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THE STATUS OF PEDIATRIC 
PALLIATIVE CARE IN NEW MEXICO 



LEARNING OBJECTIVES:

At the end of this one hour didactic presentation, attendees 
will be able to

• 1. Understand the unique factors of pediatric palliative care

•2. Demonstrate ability to make appropriate referrals to Hero's Path Palliative Care

•3. Define the current state of pediatric palliative care in the state of New Mexico

•4. Identify the barriers to accessing pediatric palliative for families in the state of 
New Mexico



What is 
Palliative Care?
• latin root- to 

cloak 
• to relieve
• relieving 

suffering   



Definition of Palliative Care(3)

• “Pediatric Palliative Care is an interdisciplinary collaboration that 
seeks to improve the quality of life for children with life-threatening 
conditions.” 

• The focus is to “prevent and relieve suffering, regardless of the stage 
of the disease.” 

• The physical, psychosocial, and spiritual needs of the child and 
family/caregivers also need to be addressed. 



EXTRA LAYER OF SUPPORT

SUPPORTIVE SERVICES INCLUDE

Services uniquely tailored to the family

Pediatric Palliative Care (PPC) is supportive services for 

children with serious illness and their families.  It offers 

an added layer of support based on their unique needs.

• easing the child's pain and symptoms

• providing emotional support and reducing stress

• addressing family concerns
• communicating with health providers

• coordinating care and appointments
• explaining complicated terms and care options

• locating community resources to help your family

PEDIATRIC

PALLIATIVE CARE?

What is

IMPROVED OUTCOMES, 

HIGHER SATISFACTION, 

LOWER COSTS



PEDIATRIC PALLIATIVE CARE

• Children with palliative and hospice needs range in age from prenatal 
to young adult.

•  In most states, the Medicaid definition of children is prenatal to 21 
years.

•  With the innovations in medical technology and treatments, many 
children with serious and complex medical conditions are living much 
longer than expected.





WHO MAY NEED PALLIATIVE CARE

•Children and Youth with Special Health Care (CYSHCN) are defined as children and adolescents less 
than 21 years “who have or are at increased risk for a chronic physical, developmental, behavioral, 
or emotional conditions and who also require health and related services of a type or amount 
beyond that required by children generally(1). ) A broad range of conditions can result in CYSHCN. 

•Children with Medical Complexity are a subgroup of CYSHCN who are characterized by having 
chronic, severe health conditions, substantial health service needs, major functional limitations and 
high health resource utilization.(2) A broad range of conditions can result in CYSHCN. 

•Examples include: cystic fibrosis, asthma, diabetes mellitus, food allergy, sickle cell disease, 
juvenile idiopathic arthritis, genetic disorders, cancer, myelomeningocele, neuromuscular disease, 
epilepsy, congenital heart disease, trauma-related injury, and HIV, as well as disorders of speech, 
language, learning, and behavior.



WHO MIGHT NEED PALLIATIVE CARE IN 
NEW MEXICO?

•The National Survey of Children’s Health, a HRSA-authorized annual survey 
conducted by the Census Bureau which looks at children 0-17; no one 18 or over is 
included. The 2020-2021 National Survey of Children’s Health estimates that there 
are 104,282 CYSHCN in New Mexico or 22% of the state’s population of children 17 
and younger(3) This is in 1 in 5 children in NM have Special Health Care Needs.

•Information from the CDC for adults with disabilities states that in NM 28% of 
adults or 460,355 adults have some sort of functional limitations.(4)



WHO COULD USE PALLIATIVE CARE 
SERVICES IN NEW MEXICO(5,6,7)

•According to the BRFFS-Behavioral and Chronic Disease Surveillance-30% of New
  Mexican adults identified with having a disability.

• Approximately 10% of these individuals would have a diagnosis that could qualify them 
for palliative care.  That could be 162,000 adults.

• For children-according to the National Survey of Children’s Health-children with medical 
complexity account for 1% of the children with special health care needs population. 1 in 
5 children fit the definition of a child with a special health care need.

•  In New Mexico there would be approximately 100,000 children with special health care
    needs so approximately 1% of those children or 1000 children may qualify/benefit from
    palliative care.





DIFFERENCES BETWEEN PEDIATRIC AND 
ADULT PALLIATIVE CARE(8)

• 1.  Cognitive/intellectual abilities and emotional maturity

• 2. Psychological and emotional issues

• 3.  Palliative care for children may include involvement with parents,
        siblings, grandparents, extended family, caregivers, etc

• 4.  Decision making is done by parents/family, not the child

• 5.  Differences in disease causes and processes 



DIFFERENCES BETWEEN PEDIATRIC AND 
ADULT PALLIATIVE CARE(3)

• 6.  Funding sources

• 7.  Educational Needs

• 8.  Ethical Concerns



Who
Qualifies?



