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Background and objectives

On Road Media is developing a strategic communications programme for 

The True Colours Trust, aimed at changing the long-term narrative around 

children’s palliative care.

The sensitive and emotive nature of this subject means that often society 

shies away from conversations around it, leading to miscomprehension 

around both policy and how to support families. This can lead to isolation 

for parents and carers of children with life-limiting conditions. On Road 

Media plans to work with stakeholders, the public and families of children’s 

palliative care to restructure the dialogue, both at policy level and in terms 

of perception shift within society as a whole.

There was a need for qualitative insight towards the end of the deep-dive 

component of the programme, in order to explore public opinion and devise 

a potent communications toolkit.
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Key research questions

Overarching research objective: To develop a deep 

understanding of existing perceptions and narratives around 

children’s palliative care to create better understanding of 

and support for families.

1. To understand existing perceptions/understanding of 

children’s palliative care

2. To uncover visceral emotional responses to existing 

narratives and communications around children’s 

palliative care

3. To deeply explore the role of media representations of 

children’s palliative care in shaping public perceptions 

and current dialogue around the issues

4. To identify re-framing themes in portrayals of children’s 

palliative care 

5. To create a potent comms toolkit to take to media and 

policy makers to help change public perception of 

children’s palliative care and create better outcomes for 

families
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Research approach 
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KICK-OFF 

& IMMERSION

ONLINE

COMMUNITY
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GROUPS
DELIVERY
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Immersion into the topic, 

including stakeholder 

workshop and 

background document 

review. Potential research 

participants carefully 

screened and recruited to 

include diverse 

representation within the 

UK. 

Perception shift journey 

undertaken by 24 members 

of the general public across 

4 days:
• Day 1 – exploring existing 

perceptions of Children’s 

Palliative Care

• Day 2 – response to current 

media portrayals 

• Day 3 – shifting the narrative: 

exploring new perspectives, 

stories and case studies

• Day 4 – co-creating CPC re-

positioning statements

2x focus groups with 16 

members of the general 

public – cherry picked from 

community stage, exploring:
• Journey through perception 

shift

• Key re-framing themes

• Effective communications

Key insights and 

recommendations distilled 

into a ppt debrief, including 

video showreel



Sample – who did we speak to?

Locations: UK-wide geographical spread 

Total 24 respondents

• Male/female split 

• Age ranges from 20 – 65

• Spread of religious and non-religious/secular 

• Inclusion of people with disabilities – visible and invisible (mental, physical)

• Some with awareness of high-profile children’s palliative care cases 

including: Charlie Gard, Alfie Evans, Ashya King 

• All to regularly consume TV, broadcast and print media – mix of 

tabloid/broad-sheet e.g. The Sun, The Daily Mail etc.

• 4 working in healthcare setting, including NHS hospital administrator, 

hospital pharmacist, carer, mental health support worker

• None with direct experiences of children’s palliative care services and 

caring for children with life-limiting or life-threatening conditions
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Headlines
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Key headlines (1)
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1
Existing associations with the term Children's Palliative Care (CPC) are firmly in the space of 

end-of-life care and death. Semantically, the word ‘Palliative’ dominates the general public’s 

perceptions, and consequently current associations are highly medicalised and outcome-

centric. 

2
Protective mechanisms are employed to minimise engagement with the topic, which in its 

current conception cues themes which can be too difficult to confront. These emotional 

responses include: Anger, Pity, Flight, Rationalisation and Minimisation.

3

Media coverage perpetuates disengagement tactics, driven by a number of strong tropes 

such as conflict, a victim-persecutor dynamic and dehumanisation. The general public 

respond to existing media narratives and process the topic through anchoring to issues of 

fairness, money, tragedy, and finality, amongst other themes.

On Road Media | Restricted External



Key headlines (2)
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4
Because current media representation of Children’s Palliative care is framed through 

medicalisation, outcomes and often eventual death of a child, the general public demand 

information and knowledge to help them rationalise how this can happen. This includes a 

desire to understand different treatment options, financial cost and efficacy of these options. 

This information will give people no greater understanding of what CPC is.

5
When exposed to new perspective and case studies, the general public’s perception of 

Children's Palliative Care tangibly shifts. The most affecting themes include the perceived 

all-encompassing care afforded to families, including siblings; the power of treatments 

beyond the strictly medical – including therapeutic treatments; the degree of teamwork 

involved and the care and commitment of medical staff; and the exchange of knowledge 

between parents and HCPs.

6
The public connects to ideas of care potentially spanning a long period of time, and including 

wide ranging and expansive care. Signposting to support afforded to various inter-related 

entities – the child, parents, siblings – also successfully communicates the essence of 

Children’s Palliative Care.
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Key headlines (3)
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7
Conversations around CPC can be re-framed in a way which enables an educational  

journey and ultimately engages the general public, while moving them away from 

misconceptions and increasing engagement. 

8
This can be achieved through narratives which speak to key three emotional needs: 

meaning, connection and safety. 

