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Centre for Appearance Research

« The Centre for Appearance Research (CAR) is
the world’s largest research group focusing on
the role of appearance and body image in
people’s lives.

~40 members including academics, clinicians, researchers & students.

Team includes health, clinical and social psychologists.



Centre for Appearance Research:
Our Mission

To use research to promote body acceptance & appreciation, and improve
the lives of those adversely affected by appearance concerns.
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THE VTCT
FOUNDATION
The Vocational Training

Charitable Trust Foundation:
Our Purpose

The VTCT Foundation seeks to invest in all forms of research and services
that help people living with a visible difference and their families and
carers to overcome any social, physical, psychological, emotional or other
disadvantage.




Stage 1: 2017-2022

» Working with the Appearance Collective to
provide effective support for people with
visible differences.

 Support the career development of
researchers in this field

Centre for
Appearance THE VICT
Research FOUNDATION




Priority setting exercise
(summer 2017)
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The priorities:

Social media & social media literacy

Support & interventions to promote acceptance of diversity
The incidence & experience of visible difference

Support throughout the treatment journey

Assessment tools to capture the patient experience/outcomes
Interventions for people adversely affected by visible difference

Training materials to promote understanding & acceptance of
diversity of appearance

The motivation of people volunteering with charities in this sector
The impact of patient and public involvement (PPI)

Centre for
Appearance THE VICT
Research FOUNDATION




217 new
studies
conducted

3858
participants

Growth of
the
Appearance
Collective

Full detalls In
our final
report to the
VTCT
Foundation

Centre for
Appearance THE VICT
Research FOUNDATION
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Conference presentations

Invited talks
$ Interventions/resources developed
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Workshops provided for the Appearance
Collective
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6 £2.9m

Doctoral qualifications achieved by
research team members

27
Studies carried out
49
Papers published/submitted for
publication

Additional funding secured



Stage 2: 2022-2026
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Priority Setting Exercise

« February 2021 — 2 x online sessions + individual feedback

« The Appearance Collective ranked the following as their top 5
priorities for future research and workshops:

Support & Interventions
Social Media
Understanding Issues of Virtual/Online Support

Promoting Awareness & Acceptance of Diversity of
Appearance Amongst the General Population

o Appearance-Related Issues in Under-Represented
Groups
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Workstream 1: Support &
Interventions

Lead: Professor Diana Harcourt
Research Fellows: Dr Fabio Zucchelli & Dr Maia Thornton
PhD Student: Clare Clement

« Interns

Centre for
Appearance THE VICT
Research FOUNDATION



Workstream 1: Support &
Interventions

- Research Objectives:

- To examine the effectiveness of interventions offering support to people
whose lives are affected by visible difference.

- To implement effective interventions.
« To collect evidence of the impact of these interventions.

QOutcomes:

« A range of evidence-based psychosocial interventions easily available and
used by charitable organisations, clinicians and people affected by visible
difference.

- A tool to identify support and intervention needs of people affected by visible

difference.
Centre for
Appearance THE VICT
Research FOUNDATION




Example studies...

1. Evaluating The Parenting Toolkit - an intervention for parents of
children with visible differences of any sort (lead: Maia Thornton)

2. Evaluating Loving ACTion - a intervention to support adults with
visible differences who are seeking support around intimate and
romantic relationships (lead: Maia Thornton)

3. Developing and evaluating an app to deliver an ACT-based
intervention for adults with visible differences of any sort (lead:
Fabio Zucchelli)

4. Developing a tool to identify individuals' needs & signpost to
appropriate support (PhD student: Clare Clement)

Centre for
Appearance THE VICT
Research FOUNDATION




Workstream 2: Social Media

« Lead: Dr Amy Slater

- Research Fellow: Dr Ella Guest
- PhD Student: Abbi Matthews

« Interns

Centre for
Appearance THE VICT
Research FOUNDATION




Workstream 2: Social Media

- Research Objectives:

 To better understand the experiences of individuals with appearance-
altering conditions using social media.

 To inform strategies that encourage safe and healthy social media use for
individuals with appearance-altering conditions.

- To investigate how social media can be used to further promote acceptance
of diversity of appearance in the general population.

