


By Skye, 1987. In Memory.

1



Editorial         3
A note from parents of a child with HIV Infections    4
A note from parents of a child with HIV Infections continued                  5 
What is HIV and what does being HIV positive mean?   6
What is AIDS?        6
How HIV is transmitted       7
Coping with a diagnosis of HIV      8
Transmission from mother to baby      9
How will I know if my baby has been infected    10
Worried about biting?       11
Everyday life with HIV       11
How can I help my child stay well?      12
How can I help my child stay well? continued       13
How can I help my child stay well? continued      14
What kinds of illness should I look out for?     14
What kinds of illness should I look out for? continued    15
What kinds of illness should I look out for? continued    16
Blood tests - why are they needed?      17
Procedures involving needles       18
Drug treatment for HIV       19
Drug treatment for HIV continued       20
Drug treatment for HIV continued          21
Giving medicines to children       22
Fear of infecting others       23
Childcare and school issues       24
Telling your child about HIV       24
Telling your child about HIV continued      25
Brothers and sisters        26
Coping with grief        28
Support in caring for your child      29

Summary         30

References         31

Camp Goodtime         29
Positive Kid’s Camp         29

Further Reading          30



3



4



be positive about being positive.
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their blood.

Many transmissions occurred through blood and blood products prior to1985 but the risk 

associated with blood transmission is now deemed extremely small as blood products are 

screened for HIV and many other transmissible viruses.
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Therapy

Highly Active Antiretroviral Therapy

medication, 

usually consisting of one medication in liquid form given by mouth, and that the baby is not

breastfed. HIV has been found in breast milk and babies have become infected through breast

feeding. It is therefore not recommended. In Australia, babies born to HIV positive mothers are

formula fed.

h,
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cases

toileting (e.g. wearing gloves when changing baby’s nappies and washing hands
well afterwards )
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injection to help the immune system fight the particular virus e.g. the chicken pox virus, or may 

need to start antibiotics. This measure may either prevent the disease or stop your child from

getting a severe form of the disease.

If any problems are found they will suggest possible ways your child

may be assisted.
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smaller in size
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These are:
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It may be useful to give your child a job during the test e.g.

“we can get a milkshake”, or “we can go to the playground”.
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(T2)  This is an injection under the skin

To enable the child to live a long and healthy life into adulthood
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2) Taking Medications Everyday 

"Adhering"  to taking the medications i.e. taking medications without missing doses every day, 

is extremely important as it means that the virus will not become "resistant to the medications." 

The medications will therefore remain active against the virus for a long time. There are limited 

anti-HIV medication options once a combination of medications is no longer  effective.

   of the lungs.
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“viral resistance”

Children who are infected with HIV and who have a low T-cell count (a low T-cell count means 
a weakened immune system) should take co-trimoxazole (also known as Bactrim, Septrin or 
Resprim) as directed by the doctor to reduce the risk of developing PCP. This preventative 
measure is called prophylaxis [Pro-fill-axis]. Co-trimoxazole is an antibiotic and includes a 
'sulpha' medicine.

3) Natural/complementary therapy

These are natural medicines usually extracted from plants and are claimed to boost the immune 
system and reduce the side effects caused by anti HIV medicines.   It is unknown if some natural 
therapies may interact with the medications your child is already on. It is very important to 
speak to your doctor if you are considering using natural therapies.
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Before giving any medicine to your child it is essential that you know what the medicine 
is, what the correct dose should be and when it should be taken. It is also a good idea to 
write down the medicines that your child takes and when they are taken, just in case 
someone else has to look after your child when you cannot be there.

There will be times when giving medicine to your child will be an extremely difficult task, 
regardless of his/her age.   Generally speaking, after a few weeks of taking medicines 
most children become very good at it.   It is worth being patient with your child initially, 
as it is likely to be of benefit in the long run.   Children respond better when they feel as 
though they have some control of the situation.  Perhaps you can involve your child in 
taking the medicines from the beginning.  For example your child might want to make the 
milk shake that they drink to help swallow the medicines.

