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Our information How to get our information

We update our information regularly, so our website is the best place to find the

Cystic Fibrosis Trust has been awarded the PIF TICK
most up-to-date information. This also helps us save money on printing and

— the UK's only assessed quality mark for print

and online health and care information. All of our PESEL EeRES,

information is written and reviewed by experienced 2
CF health professionals and our information team, . e 7
as well as members of the CF community. - - 3

Our information resources are free, but we would be
very grateful if you would consider donating to help

us continue our important work. You can donate —

online at cysticfibrosis.org.uk/donate -
Browse our online content and Watch our videos
download our information youtube.com/cftrust

resources from our website
cysticfibrosis.org.uk/information

Order printed copies by contacting our Helpline

Trusted ¢ Call 0300 373 1000 or 020 3795 2184, S—
. Monday—-Friday 10am—-4pm _—
Information ¢ Email helpline@cysticfibrosis.org.uk
Creator EK e Chat with us on Facebook and Instagram M’
e Message us on WhatsApp on 07361 582053 ’

Patient Information Forum

Find out more by visiting our website
cysticfibrosis.org.uk/piftick

Tell us what you think

If you have any comments or feedback on any of our information resources,
please share them with us by emailing infoteam@cysticfibrosis.org.uk. We'd
love to hear from youl!
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About cystic fibrosis

Cystic fibrosis is a genetic condition affecting more
than 11,000 people in the UK. These resources help
to explain what CF is, how it affects those living with
it and what's available to support you through any
challenges you might be facing.

Cystic = ystic
ysFibrosisTth— =" Fibrosis Trust

How we can support you

Information

We offer free, balanced information
on all aspects of life with CF, both on
our website and in our resources. Along
With the advice from your specialist
CF team, our online content and
information resources can help you
make informed decisions about your
lifestyl, treatment and care, however
CF affects you. To order, visit our
website or contact our Helpline.

. Allour information is written and
reviewed by experienced information

// and health professionals.

mpm
_—
° (=]
Helpline Financial support
Helplne o e eonRel
information or support on any aspect of  WOITies, but we're here for you. We
CF.Our ly litentoyou  San
as you talk find your way
sttt system and understand how you can
education, housing, employment, travel to make
ducaton housing, el e L
e
Through our range of grants, we're
challenging times and
e
et e YO Ne
s

Uniting for a life unlimited,

What is
cystic fibrosis?

Contact us by emailing helpline@
ibrosis K

g
3731000. You can also message us on
our social media channels.

~
I~

What is cystic fibrosis? leaflet. 2025 Support for all flyer. 2022
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W41 just needed
to talk to someone

who understood
what | was feeling
because they'd
been there..."
Parent of a child with CF

>

No-one understands whiat you're
going through like people who've
been through it too.

CF Connectis a peer from

Cystic Fibrosis Trust, for parents, carers

and families of children and young people

with CF.

CF Connect volunteers offer a listening

ear and the chance to share experiences
supportive

by contacting our Helpline. Give us a call
or send us an email and one of the team
will put you in touch with one of our
trained parent volunteers. Whether you're
a parent, grandparent, uncle, aunt, or even
a friend of the family, our volunteers are

way. Those who have used the service
have found it really helpful to speak to

d help.
Helpline 0300 373 1000

to be a parent or someone who cares for a
child with CF.

cysticfibrosis.org.uk

Uniting for a life unlimited

CF Connect flyer. 2022

Cyst
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How does cystic fibrosis affect the body?

o oo CF ot the oyl CFcomplcations snd syploms By imsge

Cystic

FIDIOSISTVUAR ~ UlewithCF v WhatisCP v Getimvolved v The work we do v Donate

How does cystic fibrosis affect the body?

Mo does CF st th body?  CF complications and symploms Body image

Cysic o () causes thebody 1 eocce

ey T et bk

Your donation will make a difference: O

How does CF affect the body?
cysticfibrosis.org.uk/body

Cystic
Fibrosis Trust

Cystic fibrosis

An easy read guide

Uniting for a life unlimited,

Cystic
ysFlbroslsTm\-

Easy read

Easyread itis cystic fibrosis?

a
1=

=
m=

This leaflet is about
cystic fibrosis.

Cystic fibrosis is also
called

Cystic fibrosis is a
health condition.

You are born with
cystic fibrosis.

You get cystic fibrosis
from your parents.

page 3

An easy read guide about

cystic fibrosis. 2023

cysticfibrosis.org.uk/easyread

Other resources available

» Cystic fibrosis and cross-infection
cysticfibrosis.org.uk/crossinfection

* Symptoms of cystic fibrosis
cysticfibrosis.org.uk/symptoms

cysticfibrosis.org.uk
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After a diagnosis ST

The sweat test

We know how overwhelming it can be if you, your : . o . o
child or someone close to you has just been S|gn up to receive emails with information to N

diagnosed with cystic fibrosis. We've created the support you throughout your baby's first year
cysticfibrosis.org.uk/newdiagnosisemails

8

following publications to help support you
through your journey, and you can also visit
cysticfibrosis.org.uk/newdiagnosis to explore
some extra resources.

