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Abstract

Background: Children with long‐term conditions are vulnerable due to the

treatments required for their conditions. Since the start of the coronavirus disease

2019 (COVID‐19) pandemic, Western Australians experienced restrictions that

changed daily life activities but were able to return to some of their previous

routines due to the restrictions.

Aim: The study explored the stress experiences of parents caring for children with

long‐term conditions during COVID‐19 in Western Australia.

Design and Participants: The study was codesigned with a parent representative

caring for children with long‐term conditions to ensure essential questions

were targeted. Twelve parents of children with various long‐term conditions were

recruited. Ten parents completed the qualitative proforma, and two parents were

interviewed in November 2020. Interviews were audio‐recorded and transcribed

verbatim. Data were anonymised and analysed using reflexive thematic analysis.

Findings: Two themes were produced: (1) ‘Keep my child safe’ describes the

children's vulnerabilities due to their long‐term conditions, the adjustments parents'

made to keep their children safe and the various consequences faced. (2) ‘COVID‐

19's silver lining’ covers the positives of the COVID‐19 pandemic, including their

children having fewer infections, the availability of telehealth appointments,

relationship improvements and the parent's hopes for a new normal where

behaviours prevent transmission of infectious (e.g., hand sanitising).

Conclusion: Western Australia provided a unique context for the COVID‐19

pandemic due to no transmission of the virus severe acute respiratory syndrome

coronavirus 2 at the time of the study. The tend and befriend theory aids in

explaining the parents' stress experiences, and the application highlights a unique
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aspect of this theory. Parents tended to their children during COVID‐19, but many

could no longer rely on others for connection, support and respite, and became

further isolated in attempting to protect their children due to COVID‐19

consequences. The findings highlight that some parents of children with long‐term

conditions need specific attention during times of pandemics. Further review is

recommended to support parents through the impact of COVID‐19 and similar

crises.

Patient or Public Contribution: This study was codesigned with an experienced

parent representative who was part of the research team and involved throughout

the research process to ensure meaningful end‐user engagement and ensure

essential questions and priorities were addressed.

K E YWORD S

children, chronic, lived experiences, parents' experiences, qualitative, stress, stress coping

1 | INTRODUCTION

The coronavirus disease 2019 (COVID‐19) emerged in December

2019 and was declared by the World Health Organisation as a

pandemic on 11 March 2020.1 COVID‐19 is caused by severe acute

respiratory syndrome coronavirus 2 and can result in respiratory

distress.2

Western Australia (WA) is Australia's largest state, with 33% of

the total land mass.3 Approximately 610,000 children and young

people, of which 40,000 are Aboriginal, live in WA and make up 23%

of the state's population.4 It is estimated that around 262,300

children aged 0–14 have one chronic condition, and 122,000 have

two or more chronic conditions in WA.4,5 The first WA case of

COVID‐19 was recorded on 21 February 2020,6 and the first death

on 1 March 2020.7 On 15 March 2020, WA was declared a state of

emergency.8 Gyms and indoor sporting facilities, playgrounds, skate

parks and outside gyms in public places were closed.8 Australians

were told to stay home unless shopping for food and necessities or to

address health and medical needs.8 From 26 March to 9 April 2020,

families were encouraged to keep children home.8 One of the

government's critical strategies in minimising the impact of COVID‐

19 was to close the national and WA state borders to travellers in

March 2020.9 Other measures included lockdowns, isolation, social

distancing8 and masks.10 WA enforced the strongest COVID‐19

border controls in Australia.9 In May 2020, all school students were

required to return to school, and restrictions started to ease.9

COVID‐19 has significantly affected how everyone lives.11

Previous research has confirmed that since the COVID‐19 crisis,

parents have experienced stress regarding social distancing, remote

learning, financial difficulties and space for themselves.12 Yet, there is

a lack of literature on parents' experiences caring for children with

long‐term conditions, which is already known to cause stress.13,14

Long‐term or chronic conditions among children are rising15 and

refer to a wide range of conditions, illnesses and diseases that tend to

be long‐lasting with persistent effects.16 Children with long‐term

conditions are a vulnerable population dependent on health and

education services that have been impacted by the pandemic.17 Their

parents already face higher mental health burdens as well as higher

rates of work loss and financial strain due to COVID‐19.13,18 These

families and children have been affected as most services required

often cannot be delivered outside of a specialist setting, and it is

difficult for parents to replace the support their children usually

receive.19 Families with a child with disabilities are already margin-

alised. Therefore, consideration of the study context is essential.20

For example, it has been stated that the pandemic has further

challenged the already difficult situations experienced by parents and

their children.18

Stressful events may cause discomfort or trigger a stress

response, but may also promote family strength and resilience.21,22

COVID‐19‐related restrictions have been considered as potentially

enhancing stressful events.22 Many families have had to learn new

ways of adapting to further isolation and profound unpredictability.

