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Abstract  

Context Children and young people (CYP) with life-limiting or life-threatening conditions (LLLTC) and 
their families are potentially vulnerable during COVID-19 lockdowns due to pre-existing high clinical 
support needs and social participation limitations.  

Objectives To explore the impact of the COVID-19 pandemic and lockdowns on this population.  

Methods Sub-analysis of an emergent COVID-19 related theme from a larger semi-structured interview 
study investigating priority pediatric palliative care outcomes. 106 UK-wide purposivelysampled CYP 
with LLLTC, parent/carers, siblings, health professionals and commissioners.  

Results COVID-19 was raised by participants in 12/44 interviews conducted after the UK’s first confirmed 
COVID-19 case. Key themes included loss of vital social support, disruption to services important to 
families, and additional psychological distress.  

Conclusions Continued delivery of child- and family-centred palliative care requires innovative 
assessment and delivery of psycho-social support. Disruptions within treatment and care providers may 
compound support needs, requiring co-ordination for families facing multi-agency delays.  
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Key Message  

Children, young people and their families experienced loss of vital sources of social support, disruption 
to services important to families, and additional psychological distress during the pandemic. Thus child- 
and family-centred palliative care requires the delivery of additional psychosocial support, engagement 
in decision-making, and co-ordination for families facing multi-agency delays.  

    

 

INTRODUCTION  

Children and young people (CYP) living with life-limiting and life-threatening conditions (LLLTC) have 
many symptoms and concerns that span health and social care domains1. Social connectedness and 
retaining a degree of normalcy is vital for their quality of life1. In the context of the COVID-19 global 
pandemic CYP with LLLTC and their families in the UK were required to isolate indefinitely,  from 29th 
March 2020 onwards with no certainty of when restrictions would be lifted due to their ‘extremely 
clinically vulnerable’ health status2-4. The primary aim of the qualitative interview phase of the Children’s 
Palliative Care Outcome Scale (C-POS) study was to identify which child- and familycentred outcomes 
are most important to CYP with LLLTC and their families. In subsequent phases we develop and test 
items to measure core outcomes for this population, as part of a cross-national programme to advance 



 

the science of measurement in paediatric palliative care. The theme of COVID-19 related issues emerged 
in interviews conducted after the UK’s first confirmed COVID-19 case providing a unique opportunity to 
explore the impact of the pandemic on this population. This brief report describes how the COVID-19 
pandemic and lockdown measures impacted CYP with LLLTC and their families.   

METHODS 

Recruitment and sampling  

Health and social care professionals (HSPCs) and CYP, parents/carers and siblings, identified by their 
palliative care teams were recruited from six hospitals and three children’s hospices within the UK. 
Commissioners of UK pediatric palliative care services were recruited via a national children’s palliative 
care non-governmental organisation and HSCPs recommendations. Inclusion criteria: CYP  
5-17 years with any LLLTC; parents/carers with a CYP <18 with any LLLTC; siblings 5-17 years of CYP <18 
with any LLLTC;  any HSCP with >6 months experience caring for CYP <18 with any LLLTC; commissioners 
responsible for commissioning UK pediatric palliative care services.  

Exclusion criteria: CYP unable to communicate any views or wishes; speaks a language not supported by 
the NHS Trust translation service; currently enrolled in another study; deemed clinically unable to give 
consent/assent. Parents/carers and siblings: deemed clinically unable to give consent/assent or speaks a 
language not supported by the NHS Trust translation service.  

CYP and their families were purposively sampled to ensure a wide range of ages and LLLTC.  

Ethical approval  

Granted by the Bloomsbury research ethics committee (HRA:19/LO/0033).  

Data collection   

106 semi-structured interviews were undertaken by LC, DB, and AR from March 2019 to September 
2020 as part of the larger C-POS study to identify the symptoms and concerns most important to CYP 
with LLLTC and their families across physical, emotional, social, and spiritual domains of care. 44 
interviews (N=16 CYP, 18 parents/carers, four siblings, six commissioners) were conducted after the first 
UK cases of COVID-19 were confirmed by the Chief Medical Officer on 31st January 2020. All interviews 
with HSCPs were conducted in 2019. Whilst most were conducted face-to-face before the pandemic, 
later interviews were remote (telephone or video) following UK lockdown measures introduced in 
March 2020. Interviews were audio recorded, transcribed verbatim and pseudonymised.  

Analysis  

Transcripts were coded by LC, DB, AR, DH, and HS in NVivo (Version 12). Inductive thematic coding used 
the 5-step process of Framework Analysis: familiarisation, constructing a thematic framework, indexing 
and sorting, charting, and mapping/interpretation.   

