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Poll:

(1) Who uses measures of body image?

(2) Who often struggles to find the “right”

measure to use? |
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Background:

* Many different measures to assess body image

* Challenging for researchers and health care
providers to determine which measures to use,
and to compare findings across studies



Thank you for inviting us, in our roles as Chief Executive and the Director
Mcindoe Research Foundation (BMRF) to participate as a Project Expert —

proposed k ge sy is of related to body image for peop
We are delighted to participate in this important project.

The BMRF has a long history of pioneering advances in scientific research a
for patients suffering from burns as well as tissue loss due to other form!|
after our founders, the pioneering plastic surgeon, Sir Archibald Mcindo
Blond. The foundation laboratories are based at the Queen Victoria Hospital
Sussex, and our history can be traced back to the ground-breaking tre
experienced by World War Il aircrew. These young men, injured by w:
become the first patient support group and famously renowned as The G
support of the club and camaraderie is evident in the remaining members d
regularly. The close association between the BMRF and the Queen Victo
access to resources, facilities and clinical collaborations is unique in the UK.
up over 54 years of innovative research for the improved care and outcome!
other body differences.

As an organisation, the BMRF is very familiar with your work into assess|
people with appearance related concerns, the psychosocial needs and tl
patients with disfiguring conditions. We have also met personally on
meetings of the British Burns Association, and more recently at th
‘Appearance Collective’ meeting held at the Royal College of Surgeons in Lor}

Given our long history working with the burns and trauma clinicians at QV
association with members of The Guinea Pig Club and our patient repres:
and understand how important body image is for people with facial and oth
research programmes are dedicated to understanding how to repair and re
as well as repairing deep tissue injuries caused by trauma or after surgen)
different approaches involving sprayed cells, collagen scaffolds, other bioma|
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Dear Professor Thombs

I’'m writing reference your proposed project for systematic review of the current measures us:
(psychological and social) for patients affected by a different appearance. As Deputy Chief Exe|
Palsy UK, | would like to offer my support to this project and accept your invitation to participa
User. | was born with facial palsy and have over ten years’ experience in supporting others affi

Facial Palsy UK is a charity registered in England, Scotland and Wales, providing information al
affected by facial paralysis due to any cause. We raise awareness of the needs of facial palsy p}
for better services, as currently this patient group is neglected, particularly in terms of psychol
provide adult support groups and family days for children affected by the condition, reducing
people together who benefit from mutual support. We encourage people to talk openly about;
share their concerns. Previously isolated and vulnerable individuals are now helping to raise a
offering support to others. Our future plans include Workshops: Back to work; Intimacy issues;
mothers with Bell’s palsy. It would greatly benefit us to have recommended measures for evall
our work and therefore have more understanding where we need to improve. Currently we al
measures to use to demonstrate our impact. We would also like to share and compare inform:
charities working in this field across the international community, currently this is difficult.

There is a widely held misconception that facial palsy is just a cosmetic issue. The psychologicd
able to smile in the same way as y else is hugely d even within the heal
very few clinics specialising in support for this patient group. More generalised counselling or
patient group often reports feeling misunderstood by theraplsts who underestimate the social
condition. | believe a defined set of ifically for this patient group|
clinicians to better shape counselling services to improve outcomes. The role of charities such
is extremely important that we are given the right tools to improve services and influence bes

Our role with the team will involve sharing our expertise and reviewing project plans to ensure
We will actively participate in project meetings to educate the team about the challenges serv|
the team has all necessary information to meet the project goals and objectives. Professor Nid]
member of Facial Palsy UK’s Medical Advisory Board and has made a valuable contribution to
since its launch in 2012. We look forward to working with you on this project.

Yours sincerely

o s T——>

Karen Johnson
Deputy CEO
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13 May 2015 Dear Professors Rumsey and Thombs,
Dear Professor Rumsey,

| would like to thank you for your kind invitation to join a network of collaborators
working towards an assessment of the diverse range of psychometric measures in
the fields of psychological and social adjustment to disfigurement in the role of
Knowledge-User. In my role as Chief Executive of Changing Faces which supports
and represents the interests of people with facial and body disfigurements of any
kind, | recognize the fundamental and urgent need for this work.

At Changing Faces, we have worked over the past 23 years to pioneer and develop
and advocate for the provision of best-practice, evidence-based psycho-social
interventions for this group of people. They are patients who have congenital,
traumatic, oncological, ophthalmological, dermatological, rheumatological and/or
neurological conditions but share a very common psycho-social experience.

We recognise that there is a great heterogeneity of objective measures for assessing
outcomes and progress for these patients. Establishing which tool is best for a given

patient cohort would through its usage inform studies worldwide. In so doing, it would
allow health professionals to work out which interventions really work for patients.

Your proposed systematic review of all measures has the potential for being pivotal
and Changing Faces would strongly support this work as it underpins all our own
efforts to promote self-esteem, confidence and effective adjustment to the visual
impact of these conditions.

