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Abstract 

The global spread of severe acute respiratory syndrome coronavirus 2019 (COVID-19) 

has affected over 100 countries and has led to the tragic loss of life, overwhelmed health care 

systems, and has severely impacted the global economy. Individuals with disabilities are one of 

the “largest minorities” and face unique vulnerabilities and challenges during a pandemic, 

including income support, mental health, social isolation, and access to healthcare and 

information. Specifically, individuals living with spinal cord injury (SCI) are particularly 

vulnerable during the COVID-19 pandemic as they often face adverse impacts on their health, 

emotional well-being, community participation, and life expectancy. They often require 

increased caregiver support and may have a compromised immune system, potentially increasing 

the risk of developing COVID-19. We are at a critical juncture in research where information 

about the impact of COVID-19 for individuals living with SCI is essential. The objective of this 

study was to investigate the lived experience of individuals with SCI during the COVID-19 

pandemic in Ontario, Canada. An exploratory design with a qualitative descriptive approach was 

used to address the study objective. Nine semi-structured interviews were conducted. The 

following themes were identified: (1) Who will care for me? Caregiver concerns in the time of 

COVID-19; (2) ‘Caught between a rock and a hard place’ – Challenges taking care of my 

physical being during quarantine; (3) On the inside looking out – Stuck at home in isolation; (4) 

Protecting my body – Maintaining enhanced hygiene; (5) Will a doctor be there for me? Access 

to healthcare and use of telemedicine; and (6) Reading between the lines – Fighting COVID-19 

misinformation. This study contributes to a greater understanding of the challenges faced by 

individuals living with SCI and provides insight on how to better support and respond to the 
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specific and unique needs of individuals with SCI and their families during a national emergency 

or pandemic situation. 

Keywords:  spinal cord injury, psychological health, physical health, COVID-19, SARS-

CoV-2 
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Exploring the Lived Experiences of Individuals with Spinal Cord Injury 

During the COVID-19 Pandemic 

1. Introduction 

The global spread of severe acute respiratory syndrome coronavirus 2019 (COVID-19) 

has affected over 100 countries within less than a few months since it was first identified and has 

led to the tragic loss of life, overwhelmed healthcare systems and severely impacted the global 

economy. The World Health Organization designated COVID-19 as an outbreak that is a “public 

health emergency of international concern,” following the declaration of a pandemic on March 

11th, 2020 (Chavez et al., 2020).  

The spread of COVID-19 throughout the world has led to increased concerns for 

vulnerable populations, including individuals with spinal cord injury (SCI). Individuals with SCI 

are often more susceptible to complications from many health conditions than non-injured 

individuals (Palipana, 2020). It is important to consider the potential effects of COVID-19 and 

how altered physiology after SCI may affect the presentation and management of COVID-19 

symptoms (Palipana, 2020). The increased health risks, coupled with a shortage of personal care 

workers, home- and community-based services, have made a difficult situation worse for 

individuals with SCI. 

While the prevalence and clinical course of COVID-19 among individuals with SCI are 

unknown, individuals with higher lesions have an increased baseline risk of developing 

respiratory complications and sepsis-related complications due to alterations in respiratory tract 

physiology after SCI (ISCOS, 2020). Also, individuals with SCI are at a heightened risk of 
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developing complications associated with COVID-19 infection and often have multiple 

comorbidities that further increase this risk (ISCOS, 2020).  

The unique medical and mobility challenges of individuals with SCI are typically 

overlooked during emergencies. Individuals with SCI are particularly vulnerable during the 

COVID-19 pandemic as it may be difficult to access necessary supplies and services that are 

important for their daily life. Individuals with SCI also often require increased caregiver support, 

use of assistive devices, and may be immunocompromised and vulnerable to pulmonary 

infection (Stillman et al., 2020). Further, they often face adverse impacts on their health, 

psychological well-being, community participation, and life expectancy (Hitzig et al., 2010). 

These issues may be experienced more intensely during the COVID-19 pandemic. 

1.1 Purpose of the Study 

This study aims to learn how COVID-19 directly impacts individuals with SCI in 

Ontario, Canada. Online or telephone interviews were conducted with individuals with SCI. The 

main research question of this study is: What are the overall lived experiences among individuals 

with SCI during the COVID-19 pandemic? This is the first study to uncover the lived experience 

of individuals with SCI during the COVID-19 pandemic. 

1.2 Relevance 

All too often, individuals with disabilities are left behind in public health emergencies, 

and natural disasters and there is a risk that a similar situation may occur during the COVID-19 

pandemic. The International Disability Alliance, which is what kind of organization, has 

emphasized the importance of a “disability-inclusive response” to COVID-19 that does not 

deprioritize access to healthcare and support services 
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(http://www.internationaldisabilityalliance.org/covid-19). Several countries have reported limited 

availability of necessary medical supplies needed by individuals living with SCI and disruptions 

to accessing caregiver support due to COVID-19 (De Volkskrant, 2020). As the literature for 

COVID-19 is continually emerging, no authors have addressed the impact of COVID-19 on 

individuals living with SCI in the community. 

There are several gaps in knowledge of the direct effects of COVID-19 on the SCI 

community. The current pandemic provides an opportunity to learn about the care needs and 

concerns of individuals with SCI. It also provides policymakers and SCI healthcare professionals 

the opportunity to use the lessons learned from the COVID-19 pandemic to better respond to 

public health emergencies in the future. This study will provide the opportunity to raise 

awareness of the priorities of individuals with SCI. 

1.3 Chapter Outline 

The first chapter is an introduction to SCI and COVID-19 and provides background 

information, the purpose and the relevance of the study. The second chapter provides a 

comprehensive literature review discussing: epidemiology of SCI, pathophysiology of SCI, 

classification of SCI, needs of individuals with SCI, coronavirus, effect of disrupted physiology 

on individuals with SCI, impact of COVID-19 on SCI, and the relationship between disability 

and COVID-19. The methodology guiding this research study is outlined in chapter three. The 

fourth chapter presents the study findings. The fifth chapter summarizes the study findings, 

strengths and limitations and areas for future research.  
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2. Literature Review 

2.1 Spinal Cord & Spinal Cord Injury 

The spinal cord is a major conduit that allows for motor and sensory information to be 

passed between the brain and the rest of the body (Kirshblum et al., 2011). The spine is separated 

into distinct sections: cervical, thoracic, lumbosacral. The cervical cord controls the diaphragm 

via the phrenic nerve, upper extremity musculature via the brachial plexus and provides sensory 

innervation to the neck and upper extremities (Luk and Souter, 2017). The thoracic spine has 

twelve segments and controls intercostal and abdominal musculature which are important for 

exhalation, provides sensory innervation to the trunk and contains sympathetic ganglia which 

innervate the viscera of the abdomen (i.e., stomach, liver, pancreas, kidney etc.) and the heart 

(Luk and Souter, 2017). The lumbar spine has five segments, and the sacral spine consists of five 

segments with nerve roots that exit at the sacral foramina (Kirschblum et al., 2011). The spinal 

cord ends around vertebrae L1 to L3 in adults, and the distal part of the spinal is named conus 

medullaris. Lumbosacral nerve roots, named the cauda equina, originate in the conus medullaris 

and exit via the intervertebral foramen. The lumbosacral cord controls lower extremity 

musculature via the lumbosacral plexus (between L1 and S2). It provides parasympathetic 

innervation to the abdominal and pelvic viscera and sensory innervation to the lower extremities 

and perineum (Luk and Souter, 2017). 

There are two main aetiologies of SCI: traumatic and non-traumatic SCI. Traumatic SCI 

is due to an external impact, such as a fall, motor vehicle accident or violence (Noonan et al., 

2012). Non-traumatic SCI may be caused by several conditions, including spondylosis, 
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infections or tumours. The direct lifetime costs of traumatic SCI are approximately $1.1 to $4.6 

million per person (Center NSCIS, 2014). 

2.2 Epidemiology of Spinal Cord Injury 

Worldwide, the incidence of traumatic SCI is estimated to range from 10 to 83 people per 

million (Noonan et al., 2012). Several studies have estimated the worldwide prevalence of 

traumatic SCI to range from 223 and 755 per million (Wyndaele et al., 2006). The estimated 

incidence of traumatic SCI is 1,785 cases in Canada each year (Noonan et al., 2012). The 

prevalence of both traumatic and non-traumatic SCI in Canada is estimated to be 85,556 (51% 

traumatic SCI and 49% non-traumatic SCI). The most common cause of traumatic SCI in North 

America is motor vehicle accidents (Burney et al., 1993; Pickett et al., 2006). Males represent 

approximately 71% of all traumatic SCI cases within all age categories (Couris et al., 2010). 

2.3 Pathophysiology of Spinal Cord Injury 

SCI has a unique pathophysiology, which can be categorized into two phases: primary 

and secondary (Ahuja et al., 2017). Primary SCI is due to the physical force (including shearing, 

laceration, and compression; Ackery et al., 2004) from the traumatic event. Subsequently, there 

is a cascade of secondary injury events that occur. Secondary SCI is a “delayed and progressive 

tissue injury,” which results in a secondary injury cascade (Ahuja et al., 2017). During this 

cascade, various inflammatory cells, including macrophages, T-cells, neutrophils, and microglia, 

enter the injury site due to the disruption in the blood and spinal cord barrier. These cells trigger 

the release of several inflammatory cytokines, including tumour necrosis factor-alpha (TNF-a), 

interleukin (IL) IL-6. Tissue levels of the cytokines peak around six to twelve hours after injury 

and are elevated until approximately four days after injury (Nakamura et al., 2003).  
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2.4 Classification of Spinal Cord Injury 

SCI can be classified by the level of injury, severity of injury and upper or lower motor 

neuron injury. With respect to the level of injury, SCI resulting in cervical spine damage (above 

T1) is called tetraplegia and involves impaired motor and/or sensory function in the upper limb, 

trunk, pelvic area and lower limbs. A SCI resulting in damage below the cervical spine is called 

paraplegia and involves an impaired motor and/or sensory function in the pelvic area,  lower 

limbs and some amount of the trunk depending on the exact level of injury. The severity of 

injury is determined by its completeness. A complete SCI is characterized by no motor or 

sensory at some point below the level of injury and extending down to the S4-S5 region (the 

anus). Conversely, individuals with an incomplete SCI have spared motor and/or sensory 

function below the neurological level of injury including the S4 and S5 dermatomes and 

myotomes. The completeness of a SCI can be determined by the American Spinal Cord Injury 

Association (ASIA) Impairment Scale (AIS). The neurological level of injury needs to be 

established before assigning an individual with SCI an AIS score, determined using motor and 

sensory examinations. An upper motor neuron injury refers to an injury to the central nervous 

system, whereas a lower motor neuron injury refers to an injury to the peripheral nerves.  

AIS A describes an individual where no motor or sensory function is preserved in the 

sacral segments (S4/5) (Roberts et al., 2017). The zone of partial preservation applies to AIS A 

and refers to all segments below the neurological level of injury where there is some preservation 

of motor or sensory function. AIS B describes an individual where sensory but no motor function 

is preserved below the neurological level of injury. AIS C describes an individual where sensory 

and motor function are preserved below the level of injury, however, the majority of key muscles 

below the level of injury have a muscle grade <3/5. Finally, AIS D describes an individual where 
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sensory and motor function is preserved below the level of injury and the majority of key 

muscles below the level of injury have a muscle grade ≥3/5. 

2.5 Needs of Individuals with Spinal Cord Injury 

Individuals with SCI may require care with bowel, bladder, and skin (i.e., repositioning to 

prevent pressure ulcers) (LaVela et al., 2015). Many individuals with SCI have various needs 

when living in the community, including attendant care, short- and long-distance transportation, 

healthy living and leisure programs, income support, SCI peer support and specialized equipment 

(Noreau et al., 2014). 

2.5.1 Attendant Care Services 

Attendant care services are home-based support services that assist individuals in 

performing tasks that would be difficult to perform themselves and are an essential aspect for 

many individuals with SCI to engage in activities of daily living (Berry et al., 1995). Attendant 

care services can also include cooking, shopping, and chores (Berry et al., 1995; Cockerill and 

Durham, 1992). As well, attendant care facilitates community integration and social participation 

(Adams and Beatty 1998). Maintaining good health practices leads to more independence and is 

an important goal for individuals with SCI and their caregivers. Importantly, attendant care can 

play an important role in the prevention of secondary health complications following SCI and 

future hospitalizations (Boucher et al., n.d.). 

2.5.2 Healthy Living & Leisure Programs 

Physical activity has been shown to help prevent medical complications and secondary 

chronic conditions, including urinary tract infection (UTI), diabetes, osteoporosis, cardiovascular 

disease, pressure ulcers and arthritis in individuals with SCI (Jacobs et al., 2001). Physical 
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activity has been shown to enhance functional abilities (Duran et al. 2001; Noreau et al., 1993; 

Manns and Chad, 1999), which is associated with increases in social integration and quality of 

life in individuals with SCI (Manns and Chad, 1999; Noreau and Shephard, 1992; Noreau and 

Shephard, 1995). Participation in structured exercise training programs has been found to 

increase self-confidence, body image and quality of life (e.g., Semerian et al., 2005). Kehn and 

Kehn and Kroll et al. (2009) noted that in individuals with SCI, exercise positively impacts their 

ability to control pain, manage stress, reduce depressed mood, stay optimistic and provide 

structure and discipline. For instance, one participant in Kehn and Kroll’s (2009) study noted: 

“I can tell a difference, if I haven't done much or have been kind of lazy for a day or two I 

can tell a difference. I'll feel more stiff. The more active I am, the more I move, the more I 

can do and the easier it is for me.' ~Non-exerciser, female, 48, T4 complete” 

However, individuals with SCI often face several barriers to living a physically active 

lifestyle including, accessibility, lack of motivation and energy and lack of logistical information 

(Martin et al., 2002; Zemper et al., 2003; Vissers et al., 2008; Scelza et al., 2005).  

2.5.3 Specialized Equipment 

The availability of home exercise equipment is a barrier that many individuals with SCI 

face when trying to remain physically active. Kehn and Kroll et al. (2009) noted that individuals 

with SCI who exercised often remained physically active due to the availability of home 

equipment or an accessible community-based facility. However, the ability to exercise safely at 

home can be difficult due to the cost of home equipment and personal assistance required to 

safely use the equipment (Kehn and Kroll et al., 2009). Individuals who did not exercise often 

reported having lower disposable incomes and less personal exercise equipment, highlighting the 
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economic inequities among individuals with SCI that lead to “differential access to exercise 

information” (Kehn and Kroll et al., 2009). 

2.5.4 Emotional Well-Being & Spinal Cord Injury Peer Support 

Psychological distress can impact health outcomes, social and financial independence, 

perceived quality of life, and long-term healthcare costs (Dorstyn et al., 2007). Individuals with 

SCI have a higher risk of developing substance abuse issues, low self-esteem and depression 

(Craig et al., 2009). Twenty percent of individuals with SCI report clinical levels of depression, 

which can continue for ten years after SCI (Williams and Murray, 2015; Craig et al., 1990; 

Hancock et al., 1993; Craig et al., 2009; Pollard & Kennedy, 2007). The prevalence of 

depression is much higher than among the general population (3%; Kessler and Bromet, 2013). 

In individuals with SCI, depression has been associated with adverse health outcomes, including 

participation in fewer leisure activities, poor social and community integration, decreased self-

appraised health, pressure ulcers, UTIs and mortality (Hoffman et al., 2011). Further, the 

prevalence of anxiety disorder and associated symptoms is approximately 15% to 32% among 

individuals with SCI (Le and Dorstyn, 2016). Negative mood has been identified as a barrier to 

self-management among individuals who have sustained a traumatic SCI (Munce et al., 2014). 

Following SCI, one of the greatest challenges is resuming participation in the community (i.e., 

recreational and cultural activities). In a survey of approximately 500 individuals with SCI in 

British Columbia, Canada, approximately fifty percent reported disrupted participation levels in 

recreation, interpersonal relationships, and employment (Carpenter et al., 2007). When 

individuals with SCI can participate fully in society, they reported increased life satisfaction 

(Hammell, 2007).  
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Peer mentor support has been found to enhance participation and life satisfaction in 

individuals with SCI. The mentor can provide the support that meets the individual’s needs and 

has been shown to enhance health-promoting activities, including physical activity, smoking 

cessation, and medication adherence (Webel et al., 2010; Martin Ginis et al., 2013). Peer 

engagement can have long-lasting effects on life satisfaction, motivation and feelings of 

empowerment.  

