SoLE and FFL Events 2020

Q1 Which of the following Health regions do you primarily work or reside
in?

Answered: 28

Vancouver
Coastal
Northern _ 10.7%
Provincial _ 10.7%
Island - 71%

Outside of BC 3.6%

0% 10%

ANSWER CHOICES

Vancouver Coastal

Interior

Fraser

Northern

Provincial

Island

Outside of BC
TOTAL

Skipped: 0

17.9%

20% 30%

RESPONSES
35.7%

17.9%
14.3%
10.7%
10.7%
7.1%

3.6%
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Q2 Which of the following best represents you?

Answered: 28  Skipped: 0

Person with
[
Lived... _ 2%

Community-
Program Mana...
Other (please
(plez 21.4%
specify)
Community-
Educator/Hea...
Peer
0,
Worker/Navig... - 71%
Support, Harm o
Reduction, o... . 3.6%
Health
0,
Authority... . 3.6%
Community
Health Nurse
0% 10% 20% 30% 40% 50%

ANSWER CHOICES

Person with Lived Experience (HIV, hepatitis C, person who uses drugs)
Community-Based Program Manager or Coordinator

Other (please specify)

Community-Based Educator/Health Promotion

Peer Worker/Navigator

Support, Harm Reduction, or Outreach Worker

Health Authority Program Manager or Coordinator

Community Health Nurse

TOTAL
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RESPONSES
32.1%

21.4%

21.4%

10.7%

7.1%

3.6%

3.6%

0.0%

28
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OTHER (PLEASE SPECIFY)

Wife,mother,peer researcher,recovering addict.

Hiv+ but also a peer support worker and harm reduction worker

Peer Research Associate

Person with lived experience working in education/health promotion and harm reduction
Health Navigator (BBI) and now Community Health Educator

BBI Heath navigator and now a community health educator!
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3/12/2020 7:24 PM
3/12/2020 5:47 PM
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Q10 Have you participated in Stories of Lived Experiences (SoLE) event?

Answered: 28  Skipped: 0

Yes 1100Y02/)

No

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES
Yes 100.0% 28
No 0.0% 0
TOTAL 28
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Q11 Overall, how would you rate your satisfaction with PAN's Stories of
Lived Experience event?

Answered: 28  Skipped: 0

Unsatisfied

Very
Unsatisfied

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES

Very Satisfied 71.4% 20
Satisfied 28.6% 8
Unsatisfied 0.0% 0
Very Unsatisfied 0.0% 0
TOTAL 28
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Q12 How would you rate the following components of the SoLE
event? Please evaluate only the session(s) you attended and choose
"Don't know or N/A" for those sessions you did not participate in.

Answered: 28  Skipped: 0

64.3%

Welcome and
Introduction...

_ 63.00/0

Session
1-Recognizin...

77.8%

22.2%

Session
2-Learning f...

64.3%

25.0%

session3- [ ...,
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Highlighting... - 1170

3.6%

46.4%

28.6%

Session 4-
Option A-PL...

w
2
S

21.4%

30.4%

8.7%

Session 4-
Option B- PW...

60.9%

42.3%

34.6%

Summary and
Closing

23.1%

0%  10% 20% 30% 40% 50% 60% 70% 80%

B cccelent [ Good [ rair [l Poor [ Don't Know or N/A
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Welcome and Introduction to the event

Session 1-Recognizing the leader in everyone

Session 2-Learning from each other lived
experience panel

Session 3- Highlighting PAN's work and
opportunities to lead with us

Session 4- Option A- PLHIV Inspiring Change
groups

Session 4- Option B- PWLE hep C Campfire
Cafe focus group

Summary and Closing
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EXCELLENT

64.3%
18

63.0%
17

77.8%
21

64.3%
18

46.4%
13

30.4%

42.3%
11

GOOD

25.0%
37.0%

10
22.2%
25.0%
28.6%

8.7%

34.6%
9
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FAIR

3.6%

0.0%

0.0%

7.1%

3.6%

0.0%

0.0%
0

POOR

7.1%

0.0%

0.0%

0.0%

0.0%

0.0%

0.0%

DON'T
KNOW OR
N/A

0.0%
0

0.0%
0

0.0%
0

3.6%
1

21.4%
6

60.9%
14

23.1%
6

TOTAL

28

27

27

28

28

23

26

WEIGHTED
AVERAGE

1.36

1.63

1.78

1.46

1.18

0.70

1.19
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Q13 Please indicate your level of agreement with the following
statements:

Answered: 28  Skipped: 0

35.7%

57.1%

The event
provided me...