What is cystic fibrosis? Cystic I

i =
Cystic ibrosis a genetic Hooes coes Cr attoct Fibrosis Tvruat i 4
condition affecting more D e e avetonts
than 11,000 people in the UK. S oestive Svate
YYou are born with CF, and Most people with CF cannot digq
will have the condition all food very well as their pancreas
yourlife. You cannot catchit. does not produce digestive enzy|

This means that newborn babies
with CF can fail to gain weight, e
controls the movementof saltand  though they might be feeding wi
water in and out of the body's Cells.  and have more regular wet and

In someone with CF, this gene is faulty  giryy nappies. They can be unset!
(also called a mutation or veriant) il ther digestive issues ore in
This means the protein is abnormal or  yreatment routine. You can read
not there at all. As a result, the body

produces thick, sticky mucus that
affects the lungs and digestive system.

‘The CF gene makes a protein that

treatments to help your baby dig
food on page 11 ;

How does CF affect
the lungs?

We all have a small amount of mucus
in our airways which helps keep
them healthy and free of infection. In
people with CF the mucus produced
is thick and sticky. Over time, this
makes people with CF more likely to
getairway infections, which can lead
1o more mucus and inflammation

in the lungs. Treatments are getting
better at preventing this mucus build
up and keeping the lungs healthy.

M.,

Cystic fibrosis
diagnosis and
your baby

A guide for families

|

Cystic fibrosis diagnosis and your baby.

Information resources 2025/26

ysiotherapy

‘can cause mucus to build up in the
ways. This makes people with CF

v likely to have airway infections
ich can damage the lungs.

keep the airways clear of this
Jcus, chest physiotherapy exercises
© known as ‘airway clearance
hniques) will be recommended to
1 by a specialist physiotherapist in
CF team. Every baby and child wil
/e their own personal physiotherapy
gramme and your physiotherapist
show you how to do this at horne.
ents have told us that it can be
pful to try to make physio fun and
agame, even from an early age; for
mple, you can bounce gently onan
4 ircise ball whie holding your newbom
5 and supporting their head.
ing physio with your baby can be
ky as they might cry, wriggle or
" want to doit. Your CF team can
2 you advice on things you can do
make it easier. As your child grows
er use toys like trampolines —
Idren love to bounce!

‘e have a series of leaflets on CF

[ Physical activity |

Building physical activity into your life
is important and has huge benefits
Being physically active is really good

2024

for your child's lungs, and moving
your body can help you look after
Your mental health and wellbeing too.

Children are more liely to be
physically active if their parents are
active, and talk positively aboutit. Fun
family activities - a walk, playing at the
park. playing football riding scooters
orbikes — will be good for you all,
giving the whole family the opporturity
to'spend time together and bond.

Uniting fora life unlinited,

The sweat test. 2023

Cystic
ygtibrosis
ewr focus

Cystic fibrosis:
late diagnosis

[ —

Visit our website to watch films of families’ experiences
of diagnosis cysticfibrosis.org.uk/newdiagnosis

R
Late diagnosis. 2020

cysticfibrosis.org.uk 9
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Living well with
cystic fibrosis

These resources look at ways of improving health and

wellbeing, eating well, staying active and living a full life
with CF.

MEDICALISATION
OF YOUR BODY:

>ORTS AND PEGS

BODY -
IMAGE

ACYSTIC 4
SFIBROSIS|
i

4

fi
[ O

PORTS, PEGS |
AND SCARRING

TATTOOS

WEIGHT

POSTURAL
CHANGES

Body image and cystic fibrosis. 2019

Information resources 2025/26

Other resources available

o Festival planning guide for
young people. 2017
cysticfibrosis.org.uk/festivals

* Growing older with cystic fibrosis
cysticfibrosis.org.uk/growingolder

e Menopause and CF: Let's talk about it!
cysticfibrosis.org.uk/menopause

¢ Mindfulness exercises
cysticfibrosis.org.uk/mindfulness

« Staying active
cysticfibrosis.org.uk/stayingactive

¢ Vaping and cystic fibrosis
cysticfibrosis.org.uk/vaping

¢ Staying safe in hot weather
cysticfibrosis.org.uk/hotweather

« Staying well over winter
cysticfibrosis.org.uk/coldweather

Nutrition

All our nutrition resources are available to download
at cysticfibrosis.org.uk/nutritionleaflets

Many products now also have a handy on the packet, which tells
plr

What should | eat?

full pack or a half
labels.

