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BACKGROUND AND PROJECT AIMS

Supporting and developing participation
in everyday life is an ultimate goal of
augmentative and alternative communi-
cation (AAC) intervention. Participation
is defined by the World Health Organi-
sation as “a person’s involvement in a
life situation” (WHO, 2001 p.213), where
‘involvement’ is characterised as “...tak-
ing part, being included or engaged in a
life area, being accepted...” (WHO, 2001
p-15). While in many cases the provision
of communication aids can significantly
promote children’s participation in eve-
ryday life, some children apparently do
not benefit fully from communication
aids.

It has long been acknowledged that
multiple and various factors can influ-
ence the take-up and wuse of
communication aids and the impact of
communication aids on children’s partici-
pation in everyday activities. Research in
the AAC field has identified many of
these factors. Arguably however, the
ways in which such factors interact to
influence the impact of communication
aids on children’s participation is appar-
ently less well understood.

This brief paper provides an outline of
pilot research being undertaken to es-
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tablish a reliable parent-response ques-
tionnaire aimed at exploring how
environmental, personal and child fac-
tors interact to affect children’s
communication aid use and participa-
tion. Some preliminary findings
concerning children’s profiles of partici-
pation are also presented.

METHODOLOGY

Design

The project was designed as a ques-
tionnaire study, with responses being
collected from the parents of children
and young people who use communica-
tion aids.

Participants / Respondents

Participants for the study were identi-
fied as parents and carers of children
assessed for communication aids at
either the Augmentative Communication
Service at Great Ormond Street Hospi-
tal or the ACE Centre in Oxford between
March 2006 and March 2008. Because
we aimed to investigate within-group
variation across the whole population
of children assessed for communica-
tion aids, we approached all families of
children who had been recommended a
communication aid incorporating the
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symbolic representations of language
(e.g. photographs, pictures, graphic sym-
bols, words). We did not approach
families of children with progressive

(Intrinsic) Child related factors

® Disability

® Personality

® Preferences
Communication aid related factors

® Amount of use

® Type of use

¢ Usability
Support services

* Amount

* Type

® Perceived effectiveness
Family support & demands

® Stress and Coping

* Socio-economic Category

® Personality

® Attitudes towards communication aids

Table 1 Variables identified for analysis
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Mean Age 10.6 years
Age Range 1.08 - 21.07 years
Gender 67.1% male, 32.9% female
Child's speech reported as "Not understood by strangers 0
" . 48.8%
or familiar people, or unable to speak at all
Child reported to have difficulties with vision 48.8%
Child reported to have difficulties with manual dexterity 86.4%
Child reported to have difficulties with mobility 76.8%
Communication Aid Type:
Complex VOCA and Communication Book 23%
Communication Book only 16%
Complex VOCA only 12%
Simple electronic aid only 5%
Literacy Levels:
Early (using symbols / pictures) 50%
Emergent (basic sight vocabulary, some spelling skills) ~ 38.2%
Fluent literacy 11.8%

Table 2 Summary of children in study

conditions or profound and multiple
learning disabilities, or those known to
have suffered bereavement or who pre-
sented with especially sensitive
personal circumstances.

To date, 97 questionnaires have been
returned. An early analysis of 82 re-
sponses is provided There to
complement the very preliminary data
(n=23) presented at the Communication
Matters National Symposium in Septem-
ber 2009.

Some details of the children reported
on are summarised in the table above.

Procedures

Based on the World Health Organisa-
tion’s (WHO) International Classification
of Functioning, Disability and Health
(ICF), and the version for children and
youth (ICF-CY), a conceptual model was
designed to illustrate hypothesised re-
lationships between a range of key
factors that potentially affect the take-
up of communication aids and children’s
participation.

The factors were identified from the
research literature, the clinical experi-
ence of the research team, and a
motivation to examine variables that are
likely to be sensitive to intervention.
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The key factors identified in this model
are represented by four domains:

1. Professional services used by fami-
lies.

2. Internal family characteristics and
demands.

3. Communication aid technology.

4. Child’s abilities.

The outcome measure for the study
was children’s participation in social ac-
tivities.

The conceptual model provided a clear
framework for the development of the
questionnaire, which was constructed
from a combination of scales designed
specifically by the research team for the
purpose of the study and, where appro-
priate, the use of existing measures.

