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@Y our Child in Hospital (Headlines factsheet)

Most children who are diagnosed as being affecyecréniosynostosis are likely to have surgery
recommended and the child and family will be facwtat may be a new experience — a stay in hospital.
those children with syndromes involving craniosytoess, this will be the start of a series of visitsl
operations over the early years of the child's tigring which hospital will become a familiar eronment
— for some, even home from home! Whichever the,dhsse first stays can be a particularly worryamgl
disruptive time for the whole family. This leafl@ins to answer some of your questions and help make
things easier:

L Getting Ready

Many of the initial investigations and surgical edures for craniofacial conditions take place wyaur
child is still a baby. In these circumstances thet#tle you can do to prepare the child itseif hospital,
except take reasonable precautions to avoid iwieetn the few weeks prior to your visit. You yaelfsare
likely to feel anxious about what will happen. Gatrinformation about the forthcoming treatment twélp
reduce worry — so don't hesitate to contact yosphal specialist or the ward staff with any querier the
Craniofocial Support Group, especially if you wolile to talk to another parent who has been thnaihg
some experience. Don't sit and worry in silence!

As children get older, they will of course becomecim more aware of what is going on around themnEve
if they are not old enough to fully understand itleeindition, it is important to talk about the apaching

visit to hospital and explain as much as you thivdy can appreciate. Nothing is more stressfuafohild
than the unexpected, or to worry about the unkn@nd,things are easily misunderstood. Although it's
understandable not to want to upset your child ntioae necessary, it is far better to prepare himeory
explaining the truth about what is going to hapenclearly and simply as you can, including amenl
siblings in the discussion — and to answer questinrthfully.

Children need time and warning about such a dramativ experience, though for young, pre-school age
this need be only a few days. It may help to pl#gyctors and nurses" games, or with older childi@talk a
little about "how bodies work", for example.

On the home front, make practical arrangementsiweltlvance. Inform the child's school where neargss
giving them an idea of what the visit will involaad how long an absence it may entail. Obviousyy an
children who will be staying at home, plus petd| meed to be looked after, so if it isn't possifuethe
parent not travelling to hospital to do this, othlams will have to be made for them — preferabiyphw
someone familiar such as a close relative or fridgngood supply of clean clothes and food to kdep t
family going while you are away will help thingsrsmoothly. Under special circumstances, your Healt
Visitor may be able to arrange home help. Low inedamilies may also be eligible for help with trpas
costs to hospital — ask the hospital or ward saetaker about this.

a What to Take

For your child, you will need:

* Night-time clothes, including slippers, dressmawn, hairbrush, toothbrush and toiletries.

* Day-time clothes, which should be loose-fittingdacool, as the ward tends to get hot. For babsif
the ward provides disposable nappies.

* Your child's favourite teddy or toy, however @dd worn, and anything else he is especially agidb,
such as a special dummy or drinking cup.

* Any medicines currently being taken, though thesest be handed over to the ward staff on arrivélet
kept securely.
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For yoursalf you will need:

* Cool, comfy clothes for on the ward, with a caa or jumper and coat for going outside.
* A dressing gown or track-suit and slippers oit sbibes in case you are up during the night.
* Tolletries and towel.

* An alarm clock, if you may be sleeping away fréme ward.

* Something to do, whether it's knitting, crosswoat writing that best-seller — time can go vepmndy in
hospital.

*Tea bags and coffee are usually available on thelybut you might like to take some supplies taeno
your own light snacks, etc., (though remember fidgace will be limited, and you won't be ablettwes
any raw meats or dairy products there).

* Change for the phone or a Chargecard.

* Electrical equipment isn't encouraged and if young a hairdryer, for example, it will need to dieecked
for safety before it can be used.

Don't forget storage space will be limited, so dwubie temptation to bring everything but the kitclsenk
One thing worth doing before you leave home thaadgh get together a list of questions you mighhinta
ask the doctors or therapists — minds are notofimugoing blank during those vital few minutestio¢
ward round!

da On theWard

Procedure will vary between hospitals and dependmghether your child is in for assessment, minor
surgery or for a major operation, when you mighatdimitted a day or so before so that vital up-@-th
minute tests like X-rays and blood tests can beem@thichever the case, a nurse will greet you and
together you will fill in a care plan for your ctijldesigned to make life in hospital as "normalpassible.
She will also do routine checks such as temperaltlwed pressure and nose and throat swabs, ahd wil
show you around the ward.

