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A B S T R A C T

Objectives: To describe the experiences of people diagnosed with cancer during the COVID-19 pandemic.
Data Sources: Qualitative data were collected through semistructured interviews conducted with people
affected by cancer in the Australian context. Following institutional ethical approval, interviews were con-
ducted over Microsoft Teams and Zoom platforms and complied with confidentiality requirements. Data
were transcribed verbatim and analyzed, and emergent themes were developed using thematic analysis to
understand patient experiences of cancer care during the COVID-19 pandemic.
Conclusions: The COVID-19 pandemic was disruptive to the daily experiences of supportive care. Four over-
arching themes were identified related to: 1) the impact on accessing healthcare services, 2) encounters with
healthcare professionals, 3) the impact on daily living, and 4) the impact of COVID on psychological well-
being.
Implications for Nursing Practice: As the COVID-19 pandemic held global consequences on cancer practices, it
is recommended that nursing and other multidisciplinary healthcare professionals reflect upon these find-
ings, in the context of planning for future pandemics. We encourage further exploration into the sustainabil-
ity of telehealth services universally, given the issues highlighted in this study.
© 2023 The Author(s). Published by Elsevier Inc. This is an open access article under the CC BY-NC-ND license

(http://creativecommons.org/licenses/by-nc-nd/4.0/)
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Introduction

In March 2020, the World Health Organization (WHO) declared
COVID-19 as a global pandemic. To date, there has been 760,360,956
confirmed cases and 6,873,477 deaths.1 It is imperative for healthcare
professionals and researchers to comprehensively understand the
impacts of COVID-19 among people affected by cancer. A recent sys-
tematic review2 identified the supportive care needs for people
affected by cancer during the COVID-19 pandemic. The findings from
this review2 identified that irrespective of cancer type or stages and
treatment or COVID-19 status, patients reported reduced access and
availability for symptom management support during the pandemic.
Many people affected by cancer expressed concerns related to
increased fatigue, weakness, and pain during periods of increased dis-
tress and anxiety evoked by repetitive lockdowns and reduced accessi-
bility to healthcare services.2 Furthermore, individuals expressed fears
of contracting COVID-19, forcing them to socially isolate themselves
from not only the wider community but also peers, family, and support
networks. Communication with healthcare professionals decreased in
quality when care was transitioned to telehealth services.3-20 While
there are several issues in supportive care experiences among people
affected by cancer during the pandemic, there are several limitations
to point out in this existing systematic review.2 First, while the review
was inclusive of all global literature, there was little insight into the
experiences of people affected by cancer within the Australian health
system. Noteworthy, there was only one Australian study21 that was
conducted in a population of adults with hematological cancers and
was quantitative and cross-sectional in design. Consequently, little is
known about the in-depth lived experiences of people affected by dis-
tinct types of cancer across both private and public Australian health-
care services. While Australia did not experience the same level of
impact of the pandemic compared to other countries, Australia experi-
enced harsh lockdowns, with longer periods of time compared to other
countries.22 For example, Melbourne claimed the dubious title of being
the world's most locked-down place after 246 days in lockdown.
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Cancer services still had tomanage burgeoning clinical service demand
due to COVID-19 and adapt to adhere to constant changes in legisla-
tion, restrictions, and transition cancer service models of care to mod-
els of telehealth.23,24 Currently, there is limited information about the
experiences among people affected by cancer in this context, to inform
future clinical service re-design and to learn and plan cancer services
for future pandemics.

This qualitative study aimed to address the following research
question:

What are the experiences among people diagnosed with cancer dur-
ing the COVID-19 pandemic in Australia?

Methods

Design: A qualitative descriptive study method25 was used to
examine patient experiences of those living with cancer in Australia
during the COVID-19 pandemic. This study design enabled a rich and
in-depth exploration of qualitative experiences. Semistructured
interviews26 allowed for the depiction of an individual's experiences
rather than a cohort response. We aimed to qualitatively synthesize
the information shared by Australians living with cancer who were
affected by COVID-19, to highlight their experiences. This study has
been reported according to the Consolidated Criteria for Reporting
Qualitative Studies (COREQ) 32-item checklist.27 See Supplementary
Table 1 for the completed checklist.

Setting: Private and public cancer services across Australia were
included. Seven of the eight participants lived in Australian Capital
Territory and one participant resided in northern New South Wales.
Interviews were conducted over Microsoft Teams or Zoom and dic-
tated using the in-built tools, recorded, and transcribed for quality
assurance purposes between September 2022 and February 2023.

Eligibility Criteria: Participants were selected based onmeeting the
following inclusion criteria:

� Participants diagnosed with cancer, irrespective of type, staging,
or treatment services.

� Participants either had been diagnosed with COVID-19 or had
been a close contact to someone diagnosed with COVID-19 in
their household. The diagnosis of COVID-19 was self-reported.

� Participants who were �18 years or older and able to provide
written and informed consent.

� Participants of all genders were included and were self-assessed
proficient in English.

Recruitment

The snowballing approach28 to sampling was used to capture
patient experiences across Australia. This method aimed to encour-
age as many diverse participants as possible to take part in the study
and, therefore, no participant was directly targeted based upon diag-
nosis, age, gender, or location. Participants were provided with a par-
ticipant information sheet and provided with the opportunity to ask
questions. All participants were assured that their comments would
remain confidential, and that all data collected would be deidentified.
Participants were recruited following national participant recruit-
ment strategies:

� One researcher contacted, by email, sixteen known cancer organi-
zations listed on Cancer Australia (https://www.canceraustralia.
gov.au/impacted-cancer/cancer-support-organisations). The peak
cancer organizations were provided with an overview of the
study, a copy of the participant information sheet, and recruit-
ment poster. The organizations were asked to advertise the
research study on their websites, and to share in their email distri-
butions lists. In total, 6 of the 16 cancer organizations supported
this recruitment strategy and disseminated the study recruitment
documents. Cancer organizations shared the research study and
contact details for the research team on their website, their social
media (Instagram, Facebook, and LinkedIn sites) and emailed the
cancer centers in each state to ask for their support.

