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people with congenital heart disease
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Wound Care
The wound site should be kept clean and dry to ensure 
healing continues.

Normal washing and bathing is allowed but it is advisable not 
to soak for too long in the bath for the first four weeks after 
surgery.

Protect the wound from direct sunlight as this can hinder 
healing and may make the scar more noticeable. In time the 
scar should fade to a fine line. 

Contact the Cardiac Nurse Specialists or Ward L51 if the 
wound shows any sign of the following:

•• Redness or swelling

•• Discharge of any kind

•• Increased pain 

If any wound care or removal of stitches is needed after you 
go home this will be arranged with your GP’s surgery or a 
district nurse. 

Food and drink

Children

Generally children with heart problems do not need to follow a 
special diet. Like all children their meals should be well balanced 
and include fresh fruit and vegetables. The family health visitor 
or practice nurse can offer advice on healthy eating. 

Snacking between meals should be discouraged as this is a 
contributing factor to tooth decay.
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Babies

You will only be discharged from hospital once feeding has 
been established; this may mean a short stay at your local 
hospital before going home. 

Your health visitor will be informed on discharge and will 
continue to monitor your baby’s progress and give advice on 
weaning.

If your baby has been started on high energy feeds or calorie 
supplements you will be given a small supply to take home 
and you will need to obtain further supplies on prescription 
from your GP. 

The dietitian from your local hospital will usually be involved 
in your baby’s care after discharge if she/he is on a high 
energy formula or calorie supplements.

Signs & Symptoms to look out for:
Your child will have an appointment with a cardiologist 
around two weeks after discharge. This will include a scan 
to check that the operation has gone well and that there is 
no fluid around the lungs or heart. In the meantime, please 
contact us immediately (via the Nurse Specialists or Ward 51) 
if your child has any of the following symptoms, as it may be a 
sign there is a problem:

•• Increased breathlessness

•• Loss of colour

•• Severe tiredness/lethargy

•• Persistent dry cough

•• Vomiting repeatedly

•• Fever
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Discomfort
Should your child suffer any discomfort on discharge home, mild 
pain relief, e.g. paracetamol (syrup or tablet) may be given.

This can be obtained on prescription from your GP or over the 
counter from your local chemist.

If your child continues to complain of pain/discomfort for 
more than a couple of weeks contact your GP for advice.

Medicines
You will be provided with a two week supply of any medicines 
your baby/child needs when you go home. 

It is important that you do not run out.

You will be given a letter for your GP (and one for your 
pharmacist if the medicines will need to be ordered specially), 
make sure you give these to them straight away so they know 
which medicines they will need to prescribe/dispense. The 
letters are not a repeat prescription; you need to see your GP 
for this.

If your baby is under six months you will need to sterilise the 
syringes that you use to give the medicines. Your health visitor 
or GP should be able to supply you with 
new ones as they are needed.

Do not mix medicines into bottles/drinks 
as your child may not receive the full dose.

It is important that medicines are given at the right time.
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What if my child vomits after having medicines?

You may repeat the dose of medicine if your child has a large 
vomit within 15 minutes of having the dose.

Do not repeat the dose if it is longer than this as it is 
impossible to know how much will have been absorbed.

If in doubt do not repeat the dose.

Give the next dose of medicine at the normal time.

If vomiting persists contact your GP.

Activity
Normal mobility should be resumed as tolerated but care must 
be taken not to damage the wound site by strenuous activity.

Very few children need to restrict their exercise. You will be 
told of any restrictions by your consultant. Please encourage 
your child to become involved in normal activities in school 
and at home.

Your child should not return to school for approximately six 
weeks from discharge, which is usually around the time of 
their first outpatient visit.

Physical sports such as football, netball, etc should be avoided 
for at least six weeks, to prevent injury to the wound site. 
Swimming can be recommenced after four weeks if the 
wound site is completely healed.

For further advice about activity contact: 

Sarah Hibbert

Specialist Physiotherapist
Tel: 0113 392 6361
Email: sarah.hibbert3@nhs.net
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Endocarditis

What is it?

This is a serious (but relatively uncommon) infection of the lining 
of the heart that children with heart defects are prone to. 

It is mostly caused by mouth bacteria (germs) which get into 
the blood stream due to dental decay or infection of the teeth 
and gums. It can also be caused by the bacteria which live on 
the skin if they get into the blood during piercing of ears (or 
anything else), or when having a tattoo.

Endocarditis usually starts with flu like symptoms 
(temperatures, sweats, general aches and pains) which, unlike 
flu, do not begin to get better after a few days.

How can I help my child avoid 
endocarditis?

•• Brush your child’s teeth at least 
twice a day with a fluoride 
toothpaste.

•• Make sure your child has regular dental check – ups.  
Start as soon as your child has teeth.

•• Avoid ear / body piercing and tattoos.

Immunisations
Unless you are told otherwise we strongly recommend that 
your child follows the normal immunisation programme.  
Allow four weeks from any surgery before recommencing 
immunisations.
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Sleep
It is quite normal for the sleep patterns of young children to 
be affected by a stay in hospital.

They may need extra reassurance and comfort at night for a 
short period of time.

Hospital Accommodation
If you have used the hospital accommodation you will realise 
the benefits to families and that it is very limited. If you have 
had the use of a room please remember to return your key to 
the ward before you leave. If you forget and take them home 
please return them to the ward straight away. 

Useful Contacts
Once you have been discharged home the Cardiac Nurse 
Specialists are available to answer questions and discuss 
concerns, as well as helping with problems that may arise at 
nursery or school etc due to your child’s heart condition. They 
can also be a link between the hospital and any other medical 
professionals involved in your child’s care.

Children’s Cardiac Nurse Specialists

Tel: 0113 392 5467

Email: ccns.lgi@nhs.net

Ward L51:  0113 392 7451

www.leedscongenitalhearts.com
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