While many will adapt and grow in resilience, others may experience

stress‐related disorders that are previously unknown.23 Over time, an

accumulation of financial loss, poor sleep, social isolation and

unresolved fear may overload the neurobiological pathways that

help people adapt to stress.24,25 As a result of this overload, the

anticipated mental health burden due to COVID‐19 is vast, described

as a new type of mass trauma with unprecedented public exposure.23

Research is therefore needed to gain insight into the impact of

COVID‐19 on the lives of parents caring for children with long‐term

conditions and their needs. WA provided a unique context to

investigate the effects of COVID‐19 as there was no sustained

community transmission at the time of this study, but the threat had

been experienced.

This study was conducted in November 2020, just before the

controlled interstate border was introduced, allowing very low‐risk

states and territories in Australia to travel to WA.26 WA, at this time

2 | SMITH ET AL.
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was operating at some level of normality with no community spread.

Therefore, this study aimed to explore the experiences and needs of

parents caring for children with long‐term conditions concerning the

COVID‐19 pandemic and provide recommendations to improve

services in preparation for possible future pandemics and crises.

2 | METHODS

2.1 | Design

This study used a rapid qualitative approach.27–29 The study was

codesigned with L. J., a parent representative who is a parent caring

for children with long‐term conditions. Codesign in this research

study included L. J. being part of the research team and involved

throughout the research process to ensure meaningful end‐user

engagement30 and essential questions and priorities were addressed

for this parent group. The importance of collaborating with parents

caring for children with long‐term conditions has been described

previously.13,31 L. J. did not participate in the study.

2.2 | Participants

A purposive sample was recruited from an existing study on

parents' experiences of stress caring for a child with chronic

conditions,13 conducted before COVID‐19 was known and a

prominent threat in WA. Parents had been previously recruited via

a recognised family support organisation they were registered

with.13 Inclusion criteria were the parents' children: (a) had at least

one long‐term condition, (b) were aged 0–19 years, (c) diagnosed/

started treatment within the last 5 years and (d) 6 months

postdiagnosis/treatment. Parents were contacted via email and

offered the option to complete the open‐ended proforma attached

to the email, or if they would prefer to be contacted by telephone

and be asked the same questions by a researcher (Box 1). If no

response from the email was received within 1 week, a follow‐up

telephone call and email were made. If no response was received

from the follow‐up, it was assumed that it was not a possibility for

the parent to take part. An email template and telephone interview

script were used to ensure the participants were provided with

standardised guidelines.

Twenty eligible parents were invited to participate; one

declined and seven did not respond. A final 12 participants took

part in the study. A ‘parent’ was defined in this study as a person with

the care responsibilities of the child.

The parents (seven mothers and five fathers) were aged between

31 and 63. One parent identified as Aboriginal Australian, nine as

White Australian and two as White British. Two parents were a

married couple, and three parents lived in regional WA. Three parents

worked full‐time, three worked part‐time and six were full‐time

carers. Four parents had more than one child with long‐term

conditions.

All names have been changed and do not link to the previous

article's pseudonyms13 to further protect the parent's anonymity. The

children's conditions are also categorised for anonymity purposes. A

range of diagnoses was provided; most included more than one

health diagnosis and required specialist care from two or more

specialist health teams. Table 1 outlines the participants' profiles.

2.3 | Data collection

Data were collected using a proforma that consisted of three open‐

ended, text‐box survey/interview questions (Box 1). This approach

was the best option to collect rapid qualitative data before the

interstate borders opened and not overburden parents. Proformas

have been used successfully in other qualitative research32,33 and are

designed to encourage expansive answers from participants.33

Interviews were also offered. The questions were developed by S.

