
Received: 21March 2021 Revised: 31 August 2021 Accepted: 20 September 2021

DOI: 10.1002/pbc.29400 Pediatric
Blood &
Cancer The American Society of

Pediatric Hematology/OncologyP S YCHO SOC I A L AND SU P PORT I V E CA R E :
R E S E A RCH ART I C L E

Parent perceptions of pediatric oncology care during the
COVID-19 pandemic: An Australian study

Maria C.McCarthy1,2,3 Jessica Beamish1,2 CatherineM. Bauld3,4

India R.Marks1 TriaWilliams5 Craig A. Olsson3,4,6 Cinzia R. De Luca1,2

1 Clinical Sciences, Murdoch Children’s

Research Institute, Melbourne, Victoria,

Australia

2 Children’s Cancer Centre, Royal Children’s

Hospital, Parkville, Victoria, Australia

3 Department of Pediatrics, University of

Melbourne, Melbourne, Victoria, Australia

4 Population Health, Murdoch Children’s

Research Institute, Melbourne, Victoria,

Australia

5 Infection & Immunity, Murdoch Children’s

Research Institute, Melbourne, Victoria,

Australia

6 Centre for Social and Early Emotional

Development, School of Psychology, Faculty of

Health, Deakin University, Burwood, Victoria,

Australia

Correspondence

MariaMcCarthy,Clinical Sciences,Murdoch

Children’sResearch Institute, 48Flemington

Rd,Melbourne,VIC,Australia.

Email:maria.mccarthy@rch.org.au

Abstract

Background:Weexamined parents’ perceptions of their child’s oncology care during a

period of significant COVID-19 restrictions in Australia.

Methods: Parents of children, 0–18 years, receiving hospital-based cancer treatment,

completed a survey examining their COVID-19 exposure and impact, information

and knowledge, and perception of their child’s medical care. Recruitment occurred

betweenOctober andNovember 2020.

Results:Eighty-four parents (95%mothers) completed the survey. Sixty-seven percent

of patients were diagnosed pre-COVID-19. The majority of parents (76%) reported

negative impacts of COVID-19 on family life, including parenting and emotional well-

being despite exposure toCOVID-19 cases being very low (4%). Family functioning and

parent birthplace were associated with COVID-19 impact and distress. Parents per-

ceived the hospital as a safe place during the pandemic. Very few parents reported

delaying presentation to the emergency department (12%). The majority identified no

change (69%) or delay (71%) in their child’s treatment delivery. Over 90% of parents

were confident that COVID-19 did not impact medical decision-making. They felt con-

fident in their COVID-19 knowledge and sought information from trusted sources.

Parents reported a positive relationship with their child’s care team (93%); however,

access to some support services was reduced.

Conclusion: Understanding patient and family experiences of pediatric oncology care

across international contexts during the pandemic is important to inform present and

future health care responses. In the Australian context of low infection rates and strict

community restrictions, parents perceived their child’s oncology care to be relatively

unaffected.However, findings indicate that familywell-beingwas impacted,whichwar-

rants further investigation.
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1 INTRODUCTION

The onset of the SARS-CoV-2 (coronavirus disease 2019 [COVID-

19]) pandemic in early 2020 has presented significant challenges to

pediatric oncology care worldwide. At the beginning of the pandemic,

the impact of the virus on children undergoing cancer treatment

was largely unknown.1 Specific concerns included (i) whether young

patients would be more susceptible to the virus due to their compro-

mised immune states2; (ii) the extent towhich oncology serviceswould

be suboptimal due to overwhelmedhealth care systems or reduction of

patient-facing services3; and (iii) the psychological impact on youth and

their families who were already enduring significant stress associated

with cancer diagnosis and treatment.4

Australia is one of a handful of countries that have largely been able

to maintain control of the virus, aided by geography, strict domestic

and international travel restrictions, high levels of COVID-19 testing

and contact tracing, and stringent “stay at home” orders. Within Aus-

tralia, Victoria was the most affected state at the time. In March 2020,

a State of Emergency was declared, and between March and Octo-

ber 2020, Melbourne experienced a total of 23 weeks of lockdown.

