








leaving 82 invitations not responded to or partially completed surveys (one person officially
opted out of taking part). Thirty eight participants took part (female n = 30, male n = 8). All
participants were over 18 years, with a median age within the age band 41-45 years. Most were
married or living with their partner (60.5%) and 39.5 were living alone or with friends and
relatives.

Detailed description of measures

Derriford Appearance Scale-24 (DAS-24)

Developed by Carr, Moss and Harris (2005) the DAS-24 is a 24-item scale used to assess
appearance concern in clinical and research settings (Moss, 2005). Items relate to participants’
behaviours and concerns surrounding an area of their body they are self-conscious about. Items
are scored from ‘not at all'/never/almost never (with a non-applicable option) to
‘extremely’/’almost always’. High scores indicate high levels of distress.

Rosenberg Self-esteem scale (RSE)

This is a 10-item scale that measures respondents’ general feeling towards themselves
(Rosenberg, 1965). The items are scored from 4 (‘strongly agree’) to 1 (‘strongly disagree’),
where higher scores denote higher levels of self-esteem.

Adapted Other esteem scale

This is an adapted version by Burkes and Stets (1999). Other esteem relates to how an
individual believes that other people perceive them. Items for the RSE have been adapted to
incorporate this concept. For instance, “I feel | do not have much to be proud of” is rephrased as
“| feel that other people feel | do not have much to be proud of”. Similarly, items on this scale
are scored from 4 (‘strongly agree’) to 1 (‘strongly disagree’), with higher scores indicating
higher esteem perceived from others.

Social Ranking Scale (SRS)

This social comparison scale includes 11 items focusing of respondent judgements of their
social rank, relative attractiveness and group fit (Allan & Gilbert, 1995). Items are arranged on a
scale with bipolar opposites at either end (e.g. Inferior-Superior; Left Out-Accepted). Responses
range from most negative to most positive judgments of the self along the scale (1-10,
respectively). Higher scores represent more favourable comparisons.

Refined Aggression scale

This shortened version of the Aggression questionnaire (Buss & Perry, 1992) comprises four
subscales (physical aggression, verbal aggression, anger and hostility). Items are scored from 1
(‘extremely uncharacteristic of me’) to 5 (‘extremely characteristic of me’), where higher scores
indicate greater aggression.
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Narcissistic Personality Inventory (NPI)

The NPI (Raskin & Terry, 1988) consists of 40 items relating to psychometric properties of
narcissism behaviour and perceptions. The items are scored using a true or false format. Higher
scores indicate more narcissistic characteristics.

Procedure

Participants from the large cross-sectional study, who had given their consent to be contacted
about further research, were sent an email invitation to complete a survey online. This email
provided a link to the survey website, where an information sheet was viewed and informed
consent could be given. Only those participants who gave this consent were able to progress
through the main body of the survey. An online survey website was used to administer the
questionnaire. The online survey was hosted on a secure site, all data was encrypted when
downloaded, and participants each had a unique participant code.

Participants were presented with a series of six social situation vignettes (one at a time),
describing several different social situations where the character (i.e. the participant) was
subject to a form of anti-social behaviour. Participants are required to read each situation and
respond using two rating scales. The first scale required participants to report how much
punishment they would hypothetically administer to the perpetrator(s). The other scale required
participants to rate the extent to which this situation made them feel they had “had a raw deal
out of life”. For example:

You have finished most of what you set out to do, and are about to go home. As
you start heading off, you see a group of four or five men and women in their late
teens. They stare at you as you approach, and then as you pass, make insulting
comments about the way you look.

Two police officers get out of an unmarked car, they have witnessed the whole
thing. One of them moves the youths into a police van, and the other lets you know
that they are trying a new scheme of youth justice, where people on the receiving
end of anti-social behaviour can set an instant fine on those who the police catch in
the act.

What fine would you like to give each of the youths who commented on your looks?
Please choose from the following responses:

No fine £1-12 £13-24 £25-36 £37-48 £49+

To what extent would this situation make you feel like you have had a raw deal out
of life?

Not at all  Strongly agree  Disagree = Agree  Strongly agree  Definitely
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The vignettes alternated between describing anti-social behaviour towards the character
because of their appearance and anti-social behaviour that was not due to any personal
characteristic of the individual. The order of which these appeared to the participants was
counter balanced, and the participants were assigned to one version of the survey using
random selection.

After completing the vignettes, participants then completed a number of validated
questionnaires. These measure participants feelings towards their appearance using the
Derriford Appearance scale-24 (DAS-24; Carr, Moss & Harris 2005), general self-esteem
(Rosenberg, 1965), other self-esteem (Burks et al, 1999), Social Ranking Scale (Allan & Gilbert,
1995), Refined Aggression scale (Bryant & Smith, 2001) and the Narcissistic Personality
Inventory (NPI; Raskin & Terry, 1988).

Once participants had completed all six scenarios they were thanked for taking part and
debriefed.

RESULTS AND DISCUSSION

From a preliminary analysis of the results it was found that there was a significant relationship
between scores on the DAS (assessing appearance concern) and hostile feelings after reading
the appearance content specific vignettes but not the non-appearance vignettes. This suggests
those participants more poorly adjusted to their appearance were more sensitive to verbal /
behavioural attacks that were associated with appearance compared to those who were better
adjusted. Those who were poorly adjusted appeared to be much more sensitive, and likely to
be hostile, when appearance becomes part of a given situation. It also appears from the data
that this relationship between adjustment and hostility is mediated by social ranking and
narcissism. In line with early hypotheses about the importance of these constructs in this
context, it appears that those who are negatively adjusted are more likely to react with hostility
to an appearance-related social threat if they rate themselves poorly next to other members of
society and if they have low narcissism.

CONCLUSION

The results highlight the potential need to focus on personally sensitive issues and information
in interventions to help people adjust to a difference in appearance, rather than social skills
training in general, as the latter is oriented to more generic social threats. This study highlights
that those who are less well adjusted to their difference in appearance are more sensitive to
appearance-specific threats and that they are more likely to respond with hostility and anger to
these situations. Results also suggest that levels of narcissism, and how people rank
themselves within the social environment they live in are important in mediating this relationship.
Accordingly further research, and particularly further work focussing on interventions to help
people adjust to differences in appearance, could benefit from focusing on issues around social
ranking and narcissistic beliefs about the self. Within the context of the proposed model, this
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study supports the insertion of aggression as a potential outcome of adjustment to a difference
in appearance.
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STUDY 10

DEVELOPING A SCALE TO MEASURE THE IMPACT OF
APPEARANCE CONCERNS ON INTIMATE BEHAVIOURS

Study leads: Elizabeth Jenkinson, Alex Clarke, Tim Moss and Eleanor Walsh
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SUMMARY

The study involved the construction of a scale to measure intimate behaviours and
validation to establish construct validity.

The scale was administered to 145 students to validate and piloted on sample of 41 out-
patient clinic attendees along with other standardized scales.

Scoring profiles were very different for the two populations. 4 items were normally
distributed for the student population and 2 for the clinic sample. None were normally

distributed across the two groups.

The clinic sample also reported that their intimate behaviour was greatly affected by their
appearance. In contrast, the student sample showed little effect.

The results showed that the role of appearance concerns in intimacy is a significant
issue for many people with visible differences.

Good construct and face validity of the scale was established but floor and ceiling effects
in the data suggests further development of this scale is required.
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AIMS

To develop and validate a scale to measure the impact of appearance on engagement in
intimate behaviours for use in clinical settings with patients with visible differences.

BACKGROUND

Anecdotal reports from clinicians and from those affected suggest that a substantial number of
people with visible differences in appearance experience problems in the initial stages of
physical closeness such as touch, hugging or kissing. Surgical intervention and ongoing
treatment can also mean that patients’ personal lives and relationships with partners are
negatively impacted, and research into the psychosocial impact of visible differences highlights
the high levels of social anxiety often experienced (Rumsey and Harcourt 2005).

During the course of this research programme, members of the advisory panel queried why
questions concerning intimate behaviours and sexual relationships were not included in the
questionnaire pack, as they all agreed that this was an important factor in relation to adjustment
to visible difference. The little research that has previously been conducted in this area does
indicate that sexual relationships and intimacy can be affected by appearance concerns. Gamba
and colleagues (1992) found that in patients with head and neck cancer, 74% reported
difficulties with their sexual relationship after surgery. Porter and colleagues (1990) also found
that in patients with vitiligo, the majority reported problems with sexual relationships but also
with behaviours that might lead to intimacy, such as meeting strangers or showing their body to
others. Ramsey and O’Reagan (1988) found patients with psoriasis reported similar anxieties.

Following a review of scales, none were deemed suitable for inclusion in the cross sectional
questionnaire. Although scales for the measurement of sexual satisfaction and sexual behaviour
exist (for overview see Popovic 2005), they tended to neglect the types of more subtle social
behaviours that may initiate sex (for example touching behaviours), which are often reported as
difficult by those with appearance concerns. The research team decided to address this problem
by developing a scale during the course of the programme, which could be used in future
research with this population.

In addition to undertaking the construction of the scale, we sought to assess construct validity,
and also to assess the usefulness of the tool when used as a research measure with the
general population. Previous measures developed primarily for use with clinical populations
have proved valuable and responsive when administered to the general population (e.g.
Derriford Appearance Scales; see Harris & Carr, 2001).

In order to establish the construct validity of the scale (i.e. to establish whether the scale is
measuring the concept it purports to measure) the scale was administered alongside a choice of
psychometrically sound assessments which, based on a literature review, were expected to be
theoretically related to the construct measured by the new intimacy scale.
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METHOD
Participants

Student sample

One-hundred and forty-five students, from UWE and the surrounding area, aged between 18
and 57 years old, completed the questionnaire packs (107 female, 38 male, mean age = 22
years old). Ninety-eight percent identified themselves as being heterosexual and the majority
described themselves as being ‘white British® (89%). The majority of the sample (60%)
described themselves as being in an “exclusive relationship but not living together”, reflecting
the age and lifestyle of the majority of the respondents.

Clinic sample

Forty-one patients of the Plastic and Reconstructive Surgery department of the Royal Free
Hospital, London, completed the above measures. There was an even split between men and
women (20:21 female-male ratio) aged between 19 and 51 years old (mean = 35 years old).
Eighty percent described themselves as ‘white British’ and the majority identified themselves as
being heterosexual (93%) and “single” (70%). The mean length of time since their last
relationship was 4 months.