WHEN IS PALLIATIVE CARE APPROPRIATE?(8)

• “Progressive conditions for which curative treatment is possible but 
may fail” (congenital heart disease, cancer, solid organ transplants, 
etc.)

• Chronic progressive processes where palliative care can help 
maintain quality of life. (DMD, CF, SCIDs, etc.)

• “Nonprogressive, irreversible conditions with extreme vulnerability 
to health complications”. ( CP, brain malformations, hypoxic brain 
injury, TBI, etc.)

• “Progressive conditions without a curative option”. ( genetic 
conditions such as Trisomy 13, Trisomy 18, etc.)



TIMING(8)

Palliative Care for children can start at any time and at any 
age:

• Prenatally

• When the child receives a new life-threatening diagnosis

• When treatment is not helping anymore

• When the disease process begins to impact the child’s quality of life



BARRIERS(8)

• Lack of resources
•Minority status
•Communication issues
• Financial/Insurance coverage
•Geography
•Access to a Pediatric trained staff
• The fear of taking away Hope(9)





WHO MAKES UP 

TEAM?



THE TEAM(8)

• Physicians
• Registered Nurses
• Care Coordinators
• Skilled Nurses
• OT, PT, Speech Therapists
• Child Life Specialists
• Grief Counseling
• Art therapists
• Others



OTHER ADDITIONS TO THE TEAM(8)

• Integrative Medicine
• Equine Therapy (hippotherapy)
• Pet Therapy
• Play Therapy 
• Acupressure/Myofascial Therapy
• Massage
• Other



REQUIREMENTS FOR EFFECTIVE PALLIATIVE 
CARE(8)

• Interdisciplinary Team

• Communication and Relationship building between families and their 
teams

• Development of specific Care Plans

• Management of symptoms

• Care at the end of life



THE GOAL OF PALLIATIVE CARE



IHI TRIPLE AIM(10)

IHI (Institute for Healthcare Improvement) Triple AIM:
Framework for optimizing health for individuals and 
populations by:
1. Simultaneously improving patient experience of care 
2. Improving the health of the population
3. Reducing per capita cost of care



IHI TRIPLE AIM

IMPROVED HEALTH OUTCOMES

HIGHER PATIENT AND FAMILY 
SATISFACTION

LOWER HEALTH CARE COSTS

• One California Pediatric Palliative Care Pilot 

study found an average monthly savings of 

$3331 PEPM (Per Eligible Per Month).(11)

• This is achieved by lowering ED visits, 

unnecessary hospitalizations, and ensuring the 

appropriate tests and referrals are made. 

Improved Health, 

Higher Patient Satisfaction,
 
Lower Health Care Costs.

• 24/7 Access helps patients and families 

navigate health crises appropriately.

• compassionate, comprehensive, family-

centered care gives patients and families 

more control over health decisions.

• The Interdisciplinary Team (IDT) 

communicates with all providers
• Coordination of care facilitates a 

comprehensive approach to health
• Better symptom and pain 

management



Financial

Comparing the health care costs of enrollees in 
the two years leading up to enrollment with 
costs while enrolled demonstrated substantial 
savings, including:

• Mean reduction of $3,331 per enrollee per 
month (PEPM) based on paid claims 
analysis. 

• This reduction was driven by a major 
decrease in inpatient care costs of $4,897 
PEPM, an indication of the success in 
providing home- and community-based 
services instead of costly hospital-based 
care.

Pediatric Findings(12) 

200 Enrollees per year = about $12M 
savings!

Imagine the cost savings for 60,000 

kids!



• Mean reduction of $3,133 PEPM when including the estimated 
unpaid claims related to program services.

• Mean reduction of $2,154 PEPM when including the estimated 
unpaid claims and administrative costs of the pilot.

• Return on investment of $2.20 for every dollar spent on PFC 
($1.20 when including unpaid claims and administrative costs).

Pediatric Findings(12) 



ADULT DATA SHOWS(13)



THE PROBLEM

• There are 104,282 CSHCN in New Mexico (NM) and there are 
currently zero programs dedicated to providing Pediatric 
Palliative Care (PPC) services in NM.(3) 

• Estimates OF 1000-6000 NM children could benefit from A 
Pediatric Palliative Care Program.
• Advances in medicine have helped CYSHCN live longer lives. 
• But living longer does not necessarily translate to quality of 

life.





