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Context: Health-related Quality of Life 

Our focus needs to extend beyond viral suppression and other clinical 
markers, to include symptom burden and HRQoL

need for a shift in “treatment paradigm” towards new model of care

Bristowe K, HIV Med 2019



ØPatient-reported outcomes are outcomes, behaviours, needs or preferences directly reported 
by the people who experience them

ØNot directly observable! 
ØPatient’s unmet needs

ØPROMs: tools used to capture information about PRO’s, mostly questionnaires and survey’s

ØPatient reported experience measures (PREMs) measure patients’ perceptions of their 
experience of the process -rather than outcome- of care
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What are PROs?
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PROM in the ideal world

PROM items are relevant and actionable

Improvement of patient-HCW communication

Highly acceptable by HCW & patients

Integrated in routine care without disruption

Easily accessible for all patients

Quantifiable results with upfront notification

Automatic anonymised reporting in db
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How to assess PROs in clinical care…

• Definition• Tailoring the integration of PROs?

/ Which PROs are used

/ How and when PRO information is gathered in advance of the consultation, for example:

An iPad in the clinic 
while waiting for an 

appointment

URL link to 
questionnaire emailed 
and completed before 

an appointment

Through a mobile 
phone app

Interviewer-based 
assessment

There are different ways of integrating PROs within care

Via a
patient portal

Slide adapted from Viiv



Multidisciplinary WG, incorporating of 3 existing PROM pilot projects (ITG, UZGent, Jessa)

Tasks:
1. Consensus/convergence on PROM/PREM methodology: basic set of PROM 

questions
2. Toolbox for nationwide implementation
3. Accessible database/website for “downstream” actions and initiatives
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Workgroup of HRC college HRQoL



BIOMEDICAL HEALTH/ QoL

Physical health (general) How much are you bothered by physical problems related to your HIV infection? 1-5

Cognition Do you regularly experience memory loss (e.g. forget special events, recent events, appointments, et.)? 1-5

Do you feel that you are slower at reasoning, planning activities or solving problems? 1-5

Do you have difficulty maintaining your attention on something (e.g. a conversation, a book, a movie)? 1-5

Depression How often do you have negative feelings such as blue mood, despair, anxiety, depression? 1-5

In the past month, have you lost interest/joy in certain activities that normally brought you joy? 1-5

Sleep How satisfied are you with your sleep? 1-5

Sexual satisfaction/ dysfunction How satisfied are you with your sex life? 1-5

PSYCHOSOCIAL HEALTH/QoL
Well-being How would you rate your quality of life? 1-5

Subjective health How would you rate your own health over the past month? 1-5

Adherence to therapy How often do you find it difficult to take your HIV medication properly? 1-5

Stigma/ self-stigma/ guilt How often do you experience HIV stigma (discrimination, stereotypes, negative attitudes) 1-5

Have you ever withheld yourself from important matters, because of potential reactions to your HIV-status (starting an intimate 
relationship, applying for a job, social activities, …)

1-5

Support How satisfied are you with the support you receive from your friends and/or family? 1-5

Coping I’ve been able to accept my HIV status and integrate it into my life 1-5

BEHAVIOUR
Smoking/alcohol How often do you smoke? 1-5

How often do you drink alcohol? 1-5

Drug use How often do you use narcotics or stimulants (cannabis, XTC, crystal meth,...)? 1-5

SEXUAL ACTIVITY OPTIONAL: once every year or 2 years

Basic set of PROM: 18 questions every 6-12 months
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Example of implementation of PROM: KWS based



BREACH meeting 30112023

Example of implementation of PROM: KWS based
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Example of implementation of PROM: 2022 & 2023
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Future perspectives

• Roll out of at least basic PROM in all HRCs
àTimeline: Q1Q2 2024 
àMeeting with HRC representatives in the near future: help with practicalities
àEvaluation of PROM implementation Q3 2024 + patient representatives
àPossibility to start national project on the PROM data: BREACH (tbc)

• Questionnaire to HRCs and community-based organizations to gather data on existing 
“downstream” initiatives (i.e. psychosocial interventions): 12/2023
àConsultable database for all stakeholders

• SPADIS project Sciensano

• Last but not least: many thanks to the members of the WG: Christiana Nöstlinger, Gert 
Scheerder, Charlotte Vandenbulcke, Marie-Angelique De Scheerder, Wim Vanden Berghe, Jessika Deblonde 



THANK YOU FOR THE ATTENTION     – ANY QUESTIONS?

Peter.Messiaen@jessazh.be