• Meaning - moving away from outcomes, to talk about the process of a. living and 

aliveness and b. the process of care (for the child and beyond) allows the general public 

to leave binary thinking and invest value in the lives of others. 

• Connection - re-focussing toward inter-relatedness between people and showing CPC 

operate within a system – on both micro (child, parents and medical teams) and macro 

(wider community, the general public) levels. This breaks ‘The Bubble’ and allows people 

to feel a part of the process. 

• Safety – signposting to ways parents and in turn, the general public, can feel in control 

through the exchange of helpful knowledge, as well as communicating CPC as offering 

‘complete 360’ care, helps people to feel emotionally held when engaging with the topic. 
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Current 
associations with 
CPC
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For many, 
awareness and/or 
understanding of 
the topic is limited –
although people 
think they know all 
they need to know

12

“I’m going to be honest; I don’t 

think I really know what it 

[Children's Palliative Care] 

means.” Keno, 36

“I can’t think of what else it 

means other than treating a 

child who will die soon, and 

ensuring their last moments are 

as gentle and pain-free as 

possible.” Christina, 52
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First associations are rooted in ‘palliative’
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Children’s Palliative Care

The general public 

either don’t consider 

the child when defining 

CPC or, very often, 

drop ‘children’ from the 

term all together.

The world ‘palliative’ is loudest in 

people’s minds and dominates 

overall perceptions of the term. 

Current understanding is deeply 

rooted in adult services - meaning 

CPC is universally associated with 

endings, terminal illness and end-of-

life care.

Care in this context is 

currently associated 

with highly medicalised 

care – in hospital or 

hospice settings and 

pertaining exclusively 

to medical treatment 

plans.

Initially, the term Children’s Palliative Care taps into three distinct emotional spaces but 

people mainly hear ‘Palliative’.

Most commonly defined as: End-of-life care for 

terminally ill children to make the end of their life 

as comfortable as possible.



PowerPoint Template | ISO14

“When I think of palliative care I think of 

my nan in a hospice.” Lara, 49

“It means caring for people who suffer 

from a terminal illness. Supporting their 

wishes and goals. Ensuring they are 

comfortable, pain management.” Asma, 

26

“It’s about making the end of life as 

comfortable and as pain free as 

possible. I envisage a child in hospital 

or medical bed at home being 

comforted and cared for by close family 

members.” Marc, 44

“Looking after a terminally ill child and 

their family to make sure that there last 

days are as comfortable as possible.” 

Adam, 35

“It means death but hopefully you can 

make the end as smooth, happy and 

joyous as you can.” Vicki, 55



Children’s Palliative Care as a term means…
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Visual connotations are 

currently rooted in highly 

medicalised imagery
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People do not want to engage

Avoidance of suffering – In general, people do not have a high capacity 

to cope with difficulty, which can result in avoidance. By reading about 

or knowing about this, they are being asked to feel pain in empathy. 

There but for the grace of God – What if it was me? By engaging, it is 

as if people worry it may be more likely to happen to them. By hearing 

about it, they might be forced to put themselves in the shoes of those 

living these experiences.

Don’t make me think the unthinkable – Children dying before their 

parents is on some level felt to contravene the ‘natural order’.

There’s nothing I can do about it – Human beings are fixers. Don’t ask 

me to engage in a situation which I cannot remedy.

The misconceptions that people hold about the theme mean they 

consciously avoid thinking about, or processing the idea of, 

children’s palliative care

“It’s kind of something over 

there – it’s not the sort of thing 

you want to think about.” Ed, 

26

“It’s a really difficult thing to 

contemplate. It’s just too sad 

to think about children dying –

it’s not fair.” Christine, 62

“It doesn’t bear thinking about.” 

Hatesh, 62
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“Decisions like these are 

something that we never want 

to think about.” Jessica, 25
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People employ protective 
mechanisms in responding to the 
theme

1. Anger – Intense emotion such as rage can serve to conceal and 

distract people from painful or unfathomable realities.

2. Pity – Again a technique used to ‘other’ through victimhood, and 

distance self from experiencing emotional pain.

3. Flight – Outright avoidance and rejection of the issue.

4. Rationalisation – trying to find a reason for the illness or 

outcome.

5. Minimisation – There must have been a reason? At least they 

are not suffering?

All of these are systems of disengagement

“I feel disgusted and angry, 

how could they make that sort 

of decision without the 

parents?” Vicki, 55

“It’s just so deeply heart-

breaking, my thoughts are 

with the parents, it’s 

just…unimaginable.” Kellie, 44

“All these videos are showing 

the same thing. Not sure what 

you want me to say.” Lara, 49
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“If they are living a life of 

suffering it’s the kinder thing to 

do.” May, 44



Exposure to a sector 
definition of children’s 
palliative care was the 
first step on the 
journey.. 
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Sector definition brings 
some movement…

20

‘Life-limiting’ – not just those who are dying

‘Holistic’ and ongoing care – more than just 

medical pain relief 

‘Quality of life’ – an unusually positive phrase

‘Spiritual’ – unexpected – some pushback

‘Support for the family’ – a new perspective, 

unexpected

“Children’s palliative care is for children 

and young people with life-limiting and 

life-threatening conditions. It is an active 

and total approach to care, embracing 

physical, emotional, social and spiritual 

elements. It focuses on enhancement of 

quality of life for the child and support for 

the family and includes the management 

of distressing symptoms, provision of 

respite and, if needed, care through death 

and bereavement.” 

