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CHIVA Standards of Care 2013 

~ what does it mean for 

children & families?

Scale of paediatric HIV

• 1,200 vs 80,000
– numbers small

– consequence, impact, management challenges large

• Stable number ~ changing profile

• Family matter

• Changing needs over time

• Lifelong chronic condition 
– complex patients graduating to adult                 

services
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UK paediatric HIV

• 1,200 children
– Half born abroad

• Immigration and parent / carer considerations

• Mode of infection
– Well, older children at diagnosis

– Aging cohort

• Particular challenges

• Geographic location 
– In London vs out

– Changes over time

– Access to care & support services
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 10-14

 5-9

 1-4

 <1

N         357     414    493     558    655    754     856   982    1081   1156  1229  1280  1289  1277  1208   1063

Age* of children in paediatric 

follow-up by year, 1996-2011

• Age = age at start of the year or age at presentation 

• Data are for children & young people receiving paediatric care; those who have transferred to

adult clinics are not included here.
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610 (51%)

London

49 (4%)

Scotland

445 (37%)

Rest of 

England
65 (5%)

Ireland

14 (1%)

Wales

Regional distribution of

main follow-up clinic for 

1188 children alive and 

followed up in CHIPS

Children who have died, lost to follow-up, left 

the UK & Ireland or transferred to adult care are 

excluded

5 (<1%)

N. Ireland

New cases of 

Paediatric HIV

• Success story of pMTCT

– Better but not solved

– New challenges

• Perinatal cases

• Risk periods

• Advanced disease in childhood

• Family & social matters

• Changing expectations
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Antenatal care of 

exposed babies

• 1,300 births per year to diagnosed women

• Opt out of testing & safeguarding

• Paediatric challenges of diagnoses in 

pregnancy

Effective paediatric HAART

• Formulation difficulties

– Perils of overdosing & underdosing?

– Palatability

• Plea to pharma

• Complexities of resistance 

during paediatric ages
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Collaborative HIV Paediatric Study 

CHIPS

• Since April 2000

• Multi-centre cohort study of HIV+ children UK & Ireland

– describes clinical, laboratory and treatment data 

– describes use of paediatric HIV services

• Collaboration between

– 65 clinics 
• PENTA trials 

– National Study of HIV in Pregnancy and Childhood

– MRC Clinical Trials Unit

• Primary funding
– NHS London Specialised Commissioning Group
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CHIVA Standards of Care 2013 

~ what does it mean for 

children & families?

Standards for

• service providers

• commissioners

• families, young people & children

Standards of care – adults I children
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pMTCT Best Practice

• Maternal rights, fetal considerations

• Mutli-disciplinary care 

– across health

– voluntary organisation

• Successes I with caution

• Interventions plus support & enabling

• Completing follow up until 

antibody-negative

Managing Paediatric HIV

• Multi-disciplinary, integrated care

• Standardisation of geographic differences

• Age & stage appropriate care

• Guidelines 
– CHIVA

– PENTA

– Monitoring

– Support provision incl mentoring
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Adherence Support

• Pre-start preparation

• Age & stage appropriate support

• Child – carer(s)

• Multi-disciplinary, multi-agency

• Support delivery within the home

• Continual re-evaluation
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Education & Naming

• “Families first”

• Rights & needs of child

• Multi-disciplinary, multi-agency work based on families’ needs

• Age & stage appropriate talking

• Evaluation of understanding

• Siblings and onward disclosure

• Information to other professionals
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Sexual health education

• Begins in paediatric services

• Right to be seen without carer

• Promote and maintain good sexual health

• Secondary HIV prevention

• Reproductive health and options

Pregnancy in adolescence
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Transition

• Delivering a ‘process not an event’

• Planning & provision

• Regional differences – standards

• User involvement 
– views of young people

– peer support & mentoring

• Life transitions
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Paediatric HIV & family

• Family focus

• Family lead

• Family sensitive

• Family empowered

• Child / young person at centre
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CHIVA Standards of Care 2013 

~ what does it mean for 

children & families?

Standards for

• service providers

• commissioners

• families, young people & children
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