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Interviewer: Okay, so first question, what are your experiences?

Interviewee: | guess my I'm thinking way back even before, way before COVID, my first long term care
experience was with my grandmother. And | was a just a really a little girl and she lived in Montreal, she
was in a care facility there for a long time. And | went to visit my aunt, she was my dad's mother. And |
think | was four years old. And she was bedridden, had dementia for many years.

And | remember, like, kind of, probably being like a trepidatious little kid in this weird environment that
was kind of spooky, or a little unsettling, and coming into a room and seeing her bedridden. And | kind of
remember that she made these sort of grunts, like she was kind of making these grunting sounds. And | was
probably a bit unsure, like, frightened. And then, my dad wasn't in the room, he must have been maybe
talking to the staff or something. And then he came in the room, and | saw my grandmother just like light
up, then it was just a different person. And | feel like that may be the first time | realized that there's so
much more, you know, than meets the eye with people in care.

So that's my, like, earliest memory. And then my mom developed young onset dementia. So, she ended up
in a care facility here in Winnipeg. And that was also pre-pandemic, and | was pretty young myself. And
had a, yeah, so | have a very kind of difficult relationship, | guess, with long term care where | found some
of the experiences were really beautiful. And my relationship with residents were really getting to know
the residents there. | loved, it was kind of like a weird, a very weird second home to have. But | also saw
the kind of systemic underfunding and, and neglect and the toll of advocating for her and never really
getting anywhere with it. And the kind of, yeah, kind of strange and really difficult experience of wanting
staff to do more, but also being aware of how stressed they are.

Yeah. And then ultimately, | guess that those experiences led me on my own path and doing research in
long term care and then, during COVID, so my mother died well before COVID. But | guess for me, it's like,
| saw anew and tried to push for, in my own way, maybe not an effective way, changes. But there was just
this, what felt like just this massive indifference in society and government and just even in people. To kind
of what felt like a large scale, the suffering of people, and injustice is towards people in long term care.

And then | guess when COVID happened, it was so hard to see on the news, what was happening to
people. But it was also the first time | felt like there were other layers more of like awareness and
discourse and concern for people in long term care. So, | was connected to that. And then | was working on
a research project and interviewing staff in long term care.

Not on the subject of COVID specifically, but | remember speaking with a nurse, she was retired but
worked kind of casually and then got pulled back to work more during COVID. [Inaudible]. And she talked
about the impact, and a lot of the staff talked about the impact of COVID. And their facilities. And her
story really, she described having to, like, work in their kind of makeshift COVID unit when they had a
really bad outbreak. And they had put all the residents in the chapel, in the long term care facility, and
they didn't have hot water or running water. And, and, you know, she was older herself. And so it was, like
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living fear of the virus, and also having to dawn and wear all the PPE, and how challenging that was, and
hot and just exhausting.

And just for the staff, because they didn't have, you know, running water, they didn't have, like, the kind of
equipment they needed. And then very, sort of disturbing was her description of, you know, during this bad
outbreak, all these residents crammed into the chapel. And you had a mix of residents who were
asymptomatic or had very mild illness, and were, you know, walking around and wanting to leave and
move and, and agitated and upset. Like, in the same room as people who were dying. Like as they died
all kind of together. And when | heard that | thought, like this needs to be documented.

And it's not what we were doing with our project, | had a different research question. But | thought like, this
is just one care home, this wasn't a care home that was in the news. It wasn't a, you know, care home that
had one of those outrageous outbreaks. This is just one of so many, you know, hundreds or maybe 1000s
of care homes in this country that had this like, absolutely harrowing experience that nobody knows about.
And all | could think was like, this should be, you know, recorded and archived and documented.

And so when | saw this project, | thought, Wow, you guys are... that's awesome. Because | feel like, yeah,
this history should be recorded and kept and known. So it's not just erased. Because it's so easily could be
so.

And | had one other experience with a family friend or close family friend, who was in a care facility
during COVID. And it was really hard on her being, you know, having been separated from her sons. And
eventually, like, in the summer, | was able to visit her outside when, when their restrictions relaxed. And she
had different health issues and had been to the hospital, hospitalized and had no one with her, you know,
no access to her, her, you know, her son's her closest family. And it was such a, | think she suffered like
delirium, and you know, how it kind of her health deteriorated from, in part just being stuck in a hospital
for a long time with no family. And it was such g, | think, terrifying experience for her that when her, kind
of, | guess, she had a health condition or several health conditions, but she needed to go to the hospital
and she refused. She wouldn't go back. And she, | guess, has decided to die instead of getting treatment,
which | was like, | thought on the one hand, it's really cool that she's, you know, making these decisions
about her death and kind of facing it. But it seemed in large part because she just absolutely didn't want
to go back to being separated from her sons and that it was such a terrible experience that she chose
death instead of going back to the hospital, which | think had relaxed their policies, but | don't think she
trusted, you know?

| trusted that. So, she chose not to go and her sons were distraught. And yeah, | guess even though... Yeah,
it's not that she was, you know, she was fortunate to not have suffered in an outbreak or been isolated like
that. But the impact, you know, was that she chose death over going back to that kind of restricted
environment. It's a tough decision. So, I'm sure she was, like, nearing end of life. It's not like she took 10
years off her life. | don't know how much like if she had gotten treatment, | don't know how long it would
last but the impact...

