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About this guide

This guide is for New Zealand parents who
have a child with cystic fibrosis (CF) starting
primary school. It has been developed
together with ‘Starting school: A guide to
cystic fibrosis for primary schools and teachers!

It offers practical advice about topics to
discuss with your child’s school and teachers,
and offers tips from other parents of
school-aged children with CF.

About Cystic Fibrosis New Zealand

Established in 1968 as a volunteer support

group for parents with a newly diagnosed
child, we dedicate ourselves to shaping a
brighter future for everyone with CF..

As people with CF live longer and have
a better quality of life, there are many
life transitions, milestones and challenges
to manage along the way. We offer
personalised support, whether it is emotiona
guidance, practical advice or financial
assistance, to individuals and their families
throughout their changing journeys.

Our team of fieldworkers visit and support
families, provide information packs, cover the
costs of essential medical equipment, hospital
allowances, welfare assistance and other
means of support. We also fund CF research ~

and advocate on behalf of the community for : “~/ FIBROSIS NZ
better access to services and care.

i 0 If you would like to
As well as our national office, based Y iy T

Starship Hospital in Auckland, we have please get in touch.

regional branches that are run b www.cfnz.org.nz
for CF families. The branches pro
invaluable friendship, advi :,*
support network.

info@cfnz.org.nz
0800651 122



Starting school

Starting school is a big milestone in every child’s life, and as a parent of a
child with CF, it usually comes with a few extra challenges and worries.

Good communication with your school and teachers is key to a smooth /--"
transition into school life and to ensure your child’s needs are

understood by everyone involved.

We recommend organising a meeting with the school and providing

them with ‘Starting school: A guide to cystic fibrosis for primary schools and teachers’ before
your child starts, so there is time to answer any questions the school has or to discuss any

individual needs not included in the guide.

Talk with your CF nurse or CFNZ fieldworker if you need any additional information or help

with transitioning to school.

Topics to discuss with your child's school and teachers

Infection risks

Minimising infection risks - from other students and the environment, is often a parent’s
biggest worry when their child starts school. If you're concerned about infection risks at
school, and the potential impact on your child, you are not alone!

OR « Talk with the school and your child’s
ToP | teacheraboutareas of most concern, such
TIPS | asstagnantwater (e.g. fish tanks, vases,

pool changing rooms), vegetable
gardens and compost.

- Askifthere is another child with CF at the school.

- Ask to be notified of activities where there
may be an infection risk, such as impromptu
gardening or nature walks. Your child doesn’t
necessarily need to sit these out, but teachers
may need specific guidance from you so they
don't over or under-estimate the risks.

- Your child should use their own stationery if
pens and pencils are shared — this way you'll
know it’s only your child biting on the end of
their pencil and not everyone else.

- Encourage regular cleaning of chairs, tables,
sinks and shared equipment such as iPads.

« Ask about the schools policy regarding
sick children attending school and ifit is
strongly enforced.

- Askto be notified if there is an outbreak of

diarrhoea, gastroenteritis, chickenpox or other
infectious diseases. In most cases you don't
need to know who it is, just which classroom
is affected, so you can make an informed
decision about the risks to your child.

- Ifyou and your child feel comfortable to tell

classmates about CF, consider sending a letter
oremail to parents explaining the impact CF
has on your child.

« Sick children visit the sick bay — which is not

the best place for your child! Discuss with your
school on identifying another place your child
goes to when they're unwell.

- Encourage the use of alcohol gel in the

classroom and to use liquid soap and paper
towels for washing and drying hands —
no shared towels or bar soap.

- Make sure your child's classroom is well

ventilated, dry and free from mould or damp.

3




When my daunahter started school,

| we agreed, | Would Snffﬁj wipes

) and Dethl spra for her classrom
and k&@/ﬂ nese foﬁ%ﬂﬁ up.