Tt can be diffcut to add extra calories into your day,

already eating reguiarly. cystcfibrosis.org.uk

Cystic
y?;i.brosis
ol alo sk

AWV en

DemmaRekermsesesm  Achieving a healthy weight
than some softarinks o squashes, which canhe - i i i
auicker.Coftees made wihmilkathomecrtune. 1N CYStiC fibrosis

Sich a5 aatt of not chocolate can quckl incre

of energy.

ithy’ and Ylow fat versions
dard tems, but t

2ady-made chicken tikka masala

forroparing e formation i s atr
Pubisneaz0te

Cystic
Mo uoti, | (0]
e pararin ptn | Fighting fora Lifle. Unliiked

Achieving a healthy weight in cystic fibrosis. 2018

! quickly at a packet, it can be
Yove are from two different chicken tikka masala

Other resources available

e Exercise nutrition in cystic fibrosis. 2025
¢ Healthy eating and cystic fibrosis. 2019

e Fasting during Ramadan and
cystic fibrosis. 2025. Online only.

e Leaving home and eating well
with cystic fibrosis. 2018

e Iron in the cystic fibrosis diet. 2025

¢ Vitamin supplements in
cystic fibrosis. 2025

Updates coming soon!
¢ Gastrointestinal issues in
cystic fibrosis. 2020
¢ Drinking alcohol and cystic fibrosis. 2018

e Calcium and bone health in
cystic fibrosis. 2019

B

-
-
mn—
it
S
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Post-lung transplant nutrition

for people with cystic fibrosis

Cystic Fbrosi Trustis grateful to th dietitans from the Briish Dietetic

i this leaflet

November 2024

Trusted
Information

Uniting for a life unlimited,

Post-lung transplant nutrition for
people with cystic fibrosis. 2025

Information resources 2025/26

Updates coming soon!

¢ Pancreatic sufficiency and nutrition in
cystic fibrosis (babies) leaflet. 2019

* Pancreatic enzyme supplements and
cystic fibrosis. 2020

e Eating well for children with
cystic fibrosis, 2019

» Pancreatic insufficiency and nutrition in
cystic fibrosis (babies), 2019.

¢ Weaning information for babies with
cystic fibrosis, 2019.

Other resources available

e Salt in the cystic fibrosis diet. 2025
e Staying hydrated and cystic fibrosis. 2025

Q000
Q000

Cystic
Fibrosis Tvuwat

Enzyme refusal in children
with cystic fibrosis

Uniting for a life unlimited,

Enzyme refusal in children
with cystic fibrosis. 2025

Cystic
Fibrosis Truat

Teaching children to
swallow their enzymes

Uniting for a life unlimited,

Teaching children to swallow

their enzymes. 2025

Cystic
Fibrosis Truat

Food refusal in children
with cystic fibrosis

Uniting for a life unlimited,

Food refusal in children
with cystic fibrosis. 2025

Cystic
Fibrosis Truat

Nutrition and pregnancy
in cystic fibrosis

November 2024

Uniting for a life unlimited,

Nutrition and pregnancy in
cystic fibrosis. 2025

cysticfibrosis.org.uk 13
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Family planning

Our information and real stories will help you make
informed decisions about starting a family, so that you can
feel confident you're making the right choices for your
health and your family.

Pregnancy and transplant

It s relatively rare for a woman who's
had a kung ransplant to also become
pregnant. This means there isn't a

lot of research to craw on and what

Update coming soon!

Should we have a baby?

on small numbers of women. We do
know that pregnancy for women with

F who've had a lung transplant is
high ik, for both the mother and
the baby.

‘Smallstudies have shown that around
half of these pregnancies resultin

sememery - Cystic by i s
RS, ki

- .
‘The medical recommendatior Flbros | M Itis your decision.
that women who have had a |

Men and women with CF know that,
despite great progress in cystic
fibrosis treatment, the condition

Is fe-shortening. This can raise
important and difficult questions.

ransplant should wat for a

& ms depending on
of two years before planning s n u are a man o a woman
apregnancy. apartner of someane
bvosis.

Premature bith carries a number
of risks for the baby, which vary
according to how early a baby is bom,
including heart

apicture of the ‘average’. Th
be women who've had a ran:
and, subsequently,children, v

d [
W ( 5 ‘ms with CF, having a baby
s more direct sk to your

) for a man. Because

don't suffer sible threat to health,

For the mum, the main risk i rejection
of the transplanted kungs.

that my baby would be adversely
affected, Thess odds were worse

than my husband and | had thought.
But who knows wha Ife can bring?

