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Pacific AIDS Network (PAN) “the Unconference” Notes 

Tuesday, Oct 30th 2018 - 1:30 pm to 3:00 pm 

Discussing Emerging and Important Issues for people working on issues relating to Hepatitis C, harm 

reduction, the overdose crisis and others  

Location: Ballroom, 1st floor, Grand Okanagan Hotel, 1310 Water Street, Kelowna 

 

Facilitators:  Janice Duddy and the PAN Eval team 

Minutes:  Madeline Gallard 

 

What is an Unconference? 
un·con·fer·ence 
noun 

a loosely structured conference emphasizing the informal exchange of information and ideas 
between participants, rather than following a conventionally structured program of events. 

  
At PAN’s Unconference Session, anyone who wants to initiate a discussion on a topic could claim a time 

and a space. PAN had facilitators on hand to support organizing discussion topics and activities for this 

session. This session remained flexible and its success counted on the participation of attendees 

After introductions participants made a pitch for small group discussions. There were two groups that 

were established and each group mapped out a session title and explicitly identified what they wanted 

to achieve. Groups were also direct that at the end of their session they would be asked to identify what 

they had accomplished, reflections or action items coming out of the discussion. The two discussion 

were: Hepatitis C – people lost to care and testing (including multiplex testing) and a session on social 

justice or Transformational Leadership: How do we get the right people at the right place, at the right 

time? 

Discussion Group 1: Hepatitis C – people lost to care and testing (including multiplex testing) 

What do we want to achieve? 

1) Why are people lost to care? 

2) Recognize 20,000 people living with Hepatitis C are lost to care 

3) Primary Care Transformation – use as a tool 

4) Know about Hepatitis C testing + combining tests (STBBIs) 
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Discussion notes: 

- How routine is hep C testing? (need blanket statement about the importance of this) 

- This connects with STOP and local guidelines around Hepatitis C and Hepatitis BC testing 

- Linkage between Hepatitis C testing and linkage to care 

- Point of care Hepatitis C testing is not covered through provincial programs or funding 

- This connects to multiplex HIV/Hepatitis C/syphilis point of care testing 

- Link to testing in primary care homes and providing a linkage to care 

- 20,000 people living with Hepatitis C are not engaged in Hepatitis C care 

- Testing at the emergency department could be sped up/increased with point of care testing 

- Dried blood spot testing? Is this an option for increasing testing? 

- There’s a lack of structure to mobilize – lack of changes to public health 

- We need to engage at an operations level – regional and provincial levels 

- What is the demographic breakdown of the 20,000 who are unlinked to care (i.e. gender, age, 

where they got tested) 

- BCCDC created profiles re: LSDAs from the BC Hepatitis Testers Cohort. There is cascade of care 

and updated data by HSDA which has been distributed to MHOs and Operation Leads in each of 

the regional health authorities. Folks can inquire about this data to their regional health 

authorities but BCCDC can only distribute at the provincial level. Jason Wong is going to inquire 

about sharing these provincial reports with PAN member agencies. Questions about the reports  

o For people without a postal code, they can be listed as unknown 

o Who is included? Testers’ Cohort is all people ever identified as HIV or Hepatitis C 

positive linked with Pharmacare, BC Cancer Registry Data, MSP, Discharge, and Vital 

Statistics in the next refresh, everyone diagnosed with an STI will be included, as well as 

a random sample of 10% of the population as a sample. New database will have 2.4 

million people. New challenge because it’s so big – the BCCDC hasn’t worked with a 

database this big before 

- In general, in BC, the data nationally is better than in other provinces. So even the estimate of 

how many people are undiagnosed and living with HIV and Hepatitis C is likely lower than other 

provinces. There are guidelines nationally – they know a lot of people who are baby boomers 

are being diagnosed with Hepatitis C. More and more testing, but saturation point is being 

reached, so less positives 

- Linkage to care - We need to focus on hard-to-reach people. Same with the STOP HIV world – 

reaching rural communities 

- Engaged to care is a difficult indicator, because it depends what you mean! Different levels – for 

Hepatitis C related care, it doesn’t mean NO primary healthcare provider. There are still 

recommendations for ongoing surveillance for hepatocellular carcinoma based on fibrosis score. 