*Shown to respondents on Day 2 of online community
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= Not just about ‘children dying’



However, reducing the 
‘certainty of outcome’ 
creates additional 
confusion and barriers…

21

The sector definition doesn’t fully 

move people on from 

preconceptions…

Many participants do not internalise these 

messages – their primary associations are 

too strong and the subject matter becomes 

harder, not easier to absorb and engage 

with.

People can understand and compute the 

idea of a dying child, as whilst the outcome is 

terrible, it is finite and certain.

When the outcome of the illness or condition 

becomes less certain, comfort levels with the 

subject matter decrease.

On Road Media | Restricted External

“It’s the same as what I thought 

yesterday. It’s hard to picture what it is.” 

Keno, 35



Media narratives 
perpetuate and 
strengthen barriers 
to engagement…

22

“This made me feel anger on 

behalf of the parents. I think 

it was totally disgusting not to 

have involved her parents.” 

Kellie, 44
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However none called on their exposure to these stories 

when defining Children’s Palliative Care, instead reverting 

to associations with adult palliative care services. 

There is little sense that current media depictions of 

Children’s Palliative Care leaves the general public with any 

residual understanding or learnings, beyond a vague sense 

of injustice (though most cannot recall).

23

“I heard about a few cases in the news, it was 

awful, I don’t remember the details.” Tony, 33

“I remember the parents fought against the 

hospital.” Lara, 49

Almost all were aware of at 
least one high profile media 
case
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When asked to actively re-visit media cases, the 
general public’s responses can be categorized 
into key territories

24

Fairness Money Conflict The Bubble

The Child Tragedy  Finality 
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There is a powerful sense of injustice and powerlessness 

which shapes response:

Unfairness stems from a root feeling that the death of a child 

is unfathomable (How can something like this happen?) and 

goes against the ‘natural order’.

There is also a sense that forces outside of family's control 

impacts access to provision of care:

• Local council or hospital budgets. “Post-code lotteries” and 

Southern bias thought to be especially pronounced by 

those living in Northern England.

• Access to local charities with sufficient funding.

• Personal wealth affording higher standard of care/ability to 

travel abroad to seek treatment. 

Concerns around access and universal provision of care also 

trigger questions about money…

25

“I feel very sad and sympathetic towards the 

father. Like he says it’s like the death penalty. 

It makes me think Children’s Palliative Care 

can be very unfair and unethical.” Vicki, 55

“I feel sad and angry. Sad he died 

but angry he wasn’t given the chance of a 

treatment that could have saved his life.” 

Christina, 40
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Fairness:



In current media depictions the general public are left with a 

sense that care (and coverage of the issue) is contingent on 

money:

Impression Government is responsible for cutting funding for 

vital services, which trickles down to:

• Perception of NHS services/Hospitals “trying to save 

money” and avoid long-term care costs (accusation rather 

than empathy at this stage).

• Existing media narratives do not galvanise the general 

public to feel a part of any funding/fundraising solution at 

this stage of the education journey.

Various parties are seen to profiteer from the cases:

• Lawyers – benefiting from contentious cases going to 

court.

• Media – exploiting parents’ stories.

• Parents – sometimes felt to profit from tabloids.

26

Money:

“You would hope that they are wanting to take 

any opportunity to save a life at any cost. 

Disgusted - in my mind it came down 

to money or take a life.” Christine, 40

“It's pretty damning of the hospital and the UK 

health service in general. It shows there are 

limits to what the NHS will/can do. Appears to 

come down to money.” Stephen, 26

“Money seems to be more important than 

life.” Asma, 26

“They’re not human-beings they are cash 

cows. To allow a child to die without a 

diagnosis or exploring other treatment options 

is wicked. Money. It usually comes down 

to money.” Vicki, 55
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These narratives currently place people in a polarising and 

accusatory space 

Perceived sense of unfairness leads to people attributing 

blame – invariably toward healthcare and legal institutions.

These bodies are ‘pitted against’ the families, and seen to 

wield disproportionate power in dictating the future of the 

child:

• In this sense, these institutions can be seen by the 

general public to pass down ‘death sentences’ and ‘play 

God’.

This can entrench people in a space of right/wrong, and 

distracts them from engaging in complex understanding of 

Children’s Palliative Care.

27

“I feel annoyed - again a family a fighting with 

the hospital who have approached the legal 

system to end this poor boy's life with 

possible treatment available in Italy.” Tony, 33

“The legal system making decisions on 

whether the child stays alive or not. The 

hospital and the law playing God again and 

dismissing any possible treatment.” Ed, 26

Conflict:
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Current framing positions various impenetrable structures or 

establishments as ‘far away from’ and unknowable to the 

general public

Existing media stories portray the ‘Family Unit’ in isolation, 

and apart from surrounding systems. 