Centre for
Appearance THE VICT
Research FOUNDATION




Workstream 2: Social Media

Qutcomes:

- The development of resources on ‘How to navigate social media when you
have a visible difference’ for both adolescents and adults with a visible
difference made freely available to Appearance Collective charities.

« The development of a resource ‘How to use social media to promote
acceptance of diversity of appearance” made freely available to
Appearance Collective charities and the general public.

« The development of resources (e.g., short animations) aimed at reducing
stigmatising attitudes and discriminatory behaviours from the general
public towards those with visible differences.

Centre for
Appearance THE VICT
Research FOUNDATION




Example studies...

1. To understand how people with visible differences use social media
in relation to their condition. Including:

how they portray themselves online,
their overall experiences,

how people with visible differences in general are portrayed
on social media,

how social media could be best used to reduce stigma.

Individual interviews with adults and adolescents from February 2023

For more details: ella.guest@uwe.ac.uk

2. Experiences of 'influencers' or individuals with large social media
followings.

Centre for
Appearance THE VICT
Research FOUNDATION
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General points

 Across condition (rather than condition specific)
 Evidence-based
« Timelines

- All leading to tangible outputs that benefit the charities —
freely available resources.

Centre for
Appearance THE VICT
Research FOUNDATION




Support Survey results (these
will be sent in a separate
report when analysis is
complete)

Centre for
Appearance THE VICT
Research FOUNDATION




Examples of previous or
existing CAR-Appearance
Collective VICT
Foundation Small Grant
Collaborations




Benetfits of collaborating

« Develop resources / carry out
research that is relevant to
your organisation and
members

« Help meet your organisation’s
aims/priorities

 Ensure your work is evidence-
based, acceptable and
effective




Eczema Outreach Support Eczema
Self-Management Care Plan

 Ella Guest (CAR), Pippa Tollow (CAR), Di Harcourt (CAR),
Christine Roxburgh (EOS), Suzi Holland (EOS)

 Self-management care plan to help families manage childhood
eczema.

 Aims to help families feel more confident when managing their
child’s eczema and facilitate decision-making with health
professionals (e.g., dermatologists, nurses, GPs)

« Developed with input from families and health professionals
including online surveys, workshops, and feedback interviews.

JEOS

Eczema Outreach Support




Date

- My eczema care plan!

About this eczema care plan ‘ I

This eczema care plan has been developed by Eczema Outreach Support (EOS) and the Centre for
Appearance Research in collaboration with children with eczema, their parents, GPs,
dermatologists, dermatology nurses, and health psychologists to help families feel more
confident about looking after their child's skin.

This section is for parents to complete with their child at home. The
faces are for children and the numbers are for parents.

C©OE)12345
L EEH12345
QO (E)12345
©E)(ED12345

Version no. . Health professional

nge:

Has eczema made your skin itchy in the past week?
1 =not itchy, 5 = very itchy

Has eczema made it hard to sleep in the past week?
1 =not at all, 5 = very hard

Has eczema affected your life (e.g., going to school,
playing with friends, doing hobbies)?
1=notatall,5=alot

Do you worry about how your eczema makes you skin
look? 1 =notatall,5=alot

What treatments do you like using?

What treatments don't you not like using (e.g., cream
that is greasy or stings)?

My eczema tiggers are... | avoid them by...

"\ Centre for
Eos THE VTCT Appearance
FOUNDATION { Research

Steroid cream  |Flare area (hands)

While skin in

A thin layer,

Once per day |flared. Usually 5-7| enough to cover

days

the eczema

When | get
dressed

“Health professionals: if confidence is less than 7/10,

adapt this treatment to make it easier for the family to
use/fit around their lifestyle

EOS
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FOUNDATION
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My eczema care plan! ‘

o /

Top tips for
managing eczema

—_—
Use emollients & moisturisers

They are used to keep control of eczema and are very important. Mast people with
eczema will have to use them at least once a day. There are different types: creams,
lotions, gels and ointments. Recent research shows one isn't better than the other,
the most important thing is to work with your GP/Dermatologist to find one you like.
Follow the Eczema Care Online (ECO) Golden Rules of using maisturisers.

