Development of a Patient Reported Experience Measure
(PREM) with children & young people living with HIV in
the UK to improve healthcare experience
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Lntroduction

Patient=centred care must reflect the voices of children and young people
[CYP) to respond effectively to their needs. This is especially important
fior CYP bivimg with HIV, who engage with clinical care regularly
throughout their lives. Despite their expentise from lived experience,
opportunities for CYP o provide siroctured feedback were limited.
MMeanimgful, accessible feedback tools are essential to improve quality,
address barriers, and ensure care reflects young people’s priorites. Using
co=production, a Patient Beported Experience Measure (PREM) was
developed with CYP living with HIV, embedding their voices into service
evaluation and improvement.
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Figure 1 Findings from cosproduction sesshons
exploring CYPs experience of sttending clindes

Results

Methodology,

Using co=production methods we held two sessions at residential meetings
with CYP living with HIV. Group storytelling captured shared clinic
experiences enabling analysis of common experiences. An oversight group
of CYP, clinkcians, academics, and Chiva siaff drafied a questionnaire
using these insights along with reference 1o national standards, including
"You're Welcome Criteria™ ®and NICE guidelines ™ CYP then refined the
draft questions focusimg on clarity, simplicity, and relevance. A pilot
phase tested the PREEM in clinics and evaluated clinic experiences of
implemeniation. Juestions were refined and an implementation guide for
climics developed (See Figure 2.
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Figure z. Process of develophen of PREAM and Inplemeniing naenaly
in HIV clinkc peamns

The development and implementation of the Chiva PREEM enabled systematic capture of clinic experience directly from CYP living with HIV across
mubtiple services (see Figure 1). From 56 fully completed surveys from 14 clinics, findings demonsimied overwhelmingly positive experiences, with the
majority of CYP reporting feeling in conirol of how they access appoiniments and describing positive inderactions with clinic teams. Despite this, the
PREM identified key barriers 0 engagement, most commonly travel cost and time, as well as disruption 0 edocation. It also generated actionable
suggestions for improvement (see Figure 3). These findings illusirate how PREMs provide both resch across services and muanced patient=led insighis
that support argeted quality improvement and better alignment of care with the lived experiences of CYF with HIV.
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'l'}u:prnlm:ld:mun.ﬂn.l:: that co=producing FREMs can successfully capiure the voices of CYP
living with health conditions in ways that are accessible, accepiable, and relevant to them. Showing
that CYF value trust, confidentiality, and involvement in decision=making, while highlighting
harriers to accessimg care. Eeports are shared with clinic teams ongping via Chiva newsbetiers. The
PREM can support local service improvements and contribute national insighis. It is of critical
impaoriance o effectively emgage CYP hiving with lifelong health conditions. in the care they receive,
for early identification of ssues and barriers o attendance (o improve their experience of care,

supparting long term engagement.
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