S., E. M. (experienced qualitative researchers) and L. J. (an

BOX 1 Proforma/interview questions

Please tell us about your experience of caring for a child
with chronic conditions during the coronavirus
disease 2019 (COVID‐19) pandemic (e.g., negative

or positive impacts to you, your child and family such
as access to services/support improvements/
barriers).

If your situation is different now compared to before
the pandemic—please tell us how it is different (if

you like, please provide examples).
Please use this space to tell us anything you'd like to

add (e.g., recommendations of improvements to
services experienced during COVID‐19).

TABLE 1 Participant profiles.

Parent Child

Gender 7 Mothers and

5 fathers

8 Girls and 4 boys

Mean age (range) 43 (31–63) 10 (1–19)

Age at first diagnosis Prebirth to 10 years

Examples of
diagnoses

ADHD
Autism spectrum disorder

Cerebral palsy
Cystic fibrosis
Hydrocephalus
Intellectual disability

Epilepsy
Genetic syndrome
Tracheostomy

Abbreviation: ADHD, attention deficit hyperactivity disorder.

SMITH ET AL. | 3
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experienced parent representative). The questions were open‐ended

to allow the participants to write or speak freely about their

experiences. The questions were not piloted. For parents completing

the questions by email, implicit informed consent was obtained when

the participant completed and returned the form by email. Consent

was provided verbally on the recording for parents who chose to be

interviewed. Ten parents completed the open‐ended proforma, and

two parents opted to complete the questions via an interview with a

female qualitative researcher, S. S. Interviews were semi‐structured,

audio recorded and transcribed verbatim. The two interviews were

26 and 44min long. As expected, the amount of data was larger from

the interviews. Yet, data were found to contain rich information in

both the interviews and proformas allowing exploration into WA

parents' stress at the beginning of COVID‐19.

2.4 | Ethical considerations

Ethical approval was obtained from the Child and Adolescent Health

Service Human Research Ethics Committee (RGSS0000003233), and

reciprocal approval was obtained from two universities in Perth,

Australia. Research Governance approval was obtained from the

tertiary children's hospital in WA.

2.5 | Data analysis

The data were analysed using Braun and Clarke's34,35 reflexive

thematic analysis. This is a method for identifying, analysing and

reporting themes and patterns within data and is an appropriate

approach for qualitatively exploring the life experiences of under-

represented groups.36 This study is positioned within the interpretivist

paradigm, using a reflexive approach.37 Since the lived, subjective

experiences of parents caring for children with long‐term conditions

was an interest, and understanding the meanings that participants

attributed to their stress experiences, and the subjectivity of the

researchers' perspectives is acknowledged,34 reflexive thematic analy-

sis was an appropriate methodology. Braun and Clarke's34,35 six phases

(familiarisation with the dataset, coding, generating initial themes,

developing and reviewing themes, refining, defining and naming

themes and writing up) were followed. S. S. and E. M. were involved

in the analysis process. The two analysts each familiarised themselves

with the responses independently. Data were read and reread and

initial notes and thematic labels were recorded based on initial

impressions. An inductive approach was followed with semantic

(surface, obvious, overt) and latent (implicit, underlying, hidden)

meanings generated from the data.37 NVivo38 was used to manage

the data. Noticeable patterns were collaboratively discussed. Eight

open‐ended proforma responses were doubled coded and the coding

compared, and themes were refined and defined through regular

meetings to advance interpretation. S. S. finalised the coding on the

remaining four datasets, and any new insights were discussed between

S. S. and E. M. Themes were continually reflected on and refined

through this iterative process and through team discussions that

involved returning to the proformas and interview transcripts. Themes

were assigned that conveyed the shared meaning experienced by the

participants. For example, the subtheme ‘hopes for a new normal’ was

initially considered for a theme title but was revised to a subtheme as

‘COVID‐19 silver linings’ captured the theme. Thematic maps were

used to collate codes and data items relative to the respective themes

and aided to review the connections and implement revisions37 (see

Supporting Information). All authors reviewed the final interpretations.

Feedback assisted further engagement with the data and the final

interpretations. The review and refinement also continued into

write‐up.

3 | FINDINGS

Two themes were produced. ‘Keep my child safe’ covers the parents'

fears due to their children's health vulnerabilities, the adjustments

made and the consequences experienced to protect their child.