Data Collection: Data were collected by one allied healthcare pro-
fessional and one experienced health service researcher. Both were
female, one qualified accredited exercise physiologist and one regis-
tered nurse and senior researcher with experience in qualitative
research. During each interview reflective field notes were taken. On
average the semi-structured interviews lasted for one hour. Patient
demographic data were collected prior to the interview and deidenti-
fied for confidentiality purposes. Data included age, gender, cancer
diagnosis, and treatment information as well as COVID-19 infection
status, see Table 1. Neither researcher had any previous relationships
with any participant. There was no presence of nonparticipants dur-
ing any interview. No repeat interviews were conducted.

Interview Guide: The purpose of the semistructured interview
guide was to ensure the interviewer remained on topic was also flexi-
ble to allow for open two-way communication, which elicited other
relevant insights into individual experiences, see Table 2.

Data analysis: Thematic inductive analysis was used,25,29 see
Table 3 for an overview of the steps in the process. The first stage
involved familiarization of the qualitative data and examination of
the data for broad themes, which involved reading and re-reading
the transcripts. A reflective diary was kept by the researchers during
the coding process and noting patterns in the codes. All researchers
reviewed and refined the themes until consensus was reached by
revisiting the data coded, reflective notes, and the research question
to finalize the themes.

Ethics: This project received ethics approval from the University of
Canberra Human Research Ethics Committee (Project num-
ber:11757). Written informed consent was given by all participants
prior to the scheduling of their interview. With verbal consent given
again before the interview and audio recording commenced. Partici-
pants were free to withdraw from the study at any point without pro-
viding a reason. Data were anonymized for privacy and
confidentiality reasons.

Results

A total of eight participants consented to take part in this study.
Three additional participants consented but did not attend the semi-
structured interview. Of the eight participants, five were female and
three were male, see Table 1. Seven resided in the Australian Capital
Territory (ACT) and one in New South Wales (NSW). The average age
of participants was 60.8 (§12.3) years old, six participants lived with
their families, and two lived alone. Five participants reported being
retired with varying previous employment, while two participants
were currently working full-time, and one participant was planning
on returning to work in late 2022. Five female participants had breast
cancer at varying stages, two male participants had prostate cancer,
and two participants had multiple cancer diagnoses (lung, kidney,
brain, and bone). Two participants had a self-reported COVID-19
diagnosis, while the remaining six had been a close contact, but never
contracted COVID-19.

The findings identified four overarching themes, namely: 1) the
impact on accessing healthcare services within both (a) hospital and
(b) community-based facilities, 2) encounters with healthcare profes-
sionals, in both (a) face-to-face and (b) telehealth, 3) the impact on
daily living (a) physically, (b) financially, and (c) family and socially,
and 4) the impact of COVID on psychological well-being, see Fig 1 for
an overview of the themes.



TABLE 1
Participant Demographic Information.

Participant
number

Age Gender State Cancer
Diagnosis

Cancer Treatment
Details

COVID-19
Status

Marital
Status

Children Location
of Home

Living
Circumstances

1 70 Male ACT a Prostate cancer, 2021 Surgery: robotic radical prostatec-
tomy in September 2020

Radiotherapy, January 2021
Chemotherapy April-July 2021
Hormone therapy 3 monthly
injection (current September
2022)

No Married No Urban Townhouse with
wife

2 41 Female ACT Breast cancer, 2021 Neoadjuvant chemo 1 September
2021

Surgery: mastectomy unilateral
with axial clearance 11 lymph
nodes 15 December

Radiotherapy: March 2022
Aromatase inhibitors and other
hormone therapy. Plan to have
ovaries removed at the end of
year or early 2023.

Yes De facto X2 Urban House with children
and partner

3 71 Male ACT Kidney cancer 2011,
metastases adrenal gland
2014 and lungs 2015,
prostate cancer 2018.

RCC and metastases: treated by
surgical removal (kidney and
adrenal gland) and chemother-
apy therapy for lung metastases

Prostate cancer: Radiation ther-
apy 2018, ongoing hormone
therapy

No Divorced X3 Urban Lives alone

4 68 Male ACT Prostate cancer, 2022 Lucrin: hormone therapy + radia-
tion therapy (no dates pro-
vided)

No Married X3 Urban House with wife

5 52 Female ACT Breast cancer, 2022 Mastectomy February 2022, fol-
lowed by chemotherapy

Yes Married X1 Urban Townhouse with
husband and son

6 47 Female NSW Breast cancer,
2021

Neoadjuvant chemo 6 months:
paclitaxel weekly for 12 weeks,
carboplatin 3 weekly, Immuno-
therapy-:pembrolizumab 3
weekly. Second 12 weeks. Radi-
ation therapy

No Single No Urban Townhouse alone.

7 73 Female ACT Breast cancer
, 2018

Chemotherapy, radiation, and sur-
gery October 2019

No Married X2 Urban House with hus-
band, 1x son and
1 grandchild half
the week

8 65 Female ACT Brain cancer, lung cancer,
bone cancer

Radiation therapy/
immunotherapy
chemotherapy
/surgery
/clinical drug trials (dates not
reported)

No Single X2 Urban House with mother
living in granny
flat
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Impact on Accessing Healthcare Services

Overall, individuals with cancer shared varying experiences with
accessing care, both in hospital and in outpatient facilities, including
their general practitioner, dentist, or accessing allied health services.
Participants who were diagnosed with cancer earlier in the pandemic
generally reported greater concerns with the fragmented scheduling
of appointments, reduced access to allied health services, and gener-
ally inferior experiences with telehealth appointments, whereas
other participants who received their cancer diagnosis later in the
pandemic described more positive experiences and found their
healthcare teams were more accessible.

