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Andrea Bodkin [00:00:08] Welcome to Tenfold, the podcast about community engagement and public health. I am your host, Andrea Botkin. Identify as a light CIS gendered woman. I also identify as a settlers. The families of three of my grandparents settled in southwestern Ontario in the eighteen hundreds. So reflecting on the privilege that I have as a result of my ancestors is really important to me. Acknowledging the land that I'm recording on as part of this reflection. My home is located beside the beautiful Don River and Don Valley in Toronto, probably mostly famous for the Don Valley Parkway but there's actually a beautiful ravine and river system that goes through the Don Valley as well. The Don Valley has been home to First Nations peoples for over 10000 years. The most recent caretakers of that land, the Mississaugas of the Credit, are still around and still living their life as First Nations people on the reservation just outside of Haggersville. They also have many people who are living off reserve. And today they are a vibrant First Nations community. And I just want to acknowledge how grateful I am to live in this in this beautiful place and to have the land, having had had it taken care of so well for so many thousand years. So today I am here with Shafeeq Armstrong, Jessica Kwan and Miranda Saroli from the Access Alliance. Welcome to Tenfold the three of you. 


Andrea Bodkin [00:01:42] Thanks for being here. So let's start with learning a little bit about each of you. Shafeeq, why don't you start us off. 

Shafeeq Armstrong [00:01:48] Thank you so much. I'm Shafeeq Armstrong and I identify as a CIS gendered male and also a settler who lives here in Toronto. So thank you for that land acknowledgment. And I was also one of the project leads for the Tackling TB Stigma Project with Access Alliance. 

Miranda Saroli  [00:02:04] Hi, my name's Miranda. My my pronouns are she her. I'm actually the Knowledge, Mobilization and Social Action Coordinator at Access Alliance and I also benefit from living working here in Takaronto. I've been supporting the the knowledge mobilization phase of this project. So that's what I'm going to be speaking to today. 

Jessica Kwan  [00:02:24] Hi, I'm Jessica and I'm a second generation settler of Chinese descent. I'm also a registered nurse and the majority of my experience has been in public health nursing. I was one of the members or project members on the Tackling TB Stigma project that we'll be discussing today. 

Andrea Bodkin [00:02:40] Great. So before we dive into the actual project, let's just learn a little bit about Access Alliance, because some of our listeners might not know about that organization and what you folks do. 

Miranda Saroli  [00:02:50] Sure, I can speak to that. So Access Alliance, we turned thirty two this year. We're a nonprofit community health organization located in Toronto. We provide a wide range of programs and services to underserved immigrant and refugee populations in Toronto, and that includes health, settlement, community development. And basically our mandate is to improve health outcomes for those most marginalized newcomer populations and their communities. And we do this in a couple of different ways, so primarily through ensuring their access to services. But we also work to address system inequities that they're facing and we do that through research and advocacy. 

Andrea Bodkin [00:03:40] Thanks, Miranda. So one of the reasons I was looking to have a group of folks just like you folks on on the podcast is that lately I've been really curious about the role of community engagement in research. So often in public health and community health we produce these wonderful reports, sometimes they're extremely long and very detailed. Sometimes we write about people and sometimes we write with people. And what I really wanted to explore in this episode is how do you write with people? It's very easy for any of us to sit down in our office and write about the needs of the homeless population or people experiencing homelessness in Timmins. It's another thing to work with that community in Timmins to help to identify what needs to go into the report. Who owns the data? How do you interpret the results? What is it we're really trying to do and to do that from a lens of community engagement. So that's why I'm so excited to have you all here, because through the project that you're going to talk about, you embedded the community in every single step. Start telling us a little bit about that. 

