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PANACHE Program of 
Community-Based Research

Concept 
Mapping 

(CIHR Catalyst)

Measures of physical, cognitive, mental 
and social health, function and QoL to 

calculate healthy aging score

Will consider impact of external factors 
such as housing, health behaviours, stigma

PANACHE ON 
Qualitative 

(OHTN Endgame)

SURVEY 
DESIGN

(CIHR P&M Grant)

National survey of the care 
needs and preferences of older 

adults living with HIV

Correlates of Healthy Aging 
iN GEriatric HIV

CHANGE HIV Clinical Cohort
(CIHR Team Grant)

Preferences And Needs for Aging Care 
among HIV-positive Elderly People



https://www.changehivstudy.com/
Project Manager
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CIHR Team grant

• To establish the first Canadian geriatric HIV cohort of 750 PLWH > 65 years  

• To characterize the health experience of people aging with HIV 

• To examine the concept of healthy aging using a validated multidimensional 
index and to examine changes in score over time.

• To identify personal and environmental determinants of health that 
predict having a good healthy aging score and the extent to which these 
relationships may change over time.

• To identify whether biological determinants (systemic immune activation 
and gut microbiome diversity) are associated with a healthy aging score and 
with score changes over time.



Our View of Healthy Aging



Healthy Aging Score





*Preliminary data; Unpublished



*Preliminary data; Unpublished



The Impact of COVID on Healthy Aging

• Sub-study of CHANGE HIV

• Determination of the number of persons infected with COVID 
(symptomatic and asymptomatic) and outcomes

• Impact of COVID and restrictions on post traumatic stress related to HIV

• Opinions on the strengths and weaknesses of virtual care on HIV 
management



PANACHE
Preferences And Needs for Aging Care among HIV-positive Elderly people



PANACHE Trajectory

Short-Term

Raise awareness by 
sharing qualitative 
data and preliminary 
recommendations 
with policy makers, 
healthcare leaders 
and other decision 
makers in Ontario and 
beyond

Medium-Term

Develop and pilot test 
a survey tool to gather 
information about the 
healthcare and social 
support needs and 
preferences of older 
people living with HIV 
across Canada

Long-Term

Increase equitable 
access to existing 
services (HIV, aging, 
healthcare, social) by 
older people living 
with HIV and inform 
new initiatives that 
respond to the self-
identified needs of 
this cohort



PANACHE ONTARIO AT A GLANCE
Community-based participatory research project 

9 focus groups ● 7 municipalities ● 73 older people living with HIV 
Mean age of participants = 64 years  

Median time living with HIV  = 23 years (range 2-37 years)



“I find when I get up on a ladder I 
can climb it up, but I... I don't 

know how to get down. I fall. I 
end up falling.”

Findings: Physical and Mental Wellbeing

“I don't really even consider my HIV status when I think about housing or food or, you know, sex or 
any... you know, it... 'cause it's just not that predominant in my mind anymore, you know? It's 

something I have, I take my pills, I do what I'm supposed to do to as best... to my best of my abilities.”

“I have personally had to learn 
how to say to myself this is not 
important, and it can wait till 

tomorrow. I really just need to sit 
and veg in front of the TV, or I 

need to go fishing, or... or 
whatever.”

“Now I'm forgetting friends name, at what point do I forget my 
dog's name, or what... at what point, you know, is this a... is this a 

degenerative thing we're dealing with?”

“You know, with the electric 
wheelchair you can spin on a 

dime. But they keep denying it 
you know what I mean? And it 
would really give me a lot of... 

enjoyment of life or, you 
know...”



“But I think what scares me the 
most is if something happens to 
my partner, I know I'm going to 

be out on the street because I 
have not worked enough in my 
lifetime to get anything on old-
age pension and CPP. I will be 

living below poverty line…”

Findings: Access to Resources

“I see people on 

ODSP that line up 

every month at 

that payday loan 

up the road just 

like myself.”

“And heaven help you if you catch a cold, or anything, 
'cause you don't have resources for that. You don't. 

You have to hope that there's something that's 
covered so the doctor can give you prescription that 
the government hasn't changed that one now too…”

“For me the housing experience, I 
submit my application for 

Housing Connections in 2003, 
and up until now, I still have no 

answer. 16 years and I update my 
application every year, and every 
year I come to the office they say 

you're on the waiting list.”

“Right now I'm 
comfortable, but that's 
not guaranteed 5 years 

from now. Or two 
years from now.”



“…you start to get a little fearful 'cause you're living alone like what 
the hell's going to happen, you know there's no money to get 

anybody to come in and do anything…”

Findings: Support

“I have been HIV for a very 
extended period of time, and 

have lost a lot of my 
connections, people have died. 
Period, that is our reality. As an 
individual, you don't have that 
sort of formative relationship 

with new people. So the 
dynamics in terms of looking 
for support from them is a bit 

different, it almost is 
nonexistent. So you have to rely 
more on whether they are good 
agencies that you're connected 

with, whatever family 
members are remaining…”

“You know, it's my grandkids. My 
grandkids keep me going.”

“I don't want to give up 
my independence. Like 

since moving in with my 
brother I've given up my 

artwork, it's sitting at 
home not being done, I've 

given up my writing, I 
don't have a computer to 
work on, you know, I'm 

sitting there... I'm isolated 
with him for my safety, 

but I'm not able to do any 
of the things that make 

my life worthwhile.”

“All the members of staff here, they are, 
like, my brothers and sisters, and this is 

my family.”



“Just even to dress yourself, like, it's 

impossible, I have to lay on my back, 

roll around my bed like a beached 

whale trying to put my socks on. 

And that's... like, that's 

embarrassing, like, to me it really is 

embarrassing.”

Findings: Intersecting Forms of Stigma

“You know, and so that is one of 

my greatest concerns, getting to 

that age where you're so 

defenceless, like, you have no 

form of defence, and the people 

who are supposed to take care 

will make sure that you're safe, 

are not concerned.”

“But I've been looking for an 
apartment, I call up and on the 

phone I guess I don't sound Native, 
so I get there… and they're like ‘oh... 

yeah, we just gave it away to 
somebody.’ I'm like I just called you, 

like, 5 minutes ago.”

“So we have that, that 
ageism. Then we have the 
HIV issue. Then we have 
LGBTIQ thing... so I mean 
seriously, you know, you 

got 5 strikes there already, 
you know what I mean? By 
the time you add it all up. 

So, you know, you're 
starting from the... what's 

the word I want? An 
unvoicable position, so to 

speak.”



PANACHE Ontario: Policy and Practice Recommendations
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PANACHE Ontario Community Report
https://www.realizecanada.org/wp-

content/uploads/PANACHE-ON-FINAL-AUG-2021.pdf

For more information: 
kmurzin@realizecanada.org

*Disclaimer: Photos used throughout this report are stock images posed by models

https://www.realizecanada.org/wp-content/uploads/PANACHE-ON-FINAL-AUG-2021.pdf
mailto:kmurzin@realizecanada.org


“The good news is that the research community 
has produced a stunning array of solutions to 

most of these challenges. Yet to be considered a 
success, such solutions must be translated into 

public policy, and the truth is that they rarely are. 
Our central challenge is therefore not a 

knowledge gap but a translation deficit. Given 
the urgencies we face, producing research is not 
enough. It must be translated into public policy 

and scaled up.”

Martin, Mullan & Horton,

The Lancet, March 2019