Likewise the medical establishment is viewed as a cold and 

unknowable force, set apart: 

• Dramatisation and extremes also position the general 

public as ‘viewers’ or observers. This can further 

compound unconscious distancing and enable anger/pity 

responses.

• Children’s Palliative Care therefore moves away from a 

relational space into an atomised and separate one…

28

“So very upset for the family and extremely 

outraged and angry how the NHS 

and lawyers stripped this poor boy and family 

of the dignity they need at this difficult time.” 

Christina, 40 

“The idea that someone could go 

into hospital for care and have a committee 

decide to put them on palliative care is scary.” 

Jessica, 25

The Bubble:
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Portrayals serve to de-humanise children in receipt of 

Children’s Palliative Care

Currently the illness and prognosis take centre stage, to the 

detriment of the experience of the child. 

29

“I think even just showing children in the 

garden or toys etc would illustrate how lovely 

this form of care is and as sad as it sounds 

that their children would be safe and peaceful 

here.” May, 44

“When an important decision is being made, 

they are thought of as "just a case" or viewed 

as a number. If only we can know what 

these children experience.” Benedict, 51

The Child:
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Understanding and centring the child is 

one avenue to help facilitate the 

general public’s engagement with the 

topic…



Current narratives employ negative framing to communicate 

worst-case scenarios, which can reinforce people’s 

associations that CPC is a “last resort”

The tragedy narrative is yet another avenue towards 

unhelpful anger/pity emotional spaces: 

• This can serve to numb and safeguard against true 

engagement with the reality of care for seriously ill 

children. 

30

“It’s so desperately sad. It makes you think 

that palliative care will always lead to 

heartbreak.” Vicki, 55

“All these stories involve fighting and 

inevitably loosing the child – it must be so 

awful for the parents going through this.” 

Christine, 62

Tragedy:
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Existing framing positions Children’s Palliative Care within a 

highly outcome-centric framework

Currently narratives rely on a highly linear story which is 

destination-based:

• All media representations currently communicate cases 

which result in the death of the child in receipt of 

Children’s Palliative Care.

This provides an inevitable end-point in people’s minds –

reinforcing erroneous associations between CPC and end-of-

life care.

Such emphasis detracts from, and in most cases entirely 

obscures the realities of CPC – and the wide-reaching and 

complex care offered to children and their families.

31

“Children in palliative care are shown to all be 

so poorly that end of life is imminent, when 

I’m not sure this is always the case?” Jessica, 

25

“The children are depicted as being in a life-

threatening condition and not always helped.” 

May, 44

Finality: 
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The Perceived 
Knowledge Gap
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Because current 
media representation 
of Children’s 
Palliative Care 
centres on medical 
treatment and 
outcomes, people 
grasp for a sense of 
certainty and 
coherence to explain 
the inexplicable…

33

“I feel I need to know the 

reasons behind decisions 

and the reasons why 

sometimes alternative 

solutions are not carried 

forward such as treatment 

abroad.”
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The general public very 
often have the urge to 
rationalise what on an 
emotional level feels 
incompressible. 

They want to re-gain a sense of 
certainty and control. 
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> What the treatment entails (treatment here 

seen to be purely medical)

> The treatment options – possible avenues of 

care/what is available (domestic and abroad)

> Financial cost of treatment(s)

> Who has access to care

> What is the formal diagnosis 

> Details as to why the condition is not treatable 

(if that is the case)

> What are the success rates of various 

treatments, including those available abroad 

35

xxx

xxx

For this reason, people respond to 
existing framing with a need to 
understand more about:
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“I just want more information about the 

circumstances and all the facts and 

evidence.” Stephen, 26

“Survival stats. If children have survived with 

alternative treatment, what is their quality of 

life like.” May, 44

“The courts have decided on death without a 

formal diagnosis. I don’t understand this at all, 

how can this be? I want to know how they 

reached their conclusion.” Christina, 40
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However, going beyond what people claim to want, re-framing strategies 
must do more than simply present the facts of each case. 

Rather, members of the general public need ways to emotionally access 
the topic of Children’s Palliative Care in a manageable way, so as not to 
trigger defensive coping mechanisms – such as rage, pity, and 
hopelessness - which impede true nuanced understanding of CPC.
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Detailed Response 
to New 
Perspectives 
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The most affecting 
themes were those 
which illustrated the 
degree of support 
afforded to parents 
and families of 
children in receipt 
of CPC services

38

Some key ‘wow’ moments:

› Siblings being involved in the caring process

› The power of therapeutic treatments 

› The commitment of medical staff and wider 

CPC teams

› Parents being equipped with the skills to 

care for child at home

› The butterfly room – moving illustration that 

support offers both length and breadth 

(long-term and all encompassing) - and can 

continue after the death of a child
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Hopeful - Appreciated for showcases positive 

experience of CPC

Informative – Gives insight into workings of hospice

Siblings – Conveys support for wider family system

Healthcare workers – Conveys caring role of medical 

professionals

Parents – Deepens understanding of all-consuming 

experience of care and, consequently, encompassing 

support offered

Access – Raised questions about why not all children in 

need of CPC services are in receipt of this kind of care 

39

xxx

xxxxxxxx
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Children’s Hospice 
Southwest
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“I was surprised that the 

hospice had sibling 

workers and that Ollies 

siblings seemed so 

comfortable and content 

visiting their brother.” 