‘COVID‐19's silver lining’ highlights the positives that resulted from

the COVID‐19 pandemic, including their children having fewer

infections, telehealth appointments provided, relationship improve-

ments and the parent's hopes for a new normal. Key themes and

related subthemes are outlined in Table 2.

3.1 | Keep my child safe

3.1.1 | Vulnerable children

The parents in this study had children with long‐term conditions of

which some, according to the parents, were more vulnerable to

infections. Therefore, the parents were afraid and feared COVID,

especially at the beginning of the pandemic, when little was known

about the virus:

TABLE 2 Key themes and related subthemes.

Theme 1: Keep my child safe

Subthemes

Vulnerable children

Adjustments to stay safe

Consequences

Theme 2: COVID‐19's silver linings

Subthemes

Fewer infections

Telehealth

Relationship improvements

Hopes for a ‘new normal’

Abbreviation: COVID‐19, coronavirus disease 2019.

4 | SMITH ET AL.
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When Covid first hit, it was a very worrying time for

our family, as we were very concerned for the health/

life of our medically fragile child if he was to get

COVID. (Sadie)

The parents became afraid of running out of medical supplies and

medication their children depended on. Ruth highlighted the negative

impact that could occur with missing just one dose of medicine for

her son:

Because you've got to have medication…If he

misses one dose, it increases his thing [condition]

to happen more…So, if I can't get hold of his

medicine…then…you're a bit dire straits [state of

extreme distress].

Another fear was that their children would need hospital care for

reasons other than COVID because they could not trust that the

hospital was a safe place due to the pandemic. For example, one child

had to attend the hospital monthly for blood transfusions. Parents

mentioned that in the early stages, there was not enough hand

sanitiser and masks and a lack of social distancing, as described

by Emma:

Every day I'd walk in when my son was admitted and

there would be piles of people standing in a group

waiting to have their temperature checked and sign in

online.

Similarly, there was frustration with others who did not

follow the rules when attending hospital appointments which put

their children at risk. Ruth described the seriousness of her child's

condition and her anger at others dismissing the hospital rules:

I don't want to lose my child because somebody who I

was sitting next to just can't be arsed…we'd enter into

clinic and be sat out waiting with people that

obviously had like common colds and stuff. But on

the [hospital name] form, it said, do not enter if a

cough, cold, or been in contact with someone with

COVID.

The parents noticed that in the beginning, the staff at the

hospital also expressed stress about the situation. According to

the parents, the staff treated all children as infectious and

demanded they wear masks. This behaviour made the parents feel

that their children were contagious rather than vulnerable to

catching the virus:

Drs and Nurses speak to him like he's a walking

biohazard and not a patient. They don't consider their

choice of words and can be quite offensive whether

they meant to or not. (Emma)

The fear took other turns later during the pandemic, and the

parents mentioned various worries, as outlined by Bronwyn:

The stress of caring for our child with complex needs

was significantly increased…how we would manage in

continuing to care for our daughter if either of us

caught the virus but more importantly what it would

mean if she caught the virus and the unknown

outcome…a vaccine also presents its own concerns

related to the risk of potential side effects as our

daughter has previously had reactions to other forms

of immunisation.

3.1.2 | Adjustments to stay safe

Many families were used to being isolated, keeping their vulnerable

children away from crowds and minimising visitors due to their

children's normal sensitivity to infections. For these families,

COVID‐19 was not a huge difference. However, many parents like

Brad stated that they had become even more ‘vigilant’ to try and

continue to protect their children. For example, Emma described the

precautions she took when shopping:

…it was a bit stressful in the early months just going to

the supermarket and worrying that you could be

taking coronavirus home on a box of [soda name]. I

managed to get through this time though by wiping

everything with [disinfectant name] wipes.

