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Welcome!

+ Please introduce yourself — your name & the organisation you are
from — in the chat

: Abbi Math
Pippa Tollow ! SWS Di Harcourt

Ella Guest
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Areas of focus

What do we currently know about the provision of online and face-to-face support for

people with (and/or affected by) visible differences?

What can we learn from each others’ experiences of providing online and face-to-face

support?

What do you want to know from those who could/do use your services, about their

preferences for the provision of support?
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Workshop plan

Introductions

Your practice & experiences to date

Online vs Face to Face Support — what does the research literature tell us?
Example 1: A project with Children's Burns Trust

Comfort break

Example 2: A project with Caring Matters Now

What do we gain or lose by going online?

What do you need to know from those who do/could use your services?
Going Forwards
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Participation

Interactive — share your thoughts/ideas
‘Raise hand’
Mute mic when not speaking

Menti - Go to www.menti.com



http://www.menti.com/
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How are you feeling today?

il Mentimeter

Go to menti.com
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What does the literature tell
us?

'&& frig® 3G

UL 2
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Visible Difference interventions
Face IT

Randomised Controlled Trial: Face IT vs standard
CBT delivered face-to-face vs control group

Face IT & face-to-face CBT - significant reductions
in anxiety, appearance-related distress, depression
& fear of negative evaluation

Benefits maintained at 6 month follow up (but
some indication that in person was preferrable)

(Bessell et al, 2012)
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Visible Difference 1ntervent10ns
« YP Face IT *(\’y ,, “

home, IM\M \ ...;W.Wym\wsim of's. | conback | links

« RCT of YP Face IT vs care as usual

« Compared with care as usual, YP Face IT -
significant reductions in social anxiety

* (Zelihic et al, 2022)
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Online/digital & face-to-face
51m11arly effective:

Rehab for burns patients (Rouzfarakh et al., 2021)

Social phobia (Andrews et al, 2011)

Symptoms of depression (Wagner et al, 2013)
Stress/resilience amongst trainee HPs (Mayor-Silva et al, 2021)
Student counselling (Lerardi et al, 2021)

Body image & eating disorder interventions:
» Attendance — better in person (Paxton et al, 2007)
Geographical barriers reduced online (Gollings & Paxton, 2006)
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A need to consider individual

needs

Level of concern (intensity) ONE SIZE
Nature of concerns/need
Expectations

Previous experience

Other support available to them
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Interventions

Counselling /
therapy from a specialist

Self-administered intervention facilitated
by a trained professional

Stand alone interventions

Targeted campaigns

General population campaigns

Rumsey N & Harcourt D (2012). The Oxford Handbook of the Psychology of Appearance, Oxford University Press
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The CAR f T A Centre for

N Appearance
Framework of Research
Appearance- VLY. QN
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Related
Interventions / ‘

Counselling /
therapy from a specialist

Self-administered intervention facilitated
by a trained professional

Stand alone interventions

Targeted campaigns

General population campaigns

Rumsey N & Harcourt D (2012). The Oxford Handbook of the Psychology of Appearance, Oxford University Press
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E.g. Clinical
Psychologists

Appearance
= Collective
charities?




A toolbox of interventions & strategies

CBT

Counselling

Decision
support
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B

Information

Centre for
Appearance
Research

Peer

support

Expressive
writing

Camouflage

Promote
positive Bl




Face-to-Face

Stand-alone online

L4 %‘ c‘} ~

L Tl
Camps Web-based
Support groups Apps
Events Podcasts

Clinical Psychologists
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Face-to-Face

In person via
online/blended

Stand-alone online

w-’q( L

11 ﬁxﬂ

C ¢ B> ~ |
_‘3‘ |
T Tl
Camps Peer support online | Web-based
Support groups Events Apps
Events Podcasts

Clinical Psychologists

Clinical Psychologists
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Examples of supportive

interventions developed by
members of CAR
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YP Face I'l" (www. foacelt co.uk)

placeu:o k &

Accessible now, for free. ¥ Repce v > O

YP aged 12-17 years with any visible e e e s e o
diﬁerence —iﬂboﬂt.’ get started! ' ” reviews

8 sessions

Incorporating cognitive behavioural therapy
(CBT) & social skills

Online standalone (sometimes with HP
input)

Parental support is key to success
Evaluated in a body of research evidence



http://www.ypfaceit.co.uk
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Face I'T (www.faceitonline.org.uk)

Accessible
(contact alyson.norman@plymouth.ac.uk)

