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Abstract
Purpose of Review This review explored the literature on wellness in children and youth with intellectual and developmental
disabilities (IDD). We asked the following: (1) how is wellness conceptualized?; (2) what contributes to a sense of wellness?; (3)
what is the current state of wellness research for this population?; and (4) what recommendations are there for clinical practice?
Recent Findings Wellness has been conceptualized as having multiple, overlapping dimensions (e.g., physical, psychological),
which can contribute to an overarching sense of wellness when combined and balanced. Most of the wellness literature on
children and youth with IDD focus on particular aspects of wellness (e.g., physical activity).
Summary Thirty-seven wellness articles related to children and youth with IDD were identified. Only two defined wellness.
Most focused on physical wellness while others addressed multiple wellness dimensions, but none examined wellness compre-
hensively. Further research can explore what wellness interventions are relevant to children and youth themselves.

Keywords Wellness .Wellbeing . Health promotion . Intellectual and developmental disabilities . Children . Youth

Introduction

Wellness is an important concept for children and youth with
intellectual and developmental disabilities (IDD), given the
health inequities that exist within this population. For exam-
ple, they are more likely to develop health problems (e.g., co-
occurring chronic disease and/or mental illness) and experi-
ence significant challenges accessing healthcare services com-
pared to youth without IDD [1–3]. Children and youth with
IDD are more likely to experience diminished wellness as they
age, as well as have an increasing number of chronic

conditions and lower socioeconomic status than their nondis-
abled peers [4••]. In a large population-based survey of youth
aged 12 to 17 years, those who were older, had specialized
healthcare needs and lower socioeconomic circumstances, and
had a parent with fair to poor mental health reported lower
wellness across several dimensions (e.g., physical, intellectu-
al, social, emotional) [5]. Given the recognized health dispar-
ities and prevalent secondary conditions that exist for individ-
uals with IDD, “health”may not be the only construct to view
one’s existence and sense of well-being [6, 7].Moreover, there
is growing interest in approaches beyond traditional perspec-
tives of health that focus predominantly on physical or mental
health.

Wellness is a relatively abstract concept compared to health
and has a number of possible meanings. It has been described
as living one’s life beyond conventional notions of health as
the presence or absence of disease [8] and affords opportuni-
ties for “a good life” [4••, 9, 10]. Wellness has been concep-
tualized as having multiple, overlapping dimensions, includ-
ing physical, social, psychological, emotional, spiritual, and
intellectual dimensions [11]. An overarching sense of well-
ness can be optimized when these dimensions are combined
and balanced in a person’s life. Conversely, overall wellness
can be compromised if a person experiences suboptimal well-
ness in one or more dimensions [11]. In addition, wellness
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promotion interventions for children and youth need to con-
sider the role families play in fostering health and well-being
[12]. If multiple dimensions are not considered, interventions
and/or programs of research may not target the most relevant
components of wellness for children and youth with IDD.

Despite this, many literature reviews have focused on a
single aspect of wellness for children with disabilities (e.g.,
physical activity, nutrition) [13–16], or psychosocial interven-
tions [17]. However, their links to other wellness dimensions
and to an overarching sense of wellness have not been de-
scribed explicitly. Understanding what contributes to an over-
arching sense of wellness can potentially enhance how we
promote and support children and youth with IDD to live
healthily and well and prevent long-lasting impacts of health
inequities. The purpose of this scoping review was therefore
to explore the available literature explicitly related to wellness
for children and youth with IDD. The objectives were to un-
derstand the following: (1) how wellness related to children
and youth with IDD is conceptualized in the literature; (2)
what contributes to their experiences of wellness; (3) the cur-
rent state of research on wellness for this population; and (4)
recommendations for clinical practice.

Methodology

This scoping review followed the methodology proposed by
Arksey and O’Malley [18], with updates from Levac,
Colquhoun, and O’Brie [19], ensuring that we followed a
rigorous process to complete a knowledge synthesis and com-
prehensively map and identify literature gaps [20]. The pro-
cesses of identifying and screening for eligibility and
inclusion/exclusion of articles in the review are described be-
low and summarized in Fig. 1 [21].

Stakeholder Engagement

To ensure relevance and translation of the findings, a group of
stakeholders including young people with IDD and their par-
ents, managers of community programs addressing wellness,
program delivery staff, and researchers were consulted to
identify the wellness dimensions relevant specifically to
young people with IDD based on their daily life or work
experiences. Wellness dimensions drawn from the broader
wellness literature were presented, namely physical, spiritual,
psychological, social, emotional, and intellectual wellness di-
mensions [11]. Through consensus, the group decided that
spiritual wellness and intellectual wellness were not primary
concerns for young people with IDD, instead proposing occu-
pational wellness and community participation. Table 1 pro-
vides descriptions of the wellness dimensions identified as
relevant to young people with IDD.

Search Methods

Search terms including diagnostic labels (e.g., Down syn-
drome, autism spectrum disorder) and wellness-related terms
(e.g., health promotion, well-being, social participation) gen-
erated from previous literature and with stakeholders were
mapped and organized into subject headings with the assis-
tance of a health sciences research librarian to ensure compre-
hensive scope of the literature. Medline, PsycINFO, Embase,
and CINAHL databases were searched. Gray literature
searches using Google Scholar included conference proceed-
ings, books, and archived dissertations.

In addition, TY completed a manual searching of 10 peer-
reviewed journals (e.g., Developmental Disabilities Research
Reviews, International Journal of Wellbeing, Journal of
Applied Research in Intellectual Disabilities, Journal of
Policy and Practice in Intellectual Disabilities, Research in
Developmental Disabilities). Reference lists of reviews were
also hand searched for potentially relevant articles.

Screening

TYand ER reviewed articles for inclusion and data extraction
based on criteria described below; AM acted as a third review-
er to reconcile any disagreements. Inter-rater reliability was
calculated.

Inclusion and Exclusion Criteria

To be included in the review, articles had to (1) focus on
children and/youth with IDD up to 25 years old (at least
50% or more of the participants); (2) focus on wellness,
well-being, or one or more of the wellness dimensions de-
scribed in Table 1; and (3) be published between January
2006 and January 21, 2017 (including early online articles).
Articles were excluded for the following reasons: (1) non-
English publication and/or (2) unable to be retrieved.

