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Name: Matilda Honey NHS number: 9876 543 2100 Name: Matilda Honey NHS number: 9876 543 2100

Things you should know about me Things you should know about me

These teams must be informed if | am in hospital or when |

Name: Matilda Honey
get really unwell:

Y

'
oo

Known as/preferred Matilda : :
pronouns: Great Ormond Street Hospital cardiac and CCN team

NHS number: 9876 543 2100 All contact details for professionals involved with me are at the back of this booklet.
Date of birth: 12.12.2022 '3] Allergies:
Address: 1 Toast Place, Hitchin, Stevenage none known

erts SG1 11X
hone 01909 000111
Email: passport@example.co.uk

commaiicate / what language | speak:

Family contact: parent, carer or other. Indicate if this
person has parental responsibility, Deputyship, or LPA

(legal power of attorney).

If you require more space please use pages 17 - 20

dietary needs:

Mum Tracy Honey has parg
Heart rate:

Respiratory rate:
Temperature:
Oxygen saturations:

as above

as above, no landline What to do if I'm anxious:

@ comforted by cuddles with mum and distraction

BIHX Religious/cultural/ none
C @1‘ spiritual needs

Ethnicity: White British

Risk of choking, dysphagia (eating / drinking / swallowing):

yes, see feeding plan




Name: Matilda Honey

NHS number: 9876 543 2100

Things you should know about me

4 %0‘ E
N

My on-going/ long-term medication:

captopril 25micrograms/kg x3 day

prophylactic antibiotics three times per week in winter
months

multi-vitamins

VIy main diagnosis and/or learning disability:

plex heart disease, see recent medical letter
iac surgery at 1 week old and at 3 years old

support and monitoring
Will need to contact GOSH C
emergency via Cardiac Regis on

Name: Matilda Honey NHS number: 9876 543 2100

Things you should know about me

—

This information helps others to know how | like to
communicate and how to meet my access needs.
These are often called “reasonable adjustments”.
Please tick and give details for any which apply to you,
leave blank if not applicable

Allow me to move around the room

Git e time to think about each question you ask me

> me a quiet waiting area/allow me to wait outside

not applicable

| S
P

Consider my sensory needs as some spaces can be too much or not
enough to make me feel com ble:

Textures




Name: Matilda Honey NHS number: 9876 543 2100 Name: Matilda Honey NHS number: 9876 543 2100

Things you should know about me Things you should know about me

| prefer to communicate through:

If you can give me a choice of where to meet, | prefer:

My parent/ carer Telephone

Talking Video call

)ying/my communication

vice (AAC device) clinic

At home

Other important things you neg
. ' requirements e.g. potential tr:
‘ ﬁ’ to help health care staff):

If there is a choice of appointment day and/or ti th

n/a
when to avoid if possible so | can attend the appo

n/a




Name: Matilda Honey NHS number: 9876 543 2100 Name: Matilda Honey NHS number: 9876 543 2100

Things you should know about me Things that are important to me

How to communicate with me, including any body

My emergency medical management plans:
m @ ‘ language | respond well to, or what to avoid:

I know some words, explain as appropriate for my age
m 01/07/25 and include my Mum, use play team to support when

Advance Care Plan or
resuscitation plan attached?

Yes V4
Symptom Management Plan
attzched? Yes 4
zure Pian attached? v
Pressure Prevention/Skin Care Yes v
n attached?

needed

01/07/25

ow | usually take medication:
(whole tablets, crushed tablets, injections, syrup)

nasogastric tube

Any cother treatment plan:

Cardiac care'pla che rom GOSH 01/07/25

Advance care plan‘and ﬂ ple attached

V P~
o

toys, walking and going ta
and can get out of breath.

