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Poll

Pallia tive care is  consulted w hen doctor’s  
g ive up hope for a  cure.

Objectives

n D efine pediatric  palliative care 
(PPC ) as a set o f tasks 

n Identify  predictable opportunities 
for palliative care in tervention at 
d ifferent stages of d isease

n Evaluate m yths and assum ptions 
about PPC
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What is Pediatric Palliative 
Care?

Pediatric  Palliative C are prevents, 
identifies and treats suffering in  ch ildren 
w ith  serious illnesses, their fam ilies, and 

the team s that care for them . It is  
appropriate at any stage of the illness, 

and can be provided together w ith  
d isease-d irected treatm ent. 

What are the tasks involved . . .

Suffering requiring com m unication :

§ Identifying problems and challenges
§ Understanding illness
§ Exploring hopes/Setting goals
§ Advanced care planning
§ Making decisions

. . . What are the tasks 
involved . . .   

Suffering requiring care coordination:

§ Collaborating with other 
providers/specialists

§ Facilitating logistics of medical and 
social needs

§ Partnering with community programs
§ Identifying community resources
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. . . What are the tasks 
involved

Suffering requiring in terventions:

§ Physical suffering
§ Psychosocial suffering
§ Spiritual suffering
§ Bereavement
§ Family support
§ Team support
§ Community support

Meet Jake and His Family
Jake is a  15 yo m ale w ith  a  severa l m onth 
h istory o f leg pa in  that he and h is fam ily 
thought w as re la ted to  the year round 
soccer that he has been p laying. H e w as 
seen by h is pedia tric ian severa l tim es but 
h is parents becam e w orried w hen it 
prevented h is partic ipation in  soccer. They 
w ent to  O rtho N ow  w here x-rays show ed a 
m ass in  h is fem ur. Jake w as adm itted to  the 
genera l ped ia trics serv ice and oncology w as 
consulted.

A child’s suffering: 

Healthy/Functional Status Over Time
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Predictable opportunities to 
initiate PPC tasks

Healthy/Functional Status Over Time

Acute decompensation and 
hearing bad news (Point A)

Healthy/Functional Status Over Time

Pain and symptom managementCoping with new diagnosis
Collaboration and communication 

with New team members 
Sibling distress

Recovery and Accommodating to 
a New Life (Point B)

Healthy/Functional Status Over Time

Lingering symptoms
Coping with new normal

Coordinating careGrieving loss of �well�child
Anticipatory grief over change in 

family, suffering for childSibling issues
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Acute decompensations and 
unexpected recoveries (Point C)

Healthy/Functional Status Over Time

Pain and symptom 
management

Assistance with decision 
making

Goal setting
Comfort care initiatives

Slow or precipitous decline 
preceding end-of-life (Point D)

Healthy/Functional Status Over Time

Coping with declining condition
Decisions regarding invasive 

technology
Self-determination for child-patient
Pain and symptom managementIncreasing sibling distress

Bereavement

End of Life (Point E)
Healthy/Functional Status Over Time

Planning for deathDecisions regarding resuscitation
Intensive symptom management

Increasing family and sibling 
distress

Care of the imminently dying patient
Bereavement
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F

Recovery (Point F)
Healthy/Functional Status Over Time

Maximizing recovery and optimizing 
function

Monitoring for and managing late effects

The family experience as 
context

n Stress and anxiety
n M ultip le  dem ands 

n H igh degrees of uncertainty
n B alancing hopes for a  good outcom e 

w ith  fears of a  bad one: death

n Pressures last m onths to  years and 
can erode resilience

Impact of pediatric palliative 
care

n C hildren w ith  serious illnesses and 
their fam ilies benefit from  PPC  

n Earlier in itiation  of  PPC   im proves 
sym ptom  m anagem ent &  quality  o f life

n M ay lead to  pro longed life
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Who provides PPC services?

C o re  S e rv ic e s
K e y  

A d d it io n s

C o lla b o ra t iv e  

S e rv ic e s

Physician

Nurse 
Coordinator

Psychosocial 
Clinician

Chaplaincy

Expressive 
Therapists

Bereavement 
Coordinator

Pain Services 

Alternative therapies

Psychiatry/ Psychology

HospiceServices

Where are PPC services 
offered?

Patient
and 

Family
Home
and 

Community

C lin ic

H o s p ita l

H o s p ic e

Myths in palliative care and 
hospice . . . 

1. Palliative care =  hospice =  g iving up 
hope

2. C hild  m ust be term inally  ill or at the 
end of life

3. O nly for ch ildren w ith  cancer
4. M ust abandon all d isease-d irected 

treatm ent
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. . . Myths in palliative care and 
hospice

6. M ust abandon prim ary treatm ent team
7. C hild  w ill d ie  sooner/lose hope if PC  

in troduced
8. A dm inistering opio ids causes respiratory 

depression and quickens death

n C are should  be in tegrated at 
d iagnosis
o Provides focus of disease and suffering 

in all stages
o Provides necessary supports to help 

families cope
o Prevents perception of transition in care 

or abandonment

Changing attitudes:
Early integration of palliative 
care . . . 

Introducing palliative care to 
families
n In troduce as close to  d iagnosis as 

possib le
n “The part o f care for k ids w ith  serious 

illness that focuses on:”
o Helping patients and families manage the 

symptoms and stress of serious illness
o Providing an extra layer of psychosocial 

support
o Spending the time with patients and 

families necessary to help them 
understand disease and treatment
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The language of PPC . . . 

n In terd iscip linary
n Life-threatening, not just life -lim iting

n C hildren range in  age from  prenatal to  
young adult

n Fam ily (b io logical, adoptive, foster, 
etc) core to  decisions

. . . The language of PPC 

n Surrogate decision m aking
n B enefits /B urdens

n G oals of care
n A VO ID : W ithdraw al o f 

support/care/treatm ent

n Transition  to  focus on quality  and 
com fort

Summary

n Think about appropriate tim es to  
in tegrate the palliative care team
o Bad news/overwhelmed at diagnosis
o Phase I enrollment
o Relapse/recurrence
o Serious complications 
o ICU admissions/transfers 
o Change in technology (new trach)
o Listing for transplant
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EPEC - Pediatrics
The Education in Palliative and End of Life Care: 

EPEC-Pediatrics
2010 –2016

Stefan J. Friedrichsdorf, S tacy R em ke, Joshua H auser, Joanne W olfe

Funded by the N ationa l Institu te  o f H ealth  / N ationa l C ancer Institu te  

[1  R 25 C A151000-01]

EPEC .Pediatrics@ childrensM N .org