“I guess I was pretty lucky the COVID protocols didn't seem to affect
me all that badly . . . Similarly, when I had the radiotherapy and then the
chemotherapy, yes there were protocols in place. Signing procedures,
that sort of thing, but it didn't delay any.” (Male, 70, prostate cancer)

Hospitals

Most participants reported mixed perceptions of accessing cancer
services in the hospital setting. One participant noted:
“I actually felt safe in those environments, even though I was very
sick” (Female, 65, brain, lung, and bone cancer)

Whereas another stated:

“It was awful and scared the s**t out of me” (Female, 41, breast
cancer)

Most of the participants were unable to compare pre-pandemic
cancer services to the current pandemic cancer service provisions
and were hesitant to draw a conclusion that the COVID-19 pandemic
was the sole reason for interruptions and deficiencies in their care.
However, one participant expressed shortcomings in cancer care that
were long-standing and articulated “So the things that were bad were
kind of habitually bad, I think.” One participant reported having both a
pre- and during COVID-19 pandemic care perspective and noted that
2021 was the “worst and most difficult year.” Many reported that the
COVID-19 protocols in hospitals, visitor restrictions, masks, and
check-ins were comforting and provided a sense of safety, but others
found them distressing and disruptive. Most of the participants
reported significant congestion in hospital cancer services, which



TABLE 2
Interview Topic Guide.

Interview Topic Guide

1. In 5 words or less how would you describe your experience during the
COVID-19 pandemic?

2. Can you tell me, have there been any changes to your treatment plan across
the last two years?

3. Have you had any difficulties accessing healthcare services?
4. If any, which aspects of your care have been most affected?
5. Did you use telehealth for appointments? If so, how did you find it in com-
parison with face-to-face appointments?

6. Do you have any different feelings associated with attending hospitals/ out-
patient clinics for treatment?

7. Did you feel there was a change to the attitude of your healthcare professio-
nals?

8. Were there any changes to the quality of care provided by your treatment
team during this time? If so, why do you think this was?

9. Do you think COVID-19 affected your ability to perform daily tasks?
10. Did the pandemic force you to make any changes regarding how you
accessed the community?

11. Have there been any changes to your ability to work over the last two
years?

12. Did you experience any financial difficulties during the pandemic?
13. Have there been any changes to the way you interact with others, whether
it be family, friends, or the wider community across the last two years?

14. What did this experience look like for you?
15. Did this lead to any further circumstances?
16. Can you tell me whether you think the pandemic has affected your family
dynamic and if so in what way has it?

17. At any point across the last two years did you find your mental health was
impacted?

18. Could you describe what this looked like for you, e.g., coping strategies,
symptoms, time frame?

19. Have you experienced any physical symptoms different to pre-pandemic?
20. Do you think that the pandemic has had an impact on your physical well-
being?

21. Has the pandemic impacted your ability to participate in physical activity?

TABLE 3
Phases of Thematic Analysis

Phase Description

Familiarization of Data Familiarization of data was completed inde-
pendently by HL, which involved reading
and re-reading the transcripts. HL com-
pleted post-interview reflections to sum-
marize initial thoughts on collected
information and both HL and CP familiar-
ized themselves with the data throughout
the interview process.

Generation of initial codes HL identified initial features of the data
which were relevant to the previously
defined domains of unmet supportive care
and applicable to the research question. CP
reviewed the initial codes, and any dis-
crepancies were openly discussed.

Identifying themes HL reviewed initial codes and began to sepa-
rate data into each identified preliminary
themes. At this stage the data was orga-
nized into corresponding themes and
demographic data was grouped with data
to allow for further analysis. CP reviewed
data collection and any discrepancies were
discussed openly and rectified if required.

Reviewing themes HL further refined themes to ensure each
extract was accurately representative of
the theme. HL and CP re-read data within
each theme to ensure if accurately repre-
sented the entire data set.

Defining and naming themes HL developed a graphic to further depict
identified themes. Refer to Fig 1.

Writing report Relevant data were extracted in relation to
the aims of this project. A full report was
written by HL, reviewed, and edited by CP.
Further contributions from KT and PK were
received.
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resulted in delays to the scheduling of their appointments creating a
sense that they had to get out of the hospital quickly.

“a terrible mismanagement of healthcare services” (Male, 68, pros-
tate cancer)
FIG 1. Findings
Despite overall negative perceptions, none of the participants
reported that there were any delays to their scans; CT or MRI, blood
tests, surgery or commencement of treatment once booked. Across
all the participants, none reported that their treatments were
overview.
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stopped, canceled, or rescheduled. Only one participant noted a delay
to starting chemotherapy treatment, because she was unable to gain
access to a breast cancer nurse to undertake the prerequisite educa-
tional session.

“Rather uncomfortable as they wanted me to start ASAP” and “Not all
of my care was looped in as well as it should have been” (Female, 41,
breast cancer).

A further participant had a suboptimal care experience during
chemotherapy treatment. She was being cared for by the “at home
service” initiated through her contacting the Rapid Assessment Unit
and was only able to access direct medical assistance after 8 days,
due to the hospitals’ directive to reduce people coming into the hos-
pital. Eventually, this participant was admitted to hospital, but at pre-
sentation she reported that she was significantly unwell and should
have been admitted sooner. In contrast, another participant noted
their access to hospital was easy because their treating oncologist
provided themwith a certificate, which stated they were significantly
immunocompromised.