71%

46.4%

46.4%

The event

0,
provided me... 3.6%

3.6%

_ 60.70/0
_ 32.10/0
Th t had
eeven. a I 3.6%
practical...
I 3.6%
60.7%

39.3%

I plan to
share some o...

9/18



SoLE and FFL Events 2020

_ 71 .40/0

The event
e even I 3.6%
provided me...

25.0%

| feel this
event provid...

0% 10%

. Strongly Agree

The event provided me with new
skills/strategies

The event provided me with new
knowledge and information

The event had practical relevance to my
work and/or life

| plan to share some of the information |
learned with others (i.e. staff, peers, etc.)

The event provided me with a good
opportunity to network with colleagues and
peers from around the province

| feel this event provided space for people
with lived experience of both HIV and
hepatitis C to engage.

17.9%

30%

. Agree

STRONGLY
AGREE

35.7%
10

46.4%
13

60.7%
17

60.7%
17

71.4%
20

82.1%
23

40% 50% 60%

70% 80%

82.1%

90% 100%

. Disagree . Strongly Disagree . N/A

AGREE
57.1%
16

46.4%
13

32.1%
9

39.3%
11

25.0%
7

17.9%
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DISAGREE

0.0%

0

3.6%
1

3.6%
1

0.0%
0

3.6%
1

0.0%

STRONGLY
DISAGREE

0.0%
0

0.0%
0

0.0%
0

0.0%
0

0.0%
0

0.0%
0

N/A
7.1%
2

3.6%
1

3.6%
1

0.0%
0

0.0%
0

0.0%
0

TOTAL

28

28

28

28

28

28

WEIGHTED
AVERAGE

1.29

1.36

1.50

1.61

1.64

1.82
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Q14 The most useful thing | learned was...

Answered: 24  Skipped: 4

RESPONSES
The commitment by PAN to continue with advocacy work in light of Positive Living BC’s demise.
New connections

first hand stories of how PWLE are demonstrating leadership in challenging stigma in their lives
and communities --

was hearing from the panel of different people experience and how i was able to relate to alot of
them, in ways that i didnt even know.

The power in our shared stories and lived experiences.

That living with HIV is manageable as demonstrated by panel members.
Listening skills

change continues to take time

Different work and ways that everyone is involved. connetions to others doing similar work in
rural communities

Some amazing stories . And more about pan.

recognizing the leader in me

To use PAN as a backbone for working on community issues

New projects with PAN through the ignite talk

Im a human being positive not only HIV but with everyday living, need more gathering like this
Information on upcoming PLDI events

How to better serve my clients who are HIV/HCV positive and to better represent myself as a
healthcare worker with lived experience of HCV.

Learning about how people with HIV and Hep ¢ have a lot in common more than | knew
the information that the PWLE gave and the inspiration that they gave the Peer | came with

There is a devote community and individuals passionate for the purse of social justice for those
people living with HIV and Hep C. Everyone there is ready to for paid work.

Some of the stories that others shared were very impactful. In some ways it helped me feel
connected even if the experiences weren't like mine. It also helped me feel less alone in my
challenges.

The importance of meeting face to face .
PWA session's flipchart and sticky note activity as a method of collecting opinions

That | have a community of beautiful loving and supportive people that | can reach out to for my
work and my personal life.

I live in a Province with strong warriors and dedicated leaders, and there are places that | can
get involved and learn more and gain work skills and be a valuable asset.
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DATE

4/7/2020 10:44 AM
3/25/2020 9:59 AM
3/24/2020 4:50 PM

3/16/2020 6:31 PM

3/16/2020 1:00 PM
3/15/2020 7:21 PM
3/14/2020 1:29 PM
3/14/2020 8:04 AM
3/13/2020 4:43 PM

3/13/2020 9:45 AM
3/12/2020 7:33 PM
3/12/2020 6:02 PM
3/12/2020 4:14 PM
3/12/2020 4:12 PM
3/12/2020 3:19 PM
3/12/2020 3:08 PM

3/12/2020 3:00 PM
3/12/2020 2:59 PM
3/12/2020 2:22 PM

3/12/2020 2:13 PM

3/12/2020 2:10 PM

3/12/2020 1:36 PM
3/12/2020 1:17 PM

3/12/2020 1:13 PM
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Q15 How do you plan to use the skills and information you learned at
SoLE once you return to your organization or community?