Changing Faces would be very keen to work with the consortium to help advance this
endeavour. We are delighted that the Centre for Appearance Research at The
University of the West of England is involved too as Changing Faces was closely
involved in the creation of this Centre.

We commend you for forging this consortium and very much support its intent.

Yours sincerely,

James Partridge OBE, DSc (Hon)
Chief Executive

Changing Faces, The Squire Centre, 33-37 University Street, London WC1E 6JN
Telephone: 08454500 275 Fax: 0845 4500 276 ~ Email: info@changingfaces.org.uk
www.changingfaces.org.uk

Company Linkd by Guaranee. Registeed 1 England and Wales No. 2710440 Rgisred ffe: The Squs G 3337 Uniershy St London WOTE 6N
jstered Charity No. 1011222  Chardy Registered i Scoiand SC038735
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At Restore, we have a range of national and international projects which focus on
improving the outcome for patients who have sustained major injuries, including
burns. Over twenty years ago, one of our earliest fellows noted the heterogeneity
of objective measures and it is surprising that with time, only more instruments
have developed with little consensus about what best measures domains such as
psychological wellbeing. Establishing which tool is best for a given patient cohort
would through its usage inform studies worldwide. In so doing, it would allow us to
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Background:

Thus:

there is a need for clear recommendations and
guidance on body image measures, in order to
make the field more cohesive and increase
comparability of outcome research.




Aim of our COST team:

To rigorously synthesize evidence on key body
Image measures

and

work towards a recommended “core set” of
measures.



Steps towards developing a core set

Developing methods | —| Identifying what |——5 Prioritizing measures
measures are used to look at

|

Search for studies on
Data synthesis and COSMIN Checklist measurement
recommendations and Data extraction properties

|

Dissemination and development of core set (flexibility to add on ongoing basis)




Step 1: what measures?

Differences in terminology and concepts related to
appearance, e.g.:

*Body image
*Appearance self esteem
*Appearance satisfaction
*Body esteem

*Fear of negative evaluation

*




Step 1: definition

Contains a measure that generates a total score
or subscale scores that assess an evaluative
component of body image

defined as: an individual making some kind of
cognitive or affective evaluation of their body or
appearance with a positive or negative valence.



Step 1: what measures?

Identifying commonly used measures:

* PsycINFO, CINAHL Plus, and MEDLINE
databases

* Published articles describing research on body
image between August 2011 and August 2014

* Extracted the names of the body image
measures used from full-text



Quiz:

How many different body image measures
were used between Aug 2011 and Aug 2014?

1) Less than 60
2) Between 60 and 120
3) More than 120



Step 1: outcomes

e Search revealed > 400 studies

* Using in aggregate >150 measures
* Of which 56 met our definition




Step 2: Prioritizing

* Consensus expert meeting

* Prioritized measures based on:

the extent that they are used in research,
clinically, and in program evaluation, and/or are
important theoretically




Step 2: Outcomes

o Body Appreciation Scale (BAS)

o Body Shape Questionnaire (BSQ)

o Body Esteem Scale (BES)

o Eating Disorder Inventory (EDI)

o Multidimensional Body-Self Relations Questionnaire (MBRSQ)
o Body Image States Scale (BISS)

o Drive for Muscularity Scale (DMS)

o Eating Disorder Examination Questionnaire (EDE-Q)

o Centre for Appearance Research Valence of Appearance scale

‘CARVAL'




Step 3: Systematic reviews

Aim: to synthesize, critically
appraise, and compare the
evidence on the measurement
properties of nine commonly used
body image measures.

AVAVAVA

VARV
.



Step 3: Systematic reviews

o For each measure separately:
o ldentify papers on measurement properties

o CINAHL Plus, EMBASE, ERIC, PsycINFO, Scopus,
Web of Science databases

o Search terms: variations of the name of the

measure in the title/abstract (e.g., Body Shape
Questionnaire, BSQ-Short Form, BSQ, BSQ-SF)



Step 3: In- and exclusion

o 2 reviewers independently:
o Title/abstract screening

o Full-text screening

o Inclusion: papers that examined measurement
properties (either as the focus of the article or in
a designated section of the article)



Step 2: Outcomes

o Body Appreciation Scale (BAS)

o Body Shape Questionnaire (BSQ)

o Body Esteem Scale (BES)

o Eating Disorder Inventory (EDI)

o Multidimensional Body-Self Relations Questionnaire (MBRSQ)
o Body Image States Scale (BISS)

o Drive for Muscularity Scale (DMS)

o Eating Disorder Examination Questionnaire (EDE-Q)

o Centre for Appearance Research Valence of Appearance scale

‘CARVAL'




