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ACT NOW

SUPPORTING PSY@QQUIAL ADJUSTMENT IN PATIENTS WHO HAVE
CONDITIONS THAT AFFECT THEIR APPEARANCE

A oneday training workshop for health professionals

Developed by Dr Heidi Williamson, Mr Fabio Zucchelli, Dr Olivia Donnelly,
Dr Martin Persson and Mr Thomas Nilsen
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OVERVIEW

This manual outlines a structured training workshop designed to provide-gisttiplinary
health professionals with simple skills to help their patients with appearance concerns.

Healthcare professionals (HP) across Europe commonly report caring for patients who have
appearance concerns as a result of an appearatieging condition, injury or treatment
side-effects, including craniofacial conditions (e.g. cleft lip and/or palate), burns and cembat
related injuries, skin conditions (e.g. psoriasis, alopecia), surgical scarring or limb loss
following cancer or meningitis.

Given their level of contact with patients with disfiguring conditions, HP are well placed to
L2aAdA@dSte FRRNBaa LI GASYydaQ FLIISENYyOS Oz
to intervene. Research in burn injuries and cancer in the UK shows that giving HP simple
training and access to specialist resources enables HP to take on this role. COST Action I1S21
also concluded that brief psychosocial training on BID for HP can rapidly improve service
provision.

Acceptance and Commitment Therapy (ACT) offers a psychological model well suited to the
needs of patients with a disfiguring condition. ACT focuses on helping patients to lead
fulfilling lives. It does so by helping patients clarify their personal values, and teaching
mindfulness skills to manage difficult thoughts and feelings (e.g. appearatated

worrying) which often stop people doing things that are important to them. There is also
ANRPgAY3I SOARSYOS F2NJ !/ ¢Q&a FLIWXAOFGAZY F2)
with disfigurement: social anxiety, appearance concerns anestigha.

ACT & APPEARANCE DISTRESS
Defining the patient group

In the United Kingdomnyisible differencéas emerged as a popular term to describe a

physical appearance that lays outside the norm (Rumsey & Harcourt, 2004). This offers a
more neutral alternative to the medical terdisfigurementwhich can be associated with_

social stigma (Changing Faces, 208 FA YAy 3 GKS | LIISE N} yOS Wy
difference deviates is also contentious and subject to interpretation.

We use a more selxplanatory term hereappearanceaffecting conditions. @8 WO2 Y RA G /
we refer to any iliness, disease, syndrome, congenital anomaly, atypical physical ,
RSOSt2LIVYSYyGs AyeadzNE 2N YSRAOIFET GNBFOGYSyid
individuals are born with an appearanaffecting condition, which may be evident from

birth (e.qg. cleft lip and/or palate, craniosynostosis), or develop later (e.g. neurofibromatosis).
Others acquire an altered appearance as a result of skin disease (e.g. psoriasis, eczema),
trauma (e.g. burns, road traffic accident) or surgery (e.g. for cancer). Medical advances mean
there is likely to be an evancreasing population of individuals with appeararaféecting
conditions, as greater numbers survive injury, disease and illness (Williamson et al., 2018).

Historically, the research community focused on this area has not included obesity, eating
disorders, physical disabilities or movement disorders within the field of appearance
affecting conditions, because of their additional level of complexity and established research
communities already tackling these areas. However, many of the psychosocial challenges
and intervention components we will go on to describe apply to these conditions to varying
degrees.
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Psychosocial challenges faced by patients with appearaatfecting conditions

In the context of a society heavily invested in appearance, individuals with an unusual
appearance can be at risk of developing psychological and social difficulties (Shepherd et al.,
2018).

Many report social discrimination and intrusive attention. For children and young people this
may come in the form of teasing, bullying and social rejecti@nggeret al., 2015). Adults
commonly describe strangers staring, asking questions or making comments about their
appearance, and/or avoiding their physical proximity (Kleve & Robinson, 1999; Ryan, Oaten,
Stevenson & Case, 2012).

Psychological difficulties have been reported across a range of appeaatfacéng

conditions and age groups in at least 13 European countries; these include social anxiety and
avoidance of feared social and public situations, body image dissatisfaction, shame and self
stigma, depression, generalized anxiety, low-ssteem and poor quality of life (Appearance
Research Collaboratiem Clarke et al., 201Dalgardet al., 2015; Montgomery, Messenget,
Norman & Thompson, 201&sinubiet al., 2017RandalLomholt Skov& Zachariag2018).