Data Extraction

To address our objectives, the following information was extract-
ed from articles meeting the inclusion criteria: (1) definition of
wellness; (2) wellness dimensions addressed; (3) study type and
research design; (4) study objective; (5) sample characteristics;
(6) description of intervention (where relevant); (7) outcome
measures used; (8) findings; (9) limitations; and (10) recommen-
dations for clinical practice. See Table 2 for the extracted data.

Results

After de-duplication, a total of 11,658 articles were screened
by title and abstract and 128 full-text articles reviewed for
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inclusion. A total of 37 articles were included in this review.
Independent inter-rater agreement was 83.33% for determina-
tion of inclusion/exclusion criteria for full-text assessment.

Table 2 provides details of the included studies. The ma-
jority of papers were from the USA (n = 10), followed by the
UK (n = 6) and Canada (n = 5). There were two articles each
from Australia, China, India, South Africa, and Taiwan. The
rest were from France, Serbia, Iran, Italy, the Netherlands, and
New Zealand. They were published between 2006 and 2016.
Collectively, the articles included the following diagnostic
labels: autism, cerebral palsy, developmental delay, Down
syndrome, fragile X syndrome, intellectual disability (ID),
and Prader-Willi syndrome (PWS); and participants in the
age range of 4 to 35 years. The majority of articles (n = 19)
focused on physical wellness (e.g., physical activity, nutri-
tion), followed by psychological (n = 14), community partic-
ipation (n = 10), emotional (n = 10), occupational (n = 2), so-
cial (n = 7), or other wellness dimensions (e.g., thriving) (n =
8).Many of the studies (n = 16) could be classified under more
than one wellness dimension (e.g., Foley et al. [30]), but none
comprehensively examined all wellness dimensions. In what

follows, we highlight key findings related to wellness concep-
tualizations and what contributes to an overarching sense of
wellness organized under the wellness dimensions identified
with stakeholders (see Table 1) and provide examples from the
included articles.

Conceptualizing Wellness

Wellness was explicitly conceptualized or defined in two stud-
ies [30, 58]. Foley et al. described wellness as “a good life”
[30, p., 378] for their qualitative study that explored the mean-
ing of well-being for children and youth with disabilities (e.g.,
autism, IDD). Yousefi, Mozaffari, Sharif, and Sepasi de-
scribed personal well-being as “how people feel about their
lives” [58, 68, p.], including their emotional responses, satis-
faction with life domains, and global judgment of quality of
life. Their study assessed the Personal Wellbeing Index-
Cognitive Disability and found it to be reliable and valid for
measuring personal well-being of students with ID (age range
9 to 21 years). Wellness conceptualizations were not explicitly

Records identified through database 
searching 

(total n =  14,549) 
Medline, n = 3,642 
PsycINFO, n = 944 
Embase, n = 8,630 

CINAHL, n = 1,333 

Additional records identified 
through other sources 

(n = 25) 

Records after duplicates removed 
(n = 11,658) 

Records screened 
(n = 11,658) 

Records excluded 
(n = 11,530) 

Full-text articles assessed 
for eligibility 

(n = 128 ) 

Full-text articles excluded, with reasons 
(total n =  91) 

1. Non-English publication, n =1 
2. Not focused on child/youth’s wellness or wellbeing, n = 13 
3. Focused on parent/ family wellness or well-being, n= 3  
4. >50% of participants are over 25 years old, n = 28 
5. >50% of participants do not have IDD, n = 34 
6. Publication type, including study protocol, abstract, dissertation, 
or review, n = 12 

Studies included in review
(n = 37)

Fig. 1 Process of identification, screening, eligibility, and inclusion of studies in scoping review
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described in the remaining articles. However, some focused
on related concepts, such as quality of life [34, 39, 57] and
thriving [54••].

Physical Dimension

Physical wellness (e.g., physical activity, nutrition, weight)
was the focus of the majority of articles (n = 19). In a com-
mentary, Buckley [22] discussed the need to emphasize the
benefits of a healthy lifestyle, and particularly physical activ-
ity, for children with Down syndrome. In a mixed methods
study, Curtin et al. [28] developed a structured interview to
assess the physical activity participation of adolescents with
IDD. These examples reflect the relative importance attributed
to the physical activity participation of children and youth
with IDD in promoting wellness.

Several studies focused on physical activity and exercise
and their effects on common physical health indicators (e.g.,
body mass index (BMI), weight), comparing differences be-
fore and after an exercise program or differences between
young people with and without ID. For example, Davis [29]

found no significant differences in BMI in grade 2 students
with ID (mean age of 9.7 years) before and after an adapted
exercise program, but significant differences on measures of
strength and flexibility (e.g., medicine ball throw, sit-and-
reach). In a single-case study, Singh et al. [51] examined the
effectiveness of regular exercise alone compared to regular
exercise with healthy eating education and then with healthy
eating education and mindfulness strategies on weight reduc-
tion for a young man with PWS (age 17 years). While weight
reduction was achieved over 3 years, the component(s) that
contributed to this result was inconclusive. Similarly,
Hinckson et al. [38] examined the effects of a 10-week
school-based physical activity and healthy eating program
on the weight and health behaviors of youth with ID or autism
(mean age of 14 years) with overweight or obesity, and found
minimal changes on indicators such as weight and waist cir-
cumference between pre- and post-evaluation at 24 weeks.
However, youth and their family members described overall
health and social gains through participation in a program
tailored to this population. Salaun and Berthhouze-Aranda
[50] used physical health status indicators to compare the
health-related fitness between adolescents with ID and their
peers without disabilities, as well as between those with and
without obesity. They found significant differences on physi-
cal fitness tests between adolescents with ID and those with-
out ID, as well as between those with and without obesity. The
authors suggest that adolescents with ID experience fatigue
sooner than their peers because they are not participating in
regular physical fitness activities. Combined, these studies
suggest that children and youth with ID score lower on con-
ventional physical fitness indicators than their peers without
disabilities, but can improve with specific targeted exercises.
However, if weight loss is the desired outcome, then two stud-
ies found that physical activity interventions had little impact
on weight and/or obesity. Nevertheless, young people with
IDD may achieve other positive outcomes of physical activity
programs, such as an overall sense of health and social
wellness.