Interviewer: | think it could be also feeling in control.

Interviewee: So for that | thought it was | was kind of, yeah, moved by her decision to be in control of her, |
guess, death or accept her death. How much of it was sort of formed because of the conditions and like, |
shouldn't have real choice over her care? So, those are my those are my COVID experiences.
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Interviewer: Do you have like any plans for the future you think could improve these conditions in the long
term care?

Interviewee: Yeah, | know there's kind of, there's debates now or there's, like seeing this kind of push to
deinstitutionalized long term care. | always feel kind of ambivalent because | think there's so much need
for kind of professional you know, nursing and you know, holistic care for people, 24-hour care. And there
are benefits for at least some people to be in like a congregate environment and not on their own. And |
believe in the kind of good care and I've seen good care and how important it is, but institutions,
institutional care is so, it seems, inherently problematic. And certainly, the way it is kind of set up and
funded and also just chronically left...

So, my thoughts on what needs to change, | think we need to establish and emphasize residents’ rights. So
human rights and long term care and what that looks like, obviously need a massive investment in long term
care, new forms of long term care, like much smaller care environments that aren't large institutions, which
we tend to have here. It's really large institutions that are set up in a way to give residents and families
more autonomy and more control over their day to day lives. And a kind of massive shift in tackling, like
the kind of ageism and ableism the way people in care are viewed as full human beings with rights and
kind of this sort of status seen as kind of less than human and close to the end of their life and not as
important.

| think we need yeah a much stronger network of, maybe, following like the Disability Justice Movement,

where people and organizations and civil society are kind of connected and, and working towards some
of these goals. Because, right now, there isn't that kind of, those kinds of resources and that kind of social,
broader social movement. And, yeah, so, maybe we need like a grassroots movement. And we also need
like massive investment from the top down too.

And more training and different kinds of training for staff that really in the same way that like, there's
move to have, like anti racism education, like | think maybe there needs to be kind of embedded in the
education like challenging the kind of ageism and ableism that we all are all kind of imbued with or like
we all absorb.

Interviewer: And you mentioned, the lack of funding. | personally, | work at a long term care myself, and |
know as a staff that could directly impact, right, to retain all staff and to hire new staff. And that can also
impact like, the care that's being provided to the residents as well.

Interviewee: Yeah, | think the staffing levels are, | mean, if there's one change that needs to happen, it's
massive funding for a lot more funding for staffing. And | think there's this idea that staff working in long
term care is this undesirable job. And it's only undesirable because of the conditions not the nature of the
work. | think the nature of the work is really rewarding, not for everyone, but for those who choose it.

And if the conditions were better, if there was more staff, if there was more resources and supports, and
then there's no reason why it would be an undesirable job, | think. And it has a lot of potential and, you
know, it's a very gendered work, and, and it's racialized work and a lot of immigrant, you know, women in
particular, but immigrant men too. Like, why not have, you know, it could offer, you know, good work for a
lot of people that can help them, you know, contribute to the economy or whatever, other ways, not that
that's sort of main goal, but | just think it could be sort of an overall social good to make this this the work.



COVIDye

HOUSE OF OLD X

Yeah, to improve staffing levels considerably. And to have staffing levels informed by, you know, research
and knowledge and not just whatever historical, if it's because they're bad everywhere, | think it and
they're low everywhere. | think it allows that staffing levels to stay low, because, | mean, they're low in
Ontario, and they're low in Alberta, and they're low in BC, and they're low in Manitoba. So, what there's
no incentive, if for any province to kind of improve the situation.

But yeah, | think it's kind of a self-fulfilling prophecy, this idea that it's kind of this unwanted work. And
then, because it's immigrant women and racialized women that it's like seen as this. Yeah, it kind of almost,
| think makes people view the work. You know, like as this this area of our Canadian like, Canadian born
people, are we, you know, won't even do and it's like, no, it it's also very, very rewarding work. But it's just
the conditions are so stressful.

Interviewer: Do you have anything else to share?

Interviewee: No, | just really appreciate that you're doing this project and documenting and archiving
people's stories and experiences. | think it's so important, especially when you have like a mass, massive a
tragedy and not just a tragedy, like, you know, harm done to people on a mass scale and a systemic scale
across this country and across the world. But Canada did so poorly. | think it's really important work. So,
thank you for doing it.

Interviewer: For sure. Thank you so much for sharing your story.
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