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Abstract

Objective

For over two years, the global COVID-19 pandemic has forced major transformations on

health, social, and educational systems, with concomitant impacts on mental health. This

study aimed to understand the unique and additional challenges faced by children with

chronic illness and their families during the COVID-19 era.

Method

Parents of children receiving treatment for a chronic illness within the neurology, cancer,

renal and respiratory clinics of Sydney Children’s Hospital were invited to participate. We

used qualitative methodology, including a semi-structured interview guide, verbatim tran-

scription, and thematic analysis supported by QSR NVivo.

Results

Thirteen parents of children receiving tertiary-level care, for nine chronic illnesses, partici-

pated. Parents reported intense fears relating to their ill child’s additional vulnerabilities,

which included their risk of developing severe COVID-19 disease and the potential impact of

COVID-19-related disruptions to accessing clinical care, medications, allied health support

and daily care protocols should their parent contract COVID-19. Parents perceived tele-

health as a highly convenient and preferred method for ongoing management of less com-

plex healthcare needs. Parents reported that the accrual of additional stressors and

responsibilities during the pandemic, experienced in combination with restricted social inter-

action and reduced access to usual support networks was detrimental to their own mental

health. Hospital-based visitation restrictions reduced emotional support, coping, and resil-

ience for both parents and children and in some cases led to marital discord, sibling distress,

and financial loss. Supportive factors included increased time spent together at home during
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the pandemic and improved hygiene practices at school, which dramatically reduced the

incidence of non-COVID-19-related communicable illnesses in chronically ill children.

Discussion

For families caring for a chronically ill child, COVID-19 made a difficult situation harder. The

pandemic has highlighted the need for targeted psychosocial intervention for vulnerable

families, to mitigate current mental health burden and prevent chronic psychological

distress.

Introduction

Globally, COVID-19 has caused disruptions to the clinical management of chronic childhood

illnesses, including reduced access to screening, diagnostic and therapeutic services, surgery,

essential medications, and follow-up surveillance [1–4]. Arising in parallel with the medical

challenges of the pandemic are immense changes to the social landscape. The lifestyle and

needs of the child, including education and peer interactions, have been curbed by social isola-

tion and school closures [5–8]. For children with a chronic illness, who already face a dispro-

portionate level of psychosocial burden [9], it is expected that this confluence of factors may

result in additional consequences compared to the general population [10].

Across childhood chronic illnesses, parents fill gaps in fragmented and uncoordinated

healthcare systems, functioning as case managers, medical record keepers, and patient advo-

cates. The pandemic required parents to rapidly navigate their child’s new care pathways, as

health systems became overwhelmed and healthcare delivery models pivoted to telehealth and

virtual care [11, 12]. Simultaneously, workplaces and schools also transitioned to virtual sites,

with little time for planning, piloting, or training. Up-skilling to new work platforms, proce-

dures, and home-learning responsibilities, while caring for a chronically ill child, is likely to

have placed parents under unprecedented levels of pressure. Not surprisingly, emerging evi-

dence indicates that parents of children with underlying health conditions have been

experiencing greater stress than parents of healthy children during the pandemic [13, 14].

Given the vital role families play in the health of children with chronic illness, a deeper

understanding of their pandemic experiences is needed to ensure that evidence-based research

guides decision-makers as they rapidly develop and deploy new services, and also re-imagine

what a return to a new normal might look like for child healthcare services. This study there-

fore explored the impact of COVID-19 on families of children with chronic illness.

Method

We used an explorative, qualitative methodology to obtain nuanced insights into the experi-

ences of children with chronic illness and their families during the COVID-19 pandemic. We

first conducted a narrative literature review of the emerging literature on COVID-19 and its

impact on children with disability or illness. This review was guided by the Economic and

Social Research Council framework [15] and we presented this to a multidisciplinary panel,

including five pediatric specialists, a behavioral scientist, and a parent consumer. The expert

panel reviewed the literature and discussed the potential issues relevant to children with

chronic illness in the context of the pandemic and developed a semi-structured interview

guide through an iterative process. The final interview guide explored families’ experiences of
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the COVID-19 pandemic and how their access to medical care, education, and social support

had been impacted. The interview also explored the mental health impact of caring for a

chronically ill child during a pandemic, as well as the mental health impacts for other family

members, including the child with chronic illness and their sibling(s). At the conclusion of the

interview we collected demographic items (e.g. age and sex of each family member).