RESULTS 

Participant characteristics  

COVID-19 related issues, although not directly asked about, were reported in 12 interviews. Of the 12 
participants who mentioned COVID-related issues, 2/7 parent/carer interviews were between initial 
outbreak of COVID-19 and the start of the first UK lockdown on 23rd March 2020; 3/3 CYP, 5/7 
parent/carer, and 2/2 commissioner interviews were conducted after this date but during the early 



 

pandemic. To protect anonymity of CYP with rare LLLTC, International Classification of Diseases-10 (ICD-
10) chapter headings have been used in lieu of precise diagnosis (see Table 1).  

 

 

Table 1 Demographic details of participants       N or median (range)   

Children and Young People (n=3)   

    Age (yrs)     14  (10-17)   

    Gender   Female:Male   2:1   

    Diagnosis   Cancer  2   

Neurological  1  

Parent/carers (n=7)    

    Age (yrs)     53 (21-65)   

    Gender  Female:Male  3:4   

    Relationship to child   Father  4  

Mother  2  

Sibling Caregiver   1  

    Diagnosis of child  Cancer  4  

Congenital  2  

Neurological  1  

    Age of child with LLLTC (years)     15 (0-17)   

Commissioners (n=2)   

    Gender  Female:Male  2:0   

    Geographical location  Yorkshire and Humber  2   

 



 

Findings  

Three main themes were identified that describe the additional impacts experienced by CYP with LLLTC 
and their families: loss of vital sources of social support, disruption to services important to families, and 
additional psychological distress.  

Loss of vital sources of social support  

CYP with LLLTC described their sadness at losing their already limited social contact.  

“I love meeting up with like my best friend […] but obviously it’s getting more difficult 
with everything that’s going on” - CYP, aged 14, living with cancer diagnosis [ICD-10] 

(August 2020)  

School closures had a significant impact, further isolating CYP from their friends and unsurprisingly, like 
other children surveyed, CYP with LLLTC also described a loss of normalcy with limited social contact5.  

“I felt different when I was in school, it felt like I was…I was getting to norm…back to 
normal […] and then we had to stop” - CYP, aged 17, living with cancer diagnosis 

[ICD-10] (June 2020)  

For parents and carers and family members, this loss extended to vital sources of care and support from 
extended family and friends.  

“But I think it’s been difficult with COVID as well…like not being in touch with friends 
so much” - Parent/carer of CYP aged 17, living with cancer diagnosis [ICD-10] (June 

2020)  

“I think the main thing for me is for COVID to go away and then we get more families 
come round and help support us you know [...] so I think as soon as COVID is gone 
umm we’ll probably get a bit more family support” - Parent/carer of CYP aged 11 

months, living with cancer diagnosis [ICD-10] (July 2020)  

Parents and carers described the exhaustion they experienced, and the increased burden of care due to 
the sudden loss of their support network.   

“I’m actually the main carer now, so I’m literally everything to be honest with you […] 
but sometimes I don’t think I can do all of it by myself! It’s a bit draining and 

exhausting... being responsible for all of it” - Parent/carer of CYP aged 17, living with 
cancer diagnosis [ICD-10] (June 2020)  

Disruption to services important to families  

Alongside the loss of social support, CYP and their families described disruptions to essential health and 
social care services.  

“Things were slowed down a bit because of the whole COVID thing of er erm we he 
couldn’t go into the it was either the GP surgery or the local [local hospital]” - 

Parent/carer of CYP aged 11 months, living with cancer diagnosis [ICD-10] (July  

2020)  



 

These included missed chemotherapy sessions, lack of access to specialist services, and reduced face to 
face appointments with many appointments instead being conducted virtually.  

“In May he started the chemotherapy, which was oral chemotherapy, and the 
consultant said it would be for a year. So that just finished in April this year but he 

should have, it should have been in May, we missed the 12th one because of COVID” - 
Parent/carer of CYP aged 17, living with cancer diagnosis [ICD-10] (June 2020)  

"Well due to the current situation it’s been hard to see my consultant, so it’s had…I 
haven’t seen him in a long time…erm I’ve seen him in hospital, but I haven’t seen him 

recently […] we were going to have video calls with him […] ‘Cause it’s was more 
safer” - CYP, aged 17, living with cancer diagnosis [ICD-10] (June 2020)  

In addition, vital modifications to the home were delayed, and respite provision reduced or cancelled.  