Adults (18 yrs+) with any visible difference
8 sessions

Incorporating cognitive behavioural therapy
(CBT) & social skills

Online standalone (sometimes with HP
input)
Evaluated in a body of research evidence




Support for parents

http://supportingchildrenwithburns.co.uk

Moma  Impact On Purents  Siress Manogement  JUpporting Your Chik!  Top Tips  Whaee Con | Find Supportt  fescbock

Supporting Children with Burns

Welcome to this website, designed with parents and carers, specifically to support families of
children who have had a bum injury

Welcome to this website, designed with parents and
carers, specifically o support families of children
who have had a burn injury

Online — website

UWE
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Parenting Toolkit
Parenting toolkit:

Supporting

your child with

an appearance
affecting condition

or injury

7\ Centre for o
A -
C Rma&nce Bristol

Online - interactive workbook
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Act It Out

- Based on Acceptance & Commitment Therapy (ACT)
« Online - App-based intervention

« For adults with any appearance-altering condition

« Developed by Fabio Zuchelli

«  Will be freely available when evaluation is complete




UWE U fﬂ it\:ersity
of the

Bristol | 2

Visible Difference & Intimacy

Support with concerns around intimate relationships
- Based on Acceptance & Commitment Therapy (ACT)
* Online - Podcast format

« For adults with any appearance-altering condition

« Developed by Nick Sharratt & Maia Thornton

«  Will be freely available when evaluation is complete
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More Than My Appearance
‘l ¢ preene | P

« Online functionality-based writing
programme

Five writing tasks completed over

the course of one week

) | MORE THAN MY
COMING SOON! APPEARANCE

Credit?
eeeeeeeeeeeeeeeeeeeeeeeeeee
eeeeee
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Learning from your experiences
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Support for children with burn injuries and
their families: Experiences of moving
support online (and back again!)

Jo Myers (Children’s Burns Trust) and

Dr Pippa Tollow (Centre for Appearance Research,
UWE Bristol)
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Background

- Family Weekends offer an opportunity for children and their families to
meet others with similar experiences and learn about topics such as
scar management and managing anxiety.

« Research suggests benefits include increased confidence and
coping (Gaskell, 2009), as well as reduced isolation, improved
social skills, and acceptance of an altered body image
(Kornhaber et a/, 2020).

- COVID-19 pandemic meant re-evaluating how to provide this support.

<
CBTRC

CHILDREN’S BURNS TRUST
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Face to face events

« Since 2005
- Three events each year

« In collaboration with; Firefighters Trust , Northern Burns
Network and London & Southeast Burns Network

« Supported through a grant

« 3 day/2-night event

- 6 families

« 10-14 burn care professionals/volunteers

Including sessions for parents on: scar management, psychosocial
wellbeing.

Including sessions for families: swimming, farm visit, walking
llama’s, reptiles, music therapy, craft sessions

O
Including the following sessions for children's: children’s storyteller, \JG
children’s tea party, activity/playtime in gym C BT’.\

CHILDREN’S BURNS TRUST
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Moving support online

Face-to-face activities had to be
suspended in March 2020 due to
the COVID-19 pandemic.

Explored alternative methods of
providing support — ‘online family
event’

<
CBTAC

CHILDREN’S BURNS TRUST
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Online family-event

Events took place in January 2021 and May 2021

Including sessions on: scar management, lived experience, psychosocial wellbeing,
music workshop and crafts.

@
Pre-recorded webinars: impact of a burn injury on young children, managing 6
qguestions on your child’s burn injury, parent wellbeing, and supporting siblings. C BT ®

CHILDREN’S BURNS TRUST
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Return to face-to-face

Post pandemic desire to return
to face-to-face as soon as we
could....impact of lockdown for
all.

Three family events in 2022 will
take place in April, September
and November.

o
CBTAC

CHILDREN’S BURNS TRUST



CAR/CBT collaboration B 5

Collaboration between CBT and
researchers at CAR to provide an
independent evaluation of the online
family event/family weekends.

Aim to evaluate the experience and
impact of both types of support, with
both parents of children with burn
injuries and staff. -

RRRRRRRRRRRRRRRRRRRR
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Evaluation methodology

Independent mixed-methods evaluation, including:
- online qualitative survey with staff
- online surveys with families (with 10-week follow-up)
- qualitative interviews with families (online event only)

19 families attended the online family-events and 9 families (47% of those who
attended) completed the evaluation.

6 families attended the April 2022 face-to-face weekend and five families
completed the evaluation.