Use flare control creams

Steroid creams or Topical Calcineurin Inhibitors (TCls) help get eczema under control

and most people will need to use them at some point. A thin layer is usually applied %
once a day to the eczema flare area while the skin is flared, usually 5-7 days. LN
They are safe if used as prescribed, but if you are concerned talk to your

GP/Dermatologist. Follow the ECO Golden Rules of flare control creams.

Recognising an eczema flare

A flare-up is where the skin is more sore or itchy than usual. In lighter skin, an

>

e

< = . . eczema flare-up may make the skin look red. In darker skin, an eczema flare-up may
Skin without flare Visit DFTB Skin Deep for make the skin look grey, purple, or brown. Look at the photographs on page 3 for
Moisturise and use soap more examples of eczema examples of flares on different skin tones.
substitute on different skin PRSI :
Recognising infection
Sometimes you can see white or yellow blisters, or pus-spots under the skin. If you are '
concerned about a change in the skin, get in touch with your GP/Dermatologist and if
possible, get a face-to-face appointment.
Hare up Controlling the itch
Use moisturiser and flare
cream Eczema can be very itchy, but there are things you can try to beat the itch. Tips like J
putting a coal gel pack on the itchy skin or using a fidget toy to keep hands busy ll’é?
instead of scratching can make a difference. For a list of tips to help beat the itch see )
the ECO website
Infected skin Finding reliable information about eczema online can be difficult. These are a great place to start:
Crusty, weeping skin. Speak to For information For SUPPOF't
a health professional
e e0s.0rg.ok
> - UWE "\ Centre for M_gﬂ!ﬂ“u!mm! mmmgm -
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Caring Matters Now Online Teen’s
Resource

 Ella Guest (CAR), Abbi Mathews (CAR), Bruna Costa (CAR),
Jodi Whitehouse (CMN) & Hannah Cree (CMN)

«  Online psychoeducational resource for adolescents with
congenital melanocytic naevi (CMN) on Caring Matters Now'’s
website.

- Developed in collaboration with adolescents with CMN.

- Self-guided intervention with option for support from Hannah
Cree, Support Pathway Practitioner.

« Psychoeducational information, videos and toolbox.

o
Q.o caring matters now

UK Charity for those affected by Congenital Melanocytic Naevi




Home [ Support / Teens Support / Online Teen's Support Resource / Toolbox HOme / SUppOIT |/ Teens Support / Onling Teen's Support Resouroe |/ Sodal Siuations

SOCIAL SITUATIONS

Question: what doyou dowhen you feel lke people ane
Inoking a2 you? How da you benae, how does it make pou
feci?

Somezimes, we all feellike other peopie are boaking at us

2 TVEER I =t pamin s e e s e

or judging us because of how we (oo f you have CMN,

that might inwolue being worrked that people ane natidng

your bimhmaries. Or, yow mighs oven have thaught yow saw

peopke marmng o T When that happens,

P T T T ————

It can maks us @A

or i taking T o

Inoking as the: person.

Feople might react differently to those with visibic

oifferences nchuding CMML, and this might Inciude:

= smaring

=  Unwanted questions andior comments

Dur mings are trained to assess amything we haventseen

befare 2= o parencial threar rememiier the fighe ar fighe

A dereh responseTL Because CMN may be new ta someane, they
Don't be 80 hord on yourself

might do a ‘double ke ar look for 2 longer period of time

ta make sure this ‘new’ thing ksn'ta chreat ta eicher you ar

them. If they realss chat chey have been staring, they wil

Iiety feod emisarrassed abowr thelr reacoan.

Understardably, these reactions from others can make
peonke focd uncomfortahle, awloward or worred about

soclal sruatians.

If vae: fpcd warried about these probkems or abows the way

thatwee look, 7 Can cause us to.appear anous, scif
CoNSCous o disIracred when i soclal Sruatons, For
exsmple, Wi Might BE quISt, Jwid eye-ConTas and have
dosed body nguage (ike Raving our arms crassed or

king down). When this hapnens, we can appear

unfriendly or uninfereseed to other peophe.

