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WELCOME FROM THE CHIVA CHAIR

I would like to extend a very warm welcome to
the 16th annual CHIVA conference 'Past,
Present, Future - Celebrating 20 years of
CHIVA'.

It is 20 years since CHIVA was founded and I
am privileged to be the current Chair of
CHIVA at an exciting time for us as an
organisation, as part of a great team of
staff, associates, steering group, trustees,
CHIVA Youth Committee, volunteers and
members. Our conference for the second time

We are delighted to have the chance to look back at what has been achieved,
think about where we are now and look into the future of care for children,
young people and young adults who have grown up living with HIV. We are
delighted to be joined by our distinguished invited speakers, giving a UK and
international perspective about clinical care, strategy and research.
Additionally we will be reviewing the support work that CHIVA has developed
over the last 20 years and undoubtedly one of the highlights of conference, as
always, will be hearing from young people from the CHIVA Youth Committee. We
will finish our day with a performance from the recent Art is Key project and
of course, birthday cake! 
 
We hope you enjoy the day and find it both fun and educational.  

Dr Amanda Williams 
CHIVA Chair

is a hybrid format, in-person here at Friend's House in London but also
accessible remotely, with opportunities to make and renew contacts and
friendships. 
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WELCOME FROM THE CHIVA YOUTH COMMITTEE

Gilead Sciences has provided Sponsorship towards the
venue, catering and stand space costs of this meeting,
but have had no input into or influence over the agenda
or content or selection of speakers.

ViiV healthcare Ltd has provided Sponsorship towards the
venue, catering and stand space costs of this meeting,
but have had no input into or influence over the agenda
or content or selection of speakers.

RCPCH Accreditation

RCPCH has approved this activity for CPD in accordance with the current RCPCH
CPD Guidelines. 

SPONSORSHIPS

A warm welcome to the conference from all of us and thank you to everyone who
attends our session. This an exciting opportunity and we are all delighted to
share with you all our experiences, perspectives and the work we have done
alongside CHIVA. As a collective, a lot of work has been put into this session
and we are open to any questions or queries you may have afterwards.

CHIVA Youth
Committee (CYC)
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give a voice to children and young people living with
HIV in the work of CHIVA and in the public domain
tackle HIV stigma and support campaigns by working
with the media, policy makers and the public

The CHIVA Youth Committee (CYC) is an active group of
young people who are keen to get involved in a wide range
of projects and campaigns. Since 2010, the CYC has been
working alongside the CHIVA staff team, Trustee Board and
Steering Group to:

All CYC members are aged 12–18 years old and living with

Reviewing CHIVA’s work and influencing developments at CYC meetings 3–4
times a year
Working with CHIVA’s partner organisations to tackle issues, strengthen
campaigns and speak at conferences
Getting involved in projects they feel will work towards creating better
awareness and understanding of HIV

HIV. It has recently expanded to 20 members, including an elected chair and
deputy chair. Committee members hold their roles for two or three years. 
The CYC achieves its aims by:

Abi Carter is the CHIVA Participation Manager who support the CYC along with a
wider team of associates and peer workers who have also grown up with HIV.

SPEAKER BIOGRAPHIES

Amanda Ely is a qualified social worker and began work in
the field of children and families and HIV in 1997.
Amanda practiced as a social worker in London for a
number of years before becoming a lecturer in social work
at London Metropolitan University. She previously worked
as a Consultant to the social inclusion department at the
National Children’s Bureau.  

Since 2004 she has been an Associate Lecturer in Childhood studies for the Open
University. Amanda has worked with CHIVA since 2008, first as a consultant on
social care programming, before taking the role of CEO overseeing all aspects
of the organisation from 2015. 
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Dr Amy Evans is Consultant & Lead Clinician in
Genitourinary Medicine (Sexual Health & HIV) at Leeds
Teaching Hospitals Trust. She leads for the West
Yorkshire HIV network on Family & Young people’s care,
chairs the Under25 MDT and has evolved the Leeds Young
Adult clinic and transition pathway working alongside
paediatric HIV colleagues in Leeds since 2009.

Prof Diana Gibb is a paediatrician, Professor of
Epidemiology and Programme Leader of the Paediatric
Programme of trials and cohorts at the MRC Clinical
Trials Unit. Over the last 30 years she set up and
coordinated a network of clinical trials and cohorts
within the across Europe, Thailand and South America
mainly addressing questions in paediatric HIV infection. 
Since 1999 her focus has expanded to East Africa and
India, where she runs large trials that continue to 