The adjustments parents made to feel safer during the pandemic

included taking the children and their siblings out of daycare and

school to minimise contact with other families. Some also stopped

assistance with their child's physical and practical support with daily

living:

Firstly, the need to stop all contact with our in‐home

support workers to minimise our daughter's exposure

to the risk of contracting COVID‐19. (Bronwyn)

Families undertook different daily activities due to the restric-

tions and social distancing that represented space and concealment:

…visit the ducks or play with a ball in the field during

the pandemic. (Ella)

…we ended up going for some more drives

really. (Brad)

Due to the closing of borders and isolation, some parents lost the

usual support from grandparents or other extended family members

who used to assist with the children's care and provide respite for the

parents:

SMITH ET AL. | 5
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We relied heavily on family assistance before COVID

and now have very little support from them. (Blake)

To handle home‐schooling and the children's daily care needs,

some parents took leave from work to stay home and care for their

children. Other parents could work from home. Parents who could do

neither managed by taking turns and working in shifts. Doing so

ensured that someone could always be at home with the child. Yet,

one parent felt like they had become a single parent when their

partner was kept away due to restrictions.

3.1.3 | Consequences

The consequences of the adjustments were that the parents became

the sole carers of the children, who needed extensive help with daily

living activities. In combination with isolation from family and friends,

this increased anxiety and stress and decreased psychological well‐

being and mental health for both parents and children:

This put quite a lot of stress on us as a family. (Sadie)

In all the effort to make the family stay safe, one parent

described the impact on their daughter who had struggled with low

mood, had dropped out from school and developed severe anxiety

and self‐harming behaviour. Similarly, one father described how

COVID‐19 resulted in him needing to take antidepressants as the

additional stress he was now under was unbearable:

COVID's the final straw.

This highlights the additional burden that COVID‐19 brought to

the already stressful environment of parental caregiving.

The new restrictions parents had to follow including one parent

attending hospital appointments was challenging. Brad described his

trials with needing his carer to attend the appointments, which

allowed him to focus on the consultation:

I emailed ahead to say…I need to have an assistance

with me…she [daughter] needs two people to hoist,

she needs two people to change her etc…So, I got

permission via the email. But still, when we went into

clinics, I was met with abrupt, ‘one person only’. And I

said, ‘No,’…‘I've already emailed her medical team. I've

got permission for my carer to be here to help me’.

And some people were ‘ok’, and some people just

want to stress the point to the point we were at

loggerheads.

Other consequences included delayed development and

progress with some of the children's medical conditions.

Moreover, parents worried about delayed or cancelled appoint-

ments with the healthcare. This concern was very much about

problems that are not life‐threatening but important for the

child's quality of life, for progress with speech and learning and

for hindering regression. Delayed appointments resulted in

delayed diagnoses and nonacute surgeries, thus impacting the

child's daily life. Especially hard was not knowing for how long the

delay should continue:

My son's [condition] appointments seem to have gone

out the window. We were inpatients in July and we

still have not been followed up [four months later].

(Annette)

Many parents were left wondering about the direction when the

appointments were cancelled or delayed and received a lack of advice

to help them care for their child during COVID‐19. Bronwyn

highlighted the additional responsibility on parents when face‐to‐

face appointments stopped:

…meant they were unable to directly observe or

interact with our daughter and relied solely on us

communicating all relevant information.

Likewise, the additional responsibility continued with the

parents' new and unexpected role of home‐schooling their child, as

Ruth described:

he had to be home schooled, which was a rude

awakening for me. And I had to be up to date with

where he was at school…Even though I'm a stay‐at‐

home carer for him, learning all about what he's doing

in school, progress and all that was even more

intensive.

A few parents revealed that their children struggled with being

out of routine with school and sports, and one struggled to get their

child to wear a mask due to their sensory issues. When shops and

supermarkets were left bare through panic buying, this caused

difficulty for parents when they could not get specific products for

their children:

there was no food at all really, it just went overnight…

trying to get the toilet roll that he's used to because he

only likes set ones, as you can imagine, no toilet

rolls. (Ruth)

Couldn't get access to our regular hand gel and masks.

(Hollie)

COVID‐19 impacted and heightened issues for some children,

which caused added pressure on parents. Getting ill for some of the

children could trigger their conditions, as Ruth outlines:

6 | SMITH ET AL.
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For him, it made him paranoid, which then I've got to

keep a child having a meltdown next to me [at a

hospital appointment] who thinks he's going to get

sick, have a high fever.

When the closed borders were in place, and there was no

transmission in the state, parents relaxed and let the children return

to school and daycare. Due to the closed borders, many families felt

safe. Being able to meet with family and friends again increased their

well‐being. However, due to the closed border, some families were

still left without the usual support from extended family living in

other states.