During Victoria’s second lockdown, the strictest restrictions were in

place for 8 weeks, from August 2 to September 28, 2020. During this

time, residents were permitted to leave their homes for 1 hour a day

and for one of four reasons: exercise, essential shopping, caregiving,

and essential work. No public gatherings were allowed, face masks

were mandatory, and individuals could not travel more than 5 km

(3.1 miles) from their home. All non-essential services were closed,

and residents were unable to leave their homes between 8 p.m. and

5 a.m. without a permitted reason. At the height of the pandemic, the

highest number of cases in a day was 725 (August 6, 2020), and the

highest weekly average was 491 cases per day (July 31 to August 7,

2020).

In line with these restrictions and with the global World Health

Organization and the European Centre for Disease Prevention and

Control guidelines, the Children’s Cancer Centre at the Royal Chil-

dren’s Hospital (RCH) Melbourne made significant changes to patient

care.Outpatientmedical appointmentswere transitioned to telehealth

where possible; staff rotated working from home; some allied health

services were delivered online; hospital visitors were limited to one

caregiver; all volunteer services ceased; personal protective equip-

ment (PPE) was mandated for staff (surgical grade face masks and

eye protection during patient interactions) and asymptomatic COVID-

19 nasopharyngeal swabs were mandatory for patients before every

emergencyandelectiveprocedure (between July20andNovember24,

2020) with strict patient (and parent) isolation requiredwhile awaiting

results.

The aim of this study was to understand the impact of the COVID-

19 pandemic and any associated changes on the health and well-being

of children and families receiving hospital-based oncology care at the

RCH. The current paper reports on parent-reported COVID-19 expo-

sure and impact, their knowledge and information seeking, and their

perceptions of their child’s oncology care. A secondary aim was to

examinewhether demographic, medical, or family characteristics were

associated with COVID-19 impact and distress.

2 METHODS

2.1 Design

This cross-sectional study utilized an online survey comprisingCOVID-

19-specific study variables, validatedpsychosocialmeasures andopen-

ended questions.

2.2 Participants

Participants were parents of children aged 0–18 years who were

undergoing active oncology treatment at the RCH Children’s Can-

cer Centre, Melbourne, Victoria. Active treatment was defined as

children “admitted” to the hospital as an outpatient or inpatient for

cancer-directed care during the COVID-19 period. Exclusion criteria

included families where (i) the child had completed treatment prior to

March/April 2020; (ii) parents had insufficient English to complete the

survey; (iii) the child was receiving end-of-life treatment; and (iv) the

family were identified by the clinical team as unsuitable to approach.

2.3 Procedure

Eligible children were identified through the RCH electronic medical

records (EMR) database. Recruitment was undertaken between Octo-

ber and November 2020. Eligible families received an information let-

ter via clinical staff. Parents were then contacted by the research team

7–12 days after receiving the letter to obtain consent. The survey was

distributed to consenting parents via data collection tool REDCap.5

Reminder emails were sent 1 week later if needed (maximum of three

emails sent).

2.4 Measures

2.4.1 COVID-19 Exposure and Family Impact
Survey (CEFIS)

The CEFIS6 questionnaire measures exposure and impact of the

COVID-19 pandemic upon families of children with a pediatric health

condition. The questionnaire has three sections. Part 1: 25 items

(yes/no responses) that measure “exposure” to COVID-19 and related

events. Scores are calculated as the sum of the 25 items (range 0–

25); higher scores indicate more exposure. Part 2: 12 items (10 items

on a four-point Likert scale [Made it a lot better, made it a little better,

made it a little worse, made it a lot worse, or a not applicable option], and

two items on a 10-point scale) that measure “impact” of COVID-19 on
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parenting, family relationships, physical and emotional well-being, and

overall distress. Scores are calculated as themean of the 10, four-point

Likert scale items. Twodistress items (10-point scale) are reported sep-

arately and combined to give an average “family distress” score. Part 3:

An open-ended question, “Please tell us about other effects of COVID-

19 on your child/ren and family both positive and negative.” Internal

reliability for CEFIS has been found to be excellent with a strong factor

structure and clinical utility.6 For this study, internal consistency was

low (α= .56) for Exposure and acceptable (α= .74) for Impact.

