction

The transition to adulthood can be a challenging period for
almost any young person. Indeed a host of physical,
interpersonal, educational, and other changes emerge
throughout adolescence and into early adulthood. Although
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navigating these myriad transitions can be difficult for
anyone, youth with disabilities often experience elevated
challenges during this particular period of development
(Forte et al. 2011; Wei et al. 2015). Among those students
who may struggle most are youth with autism and youth
with intellectual disability (ID). Considerable attention has
focused on connecting these young people to the services,
supports, and relationships needed to experience a high
quality of life during and after high school (e.g., Carter
et al. 2014; Foley et al. 2012; Test et al. 2014).

Despite growing recognition in the field of special
education that enhancing quality of life is an important
investment (Kober 2011; Turnbull et al. 2003), relatively
little is known about subjective aspects of quality of life for
youth with autism or ID during their transition through
secondary school into early adulthood. Instead, most
attention has focused on documenting and predicting the
objective outcomes of these young people in areas such as
employment, postsecondary education, and community
inclusion after they graduate (e.g., Carter et al. 2010; Haber
et al. 2015). Moreover, few descriptive studies addressing
the quality of life of these adolescents have anchored
findings to a normative sample of peers without disabilities.
For example, studies focused on students with autism
spectrum disorders, including both younger students and
adolescents, have suggested these students have lower
quality of life ratings when compared with typically
developing peers (Kamp-Becker et al. 2010; Kamp-Becker
et al. 2011; Kuhlthau et al. 2010, 2013; Shipman et al.
2011; Tavernor et al. 2013). However, there has been
limited research addressing comparisons of subjective
quality of life for individuals with and without ID. For
example, in a small sample of adults, participants with ID
were found to have lower objective quality of life scores in
several domains when compared with matched controls
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without disability; however, they had slightly higher
average ratings of subjective domains and only rated their
satisfaction lower than controls in the area of health
(Hensel et al. 2002). We know of no study making these
comparisons for transition-age youth who have ID.
Because students with autism and students with ID have
related or overlapping needs, they often are served in
common transition programs or on the caseloads of the
same special educators. Therefore, we wanted to examine
the quality of life of a group of young people receiving
special education services under both of these categories.
However, recognizing that important differences exist
between these groups, we also wanted to learn whether
differences may exist on the basis of these disability cat-
egories and how assessments of students with autism or
with ID might each compare with those of their peers
without disabilities across various quality of life domains.

An understanding of the various factors that may influ-
ence quality of life also is needed to inform the design of
transition services for youth with autism or ID. A focus on
the contributions of demographic- and disability-related
characteristics to quality of life has dominated this area of
the literature (Felce and Perry 2007; Schalock 2004). For
example, age, gender, race/ethnicity, socioeconomic status,
measures of adaptive behavior, and indicators of cognitive
functioning have all been explored widely in previous
studies (e.g., Kamp-Becker et al. 2010; Kuhlthau et al.
2010; Tilford et al. 2012). Although such demographic- or
disability-related characteristics are important to consider,
they are also fairly static or stable variables (i.e., slow or
unlikely to change). Far less is known about other more
malleable factors that might play a role in shaping quality
of life for young people in transition.

We sought to explore the extent to which other variables
might also influence quality of life for students with dis-
abilities. The personal traits of students offer one set of
factors to consider. For example, positive character strengths
such as hope, optimism, courage, and empathy have been
linked to broad measures of life satisfaction for young adults
(Proctor et al. 2011; Shogren et al. 2006). Similarly, a per-
son’s capacity to be self-determining has been linked to a
range of positive post-school outcomes for young people
with disabilities (see Wehmeyer and Abery 2013).

Another set of salient factors falls under the category of
support and personal connections. A large literature doc-
uments a link between quality of life indicators and
markers of social relationships and/or community connec-
tions (Umberson and Montez 2010). For example, Kraemer
et al. (2003) investigated factors associated with the Sat-
isfaction subscale of the Quality of Life Questionnaire
(Schalock and Keith 1993) using a sample of 188 young
adults with moderate or severe ID. They found social
resources (i.e., caregiver happiness with family support,

size of a young adult’s social network) to be predictive of
higher ratings of quality of life. Renty and Roeyers (2006)
found that support characteristics—including informal or
social support—were related to quality of life in individ-
uals with high-functioning autism spectrum disorder, even
though disability-related characteristics were not. More
extensive participation in community activities may pro-
vide increased opportunities for these important social
connections to develop (Mahoney et al. 2006). Similarly, a
stronger religious faith and connection to a congregational
community may introduce important social supports and
relationships that also improve one’s quality of life. Yet
each of these factors has received limited attention in
research involving students with autism or ID.

The purpose of this study was to investigate the quality of
life of young people served under the special education
categories of autism or ID. We sought to answer three
research questions. First, how do parents depict the quality
of life of their sons and daughters with disabilities across
different domains? We anticipated these ratings would be
moderately low and reflect considerable variability across
individual domains. Second, to what extent do ratings of
quality of life differ from normative sample ratings based on
special education category (i.e., autism, ID without autism)?
We anticipated both of these groups would have lower rat-
ings than a normative sample across all of quality of life
domains. Third, what factors predict ratings of quality of life
for transition-age youth with ASD or ID? We hypothesized
personal traits and connections (i.e., self-determination,
strengths, community activities, religious faith) would have
predictive power over and above demographic- and dis-
ability-related characteristics (i.e., age, gender, race/ethnic-
ity, socioeconomic status, communication, presence of
challenging behaviors, functional abilities, support needs).
The first and third questions focused on the entire sample of
youth, while the second question divided the sample into
youth with or without autism.

We used the parent-proxy version of the KIDSCREEN-
27 (The KIDSCREEN Group Europe 2006) to answer these
questions. This validated and widely used measure for
assessing the subjective quality of life of children and ado-
lescents addresses five domains: Physical Well-being, Psy-
chological Well-being, Autonomy and Parent Relations,
Peers and Social Support, and School Environment. We
focused on parent ratings because parents know their child
well, are able to speak to their child’s relationships and
experiences beyond the school day, and have an important
vantage point on the quality of life of their child. Proxy
respondents are commonly used to provide helpful insights
into quality of life for individuals with severe disabilities
(e.g., Kraemer et al. 2003; Kuhlthau et al. 2013). Although
using parent proxy-report has limitations, it is an appropriate
alternative when reliable self-report is challenged by the
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presence of complex communication challenges or cognitive
impairments (Clark et al. 2015; Dey et al. 2013).

Method
Participants

Participants included 389 parents or other caregivers of
young adults with a disability. To be included in our
analyses, respondents must have had a son or daughter with
autism or ID who was between the ages of 13 and 21 and
lived in the state of Tennessee. We focused on this lower
age criterion because school-based transition services in
almost half of states must be written into the first Indi-
vidualized Education Program (IEP) in effect when student
is 14 years of age, which includes many students who are
13 years of age. Parent participants ranged in age from 31
to 72 years (M = 48.0, SD = 7.7). The majority of parent
participants (84.3 %) identified themselves as the mother
(including step- and adoptive mother); 9.3 % identified
themselves as the father (including step- and adoptive
father); and 6.4 % identified themselves in another type of
primary relationship (e.g., aunt, legal guardian, grandpar-
ent). Other parent demographics are included in Table 1.
Each respondent completed a series of measures
addressing the demographics of their son or daughter. To
determine disability type, we asked respondents to identify
their child’s primary special education category by indi-
cating all of the following that applied: autism, intellectual
(cognitive) disability, or other disabilities. We included in
our sample youth with a special education category of
autism, ID, or both. Most youth (59.6 %, n = 232)
received services under the category of autism; 54 of whom
also received services under ID. The remaining youth
(40.3 %, n = 157) were served under the category of ID
and did not have autism. The average age of these young
people was 16.4 years (SD = 2.5), and most (69.7 %) were
male. Verbal speech was reported as the primary form of
communication for most of the youth (84.3 %); 10.8 %
relied primarily on gestures, facial expressions, or body
language to communicate, 1.8 % on vocalizations, 1.8 %
on an electronic communication device or computer, and
1.3 % on manual signs or sign language. Additional child
demographic information can be found in Table 1.

