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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
most up-to-date information. This also helps us save money on printing and
postage costs.

Cystic Fibrosis Trust has been awarded the PIF TICK
— the UK's only assessed quality mark for print

and online health and care information. All of our
information is written and reviewed by experienced

CF health professionals and our Information team, et /

as well as members of the CF community. /

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. C
Download our information Watch our videos
resources from our website youtube.com/cftrust

cysticfibrosis.org.uk/information

Order printed copies by contacting our Helpline

¢ Call 0300 373 1000 or 020 3795 2184, —
Trusted Monday—Friday 10am—-4pm —
E——
Information ¢ Email helpline@cysticfibrosis.org.uk
Creator e Chat with us on Facebook, Twitter or Instagram QJA’
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 you!
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About cystic fibrosis

Cystic fibrosis is a genetic condition affecting more

than 10,900 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
Fibrosis what,
exactly?

cysticfibrosis.org.uk

Cystic fibrosis is what exactly? 2019.
Order code: CFLEAFLET

Information resources 2023/24
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How we can support you

Helpline

We're here for anyone looking for

information or support on any aspect of

CF. Our friendly team will listen to you

a5 you talk things through and can offer
etical inf

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
lifestyle, treatment and care, however
CF affects you. To order, visit our
website or contact our Helpline.

All our information is written and
reviewed by experienced information
and health professionals.

o=

Financial support
Cystic fibrosis can bring financial
worties, but we're here for you. We
can give expert advice to help you
find your way through the benefits
system and understand how you can

education, housing, employment, travel
insurance and much more.

Contact us by emailing helpline@
cysticfibrosis.org.uk or calling 0300
3731000. You can also message us on
our social media channels.

boost your household income, to make
sure everyone with CF has the basics
they need to stay as well as possible.
Through our range of grants, we're
here to help at challenging times and
to support you and your family to live
well with CF. To find out more, contact
our Helpline.

Uniting for a life unlimited,

Support for all flyer 2022.
Order code: CFSUPPORTLFLT

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 support service 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

You can access our CF Connect service
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

it's like
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.

Order code: CFCONNECTLFLT

W41 just needed
to talk to someone
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How does cystic fibrosis affect the body?

o o 1 ot the byl CFcomplcations snd symptoms By s

Cystic
FIDIOSISTAAR  UicwihCr +  WhatisCP? v Getimohed v The workwe do v Donste

How does cystic fibrosis affect the body?

o e CF st the body?  CF complcatons and symploms Body mage

General

e v mor hn L4GD sl mutors o he ky gens .

Your donation will make a difference: 00 010 O | omar

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

Cystic
Fibrosis Truat

Cystic fibrosis

An easy read guide

Uniting for a life unlimited

Cystic
ysFlbrosls'!'vwn—

Easy read

Easyread itis cystic fibrosis?

This leaflet is about
cystic fibrosis.

Cystic fibrosis is also
called CF.

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.

Order code: CFEASYREADGUID
cysticfibrosis.org.uk/easyread

Other information available

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

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

cysticfibrosis.org.uk
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After a diagnosis

We know how overwhelming it can be if you, your Cystic
child or someone close to you has just been Fibrosis
diagnosed with cystic fibrosis. We've created the ur focus
following publications to help support you

through your journey, and you can also visit

cysticfibrosis.org.uk/newdiagnosis to explore

some extra resources.

Your baby’s diagnosis B i
i e UK sty cren G i h Gt s i The sweat test, 2016.

test. As a result most children are diagnosed shortly after birth. For many

e ol e o s ey e Order code: CFSWEAT

What now?