There’s no diagnostic code for levels of fibrosis 

- From a clinical perspective, the cascade makes sense, but it’s not the only tool. But that’s the 

reason it has a lot of traction  

- Wants to know how to use this data! And models of care. How do we make this data useful? 

This is about people. Targeted because we don’t have endless funds 

- How do we target all of the stages of cascade? 
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- The feds want to know if Hepatitis C testing should be routine in immigration – not for being 

excluded from immigration, but just for knowledge Folks don’t want that to be registered by the 

government because of stigma 

- What works??? Getting people engaged where they are. Sporting events, fairs, set up booths? 

Make it fun and accessible in testing. But if we WERE doing testing outreach, lots of uptake, but 

we have no idea if those people are linked to care. What happens to me if I get the positive test 

result? How do we know those people make an appointment? 

- Community partnerships play a key role because they are the ones providing wrap around 

services. Community organizations play a part in eventually linking people to care 

- People have to be ready to be engaged! Hepatitis C may not be the most burning issue for 

someone 

- If you take the STOP model, out of all the people on your caseload, not everybody who could be 

linked to care NEEDS to be linked to care. Not everyone needs a full team of supports. Primary 

healthcare provider yes, knowledge of my status yes, treatment yes, but not necessarily wrap 

around services 

- Success story! Up north there was testing with prizes for people who got tested. They tested 

245 people from a very small community for HIV, Hepatitis C, Hepatitis B, chlamydia, gonorrhea, 

this was almost 20% of the population was testing. They came because of prizes!!  Prizes took 

away the stigma! People getting tested because of prizes! BIG PRIZES, including a ATV and an 

iPad 

- Helpline – through networks, building relationships with GPs and treating physicians  

- Primary care transformation – nobody knows what this is going to look like. Does anyone have a 

conceptual idea? But this is an opportunity to put this as a priority from a chronic disease 

perspective 

- Getting to primary care transformation has been slow and painful. Everyone’s working in a 

different way, and how is that a priority when things like mental health and opioid problem 

behaviours and diabetes are also priorities? 

- A big component of that transformation is around mental health and addictions. That is your 

primary group of new infections. When we focus on engaging the opioid crisis, we focus on 

substance use, not on all the other components of health. Sometimes we do silo mental health 

and “health”  

- How prepared are primary healthcare providers to take on addiction? Hepatitis C aside, STBBIs 

aside 

- Who is driving the primary care? A lot of this is coming from the College of Family Physicians – 

they are the ones who have convinced the Ministers that this is important. This is a whole 

division of the Ministry that is in charge of implementing primary roles. I think this government 

wants new models of funding. We don’t want fee for service physicians any more in these more 

complex issues like substance use and mental health. Fee for service doesn’t serve that well. The 

gov. has committed to creating 200 new positions around this. It feels messy because it is new. 

There is not a concrete answer within it. It’s not just GPs, there’s other providers that you might 

see first  

- We need people with lived experience involved in paid positions 

- With the linkage to care, transition in treatment from interferon to the new treatments, re-

engaging people and making them aware of better treatments 
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- What did we accomplish with this conversation? Maybe the primary care transformation will 

play a role but we don’t know what it looks like – and we need to be advocating for this to 

happen in a good way. There is data to inform this process! And data may help us break down 

the 20,000 by demographics. Knowing more about different types of tests and how those are 

used  

- Action: commercials have been impactful, so the power of the media needs to be behind this 

Are ads campaigns actually effective? Media discourse has to bolster a campaign i.e. overdose 

campaign. If you don’t match media attention to campaign, it doesn’t work as well 

- Action: if there is a media campaign, what are we directing people to do? If we want people to 

get tested, then we need to make sure we have the structure in place to make it easy to get 

tested and get linked to care. If we raise awareness about the risks of Hepatitis C, now what? 

- If we’re talking media campaigns, who are we talking? Older people need a different approach 

than younger  

- Is it baby boomers who are not linked to care? Or younger folks with more factors involved? 

What have we accomplished? (Reflections and actions) 

- Maybe primary care transformation may play a role but don’t know how yet 

- There is data available and we need to figure out how to access it 

- Talk about kinds of tests 

- Commercials/Social Media – who is the target? Tap into the power of media. Generation Hep – 

impact? What are we directing people to? Need to have structures in place. 

 

Discussion Group 2: Transformational Leadership: How do we get the right people at the right 

place, at the right time? People who are leaders because of their experience. Transforming 

who is the leader in this conversation.  

