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Objectives
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1. Understand why goals of care 
conversations are important in 
practicing Paediatric Palliative Care

2. Describe some key questions to ask 
and ways to respond to emotion in 
goals of care conversations

3. Identify helpful language to use and 
unclear language to avoid when 
discussing goals of care

4. Discuss some tools used to help in 
goals of care discussions and 
breaking challenging news



Habiba

• Lives in a remote village with 
her parents, her sister, and 
several chickens and other 
animals

• Described as outgoing, 
energetic

• Loves going to school and 
playing with her friends and 
animals

• Enjoys painting 3



Habiba
• Diagnosed at 8 years old with low 

grade glioma (brain tumor)
• Treated with chemotherapy
• One year later, presented with 

widely metastatic disease
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Questions

• What are the goals of her care now 
that she has metastatic disease?

• Why might some oncologists not 
want to, or find it hard to, discuss 
goals of care with Habiba and her 
family?
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Terminology
Goals of Care Discussion
• A discussion held with the child and/or their family with 

regards to the focus of their ongoing care e.g. be that 
chemo is aimed at a cure, or that chemo is aimed at 
prolonging life, or that we are aiming at comfort and 
enjoying remaining time together.

Advance Care Planning
• Planning for end of life
• Describes conversations, ideally starting at diagnosis, 

between a child/young person, family members and 
health professionals about future care and preferences 
(Carr et al. 2021)



Communication 
barriers
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• Education and Training
• 80% (88/110) pediatric haem onc

fellows reported communication 
training is important

• 32% (35/110) received 
communication training other 
than direct observation 
(File et al. 2014)

• Attitudes
• Culture



Paediatric oncologists’ “greatest barrier” 
to difficult conversations 
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Total N=228

Adapted from Hilden, JCO 2001



DeCourcey, CCM 2019

DeCourcey, CCM 2019

Many parents prefer early goals of care 
discussions



Importance of 
ACP to parents

• “An ACP is typically made with your 
medical team to help others 
understand the best way to care for 
your child and fulfill your wishes in 
the event of an acute illness or 
sudden deterioration in your child’s 
condition”

Advance Care Planning

DeCourcey, CCM 2019



Timing of 
ACP
• Many providers agree that 
Advance Care Discussions 
often happen to late

Provider barriers to conducting 
advance care discussions and typical timing

0% 20% 40% 60% 80% 100%

Lack of parent readiness to have the
discussion

Differences between clinician &
patient/parent understanding of

prognosis

Unrealistic parent expectations

Always Often Sometimes Rarely Never

Durall et al Pediatrics 2012



Initiation of discussions about ACP

Carr et al. 2022

• Professionals who felt adequately 
trained initiated more conversations

• Professionals working in PPC 
initiated more conversations

• 25% indicated discomfort 
discussing death

• 34% worried about families
emotional reaction

• Sample of 140 health professionals 
from UK

• Paediatric ACP viewed positively
• Initiation of discussions influenced by 

range of diagnoses and disease 
trajectories

• Tools were they existied were not used 
consistently



Hope for the Best and 
Prepare for the Worst
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How do you conduct 
a goals of care 
discussion?

1. Tell us about your child, what is s/he 
like as a person?

2. What is your understanding of your 
child’s illness?

3. In light of your understanding, what’s 
most important to you? What are you 
hoping for?

4. What are your worries, fears?
5. Where do you find your strength? How 

well is that working for you?
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NURSE – Responding to emotion
N - Name it 

“It sounds like you’ve been 
worried about what’s going 
on?” 

U - Understand the core message 
“If I understand you correctly, 
you are worried about what to 
tell your child.” 

R - Respect /Reassurance at the 
right time

“You are such a loving 
parent”
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S - Support 
“Would you like me to talk to your 
child about this?” 

E - Explore 
“I notice that you’re upset, can you 
tell me what you’re thinking?”

What works for you?



Responding to Patient/Family Emotions (NURSE)

Naming

Understanding

Respecting

Supporting

Exploring

Fundamental Statements in Communication

01 Use this phrase to clarify things that you are not sure about or to encourage family to
continue speaking.
“Tell me more about that…”.

“Tell me more”

02 “Ask-Tell-Ask ”
Related to Assessing Knowledge and Responding in SPIKES
“What have you heard about…”
“Here is what the tests show…”
“Does that make sense to you?
“What questions do you have?”