First author JM (PhD), who has over a decade of qualitative research experience, inter-

viewed families between November, 2020 and September, 2021. We audio-recorded inter-

views, which were professionally transcribed verbatim. We organized coded passages into

themes and analysis was guided by the Braun and Clarke approach [16]. We used QSR NVivo

12 software to support data coding and analysis [17]. We used the COREQ [18] checklist to

promote accurate reporting of qualitative studies. The Sydney Children’s Hospital Network

ethics board granted ethical approval (2020/ETH02027).

Sample

We invited parents of children who a) were currently less than 16 years of age, b) had received

treatment at Sydney Children’s Hospital (SCH) within the past year, and c) were diagnosed

with a chronic illness (a persistent illness requiring long term management), to participate in

the study. SCH clinics including neurology, renal, respiratory and cancer, were asked to pro-

vide the contact details of families who met the study’s eligibility criteria and were also purpo-

sively selected to provide a range of experiences, including recently diagnosed/long term

patients, urban/rural, and severe/moderate disease. We sent families an invitation letter and

consent form via mail and telephoned two weeks later to further explain the study and confirm

whether or not a parent was interested in participating.

COVID-19 context

The COVID-19 context in which these interviews were conducted was as follows. Sydney Chil-

dren’s Hospital is located in the Australian state of New South Wales (NSW). NSW has a popu-

lation of over 8 million residents, yet between 1 January 2020 and 1 June 2021, reported only

5,587 cases of COVID-19. There were 54 deaths during this period, with 13 of these deaths

occurring outside of aged care services [19]. For many months, there were zero to few cases of

community transmission. Schools were “closed” for approximately six weeks, however the

children of essential workers continued to be allowed to attend school during this period.

Results

Thirty families were invited to participate. Of these, 13 mothers participated (43% response

rate), see Table 1. Interviews were, on average, 42 minutes in length (range: 17–61 minutes).

Five major themes were identified; COVID-19 specific concerns and impacts on medical care,

mental health, support, and education. These themes are explored in detail below and illus-

trated in Fig 1.

COVID-19 specific concerns

Parents reported that the pandemic had been a highly stressful period and described how, for

their families, the pandemic stress was borne in addition to multiple other stressors. “I mean
things are already stressful in this house—a new baby and a chronically ill kid and you throw in
COVID and job loss . . .things were intense a lot here.” (ID 09, child with end stage kidney failure).

Parents of chronically ill children reported general feelings of uncertainty and fear, as well

as fears unique to their child’s chronic health condition. “I was terrified at the beginning of the
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pandemic. I just thought every time [my son] gets a cold he ends up in the hospital and I just
thought I don’t wanna think about what will happen if he gets this!” (ID 06, child with severe

asthma). Parents’ fears were typically intensified by extreme worries that the virus might have

a greater impact on their chronically ill child, relative to children without chronic illness. “I’ve
watched her crash and go to ICU. You know what a virus can do.” (ID 10, child with epilepsy).

Parents of chronically ill children often reported taking precautions and self-restricting move-

ment beyond what the Australian public health guidelines recommended and continued to do

so during periods when there were no, or very few (<10), community cases in the state. “I
didn’t go to the shops until Monday [December]. I hadn’t been out like from February.” (ID 09,

child with end stage kidney failure).