<
cBTAC

CHILDREN’S BURNS TRUST
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Quantitative findings

Online Face-to-face

78% rated their overall 100% rated their overall

experience as ‘very good’ experience as ‘very good’

22% rated their overall

experience as ‘good’ 100% suggested they would
attend similar events in the

89% suggested they would future and recommend this

attend similar events in the event to others

future and recommend this

event to others

<
CBTAC

CHILDREN’S BURNS TRUST
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Qualitative findings

Online Face-to-face

Feedback focused on: Feedback focused on:

- Sharing experiences - Sharing experiences

- Opportunity for learning - Meeting other families and forming connections

- Accessibility of event - Positive experiences for children
“to bring people together quickly “it was so nice to hear other parents that

with no expense, and to see feel the same and know that we are all

different hospitals and different just doing are [sic] best and not bad
people from different parents. | came away from the weekend

backgrounds, that's really brilliant, feeling completely different about the
all we needed to do was log in and accident that left my son with a burn.” -

it was there” - Parent Parent C BT’\.\JG
o

CHILDREN’S BURNS TRUST
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Evaluation conclusions

Online alternative to Family Weekends was seen as highly acceptable by
families and staff. Parents and staff suggested a role for both face-to-
face and online events in the future.

Feedback from return to face-to-face suggests the two types of events

may have different strengths.

* online events offered accessibility, opportunity to share experiences,
and chance for parents to learn about burns treatments/care.

» face-to-face events offered opportunity to meet others, for children to
have fun together, to learn about burns treatment/care, and to form
meaningful connections. "

BT

CHILDREN’S BURNS TRUST



Children’s Burns Trust (CBT) ke
experiences

Parent conference

Face to
Face
They are all
valuable & all
] \ﬂé
o CBTA

evaluated Online event CHILDREN’S BURNS TRUST



What’s next for CBT? B

Listen to the feedback......

* Review evaluation following 2022 family weekends

* Review CBT strategy and priorities: prevention,
rehabilitation, support

* Consider national picture with regards to provision of
family support

* Cost

* Impact

<
cBTAC

CHILDREN’S BURNS TRUST
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Thank you to the VTCT Foundation C BT/O\G

for funding this ongoing collaboration CHILBREN S BURNGTRUAT
between Children’s Burns Trust and

the Centre for Appearance Research, Centre for
as well as to all the families and staff ? Appearance
for taking part and sharing their LEETE

experiences with us.

THE VICT
FOUNDATION
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Thank you for listening!

Jo.Myers@cbtrust.org.uk
@ CBTofficial

Pippa.Tollow@uwe.ac.uk
@PippaTollow

cBTRC

CHILDREN’S BURNS TRUST
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Comfort break

: I
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Caring Matters Now Collaboration

Congenital Melanocytic Naevus (CMN) — birthmark condition and visible
difference.

Self-esteem, social consequences, low mood and anxiety.

*  No support available specifically for young people

with the condition.

- Aim of current project: to develop and produce
a psychoeducational resource for young

people with CMN.
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PI'OJ ect overview Q?’ caring matters now

Development Refining

Content
Refining

Literature
Review

Psychologist
Feedback

Content
Creation

Content
Complete

Workshop

Interviews



Development

Literature Review: CBT, psychoeducation,
social skills training were effective for young
people.

Questionnaire: found young people wanted
help with their confidence, mood, and self-
esteem.

These both fed into the Workshop: Introduced
and trialled some techniques, discussed in more
detail what was important to young people with
CMN.

UWE U fn i|\1lersity
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Q9 caring matters now

Development

Literature Review

Workshop



Pages of the resource

Feeling more confident

Social Situations
Starting Something New
Social Media

Toolbox

000006
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Refining

Psychologist input: A qualified psychologist with
expertise in helping children and young people with
visible differences gave feedback on content and
presentation for this age group.

Think Aloud interviews: Shared the resource and
gained feedback from young people with CMN
about the suitability of the format and content.

o Stage 1: raw content in word files (content)

o Stage 2: content uploaded onto draft website
(website usability/appearance)

UWE Ufnil\:ersity
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Bristol | 2

()
Q9 caring matters now

Refining

Content
Refining

Psychologist
Feedback

Interviews



UWE |
bit.ly/cm n_teens BI‘IStOl England

()
Q9 caring matters now

The resource

» Freely available on the Caring Matters Now website

« Mix of text, video content, activities, images

TIGHT .
ago, there were threat rs that 1{%\’ gt”;‘LlG""_L-’

humans had to r to survive. When they saw a threat,

* Representation

reaction was set off which caused a hormone called adrenaline to quickly pump

through their bodies. This gave them a burst of energy, which was needed to

a -
either fight or flee (run away) from an enemy. This is called the fight or flight ‘.
response. \

