AR KRR

WOLFRAM SYNDROME UK
Inform, Support, CURE

www.wolframsyndrome.co.uk

New Parent’s Clinic
Pack



' V5 ﬂfm*;n’, Sb(ppO*Vt; bC URE

CONTENTS OF PACK:

1. Wolfram Infographic

2. Why should | attend the WS clinic?

3. Clinic Information

4. Benefits/Financial Help

5. Helpful organisations

6. Facilities at the hospital and Floorplans
7. Frequently asked questions

8. Claiming travel costs

9. Meet the Expert

10.The Wolfram Syndrome child at school: give this sheet to your child’s
teacher.

11. Wolfram Syndrome Variants

12. Forms for Clinic
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This QR code will take you to the Wolfram Syndrome UK
website.



This pack has been produced by Wolfram Syndrome UK in support with
Birmingham Children’s Hospital.

The medical information was produced with guidance by Prof Timothy Barrett

Wolfram Syndrome Children’s Professional at Birmingham and Dr Renuka Dias
Wolfram Syndrome Children’s Clinical Lead at Birmingham Children’s Hospital.

Family Support Co-Ordinator’s (FSC) Details

Georgina King — Mobile: 07592 629813
Email: georginaking@wolframsyndrome.co.uk

Olivia Edwards — Mobile: 07756 778454
Email: oliviaedwards@wolframsyndrome.co.uk

This QR code will take you to the Family Support Co-Ordinator’s page
on the WSUK website or you can use the link -
https://wolframsyndrome.co.uk/family-support-coordinator/



mailto:georginaking@wolframsyndrome.co.uk
mailto:oliviaedwards@wolframsyndrome.co.uk
https://wolframsyndrome.co.uk/family-support-coordinator/
https://wolframsyndrome.co.uk/family-support-coordinator/
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Examples of Forms for Clinic



a CHILD AND ADOLESCENT MENTAL HEALTH )
SERVICES

DEPARTMENT OF CLINICAL PSYCHOLOGY
\_ DIRECT DEPARTMENT LINE: TEL: 0121 333 8046 )

Birmingham Children's Hospital has a Paediatric Psychology Team
delivering psychological care and consultation across the hospital. As
part of the Wolfram multi-disciplinary clinics you will be offered a thirty
minute appointment with a member of the team. Our role is to work with
children, young people and their families where emotional factors are
impacting on a child's health condition and/or its treatment.

The aim of the screening appointment is for us to assess the
psychological needs of your child/young person. It will be possible for
you to have some time together as a family, for you as parents/carers to
have some time alone, for your child/young person to have some
individual time, or a combination of the three options, whichever you feel
would suit your family best.

Some families find it useful to discuss a wide range of different things,
including areas such as how to discuss their child's diagnosis with them,
adjustment to life with Wolfram Syndrome, the emotional aspects of
adjustment to visual or auditory impairment and thoughts about their
appearance. Other areas that parents have chosen to discuss include
coping with medical procedures, difficulties with learning and peer
relationships. Every child and family is unique and as such there may be
different things that you would like to talk about

If you would like the opportunity to talk to us about what psychology we
may be able to offer or discuss issues regarding your child prior to your
appointment at the clinic, please contact us on the telephone number
above.

We would be grateful if you would complete the enclosed
questionnaire prior to coming to clinic and send it back to us. We
look forward to seeing you in clinic.




Birmingham Children’s Hospital INHS'|

NHS Foundation Trust

CHILD AND ADOLESCENT MENTAL HEALTH SERVICES
DEPARTMENT OF PAEDIATRIC PSYCHOLOGY

Blrmingham Children‘s Hospital
Steelhouse Lane

Bérmingham

B4 6MNH

Tel: 0121333 8048

Young Person's Questionnaire

The rare diabetes team here at Birmingham Children’s Hospital is made up lots of
different professionals including Clinical Psychologists.

We often work with young people and their families to think about the emotional side of
their condition. This might include weight management, visual impairment and the
social difficulties.

Some things that young people have talked about are below. Please let us know if you
have had a similar experience and would like to talk more about this:

1. Feeling different to other people my age

I'm OK with this [ ] | would like to chat aboutthis [ |
2. Not being able to do things that other people my age do

I'mOKwiththis [ ] | would like to chat aboutthis [ ]
3. Finding it difficult to talk to people my age (e.g. feeling shy or self conscious)

I'm OK with this [ | | would like to chat aboutthis [ |
4. Unwanted attention or bullying from others

I'm OKwith this [ ] | would like to chat about this [ |
5. Feeling unhappy, low in mood or anxious

I'mOKwiththis [ | | would like to chat aboutthis [ |




* Some young people find that their difficulties can be hard to think about or they
worry that their parents will become upset (it's normal to feel like this, but it is
good to talk about it)

¢ Your appointment with the Psychologist is a safe place to talk about how you feel

¢ You can choose to attend this appointment on your own or with your parents

» The Psychologist will think with you about ways you can cope with any problems
you may be experiencing

A. Please list any other concerns that you would like to discuss

B. On a scale of 1-10 how would you rate your mood
D12 3 4 5 6 7 8 9 10()

Thank you for completing this questionnaire and we look forward to meeting you
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