Keno, 35

“It leaves me feeling 

happy and amazed at 

how nurturing the staff 

are.” Vicki, 55

“I think that differs 

because we were shown 

more direct care given by 

health professionals.” 

Lara, 49

“I feel like I have a better 

understand on what the 

parents are going 

through.” Hetash, 47

“They genuinely do care 

for all of the family 

members going through 

this difficult time. Pre, 

during and post death.” 

Stephen, 26
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Holistic/encompassing care – Communicates wide 

ranging provisions and different facets of care, 

including hydro-therapy 

Dedication of medical staff – Shows wider eco-system 

of care and committed individuals involved beyond 

child and parents

Joyous moments for the child – Illustrates moments of 

relief and happiness for the child in recipe of CPC 

services 

Individualised care – Suggests treatment plans are 

tailored to individual needs of family – including parents 

and siblings - and child

41

xxx

xxxxxxxx
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Acorns – Haniya’s Story
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“How positive this case study was. How 

cherished and meaningful this service is 

to lots of people.” Christine, 62

“It doesn't mean the end of life, it's an 

individual plan to ensure that the rest of 

your childs life is as comfortable as 

possible and gives carers and families 

support and security.” Lara, 49

“Now I see Palliative care is support for 

children and families suffering from a 

debilitating disease. The support covers 

family care, Mental health and physical 

therapy, and often sibling support.” 

Stephen, 26

“I think hearing Haniya's physical 

therapist talk so passionately about her 

comfort in the water shows that she truly 

knows her patient and everything she do 

is working towards making her as 

comfortable and happy as possible.” 

Asma, 26
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Informative – Communicates CPC services extend 

beyond hospices and encompass hospitals and at-

home care

Support of medical team – Seen to be emotionally 

invested in the family and dedicated to providing the 

best possible care for Freddie and his parents

Empowering – Communicates knowledge passed on to 

parents to equip them to care for Freddie and teach 

them necessary medical care, as well as emotionally 

preparing them for immeasurable loss

43

xxx

xxxxxxxx
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GOSH – Freddie’s Story
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“The way the team supporting the family were there from the start 

to guide them through everything, like how they could care for there 

child at home so they could be close, teaching them about 

administering the medication and care needs the child needed, and 

also counselling them through every stage of the illness, getting 

them prepared and making that bond with the family.” Olivia, 29

“That's surprised me a bit. 

The level of care given by 

GOSH, the options, the at 

home care, the full support 

and guidance.” Adam, 35

“Palliative care also helps 

parents in gaining knowledge 

on how to best care for there 

child.” Natasha, 46

“It makes me feel nurses and 

doctors are not as 

appreciated as they should 

be.” Marc, 44
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Diversity of care – Seen to include vast array of types of 

support, including music/light therapy, Butterfly room, 

etc.

Diversity of conditions  – CPC seen to be invaluable for 

children with various needs

Commitment of team – Shown to be invaluable part of 

the caring process 

45

xxx

xxxxxxxx
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Haven House Children's 
Hospice
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“It provides respite, activities and things 

to do for the kids and their families too, 

and a break for their families.” Callum, 

25

“Learning all the facilities they have 

there, the special butterfly room where 

parents can spend their last days with 

their child. To hear parents express how 

important this place is to them.” 

Christine, 60

“So many amazing people out there 

caring for children and families living 

very challenging lives.” Danielle, 31

“How genuinely comforting it was to see 

the staff of Haven House connect and 

work with the children in their care. The 

families featured seemed genuinely 

happy and although their lives must be 

difficult they were extremely grateful to 

the hospice.” Natasha, 46
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Collective effort – Medical professionals and parents 

working together to achieve the best outcome for the 

child 

Fairness - Re-frames conflict narrative between 

parents and medical/legal establishment 

Holding space – Emotional support for families seen to 

make process of caring for seriously ill child feel less 

unsurmountable

Animation – Allows people to access realities of CPC 

without triggering emotional overwhelm (and possible 

disengagement)
47

xxx

xxxxxxxx
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What is Children’s 
Palliative Care - animation
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“Everyone working together to take away 

pain and suffering.” Josh, 28

“I think I found the animations easiest to 

absorb - to convey how some families 

look at prolonging their child’s life while 

others may focus on giving their child the 

most comfortable live possible.” May, 44

“Feels like it is a collective thing from the 

health professionals the child, the family 

and everyone involved. More positive.” 