2.6 Coronavirus 

Coronaviruses are a class of genetically diverse viruses in several host species, including 

mammals and birds. Many coronaviruses cause respiratory and intestinal infections in animals 

and humans. Coronaviruses are large, single-stranded RNA viruses that are divided into four 

genera, alpha-, beta-, gamma-, delta-, based on genetic clustering and are so named due to the 

characteristic crown, or corona, of electron density seen on transmission electron micrographs 

(Atri et al., 2020, Wiersinga et al., 2020). Alpha- and beta-coronavirus are known to cause 

human disease (Atri et al., 2020). 

Over the past 20 years, several strains of coronaviruses have emerged. In 2002, Hong 

Kong researchers isolated a novel coronavirus named severe acute respiratory syndrome (SARS), 

which was thought to have originated in Foshan, China (Sun et al., 2020, Wiersinga et al., 2020). 

Between 2002 and 2003, the virus spread widely, leading to more than 8000 individuals infected 

in 26 countries with a case fatality rate of 10 percent 

(https://www.who.int/csr/sars/country/table2004_04_21/en/). SARS was later determined to have 

originated from bats with transmission to humans via an intermediate host, raccoon dogs 

(Nyctereutes procyonoides) or Himalayan palm civets (Paguma larvata; Sun et al., 2020). 

Another coronavirus of animal origin, the Middle East Respiratory Syndrome (MERS), was 
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discovered in 2012 (Wiersinga et al., 2020). Although MERS has a higher case-fatality rate than 

SARS, it is rarely transmitted to humans (Sun et al., 2020).  

The COVID-19 pandemic, due to the novel severe acute respiratory syndrome 

coronavirus 2 (SARS-CoV-2), first emerged in December 2019 after patients in Wuhan, China, 

developed pneumonia without a known cause (Wiersinga et al., 2020). As of February 2020, 

over 113 million cases with 2.5 million confirmed deaths have been identified from more than 

200 countries.   

2.6.1 Pathophysiology of COVID-19 

SARS-CoV-2 has a diameter between 60 nm to 140 nm with distinctive spikes between 9 

nm to 12 nm, which gives the virions “the appearance of a solar corona” (Wiersinga et al., 2020). 

Although bats are known to be a natural reservoir of SARS-CoV-2, researchers have suggested 

that humans became infected through an intermediate host, such as the pangolin (Lu, Zhao and 

Li, 2020; Lam, Jia and Zhan, 2020).  

SARS-CoV-2 targets nasal and bronchial epithelial cells using viral spike proteins that 

bind the angiotensin-converting enzyme 2 (ACE2) receptors in humans. The protein-coding 

gene, TMPRSS2, will activate the viral spike protein and allow it to bind to the host epithelial 

cell membrane. The virus then enters the host epithelial cell via endocytosis, where the virus will 

release its RNA and replicate itself to create hundreds of new virions. The virus then propagates 

down to the upper respiratory tract, where a stronger immune response is triggered. For 

approximately 80% of infected individuals, the virus will be mostly restricted to the upper and 

conducting airway region (Wiersinga et al., 2020). 

However, for approximately 20% of infected individuals, the virus will reach the alveoli 

and infect alveolar type II cells. Many viral particles will be replicated and released, triggering a 
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cytokine storm and causing the type II cells to undergo apoptosis resulting in diffuse alveolar 

damage, the formation of a hyaline membrane, and necrosis of vessel walls.  

2.6.2 Route of Transmission 

Similar to other respiratory viruses, the most common routes of transmission include 

droplets, close contact and aerosol transmission (Wang et al., 2020). Epidemiological data 

suggests that the most common mode of transmission is through expelled respiratory droplets 

from infected individuals that can travel about three to six feet (Wiersinga et al., 2020). Higher 

risk for transmission has been found to occur during prolonged exposure to an infected 

individual (within 6 feet for at least 15 minutes) and brief exposures to symptomatic individuals 

(Chu et al., 2020). Brief exposures with asymptomatic individuals are less likely to result in 

transmission (Chu et al., 2020).  

Contact surface spread, where an individual touches a surface with the virus, is another 

mode of transmission. SARS-CoV-2 can last 24 hours on cardboard, 72 hours on stainless steel 

and plastic surfaces, and 4 hours on copper (van Doremalen et al., 2020). However, the clinical 

significance of transmission is challenging to interpret unless the minimum viral load required 

for infection is identified. Impermeable surfaces such as stainless steel and plastic have been 

found to have a higher viral load than surfaces such as cardboard (van Doremalen et al., 2020). 

Transmission can also occur via aerosols (small droplets that remain suspended in the air); 

however, it is unknown if this is a significant cause of infection outside of a laboratory 

(Bourouiba, 2020; Lewis, 2020). 

Airborne transmission may occur in healthcare settings where bronchoscopy, suctioning, 

and endotracheal intubation are performed. COVID-19 has also been detected in stool, saliva, 

urine and gastrointestinal tract samples (Wang et al., 2020). Several studies have estimated that 
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in a fully susceptible population, the basic reproductive number is 2.38; therefore, each infected 

individual may infect two to three individuals (Li et al., 2020).  

SARS-CoV-2 can be transmitted in both presymptomatic and asymptomatic carriers (Wei 

et al., 2020; Bai et al., 2020). Presymptomatic transmission is the transmission of SARS-CoV-2 

from an infected person, source patient, to another person before the source patient develops 

symptoms associated with SARS-CoV-2 (Wei et al., 2020). Presymptomatic transmission is one 

of the main contributors to SARS-CoV-2 spread among individuals with close contact, which 

occurs approximately one to three days before symptom development (Wei et al., 2020). 

Asymptomatic carriers are “silent spreaders” that are carriers of the virus and could potentially 

transmit SARS-CoV-2.  

Viral load in the upper respiratory tract will peak approximately two to three days before 

symptom onset. Viral nucleic acid culture is detected via throat swabs only until eight days after 

symptom onset (He et al., 2020). Epidemiological studies have noted that transmission did not 

occur if contact with an infected individual was five days after symptom onset (He et al., 2020). 

Accordingly, the Government of Canada recommends individuals with signs or symptoms of 

SARS-CoV-2 to isolate for fourteen days.  

2.6.3 Clinical Presentation of COVID-19 

Initial symptoms of COVID-19 include fever (70% - 90%), olfactory and/or gustatory 

dysfunction (64% - 80%), dry cough (60% - 86%), shortness of breath (53% - 80%), fatigue 

(38%), muscular soreness (15% - 44%), rhinorrhea (7%) and may cause nausea vomiting or 

diarrhea (15% - 39%) (Sun et al., 2020). Symptoms generally appear following an incubation 

period of approximately five days (Lauer et al., 2020; Guan et al., 2020). Within approximately 
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11.5 days of infection, 97.5% of individuals will develop symptoms of COVID-19 (Lauer et al., 

2020).  

COVID-19 can lead to impaired lung, heart, brain, liver and coagulation system 

functioning, including myocarditis, ventricular arrhythmias, and cardiomyopathy. Severe cases 

of COVID-19 have led to several secondary health complications including, pneumonia (75%); 

acute respiratory distress syndrome (15%); acute kidney injury (9%); acute cardiac injury (7% - 

17%); neurological manifestations including impaired consciousness (8%); shock (6%); acute 

cerebrovascular disease (3%); and acute heart failure, dysrhythmias and myocarditis (Huang et 

al., 2020; Mao et al., 2020; Wiersinga et al., 2020).  

Further, hospital admission typically occurs three to nine days after symptom onset (Garg 

et al., 2020), with most patients between 47 and 73 years of age (Guan et al., 2020; Richardson et 

al., 2020). Approximately 25.2% of patients had an underlying medical condition including high 

blood pressure (48% - 57%), diabetes (17% - 34%), cardiovascular disease (21% - 28%), and 

chronic pulmonary disease (4% - 10%) (Wang et al., 2020, Garg et al., 2020; Richardson et al., 

2020; Grasselli et al., 2020). Sixty to ninety percent of patients with underlying medical 

conditions were hospitalized (Garg et al., 2020; Richardson et al., 2020; Docherty et al., 2020; 

Grasselli et al., 2020). About 17% to 35% of hospitalized individuals are treated in an intensive 

care unit due to hypoxemic respiratory failure requiring invasive mechanical ventilation 

(Docherty et al., 2020; Grasselli et al., 2020; Myers et al., 2020; Yang et al., 2020). Following 

the onset of COVID-19 symptoms, death may occur from 6 to 41 days, with a median of 14 days 

and is dependent on the individual’s immune system.  
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2.6.4 Diagnostic Testing 

SARS-CoV-2 is detected from nasopharynx samples. Interestingly, the testing sensitivity 

is dependent on the time of testing relative to exposure (Wiersinga et al., 2020). Testing 

sensitivity is highest three days after symptom onset (80%) and lowest four days after exposure 

(33%) (Wang et al., 2020; Sethuraman et al., 2020; Kucirka et al., 2020). False negative test 

results may occur due to specimen collection technique, specimen source (sputum, nasal swabs, 

pharyngeal swabs) and the amount of time from exposure (Wiersinga et al., 2020). 

2.6.5 Treatment & Prognosis 

The main treatment for hospitalized COVID-19 patients is supportive care and 

supplemental oxygen (Wiersinga et al., 2020). Approximately 75% of patients need 

supplemental oxygen therapy (Wiersinga et al., 2020). Some patients require invasive 

mechanical ventilation and prone positioning as well (Wiersinga et al., 2020). Several recent 

trials have shown that dexamethasone decreases mortality in patients receiving supplemental 

oxygen and have been experiencing COVID-19 symptoms for seven days or more (Wiersinga et 

al., 2020). Further, in patients not receiving mechanical ventilation, remdesivir has been shown 

to improve time to recovery (Wiersinga et al., 2020).  

The mortality rate of patients hospitalized with COVID-19 is 15% and closer to 40% for 

patients in the intensive care unit (Wiersinga et al., 2020). The highest mortality rate is seen in 

patients between 80 to 89 years of age and lowest in patients younger than 40 (5%; Richardson et 

al., 2020). However, it is important to note that the number of deaths from COVID-19 is likely 

higher than reported as not all individuals who have died during the pandemic were tested for 

COVID-19.  
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The long-term health outcomes of COVID-19 are not yet known. Patients who develop a 

serious illness following a positive COVID-19 diagnosis will most likely suffer from sequelae. 

For instance, patients who survive sepsis face a higher risk of mortality for two years, cognitive 

impairment, physical disability, and are more vulnerable to recurring infections (Wiersinga et al., 

2020).  

2.6.6 Prevention & Vaccine Development 

COVID-19 is a preventable disease; however, this is dependent on the public health 

measures enacted by individual countries. It is difficult to ascertain the benefit of each infection 

control measure as countries have implemented multiple public health measures that will be 

required until an effective treatment or vaccine is available. The public health measures that are 

being used include contact tracing (i.e., test-trace-track-isolate), workplace and school closures, 

personal measures (i.e., personal hygiene, using personal protective equipment, and physical 

distancing), regulatory actions (i.e., stay-at-home orders, public transportation restrictions, and 

limitations on the size of indoor and outdoor gatherings), and international border measures (i.e., 

enforced quarantine period and border closures; Wiersinga et al., 2020). There is strong evidence 

supporting that public health interventions, including physical distancing, restrictions on large 

gatherings, travel restrictions and quarantine after infection, lead to lower transmission rates 

(Jüni et al., 2020; Pan et al., 2020; Xiao et al., 2020). A higher risk of resurgence is likely if these 

interventions are lifted (Wiersinga et al., 2020). 

As of November 2020, a SARS-CoV-2 vaccine is not available. However, there are 

currently 120 candidate vaccines under development (Wiersinga et al., 2020). Several 

approaches that are being investigated include using inactive or live attenuated virus, 

recombinant proteins, viral vectors, or nucleic acids (RNA or DNA; Lurie et al., 2020; Thanh et 
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al., 2020). Some of the challenges facing researchers include the feasibility of large-scale vaccine 

production while ensuring its safety and effectiveness and addressing legal barriers (i.e., 

technology transfer and licensing agreements among countries; Wiersinga et al., 2020). As well, 

the potential duration of immunity and the number of doses that may be required to confer 

immunity has yet to be confirmed (Lurie et al., 2020; Sethuraman et al., 2020). More than twelve 

vaccines are being tested in Phase 1-3 clinical trials (Wiersinga et al., 2020). 

2.7 Effect of Disrupted Physiology on Individuals with Spinal Cord Injury  

A common sequela after SCI is thermoregulatory dysfunction. Disruption of the 

connection between the efferent nerves (motor and sympathetic) and hypothalamus causes a 

lower core body temperature (i.e., less than 35.7 degrees Celsius), poikilothermia (inability to 

regulate body temperature) and inability to mount a febrile response due to infection over 38 

degrees Celsius. Temperature dysregulation is proportional to the neurological level of injury 

and temperature regulation is more impaired in individuals with tetraplegia than paraplegia 

(Sezer et al., 2015). As individuals with SCI may be unable to mount a febrile response, this may 

delay diagnosis and lead to poor outcomes (Trbovich, Li, and Lee, 2016).  

Respiratory dysfunction in individuals with SCI leads to an increased risk of pulmonary 

infection and death (Schmidt and Chan, 1992). Individuals with cervical or high thoracic SCI 

may not produce an effective cough because of loss of innervation to the intercostal and/or 

abdominal muscles (Cardozo, 2007; Lemons and Wagner, 1994; Tollefsen and Fondenes, 2012). 

Vital capacity, the maximum volume of air that can be exhaled following a maximal inspiration, 

is generally reduced by 30% to 50% (Roth et al., 1995) to 1 to 2 L in individuals with high 

tetraplegia (Dicks et al., 2020). Reduced vital capacity may lead to dyspnea (shortness of breath), 

atelectasis (complete or partial lung collapse leading to reduced or absent gas exchange) and 
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insufficient ventilation. Due to expiratory muscle paralysis, individuals with SCI may have a 

weak cough which impairs secretion clearance (Cardozo, 2007). While peak cough flow is 

typically greater than 360 L per minute in non-disabled individuals, it may be as low as 

approximately 170 L per minute in individuals with SCI (Cardozo, 2007). Therefore, the risk of 

contracting pneumonia and acute respiratory distress syndrome due to COVID-19 is higher in 

individuals with SCI. As the neurological level of injury increases, the risk of atelectasis is 

higher, which may “confound findings of pneumonia on imaging” (Korupolu et al., 2020) 

Research has suggested that as individuals with SCI may not present with common COVID-19 

symptoms (i.e., fever, cough, shortness of breath), the following symptoms may be used to 

diagnose COVID-19: tachypnea (rapid breathing), hypoxia (SpO2 < 90%), and worsened ability 

to clear respiratory secretions (Dicks et al., 2020).  

Further, Burns et al. (2020) conducted an analysis to determine the case fatality of 

COVID-19 among veterans with SCI and related disorders in the United States between March 

9th, 2020 and June 30th, 2020. Out of 17,452 veterans with traumatic and non-traumatic SCI, 140 

were diagnosed with COVID-19. As of June 30th, 2020, 26 veterans had died from COVID-19 

within 30 days of testing positive for the virus. The median duration between a COVID-19 

diagnosis and death was eight days. The case fatality rate in veterans with SCI was 19%. 

2.8 Impact of COVID-19 on Spinal Cord Injury  

In individuals with SCI, normal physiological function such as respiration (Zimmer et al., 

2007), immune function (Popovich and McTigue, 2009) and fever response (Trbovich et al., 

2016) which are typically expected from an infectious stimulus, can be impaired. Also, 

individuals with SCI are susceptible to respiratory infections and related health complications, 

leading to an increased risk of developing COVID-19 (Zou et al., 2020). Due to the altered 
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physiology in individuals with SCI, symptoms such as cough, fever and shortness of breath may 

be absent (WHO Coronavirus, National Center for Immunization and Respiratory Diseases),  

potentially increasing the risk of missing a COVID-19 diagnosis. Further, some healthcare 

professionals have reported that patients with SCI experienced increased spasticity (10.3%), 

rigors (6.9%), or were asymptomatic (6.9%) (Korupolu et al., 2020). 