Recruitment

Data for these analyses came from a statewide study focused
on assessing the strengths, supports, spiritual expression, and
well-being of youth and young adults with autism or ID. We
recruited families across the state by contacting various
family and disability organizations who could share
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information with parents meeting our inclusion criteria. To
extend invitations broadly across the state, we developed a
strategy to involve a large number of different disability
groups, formal parent and disability networks, pediatricians,
schools, congregations, and recreation programs. In addition
to families who were members of advocacy or disability
groups, we took steps to identify parents not affiliated with
these networks in order to be more representative of the state.
A total of 151 networks, groups, individuals, and organiza-
tions distributed study invitations, including: Special Olym-
pics area programs (n = 22), disability service providers
(n = 16), autism support/advocacy groups (n = 15), other
sports and recreation programs (n = 14), churches and faith-
based ministries (n = 13), Arc chapters (n = 10), family
support programs (n = 10), parent support groups (n = 10),
Down syndrome support/advocacy groups (n = 7), school-
based programs (n = 6), University Centers of Excellence in
Developmental Disability programs (n = 6), health service
providers (n = 5), individuals (rn = 5), employment service
providers (n = 3), social service providers (n = 3), civic
organizations (n = 2), statewide advocacy organizations
(n = 2), and other organizations (n = 2).

Each organization provided recommendations about
how to best reach families. Over two thirds of organiza-
tions (69 %) shared invitations through email and over half
of the organizations (52 %) extended invitations through
postal mail. Organizations with the capacity to search their
databases for families meeting our eligibility criteria used
targeted mailings; those lacking this search capacity used
general mailings, in which invitations were sent to every-
one in their database. In addition, approximately one third
of the organizations (32 %) posted fliers containing shorter
descriptions of the study. Some organizations extended
announcements through email newsletters (9 %), websites
(7 %), or print newsletters (3 %). All invitations were also
available in Spanish and provided directions for requesting
participation by mail, email, phone, or online.

We mailed a packet of assessments to all individuals who
contacted us to request participation. Materials were only
distributed and returned through the mail, and no online
versions were available. We requested all assessment mea-
sures be returned within 2 weeks. If they were not returned
within that timeframe, we made up to three follow-up emails
or phone calls. Families returning the packet were sent a
thank you note and a $20 gift card to a gas station or retail
store. We distributed 599 assessment packets to parents
requesting participation; 80.6 % (n = 483) were returned
completed. Of the returned packets, we excluded 33 from
our analyses because the family lived outside of the state or
because the young person with the disability was outside of
the age range. We excluded an additional 31 packets
because the respondents indicated their son or daughter had
a disability other than autism or ID. The remaining sample
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Table 1 Parent and child characteristics by disability and across all youth

Demographic variables

Intellectual disability

Autism n = 232 All participants N = 389

(without autism) n = 157

Child’s age®

13-15 46 (29.3)
16-18 62 (39.5)
19-21 49 (31.2)
Child’s gender®
Female 68 (43.3)
Male 89 (56.7)
Child’s race/ethnicity®
African American/Black 22 (14.0)
Asian 0 (0.0)
Hispanic, Latino, or Spanish origin 2 (1.3)
Native American 0 (0.0)
Other or multiple 7 (4.5)
White 126 (80.3)
Eligible for free/reduced-price meals at school®
No 90 (60.8)
Yes 58 (39.2)
Information not provided 9
Respondent’s ageb 49.4 (8.0)
Respondent’s relationship to child®
Father 16 (10.2)
Mother 125 (79.6)
Other 16 (10.2)
Respondent’s highest level of education®
12th grade or less (no high school diploma) 8 (5.1)
High school graduate 13 (8.3)
Some college 41 (26.3)
Trade/technical/vocational training 6 (3.8)
College graduate 50 (32.1)
Postgraduate 38 (24.4)
Information not provided 1
Respondent’s marital status®
Married/living as married 117 (74.5)
Single/divorced/separated/widowed 40 (25.5)

109 (47.0) 155 (39.8)
71 (30.6) 133 (34.2)
52 (22.4) 101 (26.0)
50 (21.6) 118 (30.3)

182 (78.4) 271 (69.7)
30 (12.9) 52 (13.4)

1(0.4) 1(0.3)
6 (2.6) 8 (2.1)
2 (0.9) 2 (0.5)
5022) 12 3.1)

188 (81.0) 314 (80.7)

145 (65.9) 235 (63.9)
75 (34.1) 133 (36.1)

12 21

47.1 (1.3) 48.0 (7.7)
20 (8.6) 36 (9.3)

203 (87.5) 328 (84.3)

9 (3.9) 25 (6.4)
73.1) 15 (3.9)
22 (9.5) 35 (9.0)
52 (22.4) 93 (24.0)
20 (8.6) 26 (6.7)
79 (34.1) 129 (33.2)
52 (22.4) 90 (23.2)

0 1

159 (68.5) 276 (71.0)

73 (31.5) 113 (29.0)

Percentages are based on the number of participants who completed the given item

? Number of respondents (Percentage)

® Mean (Standard deviation)

included 416 parents and caregivers; however, missing data
narrowed our final sample to 389 participants (64.9 % of all
who requested participation).

Measures

We asked parents to complete a printed packet of measures
that included standardized and researcher-created measures

addressing a variety of constructs. In this paper, we present
findings related to a multi-domain quality of life measure
and 13 predictor variables. We selected these predictor
variables based on our desire to explore the contributions
personal traits and connections make to quality of life, as
well as demographic- and disability-related characteristics.
We present descriptive statistics for all measures in
Tables 2 and 4.
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Quality of Life

We chose the KIDSCREEN-27 (The KIDSCREEN Group
Europe 2006) because it (a) addresses multiple quality of
life domains, (b) has strong psychometric properties,
(c) has been validated with a large sample of adolescents,
(d) allows for normative comparisons, and (e) includes a
validated parent-proxy version. This measure was devel-
oped as a part of a multi-country project to create and
validate an appropriate instrument for measuring the
quality of life of children and adolescents. The instrument
was developed over the course of 3 years through literature
reviews, expert consultation, focus groups, and item
reduction before being pilot tested across countries
(Ravens-Sieberer et al. 2005). The KIDSCREEEN instru-
ment includes multiple versions, including a full version
with 52 items across 10 dimensions, a short version with 27
items across 5 dimensions, and a brief 10-item index of
quality of life. Each version has the option of a self-report
or proxy-report designed to be completed by someone who
knows the child or youth well. We selected the 27-item
proxy-report based on our need for a shorter measure that
still addressed multiple dimensions. This version assesses
five dimensions: Physical Well-being (5 items), Psycho-
logical Well-being (7 items), Autonomy and Parent Rela-
tions (7 items), Peers and Social Support (4 items), and
School Environment (4 items; see Table 2 for actual
items). Physical Well-being addresses levels of physical
activity, energy, and fitness as well as the extent the child
feels well. Psychological Well-being addresses feelings of
positive emotions and satisfaction with life. Autonomy and
Parent Relations addresses the quality of interactions
between the child and caregiver as well as aspects of
feelings of love and support, autonomy, and financial
security. Social Support and Peers addresses the quality of
interaction and support between the child and peers. School
Environment addresses feelings about school, learning,
concentration, and relationships with teachers (The
KIDSCREEN Group Europe 2006). Respondents rated
each item using a 5-point, Likert-type scale to assess fre-
quency levels (1 = never to 5 = always) or intensity levels
(1 = not at all to 5 = extremely) within a 1-week time-
frame. Because raw scores are difficult to interpret and
compare, we transformed raw scores in each domain into T
values. (See The KIDSCREEN Group Europe 2006 for a
full description of these transformations.) T values are
standardized and have means around 50 and standard
deviations around 10, enabling us to anchor parent ratings
to a common scale and make comparisons to norm data.
Higher values reflect higher ratings of quality of life.

The KIDSCREEN-27 was validated with a sample of
over 22,000 children and adolescents from across 13
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European countries (Ravens-Sieberer et al. 2007). This
sample included adolescents who were physically and
mentally healthy and ill, as well as youth with disabilities.
Two-week test-retest reliability for the measure assessed
with the intra class correlation coefficient (ICC) varied
between .61 and .74 (Ravens-Sieberer et al. 2007). The
KIDSCREEN-27 parent-proxy version was tested to be
satisfactory with agreement between self- and proxy-reports
(ICC = .51-.60; The KIDSCREEN Group Europe 2006).
This is in a range similar to other parent-proxy reports of
quality of life (Davis et al. 2007). Ravens-Sieberer and
colleagues (2007) reported good construct validity for the
KIDSCREEN-27 based on moderate to high correlations
(r = .36-.63) with other quality of life measures. In addi-
tion, correlations with corresponding scales of the
KIDSCREEN-52 were satisfactory (r = .63-.96). In our
sample, Cronbach’s alpha for each individual domain was
.75 for Autonomy and Parent Relations, .81 for School
Environment, .83 for Physical Well-being, .87 for Psycho-
logical Wellbeing, and .94 for Social Support and Peers.