Her teachers are qud at Letting me
know when | netd t bring i some
more and, s wz/ way ¢ /aoslfz'wzéj
helpin. the school and feeling like
[Save soime control over ﬂz
cleanliness of her classroom’

Y'm quite Lucky with my school
becanse they take germ contrl
reall .%V[OM,SLJ. [ think part of that
was being able t visit the school
and, Liplain thinas to them.

M hter has hev o sink in
her dassiom, and they dean i dovm

after every use. They are reall,
commz#wég k@e/zh,jjh@k hmm‘é.”

\When my daunahter started,
school, on e of the ways | could,
hely b minimise her risk
of catthing coughs and cwlds
was t Make sure she had
her ovn SMf/ﬂvéj of sfa,z‘wm/@fy
such as pens and pencils.
| Lnow many schools Like
t Share all the schol supplies,
afécudj in the MVL] ears,
but for us it was better if
she didn't [t meant ol
she was chewing mn the
end of her /&VWL/) ’




Pancreatic enzymes

Many children with CF

starting school need help

taking their pancreatic enzymes.
Adult supervision, either a teacher
or teacher aide is important until
you all agree your child can manage
taking enzymes independently.

« Discuss the best way for your child

{]
OUR
TOl; and teacher to know how many
e pancreatic enzymes are needed

with each food. Try a notebook or a
note in your child’s lunchbox or wrap
the enzymes in cling film with each
piece of food.

- [tisimportant your child learns to take

pancreatic enzymes independently.
Ideally the capsules will stay with your

child, either in their lunchbox or school

bag, and not in the school office.

- Provide a list of common ‘shared food’
that your child can have, such as chips,

pikelets, muffins and sausage rolls so

your child can easily join in with shared

morning tea, lunches or birthday
celebrations.

« Ifyour child can't swallow the capsules
whole yet, show the teacher or teacher
aide how to open the capsules and
sprinkle onto apple puree or yoghurt.

The teacher aide keeps a record,
of the number of enzymes taken
and | Leave a note i’ my daunahters
Lunch box with an @xyLqu:;;Z of
how many art needed that ﬂéaj.”

Our som needs enzymes s he fwz‘z‘
much considered, swallowin. /1[&5 /g
ﬂw{j tick when he sfm‘ez school!”

“Weve /m‘ our dauahters fa/ncymﬁc
enzymes insidethe lunch-ra,
of €ach item of food which needs it
since she was at Kinderaarten.

It has been s fantastic thit she can
start to o some of the simple
management for her CF and ¢ help

her s puch @ adjust v mana. z'yéuj
her own health as she jww Mf.)

My s is gm’z‘& f{ckj with what he eats
o | find the best way v manacge his
entymes st pata s [ok] note T each
prece of foud, so him and, the teacher
know how wuch he needs if he oméj
chovses b eat ome o two thinas’

" made swre from day e my sm
wnderstid. if he dripped an €nzyme
wit b take it We always send exba

enzymes in case of this”ln fach we fill
a whole Litie container; and when he
comes home | can see how many he
had, and we can talk abod whether
he had M,ojh v any) and how we
. )
can improve on the yﬁ@m foja‘hw.




, o Usat mai ive-yearld, he was
Fating and drinking o m éi: jfo cat at schtl plus
You've worked really hard to they are oﬂm &(lvmpu S0 Wneh wiore
make sure your pre-schooler eats entray rer m 50, We concentrated
enough calories to grow well. o f,; when he ,,f homg} vetty much a
Starting school means handing f“J’L meal aﬁ@y mm foLL«)W@/LZ Sn/a/cks

over some of that responsibility

. Ainner and iften a second, ﬁ(/quMV
to your child and teachers.

?83 - falk valljgmde tteacher a,bﬁuih When nur hter was d/ﬁnom
your child's diet - especially the A A
PS

n need for high-fat and high-salt we were bl the thing which has made
foods. Ensure other teachers or older the bigaest differerice b the L‘f“,”m
students on lunch duty also know. 07[ ple with CFis \ZWL nutriion.

