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Youth as Co-Researchers: Inclusion, Recognition, and
Advocacy

Jennifer Johannesen 00:00

You're listening to Matters of Engagement, a podcast examining issues at the intersection of health, healthcare,
and society. I'm Jennifer Johannesen

Emily Nicholas Angl 00:08
and I'm Emily Nicholas Angl.

Jennifer Johannesen 00:11

This is the final episode in a 3 part series on Patient Partner Acknowledgement, produced in collaboration with
the Siden Research Team. The Siden Research Team is supported by Canuck Place Children’s Hospice and the
Child-Bright research network and is located at the BC Children’s Hospital Research Institute in Vancouver.

Emily Nicholas Angl 00:18

In the first two episodes, we explored how patient and family partners are or aren't recognized in pediatric
health research - from the challenge of finding their contributions in the published literature to what it actually
looks and feels like to be an embedded partner on a research team.

What emerged from those conversations is that, without explicit policies and consistent practices around
acknowledgement, even meaningful engagement becomes invisible.

And what's invisible can't be learned from, built on, or replicated.

Jennifer Johannesen 00:50
In this episode, we turn to a group that has been systematically left out of research that is meant to serve them,
young people.

Jennifer Johannesen 00:59

Candice Barrans is the Siden Research Team’s parent partner.. She spotted an editorial in the Canadian Journal of
Public Health, co-authored by one of our guests today, about their new authorship policy for young
co-researchers.

Emily Nicholas Angl



The policy calls for research about children and youth to be designed and carried out with them, not just about
them. And requires authors to explain how young people were involved... or why they weren't.

Jennifer Johannesen 01:26

Our guests are working to bring youth voices into health research, and their work points to something the Siden
Research Team uncovered in their own journey, that engagement should be formalized and recognized and
written into the research.

Emily Nicholas Angl 01:40
You'll hear from three guests in conversation: Mary Ellen Macdonald, Nika Rovensky, and Ryan Kent.

All three are involved in VOICE, which stands for Views on Interdisciplinary Childhood Ethics... although they
now simply call themselves VOICE, the Childhood Ethics Project.

Co-led by a Youth Advisory Council and university-based faculty researchers, a major focus of the VOICE
Collaborative is to promote the recognition of the moral experiences, voices, and agency of young people.

Jennifer Johannesen 02:11
Mary Ellen Macdonald is co-investigator for VOICE, a palliative care researcher, and senior editor at the Canadian
Journal of Public Health.

Nika Rovensky is chair of the VOICE Youth Advisory Council at McGill University, and a childhood ethics
researcher at McGill, where she focuses on youth autonomy research and policy.

She's a McCall McBain International Fellow and former Fulbright Youth Ambassador.

Emily Nicholas Angl

And finally, Ryan Kent, he's a recent McGill graduate and 2026 Allen Oliver Fellow. He co-chairs VOICE’s inaugural
Youth Summit and leads the Youth Advisory Council's advocacy project on federal ethics reform for greater youth

inclusion in research.

Emily Nicholas Angl 02:52
Full bios for all three are in the show notes.

Jennifer Johannesen 02:56

Okay, so VOICE started as a conventional academic collaboration focused on childhood ethics, and gradually
evolved into something more deliberate, a project that now walks the talk by being co-led with a very active
youth advisory council, which is actually soon to be renamed the Youth Advocacy Council.

That shift from researching about young people to working alongside them is what this episode is about.



We're also joined by Candice Barrans, who was with us in the first two episodes, and we're so glad to have her
back to facilitate the conversation with our guests.

Candice Barrans 03:30
Hi everyone, my name's Candice Barrans. I'm a parent partner with the Siden Lab.

Emily Nicholas Angl 03:35
We asked Candice to facilitate because she brings her own lived experience as a patient or parent researcher to
the table. As well, she’s the parent of a child with Down syndrome.

And very familiar with the ways both young people and those in equity-deserving groups can be left out of
important decisions that directly affect them.

You'll hear her voice throughout, guiding the conversation.

Candice Barrans 03:43
We'll start with Nika. So, Nika, how did you come upon working in this group with Mary Ellen?

Nika Rovensky 03:51

| actually stumbled upon it by complete chance. | found a poster marked in a hallway my first year of university,
and it sounded interesting enough, so | joined, and that kind of started this whole spiral into really thinking about
and experiencing research in a completely different way than | think most people are exposed to in their
undergraduate degrees. So, yeah, | kind of started this big adventure of actually being involved in research and,
you know, being led in as an equal,

Candice Barrans 04:23
and Ryan, you have a project that you're leading. How did you come into the group, and what is this project that
you're leading?

