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Discovering Resilience: Supporting Children and Familieswith Facial
Differences

By James Partridge, DSc, MSc, MA®

Thank you for this opportunity. | congratulate you for organising such an event.

As you will dready have naticed from my accent, | am from England. But the firg thing you will have
noticed, | suspect, before | even opened my mouth is that my face is scarred and different. But, do have
alook, it's OK — I sanction looking, but not staring.

The answer to the question posed in this Panel Sesson: “ What'sin a face?” is*A greet ded” ...

| didn't redise just how much, until | lost mine. For 18 years, | took mine for granted. Then | was
severdly burned in a car firee. My face was ruined and without a face, my life seemed destined for
falure

Faces are the canvas on which we paint our moods and fedlings and so much more — and by looking a
that canvas, other people can learn a lot about us. But faces are not just important ways of
communicating with the outsde world, but are highly sgnificant for each of us as individuals too. As
William Eiserman has said, when you look at your hands, they are “yours’, when you look at your face

our sHf-imageis intimatdy tied up with the face we project to the
world.

Now 30 years on from my accident, | am very attached to this face and, much to my surprise and joy, |
have more than | could have believed possble in my private life with alovely wife and 3 lovey children.
| have aprofessond background in health economics, teaching and farming.

About Changing Faces

In 1992, | set up and today | direct an organisation called Changing Faces in the UK working for a
better future for children and adults with disfigurements to the face (and body), whatever the cause of
the disfigurement — from hirth, accident and disease (Changing Faces contact informetion at the end of
the article). We are now deding with over 1000 new enquiries every year from those affected by
disfigurement and a smilar number from professonds. We aim to work with and complement the work
of dl other specidigts.
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Changing Faces is a not-for-profit raising about $700,000 each year to run our programmes. We
employ a 13-drong specidig team induding 3 who work exclusvely with children and families
Evidence underpins al our work — and we have established a University Research Centre led by my
colleague, Dr Nichola Rumsey, a psychologist and internationd authority on disfigurement.

“Changing Faces’ is not about surgery. We recognise the immense improvements in gppearance that
can be brought about by medicine and surgery but we dso know their limitations. Changing Faces has
amotto which tells our approach: “changing the way you face disfigurement” so that you can face it with
confidence — whether you are experiencing it yoursdf, have a child who has become disfigured, or you
are aprofessona in amedica, surgicd or other professiona discipline, or ateacher or a media person
or an employer or anyone else.

Ore of our big indghts is that while medicine categorises difigurements into different specidties or
disciplines, the redlity is that in psycho-socid terms, the children and adults affected dl experience
common chalenges. The child with a cranio-facid condition faces very smilar psycho-socid chdlenges
as a child with burns or eczema.

What'sit liketo live with a different face?

This talk is aoout reslience. After my accident, | had to discover resilience somehow, but largdly in
isolation. My family and | (because disfigurement is a family affar) had to discover how to do it —
largely by trid and error. “You'll learn how to cope’ was a frequent line from my hedlth care team —
even “you'll have to learn how to cope’. | pointed out then that if | wanted to learn French, how to
drive a car or bake bread or acquire many other skills, | could go to a specidist or read a book — but
there was nowhere to go to “learn disfigurement”. Twenty years later, | wrote a book that was an
atempt to fill that void: to explain what it islike and how to discover resilience.

Facid didfigurement from whatever cause is a chalenge every day, as | soon discovered: being sdlf-
conscious in the extreme; a sense of “standing out in the crowd”; of being stared at; asked curious
questions; treated as odd and different; being name-caled and avoided. Those affected can detect our
disadvantage in smal subtle (but not unseen) acts of eyes turning away or turning down. Face-to-face
interaction is essentid to human beings even in our crazy high-tech world; if you look different, it is much
more complicated.

And the challenge goes degper too: we live in a society that places a very high vaue on gppearance.
We are conditioned through the daily bombardment of visual messages that “good” |ooks are passports
to success in work, relationships. Looking different doesn’t get a good press. Add to these psycho-
socid chdlenges, the added burden of frequently being a patient, with al the family pressures, anxieties
and hopesthisinvolves.

