What are the support needs, and preferences for the
delivery of support, of people impacted by nerve

tumours?

In 2022 a team at the Centre for Appearance
Research (CAR), conducted an online survey
that was completed by 593 people with a
visible difference (550 adults and 43
parents/carers of children and young people
with a condition or injury that impacts on
appearance). This is a summary of what we
learnt from 20 people who told us they had Ages 19 -73

nherve tumours.

What would you like support with?

Confidence and self esteem
Mental health

How would you like support to be provided?

Written info on website

Info about possible treatment

Talking to others about my appearance Online support group

Employment issues

Pain management In-person counselling

Accepting my appearance

el e Self help guides/books
Bullying
Managing stress Printed information
Managing reactions to my appearance
Body image In-person support group

Info about the cause of my condition
Managing negativity on social media Apps
Support with decision making

. Videos/animations
Education

Intimacy and romantic relationships

. Podcasts
Support for family

Using social media positively . .
. Residential weekends
Legal issues

Returning to work X .
Phone/online counselling
Support for partners
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Who would you like to receive support from?
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Please rank what is important to you when accessing support.

Others with lived experience
17.4%

1st. That it is specific to my condition
2nd. The location

3rd. The cost

4th. The format

5th. The provider is reputable

6th. That it is evidence based

7th. Accessibility

Thank you to everyone who took part in this survey, your responses
are helping us to plan our future work.

Joining the CAR Participant Pool is an easy way to hear about future
research projects that you might be interested in taking part in. To
sign up to the Participant Pool, go to www.uwe.ac.uk/car or scan the
QR code
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