Howard, 64

“Positive, as it focuses on providing the 

best quality of life for a child. Doesn't 

concern legal jargon but more interested 

in seeing the child's life and not their 

illness.” Adam, 35
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Home based care – New awareness of diversity of 

settings CPC is available in, including hospice, hospital 

and at-home

Funding – Sense of frustration that CPC is dependent 

on private donations rather than prioritised by Gov

Depth and breadth of care – A cumulative sense (from 

seeing all cast studies) of the complexity and degree of 

care afforded by CPC services 
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“This is a different model to the 

ones just watched. Interesting 

to learn about home-based 

care.” Damien, 47

“Great relief for those that do 

not have the opportunity to go 

into a hospice or would prefer 

to be looked after in their own 

homes.” Marc, 44

“The fact a lot of time and effort 

has to be put into generating 

relatively small amounts of 

money through fundraising.” 

Emmanuel, 23

“The fundraising surprises me -

whilst I'm aware it happens, I’m 

sad they have to do it to 

provide this wonderful service.” 

Jessica, 25

“The depth of support children 

and families alike receive to 

make that child’s life as normal 

as possible till the end.” 

Hetash, 47
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Communicating the 
true nature of 
Children’s Palliative 
Care services was 
appreciated for 
disrupting 
misconceptions while 
not sugar-coating 
realities 

51

Comms should include:

› Explanation that CPC is life-long care

› Signals to complete wide-ranging care, 

including different forms of support

› Communicating support for all affected 

parties, including parents, siblings, the child

› Centring the experience and life (not death) 

of the child
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Key Re-framing 
Needs
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CENTRING 

THE CHILD

FROM 

OUTCOME TO 

PROCESS

BREAKING 

THE BUBBLE
TEAMS

LIVING & 

ALIVENESS

ENCOMPASSING 

/ COMPLETE 

CARE

KNOWLEDGE / 

CONTROL

SYSTEMS

EMOTIONAL 

HOLDING

THE HUMAN 

NEED:

SAFETY 

CONNECTION 

MEANING  
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Meaning:

Centring the child

Vodafone | Restricted External54

Putting the child, not the condition, at the centre of 

the solution is an important means for people to 

connect to the experience of Children’s Palliative 

Care

Currently the child is ‘missing’ from accounts of 

CPC. Methods of humanising the child are key to 

positively re-framing the story, through:

› Naming the child

› Communicating their personality 

And not:

› Centring their condition

› Medicalising experiences through treatment 

plans



Meaning:

Living & Aliveness

Vodafone | Restricted External55

Shifting focus from suffering and loss (while not 

sugar-coating the realities) towards little moments 

of joy and wonder in being alive, help people again 

humanise CPC and invest meaning in the lives of 

others. 

Current framing centres loss and grief, to the 

detriment of communicating the richness of lives 

lived with the support of CPC services. This can be 

rectified through:

› Showing connection with others

o Friends

o Parents

o Siblings

o Medical staff 

› Talking to childhood experiences and universal 

‘firsts’ e.g. blowing bubbles, eating cake

› Communicating non-medical therapeutic and 

sensory experiences e.g. music, light, water, art 

therapy



Meaning:

From outcome to 
process

Vodafone | Restricted External56

Existing framing is intensely linear, building towards 

the child’s diagnosis or prognosis, and inevitably 

their possible death. 

Narratives around Children’s Palliative Care should 

re-focus, away from a destination-centric narrative 

and toward journey-centric narrative through:

› Communicating longitudinal nature of care – with 

parents/child every step of the way

› Communicating encompassing/complete nature 

of care

o Multi-faceted treatment plans spanning not 

only medical treatment, but psychological, 

spiritual – show examples e.g. therapeutic 

treatments, Butterfly room

› Showing each child receives tailored care and 

there is no one size fits all way to access services



Connection:

Breaking the bubble

57

Current framing posits institutions – be they on the 

micro level (families) or macro (legal and medical 

establishments) as separate warring entities. 

Re-framing should prioritise shifting emphasis from 

narratives around separate units, rather 

communicating open networks through:

› Showing relationships, not focussing on 

individuals 

› Showing parents empowered and making 

decisions in collaboration with multi-disciplinary 

teams rather than pitted against institutions  

Not:

› Portraying inaccessible family unit

› ‘Cold’ hospital committees and staff

On Road Media | Restricted External



Connection:

Teams

58

Re-define the current depiction of atomised 

individuals through showing shared goals:

› Tell stories of families, organisations and medical 

bodies working together towards the best solution 

for the child 

› Communicate the work and dedication of 

individuals who comprise the medical teams e.g. 

the nurses, care workers, therapists, cleaners

› Show emotional and practical support parents 

receive from close working relationships with 

medical team

› Demonstrate flow of knowledge between parents 

and medical staff – including communicating child’s 

distinct needs and equipping parents with medical 

know-how
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Connection:

Systems

59

There is a need for relational understanding through 

wider contexts rather than individual stories. CPC 

has the potential to be viewed as part of an open 

system 

Showing the inter-relation between people helps the 

general public to feel a part of an eco-system which 

allows them in turn to access a deeper more 

nuanced understanding of Children’s Palliative 

Care. It does this in two key ways:

› By taking away hopelessness of the situation – it 

empowers them to feel they could ‘actually’ make 

a difference

› The capacity to be with suffering/difficulty is 

greatly increased when we feel we are not 

alone/isolated (and in turn: solely responsible) –

this helps the general public to move toward the 

difficult subject, rather than away from it

The 
child

Parents, 
siblings, 
friends

Medical 
staff 
and 

team

Wider 
comm
-unity

Gen-
eral

Public 
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Safety:

Knowledge / 
Control

60

While the general public have an urge to understand as 

much about the child’s medical condition and treatment 

options as possible, this is not the most effective route 

to engaging people in the topic of Children’s Palliative 

Care. 