Some patients with appearanedfecting conditions live with symptomatic health problems,
which may change over time (e.g. psoriasis), involve chronic pairifg@egdemag or itching
(e.g. keloid scarring), require loitgrm treatment and decisions about treatment (e.g. cleft
lip and/or palate, neurofibromatosis), or provide threat to life (e.g. cancer). These patients
must also face the many psychological challenges associated with such conditions, which
extend far beyond appearance concerns.

Psychosocial challenges faced by family caregivers

Family caregivers, typically parents, are heavily involved in the care of children and young
people who have appearanedfecting conditions.

t NByiGa Oly SELSNASYyOS LaeOKz2f23A0t OKIf¢
including anxiety concerning how their children will be treated by friends, family, other \
OKAf RNBY YR UKS Lzt AOX | yR KeLISNBAIAL I y(
children Hlongwa& Rispe] 2018;Rumsey & Harcourt, 2005

Parents can fear or avoid social or public situations (Klein et al., 2006). Additionally,
qualitative research in the UK suggests that some parents of children with cleft lip and/or
palate may develop unhelpful parenting strategies as a result of these anxieties, becoming
overprotective of their child (Stock et al., 2019).

LYy OFNAY3I F2NJ GKSANI OKAf RQa KSIFftUK O2yRAGA
about medical intervention (e.g. surgery in cleft lip and/or palate; Jeffery & Boorman, 2001),
and managing care at home (e.g. caring for burns scarringhmsgtital discharge; Heath,

2018). This is additional pressure and responsibility when parents may already be dealing
with feelings of loss, guilt (e.g. over not preventing a burn injury) and anger regarding their
OKAf RQa O2yRAUGAZ2Y o601 SIGK SO Ff®dX HamyOo o
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Introducing Acceptance and Commitment Therapy for this group

Acceptance and Commitment Therapy (ACT) was developed in the 1990hgddS

researchers and applied psychologists (Hayes et al., 1999). ACT is concerned with supporting
individuals to act with greater intention and clarity in a way that leads them towards a more
meaningful and rewarding life. For this reason, ACT is read as theAgstpnéther than
letter-by-letter (A-GT).

The psychological mechanism that promotes suckeliféching behavior in ACT is called )
WA e OK2t 23A0FE FTESEAOATAGRBQP ¢KAA RSAONNGE
situation with openness and awareness, and choose to adepaviourghat helps them

live in accordance with their personal values (Hayes et al., 2066)dan2010). Three
interdependent therapeutic tools are utilized in ACT to promote psychological flexibility:

value clarification, mindfulness, and committed action.

Value clarification

In order for people to understand what is meaningful to them, i.e. rewarding, ACT invites
individuals to clarify their values via verbal representations. Values refer to what individuals
consider to be the most desirable characteristics of life, towards which they would ideally
fA1S G2 F20dzd& GKSANI SYSNHAS&a® +I|fdzSa |yag
I 62dziKé 9EI YL Sa AyOf dzRS WFI YAf&@QZ W AYRY
select their own values, or if they prefer, a list of values may be offered from which to
choose.

hyOS 'y AYRAGARdzZrE Of I NAFASE GKSANI @ f dzSa:s
RANBOUO AYRAQGARIZ f3aQ 0SKIFI@GA2dzNI Ay | @ dzSR
value-oriented goals, and decisions about how best to act at any one moment. For example,
LI UASYU gAUK oO0dzNya aoOl NNAy3a ¢gK2z2 K2t Ra |
old friend, despite feeling worried about how their friend may judge their appearance.
Alternatively, if the patient were to spot an old friend while walking locally, they could brin
GKSANI WFNASYRAKALIQ @lftdzS (2 YAYR 6KSYy RSO’
avoid them Zucchellet al., 2018).

crnmlCN

Patients with appearaneaffecting conditions can become focused on appearance and how
others respond to their appearance (Appearance Research Collaboration, 2014). Asking such
patients to carefully consider which values matter to them should therefore help them
reconnect with values that may have become neglected due to preoccupation with
appearance and help to broaden their aspirations beyond appearance concerns (Stock et al.,
2019).
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Mindfulness
aAyRTdzZ ySaa KIa 0SSy RSTAYSR a G4KS OF LI O
experience, with an attitude of openness and acceptance (Bishop et al., 2004). The subject

of this attention could be any internal experience: physical sensations, emotions, thoughts,
sounds, sights, smells or taste.