Predictor Variables

We selected a limited number of predictor variables with
strong empirical or conceptual support involving people
with and without disabilities. We included several demo-
graphic-related variables in our analyses and coded them as
follows: ethnic/racial background (0 = White only,
1 = other races/ethnicities), age (range 13-21), gender
(1 = female, 0 = male), and eligibility to receive free or
reduced-price meals at school (1 = eligible, 0 = not eli-
gible). We also included five disability-related character-
istics. These included disability type (1 = special
education category of autism, O = no autism), as well as
communication mode, challenging behaviors, functional
abilities, and support needs. However, our primary interest
was in the predictive value of two measures of personal
traits (i.e., self-determination, character strengths) and two
measures of personal connection and support (i.e.,
involvement in out-of-school activities, strength of reli-
gious faith) that have received less attention in the transi-
tion literature (Koenig et al. 2012; Mahoney et al. 2006;
Proctor et al. 2011; Wehmeyer and Abery 2013).

Communication The youth’s primary mode of commu-
nication was included in the model as a binary variable
(1 = speech, 0 = other). Children who were coded as
“other” included those whose primary form of communi-
cation was reported as anything other than verbal speech
(i.e., gestures, facial expressions, body language, vocal-
izations, manual signs or sign language, electronic com-
munication device or computer).
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Table 2 Parent responses on KIDSCREEN-27 scale items assessing quality of life

Domain/item Percentage of responses T value M (SD)
1 2 3 4 5
Physical well-being 42.5 (10.5)
In general, how would your child rate her/his health?™* 24 75 246 399 256
Has your child felt fit and well?” 31 72 271 41.0 21.6
Has your child been physically active (e.g., running, climbing, biking)?° 20.6 19.8 29.0 165 14.1
Has your child been able to run well?” 159 213 303 21.1 113
Has your child felt full of energy?” 5.1 103 40.1 306 139
Psychological well-being 43.6 (10.2)
Has your child felt that life was enjoyable?” 21 55 312 416 19.6
Has your child been in a good mood?* 03 21 31.7 510 149
Has your child had fun?* 03 21 348 469 16.0
Has your child felt sad?** 46 327 567 52 08
Has your child felt so bad that he/she didn’t want to do anything?* 315 362 279 28 16
Has your child felt lonely?“* 241 283 391 52 31
Has your child been happy with the way he/she is?° 1.6 79 288 43.1 185
Autonomy and parent relations 50.2 (10.0)
Has your child had enough time for him/herself?° 00 1.6 125 542 318
Has your child been able to do the things that he/she wants to do in his/her free time?® 2.6 2.1 23.5 53.5 183
Has your child felt that his/her parent(s) had enough time for him/her?® 21 39 220 476 243
Has your child felt his/her parents treated him/her fairly?° 05 39 185 495 276
Has your child been able to talk to his/her parent(s) when he/she wanted to?° 66 1.1 88 404 43.1
Has your child had enough money to do the same things as his/her friends? 58 69 235 293 345
Has your child felt that he/she had enough money for his/her expenses?® 69 66 199 340 326
Social support and peers 374 (15.2)
Has your child spent time with his/her friends?* 165 213 394 144 84
Has your child had fun with his/her friends?® 142 145 322 251 140
Have your child and his/her friends helped each other?® 169 19.1 384 169 8.6
Has your child been able to rely on his/her friends?* 20.1 220 359 153 6.7
School environment 48.2 (10.1)
Has your child been happy at school?” 4.1 102 304 37.0 182
Has your child got on well at school?” 25 64 300 406 206
Has your child been able to pay attention?® 1.9 85 451 368 7.7
Has your child got along well with his/her teachers?® 0.5 1.6 153 443 383

Percentages of responses are based on the number of participants who completed the given item

? Response options reflect overall health quality ranging from 1 = poor to 5 = excellent

° Response options reflect intensity levels ranging from 1 = not at all to 5 = extremely

¢ Response options reflect frequency levels ranging from 1 = never to 5

= always

* Indicates that item score is reverse coded when reflected in T value for the domain

Challenging Behavior We gauged the occurrence of
challenging behavior using a one-item measure asking, How
often does your child exhibit challenging behaviors (such as
aggression, self-injury) outside of the home? Responses
were provided on a 4-point, Likert-type scale: 1 = never,
2 = rarely, 3 = sometimes, 4 = often. Therefore, the pos-
sible range of scores was 1-4 with higher scores reflecting
higher parent perceptions of challenging behaviors.

Functional Abilities We determined functional abilities
using a 4-item scale developed for the National Longitu-
dinal Transition Study-2. The items focused on the child’s
ability to independently (a) tell time on a clock with hands,
(b) count change, (c) read and understand common signs,
and (d) look up phone numbers to make phone calls. Each
item was rated on a 4-point, Likert-type scale (1 = very
well, 2 = pretty well, 3 = not very well, 4 = not at all
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well). We reverse coded the items and then calculated the
overall mean of the items to use as the total score so that
higher scores (possible range 1-4) reflect higher levels of
functional abilities. Cronbach’s alpha in our sample was
.85.

Support Needs We measured support needs using a
measure adapted from Lee et al. (2008). Parents and
caregivers reported how much support their son or daughter
typically needed across seven domains (i.e., home living,
community and neighborhood, social, school participation,
school learning, health and safety, advocacy). Ratings of
support needs for each domain was reported on a 5-point,
Likert-type scale ranging from 1 = no extra support nee-
ded to 5 = total support needed. We calculated an overall
support needs score using the overall mean of the seven
items (possible range 1-5); higher scores indicated higher
levels of support needs. Cronbach’s alpha in our sample
was .91.

Involvement in Out-of-School Activities We asked parents
to report on the extent to which their son or daughter
participated in each of 17 out-of-school activities (e.g.,
taking a sports lesson, using a computer, using the library,
working at a part-time job or internship; Carter et al. 2010).
Parents indicated if their child participated in each activity
(a) in the past 2 weeks, (b) in the past year, or (c) not at all
in the last year. Space was also provided to write in
additional activities not listed. We used the total number of
activities the young person was involved in at any point
during the prior year as an indicator of community
involvement. Possible scores ranged from 1 to 20 (i.e., 17
listed items plus up to 3 additional activities written in by
parents), where higher scores reflect participation in more
out-of-school activities.

Strength of Religious Faith 'We asked parents to report on
the strength of religious faith of their child using a
researcher-adapted proxy version of the Santa Clara
Strength of Religious Faith Questionnaire—Short Form
(Plante and Boccaccini 1997). This scale asked parents to
reflect on their child’s faith using five statements: My child
prays daily, My child looks to his/her faith as providing
meaning and purpose in his/her life, My child considers
himself/herself to be active in his/her faith or congregation,
My child enjoys being around others who share his/her
faith, My child’s faith impacts many of his/her decisions.
Each statement is rated using a 4-point, Likert-type scale
ranging from 1 = strongly disagree to 4 = strongly agree.
We derived a total score using the overall mean of the
individual item ratings (possible range 1-4); higher scores
reflected a stronger religious faith. Cronbach’s alpha in our
sample was .93.
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Self-Determination We asked respondents to assess the
self-determination of their son or daughter using the
capacity section of the AIR Self-Determination scale,
parent version (Wolman et al. 1994). This 6-item scale
addresses youths’ knowledge, ability, and perception of
self-determination behaviors and asks parents to report
about their child on a 5-point, Likert-type scale ranging
from 1 = never to 5 = always. Consistent with other
studies (Carter et al. 2013), we used the overall mean of
ratings on these six items as a total score for the youth’s
capacity for self-determination (possible range 1-5); higher
scores reflect greater capacity for self-determination. The
widely used AIR Self-Determination scale was developed
and tested with a sample of 450 students with and without
disabilities in California and has strong reliability and
validity. Cronbach’s alpha in our sample was .89.

Strengths Parents reported on the strengths of their child
using the Assessment Scale for Positive Character Traits—
Developmental Disabilities (ASPeCT-DD; Woodard
2009). The ASPeCT-DD is a 26-item proxy scale
describing various character traits across 10 domains (i.e.,
courage, empathy, forgiveness, gratitude, humor, kindness,
optimism, resilience, self-control, and self-efficacy).
Response options were on a 5-point, Likert-type scale
ranging from 1 = not at all characteristic to 5 = ex-
tremely characteristic. We calculated a total score (possi-
ble range 1-5) using the overall mean of the scores for the
individual items; higher scores reflect stronger reported
character strengths. Woodard (2009) demonstrated con-
vergent validity by comparing total ASPeCT-DD scores
with a child behavior rating scale. Cronbach’s alpha in our
sample was .92.