The importance of families’ influences on physical well-
ness was highlighted in two studies. George, Shacter, and
Johnson [32] found high correlations between the BMI of both
adolescents with ID (age range 13 to 20 years) and their par-
ents, and their beliefs, attitudes, and behaviors related to phys-
ical activity and nutrition. Lin et al. [42] examined the preva-
lence of physical activity and its determinants for adolescents
with ID and found that 29.9% of the 351 adolescents with ID
who participated in the study had regular physical activity. In
addition, boys were more likely than girls to have a preference
for physical activity, and adolescents whose caregivers had
post-secondary education were more likely to participate in
regular physical activity than those whose caregivers had pri-
mary school education or below. Together, these studies sug-
gest that physical activity promotion is needed for children,

Table 1 Descriptions of wellness dimensions

Wellness
dimension

Description

Physical A positive perception and expectation of
physical health or having a healthy body.
Commonly associated with physical activity,
healthy eating, etc.*

Occupational Engaging in essential daily life and meaningful
activities, such personal self-care and hygiene,
taking care of health and household tasks,
volunteering.+

Psychological A general perception that one will experience
positive outcomes to daily life events and
circumstances. Commonly associated with an
optimistic disposition, happiness, hardiness, or
resilience.*

Emotional Having a positive sense of self-identity or image
of oneself. Commonly associated with positive
self-regard, self-esteem, feeling good about
oneself, etc.*

Social The perception of having supports available from
family or friends and reciprocally valued as a
support provider. Commonly associated with
interdependence, interpersonal supports with
friends and other people.*

Community
participation

Participating or spending time in the community
and/or spaces that make one feel happy,
involved, and/or included. Commonly associated
with participating in public spaces outside of the
home and spending time with friends for fun
(not for the purpose of support).+

*Descriptions adapted from Adams et al. [11]
+Descriptions informed by stakeholder engagement
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d
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re
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s
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io
us
ly

co
lle
ct
ed

da
ta
;s
om

e
va
ri
ab
le
s

la
ck
ed

sp
ec
if
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6)
,

th
yr
oi
d
(5
2)
,h
ea
rt
(5
0)
,a
nd

di
ab
et
es

(3
0)
;(
2)

le
ve
lo

f
fu
nc
tio

ni
ng

an
d
he
al
th

co
nd
iti
on
s—

ad
ju
st
in
g
fo
r

ge
nd
er

an
d
ag
e,
D
S
w
ith

m
en
ta
lh

ea
lth

w
er
e
m
or
e

lik
el
y
to

ha
ve

lo
w
er

co
m
m
un
ic
at
io
n,
co
m
m
un
ity

sk
ill
s,
an
d
se
lf
-c
ar
e
sk
ill
s;

(3
)
m
os
tc
om

m
on

ac
ut
e

ill
ne
ss
es

w
ith

in
12

m
on
th
s

w
er
e
co
ld
,i
nf
lu
en
za
,o
r
ea
r

in
fe
ct
io
n.
37

in
di
vi
du
al
s
ha
d

at
le
as
t1

ho
sp
ita
la
dm

is
si
on

w
ith

in
12

m
on
th
s.
17
4
ha
d

vi
si
te
d
a
G
P,
20

a
ps
yc
ho
lo
gi
st
,

14
a
m
en
ta
lh

ea
lth

do
ct
or

w
ith

in
12

m
on
th
s.

(1
)
A
s
qu
es
tio
nn
ai
re

w
as

lo
ng
,r
es
po
nd
en
tf
at
ig
ue

m
ay

ha
ve

oc
cu
rr
ed
;(
2)

re
ca
ll
er
ro
r
w
ith

re
tr
os
pe
ct
iv
e
re
po
rt
in
g

(1
)
M
on
ito

ri
ng

an
d

sc
re
en
in
g
fo
r
he
al
th

co
nd
iti
on
s
in

th
is

po
pu
la
tio

n
is
im

po
rt
an
t

du
e
to

no
.o
f
co
nd
iti
on
s;

(2
)d

ev
el
op

m
an
ag
em

en
t

pl
an
s
an
d
st
ra
te
gi
es

to
av
oi
d
lo
ng
-t
er
m

co
ns
eq
ue
nc
es

of
co
nd
iti
on
s
(t
o
en
su
re

th
ey

do
no
ta
ct
as

ba
rr
ie
rs
to

pa
rt
ic
ip
at
io
n

in
em

pl
oy
m
en
t/s
oc
ia
l

ac
tiv

iti
es
)

R
im

m
er

et
al
.,

20
10
,U

SA
[4
7]

N
ot

ap
pl
ic
ab
le
.

W
eb
-b
as
ed

su
rv
ey

in
cl
ud
in
g

de
m
og
ra
ph
ic
s,
di
sa
bi
lit
y

st
at
us

an
d
he
al
th

co
nd
iti
on
s,

bo
dy

w
ei
gh
ts
ta
tu
s,

ob
es
ity

-r
el
at
ed

he
al
th

co
nd
iti
on
s

(1
)
S
ig
ni
fi
ca
nt

di
ff
er
en
ce

in
w
ei
gh
t,
he
ig
ht
,a
nd

B
M
I

ac
ro
ss

ge
nd
er

an
d
di
sa
bi
lit
y

gr
ou
ps
.Y

ou
th

w
ith

A
SD

si
gn
if
ic
an
tly

he
av
ie
r
an
d
ta
lle
r

th
an

ot
he
r
di
sa
bi
lit
y
gr
ou
ps
;

yo
ut
h
w
ith

C
P
w
er
e
lig

ht
th
an

ot
he
r
gr
ou
ps

w
ith

th
e

ex
ce
pt
io
n
of

sp
in
a
bi
fi
da

an
d

m
ea
n
B
M
I
w
as

lo
w
er

th
an

an
y
ot
he
r
gr
ou
p;