address strategy questions in adult and paediatric HIV infection. More recently
her portfolio has widened to research into tuberculosis, malaria, hepatitis C
and antimicrobial resistance. Wide inter-disciplinary collaboration with health
economists, pharmacologists, social and basic scientists and innovators of
medicines for children are incorporated into trial programmes.
Capacity development is also an important feature of her overseas
collaborations, including leading interactive courses in paediatric HIV, on-
the-ground training in clinical trials and PhD mentorship. She serves on a
number of WHO advisory and guideline committees and continues a clinical
commitment at the HIV Family clinic at the Great Ormond Street Hospital for
Children in London, which she started in 1991.
In July 2019 she was awarded an honorary doctorate from the University of York
for her work in global child health and in May 2020 made a Fellow of the
Academy of Medical Sciences. 
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Eli is a young transgender man living with HIV. For the
past few years Eli has been advocating for young people
living and growing up with HIV through his work with
CHIVA. He wants to ensure that the voices of young people
living with HIV are heard and respected. Eli is also an
advocate for transgender people living with HIV and has
spoken at several HIV conferences and events.

Eamonn Murphy, Deputy Executive Director a.i.
Programmes
He leads UNAIDS’ efforts in promoting an expanded
and integrated United Nations system response to HIV
at the country, regional and global levels,
providing the strategic direction, advocacy,
coordination and technical support needed to

catalyse and connect leadership from governments and communities to deliver
life-saving HIV services.

Previously he was Regional Director for Asia and the Pacific, where he
supported countries across the region in achieving the goals outlined in the
United Nations Political Declaration on Ending AIDS as well as the Global AIDS
Strategy. Leading and facilitating a joint United Nations response to support
countries and their HIV programmes, including strengthening the links between
governments, civil society, the United Nations system and development partners.
Mr Murphy was previously the UNAIDS Country Director in Myanmar, where he
supported Myanmar’s significant scale-up of services and helped to create an
enabling environment and overcome legislative obstacles. Prior to that, he
served in Viet Nam as UNAIDS Country Director, where he was honoured with the
Order of Friendship by the President in 2010 in recognition of his commitment
to the people of Viet Nam. He also served in UNAIDS Global Centre as Director
of Governance, United Nations System and Donor Relations, and as the first
UNAIDS Country Coordinator in Myanmar.
Before joining the United Nations in 2002, Mr. Murphy held several senior
positions with the Australian Government, including Director for Health Sectors
with AusAID in the Foreign Ministry, as well as Head of the Communicable
Diseases and Environmental Health Branch and Director of the National AIDS
Programme for the Commonwealth Health Department.
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Prof Gareth Tudor-Williams is an Emeritus Professor
of Paediatric Infectious Diseases at Imperial College
London, having retired as a Consultant in PID at
Imperial College Healthcare NHS Trust, St. Mary’s
Hospital, London in September 2021. 
His interest in PID was sparked by two years of
working in the Himalayas for Save the Children Fund 

UK. He specialised in HIV infection in children for more than 30 years. He was
the founding Chair of CHIVA. He has been involved in international Phase II and
III trials relating to paediatric blood-borne virus infections for 30 years. He
continues to work with PENTA and UNICEF to help provide a clinical and training
response to a newly diagnosed cluster of more than 1500 HIV infected children
in NW Sindh Province of Pakistan.

Helen Peters is the Manager of the NHS Integrated
Screening Outcomes Surveillance Service (ISOSS) based
at UCL Great Ormond Street Institute of Child Health.
She manages and coordinates the data collection for
surveillance of pregnancies to women living with HIV,
their infants and all children living with HIV in
England. Helen also manages the recently launched
Children’s HIV and AIDS Reporting System (CHARS) which

continues the important long term paediatric HIV follow-up previously carried
out by CHIPS. Helen has a strong interest in maternal and child health, and has
been working in the area of HIV, pregnancy and vertical transmission for over
ten years.
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Jen Kendrick
I am the lead HIV clinical specialist nurse at The
Hathersage Centre in Manchester. I started within the Sexual
health and HIV service in 2009. Since then I have progressed
in my role from a band 5 rotational nurse between sexual
health, health advisors and HIV to my current position. I
was drawn to HIV care as I found it challenging but
ultimately the most rewarding job I have ever done, as we
can use our skills as specialist nurses to help our patients 

to achieve the best possible health and social care outcomes whilst providing
ongoing psychological support through their journey. I am chair of the north
west HIV nursing alliance, of which I am honoured to be part. I am also part of
NHIVNA executive committee, of which I feel honoured and proud to be part of. I
hope I can extend my passion for bringing nurses together to improve outcomes
for people living with HIV at national level.

Kate Francis is the Coordinator of the NHS Integrated
Screening Outcomes Surveillance Service (ISOSS), part of the
NHS Infectious Diseases in Pregnancy Screening Programme
(IDPS). ISOSS carries out national surveillance of HIV,
syphilis and Hepatitis B in pregnancy for NHS England, and
supports the national vertical transmission clinical expert
review panels. Kate is also the Coordinator of the
Children’s HIV and AIDS Reporting System (CHARS), and has a
passion for maternal and child health.