Two aspects of mindfulness are of particular interest in ACT. The first has to do with

thoughts. Thought fusion describes the tendency to interpret thoughts as facts and act upon
GKSY a4 AT (KS& 6SNB o011 884> nwnncod C2NJ SE
f,g@SRQ Yl e au2|7J 0dKS )\yRA@ARdzI t syal El)\yEI Ay
G§SOKYyAljdzSa GKIFG GFNBSG GKAa LINR2OSaay - NJy
thoughts as just as language constructions that may or may not be true. In doing so, patients
are able to mentally detach themselves from the thoughts, or defuse from them.

Some distressing thoughts may actually appear objectively true for people with an ,
appearance ?TSOUAYEI O2YR)\ u)\2yZ F2NJ SEI YL ST at ¢
RATFSNBY (O (2 DeGshiaey ivtingdvé tfingdddisfBavebsuch thoughts,

it encourages a more detached relationship to the thought, so one gains more control over
K2g G2 O0d ¢KAa fft2ga 2ySQa RSOAaA2ya i+
content of thoughts.

The second central ACT concept is experience avoidance. This refers to a natural human
coping style of trying to avoid, get rid of, or change painful internal experiences (i.e.

emotions, thoughts etc.), even when doing so ultimately impinges quality of life (Hayes,

2006). Experiential avoidance is maintained via the immediate relief associated with

reducing the intensity of painful internal experiences, such as the relief gained by leaving a
FSFENBR a420ALt aAldzr GA2Y oWyS3AlGAGBS NBAYT2N
2000). In sum, gaining sheterm relief can prevent gaining lortgrm quality of life. The

more an individual can practice paying attention to their internal experiences in an open and
accepting way through mindfulness training, the more control they will have in choosing

how to act when painful internal experiences do arise. This includes making the more ,
WRATFAOMZ 6 Q OK2AO0S 4KSYy Al fAdya gA0GK 2y¢
avoiding a situation.

Thought fusion and experience avoidance combine to cause avoidant behaviour. Therefore
developing experience acceptance and thoudgfusionvia mindfulness training helps to

develop more flexible responses to situations. For example, an individual with an )
appearancd T ¥FSOUAY 3 O2YRAUAZY K2 Aa FdzZaSR gAUF
a party which is of value to them to attend, would be more likely to focus attention on the
thought as a fact, and this would likely cause them to feel anxious and@®tious. A

tendency towards experience avoidance would then increase the likelihood of them leaving,
to get rid of anxiety. Alternatively, if they had developed stronger cognitéfasion they ’
YIe 0S fSaa LINB2OOdzLIASR 0ée UKS datS2LIX S I NX
the party. Equally, if they had cultivated a degree of experiential acceptance, they would be
able to manage any anxiety or setinsciousness that does arise, and stay at the party that

is important to them.
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Committed Action

Values give a sense of direction lhaviour and mindfulness skills help to stay with any

painful internal experiences that may follow from valued action. However, to engage in a
pattern of valuedrivenbehaviourin the longterm, it is very helpful to set clear goals. To

extend the metaphor of values as an internal compass, goals represent destinations that ‘
FtA3IYy 02 0K2asS gFftdzSaT 2yS Oy | OKASOS | Yy
example, a mother of a new baby with cleft lip and palate may set a goal of introducing her
OKAfR G2 KSNJI TNASYR& RSaLMAGS TSI N&m 2T K2z2g
G2 FNASYRAQ O06KAOK YI& 06S dzaSR G2 &S0 7FdzNI

Goals may come in the form of short, medium and loergn goals, and work best when

specific, measurable, achievable and timaited (Michie, 2014). Psychological barriers are

likely to arise from pursuing more challenging goals, which can be addressed through
mindfulness skills including experience acceptancedeidsion

5SILISYRAY3I 2y LI GASYGaqQ tS@St 2F ySSR | yR ¢
delivered via individual therapy sessions by suitably trained psychological practitioners (e.g.
Bacon Farhall& Fossey2014), in manualized groygogrammedacilitated by health

professionals (e.g. Williams, Vaughan, Huws & Hastings, 2014), short educational workshops
(Pearson, Follette & Hayes., 2012), or-belip materials (FrenclgolijaniMoghaddam &

Schroder, 2017).
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A Target group

A This workshop has been designed for multidisciplinary health professionals. Trainees
are not required to have any prior experience of ACT or of supporting those with
appearance concerns.

