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Objectives

* Participants will be able to define Pediatric Palliative Care

* Participants will be able to describe how to have goals of care and quality
of life discussions and the SPIKES method for breaking bad news

* Participants will be able to identify three types of communication and
report an increase in comfort in communicating with grieving families




WHO

Definition of
Palliative Care

“Palliative care is an approach that improves the quality of life
of patients and their families who are facing problems
associated with life-threatening illness. It prevents and
relieves suffering through the early identification, correct
assessment and treatment of pain and other problems,
whether physical, psychosocial or spiritual.”

(World Health Organization, 2020)



https://www.who.int/news-room/fact-sheets/detail/palliative-care

Why Consult Palliative Care

“The AAP recommends specialty PPC ‘should be consulted for advanced clinical treatments and
complicated decision making and for social and spiritual needs beyond what the primary care team
can provide.” Palliative care teams can help to optimize complex pain and symptom care, quality of
life, appraisal of prognosis, conversations about shifting goals, and family and care team support.”

(Linebarger, Johnson and Boss, 2022)



https://publications.aap.org/pediatrics/article/149/5/e2022057011/186860/Guidance-for-Pediatric-End-of-Life-Care?autologincheck=redirected

When to Consult Palliative Care

SlidItu ucUIisSIul HdKIing (ovmj, I
can reduce the often overwhelming
burden on children and families
contemplating end-of-life care.’” The
SDM process includes exploring
patient and family values, providing
medical information in an
individualized way, and then
recommending a treatment course
to align with what matters most to
the patient and family.?®*° SDM at
the end of life requires attention to
cultural and community norms,
religious beliefs, impact on siblings
and extended family, and prior
experiences with death. Inclusion of
the adolescent patient in SDM at the
end of life requires a particular
skillset.*! The importance of SDM is
also heightened for children and
adolescents with complex medical
conditions or disabilities, as outlined
in its own AAP clinical report.*?
Engaging continuity care clinicians
is key for these patients, as their
families may have faced multiple
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Inrormal planning, to convey the
goals of care if the child or
adolescent were to become critically
ill. The written advance care plan
allows for iterative conversations to
unfold as the clinical course of the
patient evolves.

possible outcomes.*’

Whenever a trigger for ACP is
identified (Table 2), clinicians can
acknowledge that “we are in a
different place now” with the
patient’s care, and then offer

TABLE 2. Child or Adolescent and Family Triggers for Initiating or Revisiting Advance Care
Planning

Condition-focused triggers include:

o Serious fetal diagnosis

o A catastrophic injury

o New diagnosis of a condition with a poor prognosis

e When disease-directed treatment is no longer effective

e Incomplete response to escalating medical care or life support
o Disease progression or relapse

o Increase symptom burden and/or secondary complications

e Increasing periods of time spent unwell or in the hospital

e Reaching the age of majority and as a component of transition
Family cues include statements about:

o Wondering what will happen if intensive care is not provided for an infant at birth
o Not wanting “heroic measures” to be taken

o Acknowledgment that prior goals may be unachievable

e Change in quality of life

o Concerns about suffering

o The child seeming “not his or herself anymore”

o The death or critical illness of another child known to the family

farticle-pdf/149/5/e2022057011/1554182/peds_2022057011.pdf

AAP Guidance for Pediatric End-of-Life Care



https://watermark.silverchair.com/peds_2022057011.pdf?token=AQECAHi208BE49Ooan9kkhW_Ercy7Dm3ZL_9Cf3qfKAc485ysgAAAzEwggMtBgkqhkiG9w0BBwagggMeMIIDGgIBADCCAxMGCSqGSIb3DQEHATAeBglghkgBZQMEAS4wEQQM_ahHQhT0mj_rzLYdAgEQgIIC5LZ7VBnr60XuANul-Wm9POxxSomoU75X7TvGJR09b0hzra0GEFZ3AAwBpduxyTu03yFsUGQezLN1MvV7pUgsnqXZZyq18xeILHkKaoiaOJF4eIk2yE0GwJQj3wO4rLXsiPX1IvsSWprLpvsN9YEmpIsapbhEnoxYpr30KXDxJEF5nOmmPdNRxpv-uI3DPyOHCVNduqpkcb6KLgiZDwUa2SbCPdvppGUOupyI399jgN87lqL7_FEw-ZtkKd9SsiUUU1bnMnh72arSdYDV9-EeOtCzXL0faU5Kho-AfEFB5FvAAHb82alYBN9Lxw0YBEzBPdq3v5_JLHbDsrMOmMyrX9M6TAeue_nkLFxQG35zUltOxgUKXvHUssbhpb66fGhOVJYO6mqOTkY2wx3C9kydOQ-mTo3b-axEVfFXCaIvemuR6gJZtZIAn2afMTrYvnk3dsUkFr3C6uDzqB7cvLvykvbHvgYx6FRj2NgGqeORux6C7Czw2UgUil6k-ONVoDL8VIPR2A1KDUj6sTvq9jk6W68lgJVvlH2ff9FGULCA-hZSqv3FRlY5tFiAKbyzgpy6S4Fzokk8Ok_ff1HbcmOzjxCqnRjBFFIFa71m1ZqVgBYYRjqoCGHxvwnmNVaKvZdWfBJ52YSR3aa3VQ_AeDhbcmzpD_hgahDwYOUx4Q1vwRSwqPkmnJTQ8Gugla-GuuEoEV6CX1g1-FGsNAFBFXFSB7H1WzPi8vJUlzhowqaioMiQPzkaFCS70PQzTptIk_3aL5WETyphBti5vMG4qjBXiSxuHqSILtY47sYtY1WUDUkx4jkafU3tEPtDh0TKm7TULQXSUNoQ_hRSSOrj6j_yxfHFlKhE-cWCSOmfkE9-TFH03GM-XZIJRVQ9XH8KUXEDKh9TmRVqwC-VvZ3eHG3xrusVW53Z_mF5cifkqbnr9W4LymyJn-gzNoQ5OEaAHOamUiQeq9mlVJIV7w50_qH0gBrxXRDw
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What is Hospice?
Not all palliative

care is hospice Medical, psychosocial, and spiritual care.