Families experience and cope with CF in different ways. The journey is not
predictable anc some children will be very well whereas others may be more

poorty personalites too egardi . D)
I : afterwards. The way you find out about cystic fibrosis can have a big impact

doa ot of physiotherapy to help them be as healthy as possible. This might seer =

overwhelming af first, bt doing these treatments from an early age wil help “When | went for my 20-week scan | “Sammy appeared healthy for the first

your chid stay vel. Many parents find that this soon becomes a routine part of l o | was told that my baby had an week o S0 but then began to lose

day-to-day e = echogenic bowel; | was told this weight. | was breastfeeding
could be a number of different constantly. Sammy cried a lot and
things. After having a blood test, wouldn't settle or sleep well. At

“I remember when he was first a few weeks later it was confirmed seven weeks, the health visitor

diagnosed and we were sent horme. that | carried a GF gene. | was phoned me to say a specialst nurse

with a giant bag of medication - it felt devastated. later would the

totall overwhelming. Within weeks of = results of e test;

starting the mecication, Lewis started Confirmed. Leading Up to the birth | askedif | had anyone at home with

o thrive. He's now nine and a half and was terrified of how our ives would  me. AS | waited for the specialist

anormal happy boy - he loves footbal .1 di

and he hasn't ever rally been il. We with my baby. But when she was think, and feared the worst. | think

talk to him about physiotherapy just putinto my arms, all my fears because | had feared the worst,

being like brushing his teeth - ts just disappeared as she was so beautiful. | had @ moment of relief when

something he has to do to look after ‘She was quickly Whisked away as. she told me it was cystic fibrosis.” -

his body.” she they a Cystlc

Katie, mumtoLewaage nine needed to get her into a special care -
unit. She was taken separately from F'b
mein an ambulance an houranda  “Chloe was diagnosed at 16 days IDrosis

“Its not that big a deal, you can do half away to St Michaels in Bristol. old through the heel prick tet. | had

fots of normal stuff, | love to dance, Ifollowed in a hospital car. This was suspected something was wrong W CusS

cycle, compete n athletics and ride very as just

rollercoasters. | don't always want to wanted to be with her. Two weeks bowel movements constantly. When

do my medicineand physio, but  just later | was able to take my beautiful  We got the diagnosis, | felt istraught. Cystic fibrosis:

get on with i... Really you shouldn't baby girl home. She is a complete. The doctors and nurses at the late diagnosis

wony, because my ife s amazing.” oy y ourlves.” | hospl encouraging,

e,290 ten Amand L a > [———
Soomnsmen | o ~ . Theywerearealy good support” o

Michol, mum to Crios agarina morihe.

\
et inrmaton sk }./ ' Visit our website to watch films of families’ experiences

OysticFbrosi Tt R— o of diagnosis cysticfibrosis.org.uk/newdiagnosis
i

Update coming soon! Parent information pack, including the friends and family guide leaflets. 2015. Late diagnosis, 2020.
Order code: CFPARENTPACK Order code: CFADULTHOOD
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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
SFIBROSIS|

TO CARE, BUT | :ggrssc’::gﬁe
HARD TO MAINTA

TATTOOS
WEIGHT

POSTURAL
CHANGES

&
i Cystic

Body image and cystic fibrosis, 2019.
Order code: CFBODYIMAGE

Information resources 2023/24

Other information available
e 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

Exercise and nutrition

Many products now also.

What should | eat?

eystcfibrosis.org.uk
ssssss

Cystic z
Fibrosis _..
o s
nwhviien

nergy 643i/154kcal

>ady-made chicken tikka masala

Achieving a healthy weight

.
oo
inks. Milk or s
n arinks nhe - LT :
auioker, e wit milkca wu in cystic fibrosis
Such as alatte or hot chocolate can quickly incre
of energy. uﬂ'""‘

nergy 628K/150keal

le,ifyou glance quickly at a packet, it can
ove ar from two diflerent chicken tikka masala

o

e
e mimtins, | [
porrarinptn | Fighting fora Life. Unliviked

Achieving a healthy weight in cystic fibrosis, 2018.

Order code: CFNUWEIGHT

These factsheets come as one pack
Calcium and bone health in cystic fibrosis, 2019.
Iron in the cystic fibrosis diet, 2019.

Vitamin supplements in cystic fibrosis, 2019.
Order code: CFNUVITS

Other information available
¢ Exercise nutrition in cystic fibrosis,
2018. Order code: CFNUEXERCISE
¢ Healthy eating and cystic fibrosis,
2019. Order code: CFNUHEALTHY
» Gastrointestinal issues in
cystic fibrosis, 2020.
Order code: CFNUGIISSUES
¢ Drinking alcohol and cystic fibrosis, 2018.
Order code: CFNUALCOHOL
¢ Fasting during Ramadan and
cystic fibrosis, 2021.
cysticfibrosis.org.uk/ramadan
¢ Leaving home and eating well
with cystic fibrosis, 2018.
Order code: CFNULEAVE

B

— T
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Pancreatic enzyme supplements
and cystic fibrosis, 2020.