9, to welcome George into our
family in 2014."
Harit

ave told us that
their families can be
d about them getting

the information to help you m
. To understa

family and friends. Thinking about
the possibilty that a partner could
die leaving the other with a child/
children and a child without a parent
is obviously very difficult, but s

a conversation that many couples
affected by OF have.

| gt upset by people who judge.
whether or not we should have

What the risk could mean for
personally, speak to your

par
. You may find th
ransplant and CF teams. 5. You may find that

‘worries, explaining the

1t not a decision that we, and fm
suro ofhors with GF,tako gy, It

dio young and leave David with the

hought through plans
re and maintaining

happen in Ife - could gethit by a
bus! We're hopeful but and

y
orns.

Thinking of starting a fami
Aguide fo aduts with cystic fibrosis . o
i partners. Fighting for a Life Unlimiked

Thinking of starting a family? A guide for adults
with cystic fibrosis and their partners. 2016

Information resources 2025/26

e

“I know | could die younger f | have.

this too and

recognises that he'd be left to care
But we focus on the

positive and | really bolieve that

even if my health deteriorated, I'd

be glad that 'd had a baby."

doss

# Youlube

Fighting for a
Life Unlimiked.

0 ® & @O0

Starting a family if you have

cystic fibrosis, featuring two families
and a CF doctor answering some
questions on fertility and cystic fibrosis

Other resources available

o Testing for cystic fibrosis
carriers in families. 2024

e Carrier testing GP letter. 2023
cysticfibrosis.org.uk/carriertesting
Online only.

cysticfibrosis.org.uk 15
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Treatments,

therapies and care

Thanks to breakthroughs in CF treatment, people with CF
are living longer and healthier lives than ever before. Please
speak to your CF team before making any changes to your

treatment regime.

What are aminoglycoside antibiotics?
iminogiycosids are.a group o snibiotcs used o treat certain

ystic
Fibrosis Truat

Testing for potential increased

) YouTube

My peviacats

Information on ports
for people with
cystic fibrosis

P Pl € 000/457 - nwo >

My portacath | Information on ports for people with cystic fibrosis

Other resources available

¢ Home intravenous therapy. 2022

¢ Inhaled therapy for people with
cystic fibrosis. 2023

risk of hearing loss with
aminoglycoside antibiotics
Information for people with cystic fibrosis

()/f\llf‘Flb‘mrsls Trust @ 3 & P =+ Save

My portacath — Information on ports for

¢ The use of ports in cystic fibrosis. 2022

Ityouve got any concems o
these or any other medicines

Hovemeereozs people with cystic fibrosis. 2022
= TEmE | R T Updates coming soon!
nml el 500 S ¢ Kaftrio — complex and individual
Beap M ANAL gene which é o ‘ experiences. 2022. Online only.
] f;;:{:r}‘:‘e:"iﬁ?;;"{;:{,::ly @ pmesemmloor e cysticfibrosis.org.uk/factsheets
antibiotics.

you.It

MT-RNRI test Thi
egutary and ake blood tests i yo
You have the MT-RNR1 gene vari

10 know that aminogiycos

e Steroid treatment in cystic fibrosis. 2015

ninoglycosides, whether

INHS|
estcenomicmedine  Uniting for a life walimited,

Testing for potential increased risk of hearing loss with
aminoglyco side antibiotics. 2023. Online only.

16 Information resources 2025/26 cysticfibrosis.org.uk 17
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Physiotherapy and lung health

What are lungs like inside? After the mucus is cleared

Cystic
ysFII.:rosIsTw«/J&-

Autogenic drainage
A physiotherapy breathing exercise

Smaller airways (bronchioles)

May 2022

Name

008 Hospital
o | number

Physiotherapy

recommendations

In partnership with

: Q)

ACPCF
Uniting for a life unlimited

Autogenic drainage (AD). 2022

18 Information resources 2025/26

imbaatass or nebulisers after your physiotherapy, take

wrapist if you have any questions about doing AD.
mation to help you while you're being taught how
iotherapist.

physical exercise as well, as this will help you
deep in your lungs as well as helping you stay fit

L
L

Autogenic drainage

Other resources available

¢ Bubble PEP. 2018
¢ Airway clearance plan. 2022

¢ Active cycles of breathing
technique. 2018

¢ Airway clearance for babies and young
children with cystic fibrosis. 2021

e How to use your PEP Mask. 2018
¢ How to improve your posture. 2018
o PARI PEP™. 2018

¢ Keeping your lungs healthy. 2022
cysticfibrosis.org.uk/physioleaflets

¢ Pelvic floor exercises (female). 2018

Updates coming soon!

e The Acapella® choice. 2018

e Non-tuberculous mycobacteria (NTM)
in cystic fibrosis. 2023
cysticfibrosis.org.uk/factsheets

Have a look at our series of physiotherapy 'how-to’ videos
cysticfibrosis.org.uk/physiovideos

Coming soon!

Why do | wee when | cough or sneeze?
Leaflets for parents and carers, and for

children and young people, about stress
incontinence and pelvic floor exercises.

cysticfibrosis.org.uk 19
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Transplants

On the waiting list é Fi;;:rosis ralidng
oWk tvansplank

What does it mean
10be lsted?