Ryan Kent 04:30

Actually, was Nika who introduced me to VOICE as a research collaborative, and then as I've taken a role within
the YAC, which we're currently rebranding as a youth advocacy council, we're currently working on a project to
modify the place that youth have within research, and so the way we are proceeding with that is we would like
the federal ethics guidelines to be modified to include youth at least as participants within. Research on youth,
but ideally as co-creators of knowledge.

Candice Barrans 05:05

You guys are youth doing research or working in within the systems to engage youth. How does that play out in
your communications with people? Does that sometimes feel like you're fighting the system that you're trying to
reinvent,

Nika Rovensky 05:23



so yeah, it's been quite challenging. I'd say, like, there's a number of even systemic barriers. We're currently
working on a project that's funded by SSHRC, and we're researching youth advisory councils across Canada,
specifically how effective they are in engaging young people in policy and politics, and, like, for example, for that,
we couldn't even get listed as contributors for the grant application, because we don't hold academic titles,
right? So, there's like all of these kind of systemic things that work against you, unfortunately, but yeah, | think
we're slowly chipping away at it. | came in as a first year student with no research experience, and it was through
this wonderful team that kind of welcomed me that | was able to like grow in this role and also like contribute my
perspectives at the level | was at.

Ryan Kent 06:18

| think we entered the role not exactly knowing what research fully entailed, nor what being a research assistant,
which was our original role, what that entailed. So, at first, when | joined the team, | believe that | would be
working for professors, not with them. And as we've started to have these broader team discussions, we've come
to this new term co-researcher, but even then we're still grappling very much with issues of what does it mean to
be a team where there is no hierarchy between youth and non-youth, but it's a work in progress, and definitely |
feel like we're expanding what we believe we're capable of, and in that process would like to invite other youth
to join us.

Candice Barrans 07:04

Mary Ellen, | want to circle back a little bit. So we talked about the journal that you're a part of, Journal
Governance, and you've used the VOICE group to create a space where youth can be a part of that governance as
well. Can you give me a little bit of insight into what created that argument for you to do this, and then how has
it gone so far?

Mary Ellen Macdonald 07:27

So this is the, we're talking about the Canadian Journal of Public Health, and I've been kind of involved. As first |
was an associate editor, and then | became a senior editor, and so we have editorial meetings every, you know,
so many months where we can bring things to the table, put things on the agenda, so that the editor in chief can
consider that, and as a committee, we can consider it. And so | was just reviewing manuscripts to send out to
reviewers, and | was given this one manuscript that was about HPV vaccines for young people in high school, and
that, oh, you know, that's a public health issue. This sounds like an interesting article, and so | just read through it
quickly to make sure that we wanted to retain it.

Jennifer Johannesen 08:13

It turns out that the study, all about high school students and HPV vaccines, had been conducted entirely without
actually asking students about their views and experiences. Nurses, teachers, administrators: yes. The students
themselves, nope.

Mary Ellen Macdonald 08:28

So then | went up the chain to the senior editor to say | don't feel okay about this, but we at that point we did
not have an editorial policy that would allow me to screen it out, so the editor said take it forward to the peer
reviewers and see what the peer reviewers think, and one of the reviewers came back with that exact critique
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and said, well, you know, here we are getting the voices of the adults, but not the voices of the people for whom
this vaccine matters, because | had the peer reviewers backing me up, we could then exclude the manuscript,
but then that led to this larger conversation at the journal to come up with, first, you know, position statement
that says, you know, this is not okay, lived experience of the people that matter in this research project are being
kind of represented through the eyes of older adults, like not the young people themselves.

Jennifer Johannesen 09:32
That one manuscript became the catalyst for something much bigger, a formal editorial policy. It's not yet a
screening policy, where they'll reject manuscripts on that basis, but it's an important first step.

Mary Ellen Macdonald 09:46

It's more just kind of a flag that we're flying to let incoming authors know we're concerned, so if you have an
article that is on you. Young people, we want to know why it is not with young people as well. | think, kind of, as
Ryan and Nika have suggested already, the world is not there yet, right? So we can't screen out everything, and
so it is not a screening mechanism. It is just more flying a flag and saying this is what the journal believes would
be more of an ethical stance for researchers

Candice Barrans 10:27
And has that led to any improvement? So, have you seen a change in the articles coming in?