For all these reasons, anyone who acquires a disfigured face needs to discover resilience — and
the earlier the better. And their families need to, too. What | will try to do in this paper isto present
our modd of reslience and describe the role of hedlth care in its development.
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What isresilience?

In arather smple way, | take resilience to be the ability to take hard knocks, to westher the storm and
to continue to value yoursdf despite it dl. Can you discover it? | think you can but not as you would
hidden treasure. Rather resilience hasto be built up like samina. What is more, lots of people can help
you to cultivate resllience. And | think hedth professionas have a huge role to play in nurturing it.

Looking a my persond experience, what did | learn in the process of my recovery? | had alot of
things going for me (pre-existing confidence, high-ish 1Q, supportive family), but it was not at al easy.
On reflection, 3 things stand out as things that | had to do.

| had to re-design my socid skills so that | could manage the reactions of other people

| had to re-write my inner script about difference: | had to debunk the idea that looking like | do
means a second- class existence; looking different had to become OK

| had to re-discover my sdf-worth: | found success in academic sudy, in sporting activity, and
mog of al, by finding friendships and love that were not reiant a al on my appearance — and
through dl this, my sdf-belief returned.

This three-dimensiond framework is hepful br thinking about how people can discover reslience:
individuas can be thought of as having three dimensions of resilience, like an egg — with an outside shell
of redlient behaviour, a white of reslient thoughts and ayolk of reslient fedings So reslienceis made
upof...
- behaviourd resilience — the capacity to interact successfully and to cope with problem scenarios —
the shell
cognitive reslience — the capacity to talk to yoursdf in arobust and supportive way and to have a
characterigtically positive outlook on the future — the white
emoationd redllience — the capacity to fed good about yoursdf — the yolk

This “egg” framework alows us to look a each aspect of reslience separately though, of course, in
redity they are dl part of awhole. In congdering each dimension, | will give you three smdl vignettesto
illustrate our work and reflect on the role that hedth care professonds (and others, eg: teachers) can
play in empowering reslience in children and families who are experiencing facid difference. The case
sudies ded with children with different disfigurements — but, as | have dready sad, their psycho-socid
concerns are very smilar.

Behavioural resilience—the capacity to interact successfully with othersand to cope with
problem scenarios

| often say that the first months after re-entering the world from my burns unit were like going back to
learning socid skillsin kindergarten. Everyone | met behaved differently to me — they seemed scared to
look & me, ask me the wrong thing... embarassed... Discovering reslience meant discovering
initiative-taking strategies for putting them at ease. This has been the basis for alot of our work...
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Let me give you an example, a parent contacts us about their little boy, George, who was born with a
very large and raised hairy naevus dl over hisface. At 8, the family decided to go for tissue-expansion
to remove the birthmark. All went well... and the surgica result was excellent but George became
depressed at school and within afew months was regressng.

Our assessment unearthed that George saw the surgery as a huge disgppointment because he had
thought the naevus would go completely when in fact, it had left mgor scars across his cheek, neck and
forehead. On return to school, he had become very sdf-conscious and had had to face taunts from
some older children — in place of “Hairy”, he was now caled “Scarface’. He didn't tell his parents
because they were so pleased with the operations — he didn’t want to disgppoint them.

This child had no skills other than his fists and shouting. Wha we did was to equip him with a few
ample drategies, like a tool-kit, for deding with difficulties. Two stand out: firgt, we showed him how
to change the subject — “didtraction” — so that he coud shift the focus from himsdlf to something se
(eg: football/soccer, the teacher etc). Second, we worked on an assertive response to his tormentors
which he could use — he decided on “My name's not Scarface, it's George’, and we worked with him
to ensure that he sad it with conviction.