(2
)
yo
ut
h

w
ith

A
SD

w
er
e
m
or
e
lik

el
y

to
be

ob
es
e
an
d
ov
er
w
ei
gh
t

co
m
pa
re
d
w
ith

yo
ut
hs

w
ith

ou
tI
D
D
;y

ou
th
s
w
ith

D
S
w
er
e
al
so

m
or
e
lik

el
y
to

be
ob
es
e
an
d
ov
er
w
ei
gh
t

(1
)
O
ve
r
re
pr
es
en
ta
tio

n
of

fa
m
ili
es

w
ith

m
or
e

ed
uc
at
io
n,
hi
gh
er

SE
S,

lim
iti
ng

to
pr
im

ar
ily

w
hi
te
po
pu
la
tio

n
w
ith

hi
gh
er

ed
uc
at
io
n;

(2
)

lim
ite
d
pa
rt
ic
ip
at
io
n

by
m
in
or
ity

po
pu
la
tio

n
gr
ou
ps
;(
3)

lim
ite
d
in

su
rv
ey

tim
e;
on
ly

15
m
aj
or

se
co
nd
ar
y

co
nd
iti
on
s
pr
es
en
te
d;

(4
)
B
M
I
m
ay

no
tb

e
ad
eq
ua
te
es
tim

at
e
of

ad
ip
os
ity

;(
5)

se
lf
-r
ep
or
t

of
he
ig
ht
,w

ei
gh
tt
o

un
de
rr
ep
or
tin

g;
(6
)
no
t

(1
)
N
ee
d
to

de
ve
lo
p
an
d

te
st
in
te
rv
en
tio

ns
th
at

ar
e
ef
fe
ct
iv
e
in

re
du
ci
ng
/m

an
ag
in
g

ob
es
ity

am
on
g
yo
ut
h

w
ith

ID
D
;(
2)

fo
cu
s

ou
r
em

ph
as
is
on

de
cr
ea
si
ng

in
ci
de
nc
e

of
ob
es
ity
,s
ec
on
da
ry

co
nd
iti
on
s,
an
d
im

pr
ov
e

lif
es
ty
le
he
al
th

be
ha
vi
or
s
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2

(c
on
tin

ue
d)

A
rt
ic
le

In
te
rv
en
tio

n
O
ut
co
m
e
m
ea
su
re
s

Fi
nd
in
gs

L
im

ita
tio

ns
Im

pl
ic
at
io
ns

fo
r

cl
in
ic
al
pr
ac
tic
e

co
m
pa
re
d
to

yo
ut
hs

w
ith

ou
t

ID
D
;a
nd

yo
ut
hs

w
ith

sp
in
a

bi
fi
da

w
er
e
m
or
e
lik

el
y
to

be
ov
er
w
ei
gh
tt
ha
n

no
n-
di
sa
bl
ed
;(
3)

ov
er
w
ei
gh
t

yo
ut
h
w
ith

co
gn
iti
ve

di
sa
bi
lit
y
re
po
rt
ed

a
hi
gh
er

pr
ev
al
en
ce

of
se
co
nd
ar
y

co
nd
iti
on
s
(e
.g
.h
ig
h
bl
oo
d

ch
ol
es
te
ro
l,
di
ab
et
es
,

pr
eo
cc
up
at
io
n
w
ith

w
ei
gh
t,

an
d
ea
rl
y
m
at
ur
at
io
n)

co
m
pa
re
d
to

he
al
th
y
w
ei
gh
t

yo
ut
h.
O
ve
rw

ei
gh
ty

ou
th
s

w
ith

ID
D
ha
d
si
gn
if
ic
an
tly

hi
gh
er

pr
ev
al
en
ce

of
hi
gh

bl
oo
d
pr
es
su
re

co
m
pa
re
d
to

ph
ys
ic
al
di
sa
bl
ed

w
ho

w
er
e

in
he
al
th
y
w
ei
gh
tc
at
eg
or
y.
In

ph
ys
ic
al
di
sa
bi
lit
y
gr
ou
p,

ov
er
w
ei
gh
ty

ou
th
s
te
nd
ed

to
sh
ow

hi
gh
er

tr
en
d
fo
r
ea
ch

se
co
nd
ar
y
co
nd
iti
on
.

po
ss
ib
le
to

as
se
ss

le
ve
l

of
se
ve
ri
ty

R
oi
ze
n
et
al
.,
20
14
,

U
SA

[4
8]

N
ot

ap
pl
ic
ab
le
.

(1
)
M
ed
ic
al
H
is
to
ry

Q
ue
st
io
nn
ai
re
;(
2)

M
od
if
ie
d
C
he
ck
lis
tf
or

A
ut
is
m

in
To

dd
le
rs
;(
3)

So
ci
al
C
om

m
un
ic
at
io
n

Q
ue
st
io
nn
ai
re

(1
)
3
m
os
tc
om

m
on

m
ed
ic
al

pr
ob
le
m
s
w
er
e:
he
ar
td

is
ea
se

(5
5.
2%

),
vi
si
on

pr
ob
le
m
s

(5
6.
8%

),
an
d
he
ar
in
g

pr
ob
le
m
s
(3
9.
3%

);
(2
)
on
ly

32
ch
ild

re
n
(7
%
)
re
po
rt
ed

no
ne

of
th
e
10

m
ed
ic
al

pr
ob
le
m
s
lis
te
d
on

qu
es
tio

nn
ai
re
;(
3)

se
x
no
t

as
so
ci
at
ed

w
ith

co
-m

or
bi
d

m
ed
ic
al
co
nd
iti
on
s
w
ith

ex
ce
pt
io
n
of

he
ar
td

is
ea
se

(m
or
e
fr
eq
ue
nt

in
fe
m
al
es
)

an
d
as
th
m
a
(m

or
e
fr
eq
ue
nt

in
m
al
es
).