2.4.2 Experience of Care (EoC) Survey

The EoC survey was developed by an expert multidisciplinary team of

RCH pediatric clinician-researchers to assess the impact of COVID-

19 and was adapted specifically for oncology families. The survey

included: 19 items regarding access tohealth care, impacton treatment

plans, hospital visitor restrictions and education; 24 items asking about

their child’s exposure toPPE,COVID-19 testing (swabbing) and related

distress; and two items regarding parent knowledge of COVID-19 and

prevention measures, along with rankings of information sources and

how trusted these were. All items were closed statements (yes/no, fre-

quency counts), with some open-ended text to allow for further detail.

2.4.3 McMaster Family Assessment Device
(MFAD)

Parents completed the General Functioning Scale (GF) of the Family

Assessment Device, a 12-item measure of overall healthy/unhealthy

family functioning.7,8 Each item is rated (1–4) depending on how well

it describes their family; scores are totaled and divided by the number

of items. Higher scores reflect poorer family functioning. The GF has

been shown to have good reliability and validity.9 Internal consistency

for this measure was α= .88.

2.5 Statistical analysis

Descriptive statistics for all survey variables were calculated in

SPSS Version 2710; specifically, means and standard deviations for

continuous variables and frequency (%) and sample size for cate-

gorical variables. t-Tests and chi-square tests were used to compare

completers and noncompleters across continuous and categorical

variables, respectively. Internal consistency of the measures was

calculated using Cronbach’s alpha and Kuder Richardson Formula 20.

Examination of the associations between CEFIS Exposure, Impact

and Distress scores was conducted using Pearson Product Moment

Correlations. Regression analysis examining associations between

specific child illness and family demographic factors and CEFIS Impact

and Family Distress Scores were conducted in Stata 1511 in order to

impute missing data using the methods of multiple imputation. Twenty

complete datasets were imputed via chained equations.12 Estimates

F IGURE 1 Recruitment flowchart

were then obtained by pooling results using Rubin’s rules.13 Prior

to regression, all continuous variables were standardized (z-scores).

Analyses were conducted separately for CEFIS Impact and Family

Distress Scores; first as univariate linear regression models in which

each independent variable was entered separately, and then as a

singlemultivariable linear regressionmodel in which all variables were

entered simultaneously to remove any collinearity.

Open-text box data from the CEFIS and EoC survey were entered

into QSR International’s NVivo 12 software to facilitate coding and

analysis.14 Qualitative data were initially reviewed and discussed by

two authors (Maria C. McCarthy and India R. Marks) to identify ini-

tial codes. Data were initially coded deductively into negative and

positive effects. Inductive content analysis was utilized to iden-

tify emergent themes from additional open-ended text responses.15

NVivo coding comparison showed excellent inter-rater agreement;

kappa = .82. Frequency counts were used to identify the weight of

themes within the open-text responses.

3 RESULTS

A total of 125 eligible participants were identified, 118 parents

were approached to participate (seven were uncontactable), and

84 (76%) completed the survey within the 4-week study period

(Figure 1). There were no significant differences between completers

and noncompleters for child age, sex, age at diagnosis, diagnosis
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category, time on treatment, and geographical location (p> .1). Table 1

provides participant demographics and medical details. Study partici-

pants were predominantly mothers (95%, n = 80). Most patients were

diagnosed pre-COVID (67%), had acute lymphoblastic leukemia (ALL;

44%, n = 37), were admitted to hospital eight or more times (46%,

n= 39), and spent 1 week ormore in hospital (54%, n= 43).

