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LEND Competencies
1.1 Demonstrate
knowledge of the
principles of familycentered care

1.5 Demonstrate an
awareness/sensitivity
to the impact of
disability on family

1.9 Identify familycentered practices in
the community and
services systems

2.1 Demonstrate
knowledge of the
principles of
interdisciplinary
practice

3.4 Describe health
disparities within the
MCH population and
offer strategies to
address them

4.6 Apply the model of
ethical decisionmaking in analysis of
health-related ethical
dilemma

4.7 Demonstrate
leadership skills in the
facilitation of a
seminar or meeting

5.2 Demonstrate skills
in access/utilization of
electronic information,
resources, and
databases

5.5 Demonstrate
verbal presentation
skills including use of
Powerpoint

6.3 Demonstrate
networking and
advocacy skills

6.5 Demonstrate an
understanding of
health care funding

What is
palliative care?
“the prevention and relief of suffering of adult and
pediatric patients and their families facing the problems
associated with life-threatening illness. These problems
include the physical, psychological, social and spiritual
suffering of patients, and psychological, social and
spiritual suffering of family members”
(World Health Organization, 2018, p. 5)
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•Community, clinic, or hospital based

What is
palliative care?

•Palliative versus hospice—important distinction

Palliative
Care
Hospice:
Prognosis of
6 months or
less

•Affordable Care Act (ACA, 2010)
• Concurrent care in palliative and hospice

Problem Framing
Why add pediatric palliative care?
•Additional layer of wrap around care uniquely suited to each family.
•Specialized attention to and training in considering quality of life at each stage of the
illness.
•Focus on communication and coordination of care.
Who benefits from adding pediatric palliative care?
•Children with chronic illness or complex medical needs such as cancer, heart or lung
conditions, neurologic disorders, and many others.
•Parents and caretakers of these children.
•Siblings, other family members, and friends.

Problem Framing
Gap analysis for New Mexican children
•Difficult to get accurate count of potential palliative referrals.
•~9.2% of infants in NM have low birthweight; national average is 8.3% NM-IBIS (2018).
•~380 patients on Medically Fragile Medicaid Waiver Program (V. Woodard, personal
communication, January 25, 2021).
•Kids Count reports that ~36 per 100k children aged 0-19 died from all causes in 2019
versus ~25 per 100k for the entire US (Kids Count, 2021).
•CAPC’s 2019 report card on palliative care availability in the US places New Mexico in
the bottom 5 states with an overall grade of D (CAPC, 2019).

Research—Data and Statistics
Patient Centered Benefits of PPC
•Specialized pain and symptom control including opioids when necessary.
• Groh et al. (2013) reported significant reduction in symptoms as
perceived by caregivers.
•Nearly 50% reduction in inpatient days across a diverse patient
population reported by Gans et al. (2016).
•Notable increase in reported quality-of-life scores using standardized
assessments for patients and caregivers (Groh et al., 2013).
•Significant decrease in depression and anxiety in parents (Groh et al.,
2013).

Research—Data and Statistics
Cost Effectiveness of PPC
•Sickest 10% of the US population accounted for about 65% of health care
expenditures (CAPC, 2019).
•PPC programs have proven cost effective for families and insurance
payers (Chong, 2018).
•Potential savings of $1500-$3000 per patient per month (CAPC, 2019).
•Gans et al. (2016) reported overall savings exceeding $7 million during 2year span in California study.

Research—
Current Status
of PPC in NM
oMariposa Hospice at
UNMH
oPilot program
oLimited census
oBased in Albuquerque

o(H. Ghanem, personal
communication, November 9,
2020)

oHero’s Path Palliative
Care
oCommunity based
oNon-profit
oIn fundraising stages

o(J. Bartz, personal
communication, November 10,
2020 & March 8, 2021)

Product

Infographic for
promoting PPC on next
slide

Intended for use by
providers in all types of
pediatric clinics
Introduce PPC as soon
as at initial diagnosis as
recommended by AAP
(Gans et al., 2016)

Ongoing conversation
leading to PPC consult

Dissemination
•Infographic dissemination on hold
•Present to Children’s Medical Services social workers
•Present to Medically Fragile Medicaid Waiver program RN
case managers
•Continue to raise awareness and educate public and providers
• Potentially becoming a board member for community
organizations
• Advocate for policy at the state and national levels

Recommendations

Expand inpatient
PPC program at
UNMH

Implement
inpatient PPC
program at
Presbyterian
Hospital

Advocate for
community
based PPC
agencies in
Metro Area

Utilize outreach
clinics with
Children’s
Medical Services

Project ECHO
delivery of PPC
to rural areas of
NM

Consider
implementation
of Surprise
Question (Burke
et al., 2018)

Consider
implementation
of Pediatric
Palliative
Screening Scale
(Bergstraesser
et al., 2013)

Do not be daunted by the world’s grief.
Do justly, now.
Love mercy, now.
Walk humbly, now.
You are not obligated to complete the work,
but neither are you free to abandon it.
THE TALMUD
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Questions?
THANK YOU FOR LISTENING

