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ome to the ESIPP stakeholder conferenc:
b March 2017

We hope that you find the day interesting, informative
and stimulating



Equity and Social Inclusion through
Positive Parenting (ESIPP)

An introduction to our project



What is ESIPP?

e 3vyear project running from September 2015-August 2018

* Funded by the European Commission Erasmus+ Programme — Key Action 2
Strategic Partnership.

* 9 funded partner organisations — universities, NGOs, charities and educators from
Croatia, Cyprus, the Former Yugoslav Republic of Macedonia, Belgium and the
United Kingdom

* Focus — parent education and training for parents of children on the
autism spectrum in 3 south-east European countries where diagnosis and
service provision in autism is emergent
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ESIPP — Objectives/of the partnership

 Develop an evidence-based model for delivering parent education in autism

* Develop a core curriculum and locally appropriate parent education training
materials

* Use these materials to provide parent education to Croatian, Cypriot and
Macedonian families living with autism

* Evaluate the effectiveness of the materials and the impact of the training using
guantitative and qualitative data collection and analysis

e Share the model curriculum, tools and materials with stakeholders and make
recommendations to policy- and decision-makers across Europe
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Why parent education in autism?



Autism

e Autism is a lifelong pervasive developmental disorder

* Prevalence: about 1 in 100

* Characterised by differences and difficulties affecting:
* social communication and interaction
* the ability to think and act flexibly
* the perception and management of sensory stimuli
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Potential impact of autism on the family and individual

* Overwhelming evidence that autism can significantly affect the individual
with autism and those around them

* Causes greater parental anxiety/stress than other disabilities

* Impact on the child’s development and skills

* Can affect family functioning

e Can restrict opportunities for social inclusion of all family members

* Negatively affects educational achievement and employment
opportunities for all concerned



Economic impact of autism

* High costs incurred by state to support individuals and families living with autism
(services, lost employment, family expenses)

e 2007 UK study (Knapp et al., 2007) identified total UK costs of supporting individuals with
autism as £128bn per year

* High levels of unemployment/lack of economic contribution

e (UK stud¥ (IPreece 2010) - only 10% of households with child with autism contained 2 adults
working tull time

* In almost 40% of households, only 1 adult in employment; 20% no one in employment due to
need to care for child with autism

e Autism Europe (2014) — up to 90% of people with autism across Europe are unemployed

e Economic advantages of maximising opportunities for people with autism (and
their family members) are clear
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Why does parent gducation in autism matter?

 Effective parent education for families living with autism has been shown
to have positive effects:
* Helps parents to understand their children
* Helps to reduce stress in the family
* Improves skills — supports the child’s learning, as well as family functioning

* Improves social, educational and economic outcomes for those with autism and their
families

 Early intervention through parent education
e can reduce need for long term dependence on external support

* Less costly than other models of support
e Can reduce economic impact as well as improving quality of life and opportunities

2015-1-UK01-KA204-013397



Parent education about autism

* Important tool to support families and
help those with autism

| /| PARENTING
__ STRATEGIES
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! Shadegias

 Why?
* Traditional/typical parenting
strategies won’t work

* Helps parents develop skills,
increase self-efficacy

e Large number of unreliable
approaches and ‘cures’ — so need to
teach what is good autism practice




Parent education # Benefits and problems

* Range of parent training models in existence
* Some based on specific approaches (e.g. TEACCH, ABA)
 Some more eclectic (e.g. NAS EarlyBird)

* Research shows:
e Parent training about autism is valued by parents
* Can reduce parental stress
* Benefits can be maintained over time

* But...

* Problems with attendance, child care, waiting times, access, distance,
Intrusiveness

* Generally based on US/UK models — unavailable in / inappropriate for other
settings, such as SE Europe
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What have we done so far?

Developing the curriculum and training materials



Developing the curriculum

* Initial draft parent training curriculum has been developed

* informed by review of the literature and a survey of families living with
autism in Croatia, Cyprus and the FYR of Macedonia

e Curriculum comprises 6 core modules
* Introduction to autism
* Using structure and visual supports
* Sensory sensitivities
* Communication
* Social development and interaction
* Understanding and managing challenging behaviour

* Also extra modules on specific issues (e.g. eating, sleeping, puberty)
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Parent education eurriculum and materials

e Approx. 12 hour education
programme— Positive
Approaches to Autism

* Draft training materials have
been developed and tested
In practice
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What have we done so far?

Training parents and families



Parent education events

* 6 sets of events

* Spring 2016
October/November 2016
February/March 2017
June/July 2017
September-November 2017
February March 2018

e Provided so far in Limassol,
Skopje and Zagreb
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Parent education events

* Parent education events have
comprised
e Core training curriculum
Extra modules on specific issues
Lectures
Group activities

Opportunities for individual
consultation
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What have we done so far?

Evaluating the project



Evaluation process

* Rigorous mixed methods combined process and outcome evaluation
of project
* undertaken by academic partners in the project

* Pre-training, post-training and follow-up parent questionnaires

* Validated care-related quality of life tool (CarerQolL, Hoefman 2014)
* Interviews with sample of parents

* Trainer reflective diaries

* Trainer focus groups

 Document analysis
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Other sources of evaluation

e Quality Assurance activities (led by Macedonian Scientific Society for
Autism

* Project Advisory Group

e Parents, individuals with autism, professionals from Germany, Luxembourg,
Netherlands and United Kingdom

e External Project Auditor

* Reporting programme to and audit by European Commission and UK
Erasmus+ national agency
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What have we done so far?
Telling people about ESIPP



Telling people about ESIPP — website and social media
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e Quarterly e-newsletter

EQUITY AND SOCIAL INCLUSION
THROUGH POSITIVE PARENTING  PLEASE SUBSCRIBE AND
FOLLOW OUR PROJECT

ts to understand and support their children with autism
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 Twitter and Facebook
* @ESIPP_EUROPE ,

* ESIPP project li
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http://www.esipp.eu/

Telling people about ESIPP — academic journals

e Journal articles

« European Journal of Special Needs Education
(2016) article about parent survey and need for
parent education. OPEN ACCESS, available from
our website

e Review of literature on parent education in
autism (2017) submitted to journal
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Telling people about ESIPP — conferences and TV

* Conferences in
the project
countries...plus
UK, Ireland,
Serbia and
Brazil

* TV programmes
in the project
countries
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Telling people about ESIPP

Stakeholder conferences

in:

e Zagreb (March 2017)

 Northampton (June
2017),

Skopje (November
2017)
Cyprus (March 2018)
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The rest of the day

What will be happening during the rest of the day



Stakeholder conference

* An opportunity to look and listen to samples from the parent
education materials — and to give us your views about them

* Presentations by project partners on topics that — we hope — will be
of interest

* A chance to network and meet with colleagues and friends —and to
develop new relationships
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Disclaimer

The European Commission support for the production of this publication does not constitute an endorsement of the contents
which reflects the views only of the authors, and the Commission cannot be held responsible for any use which may be made
of the information contained therein.
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