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Some Context...

- The development of this group was the end of a larger
project, inspired by research gathering parents' perspectives
on adjusting diabetes clinics to make them more autism-
friendly

- We ran refresher training on autism for the Thames Valley
Network

- PDSN’s implemented and evaluated ideas suggested by the
parents, including:

- Quiet waiting areas in clinics/option to wait in car

- Staff names and photos on a board in clinic

- Social story of what to expect when coming to clinic

- Offering fidget toys (provided by Play Specialists)

- Low stimulus clinic rooms (close blinds, reduce lighting, close
windows)

And parents also identified a need for peer support...
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( Background \

» T1D more common in autistic children
o 10% prevalence in our service

« Raising a child with T1D or ASD increases caregiver
stress

- T1D alongside ASD creates unique stressors yet
there is no current support. Stressors include:

Diabetes
management
related sensory
issues

Need for
personalized

Difficult
healthcare
experiences

Advice on
injections and
technology

Not feeling
understood

Low mood

coping
techniques

\ J

Session Content

* peer support
* positive group
atmosphere

» CFT brain systems:
threat, drive, soothe

» apply to attending
diabetes clinic

» “flows of
compassion”

 applied to child’s
difficulties with diet,
school, and diabetes
technology

~ Methods )

« 3x 90-minute sessions

» Psychoeducation and semi-structured discussion

+ Focus on compassion-focused therapy (CFT) as
we can’t change the T1D or ASD

» Measured wellbeing, parent support & self-
efficacy

» Feedback survey evaluated workshop feasibility

» Given info pack with toolkit of ideas, relaxation
techniques and signposting

» 7 female caregivers attended

-
Results

« Thematic analysis highlighted many improvements:

o | guilt, loneliness

« Small sample size means only small improvements in quantitative measures
o 1 stress management, confidence, feeling understood

« ALL caregivers reported positive impact, and would recommend it to other caregivers

.
“| found it most helpful to ! Caregiver
be given the opportunity Quotes
and confidence to meet —|
other parents who I felt
listened to

understand what | am going
through”

and seen”
e —

“Being able to de-
stress faster and
more effectively has
already started to
improve my
wellbeing!”

Research’

J
)

a Conclusions

« These caregivers need unique support

» This workshop structure is feasible and effective
within a clinical setting

 Further support needs to be provided and

k evaluated across services

4 Implications

 Improved caregiver engagement

« Educating MDT about how autism impacts T1D

« Making MDT clinic more appropriate for autistic
children and families

U _J

- Bratt et al. (2019) - Leaves & Uttley (2015)
Dhanasekara et al. (2023) « Mackey et al. (2016)
Ezhumalai et al. (2018)  « Oser et al. (2020)

« Gilbert (2010) « Sartor et al. (2023)
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[ Background

* Risk of T1D is 64% higher in autistic
people (Dhanasekara et al., 2023)

o UK ASD prevalence =1.7% (Roman-
Urrestarazu et al., 2021)

o Our service ASD prevalence = 10%

« T1D is harder to manage for autistic
people — uncertain and inconsistent

« Raising a child with T1D or ASD
increases caregiver stress

« T1D alongside ASD creates unique
stressors yet there is no current
support. Stressors include:

\

J

Diabetes
management
related sensory
issues

Difficult
healthcare
experiences

Advice on
injections and
technology

Need for
personalized
coping
techniques

Not feeling
understood

Low mood

* Roman-Urrestarazu et al. (2021)
» Dhanasekara et al. (2023)

* Oser et al. (2020)

* Vinayagam et al., 2023

* Stanek et al., 2019

* Raymaker et al., 2020

Research
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Methods

« 3x 90-minute sessions (once weekly)
« Psychoeducation and semi-structured discussion

» Focus on compassion-focused therapy (CFT) as we
can’t change T1D or ASD

« Given info pack with toolkit of ideas, relaxation
techniques and signposting

* Ran a face-to-face and remote workshop

- 7 female caregivers provided data (11 attended)