03 “I wish ” Allows you to align with patient and family while acknowledging the reality of the situation
“I wish that I could say that chemotherapy always works…”
“I wish the cancer was not growing…”

04 “I wonder ”

05
Be present & 
stay silent

Allows you to explore possible options without getting stuck or locked in.
“I wonder how youwould feel about …”
“I wonder if there are some other options we haven’t yet considered. Would it be okay to
explore some of those with you today?”.

Silence and being fully present is key! If you don’t know what to say, do not say
anything. Sit silently and “lean in” with patients and families as are fully present.

Create space for the patient and family member to talk about what they are going through - “What has this
been like for you?”.
Explore sources of conflict (e.g. guilt, grief, culture, family, trust in medical team, etc.).
Explore values behind decisions - “Tell me more about…”.
Ask focused questions to confirm beliefs - “Could you say more about what you mean when you say that …”.

Name the emotion - “You seem frustrated…” or “There are a lot of emotions in this room…”.

In general, work to turn down the intensity by naming the emotion.

Acknowledge and appreciate the patient/family’s situation - “It is understandable to feeloverwhelmed with
everything that is happening”.

Avoid giving premature assurance.
Avoid suggesting that you “understand” what they are feeling.

Acknowledge and respect the family’s emotions and efforts. Offer praise whenever appropriate - “I can see
that you have really been trying to followour instructions and I think you are doing a great job with this”.

Express concern and a willingness to help. Making this kind of commitment is a powerfulstatement.

V.2022

Acknowledge the family’s efforts to cope - “We are going to do the best job we can to make sure you and 
your family have the support that you need”. 
Work to not promise or offer anything that you will not be able to deliver.
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Habiba’s goal

• To live as long as possible and as 
well as possible

• Therefore our plan of care was to 
enable this
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• Continue cancer-directed therapy
• Imatinib or other appropriate oral 

agent if available, no side effect of hair 
loss

• Manage symptoms proactively:
• fatigue, neuropathic and somatic pain, 

GI distress, anxiety, insomnia
• massage therapy, prayer

• Preferred location of care: 
• home with family, going to school with 

friends. Continue painting



Language is 
important

“Similar to scalpels for surgeons, 
words are the palliative care clinician’s 

greatest tools.” 
-Dr. Eric Cassell
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Language to think about

• Person-first language:
• Child with sickle cell > sickler
• extubation was unsuccessful > patient failed 

extubation
• Child with DNR order > DNR patient

• Life-prolonging therapies:
• discontinuation of life-sustaining technology > 

withdrawal of care
• continue all therapies that help and none that harm

> or do nothing
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Habiba

• Worsening symptoms of pain 
at end of life
• Completed legacy activities 

with child life including 
handprints, recorded a song
• Died in the hospital 

surrounded by family
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SPIKES
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Spikes  Model 6 Step Protocol 

Setting: Getting  started 1. Set the Stage 

Perception 2. What does the child/ family know 

Invitation 3. How much does child/ family want to know? 

Knowledge 4. Share the information 

Emotion 5. Respond to feelings 

Subsequent 6. Plan next steps, follow up



Delivering Difficult News (SPIKES)

Quick Communication 
Reference Guide

“To help make every day the best day possible”

Setting 

and Set-up

Perception

Invitation

Knowledge

Empathy

Summarize

Communication is the most commonly utilized tool in medicine. Not only is it the most common tool, but it’s also one of the most vital, and
our communication skills need to be honed and practiced. Dr. Eric Cassell wrote, “Similar to scalpels for surgeons, words are the palliative
care clinician’s greatest tools. Surgeons learn to use their tools with extreme precision because any error can be devastating. So, too,
should clinicians who rely on words. ”As a healthcare team, we must practice active and empathic listening, be fully present, respond to
emotions, reframe hope, respect values and provide anticipatory guidance. Good communication also includes paying close attention to
non-verbal language such as eye contact, tone and tempo of your voice, facial expressions, posture (please try to sit) and body position
(such as leaning in) as we work to promote effective and empathic communication.

Review the medical record know all current medical issues (e.g. history, prognosis, treatment options).
Prepare the environment (private/quiet location, turn off ringer on phone/pager, have tissues available, have enough
chairs, invite important people to be there, interpreter services available if needed).
Include essential family members for the patient (in pediatrics, in addition to the parents, invite the family or people
close to the parents who facilitate emotional support).
Coordinate team members that need to be at meeting and discuss/coordinate medical opinions among team members
in advance of meeting with the family.
Clarify the goals of the meeting (e.g. what decisions are you hoping to make?) and decide who will lead the discussion.
Discuss/coordinate plan for follow-up among team members and with family.
Introduce all team members, including name and relationship to patient.

