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What is social participation? How do we measure it?

Social participation refers to the involvement of individuals in activities that allow for
interactions with other in society or the community’.

SPADIS main goals

* Measuring the impact of living with a chronic disease in Belgium on social well-being and participation
* Identifying the determinants of social participation for people living with a chronic disease in Belgium

* Determining the effect of environmental and contextual factors on social participation and its determinants

/ IM. Levasseur et al. Scoping study of definitions of social participation: update and co-construction of an interdisciplinary consensual definition, Age and m
gs ciensano Ageing, Volume 51, Issue 2, February 2022, afab215, https://doi.org/10.1093/ageing/afab215 °



What is social participation? How do we measure it?

How do we measure social participation - Questionnaires are not always disease-specific

and its determinants? - No patient involvement in the development

- Questionnaires do not address aspects specific

In SPADIS-WP3: based on patient-reported ~ ~ | to the Belgian context
information, collected with relevant and
validated disease-specific questionnaires

- No transparent or standardized methodology
- Questionnaires are often too long

Using existing questionnaires
can be problematic
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PROMs, PREMs and the ICF model

People living with HIV in Belgium

Body Functions and Structures M Participation

A ) Involvement of people in all areas of life m
Activity limitations that are experienced

and the restrictions they experience

t )

Environmental factors Personal factors

Factors (barriers and facilitators) that affect how activities and Personal factors (e.g. age, gender, SES) that influence how
participation are experienced by the individual limitations are experienced by the individual

Functions and structures of the body and
impairements thereof

Goal Develop and validate patient-reported measures (PROMs and PREMs) to
measure the ICF components, for people living with HIV in Belgium

How? In a transparent and standardized way. Based on
(1) Perspectives of people living with HIV in Belgium (patients)

Sy (2) Existing patient reported measurement instruments (literature) tE
scilensano . . . °
(3) Perspectives of experts in the field (experts)



A comprehensive methodology that involves PLWH

Existing instruments People living with HIV Expert perspectives

Literature review Focus groups

v Which aspects do we assess? 1

Which aspects are relevant and essential to
measure the ICF components for PLWH?

Which questions are most appropriate to assess - Relationshi PS with fami |y
these aspects
members
- Mental and physical fatigue
- “Feeling useful”
- Loneliness
- Relationship with physician
- Multidisciplinarity of care

Focus groups with PLWH

preliminary results




Involving experts & performing advanced psychometric testing

Existing instruments

Literature review

People living with HIV

A

y

Focus groups

Which aspects do we assess?

\

y

Which aspects are relevant and essential to

\4

measure the ICF components for PLWH?

How do we assess these aspects?

v

these aspects

Which questions are most appropriate to assess

Expert perspectives

Expert validation

v

Validation of the content and structure of the
questionnaire / instrument

Interviews

v

v

Dissemination

Advanced psychometric testing for validation of the
instrument

“ Which questions are most relevant or
appropriate for which sociodemographic
and — economic profiles?”

o High added value !

o Very detailed information at the level
of the item / question

(Advanced psychometric testing based on
Item Response Theory)




A synergy between both exercises

Existing instruments People living with HIV

Literature review Focus groups

A Which aspects do we assess? v

Expert perspectives

QoL PROM HRC WG

€

Which aspects are relevant and essential to |
measure the ICF components for PLWH?

Y How do we assess these aspects? 15

Which questions are most appropriate to assess

these aspects

Expert validation

v

Validation of the content and structure of the
qguestionnaire / instrument

| x

Interviews SOOI :

v

Dissemination

v

instrument

Advanced psychometric testing for validation of the

Synergy between SPADIS and the QoL
PROM from the HRC WG

SPADIS questions address essential
aspects of (health-related) quality of life

Expert perspectives as a starting point for
the SPADIS HIV instrument (face validity)

SPADIS to test which questions of the HRC
QoL PROM are relevant for which specific
sociodemographic and economic profiles



A new golden standard for administering PROMs and PREMs?

What is your gender? ‘ F ‘ X

What is your age? ‘ .

Computerized Adaptive Testing (CAT)

Questions are selected based on
previous responses

. , PLWH get less, yet more relevant
Very dissatisfied How satisfied | Very diss. : 2
R 0 YR Iee—— are you with qguestions (shortened and tailored

you with your Neither your ability to Neither que5t|onna|res)
personal perform your

relationships? | Satisfied dait’_y {;"_"'"g ' Better measurement properties that
Rl activities: 00 - .
Very satisfied traditional questionnaires (“Golden
standard of the future”)

SPADIS prepares the introduction of
CAT in Belgium for PLWH




Answers to the SPADIS research questions

 How well do people living with HIV participate in
activities that allow for interaction with other in

society?

* What factors determine the extent to which they
participate?
* Physical — psychological factors vs. personal
factors vs. environmental factors vs. ...

* How do these results compare to people living with
other chronic diseases in Belgium? (Cancer, Diabetes)
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Additional SPADIS output

* Validated instruments to measure social participation
and determinants (ICF model and components)

SPADIS — HRC WG: outputs

For SPADIS: Enhanced validity SPADIS — HIV instrument.
Valorization of SPADIS work at level of HRCs

For HRC WG QoL PROM: Enhanced validity QoL PROM



Want to contribute?

Open invitation to help us reach our targets:

Expert Dissemination
validation of the survey
By april ‘24 By June 24 Starting early ‘25

Focus groups

Contact
Spadis@sciensano.be

Régine Kiasuwa Mbengi ¢ Régine.kiasuwambengi@sciensano.be (Project Coordinator)

Maxim Van den broecke ¢ Maxim.vandenbroecke@sciensano.be (PhD candidate)
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