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 “Young carers are children and young persons under 18 who provide, or intend to 
provide, care, assistance or support to another family member. They carry out, often 
on a regular basis, significant or substantial caring tasks and assume a level of 
responsibility, which would normally be associated with an adult. The person receiving 
care is often a parent but can be a sibling, grandparent or other relative who is 
disabled, has some chronic illness, mental health problem or other condition 
connected with a need for care, support or supervision”    

                                                                                          (Becker 2000) 
�

The 2001 census found 175,000 young carers in the UK many of which will have 
significant unmet needs. This number is an underestimate, as the question did not 
include those caring for parents with HIV and other Blood-borne Viruses or for those 
with an alcohol or drug dependency and other stigmatised illnesses or impairments.  

 
The number of HIV affected children (those living in families where one or more 
members is HIV infected) in the UK is unknown but has been estimated as between 
15,000 to 20,000 (Conway 2006 cited in Evans et al 2007). 
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The Children's Society Include project has been at the forefront of developing child and family 
focused solutions for young carers and their families from all communities across the whole of 
England. This includes the development of new tools for working with Refugee and Asylum 
Seeking families, as well as the Principles of Practice and the Whole Family Pathway for 
holistic support provision for all families where there are young carers; these resources have 
been endorsed by the Department of Health and Department for Children Schools and 
Families and are being rolled out over nine Government regions across England.   
 
The project has secured funding from The Elton John AIDS Foundation to develop and 
improve the support and services for children and young people caring for family 
members affected by HIV/AIDS across the UK.  
 
Project activities from 2009 – 2012:  

·  To consult with children and young people, including those with insecure 
immigration status, affected by HIV/AIDS to develop and inform good 
practice resources in order to ensure outcomes that are beneficial to their 
needs.  

·  To work in three cluster areas, London, Manchester, and Yorkshire and 
Humber, to support the delivery of a six-day model of capacity building 
and disseminating good practice. The work of these three cluster groups 
will inform good practice to be rolled out nationally.  

·  To deliver awareness raising and information sharing events to 
practitioners from Health, Social care – Adults and Children’s Services, 
Education and the Voluntary Sector to develop and share good practice 
models of holistic working to support these families.  

·  To develop training materials and a multi-agency good practice online 
resource for practitioners to promote awareness raising that will be widely 
available across the whole of England to ensure that many more families 
have equal access to information and service provision and have the 
opportunity to have their voices heard at the centre of health and social 
care development and delivery. 

·  To support the children and young people to produce policy 
recommendations about the needs of themselves and their families.  

 
A Steering Group comprising professionals from each cluster and national 
organisations will also meet twice a year and consult via an e-group to guide the 
project, this group is comprised of representatives from: 

·  The Children’s Society 
·  The Princess Royal Trust for Carers 
·  Crossroads – Caring for Carers 
·  Positive Parenting and Children (PCC) 
·  Centre for all Families Positive Health 
·  Children’s HIV Association (CHIVA) 
·  Social and Cultural Geography, University of Reading 
·  NAM 
·  Terrance Higgins Trust 
·  Positively Women 
·  National Children’s Bureau 
·  Body and Soul 
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·  Are you supporting families where there are children and young people 
affected by HIV and you would like to know more about the young peoples 
residentials and consultation events? 

·  Are you working in any of the three cluster areas, London, Manchester or 
Yorkshire and Humber and would like to know more about the work in 
these areas?  
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Supporting young carers in families with HIV 

 

 

 

 

 

 

 

Young carers and HIV Information Sheet 

 

 

 

 

 

 

'Children Caring for Parents with HIV and AIDS: Glo bal Issues 
and Policy Responses' , by Ruth Evans and Saul Becker (2009) 

 

 

 

 

This new book makes a significant contribution to the growing 
research evidence on children and young people who care for a 
parent with HIV, and examines the impacts of HIV and AIDS on 
families globally. Drawing on in-depth qualitative research from the 
UK and Tanzania, the book presents a unique insight into the 
similarities and differences in children's and parents' experiences 
across diverse socio-economic, cultural and welfare contexts. 

This booklet has been developed by The Children's Society 
and National Children’s Bureau with Terrence Higgins Trust 
and provides information for HIV professionals regarding the 
support needs of young carers in families affected by HIV.  
 
This resource can be downloaded for free at 
www.youngcarer.com or paper copies can be order at a cost 
of £1.50(+p&p) each. Contact the Include project at Include-
project@childrenssociety.org.uk  

This Information sheet has been developed by The 
Children’s Society and National Children’s Bureau and 
provides information for young carers projects and services 
about supporting young carers affected by HIV.  
This Information Sheet can be downloaded at 
www.youngcarer.com   
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"This book represents an important landmark in childhood studies. Tackling 
issues of stigma and discrimination, through to the challenges of effective service 
provision, it powerfully reveals the complexities of the problems faced by child 
carers and their families." Allison James, Department of Sociological Studies, 
University of Sheffield "Governments and NGOs must act to provide support to 
children and young people affected by HIV and AIDS, recognising their special 
role as young carers. The recommendations in this groundbreaking, cross 
cultural study are a good place to start." Carol Levine, Director of the Families 
and Health Care Project, United Hospital Fund, New York City�
Available at: www.policypress.co.uk 
�
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‘Developing support services for children, young pe ople and 
families living with HIV. A handbook for service pr oviders’. By 
Magda Conway (2006) 
 
 

 

 

 

 

 

 

Whole Family Pathway 
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Using the Whole Family Pathway will help practitioners achieve the Key 
Principles of Practice and promote Whole Family Working. The pathway will also 
enable practitioners to deliver practice based on the five aims of Every Child 
Matters. 

Available online at: www.youngcarer.com 

 

The Whole Family Pathway is a free online resource for 
all practitioners working across all sectors including 
Adults and Children’s Statutory Services, Voluntary 
Services, Health and Education to ensure that whoever 
or however the family (parent or child) in need of 
support first makes contact with and agency the same 
processes or pathway will be followed.  

This handbook provides information, guidance and support to 
anyone who has an interest in developing, or already runs, 
support services for children and young people affected by HIV. 
The information is useful for Voluntary and Community Sector 
Organisations and Statutory services including adults and 
children’s services, health professionals and youth workers.  
Available at www.ncb.org.uk 



Refugee Toolkit 
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This good practice resource is designed to improve engagement with health and 
social care services for families with asylum seeking and refugee status. 
Additionally, this tool provides useful resources to aid in the identification and 
support of young carers in refugee families and to enable practitioners to provide 
inclusive whole family support to all communities and stay informed about the 
needs, rights and entitlements of these families. Although this tool is targeted to 
refugee and asylum seeking families, it will be equally useful to use for many 
BME families and economic migrants. 

Available at www.refugeetoolkit.org.uk 
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Visit The Children’s Society Include Project Websit e: 

The Children's Society Include Project provides information and advice about 
young carers and their families for service providers, health agencies, schools 
and policy makers.  

Our website is the first stop for resources about and for young carers.  

It includes: Forums, news and information, access to resources and publications, 
upcoming events and current legislation affecting young carers and their families 

www.childrenssociety.org.uk/youngcarers �
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If you have produced a resource you would like to appear in the Young carers 
affected by HIV E-Newsletter please send details of it to: 
 
helen.leadbitter@childrenssociety.org.uk  
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Developed by The Children's Society and 
funded by the Department of Health, this is a 
free tool for all adult and children’s services, 
education health and other agencies in contact 
with refugee and asylum seeking families. 
Particularly those working with families 
affected by ill-health and disability and where 
there are young carers.  


