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1.
Introduction

It is a statutory requirement that Looked After Children have a holistic health assessment, as it is acknowledged that they have unmet health needs and could be at risk of a wide range of health problems. 

This document, produced by a health/social services working party, aims to provide social services and children’s health care workers with:

· Multi-agency guidance to address the health needs of looked after children who could be at risk of blood-borne infections 

· Information on Hepatitis B (HBV), Hepatitis C (HCV) and Human Immunodeficiency Virus (HIV). 
· Guidelines on consent and confidentiality.

· Procedures for how to identify, assess, and test and refer children at risk of blood-borne infections. 
Blood-borne infections cause treatable diseases which should be considered in a comprehensive medical review along with other chronic and acute diseases. These viruses are considered as infectious diseases (i.e. transmitted from person to person), which often cause heightened fear in both professional and lay groups. Consequently, individuals and families face stigma, discrimination and social exclusion. This is particularly the case with HIV. 

All professionals working with Looked After Children need to be familiar with these guidelines.

2.
Why Test?

It is important that any test carried out on a child is done so in the best interests of the child, which should be decided in the context of a holistic paediatric assessment.

Due to the advances in the treatment of blood-borne infections, there are real advantages in determining the status of children who may have been exposed to the risk of infection.  

It is recommended that all children up to 18 who are put at risk of blood-borne infections should be tested. Children who have contracted blood born viruses from their mothers can remain well for many years.
Without treatment and monitoring, all of these blood-borne infections can cause children to become severely ill, and put them at risk of death.

The working party rejected universal screening of Looked After Children for blood-borne infections because it was agreed that infection from blood-borne infections should be identified like any other disease, according to individual risk factors, to avoid perpetuating the stigma experienced by people infected and affected by these viruses.
Due to the stigma attached to blood-borne infections, families are often very worried, and sometimes reluctant, when the subject of testing their children is raised. However, in most cases, with accurate information most parents’ fears can be alleviated. As these cases are often very complex, it is essential that the discussion with parents is carefully planned and advice from the paediatric infectious diseases team is sought (see contacts listed in section 9).

3.
Information on the Blood-borne infections and how they are transmitted 
(Based on information from DOH Children in Need and Blood-borne infections: HIV and Hepatitis 2005)

What is HIV? (Human Immunodeficiency Virus) 

HIV is a virus that attacks the body’s immune system making it vulnerable, over time, to infections that a healthy immune system would fight off. 

Transmission of HIV 

The vast majority of children who have HIV acquire the virus from their mothers either in utero, at delivery or through breastfeeding (vertical transmission).

Children and young people may also acquire HIV horizontally

· through unprotected sexual intercourse with an infected person or through sexual abuse.

· through sharing contaminated needles, syringes or other equipment during intravenous drug use, or needle stick injury.

Other less common routes by which the infection may be spread are:.

· through blood transfusions in a country where blood donations are not screen for HIV (all blood donations in the UK are screened for HIV)

· by invasive medical/dental treatment abroad using non-sterile instruments/needles

HIV is not spread by social contact and daily activities e.g. coughing, sneezing, kissing, holding hands or sharing bathrooms, swimming pools, toilets, food, cups, cutlery and crockery.

What is HBV? (Hepatitis B Virus)
HBV is a virus that causes inflammation of the liver, which can result in liver cell damage that may lead to scarring of liver (cirrhosis) and increased risk of liver cancer in some people. The risk of liver cancer is much higher in children infected at birth. Hepatitis B is highly infectious and much more easily transmitted than HIV by blood borne routes. HBV is preventable by immunisation. 
Transmission of HBV

Children and young people can acquire HBV

· from mother to child at delivery.

· through unprotected sexual intercourse with an infected person or through sexual abuse.

· through sharing contaminated needles, syringes or other equipment during intravenous drug use, or needle stick injury.

· through a blood transfusion in a country where blood donations are not 

screened for hepatitis (all blood donations in the UK are screened for HBV)

· by invasive medical/dental treatment abroad using non-sterile 

instruments/needles

Other less common routes by which the infection may be spread are:

· From non- sterile equipment used for tattooing and cosmetic piercing
· by sharing razors and toothbrushes (which may be contaminated with blood) with an infected person

Like HIV HBV is not spread by social contact and daily activities e.g. coughing, sneezing, kissing, holding hands or sharing bathrooms, swimming pools, toilets, food, cups, cutlery and crockery.

