Guideline for infants having a diagnostic HIV test in a nurse led clinic

(The term ‘nurse’ in this document refers to a paediatric HIV Clinical Nurse Specialist)

Introduction
“In the UK if a HIV infected pregnant woman is unaware of her HIV status prior to delivery, she has a roughly 1 in 4 chance of her infant being infected.

Effective interventions substantially reduce the risk of mother to child transmission, but can only be offered to women who are aware of their HIV infection. 

Using Antiretroviral therapy (ART), antenatally, during delivery and for the infant, delivery by caesarean section and avoiding breastfeeding can reduce risk of transmission to less than 1%”

NSHPC March 2008 

Testing for the infant

Because infants born to women with HIV will passively acquire maternal HIV antibodies, infants are tested using the HIV DNA PCR (polymerase chain reaction). Tests are carried out at the following times:

· Day 1 of life (maternal sample should also be sent if not already done in antenatal clinic). 

· At 6 weeks (1st appointment)

· At 12 weeks (2nd appointment) 

If a baby has 3 negative PCR’s (at least 2 after 6 weeks and off ART) there is a 98-99% chance that the baby is not infected with HIV. A negative HIV diagnosis is confirmed by a negative HIV antibody test at 18months. For this reason parents should be encouraged to make contact if they are concerned about the child’s health during this time. 

6 week check

Referral to the clinic

The nurse will usually have met the mother in pregnancy, information will also be provided in the 6 weekly peri-natal meeting. Following delivery the nurse will meet Mum on the post-natal ward and an appointment will be given for the 6 week appointment. At this time the nurse will also check that the day 1 bloods have been sent and that medicines have been prescribed and administered to the infant. The infant will require 28 days (4 weeks) of antiretroviral therapy as prophylaxis. 

Consultation 

The consultation at 6 weeks is often emotional for parents and it is important that time is dedicated to be able to reassure parents and talk through any concerns they may have. 

As this is the 1st appointment it is important to talk through the birth history and interventions taken to reduce risk of Mother to child transmission. Any new changes to the medical or social history should be discussed and documented using the 6 week check Pro-forma (see appendix 1) Height and weight should be measured and plotted on a growth chart. 

If there are any acute medical concerns the clinic registrar should be contacted to review the baby. 

Points for discussion

· How the infant is progressing both medically and developmentally

· Any illness the infant may have had especially candidiasis, breathing difficulties, prolonged unexplained fevers

· Growth and feeding

· Hospital admissions or surgery

· Previous results

· Current medication if any 

· Immunisations- has primary course been booked?

· Support for mother

· Parental health- is mum still receiving treatment?

· Are there any concerns regarding other family members

· Health visitor/GP involvement

· Changes to family composition or social circumstances

Blood tests

In addition to the diagnostic test for HIV, infants should have other routine bloods carried out as most infants will have been exposed to some anti-retroviral therapy in-utero and for 28 days following delivery.  The following tests should be carried out:

· Full blood count.

· U&E’s 

· Liver function tests

· Glucose

With agreement from the parents, the nurse will make contact via the telephone with results from the diagnostic test. Test results are usually available within 1 week.  Any abnormalities will be reported as necessary. 

12 week check 

Referral to the Nurse led clinic 

As the baby will have already attended the nurse led clinic for the 6 week diagnostic test, an appointment will be made at this time for the 12 week appointment. 

Consultation 

At this appointment parents may still feel anxious as they will be awaiting the final PCR result. It’s still important to allow plenty of time for questions and reassurance. As the full obstetric history will have been taken at the 6 week appointment it is not necessary to go through this information again. 

Any changes in circumstances should be discussed and documented. The infant’s height and weight should also be measured and plotted on a growth chart. The family clinic sheet should be used for documentation.

If there are any concerns about the infant, the clinic registrar will be available to review the child. 

Points for discussion

(Please see 6 week check) 

Check that primary immunisations have commenced, except BCG.

Blood tests 

(please see 6 week check)

Results will be given over the telephone with parental consent. If the 12 week PCR is negative, parents should be advised to ensure the baby has the BCG immunisation. 

18 month antibody test

Referral to the nurse Led Clinic 

As the child will have attended the clinic for the 6 week and 12 week HIV diagnostic tests the family will already be familiar with staff. An appointment will sent for the 18 month test 1-2 months prior to the appointment. Families are therefore advised at the 12 week appointment to contact us if they have a change of address or telephone number. 

Consultation 

At this appointment it is important to encourage parents that previous results indicate that their child is uninfected, and that this appointment is an opportunity to catch up with the family and see how the child is doing in terms of health and development. It is also important to explain the difference between the first 3 PCR tests and this antibody test. 

Changes in family composition or social circumstances should be discussed and documented. The child’s height and weight should be measured and recorded on a growth chart. The family clinic sheet should be used for documentation. 

If there are any health concerns about the child then the clinic registrar will be available to review. 

The family should be advised that if the test is negative then their child will be discharged from the clinic. There is a small possibility that there may still be some maternal antibodies present, if this is the case the child should be retested again after 2 months. 

Points for discussion

· How the infant is progressing both medically and developmentally

· Any illness the infant may have had especially candidiasis, breathing difficulties, prolonged unexplained fevers

· Growth and feeding

· Hospital admissions or surgery

· Previous results

· Current medication if any 

· Immunisations- are all immunisations up to date? 

· Support for mother

· Parental health

· Are there any concerns regarding other family members

· Health visitor/GP involvement

· Changes to family composition or social circumstances

Blood tests

In addition to the diagnostic test for HIV, the child should have other routine bloods carried out as most children will have been exposed to some anti-retroviral therapy in-utero and for 28 days following delivery.  The following tests should be carried out:

· Full blood count.

· U&E’s 

· Liver function tests

· Glucose 

With agreement from the parents, the nurse will make contact via the telephone with results from the diagnostic test. Test results are usually available within 1 week.  Any abnormalities will be reported and followed up as necessary. 

Communication with primary care teams 

At each appointment it is important to ask families if the GP/ health visitor are aware of the HIV diagnosis. In some circumstances parents do not want this information shared. Although this decision is respected it is useful to explore the reasons why. 

Assessment of competence

The nurse will work within the NMC (Nursing and Midwifery Council) code – standards of conduct, performance and ethics for nurses and midwives. 

Clinics will be carried out by a Paediatric HIV specialist nurse (band 6 or 7) with the ENB 934 or PENTA/ESPID course, or relevant clinical experience. Nurses should have a minimum of 3 years experience working with children and families. 

Exclusions from nurse led clinic

· Infants born before 32 weeks gestation.  

· Infants with high risk of transmission. 

* Infants born before 32 weeks gestation or infants with a high risk of transmission should be seen in the family clinic by a paediatrician 