Laura Waters is a HIV & Sexual consultant and HIV lead at
The Mortimer Market Centre, London. She is chair of the
British HIV Association (BHIVA) and represents BHIVA on the
HIV Clinical Reference Group, advising NHS England on HIV
treatment and care. She has published & presented widely,
and is a trustee for the Terrence Higgins Trust and The Food
Chain. She teaches regularly at local, regional and national
level, including on HIV courses for University College
London and the London School of Hygiene & Tropical Medicine.
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Sarah Fidler
I work as a clinical doctor and senior academic at
Imperial College London, where my main focus of
research is the strategic use of antiretroviral
therapy and novel innovative therapies towards HIV
cure. I led the SPARTAC trial, an international 

randomised trial testing the use of short course ART in acute infection, the
findings of which led to a large cluster randomized trial amongst urban
communities in Zambia and South Africa (HPTN 071 PopART) which tested the impact
of a universal HIV test and treat program to reduce HIV incidence. Through the
HIV CHERUB UK collaboration, with colleagues in Oxford, Kings, Cambridge and UCL
we have jointly led several observational studies exploring measures of the HIV
reservoir and immune responses amongst people living with HIV (HEATHER, PITCH).
We work very closely with community advocates and public engagement is a core
part of the CHERUB consortium. More recently the collaboration has supported
clinical trials of ART plus new therapies towards a cure for HIV. The RIVER
trial explored a “kick and kill” approach amongst treated primary HIV infection
and currently we are enrolling into a double blinded randomised trial testing
HIV-specific broadly neutralizing antibodies (RIO) to control HIV instead of
Antiretroviral therapy. The RIO trial is in partnership with the university of
Oxford and Rockefeller and is recruiting across the UK. I provide clinical care
to young adults with perinatally acquired HIV infection and a tertiary referral
service for individuals with indeterminate HIV tests and spontaneous viral
controllers. 
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Sarah Rutter is a Clinical Psychologist whose experience
falls primarily within the field of physical health. She has
worked and trained in a range of physical health services,
including neuro-rehabilitation, oncology, chronic pain and
renal, as well as her current role as Psychology Lead in the
HIV Service at North Manchester General Hospital. Sarah was
also the chair of the British Psychological Society’s HIV
and Sexual Health Faculty for four years and through this
work has been involved in, and has often co-facilitated 

various projects within the field of HIV. These have included the writing and
updating of national care standards, involvement in UK audit of the standards
for psychological care for adults living with HIV, leading on specialist
consultations, the organisation and delivery of study days and joint conferences
and the development of a psychological support training package for healthcare
professionals working within HIV. She has also co-edited and contributed to
books relating to the topics of psychological care in HIV. She is an honorary
teacher at the University of Liverpool, and provides HIV specific teaching and
training to HIV Specialist Nurses and Trainee Clinical Psychologists across the
North West region. She has also presented on the topic of complex psychological
issues within HIV at national and international HIV and psychology conferences. 

Dr Wendy Rickard is a practising oral historian with 25
years experience of working in HIV oral history in the UK.
She has worked on collaborative projects with the British
Library Sound Archive since 1995, including the HIV/AIDS
Testimonies Project, The Haemophilia and HIV Project, the
AIDS Era Project (health care workers) and most recently on
CHIVA’s Positively Spoken Project, collecting young people’s
HIV life histories. Wendy formerly worked as a Research

Reader in Public Health at London South Bank University and the University of
East London. She is currently a freelance academic.
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COMMUNITY STALL HOLDER BIOGRAPHIES

4M Network of Mentor Mothers
4M stands for – My Health, My Choice, My
child, My Life. A unique perinatal peer
mentoring project led by and working with
mentor mothers living with HIV. We train women
living with HIV as Mentor Mothers to provide
psycho-social support to peers in their
pregnancy journey and beyond. Our approach
seeks to ensure that our voices and priorities
are heard in all discussions about issues
affecting women living with HIV pre, during
and beyond the pregnancy journey. We are
guided by a Steering Group made up of
healthcare providers.

Africa Advocacy Foundation (AAF) supports and
empowers vulnerable and disadvantaged people.
We are a community-led initiative that aims to

equip diaspora communities and marginalised
people with the tools they need to find better
health, safety, prosperity, and opportunity to
lead fulfilling and happy lives.

AAF works with communities both in the UK and
overseas who are affected by a range of issues
including sexual and reproductive health,
violence against women and girls including,
Female genital mutilation (FGM), and mental
health issues.
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The Integrated Screening Outcomes Surveillance
Service (ISOSS) is part of the NHS Infectious
Diseases in Pregnancy Screening Programme.
Based at UCL Great Ormond Street Institute of
Child Health, ISOSS carry out the national
monitoring of HIV, syphilis and hepatitis B in
pregnant women and children. Long-term
paediatric HIV surveillance is carried out by
the Children’s HIV and AIDS Reporting System
(CHARS) runs alongside ISOSS, and is
commissioned by NHS England and NHS
Improvement.