A Size of group
A We recommend workshop sizes of between 9 and 15 individuals.

A Use of this manual

A The manual contains photocopies of thewerpointslides that are delivered
throughout the day with accompanying text that can be read aloud by the trainer
and guidance on how to run group sessions and tasks.

A Materials needed to run the workshop
A This manual
A Copy of the ACT NoRowerPoint slides.
A Computer and Projector able to play videos and with soiaadlity.
A Access to the internet to play interndiasedvideos.

A Copies of the PRE and POST ACTduaaes, and an information sheet and
consent formfor the trainees to complete individually. These carfdaendin this
manual (screen$2-80)and copied.

ACopie2 ¥ GKS ¢NIAYSSaQ 2 2N] sureedss8atloofthsa S Ol
manual and copiedSive eachtrainee a workbook.

A Participants need a pen arpdper.
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SESSION 1
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ACT Now:
Supporting psycho-social adjustment in
patients who have conditions that affect
their appearance

A one-day training programme for health professionals

[\ 9 3 Centre for

by s m|
Resea

TRISKELION

Welcome to the ACT Now training day, designed to hpgtients cope with

appearancerelated psychosocial concerns that result from a condition or injury that

has affected their appearancelhe training is designed foworking with adult patients

from age 16 andabove.l would like to begin by getting to know each other better or

SPSy 2dzald NBFTNBAK 2dzNJ YSY2NASaA [o62dzi |[RSOF
'Y &2dzNJ GNIXAYySNJ) F2NJ 0KS RIF&x L Y | Xo

Can each of you tell us your name, your speciality and something no one in the room
knows about you.

7» The day’s schedule

Session1 + The ACT Now training project
* Quiz
* Communicating with patients
* Patients’ psycho-social difficulties relating to appearance
* Introduction to ACT

Break

Session 2+ Addressing myths about appearance concerns
+ Identifying patients who are distressed and having a conversation
about appearance with patients

Lunch
Session 3+ Applying ACT to patients

* Things to consider when supporting patients
Break

Session4 + Helping patients live well using the core ACT skills
* Resources to help you and your patients

Feedback + Quiz and next steps

Throughout the day, you will learn new information and skills, watch training videos

and practice techniques to use with your patients. In session 1, | will introduce you to

GKS 1/ ¢ b2g LINR2SOG FYyR lail @&2dz G2 0O2YLX S
AlGQa | y2ye Y2 dza bsimzdve Bhe Boykshép. a2l remiSd ybd hoto
usecommunication skills to encourage your patients to share any appearance

concerns, and introducthe psychosocial difficulties experienced by patients with
appearanceaffecting conditions. | will then introduce Acceptanesmd Commitment

Training, or ACT. This is the psychological model we will be using to support patients.

In session 2 we address the common myths about appearance concerns, discuss ways

to identify those who may be struggling and provide specific techniques to help you

talk about appearance with your patients. In sessions 3 and 4 we focus on how you can
dzaS G4KS '/ ¢ Y2RSt Ay SOSNEBRF& LINI OGAOS 2
resources you can use wigatients, askyou to repeat thequiz,and reflect onthe day.
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Session 1

Any questions before we move on7rainer any questions that you are unable to

answer, make a note and tell the trainee that you will consider over a break and get back
to them.

ACT Now: Project Overview

* Erasmus+ funded
* September 2018 — August 2020
* Collaboration of 9 countries

* Sweden, the Netherlands, Norway, Estonia, Greece, Cyprus, Slovenia, United
Kingdom and Romania.

* Overall aim:

* Share innovative techniques with health professionals to help patients who
have appearance concerns.

This workshop is part of the two year ACT Now project, funded by the European
Commission, Erasmus + initiative. Representatives from 9 European countries have
worked together to develop a training workshop that will share innovative techniques

with health professionals so that they, in turn, can help patients with appearance
concerns.
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ACT Now: Project Overview

Stages of project

1. Survey of health professionals.
2. Develop innovative 1- day training programme.

3. Pilot programme in 5 countries: Estonia, Greece, Cyprus, Slovenia and
Romania.

4, Evaluate and further develop programme to train more health professionals.