Data Analysis

We conducted the following analyses to answer our
research questions. First, we used descriptive statistics to
determine how parents assessed the quality of life of our
overall sample of all youth. Item-level descriptive statistics
and average T values summarizing each domain are
included in Table 2. Second, we compared two subsamples
to a normative sample: (a) youth who received special
education under the category of autism (with and without
ID) and (b) youth who received special education only
under the category of ID. We chose the division for these
two subsamples because (a) prior studies focusing on stu-
dents with autism have also included participants with and
without co-occurring ID (e.g., Kuhlthau et al. 2010) and
(b) in our sample, average quality of life domain ratings for
young people with both eligibility categories were notably
similar to ratings for young people receiving special edu-
cation services under the category of autism without co-
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occurring ID. We used independent samples 7-tests to make
these comparisons with normative scores, using normative
data from the European KIDSCREEN field survey which
involved 22,296 children and adolescents and 16,888 proxy
respondents across 11 countries (The KIDSCREEN Group
Europe 2006). We used a subset of data from this field
survey specifically focusing on parent proxy-reports of
adolescents. We used Student’s ¢ test when the assumption
of equal variances between the samples was met and
Welch’s t test when it was not. To address multiple com-
parisons, we set alpha at a more conservative .01. We
calculated Cohen’s d (1988) by dividing the difference in
means of the subsample and norm group by the pooled
standard deviation to gauge the magnitude of any differ-
ences between groups of youth. Following conventions
outlined by Cohen (1988), we interpreted effect size
magnitudes of .20, .50, and .80 as small, moderate, and
large effects, respectively.

Third, we computed Pearson correlation coefficients to
examine associations between predictor and dependent
variable. We then used linear regression analysis to identify
predictive factors of each domain of quality of life for our
entire sample of youth with autism or ID. We examined the
unstandardized regression coefficients, semipartial corre-
lation coefficients, and significance of each predictor
variable in the model to isolate the predictive value and
weight of each variable, holding other variables in the
model constant. The unstandardized regression coefficients
are the amount of predicted change of the dependent
variable (i.e., KIDSCREEN-27 domain T value) given an
increase of one unit of the predictor variable. Unstan-
dardized regression coefficients are expressed in the scale
units of the predictor of interest. A negative regression
coefficient represents a negative relationship between the
predictor and dependent variables. Semipartial correlations
are a measure of relative importance or explanatory value
of each predictor variable through the amount of variance
explained. Squared semipartial correlations can be inter-
preted as the proportion of criterion variance from the full
model associated uniquely with each predictor variable.

Prior to running our analyses, we made decisions about
missing data. Of the 416 participants and caregivers
meeting our inclusion criteria, 368 (88.5 %) were not
missing any data for predictor variables. Eligibility for free
or reduced-price meals was missing in 7.5 % of cases. We
used logistic regression to predict and impute eligibility
using family size (i.e. total number of children), marital
status, and parent education (Harrell 2001). After this, 389
participants had no missing values for any of the remaining
predictor variables. We examined participants with missing
predictor variables to determine that no pattern of missing
data was evident. We excluded these participants and used
the sample of 389 participants for all analyses. To address

missing data in KIDSCREEN-27 domains, we followed
guidelines described by its developers. We scored domains
when no more than one item per scale was left unanswered.
When just one item was missing, we used the responses on
the remaining answered items in the same domain to esti-
mate the domain T-value (The KIDSCREEN Group Eur-
ope 2006). When participants had more than one item
missing in a domain, we did not calculate a domain score.
Thus, the number in the sample for the regression analysis
of each domain varies slightly.

Results

How Do Parents Depict the Quality of Life
of Transition-Age Youth with Disabilities?

Parents’ descriptions of the quality of life of their sons and
daughters varied widely by domain (see Table 2). The
highest domain ratings were found for Autonomy and
Parent Relations (M = 50.2, SD = 10.0), followed by
School Environment (M = 48.2, SD = 10.1), Psychologi-
cal Well-being (M = 43.6, SD = 10.2), and Physical Well-
being (M = 42.5, SD = 10.5). The lowest rated domain
was Social Support and Peers (M = 37.4, SD = 15.2).

The lowest rated individual items were also found
within Social Support and Peers. When asked to think
within the timeframe of the last week, 37.8 % of parents
indicated their child never or rarely spent time with his/
her friends and 28.7 % of parents indicated their child
never or rarely had fun with his/her friends. When asked
if their child and his/her friends helped each other,
36.0 % of parents indicated this was never or rarely true.
When asked if their child had been able to rely on his/her
friends, 42.1 % of parents indicated this was never or
rarely true. Individual items in the Physical Well-being
domain were also rated somewhat lower by parents. For
two items, more than 40 % of parents indicated the
statement was not at all or slightly true for their child in
the past week. These items asked whether their child had
been physically active and whether their child had been
able to run well.

To What Extent Does Quality of Life Differ
from a Normative Sample of Young People?

We report p values and effect sizes for each analysis in
Table 3. Significant differences were found between both
of our subsamples and norm data for three of the five
domains. For Physical Well-being, we found statistically
significant differences between youth with autism and the
normative sample, #(10,594) = 9.64, p < .0001, and
between youth with ID and the normative sample,
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Table 3 Comparisons of KIDSCREEN domain ratings with adolescent norm data for youth with autism and youth with ID

KIDSCREEN domain

Parent-proxy adolescent

Intellectual disability (without autism) Autism

norm data

n M (SD) n M (SD) ES“ p n M (SD) ES“ P
Physical well-being 10,365 48.60 (9.99) 157 4297 (10.80) —0.54 <.0001 231 42.19 (10.39) —0.63 <.0001
Psychological well-being 10,367 49.10 (10.10) 154 46.04 (10.02) —0.30 .0002 230 41.90 (10.04) —0.71 <.0001
Autonomy and parent relations 10,314 49.63 (10.16) 146  50.86 (10.75) 0.12 1467 218 49.69 (9.45) 0.01 9311
Social support and peers 10,325 49.77 (10.30) 147 42.19 (14.23) —0.61 <.0001 226 34.35(15.02) —1.20 <.0001
School environment 10,381 48.47 (9.73) 148 50.27 (9.55) 0.19 .0254 213 46.84 (10.22) —0.16 .0156

* Cohen’s d calculated by dividing the difference in means between the subsample and norm group by the pooled standard deviation.

Conventional criteria for interpreting: <0.20 = small; .0.21-0.79 = moderate; <0.80 = large. ES effect size

#(10,520) = 7.00, p < .0001. Both groups of youth with
disabilities had lower scores than the norm sample; the
effect sizes for youth with autism (d = —.63) and ID
(d = —.54) were moderate (Cohen 1988). For Psycholog-
ical Well-being, youth with autism, #(10,595) = 10.69,
p <.0001, and youth with ID, #(10,519) = 3.73,
p = .0002, had lower ratings than the normative sample.
The effect size for youth with autism (d = —.71) was
moderate, and for youth with ID (d = —.30) it was small.
Using Welch’s ¢ test for the Social Support and Peers
domain, we found that youth with autism had significantly
lower ratings than the normative sample, #(229) = 15.35,
p < .0001, as did youth with ID, #(148) = 6.43, p < .0001.

The effect size for youth with autism (d = —1.20) was
large; the effect size for youth with ID (d = —.61) was
moderate.

What Factors Predict Quality of Life for Transition-
Age Youth with Disabilities?

Each of the five KIDSCREEN-27 domains was signifi-
cantly correlated with multiple variables (see Table 4).
Strengths had the strongest positive correlation with each
domain with the exception of Physical Well-being. Self-
determination, strength of religious faith, and participation
in out-of-school activities were also strongly positively
correlated with several domains. Variables with strong
negative associations with quality of life domains included
having autism, higher support needs, and more challenging
behaviors. Although many predictor variables were corre-
lated with one another and some of the correlations were
moderate to large in strength (e.g., functional behaviors and
support needs r = —.67; Cohen 1988), the size of the
correlations were not substantial enough to warrant con-
cerns about multicollinearity (Harrell 2001).

We used multiple regression analyses to identify factors
predicting quality of life in each of the five domains. A
summary of unstandardized regression coefficients and
semipartial (i.e., part) correlation coefficients for each of
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the 13 predictor variables is provided in Table 5. For
Physical Well-being the model accounted for 22 % of the
variance, R> = 22, F(13, 374) = 8.06, p < .001. Higher
Physical Well-being scores were predicted by minority
status (i.e., not white; p = .02) and higher ratings of total
strengths (p = .02). Physical Well-being was also associ-
ated with age (p < .001); in our sample an increase in age
was predictive of lower ratings in this domain. The model
for Psychological Well-being accounted for 31 % of the
variance, R?> = 31, F(13, 370) = 12.93, p < .001. Having
autism (p = .03) and age (p = .03) predicted lower ratings
of Psychological Well-being. Higher ratings of total
strengths (p < .001) predicted higher Psychological Well-
being scores. The model for Autonomy and Parent Relation
accounted for 32 % of the variance, R*> = .32, F(13,
350) = 12.60, p < .001. Higher ratings on both the faith
(p = .004) and strengths (p < .001) measures were asso-
ciated with higher scores in the domain. For Social Support
and Peers, the model accounted for 32 % of the variance,
R> = 32, F(13, 359) = 12.96, p < .001. Having autism
predicted lower ratings in the domain (p = .02). Partici-
pation in a greater number of out-of-school activities
(p < .001), higher ratings on the faith measure (p < .001),
and higher ratings on the strengths measure (p < .001)
were significant predictors of increased scores in the Social
Support and Peers domain. The model for School Envi-
ronment accounted for 31 % of the variance, R?> = 31,
F(13,347) = 12.10, p < .001. Using speech as the primary
communication mode (p = .04) and having challenging
behaviors (p = .01) predicted lower scores for School
Environment. Higher scores for the domain were predicted
by higher ratings of total strengths (p < .001).