The first case of COVID-19 in an individual with SCI was reported in Italy. G.G., a 56-

year-old male with C4 AIS A (Righi and Popolo, 2020). In March 2020, G.G. developed a fever 

without any other symptoms, which persisted for approximately 36 hours. His diagnosis was 

delayed due to UTI diagnosis and atypical presentation – cough, rhinorrhea, and sore throat were 

absent. Manually assisted coughing was used to reduce dyspnea; however, only a small amount 

of respiratory secretions was cleared. The patient was started on low-dose oxygen therapy (1 

L/min during the daytime, 2 L/min at night) and antiviral therapy (hydroxychloroquine, 

Lopinavir/Ritonavir), which led to improvements in the patient’s condition and he was 

discharged home. The patient had a mild clinical course of COVID-19 due to the absence of 

other comorbidities (cardiovascular disease, chronic obstructive pulmonary disease, hypertension 

and diabetes). An important difference between this case and the typical clinical course is that 

the patient did not develop a dry cough. 

 Korupolu et al. (2020) reported on another individual with SCI diagnosed with COVID-

19. A 78-year-old male presenting with a T4 incomplete SCI was admitted to an inpatient 

rehabilitation facility and developed a fever four days after admission. His fever was attributed to 

a UTI and was treated with a course of antibiotics. Following several days, the individual also 

had an intermittent cough. A CT scan of the chest revealed ground-glass opacities in the lungs. 
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The individual was immediately transferred to an acute care hospital where he tested positive for 

COVID-19. However, his diagnosis was delayed two weeks from fever onset.  

 The SCI population poses several diagnostic challenges during the COVID-19 pandemic. 

A heightened suspicion is necessary considering the atypical presentation of respiratory illnesses 

and altered physiology following SCI.  

2.9 Relationship between Disability and COVID-19 

2.9.1 Disability and Pandemic Preparedness 

Approximately 22% of Canada’s population lives with a physical, intellectual, or sensory 

disability (Fenez, 2020). Individuals with disabilities are one of the “largest minorities” (UN 

2019) and face unique vulnerabilities and challenges during a pandemic, including income 

support, mental health, social isolation, access to healthcare and access to information (Dimka 

and Mamelund, 2020; Fenez, 2020) 

Many individuals with disabilities are put at risk because measures used to control the 

spread of COVID-19 require individuals with disabilities and their families to distance 

themselves from their support systems and communities and invest funds for supplies for an 

extended period of isolation. 

Individuals with disabilities are rarely listed as priority groups for vaccination, and non-

pharmaceutical issues are often under-addressed (Campbell et al., 2009; Groce and Kett, 2013). 

Moreover, if the healthcare system system becomes overburdened due to COVID-19 cases, most 

triaging guidelines will result in individuals with disabilities being denied care, triaged out of 

care and may be refused ventilators due to their disability (Fenez 2020).  
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As a result of physical distancing measures, individuals with disabilities need support in 

finding other approaches to maintain their health, safety and independence (Fenez 2020). Family 

members may have to step away from other responsibilities and income sources to provide 

support for their family member with a disability. Fenez (2020) outlined seven priorities of the 

disability community during the COVID-19 pandemic, which was endorsed by forty advocacy 

groups within Canada. 

1. Develop a “national values statement” that affirms that individuals with disabilities 

have equal rights to medical care and treatment during a pandemic or public health 

emergency that reaffirms Canada’s commitment to equality and inclusion of 

individuals with disabilities as outlined in the Canadian Charter of Rights and 

Freedoms and Canada’s obligations “under the UN Convention of the Rights of 

Persons with Disabilities.” 

2. All announcements from the Public Health Agency and Prime Ministers should be in 

clear language and fully accessible. All networks broadcasting the announcements 

should be mandated to use accessibility features. 

3. Provide personal protective equipment and prioritize the screening of support staff 

and caregivers in care centres and private homes.  

4. Following the COVID-19 pandemic, a Citizen’s Task Force, including individuals 

with disabilities, their families and advocacy organizations, should be established to 

inform a disability-inclusive federal response for national emergency and pandemic 

situations.  

5. Extend EI Caregiver benefits to individuals who are in a caregiver role due to illness 

or isolation due to COVID-19. Provide support for businesses who employ 
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individuals who have a disability and determine how to provide accommodations and 

accessible work-from-home environment.  

6. Work with individual Indigenous communities across Canada to identify the disability 

and critical health concerns of the community members and the best way of meeting 

those needs. Implement a communication plan to ensure that Indigenous communities 

are receiving information in an accessible and timely manner.  

7. Meet with each province and territory to consider approaches for disability inclusion.  

The Information and Communications Standards Development Committee (ICSDC) 

within Ontario works to ensure that information and communication to individuals with 

disabilities are, accessible. The ICSDC’s report of the Information and Communication 

Standards published in 2019 noted the emergency outcomes and preparedness of all levels of 

government involving people with disabilities were “unacceptable” 

(https://www.ontario.ca/page/review-information-and-communications-standards-2019-initial-

recommendations-report).  

2.9.2 Disability-Inclusive COVID-19 Response 

All too often, individuals with disabilities are left behind in public health emergencies and 

natural disasters and there is a risk that a similar situation may occur during the COVID-19 

pandemic. It will likely disproportionately affect individuals with SCI and put them at increased 

risk of morbidity and mortality to achieve the global health commitment of Universal Health 

Coverage (Kuper and Heydt, 2019). Individuals with physical, intellectual, or sensory disabilities 

are “less likely to access health services and more likely to experience greater health needs, 

worse outcomes and stigma” (Armitage and Nellums, 2020). COVID-19 may worsen these 

disparities; therefore, response planning must be accessible to individuals with disabilities. 
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Armitage and Nellums (2020) outline three key barriers that must be addressed during COVID-

19 response planning: 

1. Access to public health messaging 

a. All public health messaging should be in plain language and available in an 

accessible formation through various media platforms. Also, in-person 

communication has to be accessible and safe, such as the use of transparent 

masks by healthcare providers for lip reading.   

2. Physical distance and self-isolation 

a. Physical distancing measures may negatively affect individuals with disabilities 

who rely on assistance for personal care and food and medication delivery. 

Protective measures for the disability community should be prioritized to allow 

family members and personal care workers to support individuals with SCI to 

meet their healthcare, transportation and other daily living needs. 

3. Increased risk for COVID-19 

a. As individuals with disabilities may be at a higher risk of contracting COVID-

19 due to their comorbidities, healthcare professionals should receive “rapid 

awareness training” (Armitage and Nellums, 2020) to learn about the diverse 

needs of this group and maintain their dignity, prevent health inequities and 

discrimination.  

COVID-19 mitigation strategies have to be inclusive of individuals with disabilities to 

“maintain respect for dignity, human rights and fundamental freedoms and avoid widening 

existing disparities” (Armitage and Nellums, 2020). The COVID-19 pandemic highlights the 

importance of advocating for individuals with SCI and other disabilities. As the research 
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community attempts to understand the potential effects of COVID-19, learning about the unique 

challenges that many individuals with SCI face is critical.  

3. Methodology 

3.1 Overview 

The COVID-19 pandemic holds additional risks to people with SCI due to physiological 

vulnerabilities and pre-existing challenges with physical independence and community 

participation. There are clear recommendations that have emerged on the needs of people with 

disabilities, such as SCI, during the pandemic but few studies focused exclusively on SCI. 

To better understand how the pandemic is affecting this disability population with additional 

vulnerabilities to the pandemic, it is important to learn about the lived experiences of individuals 

with an SCI during the pandemic.  

The research question that was used to guide this study was: what are the lived 

experiences among individuals with SCI during the COVID-19 pandemic in Ontario, Canada? In 

addition to the main research question, I wanted to answer questions such as: how are individuals 

with SCI coping during the COVID-19 pandemic?; what are their experiences with 

activity/exercise?; and how has access to attendant care changed since the COVID-19 pandemic? 

3.2 Rationale for Qualitative Research 

In this study, a qualitative design was used to address the study objectives (Sandelowski, 2010). 

Qualitative research can provide a deep understanding of a topic that has not been studied 

previously (i.e., effects of a global pandemic on individuals with SCI), offer a new perspective 

on a particular situation and contribute to the overall understanding of the lived experiences of 

individuals with SCI during the COVID-19 pandemic (Sandelowski, 2010). Qualitative research 
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allows a researcher to “enter the world of others and attempt to achieve a holistic rather than a 

reductionist understanding” (Bloomberg and Volpe, 2012).  

3.3 Philosophical Assumptions & Positionality    

Researchers have their own ‘worldview’ or paradigm, which shapes how they see the 

world and is the conceptual lens that they use to design their research study and present their 

results (Kivunja and Kuyini, 2017). Guba and Lincoln (1994), describe paradigm as “the basic 

belief system or worldview that guides the investigator, not only in choices of method but in 

ontologically and epistemologically fundamental ways”. Qualitative researchers should be aware 

how their assumptions will influence their research study (Creswell, 2007).  

The paradigm I operate under is constructivism. In this paradigm, reality is socially 

constructed (i.e., multiple realities exist) by the individual in the world in which they live in and 

work. Researchers operating under this paradigm endeavor to understand the lived experiences 

from the “point of view of those who live it” (Schwandt, 1994: 118) by providing quotes to 

illustrate the different perspectives described by research participants. As well, an inductive 

approach is used where researchers start with the participant’s views to identify patterns 

(Creswell, 2007). 

3.4 Positionality    

During the research and interview process, it was important to reflect on my positionality 

with my research as this may have impacted  participants’ responses. I recognize that my beliefs, 

demographic characteristics (2nd generation Greek Canadian , university-educated, cisgender 

female in her late twenties), and the questions I asked during the interview might have affected 
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the information that participants decided to discuss and information they may have felt 

uncomfortable with sharing.  

As a second-generation Greek Canadian, my parents and grandparents experienced acts 

of ethnic discrimination and xenophobia throughout their life in Canada as southern Europeans, 

“in-between peoples” (Barrett and Roediger, 2009), as our racial status was ambiguous. My 

grandparents immigrated to Canada from farming villages in their early-20s following the 

German invasion in my grandparent’s villages during World War 2 which led to their homes 

being burned down and having to hide food in barrels in the mountains to survive. My parents, 

born in Greece, faced discrimination in school because they were Southern European and who 

were turned down from jobs because of their background. My mother was physically assaulted 

because she was seen as different than the other students in her class. Therefore, I believe my 

personal biography was an advantage during the interview process as I approached each 

interview as a humble person who was willing to learn and listen. 

Over the past seven years, I was fortunate to work within the area of SCI rehabilitation at 

Toronto Rehabilitation Institute within the University Health Network in Toronto, Ontario, 

Canada. I worked closely with Dr. Catharine Craven as a Research Analyst on the Rick Hansen 

Spinal Cord Injury Registry, a large-community-based longitudinal study with over 7,000 

enrolled participants from 2013 to 2017.  During this study, I interviewed hundreds of 

individuals living with SCI within the community. The information gathered provided me with a 

myriad of material and resources regarding the access, delivery, and quality of healthcare 

services that these participants had received during their rehabilitation, and within the 

community, as well as the direct impact it had on their health. As patients transitioned from 

tertiary rehabilitation centres to the community, they often experienced a variety of health 
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conditions that resulted in multiple secondary health complications (multimorbidity), requiring 

ongoing management from a transdisciplinary team. Since then, I became keenly interested in 

learning more about the experiences of individuals with SCI and their interactions with the 

healthcare system. My current research focuses specifically on adults who have sustained a SCI 

and are involved in a community-based wheelchair accessible exercise facility called Power 

Cord.  

 As well, I also considered my position as a university-educated student researcher. Some 

participants may feel I am more educated than them. I sincerely acknowledge this distinction and 

the power relation between a university-educated student researcher and the research participant. 

Power shifts between the researcher and research participant can cause an asymmetrical power 

relation during an interview (Brinkman & Kvale, 2005). To mitigate this power relation, I 

developed a good rapport with participants at the beginning of the interview to build a 

sympathetic relationship with them and develop mutual trust during the interview. I developed a 

healthy rapport with participants by demonstrating courteous behaviour (i.e., civility and 

empathy), common grounding and connecting behaviour (i.e., mutual interests or similarities, 

friendly interaction) and being highly attentive throughout the interview.  

3.1 Ethical Consideration 

The study received ethics approval from the Brock University Social Science Research 

Ethics Board (File #: 19-332-DITOR) (Appendix A) prior to recruitment. Informed consent was 

obtained from each study participant before the telephone interview.  

Participants were advised at the beginning of the online/telephone interview that they 

may choose to decline answering any interview questions or if they wanted to end the interview 
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without being required to provide a reason for their decision. Participants were also informed 

that they could withdraw from the study at any time.  

I also had a copy of the Mental Health Support information sheet available during the 

interview in case participants displayed any signs of emotional distress. However, no participants 

displayed any signs of emotional distress during the interviews. 

All electronic data was stored in encrypted files on my computer. Only the Study 

Investigators identified on the consent form (Appendix B) had access to the study data. Each 

participant was given a pseudonym to represent their data to maintain confidentiality. As well, all 

participant identifiers were from the interview transcripts were removed.  

3.2 Participant Recruitment    

Participants were recruited with the help of the Brock-Niagara Centre for Health and 

Well-Being Power Cord exercise program in St. Catharines, Ontario, Canada. The Centre serves 

as a research centre and a community-based exercise centre and is affiliated with Brock 

University. Dr. Dave Ditor is the Director of Power Cord, a wheelchair accessible program 

targeted primarily for individuals with SCI, multiple sclerosis, lower limb amputations and 

Parkinson’s disease. I volunteered at Power Cord for one and a half years, however, I did not 

know the participants in the study. 

Beginning in May 2020, members of the Power Cord exercise program were emailed a 

copy of the recruitment poster (Appendix C). Participants were also recruited via the social 

media site, Facebook. A copy of the recruitment poster was posted on a SCI Facebook group 

(SCI Ontario). 
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3.2.1.1 Recruitment Poster 

The recruitment poster was designed to allow potential participants to learn more about 

the study and included a large, bolded statement: “Your Participation Makes a Difference” and 

“Exploring the lived experience of individuals with an SCI during the COVID-19 pandemic.”  

The recruitment poster also highlighted the inclusion criteria, what is involved (completing a 1-

on-1, one-hour telephone or online interview), statement of confidentiality, statement of 

voluntary participation, ethics board clearance information and the researcher’s contact 

information to learn more about the study or to participate in the study.  

3.3 Data Collection 

Individuals who were interested in participating in the study were asked to contact myself 

or Dr. Ditor. Potential participants who expressed an interest in participating in the study were 

emailed a copy of the Letter of Information and Consent form (Appendix B). Before providing 

consent, participants were invited to ask the study investigators any questions or concerns they 

had. Each participant was asked to carefully read and review the Letter of Information and 

Consent Form. The Letter of Information and Consent form outlined the study’s purpose, 

potential risks, and benefits to participants and/or to society, the confidentiality of personal 

information and the withdrawal process. The contact information and resources of local crisis 

services and peer support programs available in the Niagara area and contact information for 

Niagara Region Mental Health was provided on the Mental Health Support information sheet 

(Appendix D) and emailed to participants with the Letter of Invitation and Consent Form. If the 

participant agreed to participate, they were asked to send a signed copy of the signed consent 

form via electronic mail and keep one copy for their records.  
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Participants were then emailed to schedule a time to complete the interview via telephone 

or online videoconference (both using the Zoom platform). Before beginning the interview, the 

participants were informed that they would be asked a series of open-ended questions that would 

allow them to fully describe their experiences of living with SCI during the COVID-19 

pandemic. Participants were also informed that: the interview would take approximately one 

hour to complete, they could refuse to answer any questions that made them feel uncomfortable, 

they could withdraw from the study at any time with no consequence whatsoever and that their 

participation or withdrawal from the study will not affect their relationship with any of the study 

investigators or their ability to attend the Power Cord Accessible Exercise Facility. As well, 

participants were informed that they could take a break if needed during the interview.  

Further, participants were informed that the interview would be audio recorded for 

transcription purposes and that the audio recordings would be destroyed after transcription. I also 

had the contact information of the various mental health resources available if the participant 

became distressed as a result of the interview (Appendix D). None of the participants contacted 

the mental health resources during the interview. 