The project has 4 stages. First, Health Professionals from different disciplines and
specialities were surveyed to identify what support and guidance they would like to

I RRNB&da LI GASYydaQ FLIISENFyYyOS 02y OSNyae ¢K
stage 2. We are currently at stage 3, piloting the training in 5 countries and getting

your feedback. Feedback will help us evaluate and improve the training in stage 4,

before we deliver it more widely.

What health professionals want from the
training

From our survey:

/ N,
_ How can |

e . How to h N [ helppatients | /  Howto
recognize A bec‘nme I engage
patients with confident? / '_ patients in
appearance | "\ y N therapy. N\

related
.. concerns -

" Specific .

" techniques for Short,
peoplewith | | helpful
appearance . instructions

/" concerns.

s

So what did health professionals tell us they wanted from this training2inerread
speech bubbles
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. (We need
We need your expertise! .

* Your feedback will optimise the training programme.
* We can learn from your experiences.

* Please complete the following quiz and provide detailed feedback in our
session tomorrow.

This workshop hopefully providesealth professionals with what they want and need.
To be sure, we need your feedback so we can learn from your experiences and optimise
the programme. We will ask for your detailed feedback tomorrow but to start with, we

would like you to complete the Act Now quiPlease readhe information sheet and
check the box in the consent form.

Please complete the ACT Now quiz.

LR Y

Remember that it is anonymous and to help us we would really appreciate it if you
responded as truthfully as you can to the questions. You do not have to spend long
answering the questions, we recommend you take no longer than 5 minutes.
Trainer provide each trainee witmformation sheet, consent forrandPreACT Now quiz
(screens 73&7in your manual).
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What we expect from health professionals in
the training

B oW e

v

. Please treat each other with respect.

. Anything personal you share today, stays in the room. ‘;
/4

. Please arrive on time after the breaks.

. Please keep disturbances to a minimum.
* Phones off or in silent mode, avoid separate conversations etc.

. Please give your honest feedback.

. Please participate as fully as you can...

W

Thank you for completing the quiz. We have a full programme of training ahead that

S K2LIJS @&2dzQf f

Nzt S &

Syez2eées odzi 0ST2NB
us taking part. Trainers and trainees find it helpful if we all agree on some ground

F2NJ GKS RI&2Qa UNIXAYyAy3Iod

Trainerread bullet points on slide.

Getting the most from today

/W’»’verc the
magic happens

dz(i

*

*

*

*
*
*

~—~jo Ui

=

Com fort

Zone,

: dzf GAYI GSftex ¢S glyh &2dz G2
GSONBE GSIF OKAy3
into the exercises, not just as professionals, but as whole people, the more you will
benefit. This may take you out of your comfort zone, but it will be worth it, as this is
often where the magic happen!

Co-funded by the
Erasmus+ Programme
of the European Union
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We have provided you with a workbook to accompany this workshop. It has details
the exercises you can use with patients and information sheets you can give to you
patients. | will refer you to exercises within the workbook throughout the day.
Trainergive each trainee a copy of the workbook

Learning Objectives

By the end of this training you should be able to :

1. Describe the common psychological and social difficulties patients can experience when they
have an appearance-affecting condition.

2. Use communication skills and the ACT map to guide you when discussing appearance concerns
with patients.

3. Recognise common myths about appearance.
4. Help your patient to identify their values (what is important to them)

5. Teach your patient mindful breathing and thought ‘defusion’ exercises to manage difficult
thoughts and feelings about their appearance and focus on what is important to them.

6. Work with your patient to set a simple goal to help them achieve what is important to them.

We have set very specific learning objectives for the workshop that we would like to
AKINB gAUGK @2dzd . & (GKS Sy R 2Tainditkeh teadd N

bullet points on slide.
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Tips for communicating with patients

Create a safe space: { a2
W1

* Check the physical environment is appropriate for the type

of conversation you want to have £ a

* Check the patient is comfortable e .
* Reduce interruptions (e.g. from staff, visitors, phones)

o
= Ensure others can’t hear your conversation.
i)
A
A
B

So now we are ready to start thinking about our communication skills. Good

communication skills are particularly important to help patients share any appearance
concerns with you. If you are not already aware, after today you will realise just how

NEf dzOG I yd LI GASyda OFy oS G2 Gt Fo2dzi K
remind you of the basics and provide some tips for interacting with patients when the

topic is particularly sensitive, and we know appearance is a sensitive subject. First; you
need to create an environment where the patient feels safe and comfortable to talk

openly and ask questions.

Trainerread bullet points from slide

Trainerread text on slide
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