Materials

The questions in the scale were drafted by the research team on the basis of research, relevant
scales and data from clinical interventions and further developed through discussions with
members of the advisory panel. The scale aimed to measure a range of intimate behaviours and
was designed to be used in clinical practice or research to gauge the impact of appearance on
engagement in these behaviours.

Example question:
| feel uncomfortable hugging or being physically close to other people because of my
appearance.

Several measures were filled in by participants alongside the new 12 item Intimacy scale (Royal
Free & Centre for Appearance Research Intimacy Scale (RoFCAR)) for validation on a student
sample.

Scales included in pack for the student sample:

* The full Personal Assessment of Intimacy in Relationships scale (PAIR; Olson &
Schaefer, 2000) which assesses emotional, social, sexual, intellectual and
recreational intimacy.

* Emotional/Social loneliness and isolation was measured using the Emotional-
Social Loneliness Inventory (ESLI; Vincenze & Grabosky, 1987).
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* An abbreviated version of the Multidimensional Sexuality Questionnaire (MSQ;
Snell, Fisher & Walters, 1993) assessed 8 out of the 12 original aspects of
human sexuality. These included sexual esteem, anxiety, satisfaction and
assertiveness.

* The ‘Appearance’ subscale of the Body Esteem questionnaire (Mendelson &
White, 1997) which assesses general feelings towards body and appearance.

The clinic sample completed the following scales as part of their routine care, alongside the
intimacy scale:

* Derriford Appearance Scale (DAS-24; Carr, Moss & Harris 2004)
* Hospital Anxiety and Depression Scale (HADS, Zigmond & Snaith 1983)

* Fear of Negative Evaluation scale (FNE; Leary, 1983)

RESULTS
Students

The mean score for the ‘perceived’ subscale of the PAIR was 388.96 (SD = 69.9) out of a
potential 576, which indicates a relatively high perceived intimacy score compared with ranges
indicated by Schaeffer and Olson (2000). This mirrored the ‘expected’ subscale as the mean
score was 344.80 (SD = 22.5) out of a potential 480.

The students’ responses on the ESLI indicated little or no emotional isolation (M= 4.05),
emotional loneliness (M=5.21), social isolation (M = 4.06) or social loneliness (M= 5.19).

The MSQ indicated that the students scored ‘average’ values on sexual esteem (M=11.64,
SD=4.4), fear of sexual relationships (M=11.53, SD=64.9), and sexual assertiveness (M=12.59,
SD=4.33). The students scored low values on sexual depression (M=8.10, SD=64.55) and
anxiety (M=3.72, SD=4.18) and external sexual control (M=3.29, SD=3.34). They scored highly
on sexual satisfaction (M=14.09, SD=4.93) and internal sexual control (M=12.59, SD=4.33).

Scores on the Body Esteem ‘Appearance’ subscale were lower than the average (M=18.72,
SD=7.53) indicating relatively high appearance esteem.

The students scored low on the ROFCAR Intimacy Scale (M=16.09, mean SD=8.57), out of a

potential score of 40, which indicates that their appearance had relatively little impact on
intimacy and sexual behaviour.
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Clinic attendees

On the anxiety subscale of HADS the clinic sample was judged to have mild anxiety issues, with
a mean score of just over the clinical cut-off for anxiety (M=8.73, SD=5.20). On the depression
subscale of this measure the majority of the clinic sample scored below the clinical cut off for
depression (M=6.70, SD=4.86).

However, the DAS-24 scores indicated that the clinic sample were more concerned about their
appearance (M=54.96, SD=5.16) than the norms indicated by Carr, Moss & Harris (2005).

The clinic sample also scored highly on the Fear of Negative Evaluation scale (M=32.52,
SD=8.73) indicating that this sample have high levels of social anxiety.

The clinic sample scored highly on the RoFCAR Scale (M=34.92, SD=12.41), more than double
the mean of the student sample.

Validation Results
Four items from the RoFCAR Intimacy Scale were normally distributed in the student sample:

7. | prefer sex with the light off because it means that my body cannot be seen.

8. | feel that | could face the prospect of someone new seeing what | look like naked.

9. During sex, | use/would use concealing clothing and/or choose positions to hide aspects of
my appearance.

12. | feel comfortable with my appearance in intimate situations.

Two items from the Intimacy Scale were normally distributed in the clinic sample:

1. | feel physically attractive to my partner/potential partners
3. | am reluctant to kiss my partner/potential partner because | feel physically unattractive to
them

Therefore, the analysis shows that none of the items are normally distributed on both of the
samples and that the validation study highlights the differences between these groups. The
clinic sample self reported that their intimate behaviour was greatly affected by their
appearance, showing skewed mean scores at the extreme end of the scale. The student sample
showed the mean scores skewed towards the bottom end of the scale and reported little impact
of their appearance on their intimate behaviours.

DISCUSSION

The results show that the pilot version of the RoFCAR intimacy scale has good construct and
face validity. The scale covers issues that are, in the main, not a problem to young student non-
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patient populations, but in contrast pose significant difficulties for those presenting to surgical
clinics.

Further, this shows that people with visible differences have pronounced and sometimes
debilitating concerns about their appearance which impact on their engagement in intimate
behaviours. Socialising with potential partners and hugging were self-reported as problematic
for a large proportion of this sample of patients seeking surgery. This supports the limited
previous research with condition specific groups (e.g. Porter et al 1990) and is in line with the
high levels of social anxiety experienced by this group. Future research considering the impact
of appearance concerns on intimacy with people with visible differences is required in order to
develop the scale further. The ceiling effects on responses to the questions by the clinic sample
indicate that future versions of the scale need to include more non-sexual intimate behaviours
(e.g. touch, dating, talking to potential partners, exposure of body parts) and their anticipatory
cognitions about performing these behaviours (worry about dating, looking attractive to others).

CONCLUSION

The role of appearance concerns in intimacy and sexual relationships is an under-researched
but important issue to consider when seeking to understand the adjustment of people with
visible differences. Developing a more robust scale would allow the measurement of early
avoidance behaviour and the opportunity to offer appropriate intervention sooner. It would also
provide an important outcome measure for both psychosocial and surgical interventions for
people with appearance-related concerns. This remains a priority for future research in this
area.
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STUDY 11

WOMEN WITH LIMB PROSTHESES: EXPERIENCES AND
ADJUSTMENT

Study leads: Rob Newell, Andrew Thompson, Sally Clarke
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SUMMARY

* Semi-structured interviews were conducted with 6 women aged 29 to 67 with limb
prostheses, and analysed using thematic analysis.

* The following themes were identified from participants’ responses: psychological
adaptation; physical adaptation; independence; the role of others; emotional impact and
support; social impact; body image & self image.

* In the main respondents mostly described adaptation to loss or absence of a limb in
positive terms, and rarely described high levels of distress, despite acknowledging the
extent of the task involved in adaptation. There was an emphasis on the need for a
positive mental attitude, involving confronting difficulties and asserting independence
and personhood.

* The attitudes and behaviours of members of the public and social acquaintances were a
source of discomfort to participants. It was also clear that participants spent
considerable time predicting, observing, preparing for and responding to the actual or
assumed reactions of others.

* This is small sample, and so the picture of successful adaptation, whilst encouraging, is

not necessarily the norm, and understanding of the concerns of this group would benefit
from a larger qualitative scale study.
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INTRODUCTION

People with a limb absent from birth or through trauma or disease are subject to significant
challenges as a result, independent of the direct consequences of the original source of their
absent limb. Amongst these are phantom pains and other phantom phenomena (Katz &
Melzack 1990), as well as poorer quality of life and other psychosocial indicators (Demet et al
2003).

Use of prostheses where a limb is absent or lost is an aspect of development or rehabilitation of
physical function. However, surprisingly, little is known about patterns of prosthetic use (Murray
& Fox 2002) or psychological adaptation to the loss or absence of a limb, as research is
generally limited to anecdotal reports and small surveys (Rybarczyk et al 1995). In particular,
there is little examination of the attitudes of the person using the prosthesis or their experiences
of prosthesis use, focusing instead on functional characteristics of the prosthesis and their
putative effects on use (e.g. Millstein et al 1986, Balance et al 1989).

A recent study (Saradjian et al 2007) used interviews to focus on the experiences of 11 male
amputees, and found that participants reported adjustment to reduce their sense of difference
using a positive coping style. However, there is some suggestion from the results that the
experiences of men and women of limb absence and prosthesis use may be different.
Accordingly, the current study aimed to complement the work of Saradjian et al by interviewing
women with experience of limb absence and prosthetic use.

METHOD

79 women with prostheses were approached from the cohort of respondents to the ARC survey
who had agreed to be contacted with regard to further participation. A group of 15 respondents
was initially sought. Ethics approval was sought and granted from the original NRES panel as a
substantial amendment to the original study protocol.

Interviews were conducted using a brief semi-structured interview schedule devised by the
investigators and broadly following the issues covered in Saradjian et al (2007).

Respondents were approached via the post and consent to participate was sought. Participants
were interviewed at a venue of their choice, consent was sought for audiotaping, and the

interviews were taped and transcribed. Data were analysed using thematic analysis and
following the pragmatic approach of Burnard (1991) to organisation of the data.

RESULTS

Six women agreed to participate in the study. Their ages ranged from 29 to 67 years. Four had
lower limb prostheses and two had upper limb prostheses.
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Seven key themes were identified and are reported below. Subthemes are reported where
appropriate. There were clear links between subthemes in different theme headings, and
between different key themes, and these are discussed.

