NHS

Royal Papworth Hospital

NHS Foundation Trust

Henry Blythe Wright

My name is: ... L

This i1s my Hospital Passport

I have a rare genetic medical disorder. Please read this document.

If | have to go to hospital this book needs to go with me — it gives
hospital staff important information about me. It needs to hang on
the end of my bed and a copy should be put in my notes.

e This passport belongs to me
¢ Please return it when | am discharged

e Nursing and medical staff please
look at my passport before you
interact with me.

Things you must
know about me

Things that are
important to me

Important notes
and contact info

Please note | have a rare genetic medical disorder:

Ataxia Telangiectasia

Please see www.atsociety.org.uk/about-a-t/ for more information
or contact the National Adult A-T Service at Royal Papworth Hospital
on 01223 638000 and ask for Dr Nicholas Oscroft.




Things you must know about me

Likes to be known as: H ......................................................................................................

NHS number: 440-120-6932 ..................................................................................
12-09-1994

Date Of Birt: . S

Mother Karen ,Father Peter

Family contact person, carer or other support: ... L T T LT

Albert brother.



Roman Catholic

RElIGION: T e

Religious/SPIritual NEEAS: ... ..o

Other services/professionals involved with me:
Please copy correspondence and request advice if necessary

National Adult Ataxia Telangiectasia Service at Royal Papworth Hospital
Point of Contact: Care Coordinator — Natasha Everett
email: Natasha.everett1@nhs.net, Tel: 01223 639452

Ataxia Telangiectasia Clinical Lead: Dr Nicholas Oscroft, Respiratory Consultant —
Secretary Caroline Woodcock 01223 639803
Out of Hours Contact for Royal Papworth is the RSSC Consultant on 01223 638000

I .

Yes

IMIUN O I Ny T e

Risk of choking, Dysphagia (eating, drinking and swallowing): ..........ccccccoooiiiiiiiiceeee
Risk of choking when eating or drinking

10/07/2024

Date completed o e

», Henry wright
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Things you must know about me

. . HyQvia,human normal immunoglobulin 30g infused 3 weekly, Metformin Hydrochloride prolonged
CUENT MEAICATION: .. e e

1 tab morning and evening,Baclofen 10mg half a tablet 3 times a day,Simvastatin 20mg

My past medical history and treatment plan:

| have a rare genetic medical disorder: Ataxia Telangiectasia

Please see www.atsociety.org.uk/about-a-t/ for more information or contact
Royal Papworth Hospital or the AT society. Due to this condition | am sensitive
to ionising radiation and have a high risk for developing neoplastic lesions.

It is strongly recommended to clinicians treating people with A-T that in the
event of unusual or otherwise unexplained symptoms, consideration be given
at the earliest possible opportunity to the possibility of cancer being the cause,
and appropriate tests carried out.

Although people with A-T are very sensitive to ionising radiation due to their
underlying genetic defect, the use of tests involving ionising radiation is
probably warranted where no other imaging modalities (eg ultrasound) would
give satisfactory diagnostic results. However, radiotherapy and radiomimetic
drugs should be avoided. Advice is available on some side effects seen in

A-T children treated with some cytotoxics5.

More information is available at www.atsociety.org.uk/for-professionals/



Verbally ,i have trouble with strong

How to communicate with me; .. 2 X . L o e o L e .

accents though,people need to speak slowly and also give

How | take medication: (whole tablets, crushed tablets, injections, syrup) ......0 . 20 2
medication is taken orally in tablet form,HiQuivia is admistered

| will be able to tell you 1 am in pain

How you know I am in pain: ... . 0 . s o L L LN

and by my facial expressions.

| use a wheelchair at

Moving around: (Posture in bed, walking aids) ... . .

all times,as i cannot walk at all, my Mum and family transfer me from chair to whether i need to go

Personal care: (Dressing, washing, including assistive equipment etc) ..........ccccceviiiiiiiiinnn,
My carer and mum shower me and dress me, my mum feeds me as i



Things that are important to me

. : L . I f di d t
Seeing/Hearing: (Problems with sight or hearing) Weargassesor realngancompuer

| read to the right,hearing good.

How | eat: (Food cut up, pureed, risk of choking, help with eating) mnyOdIS CUt Upm

small pieces and fed to me,and i drink through a straw.

I drink normal fluids

How | drink: (Drink small amounts, thickened fluids) ... s o o .

and small amonts slowly so as not too choke.

How | keep safe: (Bed rails, help with transferring) .............cccooociiiiiii
My parents and brother transfer me manually and i have a

| am taken in my

How | use the toilet: (Continence aids, help to get to toilet) .20 . o
wheelchair or,desk chair and transferred manually,and the toilet cleans me

Sleeping: (Sleep pattern/routine) gOtObedusua”yaround11meher IStay unt"

8am ,if i need the toilet before that i call for my Mum.

24-08-2022

Date completed o .

», karen Maloney Henry wright




Contacts and useful websites

National Adult Ataxia Telangiectasia Service at Royal Papworth Hospital

Point of Contact: Care Coordinator — Natasha Everett

email: Natasha.everett1@nhs.net / Tel: 01223 639452

Ataxia Telangiectasia Clinical Lead: Dr Nicholas Oscroft, Respiratory Consultant —
secretary Caroline Woodcock 01223 639803

Royal Papworth Hospital NHS Foundation Trust
Papworth Road | Cambridge Biomedical Campus | Cambridge | CB2 0OAY | 01223 638000

AT society — charity that supports me and my family

Contact: Kay or Anne

01582 760733 kay@atsociety.org.uk or anne@atsociety.org.uk
www.atsociety.org.uk

Please contact the National Adult A-T Service at Royal Papworth Hospital
if you have any questions about the passport.
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