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BACKGROUND TO THE PROJECT

•
•
•



IMPLICATIONS FOR IMPROVING CARE



TRANSLATING RESEARCH INTO PRACTICE



C0-CREATION CO-PRODUCTION APPROACH

Principles Driven
Emphasis on power-sharing, 
building trust, reciprocity & 
shared learning
Individual experiences are at the 
centre & ensure that research is 
framed in the terms of the people 
concerned



THE VIDEO PROJECT RECRUITMENT
• Challenge finding people willing to share their HIV status & experience 

on camera 

• Help to advertise opportunity by  UK CAB

• Mid Covid-19 pandemic, all interaction remote



THE 
PARTICIPANTS

• Susan Community engagement manager HIV information charity Nam 
Aidsmap

• Gordon non-executive director of Terrence Higgins Trust & Positive Voices 
speaker 

• Virginia horticulturalist who  works with charities that help people living with 
HIV overcome isolation & loneliness



THE CO-CREATION PROCESS



1. CARING FOR THE 
WHOLE PERSON

• ‘So right now I feel as though I am on so many 
different drugs, that I don’t really know where to 
turn, I’m undergoing chemotherapy and I’m on 
HIV medication and it doesn’t feel at any time 
that any of the clinicians are looking at me 
holistically….
• there’s no-one really coordinating, and 
sometimes I just feel so unwell that I’m unable to 
advocate for myself’
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2. CHALLENGING 
STIGMA

‘very often when people 
experience stigma in healthcare 
settings it’s at the point when 
we are at our most vulnerable. It 
can be difficult to challenge that 
type of behaviour’
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3. HIV GET UP TO 
SPEED

• ‘I think it’s really important that 
healthcare professionals working in 
cancer need to understand the reality of 
HIV today and know that people with HIV 
on effective treatment can expect to live 
as long as everyone else…..
• it’s impossible to pass on HIV to our 
sexual partners much less within social 
settings, so you know, just get up to 
speed’
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DISSEMINATION

https://www.nhivna.org/life-with-HIV-and-cancer

https://www.nhivna.org/life-with-HIV-and-cancer


THANK YOU

Emma.hainsworth@rmh.nhs.uk
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