Similarly, parents could not also visit ill relatives in other states

and countries as they could not risk the possible barriers of not being

able to return:

…my Mum died in [Country]…I could fly to [Country]

for the funeral but I wouldn't get back. And if I could

get back, I'd spend two weeks in quarantine away

from [Child's Name] and the house, which is more

added pressure on the wife and stuff, and funding for

carers. (Brad)

When the interstate borders were planned to open, the threat of

COVID‐19 came back, and the parents started to worry about their

child's safety again.

3.2 | Covid‐19's silver linings

3.2.1 | Fewer infections

Keeping the children out of daycare and minimising contact kept the

children healthier due to fewer infections and colds. This was a

positive side of COVID‐19 and something the parents mentioned as a

welcoming change:

We did notice that while our child wasn't attending

daycare it has been the best health we have ever seen

him have. He didn't have any cold or flu symptoms,

and no sickness. (Ella)

It also helped that more people washed their hands regularly and

used hand sanitiser and masks, as outlined by Emma:

The positive impact was seeing the general public

using hand gel as they walk into hospitals. We all hope

that this becomes the norm, as it should be.

Parents felt it was okay to now talk about hand hygiene and

encourage and remind guests to use hand sanitiser before

entering their home, which had been a difficult conversation

before.

3.2.2 | Telehealth

One of the good things about isolation and physical distance was that

the children could have more telehealth appointments (telephone and

virtual) instead of needing to go to the hospital for a face‐to‐face

meeting. This saved a lot of time, especially for families living outside

the metropolitan area. It also saved money and energy when they did

not have to travel:

The main change is the reduction of travel as we are

now able to access telehealth and we have been able to

negotiate more [treatment] via [online platform] or

similar, freeing valuable time and reducing stress. (Elliot)

Telehealth did not suit all kinds of appointments, which was

disappointing for some parents:

We attempted to link in with [various therapy]

sessions using online meeting platforms, but this was

not very useful for our daughter and her condition

which is generally benefitted from face‐to‐face ses-

sions to retain attention and maximise learning. (Luke)

Yet, despite this, parents were pleased that the sessions were

available. Some of the services did not offer virtual appointments

which at times was hard for parents to receive a satisfying experience

in their child's care. Brad described the difficulties he experienced

and the need for all modes of telehealth to be available for parents:

My daughter…was meant to have a follow‐up for her

dental surgery she had, and they wanted to do the

dental over the phone. And I said, well, ‘how are you

going to see?’ you know, cause obviously it's a follow‐up

to having teeth removed and gums cut into to remove

teeth…I said how you gonna see anything wrong over

the phone, when you're not even doing a video call?

The parents also emphasised the importance of using equipment

that the parents could access from home instead of equipment that

had to be accessed at the local healthcare clinic. The necessity to go

to a healthcare facility instead of accessing telehealth from home

hindered them from keeping physical distance:

They want us to attend a Community Centre [town

name] for our next video conference which is a place

where a lot of small kids and babies attend. (Emma)

3.2.3 | Relationship improvements

While COVID‐19 was a worrying time; it also provided time to review

life and a bridge for relationship barriers. One of the positive

outcomes of COVID‐19 was that families had more time together:

SMITH ET AL. | 7
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…we stopped to appreciate the small things and

enjoyed quality time together. (Sadie)

For Ruth, the restrictions had made her change general

practitioners (GPs) as she wanted to attend a GP service that was

implementing social distancing for her son's safety. This resulted in

receiving unexpected additional support for her child and improved

care that she had not experienced before:

…more of a relationship with the new GP. I found out

through him that my son didn't have [an additional

condition], which was a good thing because I was told

by the old GP that he did. But the new GP was more

proactive with getting him referrals to [hospital].

Many parents praised the various professionals that had assisted

them in general, from healthcare professionals who provided

reassurance for their child, pharmacists ensuring medications were

available and schoolteachers ensuring their child was kept up to date.