Step 3: In- and exclusion

Body Appreciation Scale (BAS) Pending
Body Shape Questionnaire (BSQ) Pending
Body Esteem Scale (BES) Pending,
<20
Eating Disorder Inventory (EDI) >90
Multidimensional Body-Self Relations Questionnaire (MBRSQ) 12
Body Image States Scale (BISS) 2
Drive for Muscularity Scale (DMS) Pending
Eating Disorder Examination Questionnaire (EDE-Q) Pending
Centre for Appearance Research Valence of Appearance scale 2
(CARVAL and CARSAL)




Step 3: COSMIN checklist

o Consensus-Based Standards for the Selection of
Health Status Measurement Instruments
(COSMIN) method: tool increasingly accepted as
the gold standard for evidence synthesis of the
performance of patient-reported outcome
measures

oCan be used to determining if a study on
measurement properties meets the standards

for good methodological quality.




Step 3: COSMIN checklist

QUALITY of a HR-PRO

Reliability

Internal
Consistency

Reliability
(test-retest,
Inter-rater,
Intra-rater)

Validity

Content
validity
Criterion

face
validity
validity

(concurrent validity, Structural validity
predictive
validity)

Measurement
error
(test-retest,
Inter-rater,
Intra-rater)

Construct
validity

Hypotheses-testing

Responsiveness

Cross-cultural
validity

Responsiveness




Steps to complete

o Finish systematic reviews
o Synthesize evidence

o Formulate recommendations for:
o Use of measures

o Additional studies needed

o Disseminate

o Add reviews of other @ TRY

PLANNING

measures (ongoing basis) X - [mALysis

| THINK




Conclusion

o Our work will help address the need for more consistency in the
assessment of body image in research and intervention
evaluation, which has been emphasized as a priority by
researchers, as well as non-government organizations (NGOs)
and health care professionals.

o We will be able to provide clear recommendations on research
that remains to be conducted on these measures.

o Results will be disseminated through the COST Appearance
Matters Network and targeted to key NGOs and health care
professionals.
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o Think twice before developing new measures!

o Focus on carefully conducting validation studies
that may be lacking for some commonly used
measures



Systematic review to develop a core set of body image measures:
a study of the COST Appearance Matters Network

Linda Kwakkenbos?, Barbara Dooley?, Maria Piedade Brand3o?, Ann Frisen®, Amanda Fitzgerald?, Johanna Kling®, Rachel
Rodgers®, Anabela Silva®, Phillippa Diedrichs®, Chris Jarrett®, Brett Thombs?, Lisa Jewett!, Diana Harcourt?, Nichola Rumsey®

1jewish General Hospital and McGill University; 2University College Dublin; 3University of Aveiro; *University of Gothenburg;
SNortheastern University; SCentre for Appearance Research and University of the West of England

Background

* Many different measures have been developed to
assess body image, making it challenging for
researchers and health care providers to determine
which measures to use, and to compare findings
across studies.

Thus, there is a need for clear recommendations
and guidelines for assessing body image, in order to
make the field more cohesive and increase the
comparability of outcome research.

The Consensus-Based Standards for the Selection of
Health Status Measurement Instruments (COSMIN)
method is a relatively new tool that is increasingly
accepted as the gold standard for evidence synthesis
of the performance of patient-reported outcome
measures.

Objective
To apply the COSMIN methodology to rig ly

synthesize evidence on key body image measures and
work towards a recommended “core set” of measures

Methods

* We searched the PsycINFO, CINAHL Plus, and MEDLINE

databases for published research articles related to
body image between August 2011 and August 2014.

* Team members extracted the names of the measures

used to assess body image, defined for our purposes as

a cognitive or affective evaluation of ones body or
appearance with a positive or negative valence.

Our international team of experts then prioritized
measures based on the extent that they are used

in research, clinical settings, and/or are

important theoretically.

A search for each measure separately was conducted
to identify published studies on measurement
properties.
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Findings

= Over 400 studies were identified that had used, in
aggregate, more than 150 body image measures.

Based on priority rankings, the following measures
were selected as the top priority measures for
evidence synthesis:

o Body Appreciation Scale;
Body Shape Questionnaire;
Body Esteem Scale;
Eating Disorder Inventory;
Multidimensional Body-Self Relations
Questionnaire;
Body Image States Scale;
Drive for Muscularity Scale;
Eating Disorder Examination Questionnaire;
Centre for Appearance Research Valence
of Appearance scale.

The next step will involve 9
systematic reviews of the W
measurement properties of <(
these measures and synthesis
of results.
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Conclusions

Our work will help address the need for more
consistency in the assessment of body image in
research and clinical practice, which has been
emphasized as a priority by researchers, as well as
non-government organizations (NGOs) and health
care professionals.

In addition, we will be able to provide

clear recommendations for increasing the
empirical support for the measures proposed within
the final core set.

Results will be disseminated through the COST
Appearance Matters Network and targeted to key
NGOs and health care professionals.

COST is supported by
the EU Framework
Program Horizon 2020

Thank youl!
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