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Background Context:

* Between 10-35% of people who contract the COVID
virus will experience long COVID (LC)

» LC is a chronic, episodic condition that affects all

bodily systems and one’s physical health and

cognition (most commonly, severe fatigue and brain

fog)
* LC deeply impacts one’s psychosocial well-being
Including activities of dalily living, occupational duties, NuiE
social roles and relationships, and meaningful leisure
activities 2 o
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Objectives of our Project:

To co-design an evidence- and experience-

informed ‘LC Education and Awareness Hub’ with

LC stakeholders (including: people living with LC

(PWLC), caregivers (CG), health and social care

employers, members of the public, etc.) to help

optimize needed rehabilitation and psychosocial

supports. ,

providers (HSCP), policy-makers, insurance workers,




Recap of our
research project
to date:

Phase one (April 2022-January, 2023):

1. Quantitative survey (2000+ respondents »
across Canada)

2.Qualitative interviews: (52 PWLC, 15 CGs,
32 HSCPs)

Phase two (May-July, 2023):

1. LC stakeholder co-design
workshops (11 PWLC, 4 CGs, 9 HSCPs)

Phase three (current):
1. World Cafe (Oct 27th, 2023)
2.KT projects
3.Pre-implementation workshops




What we learned in phase one

related to LC rehab...

From people living with LC and Caregivers:

« PWLC and caregivers experienced challenges accessing

and participating in LC rehab (e.g., lack of knowledge on

LC and LC-specific rehab)

« PWLC and caregivers (especially) were put into

positions to involuntarily take on care and management ol
themselves

« PWLC and caregivers identified needing rehab to
address physical health and psychosocial wellness (e.g.,
ADLs, mental health, loss of employment/RTW).




|| @00 “Long COVID’s tough, because it’s so new and
] medical professionals are figuring it out with
us...When you're from that first wave you didn’t
_— have access to resources... | just feel like we've
— been left to struggle on our own and no one

3 </> knows how to help us.” - PWLC13
>,
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“What you run into as a caregiver is not only did I not

sign up for this role but 1 have no skills or training in
this role. I'm doing something that would be very
difficult for a professional to do, which is helping
someone that’s in incredible distress
psychologically.” - CGO3




What we learned in phase one

related to LC rehab...
®

From health and social care providers:

- Lack of adequate resources and supports (e.g., limited LC-specific rehab
information)

* Rehab professionals experienced disruptions in their professional
knowledge and experiences (e.g., re-deployment)

* Rehab professionals were put into positions to recalibrate their rehab
practices ‘on the go’ (e.g., adapting rehab practices, expansion of scope of
practice)

* Rehab professionals offered recommendations on best practices

o Affirming and validating rehab practices

o Self-management strategies for at home rehab
o Group and peer support programming

o Support for informal/family caregivers
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“We had no answers coming in. We were flying by the

seat of our pants with the clinical skills that we had.” -
HCPOS8




Phase Il (Current):
Knowledge Translation and Pre-implementation

000, Long COVID World Cafe (October 27th, 2023)
o Small group discussions and digital scribing
 Knowledge translation outcomes
o Web design, videographers, digital artists
* Pre-implementation workshops
o Expected: May-June, 2024
* Launch of the ‘hub’
o Expected: July, 2024
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WHERE CAN | FIND LONG COVID PEER SUPPORT PROGRAMS?

* Survivor Corps: © (

help, locate resources, advocate

FOR EMPLOYERS: Be flexible and

informed, adjust the pace, offer sunnybrook.ca

* Long COVID SOS Lorg
* Long COVID Kids: Lone Coud 1
* COVID Long Haulers Canada
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encouragement, believe them.
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MESSAGING

the ‘Living with Long COVID’ Docu-series: 5-
episodes

Animated whiteboard educational series
(personas and journey maps)
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Co-designing a patient navigation model
(LCW grant)*
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N Y Environmental scan of active LC peer

support spaces
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