Parents, too, need to learn initiative-taking methods to ded with the reactions of other people. We have
produced a very practica guide for parents ( My child looks different”) — which describes how
through their own actions, parents can model how they want their child to behave. But don't assume
that parents know how to do this with confidence. It is very easy for them to assume that the inevitable
garing is hogtile when actudly it is jugt informationgethering. If they react hodtilely, the child will learn
to do this too.

As the child grows, the development of friendship skills and protective skills becomes increasngly
essentid.  Trangtion to a new school is a time when these behavioura strategies are needed in mega
quantities. Later, in the teenage years — as Kathy Kapp-Smon has said so oquently — without the
capacity to sart conversations, for example, the child with afacia difference tends to “fringe’ on their
peer groups. Taking the initiative has to become second nature. We have a Reach Out programme
based on a socid skills video which demondrates some initiative-taking strategies that work. tisbeng
used, for example, a the Shriners Burn Center in Galveston in a weekend programme but can berunin
other formatstoo (eg: 1-1).

So, the outer shell of the egg needs to be hard enough to resist the intrusiveness of others.
Hedlth care professonds have an important role in nurturing this behaviourd dimension of reslience and
can

ensure that parents have the advice they need to cope with the everyday curiosity etc.

offer guidance on initiative-taking strategies, especidly on how to ded with staring

Let me turn to what is possibly the most important aspect - the cognitive.
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Cognitive resilience — the capacity to think and talk to yoursdlf in arobust and supportive way
and to have a positive outlook

The acquidtion of a language and vocabulary with which to talk about disfigurement and difference is
absolutely crucid. We often find that families have avoided the subject, because they fed that by treating
their child “like everyone ds, everything will turn out OK. To the child, this may not fed so good,
more like avoidance, guilt or embarrassment on the part of the parents... they never acquire the words
— and of course, because ther difference is not acknowledged or referred to, other people with
differences are not referred to either, avoided.

An example: Billy is a 14 year old with a sgnificant disfigurement from neurofibromatoss had been
making no progress a school, truancy and bad behaviour had become entrenched. When Billy had first
darted a the school, three years ago, his parents had not wanted anything said about his disfigurement —
undergtandably, they had wanted him to be treated just like everyone else. But the unforeseen result
was that no-one had ever known with any confidence what to say when any other pupil asked a
question or passed an unpleasant remark. It aso emerged that some teachers had assumed that the boy
must have some kind of cancer and were wondering when he would die.  With the lack of
graghtforwardness, consstency and sureness of gpproach that resulted from dl this ‘not knowing', it
seems that a culture of escalating insults and retdiations grew up — in which the Billy himsdf participated
with gusto.

Over about 6 months, our School Specidist and others in the team have been working with Billy, his
parents and both teachers and classmates in the school and I'm glad to say that the young man is about
to go on awork experience placement with some confidence.

We enabled the parents and family to acknowledge the child’s difference and, very belatedly,
to realise how to talk in the family about the condition and its effects. Billy himsaf explored what
words he wanted to use — see our 4 booklets for teenagers, the first of which is caled “Looking
different, feeling good”. The second is entitled “What happened to you?' designed to enable
teenagers to find out, to develop a vocabulary of their own and then to be able to answer the question
with confidence.

Billy dso made the huge discovery that other teenagers dso have problems with their appearance — so
he was not aone!

The other thing that was incredibly sgnificant for this family was our decision to offer to put thisfamily in
touch with a man in his late 20s with the same condition who is married and thinking about a family. |

dress that we did not just pick anyone with the condition, but we ddliberately approached the best role
mode we coud find from our ligs. Mesting him was postively revelaory: the child and family redised
that their thinking had been incredibly fearful about the future, understandably so. But it was possible to
be more positive. It was possible to see strength in diversity and difference.
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Hedth professonds dso have an important role in the cognitive dimension and can. ..
encourage the family to use an informed and shared vocabulary and language about the condition
build thinking habits that see the future with optimiam, the sdif-talk that says “this is do-able” and
optimigtic, and to be tough enough to drive away the words of others.