1. Independence

This issue was mentioned by all respondents, often extensively. Respondents viewed
independence both as a number of physical tasks to be carried out and as a state of mind:

‘whether I'm in a wheelchair or whether I'm walking I'll be fairly independent
because I'm quite an independent minded person, so | shall be able to get on
one way or another.’ (Respondent 2)

1a. Doing things for yourself

All respondents regarded this as being very important, and as a desirable and appropriate way
to behave, but also as in some ways inevitable, even in the face of difficulty:

“Well I have a little motto that I live by and it's pain if you do and pain if you don’t”’
(Respondent 4)

1b. Role of others

The role of other people crops up repeatedly in these accounts. With regard to independence,
respondents felt that others could either help or hinder them in being independent (although
often quite inadvertently):

“I mean she was a lovely lady but she found it difficult not to keep helping me and
I can remember to this day going rigid when she wanted to take my arm to cross
the road, poor lady yeah, and | have difficulty with anybody doing that.”
(Respondent 1)

“Yeah, | ask people at Sainsbury’s to reach things off the top shelf because |
can't reach them and | think that doesn’t matter that I'm short but | wouldn’t want
fo ask anybody to help me to do something because I've got an artificial arm”
(Respondent 6)

1c. Mobility
As might be expected, mobility was more of an issue for respondents with lower limb
prostheses, and also emerges under the theme of physical adaptation (below). Mobility was a

key to independence, and, for this reason, respondents went to considerable lengths to maintain
it.
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1d. Not giving in
The notion of refusing to give in to the possible limitations of loss of a limb was also reported.

“‘But I'm not willing to be a non person, that is just not going to happen, the
wheelchair is a means of conveying me, just like my legs are, a means of
conveying me so as far as I'm concerned but people do they have, they think oh
that’s it, wheelchair, you can't do this, you can't do that, you can't do the other but
outside of dancing there isn’t anything | can't do basically because I'm
advantaged because | still have a good leg,” (Respondent 2)

2. Psychological adaptation

Coming to terms with loss is commonly described in the literature, particularly in the context of
grief. Whilst respondents occasionally expressed regret (see Emotional Impact, below), their
account of adapting to the limb absence did not carry this sense. On the contrary, limb absence
was seen as a challenge which, whilst not welcome, had to be faced.

2a. Positive mental outlook

Most respondents describe the need for this, although the character of their descriptions was
very varied, from matter-of-fact stoicism, as in this account of difficulties wearing necklaces:

“It doesn’t bother me that much that | can't wear it, | don’t weep every night
thinking oh | want to wear a diamond.” (Respondent 6)

to highly developed statements of an enduring attitude to life:

“Yes if you’ve got barriers up in your head that’s it you will not move, and you will
be that person in that wheelchair and | just can't do it. Get on your leg and get
walking for heavens sake, you've got nothing wrong, there's absolutely nothing
wrong with you, there's nothing wrong with me. Like | say the barriers are up in
your head.” (Respondent 4)

2b. Confrontation / Getting on with it

Avoidance of activities was almost always regarded as negative.
“Yeah. | see people at the artificial limb centre that have got less off than me,
they’'ve just got the foot off and they're walking around on crutches, oh | need
help, oh | need, oh I've got to have these, | can't wear the leg, it's too painful.

What, pain if you do and pain if you don’t. | can't get my head round that.”
(Respondent 4)
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“I've heard tell that a lot of people that just sit there and you know moan and
groan and things like that and people that just won’t get on with it, some people
can't but | think it's that what's within you ....” (Respondent 3)

2c. Onset/reaction

We asked specifically about the circumstances in which respondents had come to lose a limb.
Several of the respondents had amputations in childhood (in one case almost certainly too
young to have any direct memory). These respondents noted that being so young had helped
them to cope with amputation because they had little to compare it with.

3. Other people

The reactions of others was a specific prompt in our interview schedule, as it is an abiding
feature of research into visible difference since its inception. Respondents spoke of the
reactions of other people to their missing limb and their beliefs about other people’s reactions in
connections with many aspects of the interview, not just in response to this specific question. It
seemed clear that a considerable amount of their time was occupied with consideration of the
reactions, assumed reactions or the predicted reactions of others.

3a. Other people’s behaviours
Typically, these reactions were negative, at least from the point of view of the respondent.

“also in my career, when I've been for interviews, | went for a job interview as an
insurance clerk, collecting insurances and | went into the office for the interview
and the chap just turned round and looked at my legs and said sorry we can't
deal with someone like you.” (Respondent 4)

“I've had people come up to me, not even said hello and said do you go
swimming in your leg and | say no I'd sink like a stone love.” (Respondent 4)

“‘when | go to the Juniors I've got to walk through some classrooms to get to my
base so there will be so many of them either looking or pointing or saying
something” (Respondent 6).

Members of the public appeared to regard it as acceptable to interact with respondents in ways
which would normally be regarded as impolite, intrusive and harassing. One respondent inferred
from this that it was because having a missing limb meant that they were less of a person:

“Like you're less of a human being as they are,” (Respondent 1)

Respondent 1 did, however, go on to note that: ‘but that’s all in your own head | think, | don’t
think they're thinking that they just think what's the matter with her.” before going on to give a
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further example of how intrusive and unwelcome people’s reactions could be. In this context,
her interpretation may perhaps be regarded as overgenerous, or as a way of protecting herself
from the negative self image which might arise from the repeated intrusions of others.

It should also be noted that there were positive accounts of the actions of others, although these
were typically people whom the respondent knew well.

3b. Beliefs about other people’s attitudes

Respondent 1’s comments do, however, raise the general issue of the difficulty of distinguishing
between the actual attitudes of the public and one’s own interpretation of their behaviours.
Certainly respondents reported many such interpretations:

“I always wear the artificial limb because | don’t want people to look at me and
think there's the lady with one arm.” (Respondent 6)

“I'd feel self conscious that people would notice whereas maybe they don't,
normally you wouldn’t get a second glance, people would notice, have a look at
you whereas they wouldn’t normally.” (Respondent 5)

“they're ok with the wheelchair | think but they're much happier when the see me
walking because that is their image of me.” (Respondent 2)

3c. Being / appearing normal

Appearing ‘normal’ to others was mentioned by several respondents, who thus shared the views
of our culture about appropriate ways to present the self. This idea of normality was usually tied
to the idea of concealment and with body image and appearance (see Body Image below).

“Of normality, even though they're not particularly attractive and obviously there's
things that could be done with them and they are uncomfortable sometimes but
outwardly at the first glance people think of you as normal, people often say they
don’t notice I've got an artificial arm until several months, weeks later”
(Respondent 6 [describing rationale for wearing prosthesis])

“...it is just a bit of camouflage, | think that’s the main thing.” (Respondent 5)

“For a good while | didn’t go out, not until | felt that, | wanted to be able to be as
normal as | possibly could” (Respondent 3)
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4. Physical adaptation

From so small a sample, it was surprising that such a considerable range of everyday issues
arose, and the practicalities of prosthesis use were clearly of great salience in the minds of

respondents.

4a. Pain & discomfort

This issue was reported by all respondents with lower limb prostheses, and, whilst a source of

frustration and distress, was regarded as inevitable.

“and it can be painful, and it can rub because it's right into your groin and it's very
uncomfortable, it's not the kind of thing you can kind of forget about like it's at the
back of your mind, it's always there right at the front of your mind” (Respondent
2)

4b. Mobility/access
Issues of mobility affected all aspects of the lives of those with lower limb prostheses.

“Yeah obviously like driving, because it's my left leg that’s amputated | can't feel
the clutch so | feel safer to drive an automatic car where | don’t have to use the
clutch. You know things like climbing up steps an things like that to get on to the
top of the units, you can't feel where your foot is so it's judgement more than
anything because you can't feel it” (Respondent 3)

“Well travel, it's made me very nervous about travel. Simple things like if you fly
these days people rush about and especially if it's Rayanair or something people

are rushing to get to seats and | can't do that” (Respondent 1)

4c. Importance of prosthesis & fitting service

Because of the issues around pain, mobility, function and independence, a well fitting prosthesis

was of great importance. A sympathetic prosthetist was highly valued.

“Aesthetically it was nicer but functionally, practicality no it wasn’t hard wearing
and durable like the rest of me, | need something that | can stand on and know
full well that it's going to be reliable and give as much as | can give it.”
(Respondent 4)

“I'm having a very good relationship with the clinic at Sheffield. I've got a very
short stump and it's something called an abduction so it looks as thought it goes
one way but you actually have to fit the limb the other way and | do dread having
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fo change prosthetists because they have to re-learn but I've been with Rose
ever since | came here 7 years and she's just fantastic.” (Respondent 1)

5. Body Image

5a. Being/appearing normal

“It sounds silly doesn't it, you know you get women that have had mastectomies and
they wear a false boob, it's just so that outward appearances your normal aren’t you,
that’s what everybody wants.” (Respondent 5)

5b. Other people

“so | know really that’s it's a lot more noticeable to me than it is to anybody else
and it's easy to say that you magnify your flaws don’t you but | always tell myself
that it is a bit lumpy and a bit, it doesn’t look completely natural, it doesn’t move,
it's not the best thing, | know in reality that most people aren’t going to notice
that...” (Respondent 5)

“I just wanted to wear something that would cover it and not let people see it”
(Respondent 3)

5c. Prosthesis as part of body/person

“it's like saying what's it like to wear a bra, it's something you just do and you
don’t notice you're wearing it, you know it's just part of me” (Respondent 6)

“If | name my legq it feels more a part of me, it is mine, it's my leqg. Some people
think of a false leg as an entity as an alien being that’s got to be strapped to
them, | don’t. It is my leg it is part of me and that is it. That's who | am.”
(Respondent 4)

“I can never accept it as me although it's something | have goft, otherwise | don’t
walk, I've got to use it every day otherwise | don’t walk and | don’t want not to be
able to walk. But it's still not me” (Respondent 3)

5d. Role in self image

“I've not actually lost who | am because it's just a leg, | am the same person,
intellectually and emotionally | am the same person, I'm not a different person
and to be honest my total image of myself isn’t about whether | can or cannot
walk, so | have an image of myself which isn’t really about just the physicality of it
because that's just one part” (Respondent 2)
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6. Emotional impact & Emotional support

6a. Friends and family

Friends and family were mentioned as a frequent source of support, and one respondent noted
the importance of people around one in allowing one to be oneself. By contrast, the possibility
that friends and family were over-considerate or ‘mollycoddling’ was seen as negative.

“I had a friend called J particularly, that was quite curious because J was a great
support but actually when | got independent | didn’t want to be supported in that
way anymore so that was quite a difficult time for us in the third year at university,
she was still looking after me, she found it difficult to change.” (Respondent 1)

6b. Religious faith
Religious faith was mentioned by two respondents as a source of emotional support.
6¢c. Negative emotional impact

Although all respondents maintained a positive attitude in the present, there were times for most
when the impact of loss of a limb was felt negatively, including expressions of loss, regret,
frustration.