Parents’ fears centered on what might happen to their child if they became ill and could not

support the daily medical needs of their child (see S1 Table for extended quotes). Parents wor-

ried that should a member of the family contract COVID-19, their child’s chronic illness-

related treatment would be postponed until the family completed their mandatory home-isola-

tion period. “That was my major anxiety last year, that one of us would get COVID and that
would jeopardise his treatment. So that was my biggest concern.” (ID 02, child with rhabdomyo-

sarcoma). Families also reported fears that medical supplies might be disrupted during the

pandemic. “Because we rely on so many things to keep our little girl alive, I was definitely scared
that things like that would be impacted.” (ID 09, child with end stage kidney failure) and in

Table 1. Participant demographic characteristics.

Participant characteristic N = 13

Parent sex, n(%) 13 female (100%)

Parent age, mean (range) 42.3 years (range: 36–52 years)

Sex of child with chronic illness, n(%) 61.5% male

Age of child with chronic illness, mean (range) 8.5 years (range: 4–16 years)

Number of siblings of child with chronic illness, mean (range) 1.8 siblings (range: 1–7)

Sibling age, mean (range) 12.5 years (range: 0–24 years)

Chronic illness diagnosis� Cancer

Pre B Acute Lymphoblastic Leukemia

Acute Lymphoblastic Leukemia

Acute Lymphoblastic Leukemia

Rhabdomyosarcoma

Renal

Nephrotic syndrome

Posterior urethral valves

End stage kidney failure

Mid-aortic syndrome

Neurology

Epilepsy

Epilepsy (neuronal migration disorder)

Epilepsy (cortical dysplasia)

Other

Cerebral Palsy

Severe asthma

Bronchiectesis

Dextrocardia situs inversus

� Some children were diagnosed with multiple chronic illnesses and as such, more than 13 illnesses are reported.

https://doi.org/10.1371/journal.pone.0273622.t001
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2021, when the Delta strain caused case numbers to surge, parents were fearful that there

would not be sufficient hospital beds available for their chronically ill child. “I’m concerned if
they [can] proceed with surgery that the beds will all be filled with anti-vaxxers and cases of
COVID.” (ID 13, child with epilepsy (cortical dysplasia))

Fig 1. Complexity diagram representing the inter-relatedness of factors impacting families of children with chronic illness during the COVID-19 pandemic.

https://doi.org/10.1371/journal.pone.0273622.g001
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In terms of the emerging COVID-19 vaccines, some parents were concerned that there may

be insufficient trialing of the vaccine in children with rare diseases, with potentially unknown

risks. “I am also worried about vaccination because [my daughter] has a chronic illness. Like, is
it going to be tested enough on people like that?” (ID 09, child with end stage kidney failure).

COVID-19 interruptions to medical care

Despite many challenges and disruptions, many families reported that their child’s acute care

continued uninterrupted, and that telehealth had supported ongoing virtual clinics and com-

munication between families of children with chronic illness and hospital clinicians. Many

families felt that communication with their team had not been disrupted. “The hospital team’s
been really supportive through it all. Always really impressed—we’ve been able to get onto them
and everyone’s been really informative.” (ID 10, child with epilepsy)

In terms of the ongoing management of chronic illnesses, some parents reported that clinics

had been cancelled, “I think they cancelled all eye clinic reviews for us for nearly a year.” (ID 10,

child with epilepsy). In addition, certain medications had not been available at the hospital

pharmacy. “I get a phone call from pharmacy and she goes, “Look, you can’t take all the medica-
tion because you know, with COVID, we have a shortage.” (ID 12, child with Dextrocardia situs

inversus). There were also considerable delays reported regarding critical scans and surgeries.

“He actually needed surgery again but because of COVID . . .it was delayed for a long time. He
was getting quite unwell and we just had to wait.” (ID 08, child with mid-aortic syndrome)

Some families were burdened with the difficult decision of deciding whether or not to pro-

ceed with surgery, weighing the potential risks (exposure to COVID-19 within the hospital)

and benefits (of surgery) for their child. Delays to surgery were often beyond the control of

families and caused significant anxiety among parents, as they watched their child’s health

deteriorate. In addition, surgical delays often resulted in other developmental losses for young

children, “Huge worries about the future. [For] a 5 year old, a 6 months’ delay [to surgery] is a
huge portion of their life and it’s such formative years in terms of their developmental opportuni-
ties.” (ID 13, child with epilepsy (cortical dysplasia)). For some children, accessing potentially

life-altering surgery at centers of excellence remained uncertain due to the closure of state

borders.