What | might be like when | am unwell or in pain
IE(; (behaviour to look for, how | communicate and mo

Tired and lethargic

Not talking so much

Wanting to watch - not playing actively

Wanting Mum within my sight, and more upset when
she isn't with me, might be sad but not cry tears




Name: Matilda Honey NHS number: 9876 543 2100 Name: Matilda Honey NHS number: 9876 543 2100

Things that are important to me About me
What help will | need if | am in hospital? E.g. accessing the People in my family and people who are important to me:
toilet, knowing what is where, asking for help:
o My Mum, Tracy Honey
I need supervision _ _ My older brother Benjamin Honey
| still wear nappies when | am unwell or in hospital as | My pet goldfish
am not completely toilet trained My grandparents and aunts and uncles

portant things to know about me as | am developing:
. menstruation, puberty, sexuality)

young

Please add a pRo S gild / young person if you wish to:

How | move
% (walking aids, w
I walk but use my pu

unwell, | am on the waitin
| need bed sides
| have the head of the bed sli

How | manage personal care:
(dressing, washing, toileting etc.)

| have a bath seat
| need help to dress and wash

10 11



Name: Matilda Honey NHS number: 9876 543 2100 Name: Matilda Honey NHS number: 9876 543 2100

My likes and dislikes:

please use these to help me accept health care My usual routine

This can be completed if | am admitted to hospital or staying in a
different setting (respite, foster homes etc) to share my daily routine
e.g. eating/feeding, sleeping, personal care.

Examples of likes: what makes me happy, things | enjoy such as
watching TV, reading, music, crafts.

Examples of dislikes: shouting, food | don‘t like, physical touching.

Things | like: Things | don't like: Morning:
(please do this) (please don’t do this) insert feeding plan
insert medication times

Not being told what is
going to happen to me at
appointments or in hospital
Not having my Mum with
me when | am unwel

ing Cbeebies,

Afternoon:
Usually hav

/O/@

chin my bed, for 1 -1 1/2 hours

Bedtime from 7-8pm, sooner when unwell

12 13



Name: Matilda Honey NHS number: 9876 543 2100

My sleeping routine

My regular sleeping pattern is:

-last NG feed of the day

-last medication-brush teeth and bathtime
-bedtime stories for 15 minutes

-1 like to sleep with my night light on, called Owl

| have the head of the be
1 pillow

I wriggle around

Bed sides

14

Name: Matilda Honey NHS number: 9876 543 2100

Any other information you would like to share

My extended family live in the Lake District so | don't have them

close by
We have some close friends down the road who | call Auntie Jill

and Uncle Jeff, they help meet my brother from school when | am
in hospital

See attached feeding plan from the dietitian

feed from Abbott on home delivery
n change my NG tube tapes and the CCN team help to
ube every 3 months at home. | may need to come into
e comes out at the weekend as my medication and

i on time

15



Name: Matilda Honey NHS number: 9876 543 2100

Notes

€
607,0/8
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Name: Matilda Honey

NHS number: 9876 543 2100

Professional contact details

If you are using ‘My journey’ you don’t need to complete these pages

Health teams, Children’s Services, School / Nursery

Name and role

Dr Gupta
GP

Location

Queen Mother
Surgery, Hitchin

Contact details

01462 222222

The health centre

01462 222222

Children's Nur

r Hospital

01438 314333

Dr Kind
Paediatrician

Lister ital

Jenny Milk Hertfordshire

Dietitian Community Trust

Dr Hearty Great Ormond 0207 405 9200
Cardiologist Street Hospital

17



Name: NHS number: Name: NHS number:

Professional contact details Professional contact details

If you are using ‘My journey’ you don‘t need to complete these pages If you are using ‘My journey’ you don’t need to complete these pages

Health teams, Children’s Services, School / Nursery Health teams, Children’s Services, School / Nursery

Name and role Location Contact details Name and role Location Contact details

18 19



Name: NHS number: Name: Matilda Honey NHS number: 9876 543 2100

Professional contact details Professional contact details
If you are using ‘My journey’ you don’t need to complete these pages

Health teams, Children’s Services, School / Nursery

Name and role Location Contact details

Name and role Location Contact details

20 21



Name: Matilda Honey

Useful information and charities

NHS number: 9876 543 2100

The following links have been recommended by local families and may
be helpful for you (please note that we are not responsible for the
content of these sites).