What is HCV? (Hepatitis C Virus)
HCV is a virus that causes inflammation to the liver. 20-40% of people with HCV infection will clear the virus. The majority of people infected will only get mild liver damage. However, in 5-20% of people HCV progresses over 20-30 years to cause serious liver damage. 

Transmission of HCV

Children and young people can acquire HCV

· through sharing contaminated needles, syringes or other equipment during intravenous drug use, or needle stick injury.

· through a blood transfusion in a country where blood donations are not 

screened for hepatitis (all blood donations in the UK are screened for HCV)

Other less common routes by which the infection may be spread are:

· from an infected mother to her baby at birth (this risk is increased if the mother is also infected with HIV). Currently there is no proven association between breast feeding and HCV transmission.

· By unprotected sexual intercourse.

· From non-sterile equipment used for tattooing and cosmetic piercing.

· by invasive medical/dental treatment abroad using non-sterile 

instruments/needles

· by sharing razors and toothbrushes (which may be contaminated with blood) with an infected person

HCV is not spread by social contact and daily activities e.g. coughing, sneezing, kissing, holding hands or sharing bathrooms, swimming pools, toilets, food, cups, cutlery and crockery.

Are any other body fluids infectious?
Urine, faeces, saliva, sputum, tears, sweat and vomit do not carry a risk of HIV, HBV or HCV infection, unless they are contaminated with blood. 

4. Documentation

The next two sections look at some of the complexities of obtaining consent for testing, and when to disclose information pertaining to testing, and to whom. It is very important that a full and contemporaneous record of the reasons for decisions and the information used to make these decisions, are carefully recorded along side the actual decisions that are made.
5.
Obtaining consent
Except for emergency situations where the wellbeing of the child could suffer if testing/treatment is not provided immediately informed consent is required before doing the blood tests. It is therefore essential that everybody working with a child being tested for blood borne viruses knows who has parental responsibility, and whether the child has capacity since these are a prerequisite to the power to consent. Verbal and written information should be provided to explain the benefits of the tests, and an appointment should be offered for the parents with parental responsibility to discuss the tests with the doctor or nurse taking the test.  All children must be given an age appropriate explanation of what tests are going to be done and how. 
Some of the issues around consent and children and young people are addressed below.

· As most children with blood-borne infections have acquired the infection from their mothers, identifying infection in a child is likely to indicate that the mother is also infected. Therefore, confirming infection in a child has huge implications for the whole family, as a positive test is likely to mean the mother is positive and her partner and other children may also be infected. The pre-test discussion should ideally involve both parents and where appropriate the child or young person. Every effort should be made to organise this appointment. If circumstances result in the birth mother not being involved in pre-test discussions, consideration needs to be given as to who will give her the results.
· Testing for blood-borne infections needs to be done in the context of a general assessment by a paediatrician. 
· Consent for testing for blood-borne infections should be obtained by the paediatrician or specialist nurse testing the child. Verbal consent is adequate but must be documented in the notes.

· Further advice about tests for blood-borne infections can be obtained from the paediatric clinical nurse specialist, or, the paediatric infectious diseases consultant, (see contacts section 9).
Raising the concerns of a possible blood-borne infection with the parents and child when appropriate

This must ALWAYS be done by a health care professional with appropriate experience.  If any other professional has information which raised concerns this must be passed on to the relevant health care professional.

Who can give consent for the child if:

i. Local Authority shares parental responsibility with the parent.

There are a number of legal orders which give the Local Authority parental responsibility (PR) which it shares with the parents. 

In cases where the child does not have capacity to consent themselves the decision rests with those who have parental responsibility. The decision to consent for testing a child for blood-borne infections should be made jointly between those who have PR. However, there may be some circumstances where the Local authority considers it inappropriate to consult with the parents. In those cases the Local Authority should seek legal advice before proceeding. Furthermore, where there are court proceedings the child’s Guardian should also be consulted in relation to testing. 

If a party refuses to consent to testing, an appointment should be offered with the infectious diseases team as further information and advice will often result in agreement to the tests.

Where there is agreement between those with parental responsibility there are no difficulties in proceeding.

Where there is an unresolved dispute between those who have PR the situation is more complicated and legal advice should be sought since it may be necessary to apply to Court for the issue to be resolved.   