Discussion
Improving the quality of life of students with disabilities is

considered a central purpose of special education and
transition services (Turnbull et al. 2003). Knowing how



199

J Autism Dev Disord (2016) 46:190-204

10> d 4y G0 > d 5
(sypSuans 1910eIRyd pajtodar 1o3uoms JO9PAI S9I09s IoY3IY (G—] d3uel

9rqrssod) sy)uang {UOT)RUTWLIANAP-J[OS 10 Ajtoeded 101ea13 J09pal sa109s 1oYSIY (G— a3uer o[qissod) uoneUTULIANOP-J[oS ‘(YiTef SNOIFI[oI I0FUOI)S JO[AI SAI0JS JYSIIY —] a3uer o[qissod) yire]
{SANIATIOR [00YS-JO-INO JO Joquinu J3eaid ur uonedronted 109l sa100s 1oy3Iy {(g—] 23uer 9[qissod) sanianoy ‘spasu 1oddns Jo s[oA9[ JoyIIY 309l SI09s I1Y3IY ‘G—] 23uel J[qrssod) spoau
j10ddng ‘(semI[Iqe [eUONIOUNY JO S[OAQ] IQYSTIY JOPI $9100S 1YY ‘H—] a8uel o[qrssod) sonI[iqe [euonoun, {(sroraeyaq SUISUI[LYD JO S[QAJ JOYSTY 09I SI00S IYSIY ‘—] oFuer a[qissod)
s1o1ARYQg {(yodads = 1) yooadg ¢(speowr 2o11d paonpalyaaly 10J QIS0 = [) sedw 2o11d paonpal/aal ([ewe) = ) o[ewa {(Auoutw = |) AUy ALOUIA {(Wsnne = ) WsHny ‘68¢ = N

L0 TE  #x€S  wx0F  #s0V  #48¢— #%81  wx€P — #%9C w91 —  %IT 90" TO0— #x0T— #%CS #xLb #%CS #%CS #%9C syisuang

80 ¥'C — b€ wx0F 5296 — #%xSY k€0 — #xb g 0" — 00’ 00 90 80— #%SC #xLT #x LT #%SC #xLC  UONBUIUWLISP-J[9S

60 97T — #x0€  #x9C— #xCC  wxlC— wxl ] 10— 60 SO’ (4N § w3V #%9¢" #xCE #3591 80’ e

vy Tol = w9V — #%8€"  #x81'— wx ¥ 0" — or 90 0 %= wxl w5 L€ e wxb w3 SORIANDY

0l ¥e — xxL9— #%9€  #x06"— %81 SO 0 0’ 60—  #x€C—  #xx€C—  xx00— xSl wxlT— speau 1oddng

60 ST - #xS80— #xCS 90— O0'— LO— 10— #%60C or 80" #%01" oW #x01"  SONI[Iqe [euonoung

01 Tt - %91 — #VC 60— 90— 0’ #5817 #x9€°— %290 — %280~  xx80— 60" — sloraeyog

0 80 - 01— YO YO — «I1'— 90 90 rds #%9C L0 #x0C yosadg
s[eowt

g0 ¥0 - 0= 10—  #x8CT 70— 60— PO —  #x6l'—  #x91'— ¥0'—  eoud paonpa/eary

S0 €0 - 0 YO sxET— € ds 80 0 SO — Qe

YA ) - €0’ 91— €0’ 00— 00— Y0 —  #:0CT— o3¢ plyD

¥0 TO0 - 10— €0’ 0 01— 0" — 01 Aoyl ALoury

S0 90 — axll'—  #xST— 90—  #x0C— 0" — wsnny
[00yds

01 T8Y - #5x0F" #x0F #%€S #*%0C NAFIDSATA
s10ad 29 Te100S

TSI tLE - s [P #%6€ wxP g NAFIOSATA
juared

00T T0S - #%8Y" #%CE NAHIISOATA
[eo13o10yoAsq

01 9¢r - #xEV NAFTIOSAIA
[eatsAyq

0T 9¢r - - NAFIOSATA

as nw L1 91 Sl 14! €l Cl I 0f1 6 8 L 9 S ¥ € C I dlqeLieA

so[qeLreA 10301paid pue QwodINo [[e JoJ sonsnels 9ANdIIOSOp pue XLIBW UONR[ALIOD JJeLIRAl]  d[qeL

pringer

A



200

J Autism Dev Disord (2016) 46:190-204

Table 5 Regression analysis for KIDSCREEN quality of life domains

Variable Physical well-being  Psychological well- Autonomy and parent  Social support and School environment

(n = 388) being (n = 384) relations (n = 364) peers (n = 373) (n = 361)

B* s B sr B sr B sr B sr
Autism —1.05 —.04 —2.34% —.10 92 .04 —3.75% —.10 -92 —.04
Minority ethnicity 3.04% 11 —.04 <—.01 —1.48 —.06 .90 .02 .58 .02
Child age —.95%* —-22 —41* —.10 -.17 —.04 —.60* —.10 —.12 -.03
Female —1.83 —.08 —1.06 —.05 .62 .03 1.21 .04 1.63 .07
Free/reduced meals —.76 —.03 -1.79 —.08 —1.30 —.06 .54 .02 42 .02
Speech .89 .03 —1.20 -.03 2.63 .07 —.83 -.02 —3.27%* —.10
Behaviors 45 .04 —.70 —.06 -.38 -.03 -.93 —.05 —1.42% —.12
Functional abilities —.28 —.02 —43 -.03 .05 <.01 —1.45 —.06 .18 .01
Support needs —.98 —.06 .08 .01 —.66 —.04 -.95 —-.04 —1.28 —.08
Community activities .61 .20 —.09 —.03 —.04 —.01 16%* 17 —.11 —.04
Religious faith -.92 -.07 —.56 —.04 1.56%* .13 3.08%%* .16 37 .03
Self-determination .79 .05 17 .10 —.75 —.05 —47 —.02 —.56 —.03
Strengths 2.45% d1 7.88%* .38 6.58%* 32 6.01%* .19 7.05%* .33
R 22 31 32 32 31
Adjusted R’ .19 .29 .29 .30 .29
F 8.06%* 12.93%* 12.60%* 12.96%* 12.10%*

? Unstandardized regression coefficient
b Semipartial correlation coefficient
* p < .05 (two-tailed test), ** p < .01 (two-tailed test)

transition-age students with autism or ID fare on the cusp
of adulthood—and the factors that may shape their well-
being—can have important implications for the design and
delivery of services and supports during this critical time
period. We examined the subjective quality of life of a
large sample of young people with autism or ID and
identified key predictors across five domains. Our findings
extend the literature in several ways.

First, parents’ ratings of the quality of life of their sons
and daughters with autism or ID were significantly lower
than a normative sample of similar-age youth in the areas
of Social Support and Peers, Physical Well-being, and
Psychological Well-being. These findings are consistent
with research focused on younger children with autism
spectrum disorders and young adults with high-functioning
autism (e.g., Kamp-Becker et al. 2010; Kuhlthau et al.
2010, 2013; Shipman et al. 2011). We found the domain
with the lowest ratings in our sample was Social Support
and Peers. This is similar to previous studies involving
preschool children with developmental disabilities (Lau
et al. 2006), young adults with high-functioning autism
(Kamp-Becker et al. 2010), and adolescents with autism
spectrum disorders (Clark et al. 2015). The social, com-
munication, and behavioral difficulties sometimes present
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among students receiving special education services for
autism or ID may have an impact on the social well-being
of young people with these labels. However, other influ-
ences are also important to consider. For example, the
educational experiences of these students often look dra-
matically different than those of their peers without dis-
abilities. Limited involvement in inclusive classrooms,
extracurricular activities, and other school or community
activities can constrain opportunities to meet peers and
develop friendships or other supportive relationships
(Shattuck et al. 2011). These findings emphasize the
importance of implementing effective social-related inter-
vention strategies and supporting inclusive learning
opportunities in high school for adolescents with autism or
ID (Carter and Hughes 2013).

