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People living with HIV should be at the centre of 
their own care 

Person-centred care means that services consciously adopt 
the perspectives of individuals, families and communities to 

respond to their needs and preferences in humane and 
holistic ways; the person is a participant, not just a 

beneficiary of the health system. 

https://www.bhiva.org/file/KrfaFqLZRlBhg/BHIVA-Standards-of-Care-2018.pdf



Quality Statements (2C & 2D)
Decisions about individual treatment and care 

• Services should place the patient at the centre of decision-making and 
ensure that assessment and delivery of care addresses both clinical and 
patient-reported outcomes and priorities.

• Issues of well-being continue to be incorporated into clinical and care 
practices in transparent ways

• A person-centred approach is taken in providing care to ensure that well-
being for each person is holistic and meaningful 

https://www.bhiva.org/file/KrfaFqLZRlBhg/BHIVA-Standards-of-Care-2018.pdf



Measurable & auditable outcomes

• Within HIV care

– Proportion of people in whom patient-reported outcome measure (PROM) is 

used to identify symptoms, concerns, priorities and outcomes of care (target: 

90% of those with capacity to participate) (BHIVA PROMs in development at 

time of publication). 

https://www.bhiva.org/file/KrfaFqLZRlBhg/BHIVA-Standards-of-Care-2018.pdf



PROMs

• Stigma index

• PAM-13

• Medication related PROMs

• Comorbidities  - with 
condition specific PROMS

• GAD7/PHQ9

• DEMQoL

• FRAIL

• PREMs



So why “Embedding PROMs (PREMs) in the BHIVA 
Standards what needs to happen?

Currently no mention of PROMs within BHIVA Monitoring Guidelines



1. Not optimising use of PROMs/PREMs?

2.



Why do we need a  ‘BHIVA PROM’

2013 Stds of Care - No validated brief patient reported outcome measure 
reflecting the diverse needs of people living with HIV designed specifically 
for use in the clinical setting.

Funding to develop a valid and reliable multidimensional assessment tool 
that could be integrated into a clinical consultation to support patient 
assessment and care



Positive Outcomes

• Reflects what matters to people

• Clinically relevant & actionable 

• Short  - 23 Items – 4 Domains
• Emotional wellbeing (4)

• Interpersonal & sexual wellbeing (7)

• Socioeconomic wellbeing (4)

• Physical wellbeing (5)

• Psychometrically validated using 
Rothrock & COSMIN methodology

• PAM-13; PROQOL-HIV; FRAIL; & virological 
outcomes

Harding et al 2022  HIV Med



Barriers to use 

• Which to use
• Numerous PROMs – Generic, HIV specific or both 

• Validated measures

• Current lack of implementation guidance 
• How to integrate into consultation (delivery & results)
• Interpretation /support tool
• Reaching all patients – language / culturally appropriate questions

• Technological constraints – need electronic version
• EPR & remote consultations
• Ability to look at data as a series for the individual and at service level

• Resource constraints – time & infrastructure (& money)
• Lack of outcome data to prove that they are beneficial in HIV 

• But plenty in other areas, esp re improving communication & satisfaction
• Wanted by HIV community 



Kall et al. (2020)  Positive Voices , PHE

Identified unmet 
need



In Summary

• Need consensus on:

– What we are measuring & why

– How we are measuring it 

• Have the mechanisms, training & support to implement

• Have interventions and services in place to address unmet need

• Commitment to review  - data and measure

• Standards vs Guidelines?
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