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BACKGROUND & PURPOSE

Participation in home, school, and community
activities is an important outcome for children
and youth. Greater participation is associated
with enhanced quality of life and reduction in
health and social risk factors for children and
youth with and without disabilities.!- 2 Children
and youth with disabilities often are restricted in
their participation.'-3 Physical and social
environmental factors can both support and
hinder children’s participation.45

There is a great need for measures of children’s
participation and environment that: 1) will build
knowledge about key outcomes for children and
youth, and 2) are suitable for a variety of
purposes including population-based surveys,
program outcome and intervention studies, and
individualized child and family-centered
intervention planning. The Participation and
Environment Measure for Children and Youth
(PEM-CY) was designed to address this need.®”

The purpose of this study was to examine
psychometric properties of this new measure:

the PEM-CY.
METHODS

Data were collected online from caregivers of
school-age children and youth with and without
disabilities in the United States and Canada.

Test-retest reliability was examined on a
subsample of children (n=34) over a 1-4 week
?I%'(I:Od via intra-class correlation coefficient

Internal consistency of the PEM-CY subscales
was examined via Cronbach’s alpha (a).

Differences in PEM-CY scores between
children with and without disabilities and across
a%‘e %roups were examined via two-way
ANOVAs.

PARTICIPANTS

Data were collected on 576 children and youth.
+ Ages ranged from 5 to 17 years (Mean = 11.16;
S| .08

* 37% were from the USA and 63% were from

Canada
* 54% were male and 46% were female
* 49% had a disability and 51% did not

Children with disabilities were identified as
having a broad range of diagnoses (e.g., cerebral
palsy, autism spectrum disorder, speech and
language disorder, chronic health conditions),
and a range of severity of physical, cognitive and
psychosocial impairments.

The majority of respondents were mothers (91%),

Caucasian (81%) and lived in families with
household incomes of > $60,000 (75%).

Respondent education was high — 81% reported
that they had completed college or university.

Most families lived in major urban (45%) or
suburban areas (33%) in greater Boston, MA and
southern Ontario.

Participation Items

Environment Items

Internal Co tency & Test-Retest Reliability

Internal Consistency was moderate to very good (a = 0.59 to 0.91)
for the different PEM-CY rating scales across settings:

« Participation Frequency: 0.59t0 0.70
« Participation Involvement: 0.72to 0.83

« Environment Supportiveness: 0.83 to 0.91

rences

PEM-CY Scores

* ES=Effect Size: Small =.20 to .49; Moderatt

Test-Retest Reliability was moderate to very good (ICC = 0.58 to 0.95)
for the different PEM-CY summary scores across settings:

« Participation Frequency (% maximum possible): 0.58 to 0.84

« Never participates (% of “Never” answers on frequency scale): 0.66 to 0.92
Participation Involvement (average of items): 0.69 to 0.76
Desires participation change (% of “yes” responses): 0.76 to 0.89

Environment Supportiveness (% maximum possible): 0.85 to 0.95

ies Across Home, S ol & Communit
SCHOOL COMMUNITY

Disability Disabil
Mean

50 to .79; Large 2 .80

There were moderate to large and statistically significant (p < 0.01) differences between the children and youth with and without
disabilities for all participation and environment scores (see table above). The largest differences (effect sizes) were in the Environment
Supportiveness scores across all settings followed by the Never Participates scores. Results from the two-way ANOVA (not reported
above) identified some significant age differences for the total sample, but these did not follow a consistent pattern. There were no

interaction effects between age and disability group.
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DISCUSSION & IMPLICATIONS

These findings support the reliability and validity of the PEM-CY as a
measure of the important constructs of participation and environment
across a broad population of children and youth both with and
without disabilities.

Results showed large differences in participation and overall
environment supportiveness between children and youth with and
without disabilities across all three settings. This is consistent with
other reports in the literature that have documented the challenges
faced by children with disabilities. These challenges were revealed
in lower frequencies of participation in various types of activities,
lower general level of involvement when participating in these
activities, and less overall environmental supportiveness as
percelved by caregivers.

There were few significant differences between age groups when the
sample was considered as a whole.

LIMITATIONS

Data were collected exclusively over the Internet. It is not known if
the same results would be obtained from a paper-and-pencil survey.
The re-test sample was relatively small.

Our overall sample was large, but it was not randomly selected. In-
particular, socio-economic level and race/ethnicity were not reflective
of the general population in either country.

Results reflect caregivers’ perspectives, thus children’s perspectives
are not fully represented.

FUTURE DIRECTIONS

The PEM-CY is a unique new instrument that can be used to improve
our understanding of the participation of children and youth with and
without disabilities and the environmental factors that support or hinder
their participation in home, school, and community.

The PEM-CY is feasible for use in large-scale data collection efforts
and thus can support population-level studies to examine similarities
and differences in participation across groups of children and youth,
and across settings that differ in geography, resources, or organization.

Further studies on the consistency of responses across time and with
different formats (e.g., a paper and pencil version) are clearly needed.
In addition, studies |nvo|vmg a more diverse sample in terms of socio-
economic level, race / ethnicity and geographlc location are needed.
Further inquiry ‘about how the PEM-CY could be used in clinical
practice would be important as well.

The PEM-CY will be available for research and clinical practice
use free of charge in the near future. Check our websites for

L tes: www. ild.ca and www.bu.
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