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Major activities undertaken (expand section as necessary)

Activity Date Description

Teleconferences 9 Sept 09 Four teleconferences have been conducted involving 25 collaborators
14 Oct 09 in total. These meetings were used to plan the overall direction of
23 Feb 10 the collaboration, discuss and revise the literature review, organize
11 May 10 the forums and plan the analysis of focus group data.

Workshop presentation

5 November,
2009

A workshop was presented at the 2nd International Society of Child
Indicators Research (Sydney, November 2009). This consisted of
short, provocative presentations by Professor Eric Emerson, Professor
Gwynnyth Llewellyn; Professor Ron McCallum; Ros Madden and Dr
Anne Honey. Topics included: what is disability?: why bother with
disabled children?; why use a human rights instrument?; why talk to
disabled children?; and what has been done so far? The
presentations were followed by panel discussion which attracted
participants from disability research, policy and advocacy.

Review of the literature on well-
being for children and youth and
indicators research

14 April, 2010

Literature review entitled “Child Indicators of Wellbeing and Children
with Disabilities: Mapping the Terrain” was been completed and sent
to ARACY for publication on the website. The literature review
develops a framework of indicators for measuring the well-being of
children with disabilities at a population level based on the United
Nations Convention on the Rights of the Child, and the United
Nations Convention on the Rights of Persons with Disabilities. This
incorporates: a review of literature outlining how good indicator sets
and frameworks should be developed; an overview and critique of
existing key frameworks (for example, that of the Australian Institute
of Health and Welfare); child and young person involvement in
indicator development; dominant issues identified by human rights
instruments and how these intersect with indicators used in the four
major reports on children’s well-being; and a review of the research
into the health and well-being of children and young people with
disabilities. The review includes an appendix entitled “Datasets —
Potential resources for the development of health and well-being
indicators for children and youth with disabilities” which provides an
overview of national data sources currently available that provide
information on the wellbeing of children and young people with
disabilities, followed by a more detailed illustrative discussion of
sources in one jurisdiction — Western Australia.
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Youth focus groups 11 May, 2010 A total of 6 focus groups were conducted with 20 children and
adolescents of varying ages and with varying types of disabilities.
Analysis to date has indicated three overarching themes from these
groups.

Theme 1: Importance of friendships and quality of these friendships.
Theme 2: Negative experiences of school, stress and worry over
academic performance.

Theme 3: Resilience, coping strategies and adjusting to disability.
However these themes played out differently in the different groups,
which is likely to do with between group variation in age and
disability. This analysis therefore needs to be extended to take a case
study approach to provide detailed description of each group
(context etc) and how the different themes play out differently for
each group. Analysis will include recommendations for taking this
strand forward and is scheduled for completion in June/July.

Ongoing work Current The focus groups have provided pilot data that we will take forward
in the following ways:
=  Collaborators are currently seeking a PhD student to extend
the investigation of the perspectives of children and young
people with disabilities using qualitative and quantitative
methods
*= The data is currently being used to refine and develop the
indicators proposed in our literature review. The focus group
data is being analysed in conjunction with other studies of
the perspectives of children and young people with
disabilities to assess how these perspectives align with the
rights-based indicators we have proposed.

Access Grid Sept/Oct 2010 | Gwynnyth Llewellyn and Helen Leonard have agreed to present an
Access Grid for ARACY members focusing on the development of
indicators of well-being for children and young people with
disabilities.

Project outputs

Grant applications (expand table as needed)

Granting body Date of Title of application PIs

application
Schizophrenia 28/9/09 Indicators of well-being for young people | Anne Honey, Gwynnyth Llewellyn, Eric
Fellowship with mental illness Emerson, Ian Hickie, Nicola Hancock

Was application successful?

IZesl Amount granted $18,448 No Pending (give date of notification)

Publications ( Provide full details and current status - published, in press, under review, etc) (expand table as needed)

Paper 1

Paper 2

Unpublished papers placed on ARACY or other websites (expand table as needed)

Paper 1
Fraser, V., Madden, R., Honey, A., Llewellyn, G., & Emerson, E. (submitted). Indicators of Health and Well-
being for Children and Young People with Disabilities: Mapping the Terrain and Proposing a Human Rights
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Approach. Report for ARACY.

Paper 2

Please comment on the collaboration process, successes and obstacles (expand section as necessary)

Successes:

(1) Developed a potential framework of indicators based on the UN Convention on the Rights of the Child and the UN
Convention on the Rights of Persons with Disabilities of the health and well-being of children with disabilities at a
population level. Conceptual work on this framework is ongoing with a view to submitting an ARC grant in 2011.

(2) Conducted an interactive workshop at the 2nd International Society of Child Indicators Research (Sydney, November
2009) consisting of provocative presentations and discussion on the development of child indicators using a human
rights approach and young people’s perspectives.

(3) Conducted 6 child and youth focus groups to obtain the perspectives of children and youth with disabilities about well-
being. Analysis will refine our thinking about the framework of indicators.

(4) Produced report scoping the current state of research into the well-being of children and young people with disabilities.

(5) Produced report identifying current national databases that can potentially be used to measure well-being for children and
young people with disabilities.

(6) Obtained a small grant to extend the work done under the ARACY seed grant to specifically look at indicators of wellbeing
for young people with mental illness — a group often marginalized from disability discourse.

(7) Built productive working relationships between collaborators and identified new potential collaborators for future projects.

Obstacles: None identified to date.

Name: ___Gwynnyth Llewellyn (Convenor) Date: 28/5/10