Fighting fora Life. Unlimiked

Cystic fibrosis and transplant: An information
booklet for partners and families. 2018

Lung transplant and C

ch?grosis W‘C\V\q ransplant assessment
oWk Fvansplane

paration

/{/ A \\\

Gy ot snd g rnepan
o boskias o peats. Ppting fora Uit Unfimated

Cystic fibrosis and lung transplant: An
information booklet for parents. 2018
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Cystic

Fibrosis talling i

P 1t things to Itis your decision whether or not to
witasa accept the referal for assessment.
rticularly If it's helpful, talk to your family,
sreas friends and CF team, use them to
velcome help work out the pros and cons,
salth has but keep in mind that the decision is
3 priorities, yours. Even if you decide to go for
5 come assessment, it doesn’t commit you
g this to being listed and do remember that

Cystic fibrosis
and transplant

the assessment may indicate that
transplant is nota possible option
for you.

nmended
devastated,
sthatill. It
nd | didn't
2n though
was likely

weral years
inand it felt
was really

s dying
forward

transplant

Fighting for a Like Unlivited

Cystic fibrosis and transplant. 2018

Taking part in clinical trials

The Junior Agents comic

is for primary-age children
with CF to introduce them to
the concept of clinical trials.
Junior Agents comic. 2020

Use these
together!

A I
Clinical trials resource for parents
of young children. 2020

o
et 0 e s i i T e o ol

Clinical trials resource for
young people. 2020

el
Cystic

nyflbrosikTvu;}i- e clinical trials safe?

An introduction
to taking part in

clinical trials

Find out more about what clinical trials are,
‘why they're important and what's involved

An introduction to taking part
in clinical trials. 2024

¥ Youlube

ysti s
ic
Fibrosis

ok )

Could you change the future of
cystic fibrosis? cysticfibrosis.org.uk/
youngpeopletrials

cysticfibrosis.org.uk
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Transitioning from paediatric

to adult CF care

Visit cysticfibrosis.org.uk/transition to find out more.

Your transition to adult care:
A guide for young people. 2020

This pack comes in a presentational folder, and includes:
¢ A transition booklet

¢ Tips and ideas for a smooth transition

* Questions to ask your old and new teams

¢ A transition checklist

e My adult CF team template

What is Ohy.
Avansition? #'s happening!
@ . : L
~ °

'(ﬁ\‘,/’l

Sometime in the.

The prosse cay. ot so distant future
“Although it may seem «
How e

LONG | [ overa caupiof mont

it nappen it once
does

I
it v 0 2 care b

eppen e i youTs o

lae s core, A might hopen vy

P oo o decions w

‘Ask your CF team what plan th
transition. This should help to ¢
what your transition timeline i,
work together on a plan that yC

N “When I got to adults | v
straight away. | had to b

{ Inpatient for six weeks.
to know the team becat
4 for that time. | was.
; deep end.” - Cicely

Information resources 2025/26

Cyst

ic
Fibrosis Tvust

9, A,
W

YOUR

transition g
adult care

Fighting fora LW’. Unlimiked

tif | DON'T do
all my treatments?
1am and your paents migh have spoken o you about

e. It the technical term for doing your treatments. Many
ith CF, no matter how old or experienced they are, struggle

tplan to take all of your tablets but forget one when you
sy day. Or you might find that you Sometimes skip your
scause it takes up a lot of time. You might even decide to
g all of your treatments, even though you know they keep
1f you find yourself doing any of thes things, you certainly.
ne.

+ good to be honest with your team as they won't tell
u off for missing things. They understand it's a lot to
Jgle, as well as education or work. More often than
tthey'll come up with a plan and work with you to get
tter and this doesn't mean perfect adherence straight
ray either.” - Cicely.

truggling with your troatments, ry spoaking to your
They won't tell you off or be shocked. They

» hundreds of people just fike you, who wil have their own
> struggling with their treatments.Instead, eyl want to
 you're struggling and how they can help. Try to be

if you struggle with your treatments, and
ohelp. ‘There is a section in the

transition booklet for families
1 als0 speak to yourfamilyor
nd ty 0 exp y ‘adherence. You could ask
t hard to do your reatments. n Dpac s
Lind that the peple who love: i e
about you are worred or upset by e
3 you not doing these conversations.

it compare yourself with others either.
1 one is going to post on social media that they
i vents - they'l only focus on the
sitives and those who tend to post a lot seem to be.
‘perfect’ when they probably aren't always either.” - Cicely

Can | sam bye? 6

Cystic
oo ot Fibrosis Truot

was really useful

and got to look rc
One of the most ¢
getting to talk to

about their views
received and how
partners etc whil

“Both boys had inf
the new adult tea
of occasions befc
from children’s cz
my youngest son
knew what to exg

Transition -
to adult care

A guide for families and carers

Fighting for a L\&Q UV\l\W&M

Transition to adult care: A guide for
families and carers booklet. 2020

cysticfibrosis.org.uk 23
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Money and benefits

We have information on benefits, like Disability Living Compietinghe bt fon
Allowance (DLA) and Personal Independence Payment (PIP), — hints and tips

and other financial support you may be eligible for. Visit ; ’
cysticfibrosis.org.uk/financialsupport for information
about all of the financial support we offer.