Mary Ellen Macdonald 10:34

Not yet. It's not been out and operationalized, and up on the website long enough for us to have seen any
change, but it definitely is something that we will keep our eye on, because eventually, if it goes well, we do want
it to become a screening tool down the road.

Nika Rovensky 10:54

I think, from like the side of the youth, it's quite a similar experience as well, where it's like we're not really asked
our opinions about these rules or policies that go into place, you know. You go to school and you're told you're
going to get the HPV vaccine, because that's what everybody does, and so you go and you do that, but like it's
not necessarily a conversation you have where it's like, okay, this is like the research or the system that exists,
and like this is where you can voice your opinion, you know. So | think, like, growing up, you're kind of just left
out of it a lot of the time, which is unfortunate, because | think that youth are very, very interested in
participating and being engaged. | think it's, it's really just the fact that a lot of people haven't been exposed to
that yet, that they don't know they can participate.

Ryan Kent 11:37

It's quite hard to think necessarily of youth in terms of an equity deserving group, we've all been youth at some
points in our lives, and so it's come to feel almost natural to see youth as being granted a voice when they turn
an arbitrary age of majority and then magically find their full capacity to express themselves, but yes, if we turn
to how it's been done in the past, many past societies have included youth in many different important ways,
and somewhere along the way we seem to have forgotten that, and so although we have started to make very
important efforts for including other populations, it's about time that we start applying the principle, nothing
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about us without us, to youth. It's quite paradoxical, but youth already have the power, they have the voice.
Engagement shouldn't necessarily be thought of in the sense of just a conversation taking place, but that youth
are speaking, and it's up to the adults to actually include the voices, but youth organize outside of adult spaces,
and so it's important sometimes to let youth organize outside of formal institutions, which might present barriers
sometimes for very good reasons when it comes to certain ethical dilemmas, but at the end of the day, youth
should be granted more spaces, or take them.

Nika Rovensky 13:07

The unfortunate reality with advocacy is that it's quite slow, and a lot of the times you don't get the result that
you would like, but like that in itself, right, is a lesson, | think, across the board, not exclusively to youth, if you
start young, you know that's something that you realize, and how to work within these systems. Like, | think the
biggest barrier that | find when organizing as a youth, or you know, talking to people who are on youth advisory
councils, and they're trying to advocate for something, is that they kind of have like all this passion and this really
great idea, but they don't like, necessarily know where to go with it, and it can be quite daunting, because it's
like, what do you do, like, do you just cold email the person who's like in charge of this agency, and then like beg
them for like a space to talk to them, and then like maybe they respond, but maybe they don't. | find the avenues
are really missing for furthering that advocacy, which is quite unfortunate, because you know youth really do
have a lot of great ideas, and like that passion is something that we should be stoking and not diminishing
through kind of consistent setbacks and friction.

Ryan Kent 14:15

We have the capacities, it's for up to us to develop the tools, and | think that's what we're now focusing on, our
new perhaps phase VOICE 3.0 we've started to call it in transitioning to the idea of a youth advocacy council.
We've started to think about ways we could better develop capacity amongst youth. We're currently working, for
example, on a climate change workshop to disseminate knowledge and to present perhaps at the end of this
workshop to youth different avenues through which they can mobilize and through which we can work together
even if ministers or researchers aren't necessarily willing to yet listen to us or at least have these conversations a
lot of. The work we're starting to do with VOICE will be turning towards capacity building endeavors.

Candice Barrans 15:05

| love that. | think not only researchers out there, but parents out there should also take note from what you've
just said. How would you guys explain how this has empowered you, or how being a part of VOICE, or being a
youth in research has empowered you

Nika Rovensky 15:22

As part of VOICE, we get manuscript submissions in addition to grant submissions for the VOICE grant, and
they're all actually screened, so they're screened by the youth on the Youth Advisory Council. So it was me
looking at, you know, like a professor's with the PhDs grant proposal, and like, literally going through it, being
like, okay, like, | don't know if | like this, I like this, and you know, it was at that point where | was kind of like, oh,
they want like my opinion, you know, like this is crazy, because like this person has a PhD, and they want my
opinion, and like, you know, the critiques were valid, like | was looking at their methodology, | was looking at the
people they were engaging. | was looking at, like, if the compensation was fair, so | think, like, we're able to both
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put ourselves, like, in the position of, like, the recipient of the research and have a direct say in that, which is,
like, really cool, because | think that's quite a rare opportunity, but in terms of empowerment, yeah, it's just
really the fact that our voices are received in a way that's not condescending, like they're received at full value,
not in like a becoming sense of like, oh, you're gonna become great once you turn, you know, this age, it's like
where what you're saying now has value, not that it will have value in the future.