What do we want to achieve? 

- A commitment from leadership to have the voices of the right people at the right tables 

- Greater involvement of people service providers are talking about 

- Making room at the table for people who don’t usually get a seat 

- See more community members who have wisdom and knowledge as a result of their lived 

experience. 

- Memorandums of Understanding (MOU’s) to ensure formal commitment to having right people 

around the table 

- Fair representation 

- Equity – recognizing there are multiple voices in the conversation  

- Consultation but more importantly OWNERSHIP 

Discussion notes: 

- Opportunity to share lived experiences 

- Paid employment opportunities 

- Front line representation and visibility 

- Registry of members with lived experience who can come into the community to do work as 

needed on a paid basis (i.e. casual employee list)  

- Bringing food and coffee 
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- Space (physical space) 

- Compensation for people’s time 

- Building a degree of trust 

- Having processes and policies in place – for example, a workshop for people struggling with 

addiction, always have people with lived experience in the room and policies around how to 

remunerate them and how to make them feel comfortable and safe in the room. FNHA policy is 

if they don’t have peers available in the room, they don’t meet 

- Legitimize peer work 

- Health authorities in the ministry are having the conversation about how do we pay people to 

engage. A lot of work around learning how to deliver health care in a way that the client can 

actually follow. Our First Nations partners who have started this conversation around Elders and 

thinks it will apply elsewhere. Fascinated by the “power” of the Patients’ Voices Network, but 

it’s very heteronormative, very White, 60+ age group. How can we bring the people who are 

missing from that group (PLHIV, HepC+, drug use, etc.) to the table? 

- Ritual and ceremony – it doesn’t matter who is in the circle, it matters that the people in the 

circle prayed, held hands, reconciliation of everyone within the circle, commitment by people 

who have been invited to come to the circle to participate in that circle. Everything is about the 

meaningfulness of the circle 

- Build capacity and visibility of peers in the employment market, building the capacity of the 

individual. Free training for community members. Access to education that is going to have 

them legitimized  

- Validation of expertise. Job description should include the value of lived experience. Expertise is 

not about being the same but instead about scope. If you’re providing the same deliverables you 

should be getting paid the same wage. Should have multiple ways of payment to compensate 

the flexibility of how people live, e.g. folks who are homeless or on disability may want a 

different form of compensation. Should have choice about what works best for individuals 

- AHA Centre – capacity bridging (than capacity building); acknowledges we each have expertise 

and skills to contribute to each other  

- Professional development 

- Need to push for validation of lived experience  

- Create peer mentor roles – builds into the system rising levels of opportunity and experience 

- Advisory committee members paid well for their time, makes you feel that your voices are heard 

- Shared points of public care – justice, education – lots of professional voices drown everyone 

out. What about a watch dog board to hold different systems accountable? More frontline 

community members holding agencies accountable  

- Look to what has already been done and not put in a lot of energy into having the same 

conversation we’ve had over and over again. It starts to become harmful  

- Acknowledging marginalization in the past and saying if you’re working towards reconciliation 

and to change from harm caused in the past  

- Being able to suspend the damage. We need to be able to stop generalizations and promoting 

disparity. Social justice isn’t about the patriarchal, Euro-centric systems, meeting the needs of 

an elite few. It’s about creating our own and reconnecting with our traditional teachings  

- Medicine wheel, inclusive models. Not simply biomedical approaches to wellness  

- Hepatitis C community in Brazil – no elimination without decriminalization 
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- Reconciliation 

- Target ED’s and Director level 

What have we accomplished? (Reflections and actions) 

- There are some really good resources out there already that outline best practices and the value 

of putting people with lived experience at the table 

- Have we tackled how you get the decision makers to buy into how important that is instead of 

viewing it as one more thing that gets in the way of getting the work done? 

- Seeing a shift within the senior leadership level in health authorities – who agree with and 

support the meaningful engagement of people with lived experience. It’s the middle that we’re 

struggling with – a normal phase of equity and diversity and inclusion work, building awareness 

and commitment. How do you change something that’s so big and so busy? A lot of great 

opportunities and stories to hear, maybe it’s that at the senior level we’re ready to hear those 

voices and at least begin to set the example for the middle. 

- Started with an acknowledgement that we haven’t included people and now want to do better  

 