“You just sort of get frustrated with yourself sometimes because you know the
theory of how to do things but you can't always put it in to practice.” (Respondent
5)

“There's no other way of describing it, people say oh you get used to it, no you
don’t, | don’t know who tells them that nonsense that you get used to it, it's
having a great big plastic thing shoved on your leg, and it's a great big heavy
plastic thing and you're shuntering it along like Long John Sliver, it's rubbish, it's
rubbish, that’s what it's like.” (Respondent 2)

7. Social impact

Although there was a range of responses, respondents mostly reported that limb absence had
made little or no difference to their social lives. Respondent 5 noted that:

“I'm quite a retiring person, | don’t like people looking at me, | don’t think it's
anything to do with my arm, | just think it's my personality”

All reported having dates and boyfriends, and all either were or had been married.

7a. Intimacy
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We asked respondents specifically about intimate relationships, but responses were not
extensive. Typically, no particular issues were described, and respondents did not seem to
regard the topic as a critical issue. One responded more directly:

“He touches me there, it's not like it's out of bounds or anything, it's no more out
of bounds than any other part of my body.” (Respondent 2)

DISCUSSION

Only a small number of women wished to participate in this element of the study, and it is
doubtful whether the themes identified here are exhaustive. Moreover, it is entirely possible that
the generally positive picture of adjustment presented here is a characteristic only of people
who are willing to engage in detailed discussion of their experiences. Accordingly, broader
recruitment of people from this group would be an important additional study. It would also be
informative to include participants who choose not to wear prosthetic devices.

Regardless of this limitation, the issues raised by respondents during the interviews offer a
detailed impression of their experiences. Respondents generally reported a pattern of
successful adjustment to limb absence, even though they acknowledged both that this was a
process requiring effort and also that it was sometimes punctuated with periods of distress.
Several of the areas reported in Saradjian et al’'s (2007) study were confirmed here (e.g. role of
the prosthesis; role of support and social interaction, positive mental attitude). There were also
interesting departures from Saradjian et al. First, not all respondents reported the use of the
prosthesis as a compensatory device in terms of a role in minimising their sense of difference
from others. In one case where the prosthesis was used in this way, the rationale was highly
specific — it was a temporary measure so that others would, on first acquaintance, not see the
respondent solely in terms of their limb absence. Second, although there was some variation,
there were indications that the prosthesis contributed to the person’s body image and sense of
self in a positive way. This was related by one respondent to the idea of acceptance of the self
rather than acceptance of the prosthesis.

The frequent previous finding in visible difference research with regard to the potentially
negative role of other people was repeated here, as was the description of inferences and
predictions about the attitudes and behaviours of others. Confronting obstacles and regarding
them as challenges were identified as important in adaptation.

The accounts by women with prostheses in the current study add to the weight of evidence
regarding the role of active coping strategies in mediating adjustment to visible difference,
particularly in the face of often negative behaviours by members of the public. This in turn
reinforces the importance of promoting both such active coping in people with visible
difference,and education and attitude change in the general public.
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STUDY 12

DOES APPEARANCE MATTER IN THE CONTEXT OF
RHEUMATOID ARTHRITIS (RA)?

Study leads: Hayley James, Stanton Newman, Michael Shipley, Abigail Olaleye, Samantha
Moore,
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SUMMARY

This study investigates whether a visible hand disfigurement due to RA has an independent
impact on psychological well being.

49 RA patients with, and 32 with no visible hand disfigurement completed a booklet of
psychosocial questionnaires

Those with an observable hand disfigurement scored higher on measures of functional
disability and feelings of stigmatization. They also rate their appearance more negatively
than those with no hand disfigurement. When controlling for functional disability, all
significant differences disappeared.

Participants with an observable hand disfigurement were 2.62 times more likely to be
clinically depressed than those with no observable hand disfigurement. Conversely those
with no observable hand disfigurement were 1.68 times more likely to be clinically anxious.

Regression analysis revealed that high ideal appearance discrepancy, low optimism and low
satisfaction with social support predict higher levels of anxiety.

High functional disability and low optimism predict a majority of the variance in depression.

Appearance-related social anxiety and avoidance is predicted by age and living status, as
well as objective hand disfigurement and the psychological variables of valence, salience,
functional disability, satisfaction with social support and social acceptance.

Visible hand disfigurement does not independently affect mood, but may contribute to
feelings of appearance-related social anxiety and avoidance.

Findings suggest that it is not the observable nature of the hand disfigurement but the visible
disability when moving which may have an effect on feelings of stigmatization and the
participants’ evaluation of their own appearance. Therefore, the outward signs of physical
impairment may be regarded as highly salient.
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INTRODUCTION

Rheumatoid arthritis (RA) is the single greatest cause of disability in the UK (Goff & Barasi,
1999). At present there is no treatment to either cure or prevent the disease, so the main aim is
to reduce its impact on peoples’ lives by limiting symptoms, reducing disability and improving
quality of life (Pollard, Choy & Scott, 2005). Disfigurement of the hands is a common and
significant complication of RA and once these changes occur, they are not reversible medically
and may require surgery.

Despite a large amount of research looking at psychological impact of RA during the course of
the disease, very little research has focused on the psychological effects of body image and
disfigurement. Early research on body image and attractiveness in RA has produced somewhat
mixed results with some suggesting no difference from the normal population (Cornwell &
Schmidt, 1990) and others suggesting negative impacts on body image (Skevington, Blackwell
& Britton, 1987). Rumsey, Clarke & Musa (2002) report higher levels of anxiety and depression
in patients with rheumatic conditions including RA, compared with normative levels, as well as in
comparison to people with burns, head and neck cancer and eye conditions. Those patients
with rheumatic conditions experiencing higher levels of distress spoke of embarrassment, self-
consciousness and distress in relation to their appearance, with specific mention of the
appearance of their joints. Concerns regarding the noticeability of the condition were also
reported along with the use of avoidant and concealment behaviours. In a study on RA and
lupus patients, Monaghan, Sharpe, Denton, Levy, Schrieber & Sensky (2007) found that
perceived appearance and physical disability were predictive of depression but not anxiety in
RA patients.

Very few studies have focussed on the physical and psychological issues surrounding
observable hand disfigurement in RA, despite this being the most overtly exposed area and the
identification that hands are one of the areas most affected by the illness (Cornwell & Schmidt,
1990). Due to the lack of consistency in the results of previous research into appearance
concerns this study investigates whether observer rated hand disfigurement due to RA has an
independent impact on psychological well being.

METHOD

Participants

49 RA patients with hand disfigurement due to RA rated as visible by the researcher and 32 RA
patients with no observable hand disfigurement were included in the study. The mean age was

58.64 years. Respondents were outpatients attending routine rheumatology clinics at University
College London Hospital. Further demographics details are displayed in Table 12.1.
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Table 12.1 Demographic data by group

Group 1 2
n 48 30
Age M(range) 60(23-85) 56.47(29-78)
Gender female n(%) 42(85.7) 25(78.1)
Marital status Married or living with partner n(%) 32(65.3) 22(68.8)
Living alone n(%) 11(22.4) 5(15.6)
Living with friends or relatives n(%) 4(8.2) 4(12.5)
Nationality British/English n(%) 44(89.8) 24(75)
Ethnicity White n(%) 41(83.7) 25(78.1)

Note: Group 1. Observable hand disfigurement; Group 2. No observable hand disfigurement
Measures

Using a checklist participants were asked to tick those areas of their body about which they felt
most sensitive and to indicate how difficult they felt it was to hide or disguise this area on a
seven point Likert scale ranging from 1 (extremely easy) to 7 (impossible).

Participants completed the following battery of psychosocial measures:

=  The Hospital Anxiety & Depression Scale (HADS; Zigmond & Snaith, 1983)

=  Derriford Appearance Scale short form (DAS 24; Moss, Harris & Carr, 2004)

= Feelings of social acceptance

» Physical Appearance Discrepancy Questionnaire (PADQ)

= The Life Orientation Test Revised (LOT-R; Scheier and Carver, 1987)

= The Social Networks Scale (Sarason, Levine, Basham & Sarason, 1983)

= CARVAL & CARSAL (Rosser, 2008)

= The Stanford Health Assessment Questionnaire-1l (HAQ-II; Wolfe, Michaud & Pincus, 2004)
— a measure of functional disability

= Feelings of Stigmatization questionnaire (FSQ) (Schmid-Ott, Jaeger, Kuensebeck, Ott &
Lamprecht, 1996)

RESULTS

The majority (54%) of participants with an observer rated hand disfigurement considered their
hands to be the main area of concern in terms of appearance. For the non-disfigured group the
area of most concern was the abdomen (22%).

Participant characteristics
An exploration of group characteristics revealed no significant differences in age between those
with and without an observable hand difference and no significant association between gender,

nationality, ethnicity or marital status and allocation to either group.
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Preliminary analysis

Mean, standard deviations and scale ranges for all variables according to group are presented
in Table 12.2. Analysis reveals that those with an observable hand disfigurement experience
higher levels of functional disability, perceived stigmatization, a more negative view of their
appearance and felt they were able to disguise their area of concern more than those with no
observable hand disfigurement.

Table 12.2: Means and standard deviations for all variables by group

Group 1 2

Variable Scale range M (SD) n M(SD) n

Depression 0-21 8.78(3.31) 49 7.97(3.26) 32
Anxiety 0-21 7.55(3.48) 49 7.31(3.94) 32
DAS-24 11-96 33.62(11.89) 48 33.71(14.94) 32
HAQ-II 0-30 1.50(0.81) 47 0.71(0.64) 32
Disguisability 1-7 4.87(1.59) 45 3.69(1.67) 26
Social acceptance 2-14 11.84(2.91) 49 12.13(2.86) 30
Ideal PADQ 4-28 13.88(6.09) 49 12.73(6.53) 30
Should PAQD 4-28 12.96(6.27) 49 11.65(6.63) 31
LOT-R 4-20 14.96(3.03) 48 14.28(2.85) 32
CARVAL 6-36 19.79(6.61) 47 16.28(7.73) 32
CARSAL 7-36 29.20(8.26) 49 29.83(8.09) 30
Perceived Stigma 10-60 24.65(7.69) 48 20.47(8.03) 32

Note. Group 1. Observable hand disfigurement; Group 2. No observable hand disfigurement PADQ:
Physical Appearance Discrepancy Questionnaire; LOT-R: Life Orientation Test Revised; CARVAL:
Centre of Appearance Research Valence; CARSAL: Centre of Appearance Research Salience; DAS-24:
Derriford Appearance Scale-24; HAQ-II: Health Assessment Questionnaire-Il.