Clarify the family’s and patient’s perception and understanding of the medical situation.
“What have you heard about your child’s condition?” or “What have other doctors told you about your child’s illness?”
“What is your body telling you?” or “How have you seen your child’s body changing?” .
Ask-Tell-Ask – ask the family to describe their current understanding of the issue. Do not interrupt.
Look for knowledge and emotional information while the patient/family responds. Be prepared to repeat information
and present additional information if needed.

Explore how much information the patient and family want to know.
“Would it be okay for me to discuss the results of your tests with you now?” “How do you prefer to discuss medical
information in your family?”
“Some people prefer a big picture view of what is happening, and others like to hear all of the details. Which do you
prefer when we talk about medical issues?”.

Give the medical information succinctly and then be quiet.
Use a “warning shot” so that the patient and family member can become more emotionally prepared.
“I have something serious we need to discuss…” or “The scans/labs didn’t show what we hoped…”
Summarize the big picture in a few sentences: Say it simply and then STOP - “Unfortunately, the tomography reports
that the tumor grew" “I don't think there is any other chemotherapy plan that can cure Julia's tumor. I am worried that
she will die of cancer."
Ask-Tell-Ask – give small bits of information about the situation or condition; provide more detail once family has had
the opportunity to ask questions.
Avoid medical jargon, use language that matches the family’s level of understanding and education and includes words
they use to describe the illness (mirroring language).

Respond to emotion; expect that the patient/family will have an emotional response (see next page).
Use empathetic statements to respond to emotions associated with the news - “This must be a shock to hear…”
Respond to and validate emotions - “I can’t imagine how difficult this must be…” or “I know this is not what you
expected to hear today”.
Name emotions, especially if patient or family is not verbally responding – “So many emotions right now…”.
“This is such sad news, and it is a sad time”.
Use “I wish” statements - “I wish we had better news for you…”
Be silent and be fully present. Use pauses and wait quietly for the patient and family to respond. “Lean in” to the
moment.

Discuss next steps and a follow-up plan.
Ask-Tell-Ask – Verify the family’s understanding - “We’ve talked about a lot today; can you please tell me what you
understand about where we are right now?”.
Review options and ask permission to make treatment recommendations based on identified goals values - “Would it
be ok if I make a recommendation? … Given what you have told me about your goals for, I would recommend…”.
Summarize decisions and next steps - “Let’s set up a follow-up meeting. I will stop by tomorrow but if you need
someone from our team in the meantime, here is how to contact us”.

V.2022
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Communicating 
about prognosis

• Communication about prognosis poses 
challenges for clinicians
• Uncertainty about what the future 

will hold
• Concerns about causing distress or 

loss of hope



Physician response

As a result of concerns about prognosis 
communication, physicians often:
• Avoid discussing prognosis
• Wait for patients and families to ask
• Describe prognosis in overly optimistic 

terms
• Focus conversations on treatment



Parent preferences for prognostic 
information

• Most parents want prognostic 
information
• Information helps them to 

prepare for the future and 
make decisions about care

25

• Without realistic information 
about prognosis, parents tend 
to:
• Choose aggressive therapies at the 

end of life
• Experience regrets later about 

decisions made under false 
expectations



Emotional results of prognostic information
• Some parents find prognostic information 

upsetting 
• But parents who are upset by such 

information are no less likely to want it
• In addition, prognostic information may 

actually support  hope and peace of mind
• Perhaps by relieving uncertainty
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Limitations of the research literature include the wide 
age range of participants and stage of the illness. Some 
work has explored these issues by actively recruiting 
participants at specific points on their treatment 
journey.41 The reviewed qualitative studies are dominated 
by interview accounts; analyses of recorded consultations 

are rare but could advance our understanding. 
A proportion of studies do not have relevant control 
or comparison groups, which makes evaluation of 
the e!ect of communication di"cult. There is almost 
a complete lack of adequately powered, controlled 
evaluation studies, especially randomised controlled 

Detail Challenges Suggested phrases

Prepare 
yourself

Examine your own comfort levels and beliefs. Use of supervision or 
consultation and peer support can be invaluable. Ensure that when you meet 
the child, they can see you as a calm and focused person who is able to hear 
and tolerate their distress and provide emotional support.

Time limitations due to pressure of work. 
Managing own distress about talking to 
the child about their illness. Managing own 
experience of bereavement or loss.

··

Prepare 
information

Plan what you need to communicate; prioritise key information. Check you 
know the name of the child and members of the family. Check relationships 
between the child and family (eg, step parents).

Missing or inadequate information in 
child’s health record.

“Is there anyone else who is important to you, 
who could be here to support you?”
“My name is insert your name, can I just check I 
know everyone’s name and who is here today?”