All interviews were completed between May and June 2020, when quarantine restrictions 

were slowly starting to be lifted. In May, retail stores with a street entrance could reopen with 

physical distancing measures in place and offered curbside pick-up and delivery. Construction 

sites were allowed to resume, select surgeries could resume, workplaces could open, with 

restrictions, however work-from-home was strongly encouraged. The Canada-US border and 

schools remained closed at this time.  
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3.3.1 Interviews  

A semi-structured interview format was selected as the best method to answer the main 

and sub-research questions that I wanted to explore in participant interviews. Semi-structured 

interviews are a widely used interviewing technique in qualitative research (DiCicco-Bloom & 

Crabtree 2006). The interviews can be conducted for an individual or in a group setting (i.e., in 

the form of focus groups) where several participants share their experiences about a specific 

topic. An individual semi-structured interview was selected as it allowed the participant to “delve 

deeply into social and personal matters” which was not possible in a group setting (DiCicco-

Bloom and Crabtree 2006:315; Chilban, 1996; Johnson, 2002; Rubin and Rubin, 2005). Another 

advantage was it allowed me to engage with the participant in one or several sittings and allows 

for reciprocity (the give and take in social interactions, between the interviewer and participant) 

(Galletta, 2012; Harrison and Morton 2001). This method of interviewing was also selected as it 

creates space for the interview to probe a participant’s response.  

The interviews were scheduled at a time convenient for the study participant and were 

approximately fifty to eighty minutes in duration. All study interviews were conducted over the 

telephone or online via Zoom Video Communications, as per the participant’s preference. This 

approach allowed the interviews to be conducted safely in adherence with COVID-19 physical 

distancing restrictions and allowed participants from different regions within Ontario to 

participate in the study.  

3.3.2 Interview Guide 

Each interview followed an in-depth, semi-structured interview guide (Appendix E). All 

participants were asked the same predetermined, open-ended questions. The interview guide’s 

flexibility allowed me to explore specific topics in greater detail and any important topics that 
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were unanticipated (Patton, 2002). The interview guide was developed with questions based on 

the main research question and several probing questions which were asked depending on the 

participant’s response (Brinkmann, 2014). 

The interviews were audio-recorded using QuickTime Player© (Apple, Inc., 1991), a 

multimedia audio recording program. The audio file was then encrypted. Demographic 

information, including age, gender, occupation, years post-injury, level of injury, and ASIA 

impairment level, were obtained from the participant’s file at the Power Cord Accessible 

Exercise Facility.  

While the interviews were being conducted, I wrote fieldnotes to document my insights 

and experiences during the interview. In the fieldnotes, I described the day and time of the 

interview, where the participant was sitting during the interview (for virtual interviews). As well, 

I described the appearance and demeanour of the participant (for instance, one participant 

seemed calm and friendly), and how they felt at the start of the interview (during our 

conversation before I began asking the questions in the interview guide). I also reflected on how 

I thought the interview process went. I reflected on my preparation prior to the interview 

(reviewing interview guide), how I felt going into the interview and my rapport with the 

participant (for instance, reflecting on having a good conversation with the participant prior to 

the start of the interview to become more comfortable to share their experiences). 

3.4 Participant Description 

Nine adults with SCI (7 male and 2 female) between the ages of 37 and 69 years (mean 

age of 59 years), met the inclusion criteria (Appendix F) and completed a semi-structured 

interview. Eight participants had sustained a traumatic SCI and one participant had a non-

traumatic SCI with a mean time since injury of 14 years. One participant was employed, two 
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participants were unemployed, and six were retired. At the time the interview was completed, no 

participants had been diagnosed with COVID-19. 

Table 1. Participant Demographic and Clinical Characteristics 

 

 

 

3.5 Data Analysis 

A reflexive thematic analysis approach was used to identify, analyse, and conceptualize 

patterns or themes (i.e., broader concepts related to the research question) within the interview 

data (Braun and Clarke, 2006; Braun and Clarke, 2019; Braun and Clarke, 2020).  

Reflexive thematic analysis embraces the subjective skills and research values that every 

researcher brings to a research study (Braun and Clarke, 2020). The authors note that multiple 

coders are not “required or even desirable for quality” (Braun and Clarke, 2020). Reflexive 

thematic analysis does not use a coding framework – it is open and organic, and themes are the 

“outcome of coding and iterative theme development” (Braun and Clarke, 2020). Although 

Participant Pseudonym Gender Age Occupation Injury 
Level 

Time Post-
Injury 

1 Matthew Male 65 Retired C3-4 5 years 

2 Jason Male 64 Consultant T10 9 years 

3 Thomas Male 64 Retired C5 11 years 

4 Adam Male 58 Retired C5-7 33 years 

5 Patrick Male 69 Retired C2-T1 5 years 

6 Chris Male 64 Retired L4-5 11 years 

7 Laura Female 69 Retired C4-5 42 years 

8 Henry Male 37 Unemployed C6 5 years 

9 Mary Female 47 Unemployed C7 8 years 
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reflexive thematic analysis does not have an ‘inbuilt theory’ (Braun and Clarke, 2020), it is not 

atheoretical because researchers have personal philosophical and theoretical assumptions that are 

used to inform their use of thematic analysis. In Section 4.3, I specify my own philosophical 

assumptions. Braun and Clarke (2016) outline six orientations in thematic analysis: inductive, 

deductive, semantic, latent, critical realist, and constructionist. An inductive orientation was 

selected as coding and theme development was directed by the content of the data.  

The first phase of thematic analysis, immersion, involved familiarizing myself with the 

interview data. This was accomplished through a detailed transcription of the interview audio 

recording, reading each transcript multiple times and noting “initial ideas” using NVivo12 (QSR 

International, 2018), a qualitative data analysis application. This process allowed me to become 

immersed in the experiences described by each participant and how their life was impacted daily 

as a result of COVID-19.  

During the second phase, after thoroughly reading and re-reading the interviews, I 

generated codes that captured singular ideas from all interview data. For instance, when I asked 

participants about staying physically active while in quarantine, participants expressed how they 

did not have any equipment to exercise, had trouble staying motivated, did not have enough 

space in their home to exercise, and did not have technology to access online video workout 

classes, this was coded as four different units. The primary units were coded as: ‘lack of exercise 

equipment’, ‘difficulty staying motivated’, ‘inadequate exercise space’ and ‘lack of technology 

for online workouts’.  

In phase three, I examined and collated the codes and the interview text that was 

associated with the codes and starting to generate broader patterns (i.e., potential themes). I then 

started to collate the data within these initial themes. Following this process, in phase four, I 
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checked every theme I identified with the collated interview data to ensure that each potential 

theme represented the data and was able to answer the research question. For instance, the initial 

codes described in phase two were grouped into the theme ‘Staying Physically Active in 

Quarantine’. I reviewed the codes again to confirm that they in fact described this theme. As 

well, in this phase I developed a thematic map to review the themes along with examples and 

descriptions of the themes (Appendix G). I also refined each theme and identified subthemes 

which were given clear titles under each theme name in the thematic map. Following this 

process, I developed an analysis of each theme and finalized the theme names. In phase six, I 

returned to the coded interview data and arranged the data in a way to tell a story to enhance the 

detailed analysis written for each theme. To ensure that the thematic analysis was representative 

of the lived experiences described by participants, I repeatedly referred to the interview 

transcripts, codes, and thematic map and contextualized the findings with the rapidly emerging 

COVID-19 literature.  

3.6 Reflexivity 

Braun and Clarke (2019) note that themes do not just emerge from the interview data, 

however, are shaped by the researcher choices and interpretation during the entire research 

process. Therefore, the researcher’s assumptions, personal values, and insights about themselves 

can impact the methodological decisions in the study. Reflexivity, a critical reflection on the 

researcher’s personal role and biases in the research process, is an important practice for 

qualitative researchers (Finlay 2002a, 2002b). As Howell (2013) stated: “When we undertake a 

research project, we approach the world with preconceptions about the relationship between 

mind and external reality; such will affect the methodological approach, research program and 

methods of data collection.”  By critically discussing the methodology used for data collection 
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and analysis, reflexivity makes the research process and decisions both rigorous and transparent. 

Throughout the study, I remained reflexive during data collection and analysis through several 

ways. I wrote memos of my research experiences in SCI, thoughts, and reflections that I could 

apply to future interviews during the participant interviews to ensure reflexivity. I provide an 

excerpt from a memo of my research experience in SCI as I felt it was important to acknowledge 

my deep interest and knowledge in spinal cord rehabilitation in Appendix H. As noted earlier, I 

also recorded fieldnotes to document my interview with participants and reflect on how I thought 

the interview process went. I reflected on my preparation prior to the interview (i.e., reviewing 

interview guide), and my thoughts when the interview concluded.  

3.7 Quality of Thematic Analysis  

Braun and Clarke (2020) outlined the quality practices qualitative researchers should 

consider to ensure a quality thematic analysis was conducted. I outline several approaches that 

were used to facilitate a coherent and quality thematic analysis below.  

1. I specifically outlined the type of thematic analysis conducted (i.e., reflexive thematic 

analysis). Braun and Clarke (2020) note that thematic analysis is not one approach; 

there are several ‘versions’ that include: ‘coding reliability’, ‘codebook’ and 

‘reflexive’. Therefore, in Section 4.8, I describe reflexive thematic analysis and 

describe in detail how this approach was used.  

2. Braun and Clarke (2020) describe that authors may cite that a reflexive thematic 

analysis was conducted, however, have misunderstood this approach and instead used 

‘cording reliability’ thematic analysis for instance. In this study, I read the 

methodological guidelines provided by Braun and Clarke (2006), Braun and Clarke 

(2019 and 2020) to clearly understand the approach of reflexive thematic analysis. I 
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also revisited the texts above to ensure that the thematic analysis approach used in 

this study was consistent with the guidance and steps outlined in the papers.  

3. Following transcription of the interviews, I listened to each interview again to ensure 

that all contextual information (i.e., any long pauses) was captured in each 

transcription. 

4. Each theme was developed following the collation of codes and the interview text that 

was associated with these codes. I revisited the codes again a few times during the 

thematic analysis process to confirm that they in fact described this theme. 

Throughout this process of analysis, I played an active role in identifying patterns and 

themes, as themes do not just “emerge” or are “discovered” passively.  

5. To maintain authenticity, verbatim quotations from the transcripts were used within 

the results section as it helps to “clarify links between data, interpretation and 

conclusions” (Corden and Sainsbury, 2006) by using the participants’ own words. 

4. Results 

  Study participants spoke openly about their challenges and experiences during the 

COVID-19 pandemic. The themes outlined in this chapter include: (1) Who will care for me? 

caregiver concerns in the time of COVID-19; (2) ‘Caught between a rock and a hard place’ – 

challenges taking care of my physical being during quarantine; (3) On the inside looking out – 

stuck at home in isolation; (4) Protecting my body; (5) Will a doctor be there for me? Access to 

healthcare; and (6) Reading between the lines – Fighting COVID-19 misinformation. An 

overview of the  themes and subthemes is outlined in a thematic map in Appendix G. 
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4.1 Who Will Care for Me Now? Caregiver Concerns in the Time of COVID-19        

The participants statements highlighted the role that caregivers play in the participant’s life 

and how COVID-19 has changed the way they interact with their caregivers. Participants 

expressed several concerns if their caregiver was exposed to or tested positive for COVID-19. 

The reliance on caregivers to assist with activities of daily living coupled with being at an 

increased risk for serious complications due to COVID-19 caused anxiety in several of the 

participants. Matthew was a retired sixty-five-year-old man living with tetraplegia. Matthew’s 

wife was his full-time caregiver because he does not qualify for any attendant care. He described 

“the fear [he] lives in” if his primary caregiver, the participant’s wife, contracts COVID-19: 

“And now I think for me, I am truly sometimes scared because my wife is my caregiver. I don't 

qualify for other caregiving. If she ever got COVID. I am screwed.” 

 The participant described that he would rather put himself at risk of contracting COVID-19 

going to the grocery store than his wife because she would still be able to care for him. 

“Until then, how bad it is that I've often thought it would be better for me if I could 

manage to go and do the grocery shopping to go and do it so that she wouldn't get 

COVID. But if I got it, at least she'd still be able to care for me […] that says it all. That’s 

the fear that I live in.”  

Matthew also highlighted that if his wife were to get sick, he would not have the funds to hire a 

personal support worker to assist with his activities of daily living.  

Several participants who receive assistance from personal support workers (PSWs) felt 

like they were doing their part by staying at home all day. However, they faced high exposure 

because of their PSWs coming into their homes to provide care. For instance, Mary receives 
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approximately three hours of assistance daily from two different PSWs. She described the 

anxiety she felt thinking about the risk of her PSWs contracting COVID-19 from another patient: 

 “It’s so stressful. My PSWs see a few people every day and they have to take the bus. It 

makes so scared to think that I could get this [COVID-19] from them…but there’s no 

other option, if I didn’t have their help I’d be screwed. If one of my PSW’s becomes ill, 

then what happens to my care then? Or if I get COVID? It’s just a lot of unknowns…it’s 

our new reality.”  

Mary had one of her two PSW’s test positive for COVID-19, and said, “I am so freaking scared 

when I was told that one tested positive for COVID. It has been about a week since I have seen 

her and I don’t have any symptoms yet. Fingers crossed nothing happens.”  

Henry described the increased measures that he and his caregivers undertake to reduce the 

risk of contracting COVID-19. He requires assistance from his PSWs for transfers, showering 

and for assistance getting in and out of bed. He described the procedure caregivers would follow 

when entering his home. They would ensure that they were wearing gloves, an N95 mask, and 

took off their shoes before entering and washed their hands very well. Henry described that he 

would also wear a mask and wash his hands prior to the PSWs arrival and would only remove his 

mask when he was showering, eating or brushing his teeth. Henry expressed concern for how 

long these measures would last: “I have no idea how long this’ll last in Canada you know, so the 

only thing I can do is make sure we’re always wearing our masks and washing up a lot…we’ll 

see.” He felt like he was “completely alone” trying to organize his personal care and didn’t have 

much support from any organization or government body. He said, “You try your best to make 

sure you get all the right equipment and gear to protect yourself from the PSWs but I don’t know 
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if it’s enough.”. Similar to other participants, his fear was who will help him if one or both of his 

caregivers becomes infected. He said:  

“I have a PSW that I have scheduled to come in the morning to help me outta bed and 

shower me and another at night. I honestly don’t know what I’d do if I get infected with the 

virus or one of my caregivers gets infected.”   

The participants described a “learning curve” to ensure that both themselves and their 

PSWs were taking the proper precautions. Henry had to reduce his personal care team from four 

workers to two individuals. He noted that because he was “more vulnerable to COVID” he felt 

that he had to establish new rules that he wanted his PSWs to follow and are now spending 

increased time cleaning and sanitizing during each shift. During the interview, the participant 

noted the difference between his care shifts prior to the pandemic which were quite “brief and 

predictable” and now they are much longer due to extensive cleaning measures. He now relied 

on his family significantly more, which he feels has put strain on their family in order to keep 

track of medications, meal preparation, doctor’s visits and assisting with activities of daily living, 

“it is so stressful to come to terms that the world and the way we have been used to doing things 

isn’t going to be the same ever again.” Further, Jason was having difficulties obtaining the PSWs 

he required for his care. His main PSW enrolled in the Canadian Emergency Response Benefit 

and another PSW left the agency that provides PSW services. He says, “I’m really short staffed 

and ParaMed, the agency that provides the PSWs…it’s very difficult time to hire.” Overall, the 

participants comments reflect the importance of caregivers to their self-care and wellbeing, 

which have been disrupted due to the pandemic. For formal caregiving, this has resulted in the 

greater reliance on family. 
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4.2 ‘Caught Between a Rock and a Hard Place’ – Challenges Taking Care of My 

Physical Being During Quarantine        

Many participants also noted that as a result of mandatory quarantine due to the COVID-

19 pandemic and mobility restrictions caused by their SCI, they spent an extended period of time 

at home. Seven participants were members of the Power Cord exercise program, which had to 

close abruptly and for an undetermined amount of time when the Government of Ontario 

declared a province-wide state of emergency under the Emergency Management and Civil 

Protection Act on March 17th, 2020 to reduce the spread of COVID-19. The participants 

described that they did not have adequate space or equipment to exercise in their homes. They 

described that they could not exercise as frequently, and participation in outdoor activities that 

they enjoyed prior to the pandemic could not be performed. As well, participants missed the 

social interaction at Power Cord which affected their motivation to exercise at home. Further, a 

lack of adequate technology to access online exercise classes was a challenge for participants.  

4.2.1 From Exercise Room to No Room to Exercise - Lack of Space and Equipment to 

Exercise 

Staying active at home during the pandemic has been challenging. Without accessible 

exercise equipment that many participants used at Power Cord, they felt unable to safely exercise 

in a home setting. Matthew described living in a condominium where he found it difficult to 

maintain an exercise regimen with the closure of Power Cord and the fitness facility in his 

building. He enjoyed using the treadmill and recumbent bike at the condo’s fitness facility 

however with the closure he described some of the difficulties he has faced over recent months: 

“We do have a little fitness room here at the at the condo unit. But again, now I was using it. 