Answered: 24  Skipped: 4
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RESPONSES

Continuing my work with PWLHIV in my community and geographic area. Continue on board of
[organization in the Interior].

| now have new resources to pass out

thinking about the importance of face to face events particularly for PWLE and how as a sector
we should think about collaborating to ensure those opportunities can continue -- also thinking
about how to provide capacity building opportunities for PWLE to write grants and pursue
funding opportunities to support programs and community-based, grassroots initiatives

by leading by example
Try and make some spaces more safe more save for people living with HIV and Hep C

| often am asked to present My story of living with HIV and the added information at this
session is valuable for people who know little about the struggle it can be associated with
Stigma.

Use within the Peer support group we are starting

share that it was there and that possible future ones will happen and it is a good way to hear
from others outside of this organization and meet new people.

Engaging more with new contacts
Not sure yet .
Teach some of the skills from the conference to some coworkers and even friends

I will continue to share the power of peers sharing lived experience amongst those | encounter
as a peer researcher. | also want to continue to help build a networking system for peers to
become more engaged in their communities.

| think this event wasn't a skill oriented event. It was more about hearing experiences, sharing
stories, and learning about upcoming projects. Which was a great thing. Skills can be acquired
through courses but the shared lived experience is important

Don't know yet

I plan to look for new and diverse opportunities to provide HIV education programs.
In like every way possible.

Directly with my work

I will communicate with the PWLE here at my agency

Learn to connect and network with other HIV organizations and be familiar with the works they
do. As well, open up opportunity at other area of work and fields. Skills are transferable and my
experiences are vast and wide.

Relaying how strong humans are. The more adverse the challenges seem the stronger we
become after getting through those challenges. By inspiring others, sharing how I've challenged
the status quo, encouraging and enabling them to find the strength to persevere.

| hope to use some of the technigues and other skills and information learned and use them to
enhance my day to day operations.

To create better events, and have more knowledge available to us.

| feel incredibly focussed as a BBI health navigator [REDACTED]. | learned so much about
how to include people with lived experience and honour my own lived experience.

| am going to try to take courses through PAN and work towards a job that uses my skills as a
PWLE. | will advocate more for persons with HepC and HIV.
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Q16 In your opinion, what are some of the ways the SoLE event could be
improved in the future?

Answered: 20  Skipped: 8
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RESPONSES

Perhaps, after the presentation of the panel of lived experience, break in to small groups
(perhaps lead by PLDI staff and experienced group facilitators) of 10 to allow each participant
to discuss their lived experience.

n/a

it was perfect

It was so perfect.

Perhaps smaller groups to share life with HIV

Move the storey line up from | was there now I'm here to | was there and this is the steps |
undertook to get where | am now and this is where | aspire to go.

It was great!
| think this event was awsome, it was great seeing familiar faces.

If possible more talk on peer work or have certain peers from different regions talk about the
work they are doing

It would be great to have peers in front of healthcare providers sharing how their involvement
improves outcomes for community members accessing their healthcare.

More audiences participation. Towards the end with the CiN exercise there were more
engagement and moving around.

Full free dinner, lol

| think that overall the event was a success. My main issues were with regards to how the
concerns regarding COVID 19 were addressed. Firstly, in the opening statements one of the
speakers intentionally made misinformed and inaccurate statements, and gave ill-advised
advice. This information was not contradicted or corrected. Secondly, although we were
assured precautions would be taken, aside from some hand sanitizers available, the buffet was
self-serve and no extra precautions around the food were taken. Thirdly, I think some of the
activities could have been scaled back to restrict interactions.

The event was beautiful,longer breaks and more active team building events (like getting up
and moving) and maybe some sort of presentation from the BCCDC or an infectious disease
specialist to highlight new things in the HIV/HCYV field.

More opportunities to socialize in smaller groups or workshops

There were 10-14 tables of participants yesterday. | sat in the front and had a difficult time
making contact with those in the back room. It might have been effective to get people involved
and interact by starting with an icebreaker for example the bingo game. It was difficult to share
the air. Yes, we had a diverse group yesterday; | want to hear from those who sat quiet. During
break, they had much to say. | wonder if there is a different way to solicit information in a group
format. Just an idea. However, session 4 was a successful because everyone was involved, |
think because of the sticky notes (everyone was able to share their ideas and others able to
read them.)

More dedicated networking time. For me, | may not have the chance to travel to all the towns
that the participants were from. These opportunities are special and we will never have that
time again. During lunch time when I'm needing to focus on my self-care isn't the best time to
balance eating and networking.

| thought things went quite well and | am not sure what | would add or take away. | might have a
better response with more thoughts 9 possible None

a 2nd day, so pan can pack in even more educational content, so peer community leaders can
can be empowered with even more cutting edge information to share with their communities.