In order to examine whether the differences observed between the groups were due to
differences in functional disability, analyses were conducted controlling for functional disability
scores. These indicated that there were no significant differences between the two groups on
any of the variables except optimism. However, the difference in mean scores between the
group with a visible hand disfigurement and those with no visible hand disfigurement was also
extremely small on this variable.

Of the 49 RA patients with visible hand disfigurement, 14.3% were clinically anxious and 32.7%
clinically depressed. Of 32 participants with no observable hand disfigurement 21.9% were
clinically anxious and 15.6% clinically depressed. Results suggest that participants with an
observable hand disfigurement were 2.62 times more likely to be clinically depressed than those
with no observable hand disfigurement. Conversely those with no hand differences were 1.68
times more likely to be clinical anxious.

Predictors of anxious mood

The demographic variables and the disfigurement grouping variable failed to make any
significant contribution to the final model. After entry of the remaining variables, 42.7% of the
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variance in anxious mood was accounted for by optimism, ideal discrepancy and satisfaction
with social support (F (9,57) = 6.460, p<0.005), with optimism having the greatest influence.

Predictors of depressed mood

The demographic and disfigurement grouping variables failed to make any significant
contribution to the final model. After entry of the remaining variables, 46.3% of the variance in
depression was accounted for by the best model. Of these variables optimism and functional
disability contributed to the model significantly( F (8,58) = 8.105, p<0.005), with functional
disability having the greatest influence.

Predictors of appearance-related social anxiety and avoidance

The final model accounted for 74.8% of the variance in appearance-related social anxiety and
avoidance F (11,55) = 18.792, p<0.005. Age and living status contributed significantly to the
final model, as did the grouping variable of observer rated hand disfigurement. The
psychosocial variables of valence, salience, satisfaction with social support, functional disability
and social acceptance also made significant contributions.

DISCUSSION

This is the first published study, to the authors’ knowledge, to examine appearance-related
concerns in RA with validated appearance-related and psychological questionnaires. The study
aimed to investigate the impact of observer rated hand disfigurement in RA by comparing
psychosocial outcomes, physical wellbeing and appearance-related concerns in RA patients
with and without an observable hand disfigurement.

A majority of the participants with an observable hand disfigurement identified their hands as the
area of most concern with other areas of concern for both groups including the feet and knees,
joints areas which can also be affected by RA. It is noteworthy that, in common with the results
of studies 1 and 2, despite having an observer rated hand disfigurement, a number of patients in
this group felt that other areas of their body were of more concern, suggesting that non
observable areas can also highly distressing. This may reflect current areas of RA activity or
may be unrelated to the condition.

Results reveal that RA patients with an observable hand disfigurement experience greater
levels of disability, feelings of stigmatization and evaluate their appearance more negatively.
Interestingly, they also feel more able to disguise the area of concern than those RA patients
with no observable hand disfigurement. The focus on hands in patients with RA involves not
only disfigurement but also the resultant disability. This is confirmed by the higher levels of
functional disability in the disfigured group. It was therefore important to investigate whether
controlling for disability would account for the main differences between those with and without
hand disfigurement. This analysis resulted in all the previous significant differences
disappearing. It is important to note that valence and perceived stigma were no longer found to

188



be significant. This suggests a close association between stigma, appearance valence and
functional ability.

The lower levels of appearance satisfaction in the disfigured group to some degree reflect the
work of other researchers (Skevington, et al., 1987). But these results contrast with other
studies that have found that body image concerns for RA patients and healthy controls
approximate each other (Cornwell & Schmidt, 1990) or do not differ (Ben-Tovim & Walker,
1995). The variability in these results may reflect the differences in measurement techniques.

A participant with an observable hand disfigurement was almost three times more likely to be
clinically depressed than a participant those with no visible hand differences. This greater
likelihood is noteworthy, but may to be due to the associated differences in functional disability
rather than the disfigurement itself. The percentage of RA patients with no observable hand
disfigurement meeting caseness levels of depression are comparable to levels reported in many
other RA studies (Pincus, et al, 1996; Vergy, et al.,, 2005). Conversely, those with no
observable hand disfigurement were almost twice as likely to be clinicaly anxious. One may
speculate that this may be associated with the unpredictability of RA. Those who have hand
involvement and resulting disability may feel things can get no worse while those with lower
levels of disability (i.e. no hand involvement) may be anxious about future deterioration. Those
with no visible hand disfigurement exhibited either lower or comparable levels of clinical anxiety
to that reported in other studies (Séderlin, et al., 2000; ElI-Miedany & El-Rasheed, 2002).

RA patients with high levels of ideal discrepancy, low optimism and lower satisfaction with social
support had higher levels of anxious mood. Optimism was the most significant independent
predictor of anxiety and the same variable was found to be the best predictor of depression. The
significant contribution of satisfaction with social support to anxiety highlights the need for
quality social networks which provide the resources necessary for successful adaptation. This
has been demonstrated in research for both recently diagnosed and long term RA sufferers
(Evers, Kraaimaat, Geenen & Bijlsma, 1997).

In common with other studies, the multivariate analysis demonstrated that, as well as lower
levels of optimism, higher levels of functional disability were also predictive of depressed mood.
Wright, Parker, Smarr, Schoenfeld-Smith, Buckelew, Slaughter Johnson, and Hewett (2005)
found that a high degree of physical disability was one of the 3 best predictors of depression in
RA. Persons with a high degree of disability meet more obstacles in everyday life and are more
likely to be forced to give up valued activities. In addition, Katz and Yelin (1995) have shown
that the loss of valued activities is strongly associated with the development of depression in
RA. This contributed to the suggestion that functional disability is a risk factor for depression.
This may be due to feelings of isolation which may occur due to the subsequent restriction in
social activities.

The multivariate analysis of social anxiety and avoidance showed a number of the variables
studied to be significant. Notably, participants of a younger age were more likely to avoid and be
anxious about social situations, confirming the relatively higher importance attached to
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appearance of younger people (Harris & Carr, 2001). Not surprisingly those with higher
appearance-related salience and valence also engaged in greater social avoidance. Lower
levels of satisfaction with social support and lower levels of acceptance, along with greater
functional disability, were other predictors. Group differences did not significantly contribute to
the explanation of variance in social anxiety and avoidance when it was initially introduced into
the equation, although it did gain significance in the later stages of the analyses; this may
however, be a statistical artefact.

There are number of limitations which need to be recognised when interpreting these data.
Generalization of these findings to the RA population is limited both by the modest sample size
and by the potential selectivity bias as only those well enough to attend an outpatient clinic were
included. Due to the cross sectional nature of the study it is not possible to draw conclusions
about the direction of the causality. Further comprehensive longitudinal studies with adequate
power and therefore greater sample sizes are required to further understand these
relationships.

CONCLUSION

The findings suggest that in the presence of a disabling condition such as RA, an objective
judgement of visible hand disfigurement does not independently predict mood, but may
contribute to feelings of appearance-related social anxiety and avoidance. Conversely,
subjective judgements of appearance play an integral role in anxiety (HADS) and appearance-
related anxiety and avoidance (DAS 24). It is not the observable nature of the hand
disfigurement, but the resultant functional disability and possible visibility of this disability (in not
being able to complete tasks, for example) which has an effect on feelings of stigmatization and
the evaluation of their own appearance. This suggests that disfigurement is not necessarily just
about how a person looks in terms of their body, skin or facial features, but encompasses how a
person appears as a whole, particularly when they move. Signs of physical impairment may be
considered as a highly salient form of visible difference.
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STUDY 13

WORKING WITH PATIENTS WITH VISIBLE DIFFERENCES:
GENERAL PRACTITIONERS’ BELIEFS, DECISION MAKING
PROCESSES AND TRAINING NEEDS.

Study leads: Elizabeth Jenkinson and Tim Moss

191



SUMMARY

This study is recruiting UK based General Practitioners (target n=30) to complete a
questionnaire incorporating questions about previous training and understanding in the
field and vignettes about hypothetical patients

Vignettes include systematic variations in variables representing severity and visibility of
the hypothetical patient’s condition and levels of psychosocial distress.

Data collection is still in progress (n=21 completed returned questionnaires to date) and
is expected to be completed in October 2009.

Data will be analysed using hierarchical stepwise regression analyses to ascertain which

cues GP’s rely on in their decision making regarding referral to medical, psychological
and lay led services.
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AIMS

= To investigate general practitioners’ beliefs and assumptions about which factors mediate and
moderate adjustment to disfiguring conditions

= To investigate the factors which general practitioners use as cuesin decision making
regarding referral to psychological services

= To identify the training needs of general practitioners who work with patients with visible
differences and to make recommendations for future training

BACKGROUND

GPs have been identified as ‘gatekeepers’ to existing psychological support services by
psychologists working in the field of appearance (Rumsey and Harcourt 2005). Despite their
pivotal role, GPs are not routinely trained in dealing with the psychosocial needs of those with
appearance concerns and may find it hard to identify appearance-related distress from other
health concerns or mental illness. When appearance issues are acknowledged, Hopwood and
Maguire (1988) suggest that those working with these patients often underestimate the
problems of adjusting to their appearance. This may be due to an over-reliance on the
biomedical approach to the assessment of patient adjustment. A growing evidence base of
psychological research suggests biomedical factors such visibility, severity and type of condition
are, in fact, not reliable predictors of psychological adjustment (Robinson 1997, Rumsey,
Clarke, White and Hooper 2003), and advocates adopting a more biopsychosocial approach
(Engel 1980) which considers psychological factors alongside physical assessment.