Second, comparisons with normative scores suggest
some differences in quality of life based on special edu-
cation category. While youth with autism and youth with
ID had lower ratings than peers without disabilities in the
areas of Physical Well-being, Social Support and Peers,
and Psychological Well-being, the effect sizes demon-
strated an even greater difference for youth with autism.
Other descriptive studies confirm the social networks of
adolescents with autism are even more limited than
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adolescents with ID (Wagner et al. 2003). Similarly, autism
may be accompanied by co-occurring mental health diffi-
culties (Ratcliffe et al. 2015). These findings highlight the
need for special educators and other service providers to be
mindful of difficulties that young people with disabilities
may experience in these domains and aware that young
people with autism may experience even greater chal-
lenges. Researchers should explore whether and how
interventions and supports to promote quality of life in
different domains have differential effects for youth served
under different special education categories.

Third, our findings call attention to the diverse factors
that may influence quality of life during the transition
period. We found that greater involvement in out-of-school
activities was associated with higher ratings in the Social
Support and Peers domain. Other studies involving youth
with and without disabilities have linked involvement in
extracurricular or community activities to a range of pos-
itive outcomes (e.g., Mahoney et al. 2006). Involvement in
shared activities outside of the home—such as participating
in athletics, fine arts programs, extracurriculars, intern-
ships, volunteer experiences, or other community activi-
ties—may provide a context for young people with
disabilities to connect with others, develop friendships, and
enhance social-related skills. Unfortunately, community
involvement of youth with autism and ID is limited and
numerous barriers can limit participation in these types of
activities. One implication for special educators, family
members, and service providers is to address planning for
community and extracurricular involvement and seek to
remove barriers that may limit participation in these types
of activities.

Strength of religious faith was predictive of two quality
of life domains: Social Support and Peers and Autonomy
and Parent Relations. Hundreds of studies have docu-
mented strong associations among spirituality, faith com-
munity involvement, and indicators of well-being among
people without disabilities (e.g., Koenig et al. 2012).
However, research addressing faith and spirituality among
youth with autism or ID has been limited (e.g., Liu et al.
2014). Involvement in a faith community may have pro-
vided youth with opportunities to worship, fellowship, and
serve alongside others in ways that led to new relationships
and social supports. Although spirituality will not be
important in the life of every young person, this finding
extends the large literature exploring connections among
spirituality and quality of life (Koenig et al.), as well as
provides additional impetus for religious organizations to
ensure young people with autism or ID have sufficient
opportunities and supports to strengthen their faith and
participate fully within congregational life (Carter et al. in
press).

The strengths of these young people—as measured by
the ASPeCT-DD—emerged as the one of the strongest
predictors of higher quality of life across all five domains.
Prior studies have linked positive traits (e.g., hope, opti-
mism) to broader measures of well-being and life satis-
faction among young adults without disabilities (Proctor
et al. 2011) and adolescents with and without ID (Shogren
et al. 2006). A focus on the strengths of young people with
disabilities during the transition period, however, is sur-
prisingly limited (Carter et al. 2015). Our findings suggest
the expression of positive characteristics such as courage,
empathy, forgiveness, gratitude, humor, kindness, opti-
mism, resilience, self-control, and self-efficacy can be
associated with increased quality of life across multiple
domains. Although additional research is needed to more
clearly understand the pathways between individual
strengths and these specific domains, these findings rein-
force the importance of transition mandates within IDEA
(2006) requiring educators take “into account the child’s
strengths, preferences, and interests” when designing
transition services and supports (34 CFR 300.43(a)).

Fourth, we were somewhat surprised by the factors not
found to predict quality of life in our sample, including
most demographic- and disability-related factors. Neither
ratings of support needs nor functional abilities emerged as
significant predictors in any of our five models. The liter-
ature reports mixed findings related to the association
between indicators of disability severity and quality of life
(e.g., Kamp-Becker et al. 2010; Kuhlthau et al. 2013;
Tilford et al. 2012). In addition, challenging behaviors
predicted lower well-being in just one domain—School
Environment. Previous studies have found that some types
of aberrant behaviors were associated with lower quality of
life while other types were not (Kuhlthau et al. 2010,
2013). Finally, one of the personal traits we hypothesized
would be associated with quality of life—a young person’s
capacity for self-determination—did not significantly pre-
dict ratings in any of the five domains. As prior studies
have found strong associations among self-determination
and positive outcomes for students with disabilities, the
connection between self-determination and quality of life
should be further examined. While self-determination is
often defined as consisting of both an individual’s capacity
for self-determination and the opportunities they have to
make and act on their own choices, our study addressed
only the element of capacity. The mixed nature of findings
across studies for each of these variables—disability-re-
lated factors, challenging behaviors, and self-determina-
tion—may be related to sampling or measurement
differences across studies. Future research should continue
to investigate the potential for associations of these factors
with quality of life, as well as work toward developing and
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evaluating a framework for how various demographic,
disability, personal, and support variables influence quality
of life and interact with each other. A strong theoretical or
conceptual framework of this nature does not currently
exist for transition-age students with autism or ID.

Limitations and Future Research

Given the complex nature of quality of life throughout
adolescence and early adulthood, our study provides only
one window into this important aspect of the lives of youth
with autism or ID. Several limitations to this study suggest
areas for future research. First, this study presents a snap-
shot of quality of life at a single point in time. Cross-
sectional data can highlight important associations, but it
cannot provide casual evidence for how individual vari-
ables impact quality of life. Future research is needed to
explore longitudinal questions related to how quality of life
develops over time with and without intervention.

Second, despite having a large sample of nearly 400
parents, all of the youth who were the focus of this study
lived in a single state. Although the racial/ethnic back-
grounds of participants were fairly representative of the
state, the demographic, religious, and cultural backgrounds
of participants may not mirror those of youth in other states
or parts of the world. Moreover, our sample slightly
underrepresented youth from families with lower socioe-
conomic status. Future researchers should focus on other
samples reflecting different cultural, linguistic, socioeco-
nomic, geographic, and/or religious backgrounds, to
determine how the findings of this study converge and
diverge across samples.

Third, our study incorporated a single measure of sub-
jective quality of life. Although the KIDSCREEN is a well-
accepted measure with strong reliability and validity,
quality of life is a multi-dimensional concept that can be
defined in myriad ways. Future research involving different
measures or methodologies to assess and describe quality
of life would contribute to a more comprehensive
understanding.

Fourth, we addressed the quality of life of these young
people from a single vantage point using parent proxy-
reports. We chose to use parent reports because our sample
included many young people with complex communication
and cognitive impairments, as well as because we were
confident parents could speak to the indicators reflected on
the KIDSCREEN measure and offer a valuable perspec-
tive. Using parent-proxy reports is a validated methodology
for administering the KIDSCREEN (The KIDSCREEN
Group Europe 2006). However, studies involving both self-
and proxy-reports for youth with disabilities suggest par-
ents may provide lower quality of life ratings than the self-
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report ratings (e.g., Clark et al. 2015; Shipman et al. 2011).
Additional research is needed to expand available methods
for capturing the views of youth with severe intellectual
and communication impairments on their own quality of
life. Who does the reporting (e.g., mother versus father)
and whether they currently live with the child may also
shape views on the constructs in this study. Because our
respondents were primarily mothers and we did not inquire
about residential status, researchers should explore these
possibilities in future studies.

Conclusion

The purpose of this study was to examine the quality of life
for young people with disabilities during the transition to
adulthood, as well as to investigate whether several factors
related to personal traits and connections were associated
with higher ratings of quality of life above and beyond
demographic- or disability-related characteristics. Our
findings highlight domains in which the quality of life of
youth with autism or ID was rated lower than a represen-
tative sample of their peers without disabilities, providing
impetus for attention to supports and interventions that may
address these areas. In addition, our study provides insight
into potential contributions of community involvement,
religious faith, and character strengths to several areas of
quality of life. By better understanding factors contributing
to overall quality of life, this line of research may promote
the flourishing of young people during this critical period
of transition.

Acknowledgments The work reported in this article was supported
by funding from the Martin McCoy-Jesperson Discovery Grants in
Positive Psychology. We appreciate the contributions of Naomi
Annandale, Thomas Boehm, Eleanor Liu, and Courtney Taylor to this
project.

References

Carter, E. W., Boehm, T. L., Annandale, N. H., & Taylor, C. (in
press). Supporting congregational inclusion for children and
youth with intellectual disability or autism and their families.
Exceptional Children.

Carter, E. W., Boehm, T. L., Biggs, E. E., Annandale, N. H., Taylor,
C. E, Loock, A. K., & Liu, R. Y. (2015). Known for my
strengths: Positive traits of transition-age youth with intellectual
disability and/or autism. Research and Practice for Persons with
Severe Disabilities, 40, 101-119. doi:10.1177/154079691
5592158.