For example, in the domain of profes-
sional services used by families, no
appropriate measure existed to cap-
ture key issues relevant to our study
(e.g., perceived effectiveness of serv-
ices, perceived knowledge and skills of
professionals). Therefore we designed
a number of scales that explored these
key issues. Each scale incorporated a
number of statements relating to that
particular issue, each of which is rated
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by parents on a five-point Likert scale:
strongly agree, agree, don’t know, disa-
gree and strongly disagree. An example
of an existing measure used for the
study is the Children’s Assessment of
Participation and Enjoyment (King et al.
2004), which is designed, in part, to
measure the diversity and intensity of
children’s participation.

The questionnaire underwent review by
clinical teams at both the Augmenta-
tive Communication Service and the ACE
Centre, and by a focus group of parents
of children attending these centres.
Written feedback was also received
from two parents unable to attend the
focus group. Parents and professionals
were invited to comment on the ques-
tionnaire content, structure and layout.
Their comments led to careful refine-
ment of the questionnaire in a number
of specific areas including for example,
question wording and the ordering of
questions.

Following the period of development the
final draft was mailed to prospective
participants. An online version was also
offered. The initial mail-out was followed
up by two reminders; the first of which
included a second paper copy and the
second a link to the online questionnaire.

ANALYSIS

The reliability of scales designed spe-
cifically for the study was assessed
using Cronbach’s Alpha internal consist-
ency estimate of reliability. This
measure tests whether statements in a
single scale measure a single construct.
For example the degree to which all the
statements in the scale relating to ‘per-
ceived knowledge and skills of
professionals’ tended to measure the
same thing.

Alpha coefficients normally range be-
tween 0 and 1. A high alpha coefficient
suggests high reliability. Cronbach’s Al-
pha coefficient threshold of 0.6 was
considered suitable for our measure
given the relatively small number of
items per scale. Descriptive statistics
were used to explore profiles of par-
ticipation

RESULTS

Questionnaire reliability

We were pleased to observe that 23 out
of the 27 scales designed specifically
for the project attained acceptable to
excellent levels of internal consistency
with alphas ranging from 0.673 to 0.934.
Exceptions that did not meet the re-
quired levels of internal consistency will
require further development if they are
to be employed in any further study.
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Participation

The diversity and intensity of children’s
participation, as derived from parents’
ratings of subscales of the CAPE meas-
ure, varied considerably between
families but mirrored findings from stud-
ies of participation in children with
disabilities, although not necessarily
communication difficulties (Imms et al.
2009; Law et al. 2006).

It is notable that the spread of scores
from our study was fairly large com-
pared with other studies suggesting
greater variation in diversity of partici-
pation in the group of children with
complex communication needs than
those included in the previous studies.

It has been noted that the amount and
type of children’s participation is likely
to change as children mature (e.g.
McConachie et al. 2006) so that older
children may show more restricted pro-
files of participation diversity and
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intensity. In our sample, mean partici-
pation intensity scores are seen to
differ significantly between children
aged over and under 12 years. Parents
of children under 12 years of age gave
significantly higher participation inten-
sity scores (z = -3.695, p<0.01) than
parents of children aged 12 and over.

SUMMARY

The primary aim of the study was to
produce a reliable questionnaire instru-
ment, and to this end the study has
been successful.

It has also been possible to make some
interesting preliminary analyses of the
data collected, and some interesting ob-
servations have been made that would
benefit from further analysis with a
larger sample.

Tom Griffiths, Michael Clarke, K V Petrides,
C Newton, Katie Price, Andrew Lysley

VOL 24 NO 2 AUGUST 2010

ACKNOWLEDGEMENTS

This work has been supported by a grant
from the British Educational Communi-
cations and Technology Agency (BECTa).
The authors wish to thank the families that
kindly agreed to take part in this study.

BIBLIOGRAPHY

King, G., Law, S., King,S., Hurley, P., Hanna S.,
Kertoy M., Rosenbaum P. and Young, N. (2004)
Children’s Assessment of Participation and En-
joyment (CAPE) and Preferences for Activities
of Children (PAC). San Antonio, TX: Harcourt
Assessment, Inc.

Law, M., King, G., King, S., Kertoy, M., Hurley, P.,
Rosenbaum, P., Young, N. and Hanna, S. (2006).
Patterns of participation in recreational and lei-
sure activities among children with complex
physical disabilities. Developmental Medicine &
Child Neurology, 48: 337-342

McConachie, H., Colver, A., Forsyth, J., Jarvis,
S.N. and Parkinson, K.N. (2006). Participation
of disabled children: how should it be char-
acterised and measured? Disability &
Rehabilitation, 28: 1157-1164

World Health Organisation (2001). International
Classification of Functioning, Disability and
Health. Geneva: World Health Organisation

31



