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Background

Challenges Surrounding Care for Long COVID
• Over 400 million people are living with Long COVID (LC)1.
• Adults with LC (AwLC) experience variable symptoms and difficulty accessing 

care.
• Many feel invalidated or dismissed by healthcare providers (HCPs)2.
• Daily life can be challenging, and family or caregiver support is often 

essential3.
• HCPs are often unprepared, and caregiver needs are overlooked.

PHASE 2 WORKSHOPS
• Design: Three bi-weekly, 2-hour co-design workshops (Feb–Mar 2026).
• Participants: AwLC, caregivers, HCPs, and researchers; recruited via online support groups, LC 

networks, and snowball sampling.
• Data Collection & Analysis: Workshops were recorded, transcribed, and anonymized; iterative 

qualitative content analysis informed subsequent sessions, with further thematic analysis ongoing.
• Workshop Content:
oWorkshop 1: Reviewed and discussed the preliminary (“straw dog”) PFCC model
oWorkshop 2: Identified issues, strategies, and implementation roles
oWorkshop 3: Explored LC awareness and approaches to assessing family context to support 

PFCC

Our study aimed to co-design a model of PFCC for LC in Canada, with the goal of 
informing improvements in access to care and care experiences.

• Workshop 1: Identified three key issues: limited understanding of LC 
across groups, the need to better assess and support individual family 
context, and challenges accessing PFCC.

• Workshop 2: Emphasized increasing LC awareness as foundational to 
improving PFCC access (e.g., more informed HCPs, expanded services); 
access-specific discussions were not continued.

• Workshop 3: Reinforced the importance of LC awareness and explored 
strategies to address misinformation, including public messaging, 
healthcare and family education, and approaches for HCPs to assess 
family context to support PFCC.
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STUDY PHASES
Phase 1: Qualitative interviews with AwLC, caregivers, and HCPs explored 
experiences with and preferences for PFCC in the Canadian LC context.

Phase 2: A preliminary (“straw dog”) PFCC model was developed from Phase 
1 findings and UFCC domains, then refined through co-design workshops.

Preliminary Results

Participant Role Workshop 1 
Participant 
Characteristics 

Workshop 2 
Participant 
Characteristics

Workshop 3 
Participant 
Characteristics

AwLC (n, age (mean), gender 
(%), self-reported LC severity 
(n))

n = 5
Age: 53.8
Gender: F (100%)
Self-reported LC severity: 
Mild (1), Moderate (3), 
Severe (1)

n = 5
Age: 55.6
Gender: F (80%), M (20%)
Self-reported LC severity: 
Mild (1), Moderate (2), 
Severe (2)

n = 5
Age: 53.8
Gender: F(100%)
Self-reported LC severity: 
Mild (1), Moderate (3), 
Severe (1)

Caregiver (n, age (mean), 
gender (%), relationship 
to AwLC (n))

n = 3
Age: 54
Gender: M (100%)
Relationship to AwLC: Father 
(1), Spouse/Partner (2)

n = 5
Age: 54.8
Gender: F (20%), M (80%)
Relationship to AwLC: Father 
(1), Mother (1), Sister (1), 
Spouse/Partner (3)

n = 5
Age: 54.8
Gender: M(100%)
Relationship to AwLC: Father 
(1), Spouse/Partner (4)

HCP (n, age (mean), gender 
(%), discipline (n))

n = 2
Age: 46.5
Gender: F (100%)
Discipline: Nurse Practitioner 
(NP) (2)

n = 4
Age: 43.5
Gender: F (100%)
Discipline: NP (2), 
Occupational Therapy (OT) 
(1), Psychologist (1)

n = 4
Age: 49.5
Gender: F (100%)
Discipline: NP (3), OT (1)

Healthcare Researcher (n, 
age (mean), gender (%), work 
environment (n))

n = 6
Age: 33.5
Gender: F (100%)
Work Environment: Acute 
Care (1), Home Care (1), 
Rehab (1), University (3)

n = 5
Age: 29
Gender: F (100%)
Work Environment: Acute 
Care (1), University (3), 
Community Health Agency/ 
Support Services (1)

n = 3
Age: 32.3
Gender: F(100%)
Work Environment: Acute 
Care (1), University (1), 
Community Health 
Agency/Support Services (1) 

The following table summarizes key participant demographics across the three workshops:

As the workshops progressed, discussions revealed that barriers to PFCC for 
LC are widespread, indicating that designing a PFCC model would be 
premature without first implementing foundational care and awareness 
strategies.

Model of Person and Family-Centred Care (PFCC)
• An extension of patient-centred care models, PFCC, involves families and 

caregivers in care planning to support better outcomes.
• The universal model of family-centred care identifies collaboration, family 

context, education, and supportive policies as key model elements4.
• Experiences of AwLC and caregivers have been studied, but no PFCC model 

for LC exists yet.

Methods Continued Preliminary Results Continued

Workshops identified the following critical needs: 1) an enhanced 
understanding of LC across disciplines and the public, 2) a more rigorous and 
supportive procedure within healthcare settings in assessing the concept of 
“family” for AwLC. Study findings may offer insights into the development of 
both LC awareness campaigns and the development of a tool for HCPs to assess 
the family context for LC.
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