This will entrench existing overly medicalised 

associations with term and serve to block emotional 

engagement with the process of CPC.

Rather knowledge – and therefore a sense of control -

should be signalled via:

› Information exchange within and between the 

system, particularly between parents and medical 

teams

o E.g. medical professionals teaching parents 

helpful techniques to care for the child

› Pointing to consistency of care across time and 

geography, and carefully managing concerns of 

‘care being taken away’ e.g. due to funding 
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Safety:

Encompassing / 
Complete care

61

While current notions of Children’s Palliative Care 

are firmly rooted in medical care for terminally ill 

children and end-of-life care, this misconception is 

disrupted by re-framing CPC as a process of 

complete and all-encompassing care

Signposting to the comprehensive care afforded by 

these services moves the general public away from 

a preoccupation with outcomes and reinforces the 

scope of support provided. This can be achieved 

through:

› Showing support for siblings as well as parents 

› Showing residential options, as well as hospital 

and at-home settings

› Illustrating the variety of support available e.g. 

respite care, sensory and therapeutic, 

counselling etc. 

› Communicating CPC as not restricted to one-

point in time, rather expanding across life of child
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Safety:

Emotional holding 

62

In order to engage with an emotive and difficult 

topic, the recipient needs to have a sense of safety.

If future framing employs emotional holding 

techniques, it can prevent people entering into a 

stress response. 

Utilising a direct, yet warm tone of voice, while 

signposting to the flow of knowledge and expansive 

care, will help maintain engagement with the topic 

(and not trigger fight or flight). Re-framed narratives 

should therefore:

› Reassure that responsibility isn’t on the other 

person/general public to ‘fix it’ or find a solution

› Assure that the general public can enter into a 

journey of understanding with an expert guide

› Signal that recipients of care are also held within 

a team of experts

› Reassure that engagement with the topic will not 

always mean the general public must confront 

death (particularly death of a child)
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Recommendations
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Recommendations 
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1
Move from outcome and destination-based framing. The general public currently root CPC 

firmly in the space of ‘managing endings’ for terminally ill children. Stories should therefore not 

focus on linear routes from diagnosis to treatment/death. Re-framing as an ongoing process of 

care designed to not only alleviate suffering and burdens on families, but elevate life 

experiences too, helps people feel the value of the services. 

2
Show the process of care and experiences afforded by care (beyond the medical). Moments 

of happiness, simple pleasures, being in relationship to others or experiencing sensory 

pleasure, as well as showing the small acts of care not just towards the child but to siblings, 

parents (the DVDs in the sibling room, the smile from a nurse). This further helps to move 

people away from destination-centric narratives. 

3

Re-focus narratives toward relationships and connections in order to break The Bubbles. 

Current framing both weaponizes conflict and highlights the stories of individuals allowing 

the general public to see all circumstances as unique or rare, which functions as a distancing 

mechanism. When viewed as part of a system – whereby support and care freely flows 

between people – the general public are brought into the care process with a deeper sense of 

a. understanding and b. personal investment.
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Recommendations 
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4
Re-humanize: centre the child, not only the condition. As highlighting the possible micro-

moments of happiness illustrates, a child is much more than a diagnosis. Re-framing should not 

minimise or sugar-coat the condition, nor make the condition the main character in the 

narrative. 

5

Reframe ‘the parents’ from victims to active agents. Show them empowered, not constricted, 

by the care their child receives (e.g. the moment when Freddie’s father talks about learning 

the skills to care at home is a crucial turning point for many). Show that being a parent is 

about much more than raising a child to adult age. 

6

Reframe ‘the carers/clinicians’, so they are neither villains or saints – but humans. Show care 

givers not as superhuman, or superheroes but as real people making a real difference. 

Doctors are not just heartless decision makers; they are emotionally invested with ongoing 

relationships with the families. Show clinicians outside of moments of decision, in the subtle 

and ongoing ways they promote and support a good life for the child and family.
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Recommendations 
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7
Signal knowledge and control. When an outcome is uncertain, this must come through a sense 

of empowerment not rooted in factual knowledge (prognoses, diagnoses, financial sums, rights 

and wrongs). Show knowledge to be a two-way exchange - from parents being equipped with 

technical medical skills to care for their child, to the notion of nurses and carers ‘genuinely 

knowing the child’ (e.g. favourite foods, favourite songs).

