





On admission day

On admission day, please come to
admissions at the paediatric clinic.

Please bring the following:

« referral

« health insurance card

« doctor’s letters, reports and
preliminary results

Visitors are very welcome

Daily visits are important. Please limit

your visits to two persons per room. We
kindly request that you inform the nur-
sing staff of your arrival and departure.

For the stay at the ward

»When packing your suitcase don‘t
forget ...

tooth brush/toothpaste
comb

underwear

bathrobe

pyjamas (with buttons on the front)

jogging suit
warm socks
slippers
light clothing
cuddly toy/blanket
painting/colouring supplies
favourite book
- favourite game
« music box

Please keep in mind that the storage
space in the rooms is limited so,
avoid bringing too much luggage.

Welcome to the PaediatriCc Cardiac Ward

The examinations

After you have been admitted to our
cardiac centre, you will be expected at
the paediatric cardiological outpatient
department where your child will be ex-
amined. An electrocardiogram (ECG) and
an echocardiography will also be carried
out there. After that, your child will be
admitted to the Paediatric Cardiac Ward.

Of course, you will also have a chance to
talk to the doctor treating your child and
who will discuss all further measures
with you in detail and answer all your
questions. The staff at the wards will also
be happy to answer your questions at
any time.

The admitting nurse will
measure your child’s

« blood pressure, pulse, breathing
and oxygen saturation,

 body weight and body length,

« go through the admission
procedure with you,

- take blood samples together
with the ward physician




The day of surgery The day Of surgery

The preoperative
course of events

Postoperative information

Once surgery is over, our cardiac surgeon will immediately let you know how the ope-
ration went. He will give you a call if you are off the hospital premises. Please arrange
this with him in person during pre-operative discussions. Your child will be taken care
of by our intensive care staff during this time. Often medication and medical devices
are still required during the first hours
following surgery.

Our cardiac surgeons
or a member of the
ward’s staff will no-
tify you of the time
surgery is scheduled
one day in advance.
The procedure will
be performed in the
surgical theatre of
the cardiac centre.
The intensive care
unit which will pro-
vide postoperative care for your child is also located there. We will change the child‘s
clothes together with you and put a name strip on the wrist. A paediatric nurse and
an ambulance service will accompany you and your child to the presurgical suite.
You will have enough time to say goodbye there.

Initial treatment takes some time and this
is best spent in the parents’ room of our
ward. The intensive care staff will let you
know when you can see your child and we
will be happy to accompany you there.

Bigger children can be given some
Calming syrup Or a tablet about

thirty mihutes prior to surgery to
help them if they are feeling too
agitated.

The intensive Care unit StafFf Will
inform you immediately as SOoh as
you Cah come anhd see your child.

The wait

A surgical nurse will continue further care and accompany
your child to the operating theatre. Anaesthetic induction will
then be initiated and the surgery can begin. This can be the
hardest time for parents as there can be a long waiting time.
We recommend trying to take your mind off the operation

as much as possible.
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CardiaC catheter examihation

The day before the examination

The physician who will carry out the
catheter examination will notify you on
the day prior to the scheduled procedure.
He will also provide information on the
expected duration of the examination.
The talk will also provide information
on the anticipated length of stay for
your child and whether your child will
have to spend time in the intensive care
unit after the catheter examination.
Bigger children will get some calming
syrup or a tablet about thirty minutes
prior to the procedure to help them

if they are feeling too agitated.

The attending nurse and an ambulance
service will then accompany you and
your child to the cardiac centre where
the procedure is to take place. You

will have enough time to say goodbye
at the cardiac catheter laboratory.

The intensive Care unit

Unfortunately, accommodation on the
ward is not possible if your child needs
to spend time in the intensive care

unit. The Ronald-McDonald house in
the immediate vicinity of the hospital
offers accommodation facilities for pa-
rents. Please talk to our ward secretary
if you are interested in staying there!