Finally, all participants accessed telehealth appointments at
some point during their care. Most of the participants reported
that telehealth was a beneficial model, as an alternative to face-
to-face consultations. It was important for all participants to have
had prior notification that they were being offered telehealth,
and that they were comfortable with this mode of service deliv-
ery. Notably, only one participant shared their concerns in rela-
tion to a lack of a physical assessment during telehealth
consultations, which created uncertainty as to whether changes
in their condition would be missed. As a consensus across the
participants, they found telehealth to be:

“Better than not having anything” (Female, 52, breast cancer)

Community Services

Generally, participants commented that their access to commu-
nity services was most negatively influenced by the availability of
staff, the lockdown rules enforced by governments and the availabil-
ity of appointments. All participants commented that their GP practi-
ces were the most problematic and difficult to access because of the
“hard lockdowns” enforced by the government. There were problems
with duplication of appointments and inefficiencies with GP services.
One participant described having an initial telehealth appointment,
followed by an additional face-to-face appointment as requested by
their doctor. This led to an increased time spent with the doctor, diffi-
culty scheduling the appointment and additional financial costs to
the participant. Other participants avoided attending GP’s altogether
due to grave concerns about being among sick people. All participants
were fully vaccinated against COVID-19 and found accessing this ser-
vice to be easy with their “vulnerable” status. However, when diag-
nosed with COVID-19, accessing services was very difficult and
problematic due to lack of available services during weekends, multi-
ple COVID-19 helplines were confusing, and it was stressful to
require a negative polymerase chain reaction (PCR) COVID-19 test to
access the care required. These issues resulted in significant delays in
accessing services.

“Relieved to find a COVID specific health clinic eventually but after
about 1 week of suffering from an ear infection” (Female, 52, breast
cancer)

Those who did contract COVID-19 found accessing the antivi-
ral to be helpful, but similarly a difficult and lengthy task which
involved multiple phone calls, with time spent convincing nurses
and other healthcare practitioners of their need for the antiviral
treatment. Participants said their access to allied health services,
including exercise physiology gym classes, was fine as most
offered telehealth services in the height of lockdown. One partici-
pant commented that:

“I found them good, Yeah, they weren't as good as being in the gym
because I didn't have access to the equipment. So, it was basically a,
you know, a chair and some weights and a theraband. But no, I found
those exercises quite good because I think, the exercise sessions really
did play a big play, in my recovery, and they still do.” (Male, 70, pros-
tate cancer)

The only problem with accessing this service was reported to be
when staff were sick or forced to isolate due to the pandemic, which
meant they could not access any services. People affected by cancer
also commented on the need to attend a dentist during lockdown,
which became impossible due to the mask mandate.
Participants’ Impressions of Healthcare Professionals

All Individuals Shared Positive Experiences and Interactions With Their
Healthcare Professionals
Telehealth
Participants shared positive experiences with telehealth, includ-

ing phone call or video conference with their healthcare professio-
nals. Participants noted that they found telehealth to be better than
telephone consultations because telephone calls were “in-personal”
and “difficult to build a rapport.” All participants found asking ques-
tions difficult over the phone or on video call compared to face-to-
face consultations, but overall comments were:

“Amazing, they were so familiar with it, very accommodative, even
the surgeon, the oncologist helped me turn on the camera and things
to enable me to join the conversation” (Female, 52, breast cancer)

And another participant speculated:

“It was all very routine and professional, I suspect there was a differ-
ence in the beginning, that’s speculation” (Male, 68, prostate cancer)
Face to face
Some participants noted no difference in their treating team, and

in fact, attributed the difference to telehealth itself, rather than the
individuals. Some noted no change to the quality of care they
received, but for others it was the impact of enforcing very strict
COVID-19 rules, including visitor restrictions, mask wearing and
rapid antigen testing (RAT), which caused some to be frustrated. One
participant felt he was rushed from the hospital post-surgery due to
a government directive to clear the hospitals as:

“My problem was not seen as great in comparison to the dictate to
empty the hospitals” (Male, 73, prostate cancer)

There were mixed perceptions of clinical staff:

“They were all very professional, it didn’t matter who, they treated
everybody the same” (Female, 47, breast cancer)

While in contrast:

“I think that they were so stressed and running around like mad
things, not really knowing what they had to do and doing the best
that they could. And because I don't think they had top notch practi-
ces in terms of patient centred care at the outset. That meant that
when you add extra stress, you revert to type. So that meant that I
was even less likely to receive patient centred care, because that
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wasn't their baseline. So, I think it exacerbated a problem that I
would have experienced already.” (Female 43, breast cancer)

Many of the patients reported a lack of care coordination, which
were not a direct result of COVID-19, but rather long-standing prob-
lems in the healthcare system. Patients also commented on having
to advocate for themselves to access these services.

“That's where I really was on my own. And it only happened because
I made it happen or because the people around me made it happen”
(Female, 43, breast cancer)
Impact of Daily Living

All participants noted interruptions to their activities of daily liv-
ing. The magnitude of this impact varied between each person and
their individual circumstances, whether that was family, location, or
timing of their cancer diagnosis. Each participant reported negative
feelings toward how the COVID-19 pandemic affected their “normal”
way of life:

“Just you know things that you do on the day that we somewhat took
for granted before lockdown” (Male, 70, prostate cancer)

However, some shared surprisingly positive anecdotes toward it:

“I'll make one more comment and this is going to sound completely
counterintuitive, but I do think that in some ways I benefited from
COVID and that's because when I had my diagnosis. Had the COVID
lockdown not been in place, we would have been overseas for two
months now. That may have delayed my diagnosis, delayed my treat-
ment, resulted in the cancer spreading.” (Male, 70, prostate cancer)

Although for the wider public in both the ACT and NSW, COVID-19
appeared to be something of the past, those participants living with
cancer noted that they still employ risk reducing behaviors, and com-
mented that post-lockdown is of greater concern than during. As the
nonchalant attitudes of the wider public led them to instill long-term
behavioral change, taking further precautions, sustaining lockdown
provoked changes to their daily living that impacted their friendships
and family dynamics.

