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OBJECTIVES

1. Discuss the background of hospice and palliative medicine, including: 
terminology, describing its history, and explaining its structure

2. Evaluate research on quality of life outcomes for pediatric patients 
enrolled in a palliative care program

3. Recognize the role of a PA in pediatric hospice and palliative medicine
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BACKGROUND
DEFINITION

HOSPICE Patient has been deemed by health care provider to have 
6 months or less to live. Cannot pursue other medical 
treatments.*

PALLIATIVE
MEDICINE

Improving a patient’s quality of life by managing 
pain and other distressing symptoms of a serious 
illness. Can be provided along with other medical 
treatments. 

INTERDISCIPLINARY
TEAM

SOCIAL WORK NURSING PROVIDER CHAPLAIN FAMILY-CENTERED
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1960s

BACKGROUND
TIMELINE

1967: Cicely 
Saunders, London

1969: On Death 
and Dying, by
Elisabeth Kubler-
Ross

Close chest CPR, 
shock, iron lung, 
bird ventilators 

Adapted from Dr. Joe Rotella’s presentation: 
History of Hospice and Palliative Medicine
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1960s 1970s

BACKGROUND
TIMELINE

1967: Cicely 
Saunders, London

1969: On Death 
and Dying, by
Elisabeth Kubler-
Ross

Close chest CPR, 
shock, iron lung, 
bird ventilators 

1975: first hospice 
in USA in CT

1975: Balfour 
Mount, Canada 
“palliative care”

Karen Ann Quinlan 
case: persistent 
vegetative state

Adapted from Dr. Joe Rotella’s presentation: 
History of Hospice and Palliative Medicine
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1960s 1970s 1980s 1990s 2000s

BACKGROUND
TIMELINE

1967: Cicely 
Saunders, London

1969: On Death 
and Dying, by
Elisabeth Kubler-
Ross

Close chest CPR, 
shock, iron lung, 
bird ventilators 

1975: first hospice 
in USA in CT

1975: Balfour 
Mount, Canada 
“palliative care”

Karen Ann Quinlan 
case: persistent 
vegetative state

HPM research 
(UK), textbooks, 
standards 
developed

1982: Medicare 
Hospice Benefit

MRI, cloning 
(PCR), AICD 
(defibrillator) 

Project on Death 
in America, 
RWJF

Patient Self-
Determination Act, 
Death with Dignity 
Act

AIDS, heart 
procedures, SSRIs

HPM organizations 
develop

2006: HPM 
recognized as 
medical 
subspecialty 

Terri Schiavo case

Adapted from Dr. Joe Rotella’s presentation: 
History of Hospice and Palliative Medicine
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1960s 1970s 1980s 1990s 2000s 2010s

BACKGROUND
TIMELINE

1967: Cicely 
Saunders, London

1969: On Death 
and Dying, by
Elisabeth Kubler-
Ross

Close chest CPR, 
shock, iron lung, 
bird ventilators 

1975: first hospice 
in USA in CT

1975: Balfour 
Mount, Canada 
“palliative care”

Karen Ann Quinlan 
case: persistent 
vegetative state

HPM research 
(UK), textbooks, 
standards 
developed

1982: Medicare 
Hospice Benefit

MRI, cloning 
(PCR), AICD 
(defibrillator) 

Project on Death 
in America, 
RWJF

Patient Self-
Determination Act, 
Death with Dignity 
Act

AIDS, heart 
procedures, SSRIs

HPM organizations 
develop

2006: HPM 
recognized as 
medical 
subspecialty 

Terri Schiavo case

CMMI, MCCM

More research, 
Reports (IOM, etc)
Being Mortal by 
Atul Gawande

ACA, Triple Aim, 
Quadruple Aim, 
Ebola, EHR

Adapted from Dr. Joe Rotella’s presentation: 
History of Hospice and Palliative Medicine
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BACKGROUND
BARRIERS

SOCIAL WORK NURSING

PROVIDERCHAPLAIN

FAMILY-CENTERED

HPM
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BACKGROUND
BARRIERS

SOCIAL WORK NURSING

PROVIDERCHAPLAIN

FAMILY-CENTERED

HPM
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BACKGROUND
BARRIERS

SOCIAL WORK NURSING

PROVIDERCHAPLAIN

FAMILY-CENTERED

HPM
HPM IS FORM OF

EUTHANASIA

ALL CURATIVE 
THERAPIES MUST BE 

EXHAUSTED

PRIMARY CARE
LOSES ACCESS

TO PATIENT

HPM IS ONLY USED 
IN THE FINAL DAYS 

BEFORE DEATH
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BACKGROUND
DEFINITION

“HPM is an extra layer of support for patients and 
families going through difficult medical situations.”      
– Dr. Dustin Dillon, Pediatric HPM Physician

• Provide expert pain and symptom management
• Practice evidenced-based prognostication
• Address suffering in whole person context
• Interdisciplinary approach, including pastoral care
• Crucial conversations, shared decision making
• Ensure care is based on patient and family wishes
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BACKGROUND
DEFINITION
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BACKGROUND
DEFINITION
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deficiencies in communication
lack of continuity of care

symptom management
lack of coordination
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Does integration of pediatric palliative medicine improve 
quality of life for pediatric patients facing life-threatening 
and life-limiting conditions?