3.1 Exposure and Impact of COVID

Themeannumber ofCOVID-19exposure items endorsedon theCEFIS

was 7⋅42 (range 0–25). All families were exposed to stay-at-home

orders, with additional exposure items endorsed relating to educa-

tional impacts: schools closed (92%, n = 77) and education disrupted

(83%, n = 70); financial and work impacts: someone kept working

(essential personnel, 41%, n = 34); work hours cut back (61%, n = 51);

required to stopworking (36%, n= 30); family income decreased (57%,

n = 48); and family visitation: inability to visit or care for a family

member (82%, n = 69). Three (4%) participants had a family mem-

ber who had been exposed to someone with COVID-19 (father, grand-

parent, and patient). One participant had a family member diagnosed

with COVID-19 (2-year-old patient). No respondents reported having

a family member admitted to intensive care or die due to COVID-19.

Many families (76%) reported negative impacts of COVID-19 on

family life (M = 2⋅91, SD = 0.57) across all domains except for “how

family members got along with one another” (Figure 2). Parents rated

their distress higher (M= 6.35, SD= 2.11) than their child’s (M= 5.52,

SD= 2.38), t(81)= 3.18, p= .002, with combined Family Distress aver-

aged as M = 5.93 (SD = 1.91). Correlations between the CEFIS sub-

scales, Exposure and Impact (r = .22, p = .049), and between Family

Distress and Exposure (r = .23, p = .036) were statistically significant

but of low magnitude. Family Distress and Impact (r = .534, p < .001)

weremoderately and significantly correlated.

3.2 Knowledge and information seeking

Most parents were confident in their knowledge about COVID-19

(M = 5.84, SD = 1.01; 1 = very poor to 7 = very good), as well as knowl-

edge about how to prevent its spread (M= 6.31, SD= .82; 1= very poor

to 7 = very good). Most parents reported seeking COVID-19 informa-

tion from reliable sources such as governmentwebsites, television, and

newspapers. Most participants trusted the information they received

from medical professionals (92%, n = 77), scientists (85%, n = 71),

and state government sources (82%, n = 69); with the media the least

trusted (29%, n= 25) (SupportingMaterial, Figures S1 and S2).

3.3 Perception of hospital and oncology care
during COVID-19

Most parents reported that their child felt safe in the hospital, with

25% (n = 20) reporting their child found it only slightly frightening

TABLE 1 Demographic characteristics

N (%)

Parent 84

Relationship to child

Biological mother 80 (95)

Biological father 4 (4.8)

Marital status, n (%)

Single 4 (4.8)

Married 63 (75)

Defacto relationship/living

together

13 (16)

Separated/divorced 4 (4.8)

Language other than English

spoken at home

Yes 23 (27)

No 61 (73)

Highest

education/qualification

completed

University postgraduate

qualification

24 (29)

University bachelor’s

degree

27 (32)

Trade certificate, diploma,

or apprenticeship

22 (26)

None of the above 11 (13)

Australia as country of birth 47 (56)

Geography

Metro 59 (70)

Regional 19 (23)

Interstate 6 (7.2)

Child

Child sex

Male 51 (61)

Female 33 (39)

Age (years) at time of

participation,M (SD)

8⋅13(4⋅42)

Age (years) at diagnosis,M
(SD)

6⋅69(4⋅50)

Time (years) on active

treatment,M (SD)

1⋅05(0⋅56)

Diagnosis at time of lockdown

(State of Emergency

declaredMarch 16, 2020)

Before lockdown 56 (67)

After lockdown 28 (33)

Number of hospital

admissions

1–3 28 (33)

4–7 17 (20)

8+ 39 (46)

(Continues)
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TABLE 1 (Continued)

Child

Length of admission (N=80)

Day procedure 24 (30)

Admission less than 1week 13 (16)

Admission 1week ormore 43 (54)

Cancer diagnosis

Acute lymphoblastic

leukemia

37 (44)

Brain 15 (18)

Sarcoma 8 (9.5)

Lymphoma 7 (8.3)

Acutemyeloid leukemia 5 (6.0)

Wilms tumor 3 (3.6)

Other solid tumors 3 (3.6)

Bonemarrow transplant

(premalignant and

autoimmune disorder)

2 (2.4)

Anaplastic anemia 2 (2.4)

Other (immune deficiency

disorders)

2 (2.4)

and 48% (n = 38) reporting it was not at all frightening; two par-

ents (3%) reported their child found the hospital extremely frightening.

