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Overarching Theme:
Limited and variable understanding of LC is a barrier to delivering PFCC

Background & Objectives

Long COVID (LC) is a chronic condition that results from COVID infection,
can be disabling, and affects over 400 million people.!

LC Affects Multiple Groups

= Adults with LC (AwLC) can experience any of > 200 symptoms? and
medical/social gaslighting3, as they access care from a variety of sources.

= The overarching theme connects the other 4 themes: =LC education for HCPs is not currently, but should be, mandatory:

= Theme 1 - origins of low understanding of LC ] ) )
“..if you are involved in health care, you

need to have mandatory training in the
foundations of what long COVID does so
that you're not just winging it, and
ignoring it, and making things up.” —

= Theme 2 - efforts to increase understanding of LC

= Th 3—i ts of | derstanding of LC
= Caregivers (CGs) to AWLC must balance caregiving, employment, childcare, eme 3~ Impacts ot fow understanding o

etc. with limited support?. = Theme 4 - strategies to mitigate impacts of low understanding of LC

= Healthcare providers (HCPs) have limited LC training. This can impact
infection control practices, quality of treatment, and can delay diagnosis
and care.

Person and Family-Centered Care (PFCC) = Public health messages are not emphasising prevention of LC:

= PFCC recognizes the importance of involving families in care planning and
decision-making, tailoring care to their needs/context. A PFCC approach
may mitigate some of the above challenges. There is currently no model of
PFCC for LC in Canada.

= Low understanding of LC can result in resentment and strain on
relationships:

“But public health has decided, no, they're not
going to talk about it anymore. Let's just

“Yeah, | can see why people... families
ignore it. Let people get more long COVID, and split up over these things. Because it
more long COVID, right. So how do we change

that?” — CG15

Objective

may be easier to split up than it is to
stay and figure it out.”— CG11

= Examine the experiences with, and preferences for, PFCC in the Canadian LC
context.

= Seeking care for LC can be harmful rather than helpful:

“Vast majority,

I-)e:;ug:;itative descrintive desian “..the deputy medical officer of health in
p gn. [province] gives updates, [...] And it usually

Data Collection: o )
- ] ] ] ] ] comes up, like, “Well, should we mask in our
= Semi-structured virtual interviews via Microsoft Teams.

I'd say like 90% of the clients that | see
have had what I call medical trauma, like
gaslighting.” — HCP03

= Purposive and snowball sampling recruitment.
" Interviews discussed experiences with, and preferences for, PFCC.
Participants:
= 3 groups - AWLC > 18 years old meeting WHO definition of LC.
- CGs assisting weekly with = 1 activity of daily living for > 2
months.
- HCPs treating 2 25% caseload of AwWLC for 2 2 months.
- All participants reside in Canada and were able to
complete virtual interviews in English.
Data analysis:
= Reflexive thematic analysis.
= Transcripts coded in NVivo.

Table 1 — Self-Reported Demographic Characteristics

Caregivers (n=15) Adults with long Healthcare
COVID (n=15) Professionals
(n=10)

Sample Characteristics

Interview length in minutes

Mean (SD) 69.69 + 12.98 95.02 + 26.25 61.00 + 12.51
54.5 + 12.1 49.1+12.1 46.1+15.2
Gonder

: 2 1

7 12 9

0 1 0
A 3 N/A
N/A : /A
N/A 6 NA
9 N/A N/A

1 NA NA
5 N/A N/A

1 N/A N/A
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clinic?” And it's like, “Well, only if it's high risk,
only if you feel like you need to.” Whereas I'm

, ) ) Theme 4: Enhancing PFCC for LC requires a more comprehensive
someone who's masked for every single patient

understanding of LC to strengthen the integration of care and support for
AwlLC and their families.

for the past five years [...]. So, | feel like the
things that I'm doing are in spite of what public
health is recommending and not because of.” —
HCPO5

= Understanding of infection control is critical for accessible PFCC for LC:

“..another problem for which we need
virtual Healthcare is the infection risk. And
[...] it feels like [...] a profound betrayal that
doctors are no longer masking. .” — AWLC02

= Public health has the potential to enhance HCP’s awareness of LC:

“..when you wash over and don't inform the
public of long COVID, [...] or even professional
associations like doctors of [province] or the
college of physicians and surgeons, if it's all
under the rug, how are primary care physicians
going to find the information if you're not
telling them that this is an issue? — AWLCO3

=Low understanding of LC makes caregiving lonely. Support is needed:

“Unless you know someone who's got long
COVID, you have no idea. [...] So, he was very
alone. He really could have benefited, in
hindsight now, from like a support group.” —
AWLC15

Conclusions

= Awareness of LC must be increased across all groups to facilitate access to
LC-informed PFCC.

= Increased awareness should favour formal/mandatory education versus
self-directed.

= AwLC are commonly responsible for educating themselves and their
healthcare team about LC:

= LC-informed PFCC would include accounting for symptoms (e.g., virtual
care), safety in terms of infection control, and supporting CGs.

“I approached my family doctor about it,
and she had absolutely no experience with
it whatsoever. It's not that she didn't
believe, it’s that she had no understanding
of it, no experience. So, every appointment,
| am educating her. — AWLCO5

Limitations:

= Northern Canadian territories were not represented and there was low
representation of Indigenous Canadians.

Future Directions:

= Extend this research to Northern and Indigenous Canadians.
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