“I allow them [friends] to visit me, but it's only one or two people
each time, but not many of them now because they're aware that my
immune system is really low and that kind of thing, so. Ohh Lord,
that's significantly impacted me.” (Female, 50, breast cancer)
Family and social
Family dynamics were important to participants. Their families

were often their main support network and the COVID-19 lockdown
forced major changes to this interaction. Most participants com-
mented that they avoided children due to their high infection risk in
childcare and school settings. One participant did not care for her
grandson, placing added pressures on the parents, others noted
home-schooling pressures, while others noted not being able to
share the news of a new cancer diagnosis with family in person.
Often participants relied on their family members to care for them
during treatment, and many commented that when immediate fam-
ily members contracted COVID-19, this led to a significantly nega-
tive impact on them. In relation to their physical care or
psychological well-being, as without their support network they
felt further isolated.

“Really, I feel really, really done but um, yeah, makes me feel very iso-
lated and feeling really down and I'm just really scared that I was
unable to come back to my normal.” (Female, 52, breast cancer)
All participants commented on the kindness of family members in
delivering care packages and meals to their houses. One commented
that they missed their social life, avoided certain social events, and
still avoided hugging their friends. While another participant illus-
trated her gratefulness for the pandemic during her diagnosis as it
gave her and her immediate family the time to process it in whatever
way they needed to, without succumbing to the pressures to reassure
family members, friends or even work colleagues. A participant in
NSW noted she only allowed friends to visit if they were fully vacci-
nated, and because of this they lost contact with one friend, as she
refused to get vaccinated.

Financial
The pandemic held significant financial implications for many.

Most participants commented on having to use their sick leave and
take further measures during treatment, including pre-purchasing
leave through salary sacrifices, reduced working hours or not working
at all. Many commented that they felt privileged to live in a two-
income household and could not imagine being in a situation with
only a single income. One participant noted their workplace to be flex-
ible and supportive to allow for a gradual return to work, while
another commented that their workplace was unable to provide a safe
environment and in turn, they had to take an extended period of leave.

“I think that’s the biggest thing I’m pissed off about with COVID, is
that I had to exhaust all my leave, when work couldn’t provide a safe
environment and that’s what they’re supposed to do. There was no
mention of workers comp or COVID leave either” (Female, 47, breast
cancer)

Finally, one participant commented on his gratefulness for access
to private healthcare, as according to him the public system would
have resulted in longer wait times, more interaction with people in
hospital waiting rooms and a more invasive surgery, with a longer
recovery time:

“I’m very glad I had private health insurance” (Male 70, prostate
cancer)

Physical
Changes in access to their community, daily living tasks, and exer-

cise were widely discussed by participants. All participants accessed
online grocery and goods deliveries and commented on the wide-
spread shortages and difficulty accessing items as “you couldn’t really
go shopping around for things.” However, many felt a sense of comfort
in shopping during specific times allocated to those older or immu-
nocompromised. Others commented on sending the “healthier” fam-
ily member to pick up the shopping when delivery was not an
option. Others commented on a reduced access to gyms, exercise
physiologists and physiotherapists having negative implications in
their symptom management, especially in relation to fatigue during
treatment.

“Well, walking definitely . . . yeah, because early on you couldn't do it
. . . because of the difficulty of getting out to gyms and things. So stop
doing any gym work.” (Male, 68, prostate cancer)

Those who were able to access online gym sessions, did so, but
commented on how without access to the equipment, they did not
find the same physical benefits. Similarly, participants commented
on online church, choir or art classes as great alternatives and felt it
met their needs, without needing to be around large crowds.

Impact on Psychological Well-Being

Participants commented that psychologically they found the
COVID-19 pandemic to be challenging. Many shared nervous and
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anxious feelings toward attending health facilities, accessing their
community, interacting with family and or friends, which com-
pounded poorer mental well-being accompanied by a cancer
diagnosis.

“It was isolating” (Female, 47, breast cancer)

“I feel really, really done, feeling very isolated, feeling very down and
I am just really scared that I was unable to come back to normal”
(Female, 52, Breast Cancer)

The visitor restrictions which prevented the support of family and
or friends during treatment, pre- and post-surgery or in cancer con-
sultations, were highly distressing and concerning. Being alone with-
out a support person when they received their news of disease
progression, or results from scans was confronting and difficult to do
without loved ones. Participants also relayed that they worried about
their loved ones not being able to hear the news from the medical
professionals themselves. When having COVID-19 themselves, par-
ticipants shared:

“Oh, my lord I was so scared, I was so so scared” (Female, 52, breast
cancer)

Consciousness of their immunocompromised status led to
increased feelings of worry and stress. When patients had difficulties
in accessing antiviral medication, they reported being “freaked out”
and “significantly stressed” likened to the first time someone finishes
chemotherapy treatment.