Ryan Kent 16:43

I'd agree with Nika. | think the principles of trust and reciprocity that have been fostered within our team on the
Health Canada project, but also within the VOICE collaborative as a whole. | know Dr. Franco Carnevale, who's
the principal investigator, a voice at times it was a little frustrating, because | asked for guidance, asking for what
should we do as a youth advisory council, and | think that's the space that adults have, but he kept responding
with, you guys decide what you want to do, | will not interfere, and so at the beginning it was a bit hard, we
wanted to set up how do we want the YAC to look like, so it brings very important questions to the forefront, and
we've had these conversations, but a place and a role that adults can have is not necessarily taking a step back,
he's always present at our YAC meetings, but rather being in conversation with us. So, we've had the opportunity
to have those discussions of what VOICE should look like, both with adults and or youth and non-youth, if | use
our current terms, and so yes, we've had the opportunity to advance how we want the collaborative to look like,
as well as how non-youth would like it, and so | think through this mutual respect for one another we're able to
feel much more empowered and proceed with much bigger events, we're even in starting to plan a youth
summit next year, where our goal is to assemble many different YAC members from across Canada in Montreal,
and engage in capacity building events, and so that's something that | would not have even thought of had we
not been given a big space to play within VOICE, so these conversations have been pivotal.

Candice Barrans 18:51
And what about transferably? Like, does this transfer to other places in your guys's career, in your guys's life?
Like, has this empowerment done something outside of VOICE for you.

Nika Rovensky 19:04

Yeah, totally. | mean, | think that in terms of death literacy, like we've been engaging a lot with death literacy
through the Health Canada project, and that was really interesting, because | think it kind of sparked a bit of an
academic journey for me where we had began to discuss how we conceive death and grief and supporting each
other's community members critically, as opposed to kind of how it's been, | guess, my whole life, and so, like, as
somebody who was like | was like a child with experienced bereavement, it was really cool to be able to see that,
and you know, like more critically approach the policies that had impacted my whole life, and so | want to go into
policy and politics. So for me it was really fundamental to be able to be in these spaces where you're constantly
told, you know, like, know what you have to say. Is important in my future career, you do face a lot of instances of
people kind of shutting you down all the time, so | think it really builds this like foundation of resilience, where
which just stays with you for like the rest of your life,

Ryan Kent 20:16
and perhaps to add on the idea of death literacy and our role, so we've been moving towards a more
multi-generational position on what death literacy can mean, and in that sense, we've had conversations with
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our own peers about what is death literacy and our experience with death and grieving, and yeah, just all the
wonderful feedback that I've had from my peers to be able to have conversations about such topics and feel
empowered to do so,

Nika Rovensky 20:49

and also the network that it's given us has been amazing with other youth who are engaged in this type of work,
like you really don't realize how huge this is until you're kind of in it, and you're talking to all these youth who are
doing their own projects and have all these great ideas, so yeah, | think those two things, but | think beyond our
own impact, the bigger impact is again what we give back, like | think it's so important to have youth involved in
the creation of these policies, because ultimately it will affect more youth going forward. So, it's not even about
myself or Ryan, it's about making sure that youth as a whole are fairly represented in the world that we see
around us.

Ryan Kent 21:36

We might be long gone from the YAC, but if the institutions change, then at least we've made some tangible
thing for the better, and then one last thing I'd like to add is perhaps in my own research I've just completed my
honors thesis within my own undergraduate diploma, and | had the opportunity to look at different activist cases
for anti-dam movements, and one of them was co-led by youth within Cambodia, and so thinking about the
places that youth have within politics, also in a very different setting, in a different field, was really interesting to
have those conversations on what engagement looks like in other countries and other cultures. What is the
status of youth, and how can youth not necessarily be the leaders of just tomorrow, but the leaders of today?

Candice Barrans 22:29

Mary Ellen, clearly Nika and Ryan are engaged and producing change. If someone wanted to follow your guys's
footsteps to reproduce this in their space. What do you think they would need to do as a research team? What
do you think they need to be focused on?