I really couldn’t give a suggestion as to how it could be improved because honestly | had such a
wonderful time. Perhaps maybe including physicians who work in the infectious disease field to
talk about improvements and new information from a medical standpoint?
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Q17 Were their concepts or ideas that were not discussed that would
have been helpful?

Answered: 20  Skipped: 8
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RESPONSES

Update on Criminalization, update on the use of peer or PWLE from all Health Authorities.
no

i think it would have been nice to see something around the trans community in some way
Unsure

Restrictions preventing pharmacies from having ANTIRETROVIRAL medications noted in the
Provincial PharmaNet patient Frofile.

A wee history perspective of the movement to bring those newly diagnosed into the knowing of
the movement and how we have adapted to move the peg forward in helping one another and
show that yes we lose agencies but we also adapt and move forward.

Gathering were Hep ¢ and PLHIV could spend time talking about similarities and differences of
their lived experience to build relationships between each other

Dont think so .
Not that | can think of

It seemed that this, being the first SOLE event, covered the basics which was more than
enough given the time frame.

Not really , but a tighter goal setting like focusing on one thing at a time would have been more
productive. Equity, stigma while worthwhile goals in and of themselves are different goals and a
more focused goal would focus energies and we can make it a yearly theme. Like first year
stigma second equity, third harm reduction. Trying to do all at once fragments and dilutes the
focus

Don't know
N/A

There is only one, the opening first nations speaker. The indigenous gentleman who opened
the SoLE event...that was just...awful. This gentleman opened the event by providing
misinformation about COVID19, telling a group of people with hiv and LE of HCV not to abide
by the guidelines set out by the BC CDC around hand washing, contact etc. Which was very
upsetting to hear in a room full of people living with HIV or with LE of HCV (who have all been
immunocompromised) The other thing was he went on a bit of a rant about how learned
behavior, social barriers, addiction, trauma and other barrier issues have nothing to do with
anything or any choices. If you made bad choices it's because you are a bad person who
WANTED to be bad. Coming from my perspective as a recovered addict and person with lived
experience that was SO FUCKING DISTURBING. | believe a big part of the reason HIV/AIDS
and HCV are more prominent and accepted issues is because we align with science and
actively work to prevent the spread of misinformation. The rhetoric the speaker was spewing is
anti science, and the current researched empirical data completely disagrees. Now this is NOT
PANS fault. I just think next time it would be a good idea to vet the speaker beforehand and
make it very clear that this is not a platform for you to spew harmful misinformation.

n/a

Early in the evaluations. | stated many of the participants is change ready and available to take
on paid positions in community. | am not sure how this could have been added to yesterdays
workshop. However, providing a list of available working positions in the areas of: HIV, HepC
and additions would have been handy.

How secure is PANs funding? More information about PANSs sister organizations and a little
about what they do. More successes from PWLEs, social workers, and healthcare
professionals.

None that are readily available to me at this moment.

I would like to know more about modern treatment practices, demographics of people under
various stages of hiv and hep c care, an opportunity for peer community leaders to be
personally heard by health authorities, an opportunity to effectively discuss the injustices we
face to be able to articulately and passionately defend our rights in the present and future, an
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opportunity for peer community leaders to learn directly from Drs and Pharmaceutical
companies so we can receive clarification to deeply understand all of the academic concepts
we live on a daily basis.

Honestly the only thing that was really unfortunate and uncomfortable was the gentleman who 3/12/2020 1:17 PM
opened the stories I've lived experience event. | really appreciated including the indigenous
culture but having a man spit rhetoric that could be damaging to people who are
immunocompromise and have been through trauma was extremely disturbing. The gentleman
who opened the event proceeded to make fun of the coronavirus and denies the need to use
basic health practices like hand washing and reduced contact...to a group of people who have
been or currently are immunocompromised. That really disturbed me. He also went on a
tangent about how past and intergenerational trauma, learned behaviour and mental heath had
nothing to do with choices and that if you made bad choices it was because you wanted to and
are a bad person. That is incredibly disgusting and not aligned with scientific protocol and belief
on behavior. We were sitting in a room full of people who not only had lived experience of HIV
and hepatitis C, there was also a recovering addicts, alcoholics, survivors of trauma... It was
incredibly maddening to see somebody say that to a room of people who have been through
those things, and to have someone tell them that the things that they did or that happened to
them have no merit and they are just bad people. | believe that as people in the HIV and
hepatitis C field we need to prescribe to accurate scientific beliefs. What that man spewed was
anti-scientific, innapropriate rhetoric that should have NO PLACE in a place where there are
survivors of trauma and disease.
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