Cystic
y?:ibrosis'rm{-

Need help with applying for benefits? We can support you
through the process. To find out more, contact our Helpline
on 0300 373 1000 or email helpline@cysticfibrosis.org.uk

Uniting for a life unlimited,

Completing the DLA form:
Hints and tips. 2024
cysticfibrosis.org.uk/DLA

Other resources available

e Prescription charges for cystic fibrosis
cysticfibrosis.org.uk/prescriptions

¢ Personal Independence Payment (PIP)
for those aged 16+
cysticfibrosis.org.uk/PIP

'
e’

e Universal credit (UC)
cysticfibrosis.org.uk/universalcredit

(((((
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“We provide
information resources
and expert advice to
help you understand the
benefits system and access
any support you
are entitled to.”

Sangeeta Enright — Welfare and Rights
Advisor, Cystic Fibrosis Trust

Sangeeta Enright — Welfare & Rights
Advisor, Cystic Fibrosis Trust
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Education and work

P s o gy Fihtingfora Like Unlinited

School and cystic fibrosis: A guide for

parents from pre-school to primary. 2016

Starting secondary school:
Booklet for parents. 2017

Information resources 2025/26
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Primary school pack:
For school staff. 2016

Cystic'
Fibrosis
heve

S N

Secondary school pack:
For school staff. 2021

o
yf:“i;:rosis heve fsv sohewls

Individual healthcare plan for
preschools and primary schools. 2020

ic’
Fibrosis Truat

My CF planner: An individual
healthcare plan. 2020

| have a medical condition
that means | may need

to use the toilet more
frequently and urgently.

Please allow me to leave.
This pass belongs to:

This pass has been authorised by:

Role of authoriser:

Uniting for
a life unlimited,

Class passes. 2023. We have seven
passes to choose from, for if you need
to move seat, or leave class to cough
or go to the toilet.

Support your child’s next step. 2018

R ooc- e e e -

My friend has CF.

My friend has CF
cysticfibrosis.org.uk/friend

Fighting for a Life. Unliviked

Information for training providers,
colleges and universities. 2018
cysticfibrosis.org.uk/leavingschool

Faning fora Life. Unliwiked

Schools out...what's next?! 2018

You can find information and
support on work and careers at
cysticfibrosis.org.uk/workforwards
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Resources for children

| Cracking the
CF code

Your secret guide to working
mysteries of CF

oung people in
s Youth Advisory Group

Seb’s Best Game The Lost Collar Investigation Cracking the CF code. 2025

Children’s book. 2018 Children’s book. 2018 A dictionary of CF terms for children
aged 6-9, written by young people
in our Youth Advisory Group.

Our two children’s books are written for children who have a parent with cystic
fibrosis. You can also watch animated versions of both books and download PDF
versions at cysticfibrosis.org.uk/rosieandseb

28 Information resources 2025/26

Watch our video
CF: What's it all about? 2022

CF: What's it all about?
Children'’s activity pack. 2022

Noah, 8 Jack, 3 Jason, 10 Zaara, 11 Huffin

cysticfibrosis.org.uk
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https://www.youtube.com/watch?v=ZlhyAkUx69U
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Cystic fibrosis-related
conditions

Cystic fibrosis affects many different parts of the body, and
people with CF can experience a wide range of symptoms
and related conditions. Our information explains how these
conditions can be diagnosed and managed.

Find out more about some of the other symptoms
that come with cystic fibrosis by visiting
cysticfibrosis.org.uk/symptoms

Other resources available

» Additional symptoms of cystic fibrosis
cysticfibrosis.org.uk/symptoms
Online only.

< Cystic
%/ YBibrosis Trusk

Cystic fibrosis diabetes

November 2023

—s

Wty st ques

Updates coming soon!

¢ Melioidosis and worldwide travel. 2017
» Cystic fibrosis-related liver disease. 2017
« Cystic fibrosis and bone health. 2020

Uniting for a life unlimited,

Cystic fibrosis diabetes. 2023

30 Information resources 2025/26
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End-of-life planning

Making plans for the end of life can be difficult, but it's
a good idea for everyone to start thinking about it early

on, whether they have a condition that affects their health
or not.

