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Compassion →

com (together/with)

pati (to suffer)

Compassion = to suffer with

QoLA Kids = Quality of 

Life for All Kids



Cancer affects every aspect of life



Tools for providing high quality care

“To listen is to continually give up
all expectations and to give our
attention, completely and freshly,
to what is before us, not really
knowing what we will hear or what
that will mean. In the practice of
our days, to listen is to lean in,
softly, with a willingness to be
changed by what we hear.”
- Mark Nepo -

Com – Together/With

Pati – To Suffer

Compassion = 
To Suffer WITH

If you truly are 
functioning as a team, 
you can make sure 
you address all the 
different types of 
suffering – HOLISTIC 
APPROACH



• INVOLVE THE CHILD

• What are their questions/concerns

• Welcome questions even though there 
may not be an immediate answer

• Help children not to feel alone

• Communication should be:

• Culturally appropriate

• Honest

• Child-centered

• Developmentally appropriate

• Timely, linked to concrete experience

Key concepts for providing high quality care



https://together.stjude.org/en-us/

https://together.stjude.org/en-us/


Some additional key concepts in the 
cancer journey…

Good Communication MATTERS

Empathy and Compassion are some of our strongest weapons

Understanding the goals of care in pediatric oncology is critical

Stronger relationships with your care team will improve outcomes

Hope is the thing with feathers

Let other people help you…Human connection is like a balm



What is so hard about communicating?





Listen with Patients’/Parents’ Ears

WHAT HCP SAYS WHAT PATIENT/PARENT MAY 
HEAR

His creatinine is better. He will get well.

She is stable today. She is getting better.

We have an experimental 
treatment.

This new therapy will cure my child.

Do you want us to do CPR? You think CPR will help.

Do you want us to “do everything”
for your child?

Doing everything means you think my 
child will survive and get well.



Communication Barriers

•Education and Training
•80% (88/110) pediatric heme onc fellows 
reported communication training is important

•32% (35/110) received communication 
training other than direct observation 
File, Bylund, Kesselheim et al. Do Pediatric Hematology/Oncology Fellows Receive 
Communication Training?  Pedi Blood Cancer 2014



• “Speak clearly, if you speak at all; carve every word before you let it fall.” 

Oliver Wendall Holmes

• “The way you tell the truth to families makes a huge difference…if you know the 
person that’s coming in there and they’re telling the truth, as hard as it is, but you 
know they care about you and they love your child, it’s okay. As hard as it is, it’s 
okay and it makes all the difference." 

St Jude Bereaved parent

Our Words Matter…Communication Is the 
“Procedure” of the PC and HO Clinician

“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.” - Eric Cassell



Good Communication Matters
Tell all the Truth but tell it slant

Tell all the Truth but tell it slant

Success in Circuit lies

Too bright for our infirm Delight

The Truth's superb surprise

As Lightening to the Children eased

With explanation kind

The Truth must dazzle gradually

Or every man be blind 

-Emily Dickinson



The Power of Empathy
Jump in the Hole!!



Empathic Communication Impacts Symptoms

After “Emma” confronted a 
secondary cancer brought 
about by treatment, she 
was rehospitalized for a 
bone-marrow transplant. 
She had severe symptoms 
and discussed her 
desolation about it with Dr. 
Baker daily. None of his 
efforts eliminated the 
problem immediately. 
But…

…talking to a compassionate listener 

made her feel “like a new person”



Skillful Combination of Roles

Dedicated to discovery (CURE) Committed to caring (HEAL)





Establish a therapeutic Alliance

Decreased 
Decisional 

Regret
And 

Improved 
Psychosocial 

Outcomes

Kaye EC, Rockwell S, Woods C, Lemmon ME, Andes K, Baker JN, Mack JW. Facilitators Associated With Building and 
Sustaining Therapeutic Alliance in Advanced Pediatric Cancer. JAMA Netw Open. 2021 Aug 2;4(8):e2120925. doi: 
10.1001/jamanetworkopen.2021.20925. PMID: 34415315; PMCID: PMC8379655.



Therapeutic Alliance - TRUST



How do you conduct a goals of care discussion?
Questions for every new patient:
1. Tell us about your child as a person. What brings your child joy?

2. What is your understanding of your child’s illness/condition? OR What have 
you heard about what is going on? OR What is your body telling you?

3. Knowing this about their illness, what is the most important thing to you? 
What are you hoping for? What else are you hoping for?

4. What are you worried about? What keeps you up at night?

5. Where do you find your strength? Is that helping you now?

6. How are you managing day-to-day?

7. Is there anything else I should know about you that will help me take the 
very best care of you possible?



Cure

Leave No Stone 
Unturned

Live as long as 
possible

Live as long as possible 
and as well as possible

Live as well as 
possible (Comfort)

Dual Goal of

COMFORT

Goals of care in Pediatric Oncology



Cancer Decision 
Making Factors 

Goals Treatment Options
and Decisions

Prognosis

Child’s Wishes

Hopes/Values

Relationships

“Good Parent”

“Good Day”

Suffering/QoL



Cure

Leave No Stone 
Unturned

Live as long as 
possible

Live as long as 
possible and as well 

as possible

Live as well as 
possible (Comfort)

HOPE + Goals of care 
in Pediatric Oncology



Thinking about hopes

What are you hoping for today?

What else are you hoping for?

This is so helpful…What else are 
you hoping for?

Use these questions to understand 
language being used by the patient and 
family regarding the illness and their goals 
of care



The Nature of Suffering and the Goals 
of Medicine – Eric Cassell NEJM 1984

• “Suffering is experienced by persons, not merely by 
bodies, and has its source in challenges that threaten 
the intactness of the person (including intactness of 
relationships) as a complex social and psychological 
entity….The relief of suffering and the cure of disease 
must be seen as twin obligations of a medical profession 
that is truly dedicated to the care of the sick.”

• Communication leads to CONNECTION



The POWER of Acknowledgement and 
HUMAN CONNECTION



Questions?

Thoughts?

Comments?



Global Palliative Care Community

For support, please contact 
support.alliance@stjude.org

• The Global Palliative Care 
Community is for health 
care professionals from 

all over the world, to get 
together and review 

topics about palliative 
care in children with 
cancer and to discuss 

challenging clinical cases. 
This group provides a way 

to Connect, Contribute 
and Collaborate with 

health care professionals 
around the world.

mailto:support.alliance@stjude.org