METRO Is an Equality & Diversity Charity
providing Health, Community & Youth Services in
England. We Promote Health & well-being and
Celebrate Difference. METRO HIV Services
support all groups affected by HIV, including
Support for Families, Group Support and Advice
& Advocacy for parents & children & young
people living & affected by HIV.  

National Aids Trust (NAT) are the UK's HIV
rights charity. Our vision is a world where HIV
does not stand in the way of health, dignity,
and equality. Our purpose is to stand alongside
and defend the rights of everyone living with,
affected by or at risk of HIV. Our expertise,
research and advocacy secure lasting change to
the lives of people living with and at risk of
HIV.
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The National HIV Nurses Association (NHIVNA) is
the leading UK professional association
representing nurses in HIV care. We are
committed to promoting excellence in the nursing
care of those living with and affected by HIV
through advocacy, education, leadership and
research and by disseminating innovative
practice widely to the nursing profession. We
work with individuals and organisations that
share our desire for excellence in care and
provide a voice for nurses working in the field.

Posiitvely UK provides peer-led support,
advocacy and information to everyone living with
HIV to improve their knowledge, confidence and
connections and effectively manage any aspect of
their diagnosis, care and life with HIV. Our
one-to-one peer support and group work is
tailored around the needs of LGBTQ+ people,
women, young and ageing people with HIV. We have
a track record in training peer mentors
nationally and organise the biannual Conference
of People living with HIV.

Sahir House has been offering HIV support,
prevention, information and training across
Merseyside since 1985. Sahir House increases HIV
and sexual health knowledge, reduces stigma and
campaigns for the rights for those living with
HIV and related intersectionality’s (gender,
sexuality, asylum status).
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1) BREATHER Plus and LATA, two randomised, open-label, non-inferiority clinical
trials, evaluating treatment optimisation in adolescents aged 12-19 years of
age living with HIV-1-infection in Sub Saharan Africa

1 Baylor College of Medicine Children’s Foundation-Uganda, Kampala, Uganda
2 Joint Clinical Research Centre, Kampala, Uganda
3 Department of Paediatrics and Child Health, King Edward VIII Hospital,
University of KwaZulu-Natal, Durban, South Africa
4 University of Zimbabwe Clinical Research Centre, Harare, Zimbabwe
5 Moi University, Eldoret, Kenya
6 London School of Hygiene and Tropical Medicine, London, UK
7 Uganda Virus Research Institute, Entebbe, Uganda
8 Africa Health Research Institute, Durban, South Africa
9 Department of Pharmacy, Radboud University Medical Center Nijmegen, The
Netherlands
10 Fondazione PENTA ONLUS, Padova, Italy
11 Centre for Health Economics, University of York, York, UK
12 MRC Clinical Trials Unit at UCL, UCL, London, UK

2) Engagement in HIV care in young people with perinatal HIV: do quantitative
research findings resonate with young people themselves? 

1 MRC Clinical Trials Unit at UCL
2 London School of Hygiene and Tropical Medicine
3 University of Oxford

POSTERS SUMBITTED TO 16th ANNUAL CHIVA CONFERENCE
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3) Infant feeding decisions among women with vertically acquired HIV

Ms Bakita Kasadha (University of Oxford), Dr Nell Freeman-Romilly (Oxford
University Hospitals NHS Foundation Trust), Dr Shema Tariq (UCL), Ms Angelina
Namiba (4M Network) Dr Farai Nyatsanza (Cambridgeshire Community Services NHS
Trust), Dr Tanvi Rai (University of Oxford)

4) “It’s all down to stigma really”: 
Perspectives of young adults living with perinatally acquired HIV, their social
network and healthcare professionals on barriers and facilitators to sharing an
HIV status.

1 Royal Holloway University of London, Egham, Surrey, UK. 
2 Barts Health NHS Trust, London, UK
3 London School of Hygiene and Tropical Medicine, London, UK
4 Imperial College Healthcare NHS Trust, London, UK

5) National Survey of Young People with Perinatal HIV, Looked after, adopted,
or in care (LAAC)

Amanda Ely, Fiona Shackley, Jolanta Bernatoniene, Amanda Williams,
Thillagavathie Pillay (CHIVA Audits Group) 

6) Predictors of Engagement in HIV care for young people with perinatal HIV in
England

1 MRC Clinical Trials Unit at UCL, London, UK
2 Imperial College Healthcare NHS Trust, London, UK
3 Great Ormond Street Hospital for Children NHS Foundation Trust, London, UK
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Camp registrations close at the end of May 2022
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