They had a treadmill and a recumbent bike that I was using, but now it's all closed down because 
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we can't use it because of COVID.” Without being able to use the equipment in the fitness room, 

he has found it nearly impossible to exercise under quarantine.  

“Well, it's the lack of equipment. We've got absolutely no equipment here whatsoever. Or 

or the ugh to make any equipment available to us so. You know, I mean, you know, 

again, you're in...you're in no man's land. You're you're caught in between a rock and a 

hard place again.”  

With the limited space for exercise in his condominium, Matthew walks “through the halls” of 

the building several times a day to stay fit. He has very minimal use of his arms, however was 

able to complete some arm stretches using a portable massage table: 

“I've got we bought a portable massage table so I do some arm stretches and that on there 

and keep my arms trying to...That's one of the bigger issues is my arms because of the I 

got about very minimal use of them. So I got to keep them stretched out.”  

As well, Matthew also noted that an individual with SCI that lives in the same condominium 

building does not have any exercise equipment and is “finding it very difficult.” 

“So, really, I've got no access and I know there's a gentleman here. He is in a wheelchair 

and he was going regularly to the Brock...uh Clinic for ugh Power Cord and he's got 

nothing now and is finding it very difficult.” 

4.2.2 Losing the Social Benefits of Exercise 

Many participants missed the social benefits of exercising at Power Cord alongside 

individuals with similar abilities. As Power Cord was mandated to close during the first wave of 

the pandemic in Ontario, participants faced a sudden change in their routine and established 

exercise habits. In response to this mandatory closure, Power Cord offered online fitness classes 

as a way for its members to stay physically active under quarantine. Several participants did not 
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feel motivated to stay active using online exercise classes. Laura was a 69-year-old woman who 

sustained a SCI forty-two years ago. Laura was very social and lives alone in an apartment. Her 

mobility decreased recently and while she can stand up and transfer, she was unable to walk 

anymore. Laura’s sister who lives on the east coast suggested she try online yoga to stay fit. 

While Laura signed up for an online yoga class, she has found it challenging to stay motivated to 

exercise without other individuals who have similar physical challenges. She said,  

“And I know I know when I should be doing that [exercise]. I know. And my sister 

actually and her husband just started doing online yoga and she said, ‘and this person 

does chair yoga too’. Which, by the way, I finally signed up for a yoga class before all of 

this started. Yeah, I was all set to go. Yeah, I never started. So I did listen to this chair 

yoga the other day and I listened to it. I didn't do it, but I listened to it and to motivate 

myself. That's why I went to Brock. I work better alongside other people because when I 

see other people doing things and they're as physically challenged as me.” 

Adam was fifty-eight years old and sustained a SCI from a sports accident. He used a walker or 

crutches at home and a wheelchair outside his home. Adam found that while he was able to 

complete some arm band exercises at home, he missed the interaction with other members at 

Power Cord: “Like I said, the biggest thing is you know you get out and interaction.” Adam 

found that the quality of his exercise program was not as consistent or the same length at the 

gym: “I miss getting out there and doing the gym for a couple hours every morning. I do what I 

can here. But it's not the same kind of workout.” He also found it difficult to exercise at home as 

the “motivational assistance” he received at Power Cord was missing. Without equipment 

available at home, he found it difficult to complete cardiovascular exercise at home. Further, due 
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to paralysis in both hands the participant found it difficult to lift weights at home without 

weightlifting straps available at Power Cord: 

“I'm doing a little bit with some rubber bands and that it's really hard to get any cardio. I. 

I usually use the NuStep [recumbent cross trainer], but I'm not able to today. Yeah. But I 

use the NuStep, you know, to get some cardio and not so it's hard to get any cardio at 

home.”  

Chris was 64 years old and sustained a cauda equina injury following an operation about ten 

years ago. He ambulated using one cane. Chris faced difficulties in staying motivated to exercise 

while Power Cord remained closed:  

“Um, I got an exercise machine out in the carport, but there’s birds and everything in it. 

That’s how much it gets used. So I can’t use it while they’re in there now either.” 

Jason was 64-years old and was diagnosed with acute lymphoblastic leukemia in 2011. He 

sustained a SCI following an intrathecal injection. Prior to COVID-19, Jason always 

incorporated physical activity into his daily routine. However, he has missed going to the gym 

each week to maintain his exercise routine:  

“The only real big difference for me is that the gym is closed. Yeah, I used to go 

religiously three times a week for a couple hours. And so now unless it’s pouring rain 

out, I every day I go for quite a long spin on my bike. Maybe not that long. Yeah as fast I 

can. And then I have some small weights in my den and I try to do those everyday but it’s 

not quite like the gym.” 

Jason also tried the online classes offered by Power Cord that were designed for wheelchair users 

but decided his routine was already quite good and did not need to incorporate any other 
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exercises: “I can see there I know they have some for people in wheelchairs but there’s nothing I 

said ‘yeah I gotta add that to my routine’. I’m ok with my routine.” 

4.2.3 Accessibility in Online Exercise Space 

Two participants faced barriers when attempting to use the online fitness classes 

organized by Power Cord. Chris tried to complete several of the online classes offered by Power 

Cord but found it challenging as he did not have any equipment and could only use a small 

phone to access the class: “It doesn’t really work for me just because a lack of equipment and I 

only have my little phone to look at it on, so it’s hard to see it.” As well, Matthew also found 

completing the online classes difficult to access and perform the exercises. He noted:  

“I've got no equipment and no accessibility to try and use any of them here...I mean, I 

think they're doing a tremendous job getting that out to people who have done it and been 

into it, but it's not it's not that great for me yet.” 

Physical activity played an important role in the lives of many participants. The pandemic led to 

a decline in their daily physical activity due to a variety of factors including, lack of space to 

exercise safely at home, lack of accessible exercise equipment, lack of motivation from fellow 

Power Cord members and lack of electronic devices to access online video workouts.  

4.3 On the inside looking out – Stuck at Home in Isolation          

Social isolation has been challenging for almost all participants in some way. Participants 

struggled with having to isolate from their family and friends for several months. At the time the 

interviews were completed, participants were in quarantine for approximately three to four 

months. Many lived an active lifestyle and often visited their friends and family prior to COVID-

19, which became difficult to almost impossible. As well, several participants described that 
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prior to COVID-19, they had to overcome challenges related to their SCI and detailed their 

experiences on how they stayed connected with individuals closest to them during this 

unprecedented time. Laura described that while she has the support from her children to assist 

her, she had not left her apartment for several months and said “…and I do not want to be 

confined. I want to be able to go out. So that’s what scares me about this going on forever, 

because I don’t want to be even further limited than I already am.” 

Mary lives alone in her own home and frequently visited friends and attended programs 

hosted by her community centre. However, the sudden closure of community programs and not 

being able to visit her friends has been challenging over the last few months. She said:  

“Being extra isolated during this time is pretty tough on me but I try to get outside each 

day and enjoy the sun…while I can. With the snow coming at some point I know it will 

get even worse. I try and read a bit now and then and just keep busy a bit.” 

Matthew has described social isolation as “very restrictive” and noted: 

“ the biggest difference is that most other people can still get out and go for walks or 

whatever in the area. Whereas now with this it's made it that much more difficult for me 

to get out and uh get any get you getting any anything outside of the condo where we 

live.”  

As well, Matthew moved from a freestanding home with a yard and deck to a condominium and 

combined with the stress of COVID-19, he described it as a “double whammy” and “all of the 

little things were making use of amenities at the condominium building were also taken away.” 

He described having “more down days where you just feel like, wow, you know, where are we 

going to go with this.” Henry also found social isolation due to mandatory quarantine 
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challenging as he was unsure when he would be able to visit to see their friends and family in 

person: 

 “When we were quarantined, I wasn’t sure how or when I’d be able to interact with my 

frequent circle of people, my family and my friends again. This became really hard for 

me because there was no clear sign on when this would end.” 

Henry also found social isolation challenging because he has not been able to live his ‘normal 

life’: 

“Not being able to live our “normal” life. Having to be extra careful about everything is a 

pain...But being able to at least go for a drive with someone a couple times a week has 

helped.” 

Chris, a 64-year-old male with C5 incomplete tetraplegia sustained his injury about ten years 

ago. Because of his age, Chris was very nervous to go shopping due to the increased risk of 

contracting COVID-19 and decided to self-isolate all the time: 

“We’ve got to self-isolate all the time right? So it’s scary going into the stores and 

because you don’t know if you’re going to catch it or not. And I seem to be right on the 

cusp of what they say, 65 and over. It’s not good. So pretty close to that edge.”  

Matthew also experienced a similar experience to Chris. Prior to COVID-19, Matthew used to 

accompany his wife going shopping or going to the grocery store. Due to his compromised 

immune system, he feels like he cannot “participate in anything outside.” He said, “I can’t go 

into the grocery store or the liquor store or any anywhere else because of that [compromised 

immune system]. So everything now is more diff-…it is even more even on her [his wife] to do 

everything like that by herself.” Thomas, a 64-year-old C5 incomplete quadriplegic, described 
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that his day-to-day life has not been affected very much however he did face one difficult 

situation with his wife that was complicated by COVID-19: 

“We don’t go out much. My son does most of the shopping for us. During the pandemic it 

was rather tragic and difficult for us in one respect. During part of it, my wife, she had to 

be admitted to hospital for eighteen days and was have some difficulties with her 

um…current problems…she has with her gastric system so its been difficult. So she was in 

the hospital for eighteen days and that put a strain on things and in that regard it was great 

that my son was home because he did a lot of help for me with respect to cooking and 

doing a lot of things around the house. That was the biggest change for us during the 

pandemic was working around her schedule to get her home and make sure she’s aiming 

towards a good recovery.” 

4.3.1 ‘I Fought this Long to Enjoy Life’ – Staying Resilient in the Face of COVID-19       

SCI leads to a sudden disruption in an individual’s life, leading to many stressors that impact 

various aspects of their life. Many participants had to significantly alter their life in an effort to 

manage these stressors following SCI since sustaining the injury. Several participants stated 

managing an SCI made them quite resilient during the COVID-19 pandemic. Participants 

described how they enjoyed life and stayed connected with their friends and family under 

quarantine. Many participants have maintained contact with their support system through Skype 

and texting. Laura has found several activities to keep her positive since the pandemic began. 

She decided to keep a journal which she dictated to her Amazon Alexa and which she found was 

akin to talking to one of her friends. Further, Laura found that by staying positive and helping 

others who were having a difficult time she was also able to think positively. 
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“And when I'm doing my journal because I dictated it, it's like talking to a friend and I 

treat it like that . I treat it like a human being. Yeah. Like I'll talk to it. Expecting an 

answer sort of thing. So that kind of gets me out of it. And I talk to myself. They just say, 

you know, you could you could not have a nice roof over your head. You could not 

absolutely get to the table. You know, you should appreciate what you have. Actually, a 

family member of mine is going through a rough time. So I've been sending them positive 

motivational quotes. And in doing that, it helps me also.” 

Laura also tries to keep a positive attitude like she did before the start of the pandemic:  

“I fought this long to enjoy life. And that’s what I’m trying to do. No matter the odds. So 

I have noticed that I had days where I think I am so bored and like I love where I live. It's 

a really pretty apartment. Which I'm thankful for but really getting sick of being with just 

me. I mean, if you like, when you're just by yourself. I wish I had an animal. I wish I had 

a dog or a cat. I used to have cats, but I don't really want to do all the work anymore.” 

Laura lives in a small apartment building and described everyone as “one big family and we’re 

friendly.” She often sits in the backyard of the building and meets with her neighbors while 

maintaining physical distance:  

“So I’ll sit in the backyard and we do have social distancing, but we sit back there and 

have a glass or wine or beer or something. I’m not going to stop doing that because you 

can’t stop living.” 

She emphasized this idea of not letting the pandemic stop someone from living life several times 

throughout the interview.  

Thomas was retired and spent most days with his wife. He found that his daily routine 

was not significantly altered by COVID-19 except that he often stayed inside more often. For 
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Thomas, he found that made a greater effort to stay in touch with people than before using a 

variety of social media and online platforms including Facebook, Zoom and text messaging due 

to the pandemic: 

“We’ve been texting and you know, using Facebook and different methods like that to 

keep in touch. In some cases, we’ve been more in touch with some people than we ever were 

when we didn’t have this sickness. I’m fairly adept at technology. We use a lot of methods. You 

know Zoom for meetings. I’ve kept in touch with a lot of people I haven’t been totally isolated.” 

Adam also found that he kept in touch by text messaging his support system often and 

speaking to the employees of Power Cord often: 

“I’m texting a lot with some friends. You know I talk to the girls at the gym, Ally and 

Katherine a couple times by email to see how they were doing. Touchbase with a couple 

people I know from the gym. I got my wife and I here too, friends and brother and stuff 

like that.” 

As well, participant Mary joined a group chat with other individuals who have sustained a SCI 

and meet once a week via Zoom and have scheduled socially-distanced outdoor events in local 

parks. She found that this group helped her to connect with others dealing with similar issues 

through a pandemic: 

“We just feel free to bounce ideas off each other and talk about what’s going on in our 

lives…being able to connect with people who know exactly what it’s like to have a SCI 

and talk about day-to-day things is good.” 

Mary found that while disability and some of the challenges she was facing during the pandemic 

was just one of the topics they discussed, she also felt that she was able to talk about things 

happening in her everyday life and share that with people that were outside her family.  
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Laura found that the pandemic gave her the opportunity to sign up for an online library card and 

was able to rediscover her love of reading:  

“But I used to be a really avid reader…and my daughter-in-law said, well, why don’t you 

get an online library card? Which I did. Yeah. And I did it a month and a half ago and I 

read so many books, I can’t believe, but I’m kind of like I can’t get enough of it.” 

For Jason, COVID-19 had not altered his day-to-day routine and said that before COVID-19 he 

had “been through a lot.” He described that as a result of his SCI, he lives a more sedentary life: 

“It’s not like I feel like my whole world is shut down. Like there…I know, friends of 

mine and colleagues of mine that were always travelling places. And I think they’re 

finding it a bit difficult. But since I’ve been paralyzed, I don’t really go anywhere. 

Locally, I go places, but I don’t travel. So, yeah, it hasn’t affected me psychologically or 

even physically that much except for the gym. That’s the big change. And I would like to 

go to a pub with my friends and I guess the tables will have to be six feet apart.” 

As well, Jason found that as people are working from home, he has been able to stop and talk 

with neighbors that he did not know before while maintaining physical distance t: 

“But year, I go when I go up the street I see, because a lot of people are home now. You 

see you see a lot of people walking dogs or just walking. Actually it’s been great. I’ve 

met a lot of neighbors I’ve never met before because they’re always at work. But I always 

keep you know, when I’m wheeling past someone we’re always aware of needing to keep 

two meters distance. And if I stop to talk to anybody it’s at a distance as well. So it hasn’t 

really changed my routine much other than being aware of the distancing.” 

At the time the interview was completed, study participants had not accessed local SCI support 

organizations or peer support services. While some participants felt more isolated than they ever 
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did before because of quarantine, others found ways to keep in touch with their friends and 

family while maintaining physical distancing. The hardships faced by several participants as a 

result of their SCI made them more resilient during this unprecedented time to cope with social 

isolation.  

4.4 Protecting My Body 

Participants described how they have protected themselves against infection during the 

pandemic. Due to the uncertainty surrounding the virus and having a compromised immune 

system due to their SCI, many participants have altered their sanitization and cleaning practices 

to stay safe. Further, participants detailed some of the challenges they face in following 

recommended practices due to their level of functioning and how access to their medical supplies 

has been altered since the pandemic began. Adam was concerned about contracting COVID-19 

as his daughter has a suppressed immune system and have been actively trying to avoid going 

out and purchase groceries online. He was not as concerned as contracting COVID-19 himself 

but was more concerned about his daughter contracting COVID-19: 

“You know, I’m more worried not about me, but whether I’m bringing it home right now. 

So I mean once they can get some more testing done and figure that out. I mean, I know 

it’s gonna be a while before they actually have that vaccine. You know, like a trusted 

vaccine, that’s not going to maybe ‘blow your horns’ or anything like that.” 

Adam also noted later in the interview that he and his family tried to stay diligent in keeping 

everything clean and sanitized at home: 

“We are quite diligent about wiping stuff down and disinfecting and stuff and because of 

my daughter. So we are a lot more conscious about, you know, just stuff coming in when 
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the groceries come in. I put them away and then I wash my hands right away. And also 

trying to be more diligent sometimes…the most part, I think I've been doing pretty good.”  