Dol need to take enzymes with everything | eat?
Enzymes should be taken with allfoods containing fa, protein or
carbohydrate. This includes all meals, milk-based drinks and most snacks.
“The only foods that do not need enzymes are

Al types of fruit and fui uices.

Most vegetables and allvegetable uices

Jelly and sorbet

Fruit gumsielies, pastiles, boiled sweets and mints.

‘Squash and fizzy drinks

Alcohol although creamy drinks such as Iish cream liquaur or milk-based
cocktails do need enzymes).

How do | know f | am taking enough enzymes?

“The amount of enzymes that you wil need is very individual. You need to take.
enougn for your body to fuly igest and absorb your food. Weight gain is
usually a good indicator of how well the enzymes are working.

your body. This can cause symptoms of abdominal pain, bioating, excess
wind and loose stools that are pale, oy or diffcul o flush away. You may
lose weight or ind t difficult o gain weight.

Ifyou have any of these symptoms, discuss this with your dieitan or doctor

Whatif | forget to take my enzymes?

‘Occasionally forgeting to take enzymes will cause nothing more drastic
than possibly an upset stomach. If you forget 1o take them over a longer
period of time, you will experience weight loss and nutrent deficiencies.

called ‘Gastrointestinal issues in cystic ibrosis’ which gives more information
about DIOS. See cysticfibrosis.org.uk/nutritionleaflets.

If enzymes are forgotten at the start of a meal, they can stll be taken during
the meal o at the end o the meal. Some people ind it helpful to keep
‘supply of enzymes at places they often go, such as at work, or in n their bag
o jacket pocket. This way they always have a supply readily available.

Is there anything else | need to know?

Enzyme capsules should be stored In an airight container in a cool place,
as exposure 1o heat and ai can reduce their ffectiveness.

Check use by dates. You should rotate your stock of enzymes, using oider
Stock first before starting new ones.

Its important o drink plenty of flid 10 keep your digestive system
working well. A rough guide for adults and chidren with Cystic fibrosis
over 14 years of ageis 1o try and have 2,000-3,000 m/day. See the
leaflet on Staying Hydrated for more information about lud Intake at
cysticfibrosis.org.uk/nutritionleaflots.

Other information available

» Pancreatic sufficiency and nutrition in
cystic fibrosis (babies) leaflet, 2019.
Download from
cysticfibrosis.org.uk/nutritionleaflets

¢ Post-lung transplant nutrition for
people with cystic fibrosis, 2019.
Order code: CFNUPOSTLUNG

These factsheets come as one pack
Salt in the cystic fibrosis diet, 2019.

Staying hydrated and cystic fibrosis, 2019.
Order code: CFNUHYDSALT

These factsheets come as one pack

E—

Cystic
Fibrosis
alk aoswr
AWFVUARen

Eating well for children with
cystic fibrosis.

Cystic Cystic
Fibrosis Fibrosis
al ook al akoowr
UV 727 a9 8 nwkviien

Pancreatic insufficiency and Weaning information for
nutrition in cystic fibrosis (babies) babies with cystic fibrosis.

R

R

Other information available

e Enzyme refusal in children
with cystic fibrosis, 2020.
Order code: CFNUENZREF

¢ Food refusal in children
with cystic fibrosis, 2019.
Order code: CFNUFOODREF

¢ Learning to swallow enzymes for
children with cystic fibrosis, 2020.
Order code: CFNUSWALLOW

¢ Nutrition and pregnancy in
cystic fibrosis leaflet, 2018.
Order code: CFNUPREG

Eating well for children with cystic fibrosis, 2019

Pancreatic insufficiency and nutrition in cystic fibrosis (babies), 2019.
. Download separately from cysticfibrosis.org.uk/nutritionleaflets

Weaning information for babies with cystic fibrosis, 2019.
Order code: CFNUPAED1

Order code: CFNUENZYME s Q

Information resources 2023/24
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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.

m..m,:mms,.m Should we have a baby?

know that pregnancy for women witn 6@ years of 5 .
A Fibrosis

St tts s shom vt SV 120k g S i
half of th itin @ pregnancy.