Please ask the anaesthetist on the day
before the procedure whether it is pos-
sible to stay until your child is asleep.

During the procedure

You can spend the waiting period in our
parent room or leave the hospital to take
your mind off things. Of course, we will
inform you right away once the proce-
dure is completed and you can generally
accompany your child on the return from
the cardiac catheter laboratory. Your child
must stay in bed for 24 hours following
the procedure and the attending nurse
will carry out frequent check-ups on your
child. The care will also include necessary
24-hour surveillance with a monitor.

Your child may consume beverages once
fully awake. If it can be tolerated,

then your child will be allowed to eat

on the same day. As a rule, children

are allowed to get up the next day.

Day and night

Your child will get qualified and gent-
le round the clock care by a registered
paediatric nurse. Our ward physici-
ans are on the ward every day from
8:00 a.m. to 8:00 p.m. Outside these
hours, the medical night service at
the paediatric hospital is responsible
for the care of our small patients.

QOur play room offers diversion and
entertainment £for small and
big children.

Everyday ward life

The room at the ward

Our patients stay in quiet
child-oriented rooms with
two beds at the paediatric
centre and will be monitored
constantly, if necessary. We
offer accommodation for you
if your child is below the age
of 9. Of course, we will also
provide food and drinks during
your stay. Our parent lounge
is available for you as an
additional recreational area.



InhterdisCiplinary Care Pedagosgic care

A whole network of know-how

We closely cooperate with other profes-
sional groups to ensure comprehensive

care for you and your child. Paedia-
tric cardiologists and paediatric
cardiac surgeons work together
with neonatologists, anaesthetists,
perfusionists and the paediatric
nursing staff.

S\

Body and mind is taken care of

Compulsory education
Physiotherapeutic procedures and psycho-
logical care will be given every day in case
of need. Our child care worker will play
with your child in the play room or at bed-
The rounds side and provide valuable pedago-
_— gical care. The ward team will be
happy to put you in touch with
our hospital pastor if you want
him to visit.

Children that are required to attend

school who are facing a longer stay
at our children’s cardiac ward can
get lessons from a teacher.

The rounds take place daily between
9:00 a.m. and 11:00 a.m. Please try

to be in the patient room with your
child during this time. Use the rounds

Our ward secretary is your contact person for all administrative issues
surrounding your child’s stay in hospital. She can issue certificates for
your health insurer and provide guidance and assistance every day.

to get detailed information on the
further treatment procedure of your
child and to ask important questions.
Our rounds with the head physician
take place every Wednesday after
9:00 a.m.
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On the day of disCharge

Finally going home

On the day of discharge, you will have

a final talk with a ward physician du-

ring which you will discuss the further

medical treatment of your child. You
will get a discharge letter for your
physician providing further treat-

ment. You will be notified of the exact

time of discharge during the rounds.
Experience has shown, that you can
leave the ward between 2:00 p.m.
and 4:00 p.m. We will give you any
medication to last the first few days
if your child needs any medication.

Further reading ahd guidebooks

BOOKS

Catherine A. Neil, Edward B. Clark, Carleen Clark
The Heart of a Child

Information and advice for parents

Trias, Stuttgart

Borth-Briihns, Eichler
Padiatrische Kardiologie [Paediatric cardiology]
Springer Verlag

lIse Achilles

...und um mich kiimmert sich keiner

[...and no one takes care of me]

The situation of the siblings of handicapped and
chronically ill children

Reinhardt-Verlag, Miinchen

Mechthild Ritter
Wenn ein Kind stirbt [When a Child dies]
Kreuz-Verlag, Stuttgart
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Ann De Bode, Rien Broere

Paula wird wieder gesund. [Paula is going to get well]
An Ellermann bravery book

Verlag Heinrich Ellermann, Hamburg

INTERNET

www.bvhk.de
(Federal Association of Cardiac Children e. V.)

www.herz-kinder-hilfe.de
(Herz-Kinder-Hilfe Hamburg e. V.)

