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What is Palliative Care?

Who We Treat

+  People with serious health 
conditions

+ People of all ages

+ People at any stage of 
disease

What We Treat Why We Treat

+ Chronic, curable, or life-
limiting conditions

+ Symptoms, discomfort, and 
stress of serious illnesses

+ To improve quality of life 
for both patient and family

+ To prevent or relieve 
suffering

+ To help with 
communication and care 
coordination



Providing care and 
support

Requires consistent, 
transparent 

communication

Patient

Family Healthcare 
Providers

To navigate the medical 
journey



Treatment of both physical & 
psychological symptoms1

2

3

How Does Palliative 
Care Provide 
Support?
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Communication and guidance for 
difficult, often complex treatment 
options and decisions

Close communication and 
coordination with other medical 
providers

Support for the entire family



+ Pain and symptom 
management

+ Emotional and spiritual 
support

+ Advance care planning
+ Grief and bereavement support
+ Communication and care 

coordination
+ Interdisciplinary team 

approach

Palliative Care Ultimate Goals
+ Patient/family-centered 

care
+ Optimize quality of life
+ Encourage goal-directed 

decision making
+ Support family coping
+ Any stage of illness (in 

conjunction with life-
prolonging therapies)



Support & Symptom management
- Emotional
- Psychological
- Social
- Physical

Goals of Care & Advance Care Planning
- MDPOA / Proxy / Guardianship
- Advance Directive / Living Will
- Legacy Building & Meaning Making

Quality of Life

The goal is to live as well as possible for as long as 
possible in the face of serious illness.





While the medical needs of 
children with neurological 
conditions are vast, the 
neuropsychiatric features 
can become some of the 
most difficult for families to 
manage and for providers to 
control.

A comprehensive and 
collaborative palliative 
approach can improve 
quality of life for patients 
and families.



Palliative Care providers strive to 
determine a treatment approach that is 
aligned with both patient and family 
goals, and addresses comprehensive 
patient needs

Palliative Care providers spend time 
getting to know both the patient and the 
family

Palliative Care providers offer symptom 
management, communication, and 
family support in addition to guidance, 
resources, and connections

Palliative Care providers consider each 
family’s unique situation and identify 
ways to make their journeys a little 
easier

Working with Families



What are your hopes?

What are your guiding principles?

What brings you and your child joy and meaning?

What are your fears?

Exploring Goals

These can all change over time, so it’s important to continue to re-assess.



To maximize comfort and happiness, reduce pain and suffering

To improve mobility and independence

To stay at home, and out of the hospital, as much as possible

To spend as much time together as a family

Example Goals

To protect child from invasive interventions and procedures



How do you define “quality of life”?
For your child?  For your family?

What has it been like to be on this journey with your child?

What does a good day vs. a bad day look like at home?
How often are those happening?

How do you make decisions?
What factors do you prioritize?

Understanding your experience

When you face difficult times, what helps you get through them?  
Family, faith, community?
What do you do to take care of yourself?



+ Treat children who require multiple 
specialists, have conditions that affect 
multiple organs, or have frequent 
hospitalizations or home nursing care

+ Coordinate care among specialists
+ Develop comprehensive plans of care for 

each child by coordinating input from 
various specialists, as well as the family

+ Some provide primary care, some are more 
consultative

+ Goal is to oversee the child’s care

Complex Care Palliative Care
+ Treat children with chronic, complex, 

progressive, or life-limiting conditions
+ Alleviate negative, painful, uncomfortable, or 

debilitating symptoms
+ Develop care plans to maximize quality of life 

for the child and family, while reducing pain 
and suffering

+ Help families decide which interventions are 
and are not appropriate for a child, based on 
family’s goals and values

+ Patients may continue to pursue curative 
treatment

+ Goal is to improve quality of life

Palliative Care vs. Complex Care?



Resource

Courageous 
Parents Network: 

NeuroJourney



Palliative Care
Myths and Truths



MYTH #1: Palliative Care is for people who are at the end of their 
lives.

Palliative care should be integrated early 
in the disease process while disease 

modifying treatments are being offered to 
maximize quality of life and ease 

symptoms and suffering.



Integrated Care Continuum

Disease specific 
treatment

Palliative comfort & 
supportive care Bereavement

Death



MYTH #2: Palliative Care is hospice.

Palliative Care Hospice



- Supportive care without curative intent

- Offered when quality (not quantity) of 
life becomes the number one priority

- When the disease is no longer 
responding to medical treatment or 
there are no further medical 
interventions to treat the underlying 
illness

- When life expectancy is less than six 
months (if disease follows its natural 
progression)

- Focus is management of physical and 
psychosocial symptoms and suffering

Hospice

- Children enrolled in hospice who 
receive Medicaid are eligible for 
concurrent care

- Allows children to be enrolled in 
hospice while still receiving 
ongoing or new treatments that are 
disease-directed

- Added layer of support 

- Offered to a child and family with a 
diagnosis of a serious illness with 
uncertain outcome

- May be offered at diagnosis or at 
any stage of the illness

- Concerned with the whole child 
and the whole family (physical, 
emotional, spiritual)

- May be delivered in the hospital, in 
outpatient clinics, or in the home by 
a community palliative care team

Palliative Care Concurrent Care



MYTH #3: Palliative Care is only used to treat pain with morphine.

Pain is one of many reasons for a palliative care referral.

There are many options to treat pain, both medications (both opioids and other classes of 
pain medications) and non-medications (e.g. massage, acupuncture, aromatherapy, etc.).

