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Supplementary material 

Supplementary methods 

Process of patient recruitment by Rare Patient Voice and PRC Corporation 

1. Recruiters invited potentially eligible patients to participate via email or telephone, 

using institutional review board-approved language. 

2. Those interested in participating communicated with a trained recruiter via phone or 

email and confirmed whether they met the inclusion/exclusion criteria. 

3. Patients were asked to provide verbal consent for their contact details to be provided 

to a Modus researcher and to participate in the study. Written informed consent was 

obtained electronically prior to patients’ participation in the study. All patients were 

provided a copy of the fully signed consent form. 

4. Patients were also asked to provide written confirmation from their clinician of their 

long coronavirus disease 2019 (COVID-19) diagnosis. 

Screener form eligibility criteria 

Inclusion criteria 

• ≥18 years of age 

• Clinically confirmed diagnosis of long COVID-19 

• Initial COVID-19 infection must have been at least 180 days ago (documented via a 

positive polymerase chain reaction test) 
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• Currently experiencing long COVID-19 symptom(s) that cannot be explained by an 

alternative diagnosis 

• The patient was not vaccinated at the time of the COVID-19 infection or 90 days 

thereafter 

• The patient has received their last COVID-19 vaccination (including booster shot) at 

least 4 weeks prior to scheduling the interview 

• Willingness and ability to participate in up to one 60-minute audio-recorded telephone 

or online interview in English 

• Willingness and cognitive ability to provide electronic, informed consent 

• Ability to speak, read, write and understand English 

• Patient has any of the following risk factors for severe COVID-19: 

– Age ≥50 years 

– Obesity, defined as body mass index (BMI) ≥30 kg/m2, or BMI (kg/m2) ≥95th 

percentile for age and sex based on Centers for Disease Control and Prevention 

growth charts 

– Cardiovascular disease, including hypertension 

– Chronic lung disease, including asthma 

– Type 1 or type 2 diabetes mellitus 

– Chronic kidney disease, including those on dialysis 
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– Immunosuppressed (cancer treatment, bone marrow or organ transplantation, 

immune deficiencies, HIV (if poorly controlled or evidence of AIDS), sickle cell 

anaemia, thalassaemia, or prolonged use of immune-weakening medications 

Exclusion criteria 

• Patient has concomitant illness(es) that in the recruiter or investigator’s judgment 

would confound researchers’ understanding and description of the long COVID-19 

disease experience 

Patient Information Collected 

Patients’ demographic information, including age, weight, height, sex, ethnicity, race, 

education level, employment status, occupation, living situation, marital status and 

household income, were collected. Comprehensive health information was also 

collected, including general health status at the time of interview, time since the 

beginning of COVID-19 symptoms, any hospitalisation due to COVID-19 and time since 

hospitalisation, smoking status, existing chronic disease or conditions, treatment with a 

monoclonal antibody, and COVID-19 vaccination status. 

Saturation Analysis 

Saturation refers to data adequacy, ie, the point at which no new relevant information 

emerges from additional qualitative data [1-3]. Within patient-reported outcomes 

research, saturation has been defined as “the point in the data collection process when 

no new concept-relevant information is being elicited from individual interviews or focus 

groups, or no new information is deemed missing during cognitive interviewing” [4]. In 

the present study, the adequacy of the sample size was evaluated by a saturation 
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analysis. Saturation analysis was conducted by grouping interviews chronologically and 

comparing the emerging sub-domains that reflected the conceptual categorisation of the 

codes. The sub-domains that emerged from the second quintile were compared with the 

sub-domains that emerged in the transcripts from the first. This comparison was 

repeated for each additional quintile. The cycle of data collection and analysis was 

continued until additional data collection produced no or minimal new information to 

further confirm or challenge the conceptual model. 

Analysis 

SAS software version 9.4 (SAS Institute, USA) was used for descriptive analysis. 

Continuous variables were described by their frequency, mean, standard deviation, 

median, first and third quartiles, extreme values (minimum and maximum values), and 

the number of missing values. Categorical variables were described by the frequency 

and percentage of each response choice, with missing data included in the calculation 

of the percentage. 
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Table S1. PubMed search strategy 

Search Term(s) Results 

1 
Post-acute sequelae of SARS-CoV-2 infection OR long COVID-19 

Field: Title/Abstract 
134 

2 Symptoms 7,204,054 

3 Impact 1,262,676 

4 Qualitative 325,386 

5 Functioning 14,448,823 

6 Health-related quality of life 445,770 

7 1 AND 2 OR 3 OR 4 OR 5 OR 6 171 

8 Filters: English, human participants 115 

COVID-19, coronavirus disease 2019; SARS-CoV-2, severe acute respiratory syndrome coronavirus 2. 
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Table S2. Overview of clinicians’ backgrounds 

Current position(s) Specialty/training 
Number of years 
practicing 

Number of long COVID-
19 patients treated per 
week 

Attending physician at academic 
medical centre 

Pulmonary and critical 
care 

30  40 

Private practice General medicine 20  20 

Attending physician in emergency 
department 

Emergency medicine 15  Missing 

Registered nurse at a hospital Registered nurse 30  10–20 

Registered nurse at a hospital Registered nurse 26  Missing 

COVID-19, coronavirus disease 2019. 
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Table S3. Saturation analysis of sub-domains: Symptoms 

Group 1 
(interviews 1–8)  
24 concepts 

Group 2 
(interviews 9–16) 
7 concepts 

Group 3 
(interviews  
17–24) 
7 concepts 

Group 4 
(interviews  
25–32) 
1 concept 

Group 5 
(interviews  
33–41) 
2 concepts 

Altered or loss of 
smell 

Chest pain 

Digestive 
problems 
(abdominal pain, 
bloating, 
diarrhoea, 
constipation) 

Difficulty 
swallowing 

Challenges with 
fine motor skills 

Altered or loss of 
taste 

Dizziness Skin changes  Stiffness 

Body aches and 
pains 

Dry mouth Joint pain   

Brain fog Fever Lightheaded   

Chills Vision changes 
Decrease in 
appetite and 
weight loss 

  

Cough Pins and needles Muscle pain   

Difficulty breathing Numbness 
Changes in 
menstrual cycle 

  

Concentration Fever    

Difficulties finding 
the right word 

    

Fatigue     

Hair loss     

Headache     

Heart palpitations     

Haziness     

Forgetfulness/ 
memory problems 

    

Nausea     

Phlegm     
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Red or dry eyes     

Ringing in ears     

Runny nose     

Shortness of 
breath 

    

Sneezing     

Sweats     

Weakness     
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Table S4. Saturation analysis of sub-domains: Impacts 

Group 1  
(interviews 1–8) 
10 concepts 

Group 2 
(interviews 9–16) 
11 concepts 

Group 3  
(interviews  
17–24) 
1 concept 

Group 4 
(interviews 
25–32) 
0 concepts 

Group 5 
(interviews 
33–41) 
0 concepts 

Anxiety Sleep disturbance 
Challenges caring 
for pets 

  

Depression Bathing    

Childcare 
Independently moving 
around 

   

Irritability 
Feeling like a burden 
on families 

   

Cautious about travel Housebound    

Cooking Drinking    

Exercise Eating    

Household chores Fear of reinfection    

Isolation Stress    

Engaging in fewer 
social activities 

Shopping    

 Loss of independence    
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