Clinicians used videoconferencing platforms to conduct virtual clinics, which were per-

ceived as easy to use and highly convenient “There are times [my daughter] might just not be
feeling great, or we are worried because it’s winter . . .so we just do telehealth.” (ID 09, child with

end stage kidney failure). The convenience of virtual clinics also included reducing travel bur-

den, eliminating travel sickness, and fitting around other family commitments, for example,

the schedules of a newborn baby. “It’s nice not having to drive from Canberra to Sydney [3-hour
drive], as I had a little baby.” (ID 09, child with end stage kidney failure). Telehealth was seen

as a tool that would also greatly benefit rural and regional families “I think for regionally based
people telehealth is great.” (ID 07, child with posterior urethral valves) and enhance interstate

collaborations. Telehealth also supported the continuation of allied health services throughout

the pandemic and families reported that this was convenient in many ways. “The use of tech-
nology was forced upon everyone pretty quickly, but it certainly has its benefits.” (ID 07, child

with posterior urethral valves).

Families of children with chronic illness reported that their general practitioner’s (GP) use

of telehealth was telephone-based (video-conferencing was not available) and that this this was

the preferred method for low-risk, or ongoing management, for example, “If it’s something lit-
tle that can be done over the phone, like a script or something” (ID 03, child with nephrotic syn-

drome). Avoiding the contagion risks associated with the GP waiting room was also noted as a
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benefit of care provided via telehealth. “I prefer not to take myself to a GP and risk catching
something that I could give to [my chronically ill son] if I don’t have to. So [I prefer] not taking
my daughter there, or myself.” (ID 04, child with acute lymphoblastic leukemia). Also, for fami-

lies whose child was wheelchair bound, or who were less mobile due to their child’s chronic ill-

ness, telehealth with the GP was preferred. “So it’s made it so much easier, it’s brilliant actually
it’s made life 100% better.” (ID 01, child with cerebral palsy)

Given the convenience of telehealth, many families hoped that it would remain available as

an option after the pandemic was over and cited advances in providing care remotely as a silver

lining of the pandemic. The increased availability of and access to care that telehealth offers

rural and remote families was also discussed. “If we lived in a regional area [telehealth] would
make a huge difference to accessing treatment.” (ID 13, child with epilepsy (cortical dysplasia)).

The impact of COVID-19 interruptions on mental health

Some families reported that they had been coping well during the pandemic. Protective factors

included higher resilience among families with a chronically ill child relative to other families,

learning about self-care during earlier waves of the pandemic, and utilizing virtual support

groups. “I think there is a certain amount of resilience and adaptability that you have when
you’ve got a child with a chronic illness.” (ID 06, child with severe asthma). Many families

reported that the ways in which the pandemic had forced them to slow down, limit extracurric-

ular activities, and spend more time together as a family, had been beneficial. “We were happy
with just the four of us and our little family for a while.” (ID 03, child with nephrotic syndrome)

Parents recognized how important their own mental health was during this difficult time,

as they needed to stay strong for their sick child. “I’ve got an added responsibility to manage my
feelings. . . I don’t want to impact his situation [and make it] more difficult because I’m not man-
aging how I feel.” (ID 13, child with epilepsy (cortical dysplasia)). Parents noted that they were

having to manage their own mental health needs as they journeyed through their child’s illness

path,

“The main thing that I’ve struggled with is sitting with the current uncertainty and trying to
hold hope but also prepare myself for the possibility that it’s not treatable. I feel more despair
and more hopelessness. Looking after [my son] I guess I’ve got an added responsibility to man-
age my feelings. I don’t want to impact his situation and make it more difficult because I’m
not managing how I feel.” (ID 13, child with epilepsy)

This was in addition to the needs of their chronically ill child “It’s a bit of a rollercoaster ride
with her, still she’s just sad.” (ID 10, child with epilepsy), and siblings’ mental health too, “he’s
ended up with a bit of ongoing anxiety since lockdown; which we are still dealing with now.” (ID

06, child with severe asthma).