When the pandemic began, Laura was concerned going to the grocery store and the increased 

risk of wheeling: “I went out once to do a grocery shopping and I thought, well, that's kind of 

crazy because I'm wheeling over all kinds of germs and who knows what I'm picking up.” As 

well, several participants were fearful that due to reduced hand functioning, they were not able to 

effectively practice hand hygiene. Laura currently lives alone, but the pandemic has made her 

consider the possibility of going to an assisted living facility if her mobility status changes over 

time. With the increasing number of COVID-19 cases seen within long-term care homes, Laura 

described her biggest fear: 

“I’ll tell you what my biggest scare is, this is my biggest fear. But because of the 

pandemic and I said to you that my mobility isn’t so bad, I like working out and stuff. I 

just fear that depending on how long this goes on and that if I become you know less and 

less mobile, that I would lose my independence and end up in a facility. I couldn’t handle 

that. I say that and I have to handle it but I wouldn’t be a happy camper. That would be 

awful. That’s my biggest fear.” 

Interestingly, as participants are immunocompromised due to their SCI, the frequency of 

maintaining hand and equipment hygiene was only slightly altered by the COVID-19 pandemic. 

Participants noted that they were very cautious and maintained the same high level of hand and 

equipment hygiene due to their increased vulnerabilities. This is exemplified by Mary, who said, 

“So I keep everything sanitized. Always have. It hasn't really...that really hasn't changed 

much. I mean, we still go through the same routines. Ah we're obviously, we're more 

vigilant when we when we go out.” 
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4.4.1 Difficulty Obtaining Necessary Medical Supplies 

Several participants found it difficult to obtain medical supplies they required (i.e., for 

bladder and bowel care) and appropriate personal protective equipment such as hand sanitizer 

and gloves. Panic buying made it very difficult for three participants to purchase necessities from 

the grocery store. Mary was 47 years old with a C7 SCI and found it difficult to find the 

necessary supplies when the pandemic first started: 

 “The lineups at the grocery stores were so long I had trouble having to wait so long 

outside. Then once you’re in and you see everyone is just mass panic buying…like what 

is going on here. The shelves were empty-no soaps or sanitizer or disinfectant wipes. It 

was crazy to see I would’ve never expected this to happen.” 

Laura used an over-the-counter medication for her bowel program that was not available 

in Canada and has a friend purchase the medication when she was in the United States. As the 

Canada-United States land border was closed, she has not been able to purchase the medication 

as she normally would. She says,  

“[…] Because one of the things that I use for my bowel program are it's a lot of things 

that I get from the States. They don't have it here. And it's just higher strength than they 

don't have. They don't sell it here. And so whenever my friends would go over to the 

States, they just pick it up. For me , it's over the counter. But they would just pick it up. 

And of course, they're not going over. And I thought, oh, jeez, if I don't get that, I'm in 

trouble.”  

As a result of the COVID-19 pandemic, Laura was forced to purchase the medication online at a 

higher price point and increased shipping costs.  
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Chris was 64 years old and was concerned about his health being within the high-risk factor 

group being near 65 years of age and also immunocompromised due to his SCI. He found that he 

could order alcohol-based sanitizer, however found it a challenge in obtaining alcohol-based 

wipes that he used for intermittent self-catheterization:  

“Yes, it’s getting harder. I can’t get those alcohol wipes anymore because they don’t have 

them […] I’m on my last box right now I don’t know what I’m going to do after that. So I 

guess I’m just going to get a bottle of alcohol if I can find one of those and just use that 

but I can’t find them in Wal-Mart or anything either.”  

Chris also mentioned that alcohol-based sanitizer was very costly and has had to find stores that 

sold it at a lower price: “I get it at Rexall Home Health Care. Shoppers is too much money.” At 

the time of the interview, mask use was not mandatory in public settings. Chris used to wear a 

mask at the beginning of the pandemic but found it difficult to breathe: “You know, I tried one, 

but I can’t really breathe through it too well, so I didn’t use it. Plus my glasses fog up.”  

Chris also mentioned later in the interview that the long line-ups at many stores have added other 

challenges as well: 

“I don’t like the lineups because I can’t stand long. So, I try to go where there’s no 

lineups and I can’t wait long and there no way to hold my place in line, so I just don’t go 

I wait for another day, so some things take longer to get.” 

However, one participant already had the necessary personal protective equipment and already 

had the necessary equipment that they would need. Henry noted that due to his compromised 

immune system he was “used to making sure everything is clean and having a small you know 

like stockpile of sanitizer.”  
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 As many participants were immune compromised due to their SCI, they were concerned 

about contracting COVID-19 and described how this altered their daily hygiene practices and 

access to necessary supplies including food and medication.  

4.5 Will a Doctor be there for Me? Access to Healthcare  

The COVID-19 pandemic led to the cancellation of many medical appointments at the start of 

the quarantine in March of 2020. Participants described some of the delays they faced in 

receiving adequate healthcare for their ongoing health conditions both related and unrelated to 

their SCI. At the time of the interview, participants were unsure when their previously scheduled 

medical appointments would begin again and the effect that this would have on their conditions. 

Some participants described that their conditions had already worsened. For other participants, 

they found that telemedicine visits were beneficial to address some of their health concerns and 

allowed them and receive the care they required.  

4.5.1 ‘So that’s been delayed’ – Inability to receive necessary healthcare 

Many participants had scheduled visits with general practitioners or specialists that were 

cancelled due to COVID-19. Participants were concerned that when medical services open again 

that the backlog of appointments would make it difficult to receive the care that they require. 

Matthew’s urodynamics appointment at Toronto Rehabilitation Institute was cancelled and he 

did not know when his appointment would be rescheduled:  

“But, you know, my urodynamics have been cancelled, all that kind of stuff. You know 

that those things are important for people with SCI to be tested annually… When we've 

heard nothing. We got a call that has been cancelled and that we would get a call from 

someone to reschedule. But from my knowledge, I don't I don't believe they're even 
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scheduling any in an in clinic appointments yet at Lyndhurst no better either. Even when 

they do that, the backlog is gonna be so horrendous that who knows how long it's going 

to be…I was supposed to go for my my urodynamics last October, November, and it had 

to be cancelled because of a blizzard that I was supposed to go so I'm well, I'm gonna be 

two years this September since I last had one done. Yeah. I was scheduled in May and 

that got cancelled because of COVID, but. So now who knows when it's going to be I'm 

supposed to go for an appointment with [urologist] for ah urodynamics test with her in 

June, but I doubt that, you know, the way things are going that will give even go ahead 

with that.” 

Laura was not able to receive necessary medical care due to the closure of in-personal medical 

offices. As well, she was unable to complete injections to treat a shoulder issue that has 

prevented her from being able to write and paint. She stated: 

“And there's a doctor there. [Doctor’s name], who did an ultrasound on my shoulder. And 

I have huge calcium deposits there. So I was undergoing shot treatments for it and I had 

had two, but still needed the third one, OK. And his office closed. So I haven't finished 

that. And because of that it wasn't complete. So I was beginning to feel the effects of it. 

And like I said, I painted well, I haven't been able to paint or write because my shoulder 

is an issue.” 

As painting was something that Laura has enjoyed she said: “it’s real shame that I can’t paint 

right now because this would be the ideal. I know it would probably take up all of my time.” 

Chris also described his experiences dealing with a UTI under quarantine. He waited 

about a week until he was able to see his physician: 
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“I’m working on a UTI at the moment, which isn’t good. But I went to the doctor. He 

asked me how long until I could see him. Yeah, I said about a week.” 

Chris was able to access his medications easily from Wal-Mart. He was able to enter the store 

without waiting in line to pick up his UTI medication: “I get them at Wal-Mart, if you just want a 

prescription, they’ll come to the door and get you and let you in ahead of the line.” As well, he 

was receiving physiotherapy at a local rehabilitation centre after a cat bite injury on his finger. 

The exercise program he was receiving was helping to restore movement in his finger, however 

after the services were closed due to quarantine, he found it difficult to regain movement in his 

finger again: 

 “A cat bit me on my hand this November. And it got into the tendon inside my finger so 

my finger seized up and it wouldn’t bend and it started to really hurt. I had to go to the 

hospital to clean it all out so it would not get infected. Antibiotics wouldn’t work and I 

got to go to therapy at Shaver. But you know, with the pandemic I got cut off so the rest 

of the healing is up to me. So it was exercises through them twice a week and she was 

helping me get it back to normal, my finger to bend again and it’s all gone now.” 

As well, Chris was about to start ultrasound therapy on his finger to reduce the swelling at the 

rehabilitation centre, however, his first appointment was when all medical appointments were 

cancelled at the rehabilitation hospital: 

“But I was scheduled to start the ultrasound on my finger to get the swelling down. But 

the day that I was supposed to start they closed. I gotta get the swelling down to use the 

finger because it doesn’t wanna bend on its own. So the pandemic really screwed me up 

on that part.” 
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Jason was diagnosed with acute lymphoblastic leukemia in late 2011 and sustained a SCI 

following an intrathecal injection. Since then, Jason has been followed by a physician at a local 

cancer centre. His blood was tested every three months to determine the level of leukemia and 

due to COVID-19 he has not felt comfortable to visit the cancer centre: 

“I used to see my oncologist, Dr. Keyes, at the cancer centre every three months for a 

special blood test, special blood tests that would determine how much leukemia was still 

nested in my blood. And we did that every three months for years and was always the 

same answer, you know, a tiny little bit, not much, you’re still in remission. So my last 

visit with her which was almost nine months ago, we said let’s make it every six months. 

She agreed to go every six months. Then that came up in March during the pandemic shut 

down and my wife didn’t feel comfortable taking me to the hospital, so we put it off till 

June. So that has been delayed.” 

4.5.2 Attempting to Bridge the Care Gap - Positive Reception to Telemedicine Visits  

As many in-person medical appointments were cancelled at the beginning of the 

pandemic, physicians moved to providing telemedicine appointments with patients. Some 

participants found that they were able to receive some medical care during quarantine via 

telemedicine visits. Matthew noted:  

“Yes, but we did an audio meeting like you and I are doing right now with my physiatrist 

there. Well, I mean, it's OK. I mean, it's not the same, obviously. But, you know, I've 

been fortunate […] That's what we're doing right now instead of six months where every 

year. So we'll see what happens in a year.” 

Similarly, Adam has also found that telemedicine appointments have been able to adequately 

address his health concerns:  
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“My family doctor is doing everything online…like telephone, so and the other couple of 

doctors I did go to see when it was early on in the pandemic, but the last couple 

appointments have been on my phone, too, so. So no problem. I don't have a problem 

with stuff like that.” 

As well, Thomas’ general practitioner does not have telemedicine visits set up, however he did 

not have any issues that had to be addressed but said that he does not have “any difficulty doing 

this on Zoom. No, I don’t mind the technology whatsoever.”  

Some participants felt that their health-related issues could be treated via telemedicine 

visits. However, many other participants felt that cancellation of medical appointments following 

the COVID-19 pandemic led to a decline in their health and left them unable to get treatment for 

the health conditions that they needed. 

4.6 Reading Between the Lines: Fighting COVID-19 Misinformation 

Many participants felt they received contradicting advice from the different levels of 

government via various media sources (i.e., television, online news articles and radio). Matthew 

felt that he received a lot of mixed messages from the media and found that daily press 

conferences on the COVID-19 pandemic were not helpful and “people's fear of the fear is far 

greater than they have the fear of the illness.” Matthew described the mixed messages he 

received:  

“I think I think the whole issue around information on COVID is extremely disjointed. 

Extremely contradictory. Right from the get go, we have received nothing but mixed 

messages right from in, particularly our medical experts. Every day it changes ahh...and 

everything is worst case scenario, worst case scenario. And again, I believe our medical 

people have bred way too much fear into the public. Quite frankly. There is thought there 
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is no one source that you can go to or say that you can get a clear answer on anything, 

and every medical expert has their own own interpretation of everything that's going on 

right from how you communicate it, how it gets passed on to the value of gloves, masks 

on and on and on and on and on. There is...Everyone has their own opinion” 

Mary found a big discrepancy in the messages she received from the Ontario government and 

Toronto news media from the start of the lockdown in March 2020 to the time of the interview in 

June 2020. She explained: 

“You know at the beginning of the lockdown they were telling us ok go out and support 

your local businesses, don’t be afraid to go out and there was no talk about wearing these 

masks. Then you know like a few weeks later they were saying ‘o you have to wear a 

mask’ but the media was also saying well how good are these cloth masks that aren’t 

those N95 ones. And it all depends on who you’re listening to and you don’t know who 

to trust if I’m telling you the truth. How long is this going to go on for we don’t know 

that either.” 

Thomas described the messages he has heard from the media as “too much and too confusing.” 

He mentioned that with respect to messages about preventing the spread of COVID-19, there 

was “too much being researched to know what is true and proper […] It’s a zoo to listen to. 

Who’s right, who’s wrong. Everybody’s got an answer but nobody’s got the true answer.”.  

Adam also described that once the pandemic began there was a lot of contradicting information 

being released about masks and gloves making it difficult to know whose advice to follow during 

such a serious situation. Adam noted that the information on preventing COVID-19 was “all over 

the place” and described: 
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“And so one minute…at the beginning, masks…they didn't say you needed masks. Now 

they're telling me to wear masks and everything else. So I mean…So I just I wear the 

mask now. Right from the beginning, I wore masks. You know, if I had to go out my wife 

made a whole bunch of them. So we have our own. Just like I said, I put your trust in the 

people that the educated people that are put in that position for telling you what's going 

on. And I mean, that's all. You can do, right.” 

Many participants felt like the mixed messaging about prevention of COVID-19 made them 

unsure about what practices they should be following and how seriously they should be 

following social distancing advice and guidelines especially as quarantine continues in the 

future.  

5. Discussion 

5.1 Summary 

The qualitative research design of our study provided the opportunity to gain significant 

insights into the lived experiences of individuals living with SCI during a pandemic and having 

to remain under quarantine for several months. This was one of the first studies investigating the 

lived experience of individuals with SCI during the COVID-19 pandemic, specifically within 

Ontario, Canada. The pandemic affected each participant in their own way, with certain factors 

affecting some participants more than others. The following themes were identified following in-

depth interviews with each participant: (1) Who will care for me? Caregiver concerns in the time 

of COVID-19; (2) ‘Caught between a rock and a hard place’ – Challenges taking care of my 

physical being during quarantine; (3) On the inside looking out – Stuck at home in isolation; (4) 

Protecting my body – Maintaining enhanced hygiene; (5) Will a doctor be there for me? Access 
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to healthcare and use of telemedicine; and (6) Reading between the lines – Fighting COVID-19 

misinformation. In this section, I will provide a synthesis of key findings in the context of the 

rapidly evolving COVID-19 literature, limitations of the study and suggestions for future 

research.  

5.2 Caregiver Exposure to COVID-19 

Participants with caregivers shared the concerns and fear of their caregiver contracting 

COVID-19. Participants with personal attendants who were responsible for assisting with 

activities of daily living were fearful that their attendant may be a carrier of COVID-19 and 

thereby increasing their risk of contracting the virus. Participants noted that as they could not be 

physically distanced from their attendants due to the type of assistance required, they were 

placed in a vulnerable position. As well, participants who had a family member act as their 

caregiver were also concerned. If their family member contracted COVID-19 and had to self-

isolate from the participant (due to their increased vulnerability to COVID-19), they would not 

have the funds to hire a caregiver to assist them. Further, participants also described challenges 

finding a new caregiver if one of their current caregivers had a positive COVID-19 diagnosis.  

Given that the literature on COVID-19 is new and still emerging, literature describing the 

impact of COVID-19 on caregiver support for individuals with SCI has not yet been published. 

In September 2020, the World Health Organization published a report outlining the challenges, 

barriers and impact of COVID-19 on individuals with disabilities and their caregivers (WHO, 

2020). A total of 5,165 individuals with disabilities or their caregivers were interviewed over the 

phone to assess the challenges and barriers faced during COVID-19 quarantine. The results of 

this study support our finding that one of the stressors individuals with SCI face is the inability to 
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physically distance from their caregivers and living in fear of contracting COVID-19 from their 

caregiver.  