Most parents (87%) perceived the hospital as safe (29%, n = 24) or

safer (58%, n = 49) than before the pandemic. Similarly, of the par-

ents who accessed the emergency department, the majority attended

without hesitation (88%, n = 64). Nine parents (12%) were reluctant

to attend the emergency department: four to avoid their child being

swabbed; two to avoid exposure to COVID-19; one because their child

was COVID-19 positive; one because the emergency department was

full; one gave no reason.

Most parents reportednochange to their child’s caredue toCOVID-

19; 69% (n=57) reported no change to their child’s treatment plan and

71% (n = 59) reported no delay in procedures or treatment. For those

reporting a change (15%, n=12), only three believed this compromised

their child’s treatment. Over 90% of parents (92%, n = 76) were con-

fident that COVID-19 had no impact on medical decision-making. Of

the 56 families (67%) whose child was diagnosed before COVID-19,

9% (n = 5) felt their oncology care was worse due to the pandemic. All

parents reported an overall positive relationship with their child’s care

team,with 93% (n=76) rating the relationship as good and7% (n=6) as

satisfactory. Parents’ overall positive perception of their child’s medical

care was also reflected in the majority of open-text survey responses

(Table S1).

Oncology support services such as social work, mental health,

art/music therapy, and education continued to be accessed by 57%

of parents (n = 48). However, more than over one-third (39%,

n = 33) reported some difficulty accessing services. Of those that

accessed services, the majority were accessible face-to-face. Educa-

tion services and social work provided many consultations via tele-

health/telephone (60% and 40%, respectively), with approximately

one-fifth of parents (19%, n = 16) finding this less satisfying than

face-to-face.

3.4 COVID-19-related care changes

Nearly two-thirds of parents (62%, n = 52) reported their child was

exposed to health professionals in full PPE with the majority “not at

all” distressed by PPE (71%, n = 37/52). Eighteen patients (21%) expe-

rienced full PPE over 10 times a day.

COVID-19 swabsweremostly performedonasymptomatic children

(63%, n = 53) prior to a procedure (i.e., lumber puncture or surgery),

while fever/temperature (21%, n = 18) and runny nose/cough (19%,

n=16)were other common reasons. The total number of swabs ranged

from one to more than 20 swabs (median = 5). According to par-

ents, more than half of the children experienced some distress prior

to swabbing (56%, n = 45), one-third were “quite” or “extremely” dis-

tressed during the procedure (39%, n=33) and over one-quarter (27%,

n = 23) were “not at all distressed.” The most common signs of distress

were being upset, crying, and/or screaming. Children 8 years and under

(M = 3.71, n = 42) were significantly more distressed than children

9 years and older (M = 1.97, n = 39), t(70) = 6.16, p < .001. Twenty

families reported their child needed to be restrained during swabbing

(24%) and over one-quarter of parents (27%, n = 24) reported their

child required procedural support fromChild Life therapists.Over two-

thirds of parents reported feeling quite prepared or very prepared for

their child’s swabbing procedure (71%, n = 57/80), while three par-

ents (4%) reported they were unprepared. Most parents were not dis-

tressedabout their child’sCOVIDswabs; however, nine (11%) reported

being extremely distressed.

According to parent reports, most children were impacted by hos-

pital restrictions and the one caregiver policy during their admission

(68%, n = 57); one-quarter (26%, n = 22) reported no impact and

2% (n = 2) were unsure. Over two-thirds of parents (71%, n = 60)

indicated they were personally impacted by these restrictions. These

results were also reflected in open-text responses in which parents

most frequently commented on the negative impacts of visitor restric-

tions and separation from family and social supports (Table 3). Parents

also expressed worry about their ill child contracting the virus, finan-

cial issues, and difficulties accessing some health care/charity services.

Parents reported some positive impacts of COVID-19, which included

increased quality family time, greater community hygiene standards,

ability to work from home, and children’s adjustment to online

learning.