:
7 5 c i
ok o ot e et by ¢
Uy dRCISIENS

that many couples
ave,

affected by

“I get upset by people who judge

I get
whather or not we should have

body rejecting the lungs. | was told
that there was a 33% chance that |

Its not a decision that we, and I'm
sure others with CF, take lihtly. It
was a huge decision for David and

about the ‘what-is'. | know | could
die young and leave David with the
children but equally fots of things can
happen in Ife - could gethit by a
bus! We're hopeful but prepared

could die or suffer and a 33% chance
that my baby would be adversely

. These odds were worse
than my husband and | had thought.
But who knows what Ife can bring?
S0 we decided to go ahead. My team
had to alter my anti-efection drugs
because of concerns that they could
harm the baby. Luckily this dic't
cause health problems for me. We
were delighted, after many years of
trying, to welcome George into our

family in 2014.”
it
. Thinking of starting a family?
Aguide for aduts with cystic fibrosis 5 s
and their partners Fighting for a Life. Unlimiked

Thinking of starting a family? A guide for adults with
cystic fibrosis and their partners, 2016.
Order code: CFFERTBOOK

Information resources 2023/24

e

“I know | could die younger I have.

a baby. Tim knows this t00 and

recognises that he'd be left to care

for the child. But we focus on the.

positive and | really bolieve that

even if my health deteriorated, I'd
Jad that 'd had a baby.

dons

» YouTube

Cystic i
Fibrosis

N g
du:i,ss

) Fighl;nwra E
: 7 Lk Unliveiked
P o00/1012 " a0 g

Starting a family if you have cystic fibrosis | Support

@ O/‘suc Flhr?sls Trust @ 7 /) Share =+ Save

Starting a family if you have cystic fibrosis,
featuring two families and a CF doctor answering
some questions on fertility and cystic fibrosis

Other information available
» Testing for cystic fibrosis

carriers in families, 2022.
Order code: CFCASCADE

i‘



http://youtube.com/
watch?v=59MUG9fG87I
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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.

1am not taking Kaftrio

fants

et rom o e o e Cgene individual experiences

ystic
Fibrosis Tvuat

Kaftrio — complex and

March 2022

oaam

__[naw
+
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Uniting for a life unlimited,

Kaftrio — complex and individual experiences, 2022.

cysticfibrosis.org.uk/factsheets

» YouTube

My peviacats

Information on ports
for people with
cystic fibrosis

> M 4 000/457 o> (m

My portacath | Information on ports for people with cystic fibrosis

@ ()/f\llf‘Flb‘mrsls Trust @ y (5 /> Share =+ Save

My portacath — Information on ports for
people with cystic fibrosis, 2022

Other information available

e Steroid treatment in cystic fibrosis, 2015.
Order code: CFSTEROID

Update coming soon!

¢ Home intravenous therapy, 2022.
Order code: CFHOMEIV

¢ Inhaled therapy for people with
cystic fibrosis, 2023.
Order code: CFINHALED

e The use of ports in cystic fibrosis, 2022.
Order code: CFPORTACATH

cysticfibrosis.org.uk 17
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Physiothera py a nd lu ng hea lth Other information available
¢ Bubble PEP, 2018.
Order code: CFBUBBLE
e Airway clearance plan, 2022.
Order code: CFACP
e Active cycles of breathing technique, 2018.
Order code: CFACBT

¢ Airway clearance for babies and young
children with cystic fibrosis, 2021.
Order code: CFAIRWAY

e How to improve your posture, 2018.
Order code: CFPOSTURE

Update coming soon!

M

What are lungs like inside?

Cystic
y?ﬁbrosisTwmi—

Autogenic drainage
A physiotherapy breathing exercise

May 2022

DOB Hospital
number

Physiotherapy
recommendations

e The Acapella® choice, 2018.
Order code: CFACAPELLA
e How to use your PEP Mask, 2018.
Order code: CFPEP
BT e PARI PEP™, 2018.
a Order code: CFPARI

ACPCF

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

Uniting for a life unlimited

¢ Pelvic floor exercises (female), 2018.