8
De-monetise the situation. Current emphasis on money pushes the general public into 

black/white thinking around fairness, distracting them from understanding the issue. While 

educating on the issue of funding is key, people must engage through emotionally 

connecting with the theme, rather than engage via outrage, in order to be moved to action.

9

Positively model how people should act/what they should say in these circumstances. When 

talking about difficult topics, people fall into silence as a means of avoiding an issue they feel 

ill-equipped to engage with, let alone offer support on. Empower the general public to know 

the right way to ‘be around’ and ‘be with’ families by showing compassionate yet funny 

moments, moments unrelated to the condition, small kind words, speaking from the heart, 

not seeking to ‘fix’ or find solutions.

On Road Media | Restricted External



PowerPoint Template | ISO67

Appendix 



Stimulus shown in the research (1) 
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Online Community, Day 1 (Sector definition of CPC): “Children’s palliative care is for children and young people with life-

limiting and life-threatening conditions. It is an active and total approach to care, embracing physical, emotional, social and 

spiritual elements. It focuses on enhancement of quality of life for the child and support for the family and includes the 

management of distressing symptoms, provision of respite and, if needed, care through death and bereavement.” 

Online Community, Day 2 (Current media stories):

• https://www.dailymail.co.uk/news/article-8728691/Charlie-Gards-parents-newborn-baby-Oliver-late-brothers-graveside.html

• https://www.bbc.co.uk/news/uk-england-merseyside-43133434

• https://www.dailymail.co.uk/news/article-8557787/Great-Ormond-St-Hospital-blasted-girls-treatment.html

• https://www.thesun.co.uk/tv/12622338/coronation-street-leanne-battersby-fight-oliver-doctor-germany/

• https://www.liverpoolecho.co.uk/news/liverpool-news/im-not-giving-up-son-14315552

Online Community, Day 3 (New stories and case studies):

https://www.youtube.com/watch?v=_zw8cm_h0cU

https://www.mirror.co.uk/news/uk-news/we-must-act-now-save-21398010

https://www.acorns.org.uk/story/haniyas-story/

https://vimeo.com/467807227/3d66b67640

https://www.youtube.com/watch?v=MfQJ0GleSk0

https://www.youtube.com/watch?v=uefrUHOvwTg

https://www.jessiemay.org.uk/

Online Community, Day 4 (Re-positioning statements):
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Stimulus shown in the research (2) 
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Online Community, Day 4 (Re-positioning statements, written by Truth):
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1. Sometimes children are or become ill and this can lead to them dying. As a society we have a responsibility to make 

sure children and families have the best support and care when they face this.             

2. When our society gets this right, children in receipt of palliative care services are  supported, alongside their parents and

siblings. Palliative care has a positive impact on every person involved in the process of helping seriously ill children live 

full and contented lives this includes families and NHS staff (doctors, nurses etc.) 

3. Children’s palliative care isn’t only about supporting families through the death of a child, it’s also about making the life

of a child with life-limiting or life-threatening conditions -- however short or long -- full of moments of  joy and making 

every moment count.   Whether that’s experiencing their very own birthday party, watching bubbles being blown into the 

sky, or hearing music for the first time, children’s palliative care allows them to be children first and foremost. 

4. Parents of seriously ill children need the chance to be parents – rather than carers,  Doctors, and Pharmacists all rolled 

into one.  Children’s palliative care services mean mum and dad are allowed to be just that: mum and dad, making 

space to make the most of every opportunity to be together.

5. Children’s palliative care provides support for the whole family. It allows seriously ill children, and their siblings and 

parents, to lead as ordinary lives as possible. It gives them space (be that emotional or physical) to make every moment 

count, so they can enjoy each others’ company, build strong relationships and spend time as a family doing normal 

things.



Stimulus shown in the research (3) 
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Online Community, Day 4 continued (Re-positioning statements, written by Truth):
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1. Children with serious illnesses need the same things we all need:  spending time with those we love, building 

connections, good care and the chance to play and have fun. Whether it’s with friends, brothers, sisters, mums and 

dads. Seriously ill children deserve all of this, and that’s what children’s palliative care offers them.

2. The NHS and children’s palliative care services provide active care, respite and refuge to families of - and children with 

life-limiting or life-threatening conditions. They work closely together with families to offer clinical, practical, emotional 

and spiritual support when families need it most. 

3. Children’s palliative care sounds scary for everyone involved. Clinical, like a hospital but with no chance of recovery.

4. When we think about something so painful as a seriously ill child, we need to focus on what children and families really 

need: the support to live as happy and fulfilling a life as is possible. Instead of focussing on battles and bravery, let’s 

remember what our society really needs to provide here: the right support to have the best possible experience, even in 

the toughest times.  

5. Seriously ill children bravely fight for their lives. They are sources of inspiration and teach us to continue fighting, even

when the battle seems stacked against us.

6. Not all children in receipt of children’s palliative care services will die. They can be living with treatable conditions, and 

they may live into adulthood. Children’s palliative care services offer care which is warm and child-friendly, and helps 

families through the provision of medical support, symptom management, or sometimes, even just a break for everyone.  
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