www.wikipedia.org
(comprehensible explanations for the most common
heart diseases)

www.herzkinderinfo.de/Mediawiki
(main site of HerzKinderWiki, the help pages for child-
ren with congenital heart disease and their parents)

Paediatric CardiaC Surgery

Your contaCt persons

Paediatric Cardiology

g N\ [ N
PD Dr. A. Dodge-Khatami Ph. D. Prof. Dr. Jochen Weil
Head of Paediatric Cardiac Head of Paediatric Cardiology
Surgery J L J
N\ [, N
Jeanette Schonebeck Dr. Urda Gottschalk
Specialist Senior physician, Paediatric
J U Cardiac Intensive Care Unit ~ /
4 A
Dr. Trong-Phi Lé
Senior physician
Nursing \_ Cardiac Catheter J
g N\ [, N
Melanie Krebs PD Dr. Thomas Mir
Ward manager ' Senior physician
Paediatric Cardiac Ward J L Paediatric Cardiac Ward J
N\ [, N
Marlies Bergers Dr. Christian Thiel
Ward manager, Paediatric i Senior physician
\_ Outpatient Department J

Cardiac Intensive Care Unit J

For additional information, please refer to kinderherz@uke.de
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Herz-Kinder-Hilfe Hamburg e. V. -
Children’s Cardiac Help Hamburg m(\’) How to become a Sponhsor

Dear parents, Sponsoring what is Close to our hearts - together!
Herz-Kinder-Hilfe Hamburge.V.isa orga-  You can get medical care from doctors In view of the limited public funds, the the goal of establishing one of the most

nisation for parents of children with heart and nurses — but everyday life at home sponsoring association under the important university cardiac centres in
diseases here in the Hamburg region. We  with a ,heart child“ raises issues that you ’ guidance of patroness Jonica Jahr-  northern Germany. This should also make

are all affected — we are all parents of can ideally discuss with other affected Goedhart has generated additi- it possible to provide the best possible
,heart children®. parents. We are here for you. onal financial means in order to care to cardiac children with their fami-
We understand your fears and worries create the best technical and medical lies in child-oriented surroundings at the

because we have also gone through them
with our children and still do to this day.
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What we do

conditions for the treatment of cardiac University Cardiac Centre Hamburg.
children in the Hamburg region — with

You as parents are not alone —

and it helps to Know that.

@ We meet regularly once a month for talks covering the subject of heart disease.

@ We hold events for children and adolescents: in kindergarten and at school, our
children are sometimes treated differently — during our trips to the children‘s
theatre, at the petting zoo or barbeques they will meet others with heart defects.

@ Even older adolescents with cardiac defects will find the opportunity to meet
others at our active JEMAH group (= Junge Erwachsene mit angeborenem Herz- ]
fehler —young adults with congenital heart defects) SchimmelmannstraGe 29

@ We also provide active assistance here at the UKE: We finance a regular play and 22043 Hamburg

¥

Sponsoring association address:
Forderverein Universitares Herzzentrum e. V.

painting therapy at the Paediatric Cardiac Ward and even toys and crafts materials. Telephone: 0 40/74.10 - 590 99

We have also donated some of the medical devices. Fax: 0 40/ 7410 -590 55
‘ http://www.herz-im-zentrum.de

Herz-Kinder-Hilfe Hamburg is a member of the Bundesverband Herzkranke (A :
E-mail: info@herz-im-zentrum.de

Kinder [Federal Association of Cardiac Children e. V.].

You can also get contact addresses from us if you are Deutsche Bank AG, Hamburg

not staying in the Hamburg region. Account no. 087 87 77 01
DAS KLEINE HERZ Bank code 200 700 00

M
ZENTRUM

Please contact us if You waht to find out more or
get to khow us. We look forward to hearing from
you! www.herz-kinder-hilfe.de.

You can request a copy of the sponsoring
association brochure at any time

on 040/ 7410 - 590 99.
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