- Talk about the upside-down’ Fui mehéox&s Wi ch‘/%) ce s
healthy food triangle. Foods best and Tream cheese may not 5%m}ttk6
for a child with CF are not often a ptential Life=saver; but it is!
ideal forother children. s
{f your child takes a‘vvh/'/e tg eat, ask “/\/1 hter aets Let out %ﬁ%
ifthey can start eating their lunch Wt Gt 5375}15 b o i Wm’h
before the bell goes.

her hmats ,W(J,%VLJ before mft%.
. Asktobenotifiedin advance of =~ e T
a ‘healthy-eating’ discussion at

\ : .
school 5o you can reassure your | wsually overfill m hters Lunchpol
child their diet is perfect for them. S0 she can /t'c/é and, chivse what she

- Request easy access to their drink f eels Like mz:j VW school. has
bottle, ideally on their desk or Lunchboc monites” it's vea hdf][‘/'l i
table, especially during summer the mpb@m‘wkwt children with CF ma
or when exercising. it eat ever in their Lunchbo ever

- Usean opaque water bottle for M and th “f kﬂ/ It also hdfé' o ot
electrolyte or sports drinks if your wssw& their hi h7[m‘ and, high-salt fowts
school has a ‘water only’policy so art wih ﬂy o pass /%; ement
yourchildisntsingledoutby j ...........

classmates for breaking the rules. .
lts helpful if teachers wnderstand wh

- Explain your child’s increased . .
pany my son is Lating fods thuaht of as

risk of dehydration and salt loss,

and what signs to watch for. unhtalthy and h¥s nit m t feel pad

They may need to take salt abd Dy sther Kids. If his class s guin.

supplements ifoutside on hot days. b have & sessim ﬁ?mﬂ o healtt aiid,
- Talk with your CF dietitian . healthy fods | want to g hld peforehand,

for help with school
snacks, lunches
and enzyme doses.

so | can confirm with my s his diet ha,s
b be different b what the school says
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Sports and exercise

Your child should participate as much “We always mention B
as they can in physical activites and the new teacher at the start
hool ise. /
schoolexercise of the  year about our son's CF
OR - Ask teachers to encourage your and /4055[5[/6 issuts t watch
TOP | child to join in with school exercise ot ][W Fudicivating with
TIPS qctivities. Advise teachers how o r ﬁ/j .
much they can encourage your child to other children, in actiities,
exercise and when it is okay to sit has been owr main \ZM/L
outandrest. for our son.. Because p jﬂ‘m
- Tell the teachers if it’s normal for Mﬁwi‘y (S very cod, for
your child to cough during exercise and ; . gJ
ask to be notified if their coughing is children with we MV@,V
worse than usual. suaaested, o son shouldn't

- Ifyour child uses an inhaler, make sure i< W/ﬁ(’lﬂ MC) 65/0 Ccta/'LL f n
the teachers and your child know how /%yszca/// education
andwhentouseit. NN eeeeee e

Y think Learning t Toilet breaks
/”/’f vur hand, up and Quick and easy access to a toilet helps
ask o /L{ia/&é use the with frequent toilet breaks.
pathroom s actually a skill OUR |« Ask for your child’s classroom to be
Our school has spare Tips | near atoilet and sink if possible.
wniforms and my sm 4‘”L « Ensure that your child will be allowed to
come home e day in use the toilet when they need to and
different trousers. there without delay.
had, been an accident - Ask to be notified if your child is going to
/‘y% Was ver j”m and, i the toilet more than usual.

hasnt scarved, him ﬂy Lite! « Askfor wash basins, floors and counter-
gecs b spce s e
are there for a reasm
- he Iwoéa/ﬂ] wasn't the
mly one that week.
[t must have been
handled well as it never
ha/ffﬂn/&d ain




School absences

Clinic appointments, hospital
admissions and daily CF treatments
can impact on school attendance.

(]
OUR| - Getarecommendation from the teacher
TOP | ofonline learning programmes your child can
TIPS . .
do athome or in hospital.

- Ifyour hospital has a school or teachers,
ask them to liaise with your child’s teacher.

- Explain your morning routine and how it can
impact on getting to school on time.