For the first time, the parents expressed a relief that others could

now have a better understanding of their lives:

Awareness. Our smaller and broader community

understands the isolation and fear that WE LIVE

during Flu season. (Hollie)

3.2.4 | Hopes for a ‘new normal’

The parents reflected on several recommendations to continue to

keep their children safe. It was suggested that the hand sanitiser

needs to be available at various locations rather than just in the

clinics:

I was quite disappointed when I posted on [hospital

opinion website] asking that we could have hand gel at

the entrances to [hospital] and still even during COVID

this wasn't done. (Emma)

There should also be more hand sanitiser stations at

[hospital] around car parks, lifts, etc. (Sadie)

To reduce exposure to COVID, parents recommended that there

be one entrance and one exit at hospitals and safety measures to

continue:

We would like to see a continuation of many of the

safety/security measures (social distancing, hand

health, numbers, screening etc) continue on into the

future. (Elliot)

Similarly, better safety measures at the hospital were mentioned

by several parents:

During the pandemic there needed to be better

policing of public places such as throughout [hospital].

Throughout the pandemic, measures set up to monitor

and control the public's access to various areas of the

hospital were inconsistent and often ad hoc.

(Bronwyn)

A few parents mentioned having advice available to reduce panic

and having an advocate. Byron hoped that the previous experiences

with COVID‐19 may help in the future:

Everyone was making policy on the run. If ever the

situation arises again, I'm sure things will be better

communicated and executed.

Parents also wanted the possibility of telehealth to be a

sustainable option:

Clearly for us the continuation of telehealth and

[online platform] [condition] [treatment] would be a

great assistance. (Elliot)

Online home schooling and new technologies for teaching

opened new possibilities. The parents could see opportunities with

these new ways of teaching and how they could continue to use

them in the future. For instance, the children may not need to stay

out of school the whole day because of a hospital appointment in the

middle of the day. Or they could do home‐schooling from the

hospital bed:

We now have systems in place for keeping up with

school and perhaps attending appointments with

minimal disruption to [daughter's name] learning

journey. (Hollie)

Parents also suggested similar interventions that were set up for

the elderly with special shopping times to also be done for parents

with vulnerable children. Some parents did not have the support

available and had to take their child shopping with them, risking

exposing them to the virus. Similarly, it was recommended to

streamline hospital appointments to prevent multiple visits to reduce

exposure.

4 | DISCUSSION

The findings from this exploratory qualitative study reveal insights

into how the initial stages of COVID‐19 impacted parents caring for

children with long‐term conditions in WA. Parents experienced more

stress during the start of COVID‐19 when much was unknown about

the virus. It was revealed that the main course of action for the

parents was to keep their child safe which resulted in various

adjustments (e.g., keeping their child home from school) and

8 | SMITH ET AL.
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experienced various consequences from the pandemic (e.g., further

isolation and access to healthcare services). Yet, positives were also

noted during the start of COVID‐19, including their children having

fewer infections, some appointments being via telehealth which

helped with the often difficult task of getting their child to hospital

appointments, and relationship improvements within healthcare

(professionals and services) and more broadly. For some families,

there was the hope that these improvements would continue and

become the ‘new normal’.

Understanding parents' stress responses is essential, especially

when caring for vulnerable children where experiences of stress are

likely to be enhanced due to COVID‐19.39 Stress in parents caring for

vulnerable children during the COVID‐19 pandemic has been related

to diagnosis, prescribed medication of the immunosuppressed child,

geographical location, household composition and employment

status of the parent.39 In the current study, additional stresses were

found to be caring for their child while home‐schooling, working from

home and having increased parenting demands (e.g., absence of

partners who could not return to WA due to the border restrictions

and/or support services stopped).