\_

N

Quant Measures

* Leaviss & Uttley (2015)
* Feizi et al. (2014)

* Ezhumalai et al. 92018)
* Gilbert (2010; 2014)

Research

v
Session 1

A 4

Session 2
"

Homework

Session 3
v

Homework
v

Info pack
v

Quant & Qual Measures
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Session Content

* peer support

* positive ; :
[ e oSt
/-\ - Relaxation

Introduction

- Aims

- Group contract

- Discussion: what aspects of diabetes
can be tricky for an autistic child?

- Sharing ideas: strategies parents

already use

- Discussion on strengths they already

have

Recap

- Discussing parental stress using CFT
model (threat, drive and soothe brain
systems)

- Applying this model to them and their
child when in clinic

- Discussing soothing techniques

- Introducing self-compassion

- Homework: 5-finger breathing

technique

« Showing self-compassion
« Sharing ideas

Recap

Discussing self-compassion and barriers

- Discussing difficulties with food/eating

- Recommendations from dietician

- Discussing difficulties with managing
diabetes at school

- Sharing ideas: strategies that help with
school

- Managing diabetes technology

Homework: positive “l am” affirmations

Endings/moving forward

* Leaviss & Uttley (2015)

* Feizi et al. (2014)
Research < Ezhumalai et al. 92018)

* Gilbert (2010; 2014)

* Oser et al. (2020)
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[ Quantitative Measures]

Social Provisions Parent Wellbeing Parent Self-Efficacy
Scale Scale Scale for Diabetes
(Cutrona & Russell, 1987) (McConkey, 2020) Ma nagement
_ (Marchante et al., 2014)
Measures perceived ability of Measures caregivers general
one’s social networks to provide wellbeing Measures caregivers self-
various dimensions of social efficacy specifically in relation to
support parenting a child with diabetes

—

[ Qualitative Measure

—

Google Form asking feedback questions
specifically tailored to this workshop and
extending the quant measures




PSYCHOEDUCATION WORKSHOP FOR CAREGIVERS OF

D BT AUTISTIC CHILDREN WITH TYPE 1 DIABETES o L]

By Jessica Stacey & Dr Hayley Thompson (Wexham Park Hospital) NHS Foundation Trust
4 Results A
« Small sample size means only small improvements in quantitative measures
« Main findings of thematic analysis:
1. Importance of meeting similar caregivers
2. Importance of gaining applicable knowledge
3. Improved mental health
o + stress management, confidence, feeling understood
° | guilt, loneliness - ALL caregivers reported )
4. | t fl -t t —==
\ mportance ot ONJe=Letm SUppor T positive impacts, and would
- recommend it to other
Caregiver Quotes caregivers
ﬂ k_a

“| [was] given the
opportunity and confidence

“It is nice to not “Rai -
to meet other parents who “| felt listened to and have to explain my ifelzgs ?abslfetroaiz
understand what ’I’am going seen. For the first time actions and more effectively has

through | felt understood and parenting, because already started to
not judged.” they just improve my

understand” wellbeing!”
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[ [ ] [ [ ] \
[ Conclusions \ Limitations
- These caregivers need unique support « Small sample size
» This workshop structure is feasible and \ Only females )
effective within a clinical setting
« Using Compassion Focused Therapy / - - . . \
techniques is helpful for these Clinical Implications
caregivers
« Improved caregiver engagement
 Further support needs to be provided
Kand evaluated across services j  Improved child’s diabetes management
« Educating MDT about how autism
impacts T1D
:Sifg;ittzl{. ((22%22?) » Making MDT clinic more appropriate for
Research  °Yangetal. (2022) Kautlstlc children and families j
» Smith-Young et al. (2022)
» Mazdeh et al. (2019)
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{Thank you for Iistening!J

Any Questions?
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