Y think is lM/ﬂonLMlL for teachers
0 wnderstand the stress children
ay be under in the mominas t
et physio done. [ts Likel Wh@n,j?y j&‘
1 school z% have a/LV&wL
Wworkin. ﬁ/ /roéa,éb 40 mm,m‘&s
at sime n z‘h& mw‘ do perfect.
and, omf awwt Thinas d Le
behind, and foropttens i the rush
sometimes; there &7 ust no time to rvelax
and, 5omdtm«% wo time t think!”

Other students

Itis up to you and your child about who
you tell, and how much information you share,
about CF and how it impacts your child.
%’S - It’s helpful if your child has some simple answers
TIPS | to common questions classmates may ask.

Examples:

Q Why are you taking that medicine?
(pancreatic enzymes)

A It's so my tummy doesn't get sore”

Q Why are you always coughing?
A "My lungs get a bit sticky, so | need to cough!

“The morning schol voutine is
awful = e sl st
Were alwa ﬁ% OV\j
minutes late. | was reall
[ was able to speak t all
hj e staff and ey plain about

cjsﬁc Fibrosis. AL z‘h@ staff were

veally enaaatd and asked
Lots of qustibns. [ explained
what owr mormh, routine (s
Like, | gt up at 6.30am t
et ever hz ozm but it s a

str 2 VmLL hard,
WZL z‘h&wpkfj z‘h& school

wnderstands. /wwz ho in.
thinas will aet easier a,s she

“Weve always reminded, each
new teachtr that owr sm has
already peen up and é&'r;j
made t do things a Lot eartier
than moﬁ‘jahz[drm.) ’

Y zmlmyfwmf e
child, knows ither
kids have conditivns
where they might have t
Ao z‘r&afmgufs, Like
Alabetes, asthma or
alleraies. So myma,uszrﬁ
ifferences, if fhm‘

wakes sense!



My sm sees heaps of 0
his School with diabetes ana
dvesi't think his CF s vea

b this. Bvery year since

the teachers have explained CF
and, illnesses away as mMuthn ¢
his tablets and, his drinks (Fo
inning of the school gear to the

Mo tid has ever really wmentinea

If Mjﬁﬂh ) they remind him
pancratic tnt mes! He is ag

Wids are natwally curions a
my daunahter why she takes pi
She st sz‘hcyyﬁz‘hcjsz‘o/w;:zf

)
sove and, thats us
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We gperate m a need—trknow basis in terms of who V 4
we tell abouat our sins CF If anyone asks [wold [ & &
never Lie or give my s the impression. its soma%mj 0 ﬂ&&
be axshwwgd o, me we decided wherve pissiple ve -
would, Leare it up o him o make the
wanits to handle this as he aets old.er
MZﬂM him

If more than one child with CF attends your child’s school, a strict management plan
must be developed due to the risk of cross infection.

Your CF fieldworker or CF nurse will work with you and your school to develop a plan
according to the Guidelines for Infection Prevention and Control for People with
CF in Non-healthcare settings: CFNZ position statement intended for people with CF

and their family/whanau. The position statement is available on the CFNZ website or
from your fieldworker.




School trips

Going on school trips is part
of normal school life, and there
is no reason your child shouldn’t
joinin.

Talk with your child and their
teacher about what they may
need on the trip, such as
pancreatic enzymes, enough
water, antibacterial hand gel,
paper towels and tissues.

Find out where the trip will be
and discuss any potential
infection risks and offer advice
about managing them.

A lot of school aged children
with CF are pretty good
themselves at knowing the

best way to look after themselves,
so make sure they're involved in
the planning as well.

Most school trips need parents
to come along and help and

it's a personal choice whether
you go along or not. If you're not
going to be on the trip you can
always ask for a contact number
in case you have any concerns,
and make sure another parent
or teacher has your contact
number, so they can call you if
they have any questions.

When your child is older,
going on school camp
should also be
encouraged and
something to look
forward to.