The ‘tend and befriend’ theory40 is an interesting approach

applicable to the current study's context. It focuses on children and

states that when faced with a perceived threat, people tend to their

young and rely on others for connection and support. It was initially

stated that females tended to their children and sought social

connection,40 whereas males were more likely to follow the fight‐or‐

flight response.41 There is much debate about gender and stress

when caring for children with long‐term conditions.13,42 The current

study did not aim to study gender differences. However, participating

fathers and mothers both tended to their children by attempting to

keep them safe, as noted previously.13

The theory implies that stress levels may decrease when social

interactions are comforting.43 It is well known that parents caring for

children with long‐term conditions can experience a lack of support

from family, friends and healthcare services.13,44 Social isolation was

a common theme on the impact of COVID‐19 with family caregivers

of individuals with end‐stage heart failure and lifestyle changes were

noted in the United States study.45 The parents in the current study

were limited in befriending others due to COVID‐19 consequences,

which caused further feelings of isolation. Despite many parents

feeling that border restrictions were needed to protect their children,

the impact of this was that families were alienated from their key

social support which they relied upon. This theory aids to highlight

the greater level of stress parents experienced. To keep their children

safe, they were unable to access vital social support via friends and

family. Yet, a few experienced unexpected support from healthcare

professionals (e.g., obtaining medications) and professionals (e.g.,

teachers help in home schooling) who assisted them during stressful

times. These positive experiences were helpful to parents and

beneficial in moving forward at this time of crisis.

While the parents described that others now had a better

understanding of their daily lives, the fear of their child getting

COVID persists. The parents provided many recommendations,

including separate entrances and exits at the hospital to avoid

unnecessary queues, having hand sanitisers and masks availa-

ble and staff monitoring who was entering. Procedures and staff

were unprepared at the start of the pandemic, and these

recommendations have since been implemented at the children's

hospital. More than ever during COVID times, additional support

is required to access healthcare online or at the hospital to ease

the burden for these parents.13,14 Parents also need to protect

themselves to prevent passing COVID to their children and to

be able to care for their children, especially when support may be

limited. Similarly, the implications of long COVID need to be

considered. Further research into parents' COVID experiences

and long COVID is necessary to explore parents' stress experi-

ences when caring for children with long‐term conditions to assist

this group.

Telehealth was a benefit for some of the parents and

something they would like to continue. Telehealth assisted with

prompt appointments and reduced the travel and difficulties most

encounter when taking their child to the hospital. It also enabled

parents and their children to keep safe from COVID. In support,

telehealth has been found to improve the provision of health

services and be a critical tool.46 However, the current study

highlights that not all appointments were suitable for telehealth.

Previous research has also noted reduced hospital admissions for

children with long‐term conditions in paediatric wards.47 The

current study highlights that suitable adjustments need to be in

place for parents caring for children with long‐term conditions

(e.g., appropriate telehealth appointments and allowing a support

person to assist a parent at hospital appointments) for future

outbreaks and pandemics.

The current study suggested that some children had become

distressed with the threat of COVID and the changes to their

routines. Child and family distress have been noted to be heightened

due to the messages about the use of handwashing, sanitisers, mask

use, social distancing and so forth.48 Children and young people's

experiences in WA and internationally have been explored during

COVID‐19 through open‐ended surveys and drawings.48,49 An

international study exploring the experiences of lockdown through

children's artwork created an ebook reflecting children's experiences

during COVID‐19.48 It was recommended that healthcare profes-

sionals need to support the child's health literacy, make them feel

secure and take into consideration their hopes, fears and worries.48

The authors suggest that the ebook may assist with starting

conversations with children about the impact of COVID‐19.

Communication is key for keeping children informed and to promote

wellbeing, but how best to do this for children with long‐term

conditions requires further investigation.

Each family in the current study is unique with personal

backgrounds/histories and stressors. Still, their collective experiences

at the start of the COVID‐19 pandemic and support needs are alike.

This is in agreement with previous research fromWA, where families

of children with medical complexity describe their support needs

similarly despite the complexities.13,14

SMITH ET AL. | 9
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5 | LIMITATIONS AND STRENGTHS

Participants were recruited from one family support organisation and

English speaking, which may limit the applicability of the findings. No

single parents were involved in the study; this group is expected to

experience higher stress levels. Limitations can be attributed to the

proforma via email, as further probing was not possible. However,

the interview format was offered, and two parents chose this option.

The study was conducted during the COVID‐19 pandemic and

captured the stressful experiences at a particular time inWA that was

unique to other states and countries due to the border restrictions.

6 | CONCLUSION

The COVID‐19 pandemic increased stress on parents of children with

long‐term conditions, who were already psychosocially vulnerable.

Policy makers, researchers, government and community services

need to consider how to safely adjust restrictions and provide

support to enable these families to better cope during a pandemic.

Key areas include promoting safe access to their child's healthcare

requirements and their social networks. COVID‐19 also led to some

welcome changes and outcomes for these families. Further research

is needed to better understand how these ‘silver linings’ can be

harnessed after COVID‐19.
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