Shafeeq Armstrong [00:04:52] I can start off of playing a little bit of background. What the project, the Tackling TB Stigma Project was a seven month project began in September of 2019, about of a couple of years ago to the day today and wrapped up just before the pandemic began. And in terms of providing a little bit of context for the background and rationale for the project, one of the main pieces of rationale was that while newcomers account for a small portion of the of the overall population, they account for about 70 percent of TB cases. And in Toronto, they occur primarily in folks, newcomers who are from India, China and the Philippines. And certainly the other big piece of the project, which is titled in the name, was Stigma and stigma linked to TB. And we know that plays a very large part in preventing people from seeking education, seeking care. And we know that it also prevents people from seeking treatment for TB. And so, as noted research shows, these levels of stigma are quite high among folks who are from India, China and the Filipino community. But we also know that there is stigma among the health care system and health care professionals. So taking this into consideration, the project really aimed to address the low levels of awareness of TB, as well as the high levels of stigma to develop a set of policy and program recommendations with and for these groups to help reduce tuberculosis related stigma. And while we wanted to identify potential policy and program recommendations to support these groups, I really wanted to understand, I would say their overall experiences, including their settlement experience. And we know that stigma plays a very strong role in facilitating or preventing people from accessing treatment. So we wanted to understand the successes, the barriers, experiences in particular from three groups, newcomers themselves, as I noted, from India, China and the Philippines, but also primary care professionals, including those who specialize in TB care and people who work in the settlement sector. 

Andrea Bodkin [00:07:19] So I mentioned earlier how easy it is to sit in a room and write a report about a group of folks and Miranda, that's what the Access Alliance chose not to do. Why was it so important to actually identify those three groups of stakeholders and in particular, work with newcomers to Canada who were experiencing stigma or have tuberculosis? Why was it so important to work with those folks as opposed to write about them? 

Miranda Saroli  [00:07:46] Just to zoom out a little bit? You know, the work that our organization does and our mandate is, as I mentioned, addressing system inequities, but also being client centered in terms of how we plan our programs and services. So these kind of two things combined means that we would choose to drive projects and initiatives forward around issues that are important to the communities that we are serving. And this is ultimately recognizing that they need to be in the center of making decisions that affect them at the end of the day and their health. So when you look at it that way, it only makes sense or it's only logical to involve the community in this type of work. We use a community based research model which actually extends beyond research to non research activities such as evaluations or program planning initiatives such as the Tackling TB Stigma Project. So this model is basically a means of empowering community members as partners in knowledge production and also for mobilizing change using that that that knowledge or evidence. But I would say this is definitely a continuous learning process for us in terms of how we can effectively and meaningfully and safely engage the community, taking into consideration what are the power dynamics that are that are at play there. And we have a long way to go still. But if you want to visualize, I guess, like a scale of community engagement, you have all the like starting at the bare minimum, you have you're simply informing the community, just letting you know where we're doing this all the way to the other end of the spectrum, which is, you know, best case scenario, you're seeing them as partners or or even let them leading these initiatives. I would say that the latter isn't always realistic in every case, but it is definitely what we strive for and for this particular project that also rings true. We were able to incorporate some elements of co-design in terms of really giving voice to the communities. In terms of what they themselves need and want to see, which is just as important or if not more important than simply hearing or recording their their experiences. 

Andrea Bodkin [00:10:21] So it sounds like community engagement, community based research that that client centered, patient centered approach is really integrated well into the Access Alliance to the to the point where in our pre-interview I actually ask the question, why was it so important to involve the community in this piece of research? And I got blank stares because each of you were like, why wouldn't we do that? It's how we do everything. So it's it's wonderful to hear that because it's not always achievable for everyone. And like you mentioned, Miranda, there's there's still a little bit of work to do sometimes. So where did you start with this project? How did you go about embedding community into all of the components of this research project? 