Hertfordshire local offer:

www.hertfordshire.gov.uk/microsites/local-offer/the-hertfordshire-local-
offer.aspx

The Local Offer lets parents and young people know what special

Support, advice a
autism

Herts Help:
https://www.hertshelp.

ected pressures,
including financial advice and practical
Carers in Herts:
https://www.carersinherts.org.uk/
Support, information and advice for unpai

Young Carers:
https://www.carersinherts.org.uk/young-carers/
Support and activities for young carers

Local parent carer forum (HPCI):
https://www.hertsparentcarers.org.uk/

The HPCl works to make sure that local service providers know what
families with children and young people with SEND need. They gather
parent carer views and work in partnership to bring about positive
change across health, education, and social care services.

22

Name: Matilda Honey

NHS number: 9876 543 2100

Useful information and charities

Sendiass:
https://www.hertssendiass.org.uk/home.aspx
independent support and advice service for SEND

Resend:
https://resend.org.uk/
pendent support and advice service for SEND

such as gra

Contact:
https://contact.org.u

helping families with disab
guidance

chil thr support, connection and
Mencap:
www.mencap.org.uk/gettingitright
Support, advice and services for families o
disability
Council for disabled children:

/
www.councilfordisabledchildren.org.uk

Umbrella body providing collective voice for children with disabi
with networks, programmes and special interest groups

React:
https://reactcharity.org/

Supporting families with basic needs when a child is diagnosed with a
life-threatening or potentially life-limiting illness

23



https://www.hertfordshire.gov.uk/microsites/local-offer/the-hertfordshire-local-offer.aspx
https://www.hertfordshire.gov.uk/microsites/local-offer/the-hertfordshire-local-offer.aspx
https://www.hertfordshire.gov.uk/microsites/local-offer/resources-for-parents-and-professionals/the-neurodiversity-hub.aspx
https://www.hertfordshire.gov.uk/microsites/local-offer/resources-for-parents-and-professionals/the-neurodiversity-hub.aspx
https://www.hertshelp.net/our-services/
https://www.carersinherts.org.uk/
https://www.carersinherts.org.uk/young-carers/
https://www.hertsparentcarers.org.uk/
https://www.hertssendiass.org.uk/home.aspx
https://resend.org.uk/
https://familyfund.org.uk/
https://contact.org.uk/
http://www.mencap.org.uk/gettingitright
http://www.councilfordisabledchildren.org.uk
https://reactcharity.org/

Matilda Honey 9876 543 2100

Useful information and charities

New Life:
https:/newlifecharity.co.uk/
Charitable provider of equipment and grants for children with disability

Cerebra:
https://cerebra.org.uk

Support and advice for families with children with brain conditions and
; including education, sleep, behaviour and stress

Leading UK chari
and legal advice

Easy health:
www.easyhealth.org.u

k
Accessible health information and

Confident Conversation:
https://confidentconversationscharity.org/

Supporting parents and carers when a chi
information to help families when talking to hospital st

YA

Adapted and developed from Mencap (2020) by East and North Hertfordshire
Teaching NHS Trust Children'’s Services Co-Production Group. This document is
reviewed yearly, please email feedback to: enh-tr.roalddahlcmc@nhs.net

Dates of any updates:
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http://www.togetherforshortlives.org.uk
http://www.easyhealth.org.uk
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	no: Off
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	no 3: Yes
	Passport created: January 2026
	Name: Matilda Honey
	pronouns: Matilda
	DOB: 12.12.2022
	Address: 1 Toast Place, Hitchin, Stevenage 
	Address 2: Herts SG1 11X
	Phone number: 01909 000111
	email: passport@example.co.uk
	Language: English
	Conatct person: Mum Tracy Honey has parental responsibility
	Address 3: 
	Address 4: as above
	Phone number 2: as above, no landline
	Religious needs: none
	Ethnicity: White British
	informaed in hospital: Great Ormond Street Hospital cardiac and CCN team
	Allergies: none known
	Dietary: following attached plan from dietitian, NG tube fed
	Medical intervention: prefer local anasethetic cream or cold spray if available and time allows, also likes involvement of play specialists
	Heart rate: 140 -150 when well and calm
	respiratory rate: 40 - 45 when well and calm
	temp: normal range
	oxygen saturations: above 98% in air
	other: Blood pressure normal for age
	Medical intervention 2: comforted by cuddles with mum and distraction
	risk of choking: yes, see feeding plan
	NameRepeat: Matilda Honey
	NHSNumber: 9876 543 2100
	long term meds: captopril 25micrograms/kg  x3 day

prophylactic antibiotics three times per week in winter months

multi-vitamins
	Lerning disability: -complex heart disease, see recent medical letter