5.3 Staying Physically Active in Quarantine  

Participants found it challenging to stay physically active in isolation, describing several 

barriers including: lack of access to specialized equipment, small living space that was not 

conducive to physical activity and difficulties staying motivated to exercise.  Although there was 

no literature on the pandemic’s effects on the ability of persons with disabilities to engage in 

physical activity, it is well established that physical activity is critical for the health and 

wellbeing for these groups. For instance, a recent paper by Blauwet and colleagues (2020) 

highlighted the importance of physical activity in individuals with disabilities. Individuals with 

disabilities have an increased prevalence of obesity and cardiometabolic disease, potentially due 

to decreased muscle mass, a slower metabolism and decreased levels of physical activity (Cao et 

al., 2013; DiMarco and Dawson, 2014; Gorgey et al., 2014; Hatchett et al., 2016). While 

physical activity is important for individuals with SCI to reduce the risk of obesity and 

cardiometabolic disease, it plays a critical role in mitigating the impact of isolation and 

loneliness and maintaining a positive peer network (Blauwet et al., 2020). Literature has also 

shown that participation in adaptive sports is correlated with reduced anxiety and depression 

(Gioia et al., 2006), improved social integration (Hanson et al., 2001), improved life satisfaction 

(Tasiemski et al., 2005) and an increased likelihood of employment (Blauwet et al., 2013). As 

the pandemic has exacerbated existing barriers to physical activity, Blauwet and colleagues 

(2020) have developed and implemented a virtual adaptive sports program. Activities that 

required minimal home equipment, including yoga, meditation, dance, group and individual 

fitness, group drum circles and off-season sled hockey training, were selected and taught via a 
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video platform (Zoom). During program registration, participants were asked about their primary 

disability, adaptive equipment needs, and self-reported medical background. The majority of 

participants (n =19%) who participated in the program had a SCI. The virtual adaptive sports 

program was found to: (1) reduce barriers to participation; (2) improve self-reported physical 

health, emotional health, and function; (3) remove transportation barriers; (4) opens adaptive 

sports opportunities to rural populations; (5) allow for the development of blended in-person and 

virtual programming; and (6) be cost-effective due to reduced staffing costs (instructor to student 

ratios are larger). Additional research is needed to determine whether similar programs can be 

implemented across Canada to supplement the impact of in-person physical exercise 

programming.  

5.4 Social Isolation & Resiliency during COVID-19  

Many participants with SCI discussed the negative effects of social isolation during 

quarantine during the COVID-19 pandemic. During natural disasters and public health 

emergencies, individuals with SCI encounter “increased barriers to mobility and maintaining 

physical and mental health” (Pasipanodya and Shem, 2020). Emerging research has found that 

COVID-19 has caused elevated levels of psychological distress (Rajkumar, 2020; Wang et al., 

2020). Even before the pandemic, in individuals with disabilities, including those with SCI, 

social relationships may be negatively impacted due to neurological impairment (i.e., impaired 

mobility, bowel and bladder dysfunction), secondary health complications (i.e., UTI and pressure 

injury) and environmental barriers to social participation (Kreuter, 2000).  

Social isolation and quarantine due to COVID-19 placed individuals with SCI in a more 

precarious situation due to the increased level of social isolation necessitated by the pandemic 

(Lund et al., 2020). While social isolation is necessary from a public health perspective, 
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individuals with disabilities face increasing social isolation and loneliness, which may lead to 

long-term health effects (Tough et al., 2017). Previous research on the impact of natural disasters 

supports our finding that the mental health impact on individuals with disabilities may be 

exacerbated (Lund et al., 2020).  

The WHO report (2020) discussed earlier supports found that individuals with SCI suffer 

from mood changes and anxiety as a direct result of COVID-19. The authors provided a 

summary of the psychological symptoms experienced by individuals with disabilities stratified 

by disability type. Psychological symptoms, including mood changes, anxiety, irritation, and 

sleep disturbances, were the highest among individuals with SCI.   

Several participants in our study also found new ways to stay connected with friends and 

family members using social media and other videoconferencing platforms to combat social 

isolation during quarantine. As well, several participants also decided to start or re-start hobbies 

to keep busy during quarantine. Dalise and colleagues (2020) conducted telephone interviews 

with individuals with physical disabilities living in Italy. Interestingly, participants in the study 

were only mildly affected by COVID-19. Compared with the non-disabled population, 

individuals with physical disabilities maintained good coping skills and stayed resilient 

throughout quarantine. Traumatic SCI typically occurs during an individual’s “most socially 

engaged years” (Newman and Krause, 2016), with nearly 70% of all traumatic SCI occurring 

before age 40 (National Spinal Cord Injury Statistical Center, 2016).  

One of the most important patient-centered goals is to actively engage in normal social 

roles and return to family and community life (Barclay et al., 2015; Cohen and Schemm, 2007). 

However, there are several factors which may lead to an increased risk of social isolation and 

other poor social health outcomes. For instance, depending on the level and neurological 
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completeness of injury, individuals with SCI may be negatively impacted by secondary health 

conditions including, neuropathic pain, pressure injuries, bowel and bladder issues and mental 

health issues (Barclay et al., 2016; Piatt et al., 2015). As well, environmental barriers to social 

and community participation may also adversely impact post-injury social participation. 

Additionally, research is required to determine the impact of COVID-19 on social isolation in 

individuals with SCI.  

5.5 Access to Health Services & Virtual Care during COVID-19 

Several participants could not receive the medical care they required due to the 

cancellation of many in-person appointments, medical procedures and laboratory tests. To date, 

no studies have evaluated the impact of COVID-19 on access to healthcare for individuals with 

SCI. As noted in an editorial by O’Connell and colleagues (2020), individuals with SCI have 

unique medical concerns that are often overlooked in emergencies (WHO, 2013), highlighting 

the need for additional literature on the perceived access to medical care. 

Most participants in our study supported and found that the use of telemedicine services 

was adequate and were able to address some medical issues with their physician in a timely 

manner. To date, no studies have examined the use of telemedicine strategies during COVID-19 

in individuals with SCI. A small body of literature on telemedicine has shown that individuals 

with SCI are satisfied with the quality of care they receive (Sechrist et al., 2018; Yuen et al., 

2015; Coulter et al., 2017). Yuen and colleagues (2015) evaluated the quality of telerehabilitation 

services in the United Kingdom. Most participants (n=29) found that the quality of the 

telerehabilitation services was high and played an important role in the management of patients 

with SCI. Telemedicine for individuals with SCI has also been found to have many advantages 
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including, limiting the costs of medical transportation, saving travel time, and limiting the spread 

of infection in vulnerable populations (Stillman et al., 2020).  

A study by Sechrist and colleagues (2018) explored the experience and satisfaction of a 

telemedicine program using an adaptive iPad (i.e., wheelchair mounts and mouthsticks) in 62 

participants (AIS A (n=30), AIS B, C, D (n=32)). Participants were provided with an Apple iPad 

Air and a 6-month long cellular data plan. Telemedicine visits were completed with participants 

using FaceTime, and participants received a hand stylus, iPad case/stand, mouthstick, and 

wheelchair mount (if required). Most of the telemedicine visits covered the following areas: 

general comprehensive follow-ups, skin health, bladder and bowel health, issues related to 

spasticity, and pain. Sechrist and colleagues (2018) found that telemedicine visits via iPad can be 

used to address various issues following SCI, with high levels of program satisfaction, ease of 

use and perceived health following the program.  

Although there are barriers to providing telemedicine services to individuals with SCI 

that must be addressed, telemedicine can be considered as an alternative for in-person healthcare 

to support the care of individuals with SCI in the community during COVID-19. Telemedicine 

will likely be used at an increased rate post-COVID-19 even as in-person visits resume (Gilbert 

et al., 2020; Irgens et al., 2019; Pasipanodya and Shem, 2020).   

5.6 Protecting Against Infection & Fighting COVID-19 Misinformation 

Almost all participants were unaware of SCI and physical disability-specific resources 

and tools available from national and community organizations to support them during COVID-

19. There is a need to find alternative ways to disseminate these tools and resources to better 

support individuals with SCI that reside in medium-sized cities and other rural areas.  
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While the media (television, radio and social media) has disseminated guidance on 

physical distancing, hand washing and the importance of wearing face masks for non-disabled 

individuals, similar messaging specifically for individuals living with a disability is severely 

lacking. Media campaigns and messages specifically for individuals living with disabilities are 

critical as they may face challenges donning and doffing face masks, adequately washing their 

hands and maintaining physical distance with others. As more than 1 billion individuals live with 

disabilities worldwide, there is an important need to ensure that individuals living with 

disabilities are not forgotten.  

5.7 Contribution to Spinal Cord Injury Literature 

Currently, the body of literature on the effects of COVID-19 on individuals with SCI is 

very limited. Lebrasseur et al. (2020) recently published a rapid review on the impact of COVID-

19, associated isolation and protective measures among individuals with physical disabilities. 

While the review described the impact on several populations (multiple sclerosis, stroke, 

amyotrophic lateral sclerosis, and chronic neurological diseases), there is a lack of early research 

on the impact of COVID-19 on individuals with SCI. This is the first qualitative study that 

explores the experiences of individuals with SCI that can be used to better understand access to 

rehabilitation services and psychological impact during a crisis, such as a pandemic or natural 

disaster.  

5.8 Implications for Practice and Policy 

Recent publications within COVID-19 literature have emphasized that individuals with 

disabilities are at an increased risk of contracting COVID-19 and that a disability-inclusive 

pandemic response is needed (Armitage and Nellums, 2020; Solomon et al., 2020). However, 
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there is a scarcity of data on the impact of COVID-19 on individuals with physical disabilities, a 

population that is often forgotten about during governmental decision-making (Mesa Viera et al., 

2020) and which needs to be included during future crisis strategies and response planning 

(Armitage and Nellums, 2020). This study aims to fill this gap and highlight how individuals 

with SCI are exposed to additional stress and barriers during the COVID-19 pandemic.  

The SCI community should be aware of the stress individuals with SCI face every day 

and work directly with those impacted to address these barriers, support their specific and unique 

needs and actively advocate with individuals with SCI. For instance, several self-care strategies 

have been recommended to the general population, such as being informed and not fixating on 

the pandemic and statistics, virtually connecting with friends, and loved ones, connecting with 

their physician via telehealth and engaging in physical therapy (Lund et al., 2020). While 

individuals with SCI may benefit from the self-care strategies above, they also face specific, 

disability-related concerns during the pandemic that have not been adequately addressed.  

High-quality evidence on the impact of COVID-19 on individuals with SCI, and physical 

disabilities in general, is the first step in developing an evidence-driven approach to create an 

equitable, disability-inclusive pandemic response as part of a larger public health emergency 

plan. To mitigate widening inequalities and public health consequences, it is crucial that 

protective measures maintain respect for “dignity, human rights and fundamental freedoms” 

(Human Rights Watch, 2020).  

5.9 Study Limitations  

Despite the strengths of this study, there are some limitations. The majority of 

participants lived in medium-sized cities outside of the Greater Toronto and Hamilton Area. 

There may have been geographic variations on the type of restrictions that participants faced 
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versus in larger cities that were not captured in our study. Most participants were recruited from 

an accessible exercise community program; therefore, it may not reflect the experiences of 

individuals with a SCI that lived more sedentary lives or with a severe SCI. Further, another 

limitation was that the  

5.10 Future Research  

Several areas for future research that build upon the findings of this study are highlighted 

below.  

1. Compare the experiences of individuals with SCI in rural and medium-sized cities 

versus individuals with SCI in large urban cities during COVID-19. 

2. Explore the experiences of COVID-19 on females with SCI and individuals with SCI 

from other sociocultural settings/contexts (i.e., different ethnic and cultural groups).  

3. Explore the impact of COVID-19 on the caregiver/families supporting an individual 

with SCI. Learn about the caregiver’s support needs, the facilitators and barriers of 

caring for an individual with SCI during a pandemic. This research may help support 

the development of programs and resources to support individuals with SCI and their 

families/caregivers during a national emergency or pandemic situation.  

6. Conclusions 

This study is an important first step to explore the impact of COVID-19 on individuals with 

SCI. Overall, the findings of this study contribute to a greater understanding of the impact of 

COVID-19 on individuals with disabilities. Building on this research, future research is required 

to explore the effects of COVID-19 on individuals with SCI nationally. Collectively, this 

research enhanced our understanding of the impact of COVID-19 that can provide insights on 
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how to better support and respond to the specific and unique needs of individuals with SCI and 

their families during a national emergency or pandemic situation. 
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Office of Research Ethics  
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FILE: 19-332 - DITOR 
                                                                               
TYPE: Masters Thesis/Project STUDENT: Eleni Patsakos 

SUPERVISOR: David Ditor 

TITLE: COVID-19 & Spinal Cord Injury: Exploring the Lived Experience 
 

ETHICS CLEARANCE GRANTED  
 

Type of Clearance:  NEW Expiry Date:  5/1/2021 
 
The Brock University Social Science Research Ethics Board has reviewed the above named research proposal 
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The Tri-Council Policy Statement requires that ongoing research be monitored by, at a minimum, an annual 
report.  Should your project extend beyond the expiry date, you are required to submit a Renewal form before 
5/1/2021.  Continued clearance is contingent on timely submission of reports. 
 
To comply with the Tri-Council Policy Statement, you must also submit a final report upon completion of your 
project.  All report forms can be found on the Office of Research Ethics web page at 
http://www.brocku.ca/research/policies-and-forms/research-forms.   
 
In addition, throughout your research, you must report promptly to the REB: 

a) Changes increasing the risk to the participant(s) and/or affecting significantly the conduct of the study; 
b) All adverse and/or unanticipated experiences or events that may have real or potential unfavourable 
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c) New information that may adversely affect the safety of the participants or the conduct of the study; 
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Lynn Dempsey, Chair 
Social Science Research Ethics Board 
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Appendix B 

Letter of Information & Informed Consent Form 

Title of Study: COVID-19 & Spinal Cord Injury: Exploring the Lived Experience 

Primary Investigator:  Dr. David Ditor 

Contact Information:  

Student Principal Investigator 
Eleni Patsakos (647) 328-0976  

Principal Investigator 
Dr. David Ditor (905) 688-5550 ext 5338 

Co-Investigators 
Dr. Deborah O’Leary (905) 688-5550 ext 4339 
Dr. Aly Bailey (647) 988-9546  
 
INVITATION 
You are being invited to voluntarily participate in a research study led by Eleni Patsakos from the Faculty of 
Applied Health Sciences at Brock University. The study is described in this Invitation Letter which is yours to keep. 
This letter contains information to help you decide whether or not to participate in this research study. It is important 
for you to understand why the study is being conducted and what it will involve. Please take the time to read this 
carefully and feel free to ask questions if anything is unclear or there are words or phrases you do not understand. 
We will make a copy of this Letter of Invitation and Consent Form for you. Please keep them for your records. 
 
If you have any questions or concerns about this research, you may contact: 
 
David Ditor                         Brock University              (905)688-5550 x 5338   dditor@brocku.ca  
 
Eleni Patsakos                   Brock University              (647)-328-0976              ep18qp@brocku.ca  
  
This study has received ethical clearance by the Brock University Ethics Board (File No. 19-332 DITOR). If you 
would like more information regarding the ethical clearance of this study please contact the Brock University 
Research Ethics Office: reb@brocku.ca (905)688-5550, ext. 3035. 

PURPOSE OF THE STUDY  

The rapid spread of severe acute respiratory syndrome coronavirus 2019 (COVID-19) has affected over 100 
countries within less than a few months. As the literature for COVID-19 is continually emerging, no authors have 
addressed the impact of COVID-19 on individuals living with spinal cord injury and disease (SCI) in the 
community. Our aim is to learn how COVID-19 directly impacts individuals with SCI in Ontario, Canada. Our goal 
is to help set a groundwork for the development of new strategies and resources to mitigate the disproportional 
impact of a global pandemic on individuals living with SCI. 

INCLUSION/ EXCLUSION CRITERIA  
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You may be included in this study if you have a confirmed case of a SCI that was diagnosed at least one year ago 
with any level and severity of injury. To be eligible you must also be at least 18 years of age.  

STUDY PROCEDURES 

You will be asked to take part in one 60-minute, individual in-depth interview with the Principal Student 
Investigator, Eleni Patsakos. During the interview your own experiences of living with SCI during the COVID-19 
pandemic will be discussed. At the end of the interview, you will be asked if you would be interested in completing 
a short 15 to 30-minute follow-up interview approximately one week after the main interview. These interviews can 
be conducted over the telephone or online (ie, a Lifesize meeting), according to your preference. The first interview 
and follow-up interview will be audio recorded and then transcribed for data analysis purposes. 

