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User participation in the development of HIV

self-testing sevices: Results of co-design workshops

The rates of sexually transmitted infections (STIs) and HIV among men who have 
sex with men (MSM) are increasing and the uptake of STI and HIV testing in 
conventional clinical settings is suboptimal. An estimated 14% of MSM are thought 
to have undiagnosed HIV and 30% of new diagnoses in MSM are late diagnosesi,ii.

A variety of innovative strategies are required to increase uptake of HIV testing. 
One such approach is self-testing.
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We have developed a pilot service to promote HIV self-testing 

among MSM using saunas in Brighton. This includes the 

introduction of a vending machine distributing HIV self-test kits 

and a campaign to increase awareness of self-testing.

In order to deliver patient driven 

care we used co-design strategies to 

create and perfect our materials. 

This approach has been used  

successfully in medical and surgical 

specialties as well as emergency and 

drug and alcohol servicesv.

Few participants had 

previously self-tested. 

Improved knowledge and 

availability were the most 

important factors for 

promoting self-testing.

Collaboration with designers 

and communities ensures a 

user-centered approach to 

HIV self-testing.

Methods:

We held co-design workshops with community 
volunteers, and designers attended a local LGBT 
community meeting. 
Participants were asked take part in facilitated 
discussions about proposals for the campaign as well as 
complete a questionnaire regarding their experiences 
and views on HIV self-testing.  

Results:

Key themes relating to visual campaign options were: 
sense of community and support; clinical versus 
community settings; and giving clear information.  

There was excellent engagement in the process and 
many participants took multiple elements of different 
artwork to generate their own style, wording, or schema 
for the campaign.

Limitations:

We intended to work with service users and 
community volunteers, however we were not 
able to recruit any service users to participate 
in the workshops. The use of hypothetical 
scenarios and the absence of service users in 
the co-design process risks creating different 
perspectives and introducing bias.

Discussion:

To our knowledge vending machines have not been 
used to deliver HIV self-testing kits in the UK. There has 
been one previous study in the USiii, although the 
population studied and method of self-testing were not 
comparable. Our previous research in the sauna venue 
has demonstrated extremely high levels of acceptability 
for HIV self-testing as well as an unmet neediv.

The participant-generated personas led the discussion 
through a user journey from their discovery of options 
for HIV testing, to decision-making priorities, and routes 
to action for testing for HIV. 

Workshop participants explored the benefits and 
disadvantages for self-testing in different populations and 
demographics. For example the following populations 
were identified as core targets for self-testing; 
 -  regular attenders to GUM clinics with ongoing
 high risk and the need to test regularly.
 -  men who are not engaged at all with health
 services - the idea of being “better than
 nothing”. 
 -  framing the campaign within the ‘gay scene’. 

There were 11 respondents to the questionnaire. Eight 
were aged <25, two 25-34 and one 45-64 years. Eight 
respondents had previously tested for HIV, although only 
one of those was within the last 3 months. Two 
participants had self-tested in the past, one of whom 
had used both blood and saliva self-sampling tests. 

Co-design workshops utilised service design tools such 
as personas (the process of creating ‘characters’ to 
theoretically explore individual’s thoughts and 
behaviors), the construction of user journeys, and 
mock-ups for the design and likely interaction with the 
vending machine.

Conclusion:
Table 2 - Concerns about Self-testing:

FAITH  “little faith in reliable result”  WS1 
  “faith in results”  WS3
  “to be sure it is done properly” QN4

FAMILIARITY “did not know it existed” QN6

FEAR  “scared of blood” QN3
  “may hurt myself taking sample” QN8
  “fear of doing it wrong”  WS3

SCREENING “advice on sexual health, STI screening”
    QN8

SUPPORT “if it was positive I'd want to talk to 
    someone” WS3
  “safe environment” QN8

Table 1 - Factors to encourage Self-testing:

AWARENESS
 “knowing more about self-test would persuade
   me to try” QN6

AVAILABILITY
 “like more available at local establishments, uni,
   pubs, clubs” QN1

CONFIDENCE
 “how easy it may be” QN8
 “Confidence in result, ease of use” WS3
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