Autogenic drainage (AD), 2022. Order code: CEPELVIC Coming soon!
Order code: CFAUTO Why do | wee when | cough or sneeze?
Update coming soon! Leaflets for parents and carers and for
children and young people about stress
¢ Non-tuberculous mycobacteria (NTM) incontinence and pelvic floor exercises.

in cystic fibrosis, 2023

cysticfibrosis.org.uk/factsheets Pelvic flgot exercises {male)

18 Information resources 2023/24
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Transplants

Cystic ]
Fibrosis talking
oWk tvansplank

On the waiting list

Fightng fora Lie Unliwited

Cystic fibrosis and transplant: An information booklet for
partners and families, 2018. Order code: CFTRANSBKPF

Cystic
Lung transplant and C y|s=tibrosis \’WUC\V\q ransplant assessment

adosuk Fvansplank

Ff XN

Cysti frosis and g ranspan:
o boskiat o e Poptig for Ui Unimted

Cystic fibrosis and lung transplant: An information
booklet for parents, 2018. Order code: CFTRANSBKP

20 Information resources 2023/24
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s dying
forward

transplant

Cystic fibrosis . .
and transplant Fighting for a Life Unlimiked

Itis your decision whether or not to
accept the refenal for assessment.

If it's helpful, talk to your family,
friends and CF team, use them to
help work out the pros and cons,

but keep in mind that the decision is
yours. Even if you decide to go for
assessment, it doesn't commit you
to being listed and do remember that
the assessment may indicate that
transplant is nota possible option
for you.

Cystic fibrosis and transplant, 2018.

Order code: CFTRANSBOOK

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.
Order code: CFCYPCOMIC

ome "  Use these
together!

Talking to your child about clinical trials.

w0
Clinical trials resource for parents

of young children, 2020.
Order code: CFCYPRESPAR

O i

Clinical trials resource for
young people, 2020.
Order code: CFCYPRESYP

Update coming soon!

thosis adnanci
cawe with dinicak rvials

Taking part in clinical trials: A guide for
people with cystic fibrosis, parents and family
members, 2017. Order code: CFTRIALSBOOK

* Youlube

Cystic
Fibrosis

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

Order code: CFTRANSYP il s MZ“:TA-.W

&

Sometime in the.

TOEEE not so distant future
“Although it may seem «
How B ey

LONG B over a couple of montt:

just happen all at once.

Like everything eise, this wil de
moved o adut care because YC

Should make these decisions i

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

“When I got to adults | v
straight away. | had to b
inpatient for six weeks.
to know the team becat
24/7 for that time. | was.
doep end.” - Cicely

[ LU
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A N
% YOUR

transition g

adult care

Fighting fora Li&e Unlimiked

tif | DON'T do
all my treatments?

sam and your parents might have spoken to you about

. It the technical term for doing your treatments. Many
ith CF, no matter how old or experienced they are, struggle
f thei treatments. Almost no one will do them al perfectly.

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 these things, you certainly
ne.

+ good to be honest with your team as they won't tell
U off for missing things. They understand it' 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 yourtroatments, ry spoaking to your
They won't tellyou off or be shocked. Theyve probably

» hundreds of people just fike you, who will have their own
> struggling with their treatments. Instead, they | 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 also speak to your family or ‘and Carers that tak about
nd try to explain to them why et e
thard to do your treatments. e e 5el0)
tfind that the people who love. Y
about you are worried or pset by might help youto have)

> you not doing your treatments. s o reraaors:

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

Can | sam bye? 6

Cystic
o oot Fibrosis Truat

was really useful

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

about their views
received and how
partners etc whilt

“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 Life. Unlimiked

Transition to adult care: A guide for families and carers booklet,
2020. Order code: CFTRANSBK
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PIP descriptors Other information available

......... - December 2022

Money and benefits

We have information on benefits, like Disability Living
Allowance (DLA) and Personal Independence Payment (PIP),
and other financial support you may be eligible for. Visit
cysticfibrosis.org.uk/financialsupport for information
about all of the financial support we offer.