“prior to COVID, they have to, they will be doing adaptations to the bathroom. At the 
moment we have a bath and he needs a shower facility, so we’re waiting for that to 
happen as well” - Parent/carer of CYP aged 17, living with cancer diagnosis [ICD-10] 

(June 2020)  

“So at the moment, we're just waiting. There was a delay ‘cause of COVID, ’cause 
there's quite a lot of adaptations that need to be found to the foster parents house” – 

Commissioner (September 2020)  

“During COVID [Hospices have] not been able to provide the same amount of respite” 
– Commissioner (September 2020)  

This resulted in additional strain to the home care situation for CYP and families, further compounded by 
their loss of informal social support networks.  

Additional psychological distress  

CYP and their families expressed concerns about the psychological impact of COVID-19, with many 
parents and carers noting the negative impact on their mental health due to the loss of support 
networks and the additional burden of care due to COVID-19.  

“this is a lot for you know mine and [wife’s] mental health this is a lot more difficult 
now erm back when COVID, childcare, care for [child], trying to work […] I don’t think 
we could do this for an extended period of time […] I don’t think we would umm be 

able to cope with it” - Parent/carer of CYP aged 11 months, living with cancer 
diagnosis [ICD-10] (July 2020)  

CYP and families were worried about COVID-19 generally, and this was often intensified for those CYP 
who were immunocompromised or living with conditions that increased their vulnerability.  

“There can be times when, whilst lockdown has been up here, so sometimes I worry 
about things” - CYP, aged 17, living with cancer diagnosis [ICD-10] (June 2020)  

“I mean very topically we’re slightly concerned about the coronavirus thing, because 
he’s immunocompromised and there’s…it’s changing every day, there’s not much 



 

information.” - Parent/carer of CYP aged 8, living with congenital diagnosis [ICD-10] 
(March 2020)  

A lack of clear communication from schools also increased anxiety for parents and carers, particularly 
from specialist education provision where there were different rules in relation to school opening.  

“so there’s no information really about…because are special schools a bit different to 
normal schools in that the kids there are a bit more sick […] the gravity of it is slightly 
greater and the unpredictability is greater” - Parent/carer of CYP aged 8, living with 

congenital diagnosis [ICD-10] (March 2020)  

 

DISCUSSION  

CYP with LLLTC and their families have faced additional challenges during the COVID-19 pandemic 
compared to before the pandemic. These challenges are related to changes in service provision, 
cancellation of appointments, delays in necessary home adaptations, and loss of both respite and 
inhome carers, each increasing the burden of care on other family members. For many families, this was 
compounded by the loss of friend and family support networks, which together had a negative 
psychological impact on their wellbeing. Many families were worried about COVID-19, but evidence 
suggests that CYP with ‘extremely clinically vulnerable’ health status and their families have particular 
concerns due to CYP being immunocompromised and at greater risk of poorer outcomes2- 
4.  

Health services have faced significant challenges as a result of the pandemic6, and the impacts for CYP 
with LLLTC and their families have been wide ranging. Delays or cancellation of services that are 
important to families, alongside loss of informal sources of support, have left families feeling isolated. 
The increased use of telehealth and online consultations has brought opportunity and challenge3 6. 
HSCPs should communicate clearly with families if treatment plans need to change, provide up-to-date 
information about the impact of COVID-19 on treatment and services, and engage CYP and their families 
in decision-making processes.  

Families also need additional support due to the reduction in respite, home care, and family support, 
which have led to increased burden of care on families4. Where possible, respite providers should 
consider novel ways in which they can continue to support families, such as through telehealth 
programmes3. The additional burden of care, coupled with isolation, requires timely psychological 
support by existing teams known to the family.  

However, a key limitation of this analysis was the absence of non-English speaking participants in the 
study meaning issues arising as a result of language barriers were unable to be explored.  

CONCLUSIONS  

This brief report has revealed the ways in which the COVID-19 pandemic and subsequent response has 
impacted the lives of CYP with LLLTC and their families. The analysis has highlighted the wide ranging 
and long-lasting impact on family life of social isolation, increased family burden of caring, and 
disruption and delays to important health and social care provision. The psychological impact of the 
uncertainty about the pandemic and the future, and loss of support networks on the mental wellbeing 
of CYP and their families is also evident.  



 

Going forwards, CYP and their families must be informed of the potential impact of the COVID-19 
pandemic for them specifically. CYP and their families should also be actively engaged in decision 
making if treatment plans change. Service providers should carefully review their responses to the 
pandemic to ensure they are able to continue to assess and support family psychosocial needs.  
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