' h7 However,

triggered when

Listen beiow for more advice from ancther one of our young ambassadors, Nik

and activate fight or flight

e still have this re se, and it can be

perceive
triggered when these threats are just imagined. When
things worry us and feel threatening. like deadlines, exams,

AcTiviTY and soclal situations we still have the same adrenaline

What are some of YOUR warning signs that you are SHAKlNG DRY MOUTH response in our bodies. However, none of these things

experiencing anxiety? Remember, you might only SWEA“NG e SHORT BREATH require us to put up a fight or run away.

experience a few of these effects, but it can be helpful to HEART RAC'NG g D]ZZY

know which are your warning signs so that you can r

identify them when you are feeling anxious. You might HEADACHE TREMB“NG

even experience some sensations that aren't on the list TENSE MUSCLES CHEST PMN

below NEEDING TOILET BUTTERFLIES

s. It can even be
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Using the resource

appropriate for a stranger, but you may want to s

people I you give a litile bit more informatig
hmark | was bor with. It's calied CMN |

* Support available from i

THINGS TO THINK ABOUT |
Hannah - / N O
(/" voum,
(

If you are struggling with this or would like some advice on how to use this resource, please contact our Support

Pathway Coordinator, , who will be able to help you.
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Hannah —

« My role as Support Pathway Coordinator

« How does this resource fit into Caring Matters Now's Support Pathway?
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Child to Adult Support Pathway () .
' caring matters now

4-11 YEARS

We support families throughout the primary
years by providing age-specific support
literature, school resource packs, parent
support contacts, family friendly regional
gatherings, and support events for parents,
children and siblings.

17-24 YEARS

When a teenage member turns 17 years old,
they will start to receive direct support from
Katy Jackson who specifically supports
members aged 17-24 years and assists them in
transitioning from a child member to an adult
member. Our 17-24 year old members will be
invited to participate in the level two Young
Ambassadors Programme and to attend our
young adult support events.




17-24 YEARS

When a teenage member turns 17 years old,
they will start to receive direct support from
Katy Jackson who specifically supports
members aged 17-24 years and assists them in
transitioning from a child member to an adult
member. Our 17-24 year old members will be
invited to participate in the level two Young
Ambassadors Programme and to attend our
young adult support events.

UWE |
- ~
Bristol |t

([
Q9 caring matters now
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Case Study

e Christmas 2021 Mum of a 16 year old girl with a large CMN on her leg made contact with
Caring Matters Now.

*  Her daughter had been under the care of a dermatologist until she was 10 years old and then
had "fallen off the system.” CMN had taken a back seat and the family ‘tried not to make a big
deal of it

. However, the older she became the more conscious she was of her CMN and she would wear
‘200 denier tights, even on the hottest day...never wearing anything that reveals it/

* Despite having a good relationship at home, her daughter had kept her feelings bottled up for
some time and had developed an eating disorder.

*  This young person had been referred to CAHMS and was on a very long waiting list.

*  Mum wanted to know if there was anyone she could talk to about her birthmark so that she
could learn to accept and embrace having CMN.
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Catch it, Cheek it,
Change it

hese unhelpll thoughis, consiering whether oy ot o
1 help us 10 ecroa @ balanced and helplul

1. Catch it Whatis the though that i causing you trouble?

2. Check it 1s it jusufied? What is the evidenc foriagainst 17

3. Change it wnatis a more re

=

Look at the next page for some examples!

Catch it, Check it,
Change it

Relcxotion Techrﬂues

something 1 the mement WhCh can hekp s 1o ake a 3109
un m-m- e e cvns drn. T e o e s e

e St e e 4 o o e
ey

54381

see  feol  hear  smell taste

Thin 1 8 Weainieg vercive. >>
e N

Relaxation
Techniques

3.Gradually buld up smal steps in between for 2-8, being careful not
o ke 4o omge 100 . ¥ ou e e e 1 8 .