Ifyou are Stmgglmg with this or would like some advice on how to use this resource, please contact our SUppOl"l Oeher people mighs misinterpret this as us natwanting to Inmeract with them. In-turn, this might make them worried abous
Pathway Practitioner, Ha~nan, who will be able to help you. Interacting with us too. Because of this, we might think that the person foesn'Twant 1o inberac with us because of our CHI,

when this might nat ke the case. However, it can make us feel maone self-rorsdous and undercordident.

Remember thie Hot Crass Bun/THT mode? Take

ok e ke to soe how this Inbena

on mighe take place. i you want to find

ouE mare about the hot cross bun madel, please

UWE Ufnir\:ersily
of the
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Headlines survey and support

resources

- Bruna Costa (CAR), Nicola Stock My baby has

(CAR), Wendy Edwards (Headlines), — craniosynostosis:

Karen Wilkinson-Bell (Headlines) A parent’s guide to

- Survey assessing psychological managing a diagnosis

wellbeing in adults and parents with
craniosynostosis which led to booklet | -
and video for parents.

 Co-producing online support
resources for adults (ACCORD study). X ¥

Headlines

of!he
Bristol | Craniofacial Support




Vitiligo Support UK Social Media
Evaluation @ .. -

& about_vitiligo v —

 Ella Guest (CAR), Amy Slater (CAR),
Georgia Treneman-Evans, Emma Rush

£ At nsout |

‘ 7 2 0
(Vltlllgo Support UK) UITIG Posts  Followers Following
- Developed educational Instagram s o
posts about vitiligo with members of -
the Char|ty. Edit Profile

Story Highlights v

A randomised controlled trial found
viewing the account increased
knowledge of vitiligo and decreased
stigma towards appearance-altering

# A\

conditions.

don't let your vitiligo own you

University
H West of
BrlstOI Enegland




Alopecia UK alopecia uk\\‘ //4

Z N\
 Nick Sharratt and Fabio ‘\

Zucchelli (CAR) & Jen
Chambers (Alopecia UK)

- Two-year project to learn
more about the experiences
and support needs of men

with alopecia. B

Y/
 Their findings, which overall N7

paint a picture of men

. — (
N2\

experiencing alopecia in a ( = opecia - |
distinct way to women, were | '\ \ \
used by Alopecia UK to ) alopecia ' “Pecia

update and create tailored
resources for men.




Children’s Burns Trust

Pippa Tollow (CAR), Maia
Thornton (CAR), Jo Myers
(Children's Burns Trust).

Evaluation of 3 family
weekends held in 2022

Parents completed an online
feedback survey after they
attended the weekend at 10
weeks follow-up

Staff completed an online
feedback survey after
attending the weekend

<
CBTAC

CHILDREN’S BURNS TRUST




Small Group Discussions

« What are the benefits of
collaborations?

- What are the benefits of
collaborations for your
organisation?

« How could collaborating on a
project help you meet your
organisation’s aims?

- What would the collaboration
involve?




What does success look like?

2 X rounds of Breakout groups

Round 1 Round 2

What does success look like What might the barriers
for each of your be and how we
organisations in terms of might overcome these
outcomes, and how could we together?

reach these?

Feedback to whole group Feedback to whole group

UWE | Go to menti.com Code 7951 0556

Bristol | Yo



What does success look like?

2 X rounds of Breakout groups

Round 1

What does success look like for each of your organisations
in terms of outcomes, and how could we reach these?

Go to menti.com Code 7951 0556




What does success look like?

2 X rounds of Breakout groups

Round 2

What might the barriers be and how we might
overcome these together?

Go to menti.com Code 7951 0556




Save the date!!!

» Next workshop:
Wednesday 24th May 2023, online

 Support for parents of children with visible
differences

 Led by Maia

Centre for
Appearance THE VICT
Research FOUNDATION




 Final comments &
questions

* Feedback — survey link in
your email later today

e Thank you!

Centre for
Appearance THE VICT
Research FOUNDATION




Further information:

n @AppearanceResearch
r@ @car_uwe

h?i_g[@n[}ﬁ

s

Appearance Matters: The Podcast
E\\;..A‘Li

d ' CAR@uwe.ac.uk

Centre for
Appearance
Research

THE VICT
FOUNDATION
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