Shafeeq Armstrong [00:11:11] So we had, as I noted, three main groups involved in this project, newcomers, primary care and the settlement sector. And effectively, we had three staff involved, each working with one specific group. And I'll certainly let Jessica speak to the primary care piece as she led the involvement with with that group. And so we kind of each of us, the three of us worked in with each group and in a slightly different way. I primarily worked with the newcomer groups and we developed what we called community reference groups for folks from India, China and the Philippines, and specifically with the community reference groups. We engage and set up these groups, I would say, through a variety of outreach methods, and that's where we started. So we certainly, as Miranda mentioned, Access Alliance already has really strong and existing relationships throughout the the newcomer community organizations within Toronto. So we certainly started with with leveraging the existing relationships that this alliance had and their staff had. We spoke with newcomer agencies to talk about the project. We put together translated fliers, made cold calls to churches and community groups. I went to person, oftentimes a different ESL classes to talk about the project, to help recruit folks to be part of this community reference groups that would help us shape and guide this project for the next seven months or so to to help put this together. To make sure that folks were equitably compensated and valued for their time, we gave folks who were interested in being part of this community reference groups fifty dollars per session and paid them for up to four sessions, made sure that we were providing these sorts of sessions in an accessible and convenient way, making sure the space was convenient for them to access, provided tokens to make sure folks were able and able to access the locations, provided interpreters for folks who needed and wanted that and food as well. And maybe I'll let Jessica speak about the engagement with them with primary care. 

Jessica Kwan  [00:13:37] Thanks, Shafeeq. So, yeah, we had formed, like Shafeeq said, a primary care reference group which consisted of health care professionals, so nurses, nurse practitioners, physicians across multiple different areas. So we spoke with individuals from TB clinics around the region. We also reached out to folks from immigration and refugee clinics, as well as Toronto Public Health and other community health centers similar to Access Alliance and also similar to the Community Reference Group we also relied very heavily on the existing networks and connections that access alliance you already had in place. And then from there we relied further on word of mouth and referrals to other organizations and individuals through those existing connections, and similarly, just doing some cold calling and emailing to different different organizations who may be interested. And I would say the individuals that participated in the in the primary care reference group obviously had vested interests and had a lot to say about about their work. Their primary clienteles are newcomers and refugees who are heavily impacted by the immigration process through TB medical surveillance process. So. It was very interesting to hear their front line, firsthand experience and also some of the stories that they heard from their clients was very enlightening. 

Andrea Bodkin [00:15:19] I'm really curious about how things happened within the community reference group. So the three different groups that you had, Miranda, mentioned earlier that there was actually a co-design element to this project where the folks who were involved in the community reference groups were actually able to contribute to the design of the project. How how did that work and how did everything unfold from there? 