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

e Disability Living Allowance (DLA)
for children under 16

Need help with applying for benefits? We can support you cysticfibrosis.org.uk/DLA

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,
A A guide to the assessment criteria for
PIP cysticfibrosis.org.uk/PIPcriteria
Cystic ’
tic 5
Fibrosis Tvruat cyﬁlbrosisw facus
Completing the DLA form PIP advice form CysFtii!;:rosisT e

— hints and tips

Guidance for PIP
f: e assessments

Sangeeta Enright — Welfare & Rights
Advisor, Cystic Fibrosis Trust

(((((0

Uniting for a life unlimited \ Uniting for a life unlimited, -
Completing the DLA form: Personal Independence Payment Guidance for PIP: Face-to-face v
Hints and tips, 2019. (PIP) for those aged 16+ assessments, 2018. v
cysticfibrosis.org.uk/DLA cysticfibrosis.org.uk/PIP cysticfibrosis.org.uk/PIP
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Education and work

°-~-school and nursery

Cystic
Fibrosis
heve tev
sohesls

e dimie Figning fora ik Unlmited

School and cystic fibrosis: A guide for Prlmary school pack: For school staff, 2016.
parents from pre-school to primary, 2016. Order code: CFPSCHFOLDER
Order code: CFPSCHBOOK cysticfibrosis.org.uk/school

cric . STARTING
reovina SECONDARY -

SCHOOL
| tell friends C tic
tmy CF? FIbI"OSIS
e heve
S S

| TRUE [e]
FALSE?R

Secondary school pack:
For school staff, 2021.
Order code: CFSSCHFOLDER

Starting secondary school
magazine for young people, 2017.
Order code: CFSSCHMAG
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Starting secondary school:
Booklet for parents, 2017.
Order code: CFSSCHBOOK

Cystic
Fibrosis Tvuo+

My CF Planner an individual
healthcare plan, 2020.
cysticfibrosis.org.uk/secondaryschool

Update coming soon!

| have a medical condition
which means | urgently need
to use the toilet.

Please allow me to

leave discreetly.

Cystic
Flbr'OS|STVMl-

Class passes, 2021. if you need to
move seat, or leave class to cough or
go to the toilet. cysticfibrosis.org.uk/
secondaryschool

Cystic
Fibrosis

Support your child’s next step, 2018.

Order code: CFPOST16P

oung s Gl 3

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

Cystic
Fibrosis
alifeleng

2
Faning fora Life. Unliwiked

Schools out...what's next?! 2018.
Order code: CFPOST16YP

The A-Z of cystic fibrosis
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Resources for children

The Lost Collar Investigation
children’s book, 2018. hardback children’s book, 2018.

Seb’s Best Game hardback

Order code: CFKIDSBOOK?2 Order code: CFKIDSBOOK1

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
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Noah, 8

Jack, 3

Jason, 10

Zaara, 11

» Youlube

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

Huffin

Children'’s activity pack, 2022.
Order code: CFCHLDACTIVITY

cysticfibrosis.org.uk
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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

How is bone mineral density measured?

Other information available
o Melioidosis and worldwide travel, 2017.

: Cy?:‘l_:il;: . Order code: CFMEL
GIL;({)—(?(':LS » Additional symptoms of cystic fibrosis
cysticfibrosis.org.uk/symptoms
:  Cystic fibrosis

and bone health

o Cystic fibrosis-related diabetes, 2017.
Order code: CFDIABETES

Update coming soon!

T o Cystic fibrosis-related liver disease, 2017.
Order code: CFLIVER

y
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Cystic fibrosis and bone health, 2020.
Order code: CFBONE
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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
DRI cuincr . WhatinC v Getimoved v The workwe do « Donate
e | e Weh et | ot

Planning for end of life and cystic fibrosis

the way. 5o you can

everyone tostart whether

that

15 on end-of-fecare, organ donaton, making memories for your famil or funera

A guide to end of life planningfor
people with cystic fibrosis

rovides some practicalnformation o help anyone, ncluing those

e

Download the PDF

Your donation will make a difference: 020 O

Advanced care planning for people with CF Interactive online
form, available at cysticfibrosis.org.uk/planningahead
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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 ife. 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-Ie care, writing a will
and organ donation. Recording your wishes in this plan
means that both your family and CF team will know what
you would prefer when you become more unwell and
reach the end of your life. Family and friends can benefit
from this too as it helps them to understand what you

‘want when you are nearing the end of lfe.