If your child becomes very upset, expresses anger and frustration or has a tantrum, it is best 
to allow him/her continue with it with as little response from you as possible. It is important 
that your child be allowed to express how they feel. Do not attempt to give the medicine 
while your child is very upset as it is unlikely to be successful (your child may refuse to 
swallow the medicines or spit them, out for example) and may even be counterproductive 
in the long term.

Wait until your child has calmed down, give them a cuddle and then try giving the 
medicines again. Do not hold the child down and force the medicine in their mouth.  If 
you do this your child may well refuse to take any further medicines for days. Of course 
how you deal with your child very much depends on his/herage. With babies and 
toddlers, you really do have to sit down and put the medicine in their mouth. After all, you 
cannot negotiate with this age group. It is the older children who often need 
encouragement.

If none of this helps, talk to your nurse who may be able to come up with some more 
strategies to help you help your child.  Whatever you do, be consistent in your approach, 
and try to make medicine taking part of your child's everyday routine.
 

22



Standard Precautions

P

Wear gloves when doing this.
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his/her

e,

There is no legal obligation in Australia for you to disclose your child's HIV status to the school 

or childcare centre. This is the law and is in place to protect your child and family's right to 

privacy and confidentiality.

It may be recommended that a partial disclosure takes place. This is so the child's best interests 

are protected. In this situation the school principal or director of the childcare centre are 

informed of the situation along with one other  key  member of staff.   By doing this, periods  

of absence from  school  due to  hospital appointments or illness are accepted as normal for 

your child.

It also means that the school or childcare centre will inform you of a chickenpox or measles 

outbreak that may have occurred at the school or childcare.

 

In any case, disclosure will depend upon the readiness of everyone involved.   It should be a 

graded process and the Paediatric HIV Service at the Sydney Children's Hospital can help you 

with this.This programme is very successful and has been running for many years now.

In addition to basic information about your child's health, the relevant staff are provided with 

further education and informed of their responsibilities in relation to your child's privacy.
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Disclosure should take place prior to your child reaching adolescence. This is both for the

benefit of the child/young person and to ensure that public health regulations are adhered to

if the young person becomes sexually active or engages in other activities where HIV 

transmission is possible.

Children are perceptive and will often have an idea that "something is happening" either to 

themselves or to someone else in the family. They will sometimes make up their own explanations 

about what is happening, without telling you. They may believe that it is their fault that they or 

another member of the family is sick. The unknown may be more frightening or anxiety provoking 

than the known to the child. You may notice a change in their behaviour. This is common when 

children are not given the opportunity to talk about what is happening and their feelings or 

anxieties. It is important that children feel secure and safe in their home environment so that they 

can confide in you.
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If you have concerns about your ability to care for your child,

 or concerns about your own health, you can speak to a social worker to find out more about 

support options.

Camp Goodtime is the national camp for children and families living  with HIV. It is co-ordinated 

by the Social Worker from the Paediatric HIV Service at the Sydney Children's Hospital, 

Randwick.

It is a time for families to come together to support each other, be supported and participate in 

a wide range of workshops and support groups. Participants have the opportunity to take part in 

a range of  recreational and  therapeutic activities aimed at having a great time and some much 

needed relaxation. Childcare is provided by a group of trained volunteers. Nursing support is
provided.

You can speak to your health care worker about the possibility of your family being included in

this exciting event, or contact the service directly.

S
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 2014

http://www.rcog.org.uk/womens-health/clinical-guidance/management-hiv-pregnancy-green-top-39

http://aidsinfo.nih.gov/contentfiles/lvguidelines/perinatalgl.pdf

 2014
http://www.bhiva.org/documents/Guidelines/Pregnancy/2012/BHIVA-Pregnancy-
guidelines-update-2014.pdf
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