3.5 Correlates of CEFIS Impact and Family
Distress

The results of univariate and multivariable regression analyses exam-

ining associations between a selected set of child illness and family

demographic factors and CEFIS COVID-19 Impact and Distress scores
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F IGURE 2 Mean scores on COVID-19 Exposure and Family Impact Survey (CEFIS) impact items.
Scores>2.5 indicate negative impact

are presented in Table 2. Increasing family dysfunction (MFAD) was

associated with greater COVID-19 impact, while having a parent born

outside Australia was associated with less overall COVID-19 impact

and family distress. No other variables were found to be significantly

associated with the CEFIS Impact and Distress outcome variables.

4 DISCUSSION

This is the first Australian published study to report on parent per-

ceptions of their child’s cancer care during the COVID-19 pandemic.

Parent participation coincidedwith a 161-day lockdownperiod, involv-

ing stringent community and hospital restrictions. Two-thirds of par-

ents included in this study had a child diagnosed prior to the pan-

demic; the remaining parents were diagnosed during lockdown. All

children were receiving active cancer treatment at the time of the

study.

In addition to stay-at-homeorders, parents endorsedwork/financial

changes and changes to child education as the most frequent COVID-

19-related disruptions. Parents reported negative impacts across a

rangeof domains,with parenting (their ability to care for their sick child

and siblings) and self-care (parents’ own physical and emotional well-

being) the domains most impacted. These findings are similar to the

exposure and impact findings recently reported by Kazak et al. (2021),

despite significantly higher rates of COVID-19 in the United States.

In both studies, parents endorsed their personal well-being, partic-

ularly anxiety and mood, as the most negatively impacted domains.

These results suggest that measuring parents’ subjective appraisals of

COVID-19-related impacts may be important to guide psychosocial

supports for familieswho are navigating not only the pandemic but also

the stressors associated with their child’s illness.

Most child illness and family demographic variables examined

were not associated with parent-reported COVID-19 impact or family

distress, including whether a child was diagnosed pre- or during

the COVID-19 lockdown period. Of note, however, poorer family

functioning was associated with increased COVID-19 family impact.

These findings are consistent with traumatic stress models, which

posit the importance of psychosocial factors rather than illness and

demographic factors in predicting outcomes.16 This finding also

suggests that psychosocial interventions directed at strengthening

family functioning and relationships may be helpful in mitigating the

additional stressors families with children with cancer are navigating

because of COVID-19. An unexpected finding was that parents who

were born outside Australia reported less COVID-19 impact and

family distress. It is possible that this finding reflects the resilience

of families who undertake migration to a new country. Of note, many

families migrate to Australia as skilled workers, and can access uni-

versal education and health care systems; this may be reflected in our

study sample. The experience of refugee families, however, is likely

to be very different. Further examination of COVID-19 impacts on
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immigrant and refugee families is warranted given this preliminary

finding.

Most parents reported feeling knowledgeable about COVID-19,

obtaining information from multiple trusted sources including gov-

ernment sources and health care providers. This is in contrast to a

recent study from the United Kingdom, which found parents mostly

obtained information via cancer charities and reported unmet infor-

mation needs particularly related to childhood cancer.17 These dif-

ferences may relate to different approaches to information provi-

sion; for example, the Victorian Government and health officials held

daily news conferencesduring lockdown.Additionally, thehospital pro-

vided regular online COVID-19 updates in multiple languages, while

oncology-specific information was delivered to families via the patient

portal.