Atemplate advance care planis available at
cysticfibrosis.org.uk/advancecare

cysticfibrosis.org.uk

Cystic
Fibrosis
helping
yeu plan

End-of-life planning: "

things to think about

““N‘NNNHMIl!N\\Wﬂ‘!&’Wﬁ

End of life planning booklet, 2017.
Order code: CFEOLBOOK

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.

Call 0300 373 1000 or email helpline@cysticfibrosis.org.uk.

We also offer resources for CF professionals on end-of-life care.

‘Some family members find it helpful to chat with Family grief
sment Its likely that others in your family or friendship groups.
are for the loss of your loved one. You will all
cope in different ways and at different speeds. Families
sometimes struggle with these dynamics, feeling that
certain individuals are grieving too little or too much.

‘The intensity of emotion for everyone can affect family
dynamics and cause tension. Keeping communication
open by sharing how you all feel and what support you

need can help the family to come together and cope with
their shared loss.

is.org.uk

to
»out their

Cystic
Fibrosis heve
Yo

Losing someone to cystic fibrosis:
coping with bereavement

i grief
urning
Itimately

Coping with bereavement booklet,
2017. Order code: CFBEREBOOK

cysticfibrosis.org.uk

Cystc =@
Fibrosis heve
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Bereavement: losing a child
of any age to cystic fibrosis

Losing a child of any age to
CF booklet, 2017.

Order code: CFLOSCHILDBK

cysticfibrosis.org.uk

Supporting a child bereaved
through cystic fibrosis

Supporting a child bereaved
through CF booklet, 2017.
Order code: CFCHILDBERBK
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Support for people in
the 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:

» 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

» 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
a part of.

Visit forum.cysticfibrosis.org.uk to join.
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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

Parents of children with CF often
struggle to meet up with each other
and can miss out on the opportunity
to talk to someone who knows how
they feel. 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.

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 Fowards

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/life-with-cf/
work-forwards
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Resources for
professionals

To ensure those with CF receive the best possible care and
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

1. Microbiology and cystic 3. Sampling processing
fibrosis: an overview

11 Introduction Cystic
e awity - Fibrosis Truat

genisation

<22 gt en e Laboratory Standards for
e retog S Pr ing Microbiological
o : Samples from People with
Cystic Fibrosis

Second edition

124 Preudomonss seruginoss

Uniting for a life unfimited,

Laboratory standards for processing microbiological
samples from people with cystic fibrosis, 2022
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2. Screening for CF diabetes

Cystic
y?:ibrosis‘rwwl-

Management of
cystic fibrosis diabetes

Second edition
November 2022

Uniting for a life wnlimited

Management of cystic
fibrosis diabetes, 2022

Other information available

¢ NTM guidelines, 2017
(amended March 2018)

e Methicillin-resistant
Staphylococcus Aureus (MRSA), 2008

¢ National consensus standards
for the nursing management of
cystic fibrosis, 2001

Under review!

¢ Nutritional management of
cystic fibrosis, 2016

e Pharmacy standards of care, 2022

¢ Pseudomonas aeruginosa infection
in people with cystic fibrosis:
Suggestions for prevention and
infection control, 2004

e Standards for the clinical care of
children and adults with cystic
fibrosis in the UK, 2011

Under review!

e Standards of care and good clinical
practice for the physiotherapy
management of cystic fibrosis, 2020

* The Burkholderia Cepacia complex:
Suggestions for prevention and
infection control, 2004

¢ Advanced care planning guidance
for clinicians, 2017. PDF only,
available to download from
cysticfibrosis.org.uk/planningahead

o Antibiotic treatment for
cystic fibrosis, 2009

Under review!

¢ European cystic fibrosis bone
mineralisation guidelines, 2011

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

o

Join our Involvement group
to help shape the future of
CF research

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 our website 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.
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