POTENTIAL RISKS AND DISCOMFORT  

Possible psychological risks are possible within this study, as sensitive or personal experiences may be uncovered 
through your interview. Sharing your experiences of psychological stress may make you feel vulnerable and 
uncomfortable. The contact information of local crisis services that are available to you have been included in this 
Letter of Invitation. 

POTENTIAL BENEFITS TO PARTICIPANTS AND/OR TO SOCIETY  

There are no direct benefits to you as a participant in this study. The study has the potential to have considerable 
benefits to the scientific community as well as directly to the SCI community. There is a severe lack of research on 
how COVID-19 directly affects individuals with SCI in the community, the types of challenges faced, and the 
resources they have accessed during COVID-19. This study also hopes to set a groundwork for the development of 
new strategies and resources to mitigate the disproportional impact of a global pandemic on individuals living with 
SCI.  

COMPENSATION FOR PARTICIPATION  

You will not be financially compensated for participation in this study.  

ACCESSING STUDY FINDINGS  

At the completion of the study, you will have access to the findings. A summary of the study results will be emailed 
to you within 60 days following completion of the study.  

CONFIDENTIALITY  

Any information that is obtained in connection with this study and that can be identified with you will remain 
confidential and will be disclosed only with your permission. The Principal Investigator, Dr. Dave Ditor and 
Principal Student Investigator Eleni Patsakos will have access to the audio recordings and the transcript data, and 
Co-Investigators Dr. O’Leary and Dr. Aly Bailey will have access to the transcripts only. All investigators will have 
access to the analyzed data. All personal contact information (e.g. phone number and email address) provided to Dr. 
Dave Ditor and Eleni Patsakos will be kept confidential and no other investigators will have access to this 
information. You will be assigned a pseudonym to ensure confidentiality throughout the duration of the study and in 
the release of any findings. Direct quotations may be used from your interview. If direct quotations are used, your 
assigned pseudonym will be used and any personal identifying information will be removed. A master list with your 
name and assigned pseudonym will be kept and made available only for the research team to review and will be 
destroyed after publication of the study. 
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All information will be confidential and will be kept on Eleni Patsakos’ and Dr. Dave Ditor’s password-protected 
computers. Your identity will never be revealed in any reports regarding this study. Interview audio recordings will 
be destroyed as soon as the Student Investigator has completed the data analysis. Anonymity cannot be guaranteed 
until the deletion of the interview audio recordings. Five years after publishing the results of the study, all other 
electronic and paper documents will be destroyed. The results of this study will appear in Scientific journals and be 
presented in scientific conferences, but your name will never be mentioned.  
 

PARTICIPATION AND WITHDRAWAL  

You can choose whether to be in this study or not. You indicate your voluntary agreement to participate by signing 
the consent form that is part of this letter. If you volunteer to be in this study, you may withdraw at any time without 
consequences of any kind, and your relationship with any of the researchers in the study will not be harmed; nor will 
your ability to exercise in Power Cord. You may exercise the option of removing your data from the study. You may 
also refuse to answer any questions you feel uncomfortable answering and still remain in the study. Any data 
collected prior to withdrawal will be not be used for analysis purposes.  

If you do feel the need to withdraw from the study for any reason, please contact Eleni Patsakos whose contact 
information is located on the first page of this document. If you decide not to participate in this study, your 
relationship with any of the researchers in the study will not be harmed; nor will your ability to exercise in Power 
Cord.  

PERMISSION TO ACCESS POWER CORD FILES  

We would also like to access your personal information from the Power Cord files in order to record demographic 
information (including the level and severity of your SCI, as well as the date of your injury). This information will 
be used to describe the sample group for this study.  

CONTACT INFORMATION & ETHICS CLEARANCE  

If you have any questions about the research now or later, if you wish to withdraw from the study at any time or if 
you have a research-related issue/concern, please contact the Principal Student Investigator for the study Eleni 
Patsakos at (647) 328-0976 or the study investigator: Dr. Dave Ditor (905) 688-5550 extension 5338.  

If you have any questions about your rights as a research participant or have concerns about this study, call the 
Brock University Research Ethics Office at (905) 688-5550 extension 3035 or email reb@brocku.ca. The REB is a 
group of people who oversee the ethical conduct of research studies. The Brock University Research Ethics Office is 
not part of the study team. Everything that you discuss will be kept confidential.  

This study has been reviewed and received ethical clearance through the Research Ethics Boards at Brock 
University (insert file #).  

You will be given a signed copy of this consent form. 
__________________________________________________________________  

Eleni Patsakos  

MSc Candidate 
Faculty of Applied Health Sciences Brock University 
Phone: (647)-328-0976 
Email: ep18qp@brocku.ca  

Dr. David Ditor  

Professor 
Faculty of Applied Health Sciences 
Brock University 
Phone: (905) 688-5550 ext. 5338 
Email: dditor@brocku.ca  
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COVID-19 & Spinal Cord Injury: Exploring the Lived Experience 

INFORMED CONSENT 

I have read the “LETTER OF INVITATION”, have had the nature of the study explained to me and I agree to 
participate. All questions have been answered to my satisfaction.  

I understand that I may withdraw from this study at any time without consequences of any kind, and my relationship 
with the researchers in the study will not be harmed nor will my opportunity to exercise in Power Cord be 
jeopardized.  

I also give consent for the Investigators of this study to access my full file at the Brock- Niagara Centre for Health 
and Well-being.  

 

_______________________________________  

My Name (Please print)  

 

_______________________________________                  ___________________  

My Signature              (Date) 

 

 

 

________________________________________  

Person Obtaining Informed Consent (Please print)  

 

_______________________________________                  ____________________ 

Signature of Person Obtaining Informed Consent                                    (Date) 



   

 

 100 

Appendix C 

Recruitment Poster 
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Appendix D 

Mental Health Resources for Participants 



   

 

   

 

Appendix E 

Semi-Structured Interview Guide 

Semi-Structured Interview Guide  
 
Study Title: COVID-19 & Spinal Cord Injury: Exploring the Lived Experience 
 

Participant Pseudonym  

Interview Date  

Interview Start Time  

Interview End Time  

Interviewer Name  

 
Introduction: 
“Hello (participant name). My name is Eleni Patsakos and I am the Student Investigator for this study. Before we start, I would like to let you 
know that your responses during this interview will be kept completely anonymous and all audio recordings and interview transcripts will be kept 
confidential. The audio recording of this interview will be deleted as soon as I have completed transcribing the interview. Your name will not be 
associated with what we discuss during the interview today. This interview will focus on your own experiences of living with SCI during the 
COVID-19 pandemic; therefore, there are no right or wrong answers to the questions in which we ask. You have the option to refuse any questions 
that you do not feel comfortable answering, and you may stop the interview at any point in time. For accuracy, I would like to record this 
conversation. May I have your permission to do so?” 
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Main Guiding Questions   Prompts   

 Opening question   
Do you have any questions before we start? OK, Let’s 
begin. First of all, could you briefly tell us about yourself? 

❖ What did a day usually look like for you before the pandemic? 

Overall pandemic experiences 

 

Overall, tell me what your experiences have been with the 
COVID-19 pandemic. 

• Tell me a story about how your journey with the pandemic began 
• How about currently?  
• How has your day changed since the covid-19 outbreak? 

Access to attendant care 

 
1. How is your access to attendant care since the COVID-

19 pandemic? 
 

 

❖ Can you tell me about your access to attendant care services since the 
COVID-19 quarantine began?  

❖ How it is now? 
❖ How does this make you feel? 

 
 

Maintaining proper hygiene 

 

1. Tell me what your experiences have been with hygiene 
duing the pandemic. 

 

❖ E.g., experience with hand hygiene? 

❖ Experiences with personal equipment hygiene? 

❖ Experiences with wheelchair hygiene? 
 

 

Access to medical supplies 

 
1. Tell me about any changes you have experienced in 

accessing the medical supplies you require during 
COVID-19. 
 

 

 

❖ What are your concerns about being able to access the medical supplies 
you need as the COVID-19 pandemic continues? 

❖ How has COVID-19 affected the availability of necessary medical 
supplies for other individuals with SCI?  
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❖ How has COVID-19 affected your availability of necessary medical 
supplies?  

 
Mental Health/Feelings of isolation 

 

1. Overall, how has COVID-19 affected your mental 
health? 

 

 

❖ How would you describe your mental health now in comparison to 
before physical distancing began? 

❖ How do you feel being under strict quarantine during COVID-19?  

❖ Can you tell me about how you maintained contact with your usual 
support system during quarantine?  

❖ Have you sought support from local peer support services? 

❖ How about support offered by organizations such as Spinal Cord Injury 
Ontario?  

❖ What are your thoughts about the resources and support services 
offered by local SCI support groups? 

❖ Are you experiencing any anxiety or depression regarding your current 
or future health, finances or general well-being? 

Loss of income/Funding access 

 

1. What have been your financial experiences since 
COVID-19? 

 

 
 

❖ How about your employment status as a result of COVID-19? 

❖ Can you describe if or how your access to CPP/ODSP/WSIB funding 
been impacted by COVID-19? 

❖ Can you describe if you have faced any issues meeting your financial 
obligations or essential needs (mortgage payment, rent, utilities, 
groceries, healthcare)? 

 

Transportation limitations 

 

1. What have been your experiences with transportation 
during COVID-19? 

 

 

❖ Can you tell me about any limitations you have faced in getting around 
since quarantine? 

❖ How comfortable do you feel using accessible public transportation 
during COVID-19? 
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Medical visits 

 

2. Overall, how has COVID-19 affected the medical care 
you need? 

 

 

 
❖ Are there services or support that you have not been able to access 

during the quarantine due to COVID-19? 

❖ Tell me your experiences with access to medical treatment. 

➢ Do you feel like you have equal access to medical treatment? 

❖ What are your experiences with COVID-19 testing? Can you tell me 
about what it’s been like contacting your physiatrist or family doctor 
with a health concern? 

❖ What are your thoughts about online video/chat-based or telephone 
health services? 

➢ Have you used telehealth or telemedicine services like 
Telehealth Ontario or Maple?  

 
Activity and exercise 

 

1. What are your experiences with activity/exercise during 
the COVID-19 pandemic?  

 

 

 

❖ How are you maintaining your physical health during this time at 
home?  

❖ Tell me about any exercise equipment or regime that you have been 
following at home? 

➢ E.g., online exercise classes being offered through Power 
Cord?  

 

Reintegrating into society 

 

1. Overall,  how do you feel about leaving your home 
during COVID-19. 

 

 

 
 

❖ When do you think you will feel comfortable with leaving your home 
as you did before the pandemic? 
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❖ When do you think you will feel comfortable to return to your regular 
outings? For example, Power Cord, visiting friends, shopping, 
appointments, etc. 

❖ Does your willingness to reintegrate into the community depend more 
on government mandates or the existence of a vaccine? 

 

Access to information 

 

1. What are your thoughts about the sufficiency of 
information on prevention of COVID-19? 

 

 
 

❖ Was the information you received specifically for individuals with SCI? 
or the general public? 

❖ In what format has the information you received provided? 
 

Management of COVID-19 by the Government of 

Ontario/Canada 

 

1. What are your thoughts about the Government of 
Ontario’s measures to protect the health and safety of 
individuals living with SCI in the community? 

 

❖ What are your thoughts about the social protection measures to support 
persons with disabilities in the community? 

❖ Is there anything that you would have liked to have seen the 
Government of Ontario do to better support individuals with SCI during 
this time? 

❖ To what extent have protective measures (i.e. the distribution of face 
masks and gloves) been taken for people with disabilities? 

❖ What are your thoughts on the way the Government of Ontario has 
responded to COVID-19 for individuals that may have medical or 
mobility concerns? 
 
 

Wrap-Up question/Concluding remarks 

1. Do you have any questions or concerns that you would 
like to know? 

2. Are there any issues you would like to raise in terms of 
what we have discussed? 
 

 

❖ Are there any barriers you have faced during the COVID-19 pandemic 
that we haven’t talked about that you would like to talk about? 

❖ Are there any barriers you have faced prior to the COVID-19 pandemic 
that you would like to talk about? 
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A summary of the study results will be emailed to you within 
60 days following completion of the study. 
  
Please feel free to contact me directly at any time if you have 
any questions or concerns. My contact information is on the 
Informed Consent form. Thank you very much for your time 
today. We really appreciate your sharing your experiences 
during this challenging time.” 

  



   

 

   

 

Appendix F 

Inclusion Criteria 

Participants were recruited to participate in the study if they were: (1) at least 18 years of age or 

older; (2) have experienced a traumatic (e.g. motor vehicle accident, fall) or non-traumatic (disc 

degeneration, inflammation, cancer) SCI; (3) an SCI with an incomplete or complete lesion; (4) 

being one-year post-injury; and (5) fluent in English.   
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Appendix G 

Thematic Map 
Themes and Subthemes Examples and Descriptions 

1) Caregiver exposure to COVID-19 
1. Fear of caregiver exposure to 

COVID-19 
2. Finding new caregivers during 

COVID-19 

1. Fear of family member who acts as caregiver 
contracting COVID-19 (who will take care of them; 
lack of funds to hire someone) 

2. Fear of bringing attendant into home who may be 
assisting others who may have COVID-19  

3. Challenges on finding a new caregiver 
 

2) Staying physically active in 
quarantine  
1. Lack of access to specialized 

equipment & space to exercise 
2. Staying motivated to exercise at 

home & online video workouts  

1. Lack of access to specialized equipment (“no man's 
land. You're you're caught in between a rock and a 
hard place again”) 

2. Staying motivated to keep active in isolation (even 
with video workouts) 

3. Lack of space to exercise (i.e. small condo) 
 

3) Social isolation and staying resilient 
during COVID-19 
1. Staying resilient during COVID-19 

1. “Stuck” at home; feel “on the outside looking in” 
2. Activities started to help with isolation 
3. Increasing use of online social platforms and video 

chat 
 

4) Protecting against infection 
1. Difficulty obtaining necessary 

medical supplies 

1. Difficulty accessing personal protective equipment 
(masks, gloves, handwash, disinfectant) 

2. Panic buying made it difficult to obtain necessities 
3. Increased time spent sourcing these items, 

increasing anxiety and vulnerability. 
 

5) Access to health services and virtual 
care during COVID-19 
1. Inability to receive necessary 

medical care 
2. Telemedicine visits 

1. Cancellation of important follow-up visits and 
therapies related to SCI or other health 
complications 

2. Health issues affected quality of life and 
participation in activities   

3. Importance of telemedicine visits  
  
6) Fighting COVID-19 misinformation 

1. Mixed messages from the media  
1. Uncertainty of the future and what will happen next 
2. “Disjointed” messages from the media; information 

is “too much and too confusing” 
3. Fear of leaving home until vaccine is developed 

 
Note: Themes are bolded and subthemes are noted below 



   

 

 110 

Appendix H 

Memo Excerpt 

Over the past seven years, I was fortunate to work within the area of SCI rehabilitation at 

Toronto Rehabilitation Institute within the University Health Network in Toronto, Ontario, 

Canada. I worked closely with Dr. Catharine Craven as a Research Analyst on the Rick Hansen 

Spinal Cord Injury Registry, a large-community-based longitudinal study with over 7,000 

enrolled participants from 2013 to 2017.  During this study, I interviewed hundreds of 

individuals living with spinal cord injuries within the community. The information gathered 

provided me with a myriad of material and resources regarding the access, delivery and quality 

of health care services that these participants had received during their rehabilitation, and within 

the community, as well as the direct impact it had on their health. As patients transitioned from 

tertiary rehabilitation centres to the community, they often experienced a variety of health 

conditions that resulted in multiple secondary health complications (multimorbidity), requiring 

ongoing management from a transdisciplinary team.  

Since then, I became keenly interested in learning more about the experiences of 

individuals with SCI and their interactions with the health care system. My research focuses 

specifically on adults who have sustained a spinal cord injury and are completing the spinal cord 

rehabilitation program at Toronto Rehab - Lyndhurst Centre. I am particularly interested in 

developing and testing strategies to implement clinical guideline recommendations within 

transdisciplinary spinal cord rehabilitation teams. The Clinical Practice Guideline for Spinal 

Cord Injury Care (CAN-SCIP guideline), adapted specifically for the Canadian healthcare 

context, provides a unique opportunity to address this challenge within the field of spinal cord 
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injury rehabilitation. It will be the first comprehensive, evidence-based guideline for spinal cord 

injury care in Canada. 

 