(1
)
U
nd
er

as
ce
rt
ai
nm

en
t

of
D
S
ca
se
s,
as

re
gi
st
ry

es
tim

at
ed

to
in
cl
ud
e

88
%

of
po
pu
la
tio

n;
(2
)

22
pa
rt
ic
ip
an
ts
w
er
e

re
cr
ui
te
d
ou
ts
id
e
of

N
Y
C
M
R
,m

ak
in
g
it
no
t

pu
re
ly

po
pu
la
tio

n
ba
se
d;

(3
)
pa
re
nt

re
ca
ll
bi
as

(1
)
P
ri
m
ar
y
ca
re

pr
ov
id
er
s

of
ch
ild

re
n
w
ith

D
S

ne
ed

to
m
on
ito

r
fo
r
th
e

se
co
nd
ar
y
co
nd
iti
on
s;

(2
)
im

pl
ic
at
io
ns

fo
r

lo
ng
-t
er
m

he
al
th

of
in
di
vi
du
al
s
w
ith

D
S,

im
po
rt
an
tt
o
en
ha
nc
in
g

he
al
th

in
to

ad
ul
th
oo
d

R
ou
sh

et
al
.,
20
07
,

U
SA

[4
9]

N
ot

ap
pl
ic
ab
le
.

N
ot

ap
pl
ic
ab
le
.

(1
)
H
om

e
lif
e;
(2
)
re
la
tio

ns
hi
ps
;

(3
)
he
al
th

an
d
he
al
th
ca
re
;(
4)

pe
rs
on
al
gr
ow

th
an
d

ac
co
m
pl
is
hm

en
ts
;(
5)

oc
cu
pa
tio

n;
(6
)
tr
an
sp
or
ta
tio

n.
Po

si
tiv

e
ex
pe
ri
en
ce
s

(1
)
A
lth

ou
gh

sa
tu
ra
tio

n
w
as

re
ac
he
d;

ne
ed

la
rg
er

sa
m
pl
e
si
ze
;(
2)

in
te
rv
ie
w
tim

e
di
d
no
t

al
lo
w
fo
r
pa
rt
ic
ip
an
ts
to

re
fl
ec
tu

po
n
to
pi
cs

or
be

(1
)
N
ee
d
to

un
de
rs
ta
nd

th
e
dy
na
m
ic
s
of

co
m
m
un
ity

in
te
gr
at
io
n

of
yo
un
g
ad
ul
ts
w
ith

D
D
;(
2)

ne
ed

to
id
en
tif
y
te
ch
ni
qu
es

to
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2

(c
on
tin

ue
d)

A
rt
ic
le

In
te
rv
en
tio

n
O
ut
co
m
e
m
ea
su
re
s

Fi
nd
in
gs

L
im

ita
tio

ns
Im

pl
ic
at
io
ns

fo
r

cl
in
ic
al
pr
ac
tic
e

as
so
ci
at
ed

w
ith

in
te
gr
at
ed
,

co
m
pr
eh
en
si
ve
,t
im

el
y

se
rv
ic
es

de
liv

er
ed

by
kn
ow

le
dg
ea
bl
e/
se
ns
iti
ve

se
rv
ic
e
pr
ov
id
er
s—

st
ro
ng

pa
re
nt
al
ad
vo
ca
cy

fa
ci
lit
at
ed

th
es
e
fe
at
ur
es

co
ns
id
er
ed

in
la
rg
er

co
nt
ex
t;
(3
)
re
ce
nc
y/

un
re
lia
bl
e
m
em

or
y
m
ay

ha
ve

im
pa
ct
ed

re
sp
on
se
s;

(4
)
on
ly

ex
pl
or
ed

yo
un
g

ad
ul
ts
re
ce
iv
in
g
st
at
e-

su
pp
or
t;
th
os
e
w
ith

ou
t

su
pp
or
tm

ay
ha
ve

di
ff
er
en
ce

ex
pe
ri
en
ce
s

im
pr
ov
e
liv

es
of

pe
rs
on
s
w
ith

D
D

S
al
au
n
an
d

B
er
th
ou
ze
-A

ra
nd
a,

20
12
,F

ra
nc
e
[5
0]

N
ot

ap
pl
ic
ab
le
.

(1
)
E
U
R
O
FI
T
ph
ys
ic
al

fi
tn
es
s
te
st
;(
2)

he
ig
ht
;

(3
)
w
ai
st
ci
rc
um

fe
re
nc
e;

(4
)
B
M
I;
(5
)
w
ai
st
-t
o-

he
ig
ht

ra
tio

;(
6)

bi
o-

im
pe
da
nc
em

et
ry

(1
)
S
ig
ni
fi
ca
nt

di
ff
er
en
ce
s
on

E
U
R
O
FI
T
ph
ys
ic
al
fi
tn
es
s

te
st
be
tw
ee
n
ad
ol
es
ce
nt
s
w
ith

ID
vs

T
D
(i
nc
lu
di
ng

lo
w
er

no
.o
f
en
du
ra
nc
e
la
ps

fo
r

bo
ys

an
d
gi
rl
s;
lo
w

ca
rd
io
re
sp
ir
at
or
y
fi
tn
es
s

co
m
pa
re
d
to

st
an
da
rd

V
O
2
m
ax
);
(2
)
st
ro
ng

co
rr
el
at
io
ns

be
tw
ee
n
%

bo
dy

fa
ta
nd

w
ai
st
ci
rc
um

fe
re
nc
e

fo
r
bo
ys

an
d
gi
rl
s;
(3
)

si
gn
if
ic
an
td

if
fe
re
nc
es

be
tw
ee
n
“n
on
-o
be
se
”

an
d
“o
be
se
”
bo
ys

ac
co
rd
in
g

to
%
B
F
on

st
an
di
ng

bo
ar
d

ju
m
p
te
st
;1

0*
5
ag
ili
ty

sh
ut
tle

ru
n,
si
t-
an
d-
re
ac
h
te
st
,

si
t-
up

te
st
,s
hu
ttl
e
ru
n
te
st
;a
nd

be
tw
ee
n
“n
or
m
al
”
an
d
“o
be
se
”

gi
rl
s
fo
r
pl
at
e
ta
pp
in
g,
si
t-
up
s,

10
*5

ag
ili
ty

sh
ut
tle

ru
n
an
d

sh
ut
tle

ru
n
te
st
;