“I am happy to die from cancer, but I’ll be f***d if I die from covid, I’m
not having it, I said I’m not fighting to live to end up with one of
those. And that was probably the most difficult because I felt really
isolated.” (Female, 65, brain, lung, bone cancer)

Discussion

This study set out to describe the experiences among people
affected by cancer during the COVID-19 pandemic in an Australian
context. The findings from this study identify that the evolving ele-
ments of cancer care were most profoundly impacted by the pan-
demic. These were inclusive of exercise prescription during
treatment, access to education sessions, telehealth consults, and
reduced support networks. It was clear that COVID-19 interrupted
the typical functioning of cancer services; especially in out-patient
healthcare settings and it was apparent that visitor restrictions in
hospitals substantially impacted family support dynamics and patient
experiences, although on a positive note, participants reported no
appointments were cancelled or rescheduled because of COVID-19.
The COVID-19 pandemic interrupted daily functioning for all the par-
ticipants and described avoidant behaviors post-lockdown, which led
to ongoing feelings of isolation, social anxiety, and disconnect from
family and friends. COVID-19 forced healthcare professionals, clinical
governance teams, and federal health ministers to search for low-risk
approaches to allow continued delivery of care and avoid large-scale
rises to COVID-19 infection in hospital and outpatient healthcare set-
tings.

These changes to service delivery fast-tracked telehealth as the
main model of delivery. This study identified that patients with vari-
ous cancers all used telehealth at some point in their treatment jour-
ney during the pandemic and according to participants it was an
acceptable modality of service. While telehealth was noted as a posi-
tive practice, confidence in diagnosis because of lack of physical
examination, poor rapport through computers, and the ability to
solely replace the face-to-face contact with healthcare professionals,
were identified as healthcare concerns. As momentum continues to
build and supports the provision of telehealth services; it remains
important to consider how telehealth services can be maintained to
ensure there are no disparities in care.

Existing research detailing the importance of continued provision
of telehealth services, encourages healthcare professionals to seize
the new opportunity telehealth holds in practice.30 This research also
demonstrated positive patient experiences and interactions with tel-
ehealth during the COVID-19 pandemic. While raising similar con-
cerns regarding the need for telehealth to grow and be continually
adapted to fit the changing needs of the patient demographic.31 Tele-
health poses a refreshing and exciting opportunity to further advance
the delivery of healthcare and cancer services in Australia; however,
it is imperative that future research explores strategies to develop
and ensure evidence-based practice, that is patient centered and cre-
ates malleable methods of telehealthcare in both urban and remote
settings.

Access to GPs during the COVID-19 pandemic was problematic
for the participants in this study. Evidence has identified that
COVID-19 profoundly affected GPs because the clinical decision-
making largely centered on respiratory assessment and triage, and
management of long-term conditions, such as cancer was post-
poned.32 The consequences of the rapid transition among GPs
clearly impacted touch points of care in the community setting for
the participants in this study. The importance of clear communica-
tion and support systems that bridge oncology care and general
practitioners is imperative.

Limitations

This qualitative descriptive study has many strengths including a
clear and specific methodology, there are, however, several notewor-
thy limitations. Noteworthy, this study had a small sample size
despite extensive recruitment efforts and may limit the transferabil-
ity of the findings to other contexts. Furthermore, only two patients
reported having COVID-19 and it was not possible to discern subtle
differences among the participants’ experiences of having COVID-19
and those being close contacts. This study also failed to capture par-
ticipants Australia wide and instead was only able to recruit partici-
pants in Eastern regions of Australia. Despite these limitations, the
authors followed a transparent method and analysis to improve the
rigor and validity of the findings.

Future Implications for Nursing Practice

Although participants in this study described positive experiences
with telehealth, it is important to consider their geographical loca-
tion, socioeconomic status, and level of education in this reflection.
As the COVID-19 pandemic held worldwide consequences on cancer
practices the findings of this study within Australia may be translated
to other settings. The research team supports future research into the
sustainability of telehealth services globally that includes people
from diverse cultures, geographical and socioeconomic backgrounds,
and various cancer diagnoses. Allowing researchers to gain a valuable
representation of the supportive care needs experience of all people
affected by cancer, provided valuable insights in planning for future
pandemics.

Conclusion

The COVID-19 pandemic held significant implications on the
experiences of supportive care among people affected by cancer. This
study identified the pandemic was disruptive to cancer services, com-
plicating access to care, interruptive to daily life and functioning, and
held a significant financial and psychological burden. This study also
acknowledged support for telehealth services as a suitable alterna-
tive, however careful consideration is required before this becomes a
predominant model of care in the future.



ARTICLE IN PRESS

8 H. Legge et al. / Seminars in Oncology Nursing 00 (2023) 151508
Declaration of Competing Interest

The authors declare that they have no known competing financial
interests or personal relationships that could have appeared to influ-
ence the work reported in this paper.

Acknowledgments

This qualitative research study was competitively funded by the
University of Canberra Cancer Recovery Research Scholarship. The
authors would like to acknowledge Dr Kerry Legge and Ms Kayla
Scott for proofreading the paper prior to submission.

Supplementary materials

Supplementary material associated with this article can be found
in the online version at doi:10.1016/j.soncn.2023.151508.

References

1. World Health Organisation. WHO Coronavirus (COVID-19) Dashboard. Accessed
25/03/2023, 2023. https://covid19.who.int/.

2. Legge H, Toohey K, Kavanagh P, Paterson C. The unmet supportive care needs of
people affected by cancer during the COVID-19 pandemic: an integrative review. J
Cancer Surv. 2022:1–21.

3. Amidei C, Arzbaecher J, Maher ME, et al. The brain tumor not-for-profit and charity
experience of COVID-19: reacting and adjusting to an unprecedented global pan-
demic in the 21st century. Neuro-oncology Adv. 2020;3(1):vdaa166. https://doi.
org/10.1093/noajnl/vdaa166.

4. B€untzel J, Micke O, Klein M, et al. Take care or "German angst"? Lessons from can-
cer care during COVID-19 pandemic in spring 2020. J Cancer Res Clin Oncol.
2021;147(7):2093–2105. https://doi.org/10.1007/s00432-020-03492-4.

5. Caston NE, Lawhon VM, Smith KL, et al. Examining the association among fear of
COVID-19, psychological distress, and delays in cancer care. Cancer Med. 2021;10
(24):8854–8865. https://doi.org/10.1002/cam4.4391.