Mothers recognized how much strain they had experienced to support others in the family,

especially under circumstances that saw them also juggling multiple practical roles. Many

mothers reported limited support for themselves, including not being able to see, or physically

touch their friends during the most difficult times. “When you’re upset or something terrible
happens you would hug your friends. . . .I stopped that altogether.” (ID 11, child with acute lym-

phoblastic leukemia). Some mothers reported that it had been difficult to lose their supportive

work environment during this time and missed the reprieve that their career experiences gave

them in a face-to-face work environment.

While some parents reported that they were aware that excellent support for their child was

available via their child’s hospital psychologist and social worker, “I’ve spoken to [the clinical
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psychologist] a few times and she’s amazing.” (ID 05, child with pre B acute lymphoblastic leu-

kemia), others reported that there were barriers to receiving mental health support during the

pandemic, especially in the community setting. The pandemic had increased the need for ser-

vices, at a time when services were limited, causing a backlog in private mental health services

and long waitlists.

Many families were separated by pandemic-restrictions and the negative impact of this was

consistently reported. To limit COVID-19 transmission risk, the hospital implemented a ‘one-

parent, no siblings’ rule for most months from March, 2020 onwards. While parents under-

stood the hospital’s policy was aimed at protecting its patients and staff, they also felt this pol-

icy placed families at risk of mental health impacts as it limited the emotional support they

could provide each other at critical times. Parents emphasized the importance of communicat-

ing well with each-other, especially during traumatic periods. Parents reported difficulty com-

municating their own emotional needs, as well as distressing and complex medical

information to the second parent who was not allowed to enter the hospital.

Although parents were appreciative of the circumstance, they consistently emphasized the

negative impact of siblings being unable to see each-other during hospital admissions. “I’d say
that probably had the biggest impact on the family.” (ID 11, child with acute lymphoblastic leu-

kemia). Mothers of young siblings (e.g. breast-feeding infants) also found the experience to be

distressing. “I’m breastfeeding and I’m always the one that stays with [my chronically ill daugh-
ter]; that actually stressed me out probably nearly more than anything.” (ID 09, child with end

stage kidney failure). Though a sibling exemption for breast-feeding infants was granted,

allowing infants to accompany the mother in the hospital, infants were not allowed in the

intensive care unit, causing additional stress and costs. Managing outpatient appointments

was similarly reported as challenging for families with young children, from both a practical

and financial perspective.

The impact of COVID-19 on support for families of children with chronic

illness

Families of children with a chronic illness reported that they typically sought support from

extended family, however risks and restrictions during the pandemic meant that this was often

not possible. Community organizations were also reported as a vital support network for fami-

lies. Unfortunately, many were limited in their capacity during the pandemic. The loss of char-

ity funded accommodation, as well as social and psychological support, was keenly felt. Social

support was reported as integral to well-being, with parents discussing how their local commu-

nity, comprised of families of children without a chronic illness, suddenly became more under-

standing of what it was like to live with ongoing uncertainty and fear for their child’s health.

However, the valuable social support shared between families of children with a similar illness

on the hospital wards was interrupted as many families tried to maintain social distancing and

kitchens/communal areas were closed.

COVID-19 interruptions to education

Home-based-learning was seen as highly challenging during periods of school closures, with

one mother stating, “I was literally ready to go ‘See you all later, I am never coming back’. It was
that bad.”(ID 12, child with Dextrocardia situs inversus). Families of children with a chronic

illness also raised unique issues, such as worries that if they ceased home schooling and

returned their child to school, the spread of COVID-19 through their child’s school might

delay their child’s treatment or surgery. Some parents shared that they also kept siblings home
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even after schools were re-opened, potentially compromising their learning outcomes, due to

fears that “catching something” would compromise the treatment protocols of their ill child.