CLINICAL QUESTION

Does integration of pediatric palliative medicine improve 
quality of life for pediatric patients facing life-threatening 
and life-limiting conditions?

Does integration of pediatric palliative medicine improve 
quality of life for pediatric patients facing life-threatening 
and life-limiting conditions?
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Improve 
QoL?

Time to 
improve?

Emotional 
QoL?

Physical 
QoL?
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Improve 
QoL?

Time to 
improve?

Emotional 
QoL?

Physical 
QoL?

Home-based palliative care

Overall quality of life 
improved (p<0.0017)

Congenital

Oncology

Neuro

Cardiac

Other
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Improve 
QoL?

Time to 
improve?

Emotional 
QoL?

Physical 
QoL?

Hospital-based palliative 
care (rural Nebraska)

Emotional QoL improved 
within first 6mo of 
enrollment (p=0.0495)

Physical QoL improved 
within first 12mo of 
enrollment (p=0.03)

“The reality that one-third of the 
study population died during time of 
longitudinal study speaks not only 
to the high mortality but also to the 
level of morbidity and illness 
progression in this particularly 
vulnerable pediatric population with 
complex, chronic illnesses. 
And yet, there remains meaningful 
opportunity to strive toward quality 
of life through interventions targeted 
at each tracked domain.”
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Improve 
QoL?

Time to 
improve?

Emotional 
QoL?

Physical 
QoL?

Home-based study (Florida)

↓Days impaired (p=0.01)

↓Activity limitation due to 
fear (p=0.01)
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Hospital-based study 
(Seattle, Washington)

Emotional QoL improved 
(p<0.005)

Improve 
QoL?

Time to 
improve?

Emotional 
QoL?

Physical 
QoL?
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Improve 
QoL?

Time to 
improve?

Emotional 
QoL?

Physical 
QoL?

Home-based study 
(Minnesota)

Increased fun (p=0.03)

Increased participation in 
meaningful event (p=0.02)

No significant difference in 
symptom burden, pain 
management.

Higher degree of fatigue 
*not prevalence (p=0.007)
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All 
Interventions

No 
Interventions
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LIMITATIONS

Parent perceptions 

Recall bias

Small sample sizes

Non-validated surveys

Single center or few centers

Native language only
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STRENGTHS

Results are 
consistent 

across 
multiple 
states, 

multiple 
countries

QoL can be 
used as an 

indicator for 
quality of EOL 

care

Good survey 
response rates 

Longitudinal 
study: 

following 
patients over 
longer period 

of time 
(Weaver et al.)

EOL: End of Life
QoL: Quality of Life
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When data sets do not capture statistically significant 
changes in quality of life using validated scales; patients, 
family members, and clinicians often still bear witness to 
changes, which significantly impact a child’s daily wellness 
and warrant attentiveness in patient care.

DATA
CONSIDERATIONS

Weaver, et. Al “Proxy-Reported Quality of Life and Family Impact for 
Children Followed Longitudinally by a Pediatric Palliative Care Team” ”

“
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ROLE OF A PA
PEDIATRIC HOSPICE AND PALLIATIVE CARE

• Settings
• Inpatient
• Outpatient
• Home 

• Refer patients to hospice

• Attending hospice provider
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ROLE OF A PA
PEDIATRIC HOSPICE AND PALLIATIVE CARE

• Role
• Provide care individually and as a team

• Symptom management
• Pain management
• Counseling and education
• Develop goals of care
• Care coordination

• Submit orders
• Bill for services and reimbursement

• Limitation: cannot certify terminal illness, cannot recertify

Medicare Patient Access to Hospice Act: 
Effective January 1, 2019

32



Utilization of pediatric palliative care services improves 
quality of life for children facing life-limiting, life-threatening 
diagnoses

DISCUSSION, CONCLUSION

Utilization of pediatric palliative care services improves 
quality of life for children facing life-limiting, life-threatening 
diagnoses

LACK OF 
PEDIATRICS
REFERRALS

WANTING TO CONTINUE
CURATIVE THERAPIES

IN HOSPICE CARE

LACK OF 
PEDIATRICS 

HPM PROVIDERS
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• Lack of referrals may be due to: 
• Misconceptions about pediatrics palliative care
• Lack of financial coverage 

• Availability of providers 

FUTURE DIRECTIONS
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