Decisions made by those with PR or the Court are to be made on the basis of what is in the in the best interests of the child.

ii. Parents have sole parental responsibility

If the parents have parental responsibility (for example where the child is accommodated by the Local authority on a voluntary basis) and there are concerns about the child’s risk factors for blood born viruses but the parents refuse testing, consult with the infectious diseases team. As stated earlier if the child is asymptomatic then there is time to work with families. Usually with accurate information and expert support, families will agree to test. In rare cases applications are made to court for the issue of consent to be resolved.

iii. Young People over 16 

Young people ages 16 or 17 can consent to their own medical treatment (Family Law Reform Act 1969). If a young person of 16 or 17 gives consent, it is not necessary to get consent from an adult with parental responsibility but it would be good practice to involve the adult unless the young person doesn’t want this. If a young person aged 16-18 refuses consent, legal advice should be sought.
Children and Young People under 16

A child or young person under 16 years old can give consent to treatment if they are “Gillick competent”, now referred to as Fraser guidelines. This means that a child who has sufficient understanding to understand fully the nature and implications of having tests for blood-borne infections will also have the capacity to give their own consent. The position if they refuse is as set out above in relation to children who are 16 – 18 years old.
iv. Child is abandoned

In the case of an abandoned child there is an absence of persons with parental responsibility. Under the provisions of the Children Act 1989 the Local Authority has the duty to safeguard the child’s welfare and a power to do what is reasonable to safeguard the child’s welfare. This would include consenting to tests on the recommendation of medical practitioners. In the case of a newborn baby this assessment should be carried out within 24 hours (see below for specific case scenarios: abandoned baby).

See algorithm Appendix 1: A Guideline for testing Looked After Children for Blood-Borne Infections
6.
Confidentiality & Disclosure 
Information about the health or medical history of an individual is confidential to the person concerned and must be protected by local procedures. The legal position is set out in the Data Protection Act 1998 and the Human Rights Act 1998. Confidential information can only be disclosed in limited circumstances. The protection of client confidentiality is particularly important in relation to blood borne viruses because HIV, and to some extent HBV and HCV, carry a stigma which may lead to discrimination against individuals with disease.

There are many circumstances where services and support do not rely on knowing that the child has a blood-borne infection. However, sometimes knowledge of blood-borne infections is important for the child’s medical or emotional well being. The Data Protection Act 1998 and guidance recognises that there are circumstances where persons involved with the child may need that information for the purpose of the child’s care.
Before disclosing information about blood-borne infections to any agency or individual the following matters need to be taken into account in reaching a decision:

· Is disclosure in the best interests of the child and if so why?

· What information needs to be disclosed and to whom?

· Do those with parental responsibility or the competent child consent to the disclosure?
· Are there risks to the carers /agency staff if the information is not disclosed?
· What are those risks?

· What is the ability of those to be informed to maintain confidentiality?
In the event that there is objection on the part of the parent or competent child, and having taken such information into account the Local Authority is still of the view that the information should be disclosed, the objecting party should be given adequate opportunity to seek legal advice before the information is disclosed. In all such cases the local authority should seek legal advice before disclosure.
7.
When to test children known to social services.

The scenarios listed below are more common situations identified by the working group where concerns about the risk of transmission of blood-borne infections were identified. It is obviously impossible to cover every potential situation, so therefore the most important component of this document is to increase working relations between health and social services so that advice can be sought as and when situations occur. Early communication is always preferable, but particularly in the case of blood born viruses where tensions can be running high, due to the stigma attached, and misinformation and inappropriate handling of situations can make future relations with families very difficult.

It is important in all situations that as little time as possible should elapse before getting the results back to carers, families, and children because of the anxiety caused by testing. In addition this is especially important in the case of young infants found to be HIV positive who need to be referred to a specialist urgently as they are at high risk of long-term irreversible damage caused by HIV e.g. HIV encephalopathy. 
Specific Case scenarios 
A. Abandoned Babies

All babies abandoned in the first 5 days of life, with limited or no information about their parents, are considered high risk and need to be seen urgently in the first 24 hours by a paediatrician. It is imperative that the baby is screened for all the tests the mothers would usually have in the antenatal period (rubella, syphilis, HIV, HCV, and HBV) because preventative treatment can still be administered (syphilis, HIV and Hep B) or because the child can be monitored for the effects of viral infections (Hep C and rubella). It is also advisable to screen for HCV even of it is not part of the routine antenatal screening.
B. Children whose parent is a known intravenous drug user
All children who have a parent (either mother or father) who is an IV drug user need to be tested for HCV, HBV and HIV. It is a common misconception that in these cases HIV is the most important test. In fact HBV and HCV are much more transmissible virus. However, HIV should be tested for in conjunction with HBV and HCV because although it is a small risk, it is still a risk and can easily be tested for as a blood test is already being carried out. See below for seropositivity rates.
Intravenous Drug Users (IVDU) HBV Seropositivity 

