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Background

NICE quality standard (2022): Healthcare providers should be able to support FASD

Parents of children with FASD told us they were sent on courses for
trauma/attachment issues, but nothing available for FASD

Doctors told us they want to be able to prescribe something

Family-focused interventions tend to be long-term or intensive, involving whole
families

Short, inexpensive, introductory parent training course = cost-effective and easy to
roll out

Families with more complex needs may require more intensive support
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Abstract

Estimates for the UK suggest that alcohol consumption during pregnancy and prevalence of fetal alcohol spectrum disorder
(FASD)—the most common neurodevelopmental condition—are high. Considering the significant health and social impacts of
FASD, there is a public health imperative to prioritise prevention, interventions and support. In this article, we outline the current
state of play regarding FASD knowledge and research in the UK, which 1s charactensed by a lack of evidence, a lack of dedicated
funding and services, and consequently little policy formulation and strategic direction. We highlight progress made to date, as well

as current knowledge and service gaps to propose a way forward for UK research.

https://pubmed.ncbi.nlm.nih.gov/33441316/
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Generic parenting programmes

Use Selectively

* E.g., Incredible years, Triple P

* Often effective in neurotypical

populations

* Not tailored for neurodiverse population

Praise © Coaching I|ke FASD

Encouragement © Rewards © Celebrations

Use Liberally

» Use of ‘consequences’ is missing the

point in children with FASD

Play © Empathy o Attention & Involvement

Talking © Listening © Problem Solving

From ‘Incredible Years’



University of

Salford

MANCHESTER

%

Development

Search of academic and grey literature (e.g. FASD parents’ guides produced by charities etc)
Focus groups with experienced FASD caregivers
Logic model and key theoretical foundations (e.g. neurobehavioural model)

Produced draft manual — presented to panel of experts at 3-day event for feedback

Revised and produced prototype manual

Modified to online delivery due to Covid-19
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Salford Parents and carers Education Course

for Improvements in Fasd outcomes In Children
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Salford Parents and carers Education Course

for Improvements in FASD outcomes in Children

SPECIFIC



University of

Salford

MANCHESTER

%

Foundations of SPECIFiC

Manualised programme

Small group sessions with 2 facilitators, about 6-10 participants
Course specifically designed for families affected by FASD
Brain-based approach

Written and delivered by people with real life experience

Course should be relatively short, accessible and low-cost

Needs strong evidence of efficacy from RCT
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The SPECIFiC programme - Outline

Session titles Throughout sessions

1. Introduction »Effective advocacy

2. Sensory processing " ooking after yourself — self care

3. Self-regulation =Keeping in touch with each other

4. Communication sGeneral information about FASD

5. Abstract and concrete thinking sStrategies for helping to raise a child with FASD

6. Routine, structure and consistency =Keeping a diary of strategies that work or don’t

: : : work
7. Social relationships
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Abstract

A growing number of evidence-based services are available for fetal alcohol spectrum disorder (FASD), but few focus on
caregiver psychoeducation. Despite new guidance in the UK requiring FASD services, the evidence base for effective
interventions is currently lacking. An FASD caregiver training program would be a novel and valuable addition to service
provision. SPECIFiC (Salford parents and carers education course for improvements in FASD outcomes in children) was
developed using an evidence-based logic model with input from clinicians, families, and the charity sector. The course was
delivered online to a small number (n = 9) of families in a mixed-methods, exploratory pre-feasibility study. Families were


https://link.springer.com/article/10.1007/s10826-023-02637-6
https://link.springer.com/article/10.1007/s10826-023-02637-6
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Feasibility trial design
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Feasibility trial

=Aims of feasibility trial:

" To assess planned methods for larger RCT (including recruitment)

" To determine an effect size in outcome measures for power calculation at RCT

stage
=120 participants (60 per arm)
=Waiting list design — both groups received the intervention

"Results just in!!



Data and analysis

Outcome measures
o Parenting stress (PSI-SF)

o Children’s behavioural difficulties (ECBI and SDQ)
o Parenting self-efficacy (TOPSE)
o Parents/carers’ mental health symptoms (CORE-OM, DASS)

° (also quals analysis, semi-structured interviews)

Analysis

o Mixed model comparing treatment with waitlist, controlling
for pre-scores
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Results

There was movement in the direction of improvement on all measures

Parenting self-efficacy (TOPSE) was significantly improved (p=.01)
Independent clinical trial unit currently finalising results and sample size for full RCT
Primary outcome will continue to be Parenting Stress (PSI-SF)

Scale Direction p
Parenting Stress (PSI-SF) Improvement .28
Parenting self-efficacy (TOPSE) Improvement .01*
Child behavioural difficulties (SDQ) Improvement .06
Child behavioural difficulties (ECBI; intensity, problem) Improvement .70, .15
Parents’ mental health (CORE-OM) Improvement A1
Parents’ mental health (DASS) Improvement .28
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Results

Based on improvement by 4.6 points on primary outcome (PSI-SF), estimated sample
size for full RCT is likely to be 450-500

At that sample size we are also likely to see significant improvements in parenting
self-efficacy, children’s behavioural difficulties, and parents’ mental wellbeing

Scale Direction p
Parenting Stress (PSI-SF) Improvement .28
Parenting self-efficacy (TOPSE) Improvement .01*
Child behavioural difficulties (SDQ) Improvement .06
Child behavioural difficulties (ECBI; intensity, problem) Improvement .70, .15
Parents’ mental health (CORE-OM) Improvement A1
Parents’ mental health (DASS) Improvement .28
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Feasibility trial — lessons learned

" ogistics have been difficult

*Families have a lot of challenges (we knew this but did not realise how much that

would impact recruitment)

*Taking part in a trial like this is a big ask (lots of questionnaires etc) and we need to

make it easier for people

*Changes to the course itself (e.g. animated videos to help explain neurological

concepts) and more time for group discussion
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