James Jr.
LOVED

• PLAYING WITH NURSES/AIDES/FAMILY/DOG
• BUBBLES
• SIGN LANGUAGE
• THE POOL
• BASKETBALL
• TEASING PEOPLE

MEDICAL COMPLEXITY
• VENT/TRACH/G-TUBE DEPENDENT
• SEIZURES/HEMIPLEGIC MIGRAINES
• CHANNELOPATHIES
• TETHERED CORD
• RAPID DECLINE
• UNCONTROLLED PAIN AND SYMPTOMS
• LAST 5 MONTHS OF LIFE SPENT RECEIVING CARE IN 

DENVER MULTIPLE TIMES A MONTH
• DIED AT THE DENVER HOSPICE



Cariana
LOVED

• PLAYING WITH HER BROTHER AND SISTER
• BARNEY
• SINGING
• PLAYING THE PIANO
• SIGN LANGUAGE
• MOMMY’S HAIR
• SMILING

MEDICAL CONDITIONS
• ACUTE MYELOID LEUKEMIA
• MYELODYSPLASTIC DISORDER
• DOWN SYNDROME
• RAPID DECLINE
• UNCONTROLLED PAIN AND SYMPTOMS
• LAST 3 MONTHS OF LIFE SPENT RECEIVING CARE IN 

ALBUQUERQUE AWAY FROM FAMILY
• DIED AT UNM HOSPITAL



Sebastian Iñigo
LOVED

• SNUGGLING
• BIG SISTER’S LAUGHTER
• BEING AROUND SIBLIGS/CHILDREN
• WATER THERAPY
• MUSIC 
• CHOCOLATE ICE CREAM

MEDICAL COMPLEXITY
• CONGENITAL HEART DISEASE/OPEN HEART SURGERY
• CEREBRAL PALSY/HYPOTONIA/CLONUS
• CORTICAL VISUAL IMPAIRMENT
• SEIZURE DISORDER
• SCOLIOSIS/T2 POSTERIOR SPINAL FUSION
• G-TUBE: 100% NUTRITION/HYDRATION
• REQUIRED USE OF WHEELCHAIR
• RAPID DECLINE
• DIED AT UMH HOSPITAL



Hero’s Path Palliative Care (HPPC)

• Incorporated as a new nonprofit (501 c3) in NM on September 2019. 

HPPC VISION
• Empower children with serious illness to live fully by providing outstanding, customized 

Palliative Care Services.

HPPC MISSION
• Provide compassionate, thoughtful, family-centered, home-based PPC and 
• Offer resources including respite, education and networking to support child and family 

on their path to wellness. 



HHPC VALUES
•  Empowered: Children and families benefit from an extra layer of
    support as the palliative care team ensures their advocacy is
    meaningful.

•   Connected: Children and families enjoy connection to each other
     and the community through effective, collaborative care, education
     and inclusive events.

•   Understood: Children and families feel validated throughout goal
     setting and decision making by an understanding palliative care
     team.

•   Important: Children and families experience customized services
     that highlight their unique value and importance.



Why Hero’s Path Palliative Care’s (HPPC) Wants 
to bring Community-based (Cb) PPC to NM.

• Significant healthcare needs,
• High utilization of medical services
• Functional/physical limitations, 
• Multiple hospitalizations and emergency room visits
• Increased risk for morbidity and mortality 
• Effects on the quality of life on the whole family are at the 

forefront of



WHAT SERVICES ARE/WILL 

BE AVAILABLE?



SERIVICES
•  Nature Trails
     Working on wheelchair accessible trail near Carnuel with sensory stations
     to open Fall 2024

• Education Programs
   Will be at various locations, for the whole family, nurses will be present

• Respite Events
    Looking for a house

• Psychological Support Services
   Offer psychological services to support families, teach coping skills, help
   with resilience, etc



PPC is not 

enough to build a 
safety net.

Respite is 
urgently 
needed.



FUNDING SOURCES
• Grants

• Nature Education Programs

• Social Media

• Donations on Website

• Pamphlets

• Networking

• Open House/Social Events



REFERRAL SOURCES

• Consultative pediatric palliative care teams
 
• Sub-specialty clinics, and other 

• Physicians/Providers who see children with serious life 
limiting conditions. 

• Upon discharge from the acute or ambulatory settings.



REFERRAL SOURCES(14)

Based on the 2020 NHPCO Pediatric Needs Assessment:

•  6.3% of referrals came from a hospital pediatric palliative care team

•  25.1% of referrals come from a sub-specialty physician

•  18.7% of referrals come from a primary care physician

•  5.5% of referrals come from a home health team



What is the 
Future of 

Palliative Care 
Services in NM?





Move Mountains Campaign

5 Pillars of our Campaign:

•A Respite Place
•Home-based PPC Hub
•Hospice Compassion Center
•Nature Institute
• Family Connection Axis



How You Can Help:

• Help us connect with people

• Join our Philanthropy Council

• Donate (naming opportunities available)



(Advice/Wisdo

m)



Jen Bartz
jenb@herospathpalliativecare.org
505-453-2529

Sandra Whisler MD
slwhisler@gmail.com

505-910-7339

mailto:slwhisler@gmail.com
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