
Evolving experiences, information and support needs through COVID-19. 

Theme Time 1 Time 2 Time 3 Time 4 

 

 

 

Psychological wellbeing of 

parents/cargivers 

Worrying. Extremely on edge 

about a temperature spike 

meaning a minimum 2 day stay 

in hospital.  

 

I am first and foremost anxious 

about my daughter catching 

the virus. I find the trips to 

hospital for her treatment 

incredibly worrying. I am 

asthmatic and also fear that if I 

were to get it I couldn't care for 

her.  

 

As a single parent, it is tough. I 

need more support from family 

and friends, that I normally 

have, but cannot. Feels 

incredibly lonely. 

 

 

After the first few weeks 

when global studies about 

children with cancer were 

published, we started to 

relax a bit. We stopped 

shielding when we were 

given the green light, but 

we are far from normal. 

I worry about my other child 

going to school and bringing it 

back without knowing and then 

us transferring it to hospital.  

 

I’m feeling more optimistic now 
because of the vaccine but more 

weary because of the isolation. 

 

Haven’t had too much worry 
about it or been exposed to it. I 

try to follow the rules and hope 

that’s enough to keep us safe. 

 

My main worry is the lack of 

knowledge around who the 

different variants can affect & if it 

may affect [child] due to the side 

effects or lasting effects of her 

treatment. 

I am a lot less worried about the 

virus now than I was at the 

start. With more data that has 

emerged I am less panicked. 

However, I am still concerned. 
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Changing perceptions of 

risks/priorities 

 

The first few weeks were awful, 

we did not know the risks, we 

could not access food delivery 

slots, to access even basic food 

supplies we had to go to many 

shops. We were very scared. 

 

I am also saddened that she's 

once again missing out on a 

'real life'. Her social and 

emotional development are a 

huge concern for us.  

 

We know we only have months, 

have accepted that, but now 

we are unable to do the basic 

things, like go out for coffee, 

visit grandparents, simple 

things that bring him pleasure. 

 

 

 

 

I'm definitely not as 

anxious now as I was at the 

start of the lockdown. I 

think now I just want it all 

to be over so we can have a 

life again. There is still no 

access to food and 

obviously everyone is kept 

apart. It has become more 

and more lonely and 

unpleasant.  

 

So scared about catching 

COVID, so little known. Lost 

job, six kids at home. 

Isolation not as hard for 

cancer child as he has 

siblings this time but school 

work very hard. No family, 

no friends, feeling trapped 

in box. 

We have relaxed more as a family 

as treatment has ended. Now 

there is new and active cancer 

showing on scans and we are 

waiting for a treatment plan, our 

son is determined to live life to 

the full, wanting to cycle daily, 

return to school while he can. 

We limit our own social 

interaction / participation in 

large events / commuting etc. to 

minimise the risk to the family 

and are still nervous despite our 

son completing treatment last 

year. 

 

 

Adjusting to COVI-19: Living 

with continued caution 

[UK in first lockdown] We remain vigilant about 

any symptoms we or others 

have. We continue to hand 

wash/ sanitise at any given 

opportunity & to wear 

masks when with anyone 

not from our household. 

A little less worried about the 

virus, but still doing our best to 

stay away from people, and will 

continue to do this after 

restrictions ease. 

We are still being cautious since 

restrictions have been lifted but 

are sending the kids to school & 

activities regularly to limit the 

effects of the virus on their 

development.  

 

We are careful about the places 

we allow [daughter] to go from 

[…].  We take a considered 
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decision before going to venues 

that could be busy but we 

balance this against allowing 

her to get her life back a bit 

after finishing treatment. 

 

 

 

 

Healthcare provision and 

treatment 

Very limited information from 

our hospital and our local 

hospital. Concerned about 

scans may be postponed. 

 

I'm worried about our routine 

hospital visits as leaving the 

home would be potentially 

putting her at risk of catching 

the virus. 

 

Hospitals only allow one parent 

to stay with the child. There’s 
definitely been a lack of 

information from our hospitals. 

 

 

 

 

 

 

We spent a night on a 

normal children’s ward 

with a temp while waiting 

for a negative COVID test 

and this was really difficult. 

While I am sure the doctors 

and nurses were very 

capable not being in our 

usual environment with 

familiar faces was tough. 

Having to explain his 

treatment etc. and what he 

was and wasn’t allowed to 

have left me really nervous. 

 

I think our hospital has 

done an excellent job at 

putting the extra 

procedures in place but I 

wish it could go back to a 

more normal.  

Proton beam therapy was nearly 

cancelled. The play room is closed 

due to COVID; the parents room is 

closed to allow the nurses to 

socially distance on their breaks, 

so the parent support is difficult 

to find. […] dad and sibling aren't 
allowed in hospital to support 

through all this, or allow us to 

navigate this fully as a family. 

Difficult as scans and hospital 

visits were being delayed so this 

had a huge anxiety on 

daughter’s wellbeing. 

 

Information seeking and needs 

during COVID-19 

I use the government website 

and have emails every time 

there’s an update on the depot 

for health and social care. Also 

use the updates from CCLG. 

Clear guidance on what would 

Only listen to advice given 

from the government and 

hospital oncology team. 

 

Government website and 

CCLG for anything related 

to cancer and the virus. It 

Would love an ‘easy read’ for 
people to be able to make more 

sense of information with our so 

much medical jargon used. 

I know it is very difficult but I'd 

like a much more consistent and 

uniform message from across 

the range of people involved in 

my daughter's treatment. 
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happen if she contracted the 

virus. 

 

I get all the information I need 

on the virus from the other 

team my child comes under at 

the hospital. I deliberately do 

not watch the news or read any 

news articles on Facebook etc. 

would be good to see any 

updated information on 

children with cancer who 

have the virus. Maybe 

regular updates? 
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