Shafeeq Armstrong [00:15:43] We had three community reference groups and we met with each of those groups four times. So the first two sessions, I would say, were certainly more of a traditional focus group format. And that really allowed us to understand, like myself, Jessica, and Tawana, our other colleagues, the level of knowledge about TB, the level of stigma both related to TB and otherwise, and the differences among the newcomer groups. And then in the later the latter two sessions, we really wanted to make sure that the newcomers as much as possible were able to drive the conversation. So on top of validating in each session what we had heard in previous sessions to ensure that what we captured was accurate, we we use two tools to help facilitate the conversation. And one was was a timeline and the other was a sociogram. So we used a very simple timeline literally on a sheet of paper where each newcomer in that third session individually drew their timeline and effectively kind of captured their experience before arriving to Canada, upon arriving to Canada, and then the journey in Canada since arriving. And they plotted it for us and in their eyes, documented and literally wrote down on the sheet of paper the successes and barriers that they faced along the way. And so we also asked them to describe, like using that timeline, their experiences with health care, and then allowed us, I would say, to kind of really capture as best as possible the later experience of being a newcomer on top of stigma and TB stigma in particular. The second tool that we use was called a sosiogram. Just I had actually reached out to to a colleague who had used this as part of her, her PhD. And I give a shout out to Dr. Yvonne Su, who's who's now a professor at York University, because she provided us with with so much insightful knowledge and advice to help guide the project at that point. And so she could use this sociogram within as part of her PhD. And oftentimes they're used to map relationships in different links. And visually, if you can picture it, it looks almost like like a giant circle split into two different quadrants with different rankings in the forms of circles moving inside. So it almost kind of looks like a big bull's eye with with four quadrants. And so we adopted the tool certainly for for what we wanted. But the in our study or our project, rather, the quadrants were linked to respective questions related to TB. So, for example, we asked, you know, if you were to receive TB related information, what form would this take. would this be a workshop? Would this be a pamphlet? Would it be a video? A second question might be and that might be kind of in the lower right quadrant, where would you like to receive information? And so we provided some of these suggested answers based on what they had told us in previous conversations. So, for example, some newcomers stated that they really valued health professionals who look like them and could speak their language. And so that was an option that they could apply on this sociogram and really note the importance of it. And each newcomer was provided with one of these sociograms, just like we provided each newcomer with with a timeline, too. And so that was the third session. And then and as noted, certainly a time limited project being only kind of six or seven months. And so then Jess, Tawana and myself took all this information from both the timelines as well as these sociograms and developed these policy and program recommendations specific for each group. And we literally brought back kind of rectangular sheets of paper with individual recommendations and translated into their respective languages and then as a group with each newcomer group, we added them and they led that as a group and then we then made further feedback and then proceeded to rank them. And that last session, that fourth session with each respective group is really where I would say they they led it themselves pretty much. They had split up into smaller groups, one to two people out of a total of five to seven total participants in each respective community reference group. And they then put together kind of their top recommendations. And there was debate back and forth as to whether certain people had placed recommendations in the right way or certain ways. And they rank their top recommendations into three categories. And we really framed it as, you know, as part of this report. We want to make sure that your recommendations are taken seriously and this is your opportunity for us to make some meaningful recommendations and change. And so they ranked their top recommendations into three categories, which is policy, program and education. And those are the recommendations that you see reflected in the in the final report for each group. 

Andrea Bodkin [00:21:24] You talked a little bit about the process and the tools that were used. You talk, Shafeeq, about recruitment of participants. What I'm what I'm wondering about now is how did you go about actually building a sense of safety for the group participants? A sense of rapport, a sense of trust, because the issues around stigma and the issues around tuberculosis and being a newcomer to Canada, there's a lot of stuff wrapped up in there. How how did you go about doing that with these groups of folks? 

Shafeeq Armstrong [00:21:56] I think there's a few things. And I'm sure Jess will have we'll have something to add too. I think, first off, it's really understanding, like the the power and privilege that you have as someone who's engaging with these folks who can be at that time our titles were health promoter, slash researcher and certainly understanding of the power that you have as an individual and the power that the organization that you're representing has to Miranda and noted that Access Alliance has been doing this for, as you noted, thirty two years. And they've done tremendous work, particularly with the newcomer newcomer community, and has a very good relationship, but it's still an organization with power. So I think that's one really important point. Next, really understanding the depth of the issue in particular with this project was TB stigma. And TB is and obviously is associated with a lot of stigma and harm in the communities that we speaking with. So I think it's really important to start to develop rapport with each of the participants and make sure that they were very clear on the aims of the project and what it aimed to do what it did not aim to do, and that certainly their identities would be kept confidential. I think also it's important to make sure you're starting off and checking your assumptions about the folks that you're engaging with and engaging, engaging with relative to the topic. And I think we quickly realized and I don't want to speak necessarily for Jess or Tawana, but the the the issue of TB, I assumed that it was going to be a lot bigger of an issue to these respective folks. And when we started speaking with them, particularly in those first two sessions, I certainly realized that TB, addressing TB for them, was a lot lower on the list of priorities than was understandably getting a job when they arrived here as a newcomer, connecting with friends or family that might have already been in Canada, making sure that they had a home to go to at the end of the day. So that was really important. And then finally, I think checking in with the participants regularly in terms of our ongoing engagements, both individually with each newcomer and as a group before and after each session to make sure they were in a safe space like we've talked about. They were feeling solid emotionally. And in some of the later workshops, as I noted with the time when we spoke about their journeys, and so it was really important for us to make sure that we were building a space where they felt comfortable sharing their experiences with us. 