Charlton, Rumsey, Partridge, Barlow and Saul (2003) suggested that efforts should be made to
enable GPs to appropriately identify and advise patients with concerns about their appearance
and noted that more support and training is needed in this area. The authors considered that
consultations with patients presenting with appearance issues present a quandary for GPs. The
decision to refer for surgical intervention may not always be appropriate. Furthermore the
expectations of patients that their visible difference will be aesthetically improved through
surgery may be raised and lead patients to believe feelings of self-consciousness about their
appearance may be cured. However referral for surgical or medical treatment may be the only
option, as the alternative of offering psychological support may not be feasible where services
are not in the locality or in cases in which patients are not willing to engage with psychological
input. Charlton and colleagues argue that more research is needed at primary care level to
gauge current levels of GP knowledge or training in working with people with disfiguring
conditions, and to inform education for practitioners.

Therefore, the focus of this research is to understand the existing perceptions, beliefs and

referral patterns of GPs in relation to working with patients with disfigurements, and recognises
that this understanding is key to designing adequate training packages.
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METHOD

Participants

GPs from across the UK who come into contact with patients with a wide range of appearance
concerns and visible differences, are currently being sought (n=30) and recruited via
advertisements and word of mouth.

All participants are required to be either a GP or GP in training currently working in primary care,
able to converse in English, and able to undertake the questionnaire without supervision. All
GPs who expressed interest in the research and fitted the eligibility criteria are being invited to
take part.

Participants can access information about the study by logging onto a site hosted by the UWE
network, or by requesting a pack including an information sheet and consent form directly from
the researcher via email, post or telephone.

Design

A mixed methodological approach is being adopted. Previous research in related areas of
health psychology and decision making suggests that the levels of self-insight health care
professionals have into which factors or ‘cues’ they use when making decisions about patient
care often does not mirror the way these cues are actually used in practice (Harris, Evans and
Dennis 2000). Therefore vignettes are being used to increase ecological validity, in addition to a
series of open ended and closed ended questions.

Materials

The final questionnaire was designed by the researcher in two parts; firstly questions designed
to gather information about participants’ current role and experience of working with patients
with visible differences and secondly a series of 12 randomised experimental vignettes
designed to extrapolate those cues used by respondents to make decisions about referral
pathways. The questionnaire is presented with a consent form, information sheet and reply
envelope.

The vignettes were designed by the research team and detail hypothetical patients and
scenarios. These vignettes included information about the age, gender, condition, severity and
visibility of the patients’ condition as well as painting a picture of their current levels of
psychological distress. A number of variables were also kept constant across vignettes,
including socioeconomic status, sex, age (30-50), relationship status, and living arrangements.
As data from the cross sectional study suggest greater numbers of visible differences acquired
during the life course compared with those evident at birth, all actors in the scenarios had
acquired their visible differences. All scenarios were also between 95-100 words long.
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Example Vignette

Sarah, 32 lives locally in a flat with her husband, Nick. She works at a local university as a HR
manager. A recent stroke has left the left side of her face in paralysis. Over the last few months,
she has been tired every day and more on edge than usual. She feels jumpy’ when on her own
and has been feeling anxious even thinking about going to work. She has been staying at home
whenever possible and trying to wear her hair so it covers the affected side of her face in order
to conceal it from others.

Participants are asked to decide whether they would identify these patients as needing further
psychosocial support and whether they would refer them on to secondary or tertiary services.
Following coding, the factors or ‘cues’ provided within the vignettes are designed to be suitable
for inclusion in regression analyses to ascertain which cues are more likely to result in a referral
to psychological services.

Procedure
Participants receive the same questionnaire pack via post or face to face from the researcher
and questionnaires are taken for participants to complete in their own time. These are then

posted back directly to the researcher in a freepost envelope, along with the consent form.

Data collection is still in progress (n=21 completed returned questionnaires) and is expected to
be completed in September 2009.

Data will be analysed using hierarchical stepwise regression analyses to ascertain which cues

GPs rely on in their decision making regarding referral to medical, psychological and lay led
services.

Ethics
Ethical approval was granted by the University of the West of England.
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OVERALL SYNTHESIS OF RESULTS
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The results of each study have been discussed throughout this report. In the synthesis which
follows, the main findings of the research programme are highlighted. The follow-on Studies (5-
13) are in the main, small scale and exploratory. In view of this, the findings derived from these
studies were explored in less depth in the report, and at this stage should be taken as
suggestive rather than indicative. Nevertheless, many of the findings resonate with the results
of Studies 1-4. In particular, they highlight the range and complexity of individual experiences
and are helpful in formulating recommendations relating both to interventions and future
research agendas. Where appropriate, the findings from the follow-on studies are integrated
with the results of the earlier studies in the section that follows.

Profiles of adjustment and distress

The participants in this programme of research demonstrated very variable profiles of
adjustment and distress. In line with previous research, participants in study 1 showed
significant levels of distress, with 51.7% participants with scores above the clinical cut off for
anxiety and 23.6% for depression. The results also revealed considerable information about the
characteristics of those with disfiguring conditions who can be considered to be well adjusted
(Studies 1, 4, 5) Difficulties and distress, which were often extensive, were experienced by
those sampled through out-patient clinics, and from the community. It is clear that the
populations of both those actively seeking treatment, and those who are not contain within them
significant proportions of those with often debilitating levels of unmet psychosocial need.

Adjustment is multi-factorial (all Studies). Some contributory components identified or suggested
in previous research were confirmed and clarified, including dispositional style
(optimism/pessimism) (Studies 1, 4,) and cognitive processes such as levels of satisfaction with
social support (Studies 1, 3, 4, 5 & 11), fear of negative evaluation (Studies 1, 4) and perceived
social acceptance (Studies 1 & 4). The interpretation of the responses of others has been
highlighted as a crucial factor in adjustment in previous research, and is also a recurring feature
of the results of this programme (Studies 2 & 11).

One of the most striking findings of this research is the role played by appearance-specific
cognitions, including salience, valence and appearance-related self discrepancies (Studies 1, 3,
4). The role of some factors in adjustment to disfigurement, hitherto neglected in research, have
also been highlighted, including aggression in response to appearance-related threats (Studies
1 & 9), and the role of functional disability and the desire to function independently (Studies 11
& 12). These appearance-specific issues may cause distress in the absence of other more
general signs of psychological need (for example, anxiety or depression) (Studies 1, 4, 9, 10),
but nevertheless impact negatively on many aspects of the lives of those affected. In those
without obvious signs of general psychopathology, the existence of appearance-related distress
may be less obvious to clinicians and others involved in their care. However, unhelpful
appearance-specific cognitions and behaviours are likely to be amenable to intervention, and
these are urgently needed to improve the quality of life of people with significant levels of
distress.
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The specific nature of appearance-related cognitions and distress also highlights the need to
continue to develop appearance-specific measures with relevance to people with disfigurement.
At present, the CARSAL (salience), CARVAL (valence) and the Derriford Appearance Scales
measuring social anxiety and social avoidance are the only ones in existence which are
applicable to people with a wide range of disfiguring conditions. The CARSAL & CARVAL are
still under development and the DAS is rarely used in screening and assessment of people with
disfiguring conditions as a matter of routine. Researchers from CAR and The Royal Free
Hospital, Hampstead will continue to develop the intimacy measure reported in Study 10. The
research community is encouraged to consider the development of further scales tapping
relevant constructs, including appearance self-efficacy, and culturally sensitive measures of
adjustment and distress.

Others factors and processes produced contradictory findings within this programme and are in
need further research, including the issue of the visibility of a disfigurement to others (Studies 1,
3),and social comparison processes (Studies 1 & 8). The nature of longitudinal research of
adjustment over time (Study 3) also needs to be examined further, across a longer period than
was possible in the current study.

Positive adjustment and resilience

The impact of cognitive processes such as dispositional style and appearance-related
cognitions were particularly apparent in those who self reported as positive adjusters. These
people talked of the experience of disfigurement as one of personal growth (Studies 5 & 11) and
reported a number of strategies that appeared to work well including pragmatism and ‘getting on
with it’ in the face of challenges (Studies 5 & 11), acceptance and determination (Study 2), and
engaging with problems and difficulties rather than avoiding them (Studies 3, 5 & 7).

In the longitudinal study (Study 4), there was a striking lack of concordance between self
classification as a positive adjuster (stable or improved over time) and the scores on
standardised measures, which did not necessarily paint the same picture of positive adjustment.
Once more, the crucial importance of taking into account each person’s subjective beliefs and
assessment about their level of adjustment is highlighted. It is not sufficient, and may even be
misleading, to rely solely on standardised measures in this regard.

The impact of appearance-related distress

The impact of appearance-related distress on a wide range of daily activities is striking. These
include negative effects on cognitions about the self, social functioning and intimate
relationships (Studies 1, 2, 3,4, 6, 7 & 10).

The multiple nature of appearance concerns

Distress relating to appearance can relate to many different aspects of the body (Studies 1 & 2).
Some participants focussed their concerns clearly and exclusively on their disfigurement.
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Others expressed dissatisfaction with additional issues including weight, shape, and the effects
of ageing on appearance. In some cases these latter concerns caused more distress than the
disfigurement. Interestingly, the consequences for the individual of concerns about aspects of
appearance which are not normally considered to be disfigurements (such as body shape and
size and the effects of ageing) appeared to be strikingly similar to the distress caused by
disfigurement (Studies 1, 2). The findings stress the need for a comprehensive assessment of
each of the sources of appearance-related distress in those affected, and a need to tailor
intervention appropriately. There would be little point in focussing a surgical or psychological
intervention on the aspect of appearance affected by a disfigurement, when, in fact, the person
is equally or more stressed by other aspects of their looks.

More research is needed to unpick further the similarities and differences in the impact of
concerns about weight, shape and ageing in comparison with the consequences of
disfigurement. However, the findings add credence to the legitimacy of considering the
appearance concerns of those with and without disfigurements as comprising one continuum.
In efforts to increase public education and understanding of the consequences of disfigurement,
this may be a fruitful way of ‘normalising’ the distress experienced by those affected,

The dynamic nature of adjustment

In contrast to the rather static picture of adjustment and distress painted by previous,
predominantly cross sectional research, and the widely held assumption that time is a greater
healer in relation to adjustment to disfigurement, this programme of research has also brought
into sharp relief the dynamic nature of adjustment over time. Fluctuations in the salience and
impact of appearance concerns are triggered by a variety of events and changes, including life
events, developmental milestones, signs of ageing, and the cumulative impact of daily life
stessors such as the reactions of others (Studies 2 & 4). Even when adjustment is positive over
long periods of time, coping with a visible difference can be an ongoing strain on resources
(Studies 2 & 11), and at times of particular stress and change may be an ‘Achilles heel’,
becoming the focus of distress. This research (Studies 1 & 3) suggests that many factors
predicting adjustment at a single point in time also account for a significant proportion of change
in reported distress over time. This offers further support for the likely utility of an intervention
focusing around these factors.