Parents expressed that they felt the COVID-safe arrangements at the school, including not

allowing parents on campus, meant that they were less able to communicate with teachers,

resulting in missed feedback regarding their child’s educational needs, and medical symptoms.

Parents shared that they felt guilty and reluctant to send their child with additional needs to

school during “closures”, as schools had limited staff on campus.

Though parents often waited additional weeks before allowing their child to return to

school after periods of closure, once most children had returned to school, the school stopped

supporting home-based-learning leading to some parents feeling that their child was disadvan-

taged. However, other parents noted that the pandemic had actually helped their child who

would not have been able to attend school due to illness, by increasing the availability of online

learning platforms and resources. Some parents of chronically ill children also reported that

they felt like they were better equipped to manage distance education than families of healthy

children, due to past experiences.

Parents shared that they appreciated that schools and students were maintaining better

cleaning and hygiene practices, and that children who were unwell or displaying any symp-

toms were discouraged from attending school. Parents noted that given these measures of pre-

vention, their child had experienced fewer infections over the past several months with a

notable positive impact on their health.

Discussion

Despite experiencing lower levels of COVID-19 than many other parts of the world, especially

during 2020, disruptions to health, education and social support have had an acute psychoso-

cial impact on Australian families of children with chronic illness. These themes of mental

health impact, feelings of loneliness and isolation, and changes to organisations and policies

shaped by COVID-19, have been similarly identified among other populations where COVID-

19 was more prevalent and school closures more prolonged [20]. Adequately responding to

and addressing the needs of families of children with chronic illness, as well as planning for the

minimization of longer-term impacts om well-being is critical.

As hospitals rapidly reorganized in response to the developing pandemic, many clinics

were temporarily closed and clinicians were challenged to find alternative ways to continue to

provide treatment and care while maintaining social distancing practices. For most, embracing

telehealth was the obvious solution and the rapid uptake of virtual care was supported by new

videoconferencing platforms that patients and their families found easy to access and use [21].

Positive attitudes towards pediatric telehealth [22, 23] are supported by our current study find-

ings, with telehealth perceived to be convenient and one of the pandemic’s “silver linings”,

which families hoped would remain after COVID-19 had abated. New models of care that inte-

grate telehealth need to be developed, superseding the current model of repeatedly delivering

stand-alone instances of use (i.e. the stop-gap use model) [24, 25]. Comprehensive models that

offer a number of services, increase in complexity as needed, and address needs from diagnosis

to disease progression and long-term care are required. Such programs are beginning to

emerge, including Contactless [26], which specifically addresses the care needs of pediatric

patients with rare and chronic conditions, who typically need regular follow-up even in the

absence of acute events. Contactless is a multimodal, multidisciplinary remote-care model

with a modular framework allowing basic care, with escalation on need, up to the more accu-

rate and complex levels of care [26].
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While telehealth has the potential to offer convenient care, improve access for rural families,

and increase equity by decreasing the costs associated with accessing care for patients, more

comprehensive evidence is needed to demonstrate that the telehealth model of care is at least

equivalent to face to face care in terms of health outcomes. Also, telehealth may not be appro-

priate for families closer to diagnosis, whose child’s management is still new, difficult, unfamil-

iar or fluctuating, and for families who are yet to establish a good working relationship with

their clinical team. Special consideration of these newer families’ needs should be taken into

account when designing care pathways that incorporate or rely on telehealth.

