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HEADS UP! 
• Background: HIV-associated neurocognitive disorder (HAND) 

is common, but the lived experience of HAND is not well-
understood.

• Objectives: to describe the lived experience of living with 
HAND; how adults with HAND view, manage, and obtain 
support for cognitive difficulties.

• Methods and Activities: Mixed neuropsychological screening 
and semi-structured interviews of 25 participants, co-developed 
with community members living with HIV 2



HEADS UP!
Analysis and Results: 
• We analyzed interview transcripts using a team-based, thematic approach (across 

provinces to avoid residual disclosure). 
• Peer Researchers participated in analysis, interpretation and KTE
• Participants described concentration, memory, and multitasking difficulties that 

fluctuated over time, as well as potential risk factors, management strategies, and 
psychosocial consequences.

• Participants reported seldom discussing cognitive impairment with health care 
professionals, HR, and others, receiving a HAND diagnosis was validating, 
informative, yet somewhat disconcerting.
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HEADS UP! 
• Knowledge, Transfer and Exchange: 2 manuscripts (one in 

preparation), 2 conference posters, 2 clinical brochures prepared by 
patients now in use in Toronto, Vancouver (Brighton, Sussex, UK 
clinic), catalyst for two sister projects at CAMH and ACT, 1 operating 
grant in preparation for the CIHR CBR Fall competition.

• Terpstra, A. R., Worthington, C., Ibáñez-Carrasco, F., O’Brien, K. K., 
Yamamoto, A., Chan Carusone, S., . . . Rourke, S. B. (2018). “I’m just 
forgetting and I Don’t know why”: Exploring how people living with 
HIV-associated neurocognitive disorder view, manage, and obtain 
support for their cognitive difficulties. Qualitative Health Research, 
28(6), 859-872. 4
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