RS % R

&
A\

Fear Ladders

Supporting a Young
Person with CMN

When you use a ladder, the most importan part s
7/ having someone you trust hod it steady for you. Fear *
have

]
Plan aRe

Print this sheet out or use your device (0 wrte n the boxes.
1-A quick and easy response

TS i the one you would use most oten. Use this when somean asks
a casual o fiendly question about your CMN.

o A confident and firm responise
You can use this one i sameone seems more forward of rude wih thee
comment of question

o (RS
frrdooukyiso B
el

L e )\ Wan

Plan a Response

Support guide for
5Choo! staff Promoting s s svem e
of g o hacuns

appearance diversity

REs

Teachers’ Support
Guide

(Humour

REACHOUT

W can e irseanng vy

anat you ped rom

5 e yoursed o s

Thinking Traps

hem. This gt icude saning p o ol f someoas s

SE s

8¢ contes even m icun sasasors. T an b reaty Ky,
se¢ Fewr Ladoars 11 bl e oercomeg worres

ki e o e e T e et e
21k e e ey e s, T by

I

Tk of ways 1o Sevac s o ocuing on how you ok
Ty i oouaten st ooyt £ otine
ot ol o TV beses Start by s aueston

o
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caring matters now
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Catch it, Checlc it, Fear Ladders
C cnge' 1.At the top of the ladder mext to number 9, put your goal. For

example, ‘Wear shorts 10 the beach’”
Anxious thoughts can lead to uncomfortable feelings and cause us to 2.At the bottom next to number 1. put the closest thing to your goal
behave in certain ways. Catch it, Check i1, Change it is a method for that doesn't currently give you anxiety. For example, 'Go to the
noticing these unhelpful thoughts, considering whether they are true or beach with trousers on'
justified, and help us to recreate a new, more balanced and helplul 3.Gradually build up small steps in between for 2-8, being careful not

thought 10 make any jus 100 big. You don't have 10 use all 9 siots,
1. Catch it wnatis the thought that is causing you trouble? -
2. Check it st justified? What is the evidence for/against it?
s
y .
3. Change it what is a more reasonable or balanced thought? 1

s Remember
Wh!ﬂ you use a ladder, the most important part is

Remember. Practice makes perlect! You may find this process dificult, but having someone you trust hold it steady for you. Fear
make sure you keep trying. Have a go at discussing with someone you trust J ladders work best when you have someone who

Look at the next page for some examples! izt \ Knows you are lrying i and you can check in with.  Mateh
e

Catch it, Check it, Fear Ladders
Change it

> Ki N
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' NINKING Traps

There are a variety of traps

our thinking. Use this sheet
traps yo

that we can fall into with

to learn to identify Which
ur thoughts might have been caught by.

We aren't magic!

o 3 L ]
Mind reading & oo
Your thoughts might tel| you h' Lho::gh;is m'tim
that you know exactly what = ?at rng =
Someone else js thinking iLTe

Don't be ca bhaea -
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A hybrid approach—

As a side note; Online Communities

- Impact on members meeting for first time at Alton Towers 25th
birthday

- A visual aid

- Going forward-
o A Teens resource which we can come back to,

o Development of an Adult Resource
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Any questions?
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Learning from your experiences

il Mentimeter

Go to menti.com
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Moving forwards

«  What would you/your organisation like to know, from those who
could benefit from/use support, about their preferences and
experiences for online vs face to face support?

« Potential for a survey to gather this info for your organisation

* (small groups)
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Looking ahead....

« VTCT Foundation funding Phase 2 — from September 2022

» 2 streams of work:

o Supportive interventions (inc. signposting to suitable
interventions)

o Social media

THE VICT
FOUNDATION

o Generic or condition-specific??
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Looking ahead...

Intimacy and romantic relationships

Evidence-based intervention developed to focus
specifically on concerns about romantic relationships
and intimacy

Content and format of intervention informed by input
from health professionals and individuals with lived
experience

Looking for individuals to provide feedback on the
content and format

Maia Thornton will be in touch with information

Any questions: maia.thornton@uwe.ac.uk
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Final comments & questions

+ Feedback -
https://uwe.eu.qualtrics.com/jfe/form/SV 5sWYIACuzdT6tX8

Centre for
Appearance
Research



https://uwe.eu.qualtrics.com/jfe/form/SV_5sWYIACuzdT6tX8
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Centre for
Thank y0u T tO y0U. and. oo Appearance
Research
« Vocational Training Charitable Trust Foundation

Appearance Collective, Amanda Shepard

Caring Matters Now, Hannah Cree

Children's Burns Trust, Jo Myers

Participants in research

o
S, Q9D
C BT’:-\(.I Caring

CHILDREN'S BURNS TRUST Matters
Now

ycrma VICT
FOUNDATION



Further information:

@ www.uwe.ac.uk/car
W ecar_uwe

H @AppearanceResearch

O @car_uwe

§ Appearance Matters: The Podcast

E-"";'. (LS
" .

(’ ' CAR@uwe.ac.uk

UWE . i

Bristol | /.
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