International Youth Day 2020
Perspectives from Young People Living with HIV

Introduction
The theme of International Youth Day 2020 is 'Youth Engagement for Global Action' - highlighting how
youth engagement at a local, national and global level can benefits institutions and processes. The theme
also focuses on how to enhance young people’s engagement and representation in formal politics.
Around 2% of those living with HIV in Scotland are aged 15-24, while around 12% are aged 24-34. This
briefing shares the perspectives of young people living with HIV, who took part in a self-management
programme run by Waverley Care during 2019-20.
In early 2020, the programme participants took part in an engagement session, where they discussed the
advice they would like to give to professionals, as well as to other young people living with HIV. We
worked with illustrator, Jenny Speirs , to create the artwork that accompanies this briefing.

FACT BOX: Mother-to-child transmission is the transmission of HIV from a mother living
with HIV to her child, during pregnancy, childbirth, or breastfeeding. It is sometimes called
'perinatal transmission'.
Many of those who took part in the self-management programme had contracted HIV via mother-to-child
transmission. While mother-to-child transmission of HIV is now rare in the UK, it remains more common
in other countries. Most of the young people who took part in the programme were born in other
countries and moved to the UK as children or teenagers.

Advice for professionals
Our participants made three key recommendations for professionals working with
young people living with HIV. These recommendations were directed towards all of
the professionals that they had come into contact with, including doctors, social
workers, and support workers.

1. Don’t make assumptions about levels of HIV knowledge
The young people who took part in our sessions felt that assumptions had often
been made about their levels of knowledge about HIV. It was often assumed that
they knew more than they did, for example, about HIV medication.
Our participants said it would be helpful to have more information about the
importance of adherence, and about interactions with other drugs (prescribed and
recreational). Those who had been born with HIV emphasised that different levels of
information had been given to them at different stages of their lives.
Some did not know about Undetectable=Untransmittable (U=U), and the options available to them in
terms of starting a family. Participants wanted professionals to give them the opportunity to ask
questions about HIV, without fear of looking silly.

2. Look at the whole person
Our participants wanted to be treated and supported in a
holistic way, by professionals who took the time to
understand their lives beyond their HIV diagnosis.
Some of the young people we spoke to had experienced
significant hardships in early life. Participants talked about
stigma, and about the impact of having a parent also living
with HIV. Some talked about their experiences of migrating to the UK and navigating the asylum system.
Participants wanted professionals to give them the space and time to share all of the information that
they felt was relevant to their treatment and support.

3. Make sure young people living with HIV are equipped with knowledge and skills
Our participants said they needed professionals to make sure they were equipped to navigate daily life as
a young person living with HIV. This meant understanding their rights, and the protections afforded to
these rights. Specifically, participants felt it was important that young people living with HIV knew when
they had to disclose their status in healthcare and other settings, such as in the workplace .
Participants also felt it was important for young people to have good sexual health information, tailored
to the needs of a person living with HIV.
The young people we spoke to said that they needed support to develop self-advocacy skills, so they
could ensure their rights were respected.

Advice to other
young people living
with HIV
Working alongside illustrator,
Jenny Speirs , our participants
created a piece of art called
‘Advice to my Younger Self’.
Participants shared advice
that they would have liked to
receive when they were
younger, and that they would
like to pass on to other young
people living with HIV.

Contact

Ruth McKenna | Senior Manager (Research and Communications)
ruth.mckenna@waverleycare.org | 07956 620461

www.waverleycare.org

