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Structure of the session

• Is it time for a change in how our patients’ children* are perceived?
• Background
• Research funded by Marie Curie
• A children’s rights-based perspective
• Suggestions

* Children and young people under the age of 18



One in every classroom

Childhood Bereavement Network. (2016) Key estimated statistics on childhood bereavement. London: 
Childhood Bereavement Network



‘Hidden Army’ of Young Carers 

Young carers are under 18 years old and look after a family member who is 
ill, disabled, has an addiction, or has a mental health condition.

An estimated 1 in 5 children and young people (800,000) in the UK would be 
considered young carers.

How many of the ‘hidden army’ will be bereaved before reaching adulthood?

Joseph, S., Kendall, C., Toher, D., Sempik, J., Holland, J. & Becker, S. (2019) Young carers in England: findings 
from the 2018 BBC survey on the prevalence and nature of caring among young people. Child Care Health and 
Development, 45 (4), pp.606-612.



Impact of parental death as a child

Increased risk of:

• anxiety
• depression
• functional impairment
• anti-social behaviour
• self-harm
• suicidal behaviour
• health problems
• relationship problems

Kissil, K. (2016) Parental death and grief interventions. In: Davey, M., Kissil, K. & Lynch, L. (eds.) Helping children 
and families cope with parental illness: a clinician's guide. Abingdon: Routledge, pp.223-248.



Healthcare professionals

‘there is a disparity in what parents desire in 
order to support their children and what they 
actually receive from healthcare services’

Golsäter, M., Enskär, K. & Knutsson, S. (2019) Parents' perceptions of how nurses care for 
children as relatives of an ill patient - experiences from an oncological outpatient department. 
European Journal of Oncology Nursing, 25 35-40.



Research with children whose parent has a life-
limiting illness

• Dr Rachel Fearnley
• Dr Katherine Bristowe
• Professor Richard Harding 

Thank you to the Marie Curie Research Grants Scheme



Aims and objectives 

• To determine the views of children and 
young people with a parent with a life-
limiting illness

• To obtain evidence upon which to base 
recommendations for healthcare 
professionals



Systematic review

Marshall, S., Fearnley, R., Bristowe, K. & Harding, R. (2021) The perspectives of children and young 
people affected by parental life-limiting illness: an integrative review and thematic synthesis. 
Palliative Medicine, 35 (2), pp.246-260.



Publication

Marshall, S., Fearnley, R., Bristowe, K. & Harding, R. (2022) ‘It’s not just all about the fancy words and 
the adults’: recommendations for practice from a qualitative interview study with children and 
young people with a parent with a life-limiting illness. Palliative Medicine, 36 (8), pp.1263–1272.



Evidence-based resource



Three main issues

•These children have agency
•These children are young carers
•These children have rights



Agency

‘speak with family and children because obviously we’re 
children and they’re like ‘oh yeah you might not 
understand as much’ but take that time to sit down and 
tell them and explain what’s happening, obviously in 
like child words but just take the time to acknowledge 
that there’s kids in the family as well and it’s not just all 
about the fancy words and the adults’ 

(Josh, aged 16)



Young Carers

‘cos it’s like a duty, cos you’ve gotta look after them…‘cos you’ve gotta make 
sure that they’re okay.  ‘Cos if they’ve just come out of hospital, you get wary 
when you’re left alone with them because…especially if you have never been 
alone with them before, you don’t know what to do’ 

(Timmy, aged 9)

‘when you’re with the person, you’re still put under a lot of pressure to be like 
careful and if they need anything, you have to kind of be on guard all the 
time like in case anything happens’ 

(Olaf, aged 12)



Young Carers

‘What’s happening to my teenage years? They’ll be gone before 
you know it, and I’ll have spent them taking care of my little 
sisters, cleaning the house, and cooking. The rest of my friends are 
out having a good time’ 



Children’s rights

• The Nordic countries (Norway, Sweden, Denmark, Finland and 
Iceland) perceive the children (<18) of patients with a serious physical 
illness, mental illness or substance abuse issue as ‘relatives’ or ‘next 
of kin’. 

• Barn som pårørende or Barn som anhöriga.  
• Recognition that these children are especially vulnerable and are at 

increased risk of negative outcomes in adulthood.
• These children therefore need to be identified and offered support in 

order to achieve wellbeing in adulthood.



Legislation in Norway and Sweden

• In 2010, both countries adapted legislation to recognise the rights 
and needs of children as ‘next-of-kin’:

 
HCPs have a responsibility to consider children’s 
needs for information, advice and support when 
a parent is seriously ill

HCPs are required to map whether adult 
patients are responsible for minor children and 
ensure the children receive follow-up and 
information
Now includes children who have been bereaved



Norway and Sweden – child focused countries



UN Convention on the Rights of the Child (UNCRC)

An international human rights treaty 
which sets out the civil, political, 
economic, social, health and cultural 
rights of all children.



UNCRC Article 12

The right to participation

‘Every child has the right to express their views, feelings and 
wishes in all matters affecting them, and to have their views 
considered and taken seriously. This right applies at all times, 
for example during immigration proceedings, housing 
decisions or the child’s day-to-day home life.’  



‘In all matters affecting them’

‘Every child has the right to express their views, feelings and 
wishes in all matters affecting them, and to have their views 
considered and taken seriously.’

Is parental illness or death a matter affecting children?

Are children denied this right to participation when a parent is 
ill/dying?



Ladder of participation

Hart, R. A. (1992) Children’s participation: from tokenism to citizenship.  UNICEF: Florence. 



Levels of participation

Shier, H. (2001) Pathways to participation: openings, opportunities and obligations.  Children and 
Society, 15, pp107-117.



5 levels of participation

1. Children are listened to
2. Children are supported in expressing their views
3. Children’s views are taken into account
4.   Children are involved in decision-making process
5. Children share power and responsibility for decision-making

Shier, H. (2001) Pathways to participation: openings, opportunities and 
obligations.  Children and Society, 15, pp107-117.



5 levels of participation

Must be achieved to endorse the UNCRC:
1. Children are listened to
2. Children are supported in expressing their views
3. Children’s views are taken into account
4. Children are involved in decision-making process
5. Children share power and responsibility for decision-making



When living with parental life-limiting illness:

1. Are children listened to?
2. Are children supported in expressing their views?
3. Are children’s views taken into account?



Rights as a young carer

The UK has legislation around young carers
(The Care Act 2014 and The Children and Families Act 2014).  
Young carers are defined as someone under 18 who helps to look after 
a relative with a disability, illness, mental health condition, or drug or 
alcohol problem.  
They have the right to an assessment and support from their local 
authority.

Do we perceive the children of palliative care patients as young carers?



Suggestions

• Consideration of children in terms of their rights – are they listened to, 
supported to express their views and are their views taken into account?

• Provide information about support for children facing bereavement eg. 
Hope Support, Ruth Strauss Foundation

• Consideration of children as young carers – are they providing any practical 
or emotional help?

• Provide information about the right to a young carers assessment and local 
young carer support

• Do these children have the opportunity to participate in palliative care 
research?



Take away thought

‘just take the time to acknowledge that 
there’s kids in the family as well and it’s not 
just all about the fancy words and the adults’



Thank you and questions

stephen.marshall@kcl.ac.uk

mailto:stephen.marshall@kcl.ac.uk
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