Mary Ellen Macdonald 22:52

I mean, one thing that Ryan's already alluded to is this idea of multi generationality, and that's something that
we're reflecting on as a team, and we kind of, kind of want to put some meat on the bones of that conceptually,
to think about, you know, all often we think, you know, across variables on teams, like what is the gender
representation on team, what are the cultural diversity on the team, what are the disciplines on the team. Well,
we want to also kind of add to that conversation, like what are the different, not, not in a kind of, what are the
age groups, we don't want to kind of force it into those kind of pigeonholes, but let's think of the different kinds
of experiences that are brought to the table through the lens of age and experience, and when you just sit down
and reflect yourself on, you know, you know, the people who are sitting around the table at the last board
meeting you were at, or the last research meeting you were at, and think about it with that lens. It's going to
bring you a different kind of knowledge and awareness and appreciation of the kinds of conversations that you
can have, or the kinds of kind of knowledge that you can produce as a group based upon what is being brought
to the table

Ryan Kent 24:06



Creating a space where curiosity is encouraged, definitely plays into empowering youth, but I'd say the whole
team as a whole, | know we've had the luck within this research project not just to necessarily analyze transcripts
or lead interviews, and do these sets of tasks, but we've had the opportunity to, for example, read articles that
interest us within the field, have meetings to discuss different concepts, and as Nika already alluded to, different
types of methods and methodology, so having this different capacity building and spaces where we can ask
guestions and not necessarily feel dumb or as an imposter, as | definitely felt in the first few weeks of joining. In
the team, and so | think, yes, adults have a big role to play in making sure that these discussions are had, and
that perhaps even from the onset this wasn't necessarily made clear, but for future groups to make it clear that
everybody's participation is fully valued, and that there is no age-based hierarchy, that we are all co-creators of
knowledge together, and that's perhaps reflected by our pivot towards the status of co-researcher. But what
does that truly entail? How are tasks truly distributed? How are the conversations had, and whose is there any
even gatekeeper of for these types of conversations, and then to youth, I'd say seize the mantle, try to create
spaces for youth advocacy, may not always be easy, but speak with other youth, we have so much that we can
bring to the table

Nika Rovensky 25:59

And in terms of, like, some practical suggestions, like, | think flexibility is very important, because working with
youth is going to be different than working with other, you know, non-youth researchers who are on, like, the
same schedule as you. For example, you know, our schedules tend to be very different. We're not working, like,
the typical nine to five work day, which means that we have a lot less hours to actually engage with the work,
which means that we might have to do meetings in the evening when | am doing interviews with participants, for
example, who are youth, it's often in the evenings or on the weekends, and that's out of recognition that you
know, like they're in school eight hours a day, just as a non-youth would be at work for eight hours a day, so
we've been very lucky that our team has been extremely flexible in accommodating when we have, for example,
exam season, and we are cramming in the library for 12 hours a day, and we just don't have the capacity to be
analyzing transcripts, like that's something that we can communicate without necessarily fear that we're going to
get, you know, like demoted or less work assigned to us, and so | think it's just that flexibility of really meeting
youth at the level that they're at, instead of expecting them to kind of come to the level that, or | should say, the
space that non-youth are at.

Mary Ellen Macdonald 27:18

So | was just going to kind of lean into this idea of curiosity that Ryan started, and the idea of capacity building it
applies to kind of the non-youth on the team as well, that the non-youth need to have curiosity, and the
non-youth need to also build their own capacity, and by working with Ryan and Nika, | have learned so much
right, and we also often think, you know, the capacity building is for the juniors on the team. Well, no, if you're
really going with an authentic kind of commitment to this multi-generationality, you will all learn. You should all
go in with curiosity, and you will all build capacity as you work together.

Candice Barrans 27:58

| want to thank you guys for participating today, for sharing your views, and for really enlightening, | think, a lot
of people that are going to be listening as to the value of having youth and the value both for the team and the
value that it gives the youth that are participating. So, thank you guys so much
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Emily Nicholas Angl 28:18
Indeed! Thank you to all our guests: Mary Ellen Macdonald, Candice Barrans, Nika Rovensky, and Ryan Kent. Full
bios and links to VOICE, the Siden Research Team, and the Canadian Journal of Public Health's editorial policy are

all in the show notes.

Jennifer Johannesen 28:34
This episode was written and produced by Jennifer Johannesen and Emily Nicholas Angl, in

collaboration with the Siden Research Team. For a full transcript and for more information, please visit

mattersofengagement.com

10


http://mattersofengagement.com

	Youth as Co-Researchers: Inclusion, Recognition, and Advocacy 