These findings are a strong endorsement of the need for regular screening and easy access to
appropriate intervention at all life stages for those with congenital disfigurements, and at all
stages of rehabilitation following later onset.

The Impact of Age, Gender & Ethnicity

The principal focus of this research programme has been on those psychological factors and

processes which are amenable to change. However, the data from the cross-sectional and
longitudinal studies offer findings which contradict some widely held assumptions about the
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impact of some demographic factors, including age and gender. In the next phase of analyses,
we will also examine the effects of socio-economic status, using postcode information.

The span of ages of the participants was large (18-91 years) (Studies 1, 2, 3, 4). There were
overall decreases in levels of distress with age, but individual variation was considerable, and
large numbers of older people were distressed about their appearance.

In line with previous research, levels of appearance-related distress were higher in women, but
in this research programme differences between men and women were small, and many men
had significant and in some cases, debilitating concerns about their appearance. (Studies
1,2,3,4). Study 9 illustrated that men and women may respond differently to appearance-specific
threats in social situations, with men more prone to responses underpinned by aggression and
hostility.

Although someone’s ethnic origin is to all intents and purposes ‘fixed’ and therefore not
amenable to change, the influence of cultural and religious beliefs was a focus within this
research programme, as this is an area which has been under-researched in the past. The
under representation of people from BMEs in treatment settings has been remarked upon by
researchers from this collaboration in the past, and there has been concern that treatment has
been perceived as either irrelevant or inappropriate for their needs. Within the ethnic groupings
included in Studies 6 & 7, there was evidence of the strong influence on the beliefs, attitudes
and personal experience of people with disfigurement resulting from cultural and religious
beliefs. These results indicate a need for support for members of ethnic groups who have
disfigurements (Studies 6 & 7), and also for educational initiatives to dispel myths and promote
positive adjustment in those affected within ethnic communities (Studies 6 & 7).

A Framework of Adjustment to Disfigurement

The advantages and drawbacks of diagrammatic representations of adjustment and distress in
relation to disfigurement have been discussed earlier in this report (including for example, the
acknowledged difficulty of designating psychological variables as ‘process’ or ‘outcome’,) and
have been a source of considerable debate within the collaboration. Having used diagrams
earlier in this report to illustrate aspects of the methodology and the analyses (Figures 1, 2 and
10), it was considered prudent to further modify these in the light of the results of the overall
programme. Consumers of research findings have a penchant for reproducing diagrams of
complex processes such as these, often without the associated health warnings about the
illusion of simplicity implied by boxes and lines. Figure 12 is an attempt to highlight the iterative
process of adjustment and the need to represent the dynamic and fluctuating nature of
wellbeing and distress. This diagram is not intended to be definitive, but hopefully goes some
way to capturing the complexities of the processes involved, and may be more useful as an
heuristic for those unfamiliar with the field than the Figures appearing earlier in this report.

PREDISPOSING INTERVENING COGNITIVE OUTCOMES
FACTORS PROCESSES
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Age Dispositional Social Anxiety
Style
Gender Social avoidance
Optimism / Pessimism
Ethnicity Anxiety
Socio-cognitive processing
Relationship status Depression
Satisfaction with social support
Parental influence* Mood
Fear of Negative Evaluation
Peer influence* Aggression
| > Social Acceptance <>
Treatment history Shame/ Inadequacy*
Appearance
Visibility to others Specific cognitions Intimacy
Societal and media Social comparison
influence*
Salience
Valence
Appearance discrepancy
Subjective visibility (self report
disguise, noticeability)

Figure 12: Resulting proposed framework for understanding adjustment to appearance based on
research programme

* Note: These components of the framework were not included in the cross sectional study but have been
highlighted in previous research and in studies 5 and 6.
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THE INTERVENTION STRAND

Lead: Alex Clarke
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Whilst the main thrust of this research programme was one of further exploration and enquiry
about the predictors of good outcome in disfigurement, the collaboration were committed to a
concurrent strand focussed on developing intervention pathways to meet the needs of those
affected. This strand of work ran as a ‘wedge’ of activity, with increasing efforts as the results of
the research became available. During the first 18 months of the project, existing interventions
were reviewed. These included social skills programmes (Robinson et al, 1996), individual
interventions (Kleve et al, 2002), the use of patient information (Newell & Clarke, 2000) and
education packages delivered both to health professionals (Clarke and Cooper, 2001) and
teachers (Frances 2003). Recourse was also made to a report on the provision of information
for people with disfigurements, funded by The Healing Foundation and carried out by the Picker
Institute, and two systematic reviews of the evidence base for interventions with adults (Bessell
& Moss, 2007) and Jenkinson, Moss, Byron-Daniel and Naqvi (unpublished, in preparation).

The intervention strand of the project also staged a workshop for 17 experts in the area held
during the first year of the project. The aims of this workshop were, firstly, to reach a consensus
view of the ‘state of the art’ (i.e. what we currently know, and do not know) in relation to
interventions for people with disfigurements, and, secondly, to plan the way forward for the
intervention elements of The Healing Foundation Research Programme. Both aims were
achieved. The consensus concerning the way forward was to focus on the development of a
manual for psychosocial specialists. This would be used as a basis for recommendations for a
subsequent programme of work. As planned, the activity relating to the interventions strand of
the project escalated during 2007 and 2008 culminating in the manual included in Appendix 11

Systematic reviews of interventions (Bessell et al, 2008; Jenkinson et al, in preparation) have
indicated that more research is needed, but also that cognitive-behavioural and social
interaction skills training approaches show promise. The results of this programme of research
indicate that a cognitive behavior therapy (CBT) approach to intervention, which focuses on
facilitating those with a visible difference to identify and work on their appearance-related
cognitive processing, is supported by the findings of this research programme, although it is
recognized that social skills training (SST) can provide a potentially useful model for lower
intensity intervention, and in cases where social functioning is a particular focus.
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THE IMPLICATION OF THE HEALING FOUNDATION STUDY FOR THE PROVISION OF
INTERVENTIONS

The key findings of this research programme stress the role of appearance related cognitions
and beliefs in predicting adjustment to disfiguring conditions (studies 1-4, 5, 8-12). The headline
findings include the high level of unmet need in both community and hospital settings (studies 1-
4,6, 7,10, 12). Results from follow-on studies illustrate the challenges for people from ethnic
minorities (studies 6, 7) for whom we have had up until now very little information. The central
impact of disfigurement for people from ethnic minorities is similar to other groups: the fear of
the reaction of other people and the judgements they will make impact on self concept and
promote isolation from the very social activities and networks that we now understand to be
protective. For others, particularly those with a less well defined self concept, the perception that
others judge them negatively leads to an aggressive response which is again counter productive
in facilitating social inclusion (study 9).

We understand more about the day to day ‘work’ of having an appearance concern. Lansdown
et al (1996) described this as an ‘Achilles heel’ and it is clear that in meeting the challenges and
demands of everyday life as we all do, excess stress often manifests itself as renewed
preoccupation with appearance for those who perceive themselves to be disfigured. This finding
fits with the clinical observation that people often seek surgery or physical solutions at times
when they feel most vulnerable and are at risk of making poor decisions.

Dissatisfaction with appearance may not be confined to one area (studies 1-4, 12). In
understanding its impact, it is clear that for some people there are multiple concerns about
appearance or that a visible difference has an impact because of its interaction with weight
problems or with ageing or other aspects of appearance. Nor is appearance concern the
perogative of the young; many older people continue to be concerned with the impact their
appearance has on the way in which other people perceive them.

The visibility of a disfigurement has produced some interesting findings (studies 1, 3, 10),
suggesting that in the same way that social interaction can be difficult because of the fear of
others reactions to a visible disfigurement (e.g. on the face), similar problems arise when
conditions are not normally visible, because of the fear of disclosure during intimate settings.
Both responses are connected to the concern people have to avoid negative evaluation, with the
fear of negative evaluation acting to reinforce the negative appraisal of appearance in those for
whom appearance has a high premium. Once this view of the world is established, it is self-
reinforcing through the selective attention to and negative appraisal of the information that
sustains it.

An important positive aspect of these findings is that appearance cognitions are amenable to
change. CBT approaches target the beliefs and behaviours that maintain a maladaptive schema
and promote continued preoccupation with appearance. Using the techniques which have such
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a strong evidence base in other areas of psychological treatment, we can work with individuals
and groups to develop new, sustainable and positive appearance schemas which will facilitate
social interaction and inclusion and promote positive adjustment.

The high levels of individual variation that have been evident in earlier studies of appearance are
clear in this study too (studies 1-4, 5, 8, 10-12). Thus we have needed to develop a tool which
allows us to choose from a range of interventions and packages of support. Whilst one person
may benefit from a detailed psychological input, many others respond to less intensive
measures. Indeed there is evidence for brief solution focussed approaches which focus on
managing staring and comments from others (Clarke, 1999).

The intervention manual has therefore been designed both to provide an informative evidence
based background to the area, and to describe a range of methods and approaches to
managing appearance concerns. In common with the stepped approaches used in the delivery
of clinical care in other conditions, we have devised a stepped care model for the management
of appearance.

A stepped care approach to psychosocial intervention

Informed by the results of The Healing Foundation study, the manual provides the theoretical
basis on which to plan intervention, together with an outline of the approaches that have been
used so far in disfigurement and in associated problems of appearance anxiety and social
phobia. Clinical examples are used to illustrate the range of problems that people encounter.

Stepped care models, now routine practice in cancer care, provide an approach which facilitates
the psychosocial care of patients by providing a role for everyone in the care team. Level one
intervention refers to the provision of a sympathetic and caring environment in which people are
treated with dignity and respect, encouraged to ask questions and provided with relevant
information. Whilst all team members are involved at this level, more complex interventions
(level 4) would be delivered by specialists with additional training. A similar approach is
illustrated by the PLISSIT model in sexual health, used here because it offers the advantage of
an acronym which aids recall.