Jessica Kwan  [00:24:47] I'll just add as well that another, I think, really important aspect of the interviews and focus groups with the community reference groups was that we used interpreters for the different sessions. And I think that really helped. I think correct me if I'm wrong, Shafeeq, for the Chinese group, we had and included several interpreters during those focus group sessions to just help us provide interpretation services throughout the interview, as well as translating any surveys and evaluation questions for the participants. I think I mean, I can only speak from the from the Chinese language and culture, but I don't think that there's a direct translation for the word stigma in their respective language. So I think that kind of having those professional interpreters really helped to convey the questions and the issue that we're that we're trying to discuss in the most accurate way possible. 

Andrea Bodkin [00:25:49] So the the final outcome of this project, it was a research project, and so the final outcome was was a report which was just released in August. So actually not too long ago. But Miranda, I'm curious about the results of having the report done. Sometimes a report is the final outcome of a project and sometimes it's the beginning of something else. How is that positioned within Access Alliance and the work that you're doing with newcomers? 

Miranda Saroli  [00:26:17] Yeah, I think it's it's definitely the latter. Like, we we would never want to do research for the sake of research itself. There's always some intended impacts or outcomes that we're hoping to see from it. So for this particular project, it's definitely still early days. We're really focusing right now on the visibility of the report itself, getting it out there, getting it seen. We did a formal media release in August and we're starting to see some traction from that. And also, it definitely helped when Teresa Tam, the chief public health officer, gave us a shout out at the at the Alliance for Healthier Communities conference in June. So that was great exposure in and of itself. 

Andrea Bodkin [00:27:06] And now you’re on a podcast. 

Miranda Saroli  [00:27:08] I can't say exactly in terms of concrete outcomes and next steps. We have applied for funding through PHAC for kind of a phase two of the project. And this is really focusing on mobilizing some of those recommendations. So even if we don't get the funding, there's still work for Access Alliance to do and start in terms of starting to move some of those forward that are within our power to do so. But obviously the funding would help to do that in a more structured way and at a bigger scale. So one example is the onboard pathway, which is basically a way of connecting people with or who have a at high risk of TB with with primary care in an interdisciplinary care setting, such as Community Health Center, where they can get the best support and and in particular, helping to strengthen the pathway to support settlement providers for referring their clients through this system. We are also doing some work, I guess, to place this project within a broader context and broader conversation around stigma as a barrier to good health, such as with regards to other health issues like addictions, HIV and cancer screening. So as part of Community Health and Wellbeing Week, which is an initiative through the Alliance for Healthy Communities, we are facilitating a panel discussion on October 4th to generate more conversation around the topic of stigma. So just, you know, verbalizing it and and starting to have more of those conversations out in the open, I think is a really good step forward. 

Andrea Bodkin [00:28:57] That sounds excellent. I don't know if you can answer this question, Miranda, but I'm I'm curious if any of the newcomers who were involved in the community reference groups that hadn't previously been active at Access Alliance, have they continued that relationship with you? Have you continued the relationship with them? 

Miranda Saroli  [00:29:16] So I can't speak to the individual participants. I know a lot of them are clients of Access Alliance, and they'll probably continue to receive services from us. We did get the opportunity to engage one of their participants in the media release, getting them to develop a statement around, you know, their perspective and their experience from somebody with lived experience. So you know that I think that was really great to get them involved in some of these knowledge mobilization activities. I think it's really important to center those voices as much as possible, 

Andrea Bodkin [00:29:52] and I wish we could have included some folks in the podcast, but there were just too many logistical issues that were surrounding us. So we're very happy to have the three of you on here. So I'm wondering what some of your takeaways were from being involved in this project. Was there anything that really stands out to you or anything that really changed your perspective or gave you an opportunity to stop and reflect something that really jumped out at you as a as over the course of being involved in this project? 