There are many other symptoms a patient could be experiencing that palliative care can 
alleviate.

• Nausea
• Vomiting
• Diarrhea
• Constipation
• Loss of appetite

• Trouble sleeping
• Fatigue
• Anxiety
• Depression
• Itching

• Irritability
• Restlessness
• Behavioral concerns
• Spiritual distress
• Caregiver stress



MYTH #4: Palliative Care sounds like it would be too expensive.

+ Palliative care is a medical specialty, just like Neurology, Gastroenterology, 
Cardiology, etc.

+ In the community, insurance covers palliative care visits the same way they would 
cover other specialty visits.

+ If concerned, contact your insurance company before scheduling a visit in the 
community.



MYTH #5: When we work with palliative care, we will no longer 
see our other physicians.

+ Palliative care doctors work with your other providers to assist in the management of 
symptoms and quality of life.

+ They do not replace the other providers.

+ The palliative care consult team will work with the primary team and other specialists 
involved to come up with a treatment plan.



One of the best parts 
of this work…

The families.
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PALLIATIVE CARE
ASXL 3



JUNIPER 
ASXL 3, Bainbridge-Ropers Syndrome

•Five years old.•Globally developmentally delayed. Ambulatory but uses 

SMOs, non-speaking (combination of sign language and 

AAC to communicate.•Has an ASD diagnosis and receives ABA, PT, OT, Speech 

and Music Therapy services.



WHY PALLIATIVE CARE?

•Since early infancy, Juniper’s life has been 
characterized by pain. These pain episodes would be 
intense, (screaming, arching, rash) vary in duration 
but happen multiple times a day and were completely 
debilitating, affecting all areas of her life and 
development. 

•Reflux as an infant, so strongly suspected GI 
component to pain but extensive GI testing came 
back normal. Left with no answers.

•Received a referral to Palliative care from Juniper’s 
PM&R doctor - Game Changer. (Side point even 
some medical professionals are unaware that 
Palliative Services are so much more than end of life 
care.



DIAGNOSIS & TREATMENT

•Stepping Stones Pediatric Palliative Care 

Program at Mott Children’s Hospital, University of 

Michigan. •Most appointments able to be done virtually, 2 

hours on the initial appointment.•Diagnosis of VISCERAL HYPERALGESIA.•Trialed various different medications- Clonidine, 

Gabapentin which had no success. Currently on 

Lyrica/Pregabalin which is working well. 

https://tacanow.org/family-resources/the-gut-brain-connection/



BENEFITS OF PALLIATIVE CARE

• Coordination between specialties, one contact. PCP and speciality providers did 

not have the time or expertise to really make any headway. 

•Knowledge of medications. Holistic approach - worked to problem solve Juniper’s 

medication refusal.

•Availability - When needed, contact was every few days versus waiting months for a follow up visit with GI or Neurology. Medication tweaks were discussed and set into motion 

promptly resulting in the least amount of extended pain possible.

•Emotional and practical support. I felt validated.  HOPE!! If Plan A doesn’t work, they 

had a B, C, D and so on.   

•Biggest Benefits…..





Palliative Care Panel



Bohring-Opitz Syndrome (ASXL1)

• 13 years old

• Global developmental delays and 
completely nonverbal

• Neurogenic bladder and Chronic 
Kidney Disease

• Chronic pain 
• and complex medical issues

• Urinary
• Gastrointestinal
• Orthopedic
• Pain management
• Neurological

Alex



Why did our family seek Complex & Palliative Care 
Services?

• Traditional primary care (pediatric/family) physicians are not trained or do not have the 
bandwidth to support our children

• Specialists are focused on their specific area (e.g. orthopedic surgery) and will not plan 
for all of our children’s needs so they may engage Complex Care to support their 
patients

• Sometimes specialists provide conflicting information to each other, disagree (e.g. 
which surgery happens first), or are not focused on the bigger picture 

• Emergency departments are designed around urgent (not chronic pain) issues

• Our son’s needs became more complex and his disorder impacts the quality of life for 
our entire family



Complex and Palliative Care Support

• Reconciling challenges and priorities across 
medical specialities

• Organizing discussions about plans of care 
with the medical team 

• Planning holistically for inpatient stays (e.g. 
specialists on service, behavioral health, 
sitters, child life services, equipment, etc.)

• Coordination between outpatient & inpatient 
as well as transition to home & palliative care  

• Single point of contact for everyone at BCH

Complex Care - Boston Children’s Hospital Palliative Care - Maine Medical Center

• Management of chronic pain issues across many 
specialists and development of Comfort Plan

• 24/7 PACT team phone for emergencies and 
hospital prevention

• Coordination across all of our local specialists and 
with BCH Complex Care physician  

• Inpatient discharge plan transition and post-op care 
management

• Support and resources for our family (e.g. 
SibShops) 

Complex Care and and Palliative Care physicians can provide the support our children and families 

need to manage complex medical, behavioral, and pain challenges.

Specialized pediatrician for complex patients Pediatrician who relieves symptoms, pain, & stress



Comfort Plan
Individualized Numeric Rating Scale (INRS) for Alex

• Why Alex experiences pain

• Ways Alex expresses discomfort

• For each level and type of discomfort, what actions and interventions to use

The Comfort Plan is shared across his school, home (RNs/aides/family), 
and outpatient/inpatient medical care teams. This document explains:



Palliative Care Resources

https://www.ppcc-pa.org/ https://courageousparentsnetwork.org/

https://siblingsupport.org/sibshops/

https://www.ppcc-pa.org/
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