Cystic
yf‘ibrosisTwwk

LifewithCF v WhatisCF? v  Getinvolved v  The work we do v

Donate
Home | i Wah ys Fvos 1 i e End O i

Planning for end of life and cystic fibrosis

the way,

whether

e, organ donation, making memries for yourfamity orfunera arrangements.

A guide to end of life planning for .
people with cystic fibrosis

de provides some practcal nformation o help anyone,inclucing those.

Your donation will make a difference:

Advanced care planning form, available at
cysticfibrosis.org.uk/planningahead

Information resources 2025/26

Bereavement

Coping with the death of someone close to you can be one of the hardest things
we ever have to deal with. Our bereavement resources can help to support you to
cope with that loss. While we can't offer specialist bereavement counselling, our
Helpline can provide a listening ear and direct you to further sources of support

Advance care planning

As we've said, oystic fibrosis can be unpredictable and

it may be difficult to know when people are reaching the
end of their lie. Advance care planning allows you and
your CF team to ‘hope for the best, but plan for the worst'.

Developing an advance care plan is a process of
discussion between you and your CF team and, if you
‘want to include them, family members and/or friends.
‘These discussions allow you to express your concerns,
requests or wishes about your future care and will cover
arange of topics including end-of-life care, writing a will
and organ donation. Recording your wishes in this plan
moans that both your family and CF team will know what

/ou would prefer when you become more unwell and o s
Teach th end of your s Famiy and fiends can benefit Some tamily members find it helpful to chat with Family grief
Lr;x «;L‘s ;:;:us::i\g”«rr‘:r‘n r;c;;d;ﬁ‘;nd what you sment n s likely that others in your family or friendship groups

o for the loss of your loved one. You willall

A template advance care plan is available at Yout their cape iin different ways and at different speeds. Families

cysticfibrosis.org.uk/advancecare sometimes struggle with these dynamics, feeling that

" certain individuals are grieving oo little or too much.
die

The intensity of emotion for everyone can affect family
e dynamics and cause tension. Keeping communication
edied. | open by sharing how you all feel and what support you
S Ic y need can help the family to come together and cope with
their shared loss.
saring
FIbI'OSIS heve

urning
Itimately

Losing someone to cystic fibrosis:

coping with bereavement

is.org.uk

cysticfibrosis.org.uk

Cystic
F|brosus
MP\M ’
yeu plaw "

End-of-life planning:
things to think about

““N‘NNMEH!H\\HHH‘&‘I\’WQ

Coping with bereavement. 2017

End-of-life planning. 2017

cysticibrosis.org.uk

Cystic
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Bereavement: losing a child
of any age to cystic fibrosis

Losing a child of any age to
cystic fibrosis. 2017

cysticfibrosis.org.uk

Supporting a child bereaved
through cystic fibrosis

Supporting a child bereaved
through cystic fibrosis. 2017
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Support for the
CF community

Our resources are just one part of the information and
support we offer to people with CF and their families.

Cystic Fibrosis Trust Helpline

Our Helpline is open 10am—-4pm Monday to Friday. It's
available to anyone looking for information or support
with any part of cystic fibrosis, a listening ear, or just to talk
things through.

You can contact our friendly team by:

e phoning 0300 373 1000 or 020 3795 2184
If you are worried about the cost of the call please let us
know and we’ll call you back.

* messaging us on WhatsApp, on 07361 582053

« emailing helpline@cysticfibrosis.org.uk

e reaching out on all our social media channels

Visit cysticfibrosis.org.uk/helpline for more information.

Cystic Fibrosis Community

Join our online forum where people affected by CF can
share experiences, connect, and support each other in a
safe, private space. The forum is divided into a wide range of
topics, which makes it easier to find the discussions you are
interested in, while avoiding those you would rather not be

Benefits advice

We understand it can be complicated
to navigate the benefits system. Find
out how we can support you through
the process by visiting cysticfibrosis.
org.uk/benefits or by contacting
our Helpline.

Income maximisation

Our Income Maximisation Service
can support you to make sure you are
getting all the financial assistance you
are entitled to, and help you to make
the most out of your money. Contact
our Helpline to access this service.

If you're a student, we can give
personalised support through our
Student Support Service to help you
maximise your income, including
looking at benefits and budgeting.
Get in touch with our Helpline to
find out more.

Grants

We offer grants to support people
with CF and their families through
challenging times.

Visit cysticfibrosis.org.uk/grants
to find out more.

CF Connect

Our CF Connect service puts parents,
relatives and friends in touch with
trained volunteers who also have a
child with CF, so that experiences and
advice can be shared in confidence.
Access CF Connect by contacting

the Helpline. Find out more at
cysticfibrosis.org.uk/cfconnect

Support for young people

We run fun and exciting online
events for children, so they can make
friends, have fun and learn new skills.
From games nights and free online
workshops to movie nights, we have
something for everyonel!