Data on IVDU in London shows up to 25% prevalence of HBV, with a risk of 

20-90% of mother-to child transmission

Intravenous Drug Users HCV Seropositivity

HCV seroprevalence is up to 60% in some drug using populations in London, 38% elsewhere in Britain with a 6% risk of mother to child transmission.

Intravenous Drug Users HIV Seropositivity 

Rate in London in 2000 was 3.7% in males and 2.9% in females (10-20 times higher than rates in the rest of UK) with a risk of around 1 in 4 of mother to child transmission.


C. Children where there are concerns about parental drug use and possible IVDU
All children need a comprehensive assessment by a paediatrician. Every child should be considered on an individual basis. If there are concerns from the history, or symptoms of syphilis, HIV, HBV or HCV then the paediatrician should liaise with the paediatric infectious disease team. 


D. Testing in Sexual abuse and Sexual exploitation

All children need a comprehensive assessment by a paediatrician with experience in the assessment of children who have been sexually abused. 

E. Children where information on one parent or both parents is incomplete / inadequate

All children need a comprehensive assessment by a paediatrician. Every child should be considered on an individual basis. If there are concerns from the history, or symptoms of syphilis, HIV, HBV or HCV then the paediatrician should liaise with the paediatric infectious diseases team. 

F. Unbooked Mothers – (where mothers have no antenatal booking bloods)

Infants or children of mothers who have not had their antenatal booking bloods, (or are unaware of their results), will need screening for all the tests their mother would usually have (rubella, syphilis, HIV, HCV, and HBV). 

G. Child Born to a mother with continuing risk of acquiring blood borne viruses in pregnancy

It is important to be aware that antenatal bloods are taken at 12-18 weeks, so it is possible for women to acquire infection without detection later in pregnancy. Therefore if there are concerns about mothers being at continued risk of blood-borne infections throughout pregnancy then testing children should be considered.
H. Unaccompanied looked after children from abroad

All unaccompanied minors need a comprehensive assessment by a paediatrician. Every child should be considered on an individual basis. If there are concerns from the history, or symptoms of syphilis, HIV, HBV or HCV then the paediatrician should liaise with the paediatric infectious diseases team.
I. Foster carers with a blood-borne infection
· There is a negligible risk to children cared for in homes of carers with HBV, HCV or HIV.
· HIV and HCV are not transmissible by living in the same house.
· There are reports of transmission of HBV between people living in the same house but they are rare and are associated with highly infections status. Transmission can be prevented by vaccinating children cared for by HBV infected foster carers.
· All foster carers should be given education on universal precautions.
In deciding whether to disclose a foster carer’s blood-borne infection to a third party (including the parent) the local authority should always seek legal advice since the decision involves weighing up the duty of confidentiality owed to the foster carer and their human rights, and the rights of the child, the parents and other third parties.

In reaching a decision to disclose the local authority must apply the following test:
Has the foster carer given their consent to that disclosure 
OR

If the foster carer objects, the Local authority needs to weigh up the following competing factors and decide on balance whether there is a particularly serious  pressing need for disclosure, and if so the extent of the disclosure appropriate and necessary for that purpose

The factors to be taken into account are

· The risk posed to the child or others by non disclosure – this will often be based on medical evidence as to likelihood of the child or others contracting the infection

· whether the information is needed in the course of litigation

· the duty of the local authority to share relevant information with the parents

Then decide whether in the circumstances of the case these factors outweighed the carers’ right to privacy. 
If the local authority decides that there should be disclosure then the foster carer should be given advanced notice and the opportunity to challenge the decision to disclose. 