-had cardiac surgery at 1 week old and at 3 years old 

-home oxygen when asleep, 1-3 litres via nasal cannula to maintain oxygen saturations over 92%

-NG feeds
	medical history: Under GOSH for cardiac and respiratory care

Under local Paediatric and therapy teams for ongoing support and monitoring

Will need to contact GOSH Cardiac team if attends in emergency via Cardiac Registrar on call
	Advanced care plan 4: Off
	Advanced care plan 5: Off
	Advanced care plan 6: Off
	Sound: 
	smell: 
	light: 
	textures: 
	Other text field: not applicable
	Text Field 125: 
	Parent: 
	Talking: 
	Typing: 
	drawing: 
	Appointment: n/a
	Other important: n/a
	Phone: 
	Video call: 
	Clinic: 
	School: 
	Home: 
	Text Field 126: n/a
	Treatment Plan: Cardiac care plan attached, from GOSH
	Treatment Plan 2: Advance care plan and symptom plan attached
	Treatment Plan 3: 
	Treatment Plan 4: 
	Treatment Plan 5: 
	Treatment Plan 6: 
	Treatment Plan 7: 
	Treatment Plan 8: 
	Treatment Plan 9: 
	Treatment Plan 10: 
	Treatment Plan 11: 
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	Treatment Plan 14: 01/07/25
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	Advanced care plan 12: Yes
	Advanced care plan 13: Off
	Advanced care plan 14: Off
	Other important 2: I know some words, explain as appropriate for my age and include my Mum, use play team to support when needed
	Other important 3: via nasogastric tube
	Other important 4: When well I am a busy person! I like playing with my toys, walking and going to the park. I get tired easily and can get out of breath. My family know me well and the signs to look for when I am unwell
	Other important 5: Tired and lethargic

Not talking so much

Wanting to watch - not playing actively

Wanting Mum within my sight, and more upset when she isn't with me, might be sad but not cry tears
	Other important 6: I need supervision

I still wear nappies when I am unwell or in hospital as I am not completely toilet trained
	Other important 7: too young
	Other important 8: I walk but use my pushchair when I get tired or I am unwell, I am on the waiting list for a wheelchair

I need bed sides

I have the head of the bed slightly raised/tilted
	Other important 9: I have a bath seat

I need help to dress and wash
	Other important 10: My Mum, Tracy Honey

My older brother Benjamin Honey

My pet goldfish

My grandparents and aunts and uncles
	Other important 11: 
	Other important 12: Watching Cbeebies, especially Hey Duggee

Listening to songs, especially Mr Tumble

I like craft, drawing and painting, going to the play ground

I like having stories read to me at bedtime
	Other important 13: Not being told what is going to happen to me at appointments or in hospital

Not having my Mum with me when I am unwel
	Other important 14: insert feeding plan 

insert medication times


	Other important 15: Usually have a nap after lunch in my bed, for 1 -1 1/2 hours
	Other important 16: Bedtime from 7-8pm, sooner when unwell
	Other important 17: -last NG feed of the day

-last medication-brush teeth and bathtime

-bedtime stories for 15 minutes

-I like to sleep with my night light on, called Owl
	Other important 18: I have the head of the bed slightly raised

1 pillow

I wriggle around

Bed sides
	Other important 19: My extended family live in the Lake District so I don't have them close by

We have some close friends down the road who I call Auntie Jill and Uncle Jeff, they help meet my brother from school when I am in hospital



See attached feeding plan from the dietitian

Nasogastric tube (NG) size 8Fr x 80cm

supplies and feed from Abbott on home delivery

My Mum can change my NG tube tapes and the CCN team help to change the tube every 3 months at home. I may need to come into CAU if the tube comes out at the weekend as my medication and feeds must be given on time
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