Prepare 
environment

Identify a quiet and private area. Consider who is with the child and who 
should be included in consultation, including relatives, advocates, or other 
health-care professionals well known to child or family. Make arrangements to 
care for other siblings as appropriate, or if they are to be present, consider 
their needs (eg, organising toys or colouring).

Availability of childcare for siblings to best 
support those taking part in conversation.

“Would it help if we found someone to look after 
your younger children while we talk?”

Development Check the age of the child and any known neurodevelopmental problems or 
communication impairments. Consider child’s understanding of language to 
be used in consultation (find interpreter if appropriate). Consider child’s likely 
developmental understanding. Consider how to make information relevant to 
child’s everyday context and culture. Choose developmentally appropriate 
language; accessible but not patronising. Consider use of universal 
communication tools—ie, picture charts and things such as faces or symbols 
to gauge happy, sad, good, bad, etc.

Facilities to support children with 
communication di!culties (eg, deafness, 
blindness, and interpreters) might be 
limited or unavailable.

“How much do you feel your child understands 
about the world around them and about their 
condition and care?”
“Are there any tools you use in communicating 
with your child that we could make use of in this 
conversation?”

Prepare the 
parents

Discuss with parents the importance of communicating with the child about 
the diagnosis.

Parent might be reluctant to involve child 
in consultation, or wants to tell the child or 
assumes it is someone else’s job to tell the 
child.

“I wonder how much you think insert child’s name 
knows about their health at the moment?”
“Thinking about talking to insert child’s name 
about this probably feels the hardest thing in the 
world. It’s completely understandable to want to 
protect them from this news. But we do know 
that children are very good at picking up on 
changes around them, and helping children 
understand what is going on can help them feel 
less frightened and alone. It will also enable you to 
support them without having to pretend.”
“We are here to support you with this.”

Build a 
relationship

Patients and parents value respect, trust, and empathy.
Use the child’s name when talking to the child and family (ensures 
consultation feels personal despite being in a large hospital or busy clinic). 
Respect parents’ and patients’ existing knowledge around the condition, care, 
or situation and treat them as an equal, respecting their own expertise in their 
personal lives and experiences.

Parents might share a different 
understanding of events or symptoms 
leading up to the consultation.

“Are there any questions that you feel are 
important for us to try and answer today?”

Listen First Elicit the child and parents’ story. Determine what the child knows already. 
Ask the child what they think is happening. Use this information to evaluate 
the child’s level of autonomy and independence so that information can be 
directed accordingly—eg, adolescents might want to take the lead in 
consultations. Children and adolescents should be given the opportunity to 
talk to the health-care professional alone to allow them to raise subjects they 
do not wish to share with their parents. Note that even older adolescents and 
young adults might appreciate the involvement of their parents in 
consultations.

Acknowledge that child might not want to 
speak at that moment. A challenge when 
time-limited is to allow su!cient time to 
listen. Appreciate that some older children 
and young people talking on certain topics 
might not want their parent(s) present.
Might need to use di"erent approaches to 
conversations with di"erent children. 
Children might have little confidence and 
self-advocacy skills.

“Tell me a little bit about what’s been happening 
recently, leading up to being here today?”
“Tell me what Mum or Dad told you about why 
we’re meeting today?”
“What do you know about what’s happening to 
you? How do you feel about this?”

Language Decide beforehand if you will name the life-threatening condition and 
consider implications of decision (consider age of child). Be consistent. Use 
clear language and avoid euphemisms or technical jargon, this prevents 
children feeling excluded or patronised by language they do not understand or 
feel is not tailored to them. Explain technical terms and jargon where 
necessary. After you have named the condition, stop for a few seconds to 
allow the family to take in what you have said. Then, sensitively check the 
family’s knowledge and understanding of the condition.

Parent or child might Google name of 
diagnosis. Child might talk to peers—eg, in 
a ward setting.

“Have you heard of insert name of condition? 
What do you understand or know about insert 
name of condition?”
“What name do you usually use for your 
condition?”
“What do you already know about your 
condition?”

(Table continues on next page)

Communicating 
with a child 
about their 
diagnosis

(Stein et al. 2019)



Challenges
• Discussions not easy
• Who has these discussions –

doctors, nurses etc.
• Cultural issues
• Handling emotions – our own as 

well as the parents
• Communication skills are key
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Discussing goals of care, 
ACP and breaking 
challenging news are 
essential skills in 
paediatric palliative 
care



Thank You

• julia.downing@icpcn.org
• www.icpcn.org
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