Family-centred care - Most hospitals now encourage "family-based care", wheteast one parent is
resident with the child throughout their stay. $ogmts are not treated as "visitors", but essem@thbers
of the care team, looking after the child's needs they were at home. Always tell the ward stbjfou
need to leave the ward at any time — and neveffgbheward without explaining where you are goaryl
for how long to your child, as the sudden disapgeee of Mum or Dad can be very distressing.

Although only one parent can generally be accomneailather family members are usually welcome to
visit at any time (though bringing a noisy gangoting siblings just before bed-time isn't such adjiolea)
Resident parents are usually put up on a sofa beldeoward or in parents' accommodation close Isk. A
the ward staff about arrangements for meals, laynaashing facilities, etc.

Who's whoThroughout your stay at various times of the dayream of medical people will appear for
short chats. Prior to any general anaestheticetivbalways include the anaesthetist and dod&efore an
op or during assessment periods the day will tedfilvith visits to other departments like X-rayass,
photographic, and perhaps ENT (ear, nose and Jlwoapthalmics, Post-op, ward rounds usually take
place first thing in the morning and/or around tie@e after the day's "list" has finished.

Passing the timéMost children's wards have stacks of toys that mejpefully keep your child busy in the

play room or on the ward whether he is up and aboabnfined to bed. There is often a play leader
assigned to the ward. Though she may not be theretames she will be able to give you a welcobneak,
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and is trained to help reassure a child anxiousitatib@ir operation through play. Breakfast is ulsual
prepared in the ward kitchen, and the childremishuand tea brought up to the ward at regular teaes
day.

@ The Operation

You will have been told the approximate time yohitctis likely to go to theatre, though this is exhely
flexible! Try to be patient if delays occur. He Wiked to have had nothing to eat or drink ("nilnbguth™)
for a certain number of hours beforehand, whichnilmses will explain. This could be an ideal tiroed
bath, to divert everyone's attention from breakéassdtnch! Your child will also receive a "pre-medither
orally or by injection, about an hour before heu® in theatre. This dries up secretions in the Bosl
mouth and helps to sedate him.

A porter will appear when it is time to go and,etwer with a nurse, will accompany you to the atiesie
room. Most hospitals usually allow one parent tdam to comfort and reassure the child.

Once back on the ward, therenhing you can do! Try not to sit around lost in your own thoughts.jMa
ops can take many hours, so then it is best tg@etelf right away from the hospital for a longlkya
shopping trip or visit somewhere to take your mificthings.

After the operation is completed, the child speadsort period in the recovery room before beitgrned
either to a quiet part of the ward or, in the aafsg@ major cranial procedure, to intensive carepBxpared
for some distress, especially after a cranial epalise he is likely to be surrounded by a jungldripk,
tubes and beeping technology. Perhaps he willrgiile smears of blood and antiseptic, and cligtitmhes
will be visible on the head. There will be swelliagd bruising, which is sure to get worse ovemie few
days before it starts to look better.

Your child may come around a bit, but is more hki go on sleeping for several more hours. Take th
chance to have a meal or catch some sleep if youDxan't neglect yourself — you're not going tantngch
comfort to your child if you are over- tired orestsed out.

This is the hardest time for parent and child dnsl @asy for spirits to reach rock-bottom and goee to
get very emotional. The good news is that childemoverincredibly quickly even from the most intensive
surgery. Barring complications, within a week tligedence to your child will be truly amazing aruet
improvement will continue day by day as the fasiatlling settles. It is fun for your child to hawvsitors
during the day-time during the recuperation perind.remember he will tire quickly.

" Going Home

When you have been given the okay to go home bgdhsultant, an outpatient appointment will prolgabl
be arranged and a letter sent to your family dactdeeep him in the picture. There may also be@son
how to care for your child at home following theeogtion. If you have any concerns at all once yeu a
back home, phone the ward and discuss them withelay.

Expect it to take a little while for old routines become settled into once again. Children oftaoine
difficult or more "baby-ish" for a while following hospital stay, and siblings can be awkward tbdas T
phase should pass in time. You have survived!
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