(4
)
ov
er
w
ei
gh
tb

oy
s
be
tte
r

pe
rf
or
m
an
ce

th
an

ob
es
e
bo
ys

in
si
t-
up
,s
it-
an
d-
re
ac
h
te
st
,

an
d
st
an
di
ng

br
oa
d
ju
m
p
te
st
;

(5
)
co
rr
el
at
io
n
an
al
ys
es

be
tw
ee
n
%
B
F
an
d
W
C
in

le
ss

ac
tiv

e
ad
ol
es
ce
nt
s

(1
)
L
im

ite
d
by

E
U
R
O
FI
T

ph
ys
ic
al
fi
tn
es
s
te
st
;m

ay
no
tb

e
ap
pr
op
ri
at
e
fo
r

in
di
vi
du
al
s
w
ith

ID
(e
ve
n
th
ou
gh

m
od
if
ic
at
io
ns

w
er
e

m
ad
e
to

th
e
m
ea
su
re
);

(2
)
ab
se
nc
e
of

co
nt
ro
l

gr
ou
p;

(3
)
lo
w
nu
m
be
r

of
pa
rt
ic
ip
an
ts
in

st
ud
y

(1
)
A
do
le
sc
en
ts
w
ith

ID
ar
e
ea
si
ly

tir
ed
,d
ue

to
lo
w
ph
ys
ic
al
fi
tn
es
s

an
d
no
tp

hy
si
ca
lly

ac
tiv

e
en
ou
gh
;(
2)

on
go
in
g
in
ve
st
ig
at
io
n

in
to

th
e
ha
bi
ts
of

ad
ol
es
ce
nt
s
to
w
ar
ds

a
m
or
e
ac
tiv

e
lif
es
ty
le
;

(3
)
de
ve
lo
pm

en
to

f
A
da
pt
ed

Ph
ys
ic
al

A
ct
iv
iti
es

pr
og
ra
m
s
fo
r

ad
ol
es
ce
nt
s
w
ith

ID

Si
ng
h,
et
al
.,
20
08
,

U
SA

[5
1]

A
n
A
B
C
D
de
si
gn
,w

ith
3-
ye
ar

fo
llo

w
-u
p
A
=
ba
se
lin

e
B
=
ex
er
ci
se

al
on
e

(1
2
m
on
th
s)
C
=
ex
er
ci
se

pl
us

fo
od

aw
ar
en
es
s
pr
og
ra
m
,

(1
)
W
ei
gh
t;
(2
)
B
M
I

(1
)
W
ei
gh
t—

re
du
ct
io
n
fr
om

57
.2

to
42
.8
at
36
-m

on
th

fo
llo

w
-u
p;

2)
B
M
I—

re
du
ct
io
n
fr
om

25
6.
3
to

19
0.
7
lb

(1
)
C
as
e
re
po
rt
;t
hu
s
ca
nn
ot

be
ge
ne
ra
liz
ed
;(
2)

m
ul
ti-

co
m
po
ne
nt

in
te
rv
en
tio

n;
th
us
,n
ot

su
re

w
ha
tt
he

U
se

of
m
ul
ti-
co
m
po
ne
nt

in
te
rv
en
tio

n
to

im
pa
ct

th
os
e
id
en
tif
ie
d
as

ob
es
e
or

m
or
bi
dl
y

ob
es
e
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n
O
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m
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s

Fi
nd
in
gs

L
im

ita
tio

ns
Im

pl
ic
at
io
ns

fo
r

cl
in
ic
al
pr
ac
tic
e

us
in
g
vi
su
al
s
(1
2
m
on
th
s)

D
=
ex
er
ci
se

pl
us

fo
od

aw
ar
en
es
s
pr
og
ra
m
,a
nd

m
in
df
ul
ne
ss

tr
ai
ni
ng
.P

ar
en
ts

pr
ov
id
ed

tr
ai
ni
ng

di
re
ct
ly
,w

ith
th
er
ap
is
ta
ta

di
st
an
ce

to
pr
ov
id
e

in
st
ru
ct
io
n
an
d
en
co
ur
ag
em

en
t

re
:i
m
pl
em

en
ta
tio

n,
m
ea
su
re
m
en
t

“a
ct
iv
e”

in
gr
ed
ie
nt

m
ay

be
re
:e
ff
ec
tiv

en
es
s

Sk
ot
ko
,L

ev
in
e,

an
d
G
ol
ds
te
in
,

20
11
,U

SA
[5
2]

N
ot

ap
pl
ic
ab
le
.

A
ut
ho
rs
de
ve
lo
pe
d
su
rv
ey
,

pi
lo
te
d
w
ith

pe
rs
on
s
w
ith

D
S,

es
ta
bl
is
he
d
co
ns
tr
uc
t

va
lid

ity
an
d
te
st
-r
et
es
t

re
lia
bi
lit
y.

(1
)
99
%

of
pa
rt
ic
ip
an
ts
ar
e

ha
pp
y
w
ith

liv
es
,9
7%

lik
e

w
ho

th
ey

ar
e,
96
%

lik
e
ho
w

th
ey

lo
ok
,4
%
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youth, and their families, and that further work is needed to
understand gender differences in the physical activity interests
of children and youth with IDD.

Several studies examined the influence of physical well-
ness on other dimensions (e.g., psychological, social).
Caliandro et al. [24] investigated the relationship between
quality of life and physical, emotional, and social clinical pre-
sentations of youth with PWS. They found significant differ-
ences between youth with PWS and Italian norms for their age
group on several clinical indicators (e.g., physical functioning,
social functioning, mental health). In a study to examine the
effects of an 8-week physical activity program on motor skills
and psychosocial behaviors, Choi and Cheung [26] found sig-
nificant changes in emotional self-control and social interac-
tion of grade 2 students with IDD (ages 7 to 8 years).
However, these changes did not generalize to their classroom
contexts. These studies suggest that interventions addressing
multiple, overlapping wellness dimensions are important to
consider in practice and future research.