6. Davis K, Wilbur K, Metzger S, et al. Symptom and needs assessment screening in
oncology patients: alternate outreach methods during COVID-19. J Psychosoc
Oncol. 2021;;39:452–460. 0734-7332.

7. Dimelow J, Lowe D, Rogers SN. Balancing patients' fears of recurrence and fears of
COVID-19 when considering their preference for review consultations. Eur Arch
Oto-Rhino-Laryngol. 2021;278(11):4441–4448. https://doi.org/10.1007/s00405-
021-06662-3.

8. Drury A, Eicher M, Dowling M. Experiences of cancer care during COVID-19: phase
1 results of a longitudinal qualitative study. Int J Nursing Stud Adv. 2021;3: 100030.
https://doi.org/10.1016/j.ijnsa.2021.100030.

9. Falcone R, Grani G, Ramundo V, et al. Cancer care during COVID-19 era: the quality
of life of patients with thyroid malignancies. Front Oncol. 2020;10:1128. https://
doi.org/10.3389/fonc.2020.01128.

10. Fisher AP, Patronick J, Gerhardt CA, Radonovich K, Salloum R, Wade SL. Impact of
COVID-19 on adolescent and emerging adult brain tumor survivors and their
parents. Pediatr Blood Cancer. 2021;68(9):e29116. https://doi.org/10.1002/
pbc.29116.

11. Huesser MH. Critical Evaluation and Recommendations for Psycho-Social Support
Needs in Cancer Patients During the COVID-19 Pandemic. ProQuest Information &
Learning. 2021.

12. Hulbert-Williams NJ, Leslie M, Hulbert-Williams L, Smith E, Howells L, Pinato DJ.
Evaluating the impact of COVID-19 on supportive care needs, psychological
distress and quality of life in UK cancer survivors and their support network. Eur J
Cancer Care. 2021;30(5):e13442. https://doi.org/10.1111/ecc.13442.

13. Kilgour HM, Galica J, Oliffe JL, Haase KR. The needs of older adult cancer survivors
during COVID-19: implications for oncology nursing. Semin Oncol Nursing. 2021;37
(6): 151229. https://doi.org/10.1016/j.soncn.2021.151229.

14. Kirtane K, Geiss C, Arredondo B, et al. "I have cancer during COVID; that's a special
category": a qualitative study of head and neck cancer patient and provider experi-
ences during the COVID-19 pandemic. Supp Care Cancer. 2022. https://doi.org/
10.1007/s00520-021-06773-x.

15. McFarlane P, Halley A, Kano Y, Wade N, Wilson S, Droney J. End-of-Life Experiences
for Cancer Patients Dying in Hospital with COVID-19. J Patient Experience. 2022;9.
https://doi.org/10.1177/23743735221074171. 23743735221074171.

16. Mirlashari J, Ebrahimpour F, Salisu WJ. War on two fronts: experience of children
with cancer and their family during COVID-19 pandemic in Iran. J Pediatr Nursing.
2021;57:25–31. https://doi.org/10.1016/j.pedn.2020.10.024.

17. Osterman CK, Triglianos T, Winzelberg GS, et al. Risk stratification and outreach to
hematology/oncology patients during the COVID-19 pandemic. Supp Care Cancer.
2021;29(3):1161–1164. https://doi.org/10.1007/s00520-020-05744-y.

18. Salha LA, Silva JCS, Martins CA, et al. Caregivers of individuals with cancer in the
COVID-19 pandemic: a phenomenological study. Int J Environ Res Public Health.
2021;19(1). https://doi.org/10.3390/ijerph19010185.

19. Shay LA, Allicock M, Li A. "Every day is just kind of weighing my options." Perspec-
tives of young adult cancer survivors dealing with the uncertainty of the COVID-19
global pandemic. J Cancer Survivor Res Pract. 2021. https://doi.org/10.1007/
s11764-021-01069-9.

20. Yildiz Kabak V, Atasavun Uysal S, Duger T. Screening supportive care needs, com-
pliance with exercise program, quality of life, and anxiety level during the COVID-
19 pandemic in individuals treated with hematopoietic stem cell transplantation.
Supp Care Cancer. 2021;29(7):4065–4073. https://doi.org/10.1007/s00520-020-
05965-1.

21. Zomerdijk N, Jongenelis M, Short CE, Smith A, Turner J, Huntley K. Prevalence and
correlates of psychological distress, unmet supportive care needs, and fear of can-
cer recurrence among haematological cancer patients during the COVID-19 pan-
demic. Supp Care Cancer. 2021;29(12):7755–7764. https://doi.org/10.1007/
s00520-021-06369-5.

22. Pak A, Adegboye OA, McBryde ES. Are we better-off? The benefits and costs of Aus-
tralian COVID-19 lockdown. Front Public Health. 2021:1973.

23. Paterson C, Gobel B, Gosselin T, et al. Oncology Nursing During a Pandemic: Critical
Reflections In the Context of COVID-19. Elsevier; 2020 151028.

24. Paterson C, Bacon R, Dwyer R, et al. The Role of Telehealth During the COVID-19 Pan-
demic Across the Interdisciplinary Cancer Team: Implications for Practice. Elsevier;
2020 151090.

25. Sandelowski M. Whatever happened to qualitative description? Res Nursing Health.
2000;23(4):334–340.

26. Kallio H, Pietil€a AM, Johnson M, Kangasniemi M. Systematic methodological
review: developing a framework for a qualitative semi-structured interview guide.
J Adv Nursing. 2016;72(12):2954–2965.

27. Booth A, Hannes K, Harden A, Noyes J, Harris J, Tong A. COREQ (Consolidated Crite-
ria for Reporting Qualitative Studies). Guidelines for Reporting Health Research: A
User's Manual. Wiley; 2014:214–226.