Importantly, many parents reported feeling safer or as safe in the

hospital environment compared to pre-COVID-19. Very few delayed

hospital attendance due to safety concerns, which is in contrast to find-

ings reported by Darlington et al.,17 where two-thirds of parents of

childrenwith cancer no longer consideredhospital a safe place. Parents

also perceived few delays or compromises in their child’s care through-

out the pandemic, with only a small number of parents (9%) whose

children were receiving cancer care prior to the pandemic report-

ing that care was worse. Findings from this study are in contrast to

other patient and family studies1718 and a recent American study of

13 pediatric oncology institutions across New York and New Jersey,

which identified significant delays in treatment including chemother-

apy (54%), surgery (46%), and transplant (30%).19 Similar findings

related to delays in treatment have been reported internationally.20,21

Australia’s COVID-19 infection rates have been low relative to

other countries. Early in the pandemic, the RCH implemented strict

policy changes and, despite Victoria being the most impacted Aus-

tralian state, the RCH itself has had few COVID-19-positive inpatients

(n= 21). It is possible these factors contributed tomost families feeling

safe within the hospital. Importantly, although specialist COVID-19

testing and respiratory services were introduced, other services

such as elective surgery were reduced and outpatient appointments

converted to telehealth, meaning the hospital was not overwhelmed

by patient demand during this period. In addition, pediatric oncology

clinical trials continued, with no studies closed due to lockdown. These

factors potentially contributed to oncology services continuing with

minimal delays.

Australia implemented strict screening and COVID-19 testing mea-

sures, especially for thosewith cold/flu-like symptoms.As a result, RCH

oncology patients underwent multiple swabbing, a procedure recog-

nized for its discomfort. Many children in this studywere distressed by

swabbing, especially younger children, which is consistent with exist-

ing knowledgeonprocedural distress.22 Almost aquarter of the sample

reported their child had to be restrained, potentially creating another

level of distress. These results are concerning given children with can-

cer already undergo multiple invasive medical procedures and early

experiences of difficult and painful procedures can have significant

short- and long-term impacts.23 Whether this testing has led to greater

procedural distress in oncology patients or will have persistent longer

term effect is, as yet, unknown. Importantly, future studies need to

focus on the long-term effects of swabbing (i.e., trauma and distress)

for this population.

There are several limitations of this study. First, this is a single-

institution study; therefore, generalizability of findings is limited. How-

ever, givenVictoriawas impactedmore than any other Australian state

during this period, this study likely represents the “worst-case sce-

nario” with respect to the impact of COVID-19 on Australian pediatric

oncology patients receiving active treatment. Second, the data pre-

sented include only parent reports; it is possible oncology health care

providers and children themselves have different perspectives on the

quality of cancer care during the pandemic. Third, the studywas limited

to parents whose children were actively receiving treatment, and may

haveexcludedpatientswhoexperienced treatment delays, such as chil-

dren awaiting donor transplants.24 Additionally, non-English speaking

parentswere excluded from the study, aswere familieswhomclinicians

deemed unsuitable to approach, often due to psychosocial complexi-

ties. These groups likely represent significantly vulnerable subgroups

and thus our findings may underestimate COVID-19-related distress.

Another limitation is that the internal reliability of the CEFIS exposure

subscale was low in contrast to the recently reported psychometrics

of this new measure. Finally, this paper has not included additional

data that examined patient and parent distress, the impact of hospital

restrictions, social isolation, and reduced support from volunteers and

cancer charities. The finding that approximately one-third of parents

in this study reported difficulty accessing allied health and support

services suggests that while medical care continued, families may have

been less supported regarding psychological and physical burdens.

Additional data, which are currently being analyzed for publication,

may assist oncology health care providers and support organizations

to identify, and potentially mitigate, the longer term psychological

sequelae of these experiences in this vulnerable population.

In conclusion, this study has identified that despite enduring some

of the strictest lockdown measures worldwide, most pediatric oncol-

ogy parents were pleased with the quality of their child’s care dur-

ing the COVID-19 pandemic. Access to COVID-19 information that

was both trusted and specific to pediatric cancer and strict public

health measures, which kept community and hospital infection rates

manageable, possibly contributed to parent’s perceptions of a safe

clinical environment. Importantly, there was minimal impact on pedi-

atric oncology care during lockdown. Despite these positive findings,

family well-being was overall negatively impacted and the psycholog-

ical impact of COVID-19 in this cohort will be important to explore in

more detail to fully understand the child and family experience, par-

ticularly given pre-existing stressors associated with childhood cancer

diagnosis.
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