Emotional resilience—the capacity to fee good about your self

Last but at the heart of the matter, is emotiond resilience. The yolk feeds on the white and the shell and
from the yolk comes new life.

The sadness associated with disfigurement need not persst. If what parents and family do around the
child is postive, an emotiond drength and self-bdlief can build.

A family cortacted us some time ago having just discovered that the miracle surgery that they had
believed would remove their little girl, Emily’s hemi-facia microsomia, was not going to be as successful
as they had hoped, and that it was to be delayed for many years. They were devastated and at their
witsend. It seemed to matter so much.

Aswe got to know the family, we redised that the little girl’ s chances were being somewhat undermined
by the parental disgppointment. She had a good range of intellectua abilities, hobbies and friends and
was particularly showing promise at tennis (which is something that one parent coached professondly).
We believed that the nurturing of the child’ s talents needed to be more recognised by the parents.

Once this was very gmtly put to them, they grasped it with both hands and the results have been
wonderful to date. Not only have they started to celebrate the child' s skills themselves, they have dso
ensured that her school was well-informed and could really support her.

Emotiond reslience is probably the hardest to define and most tantalisng to develop but hedth care
professonds can

encourage the family to nurture their child’ s talents, abilities with belief

ensure that follow-up is active after bad news has been imparted

It goes without saying — but | will say it any way — that much of the building of resilience hasto be done
via the parents who can then influence their child. Asthe child goes through their adolescent years, they
gradudly become independent in thought and action, so the focus has to be more on them asindividuals.
We should also observe how very important it is to support the whole family so that dl members,
including sblings, discover reslience.

An article about our work with children and families will appear shortly in the journd Clinica Child
Psychology and Psychiatry — by Veronica Kish and Richard Lansdown; our booklets etc. can be
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obtained from the Changing Faces office or vigt our webste www.changingfaces.co.uk to place an
order.

Investing in incubation

Discovering resilience is not something that hgppens in a eureka moment — but it can be found. The
key points are to develop a shdl of socid skills for the hard knocks, a white of postive sdf-tak for the
heavy weether, and ayolk of sdf-belief to enable the child to vdue themsdves through it al.

We are convinced that our gpproach to psycho-socid rehabilitation can be embedded in dinicd
processes. We are encouraging hedlth care to develop resilience-building interventions to address the
psycho-socid needs of their patients.

Gedtating an egg tekes a long time — and Changing Faces is not a magician able to pluck an egg from
nowhere. Nor are we hensl But we believe that hedth care systems can be incubators. We are
demondgrating that these psycho-socid interventions to build reslience are non-expensve but highly
cost-effective in qudity of life terms — and, we believe, in reducing future resource use of hedth care
resources. There are many ways. For example:

1. The recent decison by the UK Government to ensure that a psychologist is a core member of the
multi-disciplinary team delivering care for children with clefts is another step in the right direction.
Changing Faces will work dosdly with Dr Nichola Rumsay in developing training courses in this
areafor psychologists.

2. UK surgeons are realisng that more can be done — in Belfast, a plastic surgeon has led the drive for
a“centrd disfigurement referra unit” to be devel oped.

3. Changing Faces is garting to develop training programmes on psycho-socid issues for other
professonas such as nurses — starting with cancer and burns. We hope to make these courses
accessible through our website in the future.

Conclusion

Let me end with a quote from a mother: “I’d never met anyone with a disfigurement until 1 met my
son’. Most people have no previous experience. Their uncertainty will show in their not knowing where
to start, how to talk about it, how to dedl with other people — dl norma anxieties.

Reslience is a critical characterigtic for dl children to live fulfilled lives. For those who have facid
differences, it is even more important. Hedth professonds can play a key part in strengthening the
shell, balstering the white and colouring the yolk for these children and their families...
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The sf-help resources (booklets, videos etc) referred to in this article are available via Changing

Faces. Please contact: Changing Faces, 1 & 2 Junction Mews, London W2 1PN, UK.
T: 44 20 7706 4232, F. 44 20 7706 4234, E: info@changingfaces.co.uk
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