\y ,

rememper the first school trip my ﬁv@mfmc
went o was b the pet stve Very cute -
/mﬂﬂj nit a ;y@af idea for a child with CF.
Every mother wanted to a0 on the trip, and s
| wasn't chusen to atteid. | mentimed b the
teacher | was a bit concerned, and she said,
ust come b the pet stove at the same time as
the class. So | missed the bus trip but was with the
class at the ,%f stwe.. with a Lot of other anlips
first-time class frz,’w FMM&’.’ mey}}

‘We are in a sz school, in an Auckland, supurh,
but still m ed B aet b know enouah other
/awrmfs n the dass sithere was alwals ssimem et
(as well as the teacher) who knew about CF
[ve found on school trips the teacher is often
overwhelmed with the stress of the event Let alome
some extra worvy Like a child, with CFl Having that
Link t andther parent that could have my chid
in thelr qraup was definitely helpfal!

For the Kids who Love hiking, adventures and,

Djﬂd activities = it's tot Lj pessible with CH
/Vlj sin went t Great Bamier lsland, for a week
with his school and did ever fosszbl/@ stary and,
adventurons thing e went kayaking slept o
the beach, v through streams, wgﬂl/@d and
went sea cave smmmwy - | was glad | wasn't
theve otherwise | think |Tvould haie had a heart
attack! It was a fantastic Learning cuve how t
handle his meds even off arid. 72@% was no
sterilisation avadlable and no sterie water for
nasal washouts, so we made a plan with or
CF nurse. e tuk twn potable nebulisers, enah
nebuliser fa,yz‘s for each day and Laads of m
o the f@yy acriss. He did"so well and /woéa,ééj
stuck b about 75% of his treatments and pills
The best part is; he had the time of his Lt’f&”



Emergency situations

If your child has a PICC line, PORT, feeding tube or other medical device,
give the school and teacher information about how to manage them at
school and what to do in an emergency. Your CF nurse can provide you
with information specific to your child’s needs.

And lastly. ..
/’k ¢ My s is ooM/aLd@Lj oblivius. Hes Like, whatl
. , .
ha//w /;7 SZhooL is school. Mo“mewories of his first day
and, that or fikst teacher o having t take pills
s all fhﬁf in his Lunchpox for fP}Z first time.

m d/ﬁ&/&” lts all so novmal for him — hes now 13.

"""""""""""" | quess this is how we wanted it b be after
all.. this is what we were striving for.
He twns up, Listens (ho/%fmj{,j), ns,
participates, misses a bit for appointments,
has the odd day off and the odd
admissim. (but weve never missed, wuuch
sthool as lve a/Lways dome home U5,
This is our normal, and o s now thinks
it s his normal to. And his friends and
schoslmates now think it s nomal as well,

@ %Q He started. w%& this {W and all

that work at priary school - fhijm%j
miettings with teachers, the notes, the
i~ L. e — enzyines and, antipistics at schosl -
(\": = it was all practice for nowy for his Life, & help
him gpovv wup and be independent
m At college he has already been on camp,
peen sk and had b catch up on school work,
= = signed, up for swfing. He teds me after
— sc“ZoL b say he is going b a friends house
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A heartfelt thank o t the families who gave us valuable
nsiaht it their persmal experiences wﬁiysﬁc fibresis,
thitugh bath vwrds and, photo mf%y. We could not have
comgbdm this /Vyaf wz‘z%om‘;omy haf.
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A special thank you to The Lion Foundation and SKIP for generously funding
the writing and publication costs of this guide.

Lastly, thank you to the fieldworkers, clinicians and medical experts who shared
their knowledge and expertise on cystic fibrosis, and took the time to review
and fact check this guide.

This publication has been written as a general guide for parents and caregivers of a
child with cystic fibrosis starting primary school in New Zealand.

While Cystic Fibrosis New Zealand (CFNZ) has consulted with healthcare
professionals and families of children with cystic fibrosis to ensure the information
is accurate, it does not substitute specialist advice from your medical team.

/

CFNZ will not be held liable for inaccuracies or omissions.
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