Occupational Dimension

Two articles described studies related to community and life
skills of young people with IDD, which we classified as oc-
cupational wellness. Kumar et al. [40] found significant dif-
ferences in self-care, interpersonal activities, communication,
and work of students with ID (the term “mental disabilities”
was used in the article) (ages 12 to 18 years) after a 4-month
program focused on teaching life skills, emotional regulation,
and social skills. In an exploratory study, Roush et al. [49]
showed that integrated, comprehensive, and timely govern-
ment services delivered by knowledgeable and sensitive ser-
vice providers were associated with positive community liv-
ing experiences of young adults with IDD (mean age of
24 years), improved health and healthcare access, and person-
al growth and accomplishments. These articles direct attention
to the need for interventions that address occupational well-
ness (e.g., self-care, daily living skills) but also home and
community services to support young people with IDD in
their daily lives in order to foster an overarching sense of
wellness.

Psychological Dimension

Two studies aimed to understand the resiliency of young peo-
ple with IDD. Resiliency or the ability to recover or adjust
from misfortune or change can contribute to experiences of
psychological wellness. In a single-case study, Fourie and
Theron [31] found that (1) intrapersonal agency (e.g., motiva-
tion, being socially inclined, and having a “sunny” tempera-
ment and meaningful pastimes) and (2) unconditional positive
acceptance and belonging contributed to the resiliency of a
young woman with fragile X syndrome (age 16 years). In anT
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exploratory study, Hall and Theron [36] found that being em-
bedded in a supportive and cooperative social ecology con-
tributed to the resiliency of young people with ID. Together,
these studies suggest that attributes of both the person and
their social contexts contribute to resilience in young people
with IDD.

Several articles examined mental health problems of chil-
dren and youth with IDD. We categorized these articles under
the psychological dimension because mental health most
closely aligned with the description of psychological wellness
as being “a general perception that one will experience posi-
tive outcomes” (see Table 1). For example, Van Gemeren-
Oosteremo et al. [53] found that children with Down syn-
drome (DS) (age range 7 to 9 years) had more emotional
and behavioral problems but less anxiety and depression com-
pared to children without IDD. In addition, there were no
significant differences in experiences of positive and negative
emotions between children with DS and their nondisabled
peers. Other articles examined child, family, and psychosocial
factors associated with mental health problems in children and
youth with DD. Regarding child-related factors, Pikora et al.
[46] found that youth with DS (age range 16 to 31 years) with
co-occurring mental health conditions were more likely to
score lower on tests for communication, self-care, and com-
munity skills. In another study, Weiss, Ting, and Perry [55]
conducted an online survey of parents of youth (age 4 to
18 years old) with severe or profound levels of ID to identify
child, family, and psychosocial characteristics associated with
psychiatric diagnoses andmaladaptive behaviors (e.g., hurting
oneself, destroying property). They found that youth who ex-
perienced psychosocial stressors (e.g., transition to a new
school) were more likely to have reported mental health prob-
lems than youth without such stressors. In addition, youth
with ID and a psychiatric diagnosis had higher levels of adap-
tive behaviors and experienced more negative life events (e.g.,
housing problems, family health issues) than their peers with
ID without psychiatric diagnoses. Moreover, clinically signif-
icant maladaptive behavior was related to parents’ mental
health and lower family quality of life. These studies suggest
that efforts to address the mental health and quality of life of
both children and youth with DD and their families can play a
role in preventing mental health problems, thus potentially
optimizing their psychological wellness. However, we recog-
nize that mental health and psychological wellness may be
related but distinct concepts, much like physical health may
be conflated with physical wellness, which warrants further
exploration for conceptualization.

Emotional Dimension

On a survey to examine self-perceptions, Skotko et al. [52]
found that the vast majority of participants (young people with
DS aged 12 to 25 years old) responded that they were happy

with their lives, liked who they are, and liked how they
looked. This study suggests that the participants had a positive
self-regard and self-esteem and felt good about themselves,
which aligns with our description of the emotional dimension
of wellness. In addition, young people with DSmay have their
own perceptions about their emotional wellness, which may
be more positive than other people’s perceptions or expecta-
tions. Similarly, Hsieh et al. [39] found that children labeled
with unclassified developmental delay self-reported higher
quality of life and health status than their parents’ proxy re-
ports. These studies suggest that young people with DD may
have their own perceptions of experiencing good quality of
life, health status, and emotional wellness, which may not
align with social assumptions about the negative impact of
DD on experiences of health, wellness, and quality of life.

Social Dimension

Eight studies included aspects of social dimensions of well-
ness as defined in Table 1, but none focused specifically on
social wellness (e.g., Caliandro et al. [24], Foley et al. [30]).
Two studies found that social contextual factors (e.g.,
experiencing acceptance and trust of friends, family, and com-
munity members) contributed to a sense of belonging in a
family and community [30, 55], suggesting the importance
of interpersonal supports in the everyday lives of children
and youth with DD in order to foster social wellness. In a
qualitative study, Rhoush et al. [49] described positive expe-
riences of community living for young people with IDD when
services were integrated, comprehensive, and timely and de-
livered by knowledgeable and sensitive service providers.
Collectively, these studies underpin that social contextual fac-
tors (e.g., perceptions of being supported and valued by fam-
ily, friends, and service providers) can contribute to experi-
ences of social wellness.

Community Participation Dimension

Three studies were classified under the dimension of commu-
nity participation. They focused on the notion of experiencing
social inclusion in public places and spaces. Carvalho et al.
[25] examined social inclusion of children with IDD and ASD
(ages 6 to 17 years old) in community settings in relation to
child characteristics and contextual factors. They found that
70% of children in their sample (n = 27) were rated as being
moderately to highly socially included in integrated and
mixed community settings compared to segregated settings
by coders trained to use a social inclusion measure. The au-
thors suggested that this finding contrasts some studies that
have found low participation of this population in community
activities. In general, the so-called high-functioning children
were more likely to be included, but child characteristics (e.g.,
adaptive, social, and mental age) were not associated with
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social inclusion based on the coders’ observations of different
types of community settings. However, the nature of the inter-
actions between children with IDD and ASD and their typi-
cally developing (TD) peers and/or adults in these settings was
unclear (e.g., does the physical presence of TD peers or facil-
itation of interactions by adults in a setting count as social
inclusion?). Both Ghosh and Datta [33], and Grandisson,
Tereault, and Freeman [35] examined participation in commu-
nity sports activities and the impact on daily life functioning
and social inclusion for young people with IDD. Ghosh and
Datta found that participation in sports activities developed
specifically for young people with ID (e.g., Special
Olympics) was linked to increased functioning in daily life
activities for young people with ID (ages 2 to 18 years) and
increased experiences of social inclusion compared to main-
stream sports and other community activities. Likewise,
Grandisson, Tetreault, and Freeman found that sports partici-
pation contributed to increased perceptions of social inclusion,
as well as health improvement, self-esteem development, de-
velopment of motor, social, and cognitive skills, and opportu-
nities for fun for adolescents with ID aged 12 to19 years old.
These studies suggest that participation in community sports
activities can have an impact on multiple dimensions of well-
ness, including community participation, occupational, and
social wellness.