Miranda Saroli  [00:30:22] I would just reiterate, I guess, that we do have a basic, you know, a basic bare minimum responsibility to involve communities in projects and initiatives that affect them. And I would say co-design is kind of a recent buzz word. But at the end of the day, like seeing communities as partners in terms of envisioning what that initiative is, designing and implementing it, it really does pay off in terms of ensuring that that work has meaningful impact. So that's my biggest, you know, not take away, but, you know, value that I would continue to to impress upon others. 

Jessica Kwan  [00:31:03] For myself, and it's something that should be kind of alluded to earlier is that stigma exists in places and within structures that may not be super obvious or you may not expect. We've heard stories about vulnerable individuals who experience TV stigma from their health care providers, which I mean, I guess wasn't necessarily surprising for me. But just I guess just something for for myself to kind of digest and be aware of, you know, that it does exist in our field and it's, you know, individuals who are already in such precarious situations and who are super vulnerable and that, you know, the stigma that they face and then the experience have really tremendous impacts on not only their health, but in all aspects of their lives. So it's just something to just keep in mind for all of us, not just health care providers, but people who, you know, are going to have that power and privilege and working with these good these populations. 

Shafeeq Armstrong [00:32:05] I think I have a couple of of takeaways. I think maybe this is this is a selfish takeaway. But like I think I take away, like, such an appreciation and gratitude for each newcomer and group that I had the privilege of speaking with and and learning about. You know, these these folks were so kind and so willing. Many have worked full time, had other competing priorities, and then came and provided their experience to me and just into one as as effectively kind of strangers and talked about a really stigmatizing topic on top of their layered experience as as a newcomer, I think for me as well, and kind of building off with just just talk to others. I think it's it's a really an appreciation that health issues and health outcomes, whether it's TV stigma and the outcomes, the negative outcomes from it, don't happen in a vacuum. You know, TV stigma and poor outcomes related to TB are strongly related to the determinants of health, housing, employment, income, the environments in which people live in the opportunities that we provide to folks to to be healthy. And then finally, I think final and really big takeaway Miranda touched on this is really understanding the power and privilege that each of us have and the responsibility that we have to engage with, with community. You know, the information that we hear from from people in this case, newcomers is their information. It's their story. So it's really important to recognize and make clear, make it really clear and transparent and as, as Miranda mentioned, really centered those voices. 

Andrea Bodkin [00:33:52] So thank you so much, Jessica, Shafeeq and Miranda, for telling us about the Access Alliance and the project that we've been talking about, tell folks that are listening where they can find you if they want to learn more about Access Alliance or read your wonderful report and see any of the other materials on your website. How can people connect with you? 

Miranda Saroli  [00:34:12] Yeah, people can check out the report. And we also have a few other products, knowledge, mobilizations, products that came out of the project. They can go to access alliance dot c a slack tackling TB stigma. They can also follow us on Twitter and Instagram Access Alliance. Yeah, we're pretty easy to find. 

[bookmark: _GoBack]Andrea Bodkin [00:34:32] Great. We'll post links to all of that in the episode notes so huge thank you to the three of you for being here. And thanks also to our sound engineer and editor Obediah George, without whom none of this would happen. please check out our website for episode notes and transcripts. You can follow the podcast on Twitter at Pod tenfold and you can follow me at Andrea Bodkin. And I'm going to default as many of the podcasts that you probably all listen to and I definitely listen to are always asking listeners to rate, review and subscribe. You can find us on Apple podcasts, on Spotify and whichever podcast catcher you happen to currently be listening on. But we've never actually asked listeners to rate, review and subscribe before. So it's really an exciting trio of things to ask you to do. Please feel free to share the word with your public health and community health colleagues and tell folks all about Tenfold. And we hope that you will hear us again very soon. Stay tuned for our next episode. Ten old is a project of the Public Health Equitable Systems Courses Project, generously produced by the Dalla Lana School of Public Health at the University of Toronto. You can find all of our episodes as well as the notes for each episode on our website at PHESC dot c a slash podcast. That's p, h, e, s, c dot c, a, slash podcast. 