Carter, E. W., Brock, M. E., & Trainor, A. A. (2014). Transition
assessment and planning for youth with severe intellectual and
developmental disabilities. The Journal of Special Education,
47, 245-255. doi:10.1177/0022466912456241.

Carter, E. W., Ditchman, N., Sun, Y., Trainor, A. A., Swedeen, B., &
Owens, L. (2010). Summer employment and community


http://dx.doi.org/10.1177/1540796915592158
http://dx.doi.org/10.1177/1540796915592158
http://dx.doi.org/10.1177/0022466912456241

J Autism Dev Disord (2016) 46:190-204

203

experiences of transition-age youth with severe disabilities.
Exceptional Children, 76, 194-212. doi:10.1177/00144029100
7600204.

Carter, E. W., & Hughes, C. (2013). Teaching social skills and
promoting supportive relationships. In P. Wehman (Ed.), Life
beyond the classroom (5th ed., pp. 249-268). Baltimore, MD:
Paul H. Brookes.

Carter, E. W., Lane, K. L., Cooney, M., Weir, K., Moss, C. K., &
Machalicek, W. (2013). Parent assessments of self-determination
importance and performance for students with autism or
intellectual disability. American Journal on Intellectual and
Developmental Disabilities, 88, 16-31. doi:10.1352/1944-7558-
118.1.16.

Clark, B. G., Magill-Evans, J. E., & Koning, C. J. (2015). Youth with
autism spectrum disorders: Self- and proxy-reported quality of life
and adaptive functioning. Focus on Autism and Other Develop-
mental Disabilities, 30, 57-64. doi:10.1177/1088357614522289.

Cohen, J. (1988). Statistical power analysis for the behavioral
sciences (2nd ed.). Mahwah, NJ: Erlbaum.

Davis, E., Nicholas, C., Waters, E., Cook, K., Gibbs, L., Gosch, A., &
Ravens-Sieberer, U. (2007). Parent-proxy and child self-reported
health-related quality of life: Using qualitative methods to
explain the discordance. Quality of Life Research, 16, 863—871.
doi:10.1007/s11136-007-9187-3.

Dey, M., Landolt, M. A., & Mohler-Kuo, M. (2013). Assessing
parent-child agreement in health-related quality of life among
three health status groups. Social Psychiatry and Psychiatric
Epidemiology, 48, 503-511. doi:10.1007/s00127-012-0556-z.

Felce, D., & Perry, J. (2007). Living with support in the community.
In S. L. Odom, R. H. Horner, M. E. Snell, & J. Blacher (Eds.),
Handbook of developmental disabilities (pp. 410-428). New
York, NY: Guilford Press.

Foley, K. R., Dyke, P., Girdler, S., Bourke, J., & Leonard, H. (2012).
Young adults with intellectual disability transitioning from
school to post-school: A literature review framed within the ICF.
Disability and Rehabilitation, 34, 1747-1764. doi:10.3109/
09638288.2012.660603.

Forte, M., Jahoda, A., & Dagnan, D. (2011). An anxious time?
Exploring the nature of worries experienced by young people
with a mild to moderate intellectual disability as they make the
transition to adulthood. British Journal of Clinical Psychology,
50, 398-411. doi:10.1111/1.2044-8260.2010.02002.x.

Haber, M. G., Mazzotti, V. L., Mustian, A. L., Rowe, D. A.,
Bartholomew, A. L., & Fowler, C. H. (2015). What works, when,
for whom, and with whom: A meta-analytic review of predictors
of postsecondary success for students with disabilities. Review of
Educational Research. doi:10.3102/0034654315583135.

Harrell, F. E. (2001). Regression modeling strategies: With applica-
tions to linear models, logistic regression, and survival analysis.
New York, NY: Springer.

Hebron, J., & Humphrey, N. (2012). Mental health difficulties among
young people on the autistic spectrum in mainstream secondary
schools: A comparative study. Journal of Research in Special
Educational Needs, 14, 22-32. doi:10.1111/j.1471-3802.2012.
01246.x.

Hensel, E., Rose, J.,, Kroese, B. S., & Banks-Smith, J. (2002).
Subjective judgements of quality of life: A comparison study
between people with intellectual disability and those without
disability. Journal of Intellectual Disability Research, 46,
95-107. doi:10.1046/j.1365-2788.2002.00343.x.

Individuals with Disabilities Education Improvement Act (IDEA).
Final Regulations, 2006.

Kamp-Becker, 1., Schroder, J., Muehlan, H., Remschidt, H., Becker,
K., & Bachmann, C. J. (2011). Health-related quality of life in
children and adolescents with autism spectrum disorder.

Zietschrift fur Kinder Jugendpsychiatrei und Psychotherapie,
39(2), 13-31. doi:10.1024/1422-4917/a000098.

Kamp-Becker, 1., Schroder, J., Remschmidt, H., & Bachmann, C. J.
(2010). Health-related quality of life in adolescents and young
adults with high functioning autism-spectrum disorder. GMS
Psycho-Social Medicine. doi:10.3205/psm000065.

Kober, R. (Ed.). (2011). Enhancing the quality of life of people with
intellectual disabilities: From theory to practice. New York,
NY: Springer.

Koenig, H. G., King, D. E., & Carson, V. B. (2012). Handbook of
religion and health (2nd ed.). New York, NY: Oxford University
Press.

Kraemer, B. R., Mclntyre, L. L., & Blacher, J. (2003). Quality of life
for young adults with mental retardation during transition.
Mental Retardation, 41, 250-262. doi:10.1352/00476765(2003)
41<250:QOLFYA>2.0.CO;2.

Kuhlthau, K., Kovacs, E., Hall, T. A., Clemmons, T., Orlich, F.,
Delahaye, J., & Sikora, D. (2013). Health-related quality of life
for children with ASD: Associations with behavioral character-
istics. Research in Autism Spectrum Disorders, 7, 1035-1042.
doi:10.1016/j.rasd.2013.04.006.

Kuhlthau, K., Orlich, F., Hall, T. A., Sikora, D., Kovacs, E. A.,
Delahaye, J., & Clemons, T. E. (2010). Health-related quality of
life in children with autism spectrum disorders: Results from the
autism treatment network. Journal of Autism and Developmental
Disorders, 40, 721-729. doi:10.1007/s10803-009-0921-2.

Lau, K., Chow, S. M., & Kai Lo, S. (2006). Parents’ perception of the
quality of life of preschool children at risk or having develop-
mental disabilities. Quality of Life Research, 15, 1133-1141.
doi:10.1007/s11136-006-0067-z.

Lee, S. H., Wehmeyer, M. L., Palmer, S. B., Soukup, J. H., & Little,
T. D. (2008). Self-determination and access to the general
education curriculum. The Journal of Special Education, 42,
91-107. doi:10.1177/0022466907312354.

Liu, E. X., Carter, E. W., Boehm, T. L., Annandale, N. H., & Taylor,
C. E. (2014). In their own words: The place of faith in the lives
of young people with autism and intellectual disability. Intel-
lectual and Developmental Disabilities, 52, 388—-404. doi:10.
1352/1934-9556-52.5.388.

Mahoney, J. L., Harris, A. L., & Eccles, J. S. (2006). Organized
activity participation, positive youth development, and the over-
scheduling hypothesis. Social Policy Report, 20, 3-32.

Plante, T. G., & Boccaccini, M. (1997). The Santa Clara strength of
religious faith questionnaire. Pastoral Psychology, 45, 375-387.
doi:10.1007/BF02230993.

Proctor, C., Maltby, J., & Linley, P. A. (2011). Strengths use as a
predictor of well-being and health related quality of life. Journal
of Happiness Studies, 12, 153-169. doi:10.1007/s10902-009-
9181-2.

Ratcliffe, B., Wong, M., Dossetor, D., & Hayes, S. (2015). The
association between social skills and mental health in school-
aged children with autism spectrum disorder, with and without
intellectual disability. Journal of Autism and Developmental
Disorders.

Ravens-Sieberer, U., Auquier, P., Erhart, M., Gosch, A., Rajmil, L.,
Bruil, J., & The European KIDSCREEN Group. (2007). The
KIDSCREEN-27 quality of life measure for children and
adolescents: psychometric results from a cross-cultural survey
in 13 European countries. Quality of Life Research, 16,
1347-1356. doi:10.1007/s11136-007-9240-2.

Ravens-Sieberer, U., Gosch, A., Rajmil, L., Erhart, M., Bruil, J., &
The European KIDSCREEN Group. (2005). KIDSCREEN-52
quality of life measure for children and adolescents. Expert
Review of Pharmacoeconomics & QOutcomes Research, 5,
353-364. doi:10.1586/14737167.5.3.353.