J. Foster Carer caring for children with blood-borne infections
· All foster carers should be given training on universal precautions.
· Whether a foster carer should be informed of the child’s blood-borne infection and if so, what information is divulged, is covered above under the paragraph relating to confidentiality
· When the local authority is deciding whether to disclose such information it should  take into account that it is more important for the foster parents to be told if the child is in a long term foster placement, is significantly immunocompromised and therefore at risk of infection, or on medication.
· If a child’s status is unknown or they are uninfected but their parent has a blood borne virus, the local authority must consider disclosure of that information to other 3rd parties. In doing so it should apply the test set out in section I. above. 
· If a child with a blood-borne infection is placed with a foster carer who is informed of the child’s health needs, extra information on blood-borne infections, transmission and social and medical considerations should be given. This is to protect the child from harm and to ensure that foster parents are equipped to give children the care they need. 
· Information on any medication a child they are caring for is on, and contact details for their health care professionals, are imperative to safeguard the child. Experts working with the child will be happy to help in these situations. 
· Foster parents looking after children with blood-borne infections need to be informed that the child’s diagnosis is to be treated with the strictest confidence and they should not disclose it to others (see section on confidentiality).
· When a child with infectious HBV is placed with a family, the family members should all be offered HBV vaccination.
H. Adoption
· All prospective parents receive counselling about HIV, HBV and HCV as part of their preparation process.
· If a child being placed for adoption is known to be HIV positive or to have HBV or HCV the adoptive parents need to be informed at the outset as a preliminary issue before the identity of the child is revealed. The adoptive parents should also be given information and counselling about the implications of these infections for the child’s health and the availability of services.
· If a child being placed for adoption is known to have HBV the adoptive parents need to be informed about the need to have members of their family household vaccinated.
· If a member of the child’s family has HIV, HBV and HCV but the child does not, the test for deciding whether to disclose that information is the test set out in relation to disclosure of a carer’s medical status. 
· Where the history of the birth parents gives rise to serious concern that a child could be HIV positive or have HBV or HCV, consult the paediatric infectious diseases team. 
Where there are no risk factors for HIV, HBV and HCV, testing should never be carried out routinely prior to adoption or at the request of the adoptive parents.
8.
Practicalities for Testing Children with Blood-borne infections
Testing Children over 18 months

Tests for HIV, HCV and HBV can be ordered by the community or hospital paediatrician. Alternatively contact the paediatric infectious diseases team who will be happy to carry out the pre-test information giving and testing.
HIV and HCV infections are identified by taking an antibody test. For HBV an antibody and HBsAg should be requested. Antibodies normally take a few weeks to appear after the virus enters the body. This is known as the window period. Therefore, it is not possible, with an antibody test, to find out if infection has occurred immediately after a possible risk.  Testing can be carried out immediately which will identify if a child already has infection with these viruses,  but will need to be repeated at 3 months (for HIV & HCV) and 6 months (for HBV).

Testing Children under 18 months

Diagnosis of blood-borne infections in young children is made more complicated by the presence of maternal antibodies to the viruses, which are passed to the child through the placenta. The presence of antibodies in a child under 18 months therefore does not necessarily signify HIV, HCV or HBV infection in the child. Additionally there have been cases of infants under 18 months who have negative antibodies but are shown to be infected on PCR, where their mothers have seroconverted in late pregnancy and consequently not transmitted maternal antibody. Therefore if maternal status is unknown both an antibody test and PCR tests for HIV and HCV and for HBV screening for surface antigen should be completed. For HIV PCR tests it is preferable to send a maternal sample as well to ensure that the baby’s virus is identifiable by the test centre. If the first HIV PCR result is negative, a second sample will be requested for verification. Please consult the paediatric infectious diseases team in these cases. 
Giving the results

The person who had the pre-test discussion with the family should, wherever possible, give the result. An appointment to give the result should be made at the time of testing and the results should be given within 1 week. If the result is positive, the information should be given in a clear and sympathetic way. Allow time for the young person or carers to react to the news. Listen to their response and help them talk through what it means. Provide information on HIV but be aware that it may be difficult for anyone to take in this information whilst upset. It is important to identify who will support the family and help them think about whom else they would like to know. Contact numbers should be given and early follow up arranged with the appropriate specialist. Parents are referred to adult teams for testing. 
9.
Insurance 

It was highlighted by members of the working party, that professionals involved with children at risk of blood-borne infections, sometimes voice concerns that testing can affect future insurance and mortgage policies.
In a guideline written in conjunction with The British Association for Sexual Health and HIV (BASHH) in 2003, The Association of British insurers now recommends to its members that they no longer ask if people have had a test or counselling for blood-borne infections and only ask about positive results. Therefore testing children for blood-borne infections should have no negative implications for their future. 
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