Nature of Research on Wellness for Children
and Youth with IDD

Articles in this review included a commentary (n = 1), web-
based surveys (n = 7), quantitative (n = 17), qualitative (n =
10), and mixed methods (n = 2) studies. The majority of stud-
ies focused on youth (i.e., individuals with IDD > 12 years
old; n = 16), followed by studies that included children and
youth (n = 11), then studies focused on children only (n = 5) or
did not report on age clearly (n = 5).

From the qualitative studies, particularly exploratory stud-
ies, the combined findings are potentially transferable for de-
veloping our understandings of what constitutes and contrib-
utes to an overarching sense of wellness for children and
youth with IDD more broadly. Of the quantitative studies,
the study designs ranged from a single case-controlled study
to before and after cohort studies, which often lacked a control
group. In addition, sample sizes were small, which potentially
limits the statistical generalizability of results to a broader
population of children and youth with IDD. For the most part,
the outcome measurement tools for wellness were completed
by a parent or guardian as a proxy, rather than by children and
youth themselves. This suggests that further research should
explore methods for gaining the perspectives of children and
youth in order to understand what wellness means to them and
how they experience it.

Comparisons across studies were difficult to make because
IDD is an umbrella term for a wide range of diagnostic labels.
People with IDD are a diverse group, considering diagnostic
labels, levels of adaptive functioning and social circum-
stances. Moreover, wellness can have multiple, co-existing
meanings; thus, conceptualizations of wellness need to be
broad, yet flexible, in order to capture what wellness means
for each person and for a variety of stakeholders. Some of the
studies examined or focused on concepts such as quality of
life, participation, health, and thriving, which can be consid-
ered similar to, but not necessarily the same as, wellness. The
measurement tools used often focused on “proxy” concepts,
which may not measure wellness or its dimensions, or may be
conflated with measuring wellness. However, collectively,
these studies can inform future research that aims to gain in-
depth understandings of the multiple, overlapping wellness
dimensions, which can inform conceptualizations of wellness
for this population, as well as the development and evaluation
of wellness interventions and measures.

Informing Wellness Promotion Research
and Practice

Young people with IDD experience suboptimal wellness
across several dimensions compared to their peers without
IDD and interventions are needed to target multiple dimen-
sions at once. Many of the articles alluded to wellness as the
ultimate goal for children and youth with IDD, although well-
ness itself was not clearly defined or explored. This posed a
challenge for categorizing the articles, even with the wellness
descriptions on Table 1 to guide us. For example, we had
challenges distinguishing between psychological and emo-
tional wellness, particularly in relation to articles focused on
mental health. Further work is needed to explore howwellness
and wellness dimensions are conceptualized in relation to one
another, and in relation to conventional notions of health. A
wellness approach recognizes that interventions focused on
addressing deficits will have limited impact on the overall
health and wellness of children and youth with IDD over the
lifespan. However, research that can inform interventions fo-
cused on promoting and supporting wellness across multiple
dimensions can potentially contribute to an overarching sense
and experience of wellness for this group.

Wellness promotion programs for children and youth with
IDD should be to be tailored to them—their bodies, learning
styles, and ways of communicating and functioning, rather than
being framed around typical bodies, development, and func-
tioning. A sense of wellness from the perspectives of young
people with IDD can and should be understood and valued in
their own right. In addition, wellness programs for this group
can target multiple, overlapping dimensions. For example,
physical activity programs can play a role in fostering not only
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physical wellness, but also social wellness and community par-
ticipation. Whether or not gains are made in improving physical
health indicators, there may be valuable gains such as connecting
with others, having a sense of belonging, and participating in
programs at a local community center that can contribute to an
overarching sense of wellness. It is also important to address the
barriers and inequitable access to wellness-promoting programs
and services that were highlighted in these studies. This means
developing programs and services if they do not exist, or
tailoring/adapting existing wellness programs in health, educa-
tion, and social services to meet the needs of children and youth
with IDD. This includes programs that target family caregivers as
wellness role models who can promote wellness experiences and
life-long wellness behaviors in their children and youth with
IDD. Moreover, programs can promote family wellness more
broadly by taking a family systems approach [59•].

Wellness interventions require a multi-disciplinary approach:
Wellness promotion does not rest on one profession or discipline
given that it covers an array of dimensions and can be experi-
enced in a variety of daily life contexts. This suggests the need
for comprehensive and coordinated services and care that spans
across health, education, and social services. Moreover, wellness
care and pathways ought to be personalized, as what constitutes
and contributes to wellness may be different for each person at
different life stages and in social contexts that shift over the life
course. However, identifying a service provider who can assist
young people and their families in navigating services and op-
portunities to foster wellness could be a valuable service in itself.

Conclusion

Wellness for children and youth with IDD marks a shift in per-
spective from a health-only model to including physical, psycho-
logical, emotional, occupational, and other dimensions that im-
pact on a person’s sense of wellness. The emerging wellness
literature, as well as the interest of stakeholders involved in
informing this scoping review, illustrates that wellness is an im-
portant and emerging topic of interest for children and youthwith
IDD and their families. Rethinking approaches to the health and
well-being of children and youth with IDD can place more em-
phasis on promoting an overarching sense of wellness and on the
perspectives of children and youth with IDD themselves on what
contributes to their wellness across multiple dimensions.
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