Sydney Children’s Hospital Network has reported a 55% increase in pediatric mental health

presentations during the COVID-19 period [27]. The findings of this study confirm that there

is a significant unmet need for psychosocial support among families of children with chronic

illness. While this need most likely predated the pandemic, it is likely to have become stronger

as stressors compound, services are stretched, and waitlists lengthen. This need for psychoso-

cial support is reiterated in the emerging literature [1, 28–31] and new scales, such as the

‘COVID-19 Family Stressor Scale’ have been developed to measure COVID-related disruption

and psychological stress [32]. It is important to remember, as many countries re-establish

unrestricted movement and confidence, that many families of children with chronic illness

will continue to prioritize their child’s health over their family’s need to return to normal.

Among a community already fatigued by multiple lockdowns and pandemic stress, these fami-

lies may experience an extended period of stress, fear, restrictions and diminished social inter-

action. It is critical to acknowledge that families of children with chronic illness may have a

disproportionately difficult experience relative to other groups. Ensuring that appropriate psy-

chosocial support services are available to families of children with chronic illness is a critical

part of our community’s roadmap out of the COVID-19 pandemic.

Families of children with chronic illness reported hospital visitation restrictions as one of

the most challenging aspects of the pandemic, both practically and emotionally. During the

pandemic, pediatric wards have been challenged with unique considerations in regards to visi-

tation policies. While early evidence indicates visitor restriction is effective in preventing trans-

mission of viruses within hospital settings [33], there are substantial complexities to be

considered on pediatric wards. These include the dependence of young children on their

parents for nutrition (e.g. breast feeding newborns), accomplishing daily-living tasks (e.g.

dressing), decision-making (including medico-legal decisions), patient and parent education,

and emotional comfort during traumatic illness and procedures.

Internationally, approximately 94% of North American hospitals with a pediatric ward,

changed their visitor screening policy due to COVID-19 [34]. Though limiting visitors to chil-

dren’s hospitals is consistent internationally, we call on researchers and clinicians to re-imag-

ine infection control within a family-centered model of care [35] that will limit parent

reported increases in stress, feelings of emotional isolation and decreased support, decreased

medical communication, marital discord, sibling distress, financial stress, chronic sleep depri-

vation and career interruption. Additional psychosocial support to families on the wards

should be provided until revised models of COVID-safe, family-centered care can be

implemented.

Limitations

Our findings are based on the experiences of mothers only, with no fathers choosing to partici-

pate. Wade et. al. have shown that mothers have generally experienced greater COVID stress/

disruption, distress, anxiety, and post-traumatic stress symptoms, compared to fathers. In the

Wade et. al. study mothers’ higher COVID stress/disruption independently predicted all
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mental health outcomes, suggesting a stress accumulation model [36]. This is consistent with

our finding that mothers reported one of the most difficult aspects of the pandemic was the

“juggling act” that they had to perform. It is also possible that hospitals’ one-parent rule acts as

a protective factor among fathers who, in this way, are shielded from distressing scenes of their

child being ill, difficult conversations with medical professionals, and are not burdened by

multiple responsibilities. Further research is needed to explore the experiences of fathers

specifically.

This study is also limited to English speaking participants, recruited from a single site, and

the recruitment of a small sample. Though the sample size of this study is small, sample ade-

quacy in qualitative investigation relates to the appropriateness of the sample composition and

size [37]. By purposively selecting families across a range of different diseases, ages, times since

diagnosis, distances from the hospital and personal circumstances, the composition of this

sample provides richly-textured and wide-ranging information relevant to the COVID-19

experience. Recent research has shown greater efficiency of purposive sampling (and accord-

ingly lower sample size needs) compared to random sampling, as used in qualitative studies

[38]. Furthermore, data saturation was observed within this sample, with no new themes

reported within the last two interviews.

Conclusions

The pandemic has, and will likely continue to go through waves, as new variants develop. It is

critical that we understand the challenges and needs of families with chronically ill children

and prepare a health and education system that will meet these needs in the future. Key lessons

learned during the COVID-19 era can also inform innovations that generalize beyond the pan-

demic, including the benefits of advanced telehealth for rural and unwell families, the impor-

tance of psychosocial and family-centered care.
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