28. Sedgwick P. Snowball sampling. BMJ. 2013:347.
29. Clarke V, Braun V, Hayfield N. Thematic analysis. Qual Psychol. 2015;3:222–248.
30. Rosenbaum PL, Silva M, Camden C. Let’s not go back to ‘normal’! Lessons from

COVID-19 for professionals working in childhood disability. Disabil Rehabil.
2021;43(7):1022–1028.

31. Pagaki-Skaliora M, Morrow E, Theologis T. Telehealth and remote interventions for
children with cerebral palsy: scoping review. JMIR Rehabil Assist Technol. 2022;9
(4):e36842.

32. Verhoeven V, Tsakitzidis G, Philips H, et al. Impact of the COVID-19 pandemic on
the core functions of primary care: will the cure be worse than the disease? A qual-
itative interview study in Flemish GPs. BMJ Open. 2020;10: e039674. https://doi.
org/10.1136/bmjopen-2020-039674.

https://doi.org/10.1016/j.soncn.2023.151508
https://covid19.who.int/
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0002
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0002
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0002
https://doi.org/10.1093/noajnl/vdaa166
https://doi.org/10.1093/noajnl/vdaa166
https://doi.org/10.1007/s00432-020-03492-4
https://doi.org/10.1002/cam4.4391
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0006
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0006
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0006
https://doi.org/10.1007/s00405-021-06662-3
https://doi.org/10.1007/s00405-021-06662-3
https://doi.org/10.1016/j.ijnsa.2021.100030
https://doi.org/10.3389/fonc.2020.01128
https://doi.org/10.3389/fonc.2020.01128
https://doi.org/10.1002/pbc.29116
https://doi.org/10.1002/pbc.29116
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0011
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0011
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0011
https://doi.org/10.1111/ecc.13442
https://doi.org/10.1016/j.soncn.2021.151229
https://doi.org/10.1007/s00520-021-06773-x
https://doi.org/10.1007/s00520-021-06773-x
https://doi.org/10.1177/23743735221074171
https://doi.org/10.1016/j.pedn.2020.10.024
https://doi.org/10.1007/s00520-020-05744-y
https://doi.org/10.3390/ijerph19010185
https://doi.org/10.1007/s11764-021-01069-9
https://doi.org/10.1007/s11764-021-01069-9
https://doi.org/10.1007/s00520-020-05965-1
https://doi.org/10.1007/s00520-020-05965-1
https://doi.org/10.1007/s00520-021-06369-5
https://doi.org/10.1007/s00520-021-06369-5
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0022
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0022
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0023
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0023
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0024
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0024
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0024
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0025
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0025
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0026
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0026
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0026
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0026
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0027
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0027
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0027
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0028
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0029
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0030
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0030
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0030
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0031
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0031
http://refhub.elsevier.com/S0749-2081(23)00157-2/sbref0031
https://doi.org/10.1136/bmjopen-2020-039674
https://doi.org/10.1136/bmjopen-2020-039674


Supplementary Table 1. Consolidated Criteria for Reporting Qualitative Studies (COREQ) 
Checklist 

 
No. Item Description Reported on 

page 
Personal Characteristics 

  

1. Interview/facilitator The author who conducted the 
interviews. 

Page 6 

2. Credentials The researcher’s credentials. Page 6  

3. Occupation The interview’s occupation at the time 
of the study. 

Page 6 

4. Gender Male, female, or non-binary. Page 6  

5. Experience and training Experience and training of the 
researcher. 

Page 6  

Relationship with participants 
  

6. Relationship established Relationship prior to study 
commencement. 

Page 6 

7. Participant knowledge of the 
interviewer 

Knowledge about researcher. Page 6 

8. Interviewer characteristics Characteristics reported about the 
interviewer. 

Page 6 

Theoretical framework 
  

9. Methodological orientation 
and theory 

The methodological orientation 
underpinning the study.  

Page 4 

Participant selection 
  

10. Sampling Method of participant selection. Page 5 

11. Method of approach How participants were approached. Page 5 

12. Sample size Number of participants in the study. Page 7 

13. Non-participation Number of participants who refused to 
participate or dropped out. 

Page 7 

Setting 
  

14. Setting of data collection Location of data collection. Page 6    

15. Presence of non-participants Presence of other individuals at the time 
of data collection. 

Page 6 

16. Description of sample Important characteristics of the sample.  Pages 23-25 
Table 1 

Data collection 
  

17. Interview guide Interview guide and prompts used. Page 26 and 
Table 1  

18. Repeat interviews Statement of whether repeat interviews 
were conducted. 

Page 6 

19. Audio/visual recording Type of interview recording.  Page 4 

20. Field notes Description of field notes made during 
or after the interview. 

Page 6 

21. Duration Duration of the interviews. Page 6 

22. Data saturation Discussion around data saturation. Page 6 



23. Transcripts returned Return of transcripts to participants.  NA 
Data analysis 

  

24. Number of data coders The number of data coders who coded 
the data.  

Page 6  

25. Description of the coding tree Description of coding tree. Page 26 Table 
3 

26. Derivation of themes Identified in advance or derived from the 
data.  

Page 8, Figure 
1 

27. Software Software used to manage the data. Page 4 

28. Participant checking Feedback from participants. NA  

Reporting 
  

29. Quotations presented Participant quotations presented to 
illustrate the themes.  

Pages 8-18 

30. Data and findings consistent Consistency between data presented and 
the findings.  

Pages 8-18 

31. Clarity of major themes Major themes clearly presented.  Page 8, Figure 
1 

32. Clarity of minor themes Description of minor themes or 
categories.  

Page 8, Figure 
1 
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