The PLISSIT model (Annon, 1974):

Permission

Limited Information
Specific Suggestions
Intensive Treatment

LN

Level 1: Permission

The first level — permission — is a particularly important concept. Observers often worry about
whether it is appropriate or not to address issues relating to appearance. The model provides a
framework in which a direct approach is encouraged. Permission also applies to both sides of
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the interaction, with both patients and health professionals encouraged to ask questions about
psychosocial issues.

We have recommended that all patients should develop a response to answering questions
about their appearance which manages curiosity by providing a minimal amount of information
(Coughlan & Clarke 2002; Rumsey et al 2002). In practice, this means that all practitioners,
including GPs, are responsible for raising questions about appearance.

Level one training can be delivered as part of a simple study day or via written information
available to health professionals. However, it is also essential that pathways are in place for
referral where it is evident that people are having significant problems in addressing some of
these issues.

Level Two: Limited Information

If people are to ask about appearance then they must have an idea about how to manage the
responses they get. Perhaps the biggest barrier to asking about emotional reactions is the lack
of training to deal with the response or lack of access to someone else who can help.

Resources such as details of support organisations or website addresses provide a Limited
Information response. Changing Faces leaflets or other resources produced to specifically
address the area of visible difference and appearance concerns can also be provided via a
patient library or via the book prescription scheme. As a basic minimum, anyone who has an
unusual facial appearance should be encouraged to have an answer to the question:

* “What happened to your face?”

Chapter 5 of the manual provides details of examples of how this might be managed, but the
goal is to try to elicit a response from the individual which is personal to them and fits within their
usual interpersonal style — rather than to provide a “stock answer”.

It would be reasonable, after minimal training, for health professionals to deliver the first two
levels of this stepped approach.

Level Three: Specific Suggestions

At this level of intervention, the health professional is providing more guided help towards a
specific problem. This has been framed as a ‘target stressors’ approach — building strategies for
managing commonly reported problems. This is the approach used by Changing Faces in their
direct work with patients and through the use of their information resources.

As a minimum this would require an assessment and identification of the goals for change (see
Goal Setting; Chapter 4), the design of a strategy to achieve this goal, monitoring of
effectiveness and a further assessment to evaluate the outcome. The section on social skills
training gives examples of working in this way (Chapter 5).
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Nurses in a counseling role, clinical nurse specialists, occupational therapists and maxillofacial
technicians frequently find themselves in a setting where they spend time with patients as part
of their physical treatment. They are ideally placed to deliver a psychosocial intervention at this
third level of the PLISSIT model. The training days for health professionals at Changing Faces
have included this tier for health professionals working in head and neck cancer. Ideally,
supervision from expert staff such as psychologists should be available.

Computer-based interventions such as FacelT, developed by Bessell and colleagues, are a
recent addition to psychological treatment and the evaluation of this approach indicates that it is
extremely effective (Bessell et al, 2008). FacelT could be part of an intervention provided by a
non-psychologist, but has been evaluated as part of package where it is supervised rather than
standing alone. It could also be a very useful addition or first step to an intensive treatment
offered by a psychologist or person with a recognised training in CBT. It offers the enormous
advantage that the intervention can be completed remotely.

Level Four: Intensive Treatment

This final level of intervention relies on specialised training in psychological therapy. The CBT
model outlined in Chapter 6 should be delivered by someone with a relevant qualification in
psychology or training in CBT.

This stepped care model suggests that a non-specialist can provide the first three levels of
intervention to include behavioural approaches to managing problems of visible difference. They
must be provided with additional training; resources and clinical governance arrangements
should be in place to ensure supervised practice. This level of intervention can be effective
when there is:

* Good agreement between objective and subjective assessment of visibility

* Clear evidence of intrusion from other people with concrete examples

* Inadequate social skills, particularly poor eye contact

* Visible safety behaviours — baggy clothes, hats and camouflage, unkempt appearance
* Inability to deal comfortably with staring and questions about appearance

* Preoccupation with appearance is situation specific rather than constant

An intensive intervention provided by a psychologist or other specialist is more appropriate
when there is:

* A mismatch between subjective and objective visibility of appearance

* Multiple appearance-related concerns

* Past history of or current body image concerns

* External shame is assumed in the absence of concrete examples (“no-one actually says
anything but | know what they are thinking”)

* High frequency of checking particularly in the form of reassurance elicited from other people

» Safety behaviours are more internalised

* Preoccupation with appearance is continuous

* High levels of anticipatory anxiety and post event analysis
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Level of

Health professional

intervention Description Example of intervention background
Sensitive exploration of All health pracitioners
Level 1 Permission s chosociarl) CONCEns including GPs, practice
psy nurses, NHS direct
Written information, All health practitioners
Limited recommended websites and working with target
Level 2 . ; contact details for support groups including
information . ; .
groups. Answering basic doctors and nurses in
questions about visible difference relevant specialties
Nurses in a counseling
Social skills training, dealing with role, Clm.lcgl nurse
o . specialists,
Specific staring, comments and . .
Level 3 . : . . occupational therapists,
suggestions questions. Managing social . .
L . maxillofacial
situations proactively L
technicians, support
groups
Cognitive behaviour therapy
Level 4 Intensive aimed at identifying and Specialist training in
treatments modifying maladaptive CBT

appearance schemas

Figure 13: Stepped care framework for interventions to promote psychosocial adjustment in appearance

concern

The skills for providing this stepped care approach are fully developed in the manual, together
with worked patient examples, sessional guides and suggested techniques. We anticipate that
in the next phase of our work in appearance, we will start to offer training at the different levels
outlined, using the manual to inform and support this training.
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CONCLUSIONS AND THE WAY FORWARD
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This series of studies represents the largest programme of research in this area to date. The
quantitative and qualitative results have confirmed the considerable distress experienced by
many people with disfiguring conditions. The research has also provided a much greater
understanding of the factors and processes involved in positive adjustment. The on-going effort
of coping with a disfiguring condition, and the multi-factorial nature of adjustment and distress
are clear, as is the huge range of individual variation in the experiences of those affected.
Levels of distress were high and debilitating for many participants, both in those actively seeking
treatment, and those accessed through community settings.

Socio-cognitive and appearance specific cognitions are key in adjustment, and are likely to be
amenable to intervention. Packages of support and intervention tailored to individual need
should be developed, trialled and refined. This process has begun. An intervention manual
designed to be delivered by psychosocial specialists in one-to-one sessions with those with
greatest need has been informed by the results of this programme, is included in this report and
will be introduced in a training workshop for specialists in November 2009.

In addition, the results indicate that adjustment is labile and can be influenced by a myriad of
factors. These fluctuations indicate the need for the routine availability of support and
intervention. Screening should be offered in health care settings and  appropriate referral
pathways for specialist assessment and intervention should be developed. (For a model of how
this might work in the context of health care, see Figure 14).

Psychological Psychological Psychological
—» . .
Assessment Intervention Intervention
Routine screening Surgical / Medical [ Followup |—®» Discharge —® Easy access
(e.g. when attending Intervention to intervention
for treatment &/or at as necessary

times at transition or

change)

Figure 14: Discussion framework for the routine availability of screening, assessment and intervention.

A comprehensive model of care will require training health professionals about psychological
adjustment to disfigurement and of ways of meeting need. Plans are currently underway to
devise a tiered approach to training, ranging from awareness-raising for all health care team
members through to conveying the specialist knowledge needed by professionals taking
particular responsibility for the psychological well being of those affected by disfigurement.

Further funding is needed for both the development of interventions and for the training of health
care professionals.
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Although this research has shown that the cognitive architecture of each individual and the
personal interpretation of appearance related information are key in adjustment, it is also
evident that the person’s social and cultural context are of considerable importance. For the
most vulnerable, messages from the media and from society are relentless. Even the most
resilient can be affected by the barrage of appearance information in their societal context.
Public education is needed to reduce the pressure on those vulnerable to appearance concerns,
and interventions should be adapted to suit the cultural context.

As is usually the case in research, the findings of this programme offer clear pointers for the
research agenda of the future. This agenda includes further examination of specific issues
raised by this programme, such as the impact on adjustment of the visibility and disguisability of
a difference. The effects of functional disability in the context of disfigurement also warrant a
more detailed exploration. Gender differences in manifestations of distress, a better
understanding of the similarities and differences in body image and appearance concerns in
those with and without disfigurements and the development of culturally sensitive measures
specifically relating to the appearance concerns of those with visible differences are also
research priorities. This research programme has focussed on the adjustment of adults, and
there is a pressing need to examine these issues in young people. This research will be a
considerable undertaking and will require the development of measures appropriate to each
developmental stage.

In addition to tangible benefits for those affected in the form of a specialist intervention, and to
plans for further packages of information and support, for the training of health care
professionals, and for school and community based public education initiatives, this research
programme has addressed an acknowledged need to increase research capacity in this area.
As the result of their experience of working on this project, several of the research assistants
are developing their newly established interest in the field. Dr. Sally-Ann Clarke
(Sheffield/Bradford) has begun her training in clinical psychology and remains committed to
research and practice in this area. Hayley James (UCL) has achieved funding to complete a
PhD and is continuing to write papers from this programme for publication. Dr. Antje
Lindenmeyer (Warwick) is continuing to develop her interest in weight and shape issues, and
the links of these to disfigurement. Dr. James Byron-Daniel (Bristol) has retained his interest in
appearance research and has established a research programme relating to exercise and
appearance. Emma Williams (Bristol) has been developing a research programme relating to
the appearance related consequences of transplants. Eleanor Walsh (Bristol) is currently
analysing data on lay perceptions of disfigurement for her MSc thesis and Liz Jenkinson
(Bristol) has been conducting the study of the training needs of GPs as part of a Professional
Doctorate programme. Liz has recently been appointed as a Research Fellow at CAR on a five
year contract and will lead a programme of research on interventions for people with
appearance related distress. Dr. Alex Clarke (Royal Free) has become a Visiting Professor at
UWE and will be working with the team at CAR on a regular basis over the next five years.
Krysia Saul (Warwick) is developing her interest in the disfigurement related adjustment of
people from BMEs and is staging a series of workshops in The Midlands.
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