@ Springer


http://dx.doi.org/10.1177/001440291007600204
http://dx.doi.org/10.1177/001440291007600204
http://dx.doi.org/10.1352/1944-7558-118.1.16
http://dx.doi.org/10.1352/1944-7558-118.1.16
http://dx.doi.org/10.1177/1088357614522289
http://dx.doi.org/10.1007/s11136-007-9187-3
http://dx.doi.org/10.1007/s00127-012-0556-z
http://dx.doi.org/10.3109/09638288.2012.660603
http://dx.doi.org/10.3109/09638288.2012.660603
http://dx.doi.org/10.1111/j.2044-8260.2010.02002.x
http://dx.doi.org/10.3102/0034654315583135
http://dx.doi.org/10.1111/j.1471-3802.2012.01246.x
http://dx.doi.org/10.1111/j.1471-3802.2012.01246.x
http://dx.doi.org/10.1046/j.1365-2788.2002.00343.x
http://dx.doi.org/10.1024/1422-4917/a000098
http://dx.doi.org/10.3205/psm000065
http://dx.doi.org/10.1352/00476765(2003)41%3c250:QOLFYA%3e2.0.CO;2
http://dx.doi.org/10.1352/00476765(2003)41%3c250:QOLFYA%3e2.0.CO;2
http://dx.doi.org/10.1016/j.rasd.2013.04.006
http://dx.doi.org/10.1007/s10803-009-0921-2
http://dx.doi.org/10.1007/s11136-006-0067-z
http://dx.doi.org/10.1177/0022466907312354
http://dx.doi.org/10.1352/1934-9556-52.5.388
http://dx.doi.org/10.1352/1934-9556-52.5.388
http://dx.doi.org/10.1007/BF02230993
http://dx.doi.org/10.1007/s10902-009-9181-2
http://dx.doi.org/10.1007/s10902-009-9181-2
http://dx.doi.org/10.1007/s11136-007-9240-2
http://dx.doi.org/10.1586/14737167.5.3.353

204

J Autism Dev Disord (2016) 46:190-204

Renty, J., & Roeyers, H. (2006). Quality of life in high-functioning
adults with autism spectrum disorder. Autism, 10, 511-524.
doi:10.1177/1362361306066604.

Robitail, S., Ravens-Sieberer, U., Simeoni, M., Rajmil, L., Bruil, J.,
Power, M., & the KIDSCREEN Group. (2007). Testing the
structural and cross-cultural validity of the KIDSCREEN-27
quality of life questionnaire. Quality of Life Research, 16,
1335-1345. doi:10.1007/s11136-007-9241-1.

Schalock, R. L. (2004). The concept of quality of life: What we know
and do not know. Journal of Intellectual Disability Research, 48,
203-216. doi:10.1111/j.1365-2788.2003.00558.x.

Schalock, R. L., & Keith, K. D. (1993). Quality of life questionnaire.
Columbus, OH: IDS.

Shattuck, P. T., Orsmond, G. 1., Wagner, M., & Cooper, B. P. (2011).
Participation in social activities among adolescents with an
autism spectrum disorder. PLoS One, 6, ¢27176. doi:10.1371/
journal.pone.0027176.

Shipman, D., Sheldrick, S., & Perrin, E. C. (2011). Quality of life of
adolescents with autism spectrum disorders: Reliability and
validity of self-reports. Journal of Developmental and Behav-
ioral Pediatrics, 32, 85-89. doi:10.1097/DBP.0b013e318203
e558.

Shogren, K. A., Lopez, S. H., Wehmeyer, M. L., Little, T. D., &
Pressgrove, C. L. (2006). The role of positive psychology
constructs in predicting life satisfaction in adolescents with and
without cognitive disabilities, an exploratory study. The Journal
of Positive Psychology, 1, 37-52. doi:10.1080/174397605003
73174.

Tavernor, L., Barron, E., Rodgers, J., & McConachie, H. (2013).
Finding out what matters: Validity of quality of life measure-
ment in young people with ASD. Child: Care, Health, and
Development, 39, 592-601. doi:10.1111/j.1365-2214.2012.
01377.x.

Taylor, R. M., Gibson, F., & Franck, L. S. (2008). A concept analysis
of health-related quality of life in young people with chronic
illness. Journal of Clinical Nursing, 17, 1823-1833. doi:10.
1111/5.13.65-2702.2008.02379.x.

@ Springer

Test, D. W., Smith, L., & Carter, E. W. (2014). Equipping youth with
autism spectrum disorders for adulthood: Promoting rigor,
relevance, and relationships. Remedial and Special Education,
35, 80-90. doi:10.1177/0741932513514857.

The KIDSCREEN Group Europe. (2006). The KIDSCREEN Ques-
tionnaires: Quality of life questionnaires for children and
adolescents. Lengerich: Pabst Science Publishers.

Tilford, J. M., Payakachat, N., Kovacs, E., Pyne, J. M., Brouwer, W.,
Nick, T. G., & Kuhlthau, K. A. (2012). Preference-based health-
related quality-of-life outcomes in children with autism spectrum
disorders: A comparison of generic instruments. Pharmacoeco-
nomics, 30, 661-679. doi:10.2165/11597200-000000000-00000.

Turnbull, H. R., Turnbull, A. P., Wehmeyer, M. L., & Park, J. (2003).
A quality of life framework for special education outcomes.
Remedial and Special Education, 24, 67-74. doi:10.1177/
07419325030240020201.

Umberson, D., & Montez, J. K. (2010). Social relationships and
health: A flashpoint for health policy. Journal of Health and
Social Behavior, 51, S54-S66. doi:10.1177/0022146510383501.

Wagner, M., Cadwallader, T., & Marder, C. (2003). Life outside the
classroom for youth with disabilities. Menlo Park, CA: SRI
International.

Wehmeyer, M. L., & Abery, B. H. (2013). Self-determination and
choice. Intellectual and Developmental Disabilities, 51,
399—411. doi:10.1352/1934-9556-51.5.399.

Wei, X., Wagner, M., Hudson, L., Yu, J. W., & Shattuck, P. (2015).
Transition to adulthood: Employment, education, and disengage-
ment in individuals with autism spectrum disorders. Emerging
Adulthood, 3, 37-45. doi:10.1177/2167696814534417.

Wolman, J. M., Campeau, P. L., DuBois, P. A., Mithaug, D. E., &
Stolarski, V. S. (1994). AIR self-determination scale and user
guide. Palo Alto, CA: American Institute for Research.

Woodard, C. (2009). Psychometric properties of the ASPeCT-DD:
Measuring positive traits in persons with developmental disabil-
ities. Journal of Applied Research in Intellectual Disabilities, 22,
433-444. doi:10.1111/j.1468-3148.2009.00494..x.


http://dx.doi.org/10.1177/1362361306066604
http://dx.doi.org/10.1007/s11136-007-9241-1
http://dx.doi.org/10.1111/j.1365-2788.2003.00558.x
http://dx.doi.org/10.1371/journal.pone.0027176
http://dx.doi.org/10.1371/journal.pone.0027176
http://dx.doi.org/10.1097/DBP.0b013e318203e558
http://dx.doi.org/10.1097/DBP.0b013e318203e558
http://dx.doi.org/10.1080/17439760500373174
http://dx.doi.org/10.1080/17439760500373174
http://dx.doi.org/10.1111/j.1365-2214.2012.01377.x
http://dx.doi.org/10.1111/j.1365-2214.2012.01377.x
http://dx.doi.org/10.1111/j.13.65-2702.2008.02379.x
http://dx.doi.org/10.1111/j.13.65-2702.2008.02379.x
http://dx.doi.org/10.1177/0741932513514857
http://dx.doi.org/10.2165/11597200-000000000-00000
http://dx.doi.org/10.1177/07419325030240020201
http://dx.doi.org/10.1177/07419325030240020201
http://dx.doi.org/10.1177/0022146510383501
http://dx.doi.org/10.1352/1934-9556-51.5.399
http://dx.doi.org/10.1177/2167696814534417
http://dx.doi.org/10.1111/j.1468-3148.2009.00494.x

	Quality of Life for Transition-Age Youth with Autism or Intellectual Disability
	Abstract
	Introduction
	Method
	Participants
	Recruitment
	Measures
	Quality of Life
	Predictor Variables
	Communication
	Challenging Behavior
	Functional Abilities
	Support Needs
	Involvement in Out-of-School Activities
	Strength of Religious Faith
	Self-Determination
	Strengths


	Data Analysis

	Results
	How Do Parents Depict the Quality of Life of Transition-Age Youth with Disabilities?
	To What Extent Does Quality of Life Differ from a Normative Sample of Young People?
	What Factors Predict Quality of Life for Transition-Age Youth with Disabilities?

	Discussion
	Limitations and Future Research
	Conclusion
	Acknowledgments
	References