Find out more at
cysticfibrosis.org.uk/cfyouth

Work Forwards

Work Forwards is our programme

of free tailored careers information,
advice, and guidance for people with
CF and their loved ones.

Find out more at
cysticfibrosis.org.uk/workforwards

Take a look at our magazine, CF Life,
at cysticfibrosis.org.uk/cflife

Listen to our podcast, CForYourself,
at cysticfibrosis.org.uk/podcast or
wherever you get your podcasts.

Sign up to our newsletter, CF News, at

a part of. cysticfibrosis.org.uk/newsletter or our
dedicated e-newsletter for professionals

Visit forum.cysticfibrosis.org.uk to join. at cysticfibrosis.org.uk/cfpros
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Resources for

Cysti
f = l ysFtit::rosisTvMQ—
p ro ess I o n a s Standards for the
Clinical psychology services in nursing management
UK cystic fibrosis care: Summary of cystic fibrosis

To ensure those with CF receive the best possible care and infor N
(o o7 AR R e ey

Second edition

Cystic Mareh 2025

Fibrosis Truat o

.0 Other resources available

treatment, we've developed consensus documents outlining
the standards of care we expect from CF clinicians and

other CF health professionals. These documents are written
by doctors, health professionals and scientists in a range of
specialist areas, and give guidance in key and emerging areas
of CF care and treatment. Our consensus documents are
available online only from cysticfibrosis.org.uk/consensus

Under review!

Clinical psychology in UK cystic
fibrosis services: Information for
people with cystic fibrosis and . s

thelr famllles/carers ¢ Nutritional management of
: cystic fibrosis. 2016

e Pharmacy standards of care. 2022

» Standards of care and good clinical
practice for the physiotherapy
management of cystic fibrosis. 2020

Cystic
Fibrosis Truat T — Uniting for a te unimated,

National consensus standards « European cystic fibrosis bone ¢ Antibiotic treatment for

2. Models of CF care

2.1 Models of care 2.2 Person-centred CF care

Third edition

August 2024

fibrosis in the UK

Uniting for a life unlimited,

- Guidelines for
UK clinical psychology

Uniting for a life unlimited

Guidelines for UK clinical psychology
services in cystic fibrosis. 2024

Lay summary for people with CF

for the nursing management of

cystic fibrosis diabetes
Second edition

November 2022

Uniting for a lfe wnlmiteds

mineralisation guidelines. 2011

microbiological samples from people
with cystic fibrosis. 2022

cystic fibrosis. 2009

e s Trun Ul cystic fibrosis. 2025 -
ForosTrae servicesin y  Advanced care planning guidance ¢ NTM guidelines. 2017

cystic fibrosis for clinicians, 2017. PDF only, (amended March 2018)
Standards for O brosis Trusk available to download from o Methicillin-resistant
:’"f":;:'l::_?l: ::Le cysticfibrosis.org.uk/planningahead Staphylococcus aureus (MRSA). 2008
adults with cystic peanagementot e Laboratory standards for processing e Pseudomonas aeruginosa infection

in people with cystic fibrosis:
Suggestions for prevention and
infection control. 2004

e The Burkholderia cepacia complex:
Suggestions for prevention and
infection control. 2004

Lay summary for commissioners and
clinical directors

Standards for the clinical care of children and adults
with cystic fibrosis in the UK. 2024. Read the lay summary
at cysticfibrosis.org.uk/standardsofcare

Management of cystic
fibrosis diabetes. 2022
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How can you
get involved?

Supporters of Cystic Fibrosis Trust generously donate
their time, money and voices to help us work towards a
life unlimited by cystic fibrosis. There are lots of ways you

can help.

Take a look at cysticfibrosis.org.uk/getinvolved for
more information on getting involved with the Trust.

NE

(((((

Organise a fundraising event Make a donation

38 Information resources 2025/26

-
4
-

———
——

Get sponsored for an event
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<=
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Lend your voice to our campaigns and
raise awareness of the condition

o

Join our Involvement group
to help influence the work of the
Trust, researchers, and clinicians.

Join our Youth Advisory Group
if you're aged 14-25.
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Cystic
Fibrosis Trust

Cystic Fibrosis Trust is the charity uniting people to stop
cystic fibrosis. Our community will improve care, speak
out, support each other and fund vital research as we
race towards effective treatments for all.

We won't stop until everyone can live without the
limits of cystic fibrosis.

Visit cysticfibrosis.org.uk to find out
more about cystic fibrosis.

Search Cystic Fibrosis Trust
Find us online, on social media, and wherever you get your podcasts.

OC0@JSMme
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© Cystic Fibrosis Trust 2025. Registered as a charity in England and Wales (1079049) and in Scotland (SC040196). A company limited by U t f l f ‘ t'ed/
guarantee, registered in England and Wales number 3880213. Registered office: 33 Creechurch Lane, London EC3A 5EB. nl Ing or a I e un \M\
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