Palliative Care Focus on comfort and quality of life.

Eligibility Criteria:
o Terminal illness with a prognosis of 6 months or

All hospice is less to live if the illness runs its normal course.

palliative care _ o _ o
o Election of hospice benefit, including waiving
further disease-directed treatment.

Bereavement support.



Goals of Care &
Quality of Life

Discussions

In best case scenarios, initial discussions center around rapport building and
involve more listening than talking.

Ask if it is a good time to talk, are there others that need to be present, sit

Identify where the family is now

° V\r/]t]g’ghas the medical team told you about what is going on with your
child:

o What are the next steps for your child?
o What questions do you have?
o What are you most concerned about?

Identify sources of strength/support for the family
o Where does your strength come from?

o> Who do you lean on for support as you make these decisions?

Identify hopes/goals
o What are you most hopeful for right now?

o | carry that hope alongside of you but, | am worried. If the worst-case
scenario were to present, are there other things you are hoping for?

Identified what defines Quality of Life
o What does a good day look like?



Breaking Bad
News: SPIKES

Setting the Environment
Perception

Invitation

Knowledge

Emotions and Empathy

Summary/Strategy

(Rosenzweig, 2012)




Breaking Bad

News: SPIKES

Setting the Environment

Perception
o Tell me what you understand about your child’s illness.

Invitation
o Would it be okay if we talk about some changes/serious concerns regarding your child’s care?
o We have the results of . Can we talk about them?

Knowledge

o Warning Shot
o The situation is more serious than we originally hoped...
o Unfortunately, | have some bad news to share with you...
o Things are not going in the direction we had hoped...

o Simply and directly deliver the new information that needs to be shared and potential pathways
forward / next steps / decisions to me made

Emotions and Empathy
o Appropriate and kind response (more on this to come)

Summary/Strategy
o Summarize the new information and where things are in the present

o Give space for hope

o Establish that the family has a clear understanding of the pathways forward / next steps /
decisions to be made



Example:

In summary, we now know {new diagnosis/lab/result of intervention/etc}. While we continue to join
you in your hope, we will be closely monitoring {vitals/labs/intervention/etc} over the next {specify
time} to determine how your child is responding to the interventions. Signs the situation is
improving would be { } and signs that the situation is getting worse would be { }. | will plan to
reconvene with you {specify time...in an hour, later this afternoon, tomorrow} to reevaluate. |1 am
hopeful we might see improvement, but | am worried we may not in which case, we will need to
have a hard conversation about our next steps.




Remember...

Just because it isn’t what | would do, doesn’t mean it isn’t
right = least amount of regrets

Normalize what can be normalize
e Other families I've met in similar situations have shared...

e |don’t know if it something you are interested in but, sometimes families ask
about XYZ. | want you know those are available if you would like to talk more
about them

“Your child needs...”
“Withdrawing Care”

“Giving up” = honoring what the child is telling us



Decision

Making

s Fully InNformed

e Understanding of potential pathways

o Decision making not just for today but
what does it mean for the future

o If we follow this pathway, we could
anticipate....

e Benefit versus burden (risk)

s Shared Decision Making

e Medical Recommendation

e Plan of care most consistent with goals of
care




Advance Care Planning Tools

WISHES

\oicing My CHOICES’

A Planning Guide for
Adolescents & Young Adults

My wishea for

Phiw | woe gaoph 55 o e

Marw comhiriomis | vwie o v
Viltat | wen g st aron 5 bews

Wiue | mec ny ilacocs sal vcos s e

(Aging With Dignity, 2025)



https://store.fivewishes.org/ShopLocal/en/start-page

Out of Hospital Do Not
Resuscitate (OHDNR)




Empathetic

o Moralizing Statements
Communication g
Supportive Statements




Avoidance

mmm  Often misperceived

Can make families feel as though

e they or their loved one does not matter
e the loss is diminished
e the situation is insignificant if not talked about.




Moralizing Statements

Said more for (or to the benefit of) the person commenting rather than for the grieving

Can come across as non-supportive, an attempt to “fix” or make the grieving “feel better”

e | know how you feel
e |tis for the best
e |t is going to be okay
e Silver lining statements; at least...
o She is not suffering anymore
o The death was quick
o He had a full life
o You are young and can have more children



Supportive Statements

Acknowledges the grief without trying to fix it

Opens the door for discussion but also allows for listening

Support aligning with the patient while recognizing the reality of the circumstance

T

| am not sure what to say...(I want to know that | see you/l am here)

e | wish ... (the scans would have been better/the chemo was effective/we were able to have a different
conversation)

e | can only imagine what you are experiencing...




Questions
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Resources:

Resolve Through Sharing: https://www.resolvethroughsharing.org/

VITAL talk: https://www.vitaltalk.org/
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