


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







Patient has been deemed by health care provider to have
H o s P I c E 6 months or less to live. Cannot pursue other medical
treatments.”
Improving a patient’s quality of life by managing
PAL LIAT I VE pain and other distressing symptoms of a serious
illness. Can be provided along with other medical
M E D I CI N E treatments.
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ALL CURATIVE
THERAPIES MUST
EXHAUSTED

BE

T

PRIMARY CARE
LOSES ACCESS
TO PATIENT

HPM IS ONLY USED
IN THE FINAL DAYS
BEFORE DEATH
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“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

* 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

U

12



13



W




deficiencies in communication
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symptom management

lack of coordination
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Does integration of N improve
quality of life for pediatric patients facing life-threatening
and life-limiting conditions?
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disease Progression
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Effectiveness of a Pediatric Palliative Home Care Team
as Experienced by Parents and Health Care Professionals

Rens Vallenbioicn, M. Ay Do, MD. Monika Grasser, MD.! Monks Brandsidtir, MA *
Gian Domenico Baraso, M D, and Manika Forver, M."
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Overall quality of life
improved (p<0.0017)
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“The reality that one-third of the

study population died during time of |
longitudinal study speaks not only m p rove
to the high mortality but also to the S P
level of morbidity and illness Hospital-based palliative Qo L?
Fov - progression in this particularly care (rural Nebraska)
vulnerable pediatric population with
s complex, chronic illnesses. Emotional QoL improved
And yet, there remains meaningful ithin first 6 f .
opportunity to strive toward quality within tirst bmo o T| me to
of life through interventions targeted enrollment (p=0.0495) i
at each tracked domain.” improve ?
Physical QoL improved
within first 12mo of
enroliment (p=0.03)
w Emotional
Oncology QO L ?
Pulmonology Neuro ‘ PhySicaI
QolL?

Musculoskeletal Cardiac




BMC Paliatve Care Home-based study (Florida) Improve
QolL?
Community-based pediatric palliative care  ®™ lDays impaired (p=001 )
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The Seattle Pediatric Palliative Care Project: Effects
on Family Satisfaction and Health-Related Quality of Life

ROSS M. HAYS, M., JEANETTE VALENTINE, PhiD.? GERRI HAYNES, RN, 2
J. RUSSELL GEYER, M., * NANCI VILLAREALE, RN, M. * BETH MCKINSTRY,:
UES W. VARNL, Ph.D. " and SHERVIN §. CHURCHILL, MPH?
ABSTRACT

Purpose: Thi
tmpl

ted the period 19992001, from the eval-
uation of quality of life and family satisfaction among enrolled participants. The program
weas designed to enhance sing the ool

making in advanced serious pediatric ilIness.
Design: The project design consisted of sthical decision-making, provider education, and
i health insurers and

care providers.
parison of pediatric quality of Tife and family satisfaction at program entry with repeated
Quality of ith *

4 Version 4.0, and
wwas measured with a 31-item self-administered questionnaire designed by project taf,

ia aga osn iafatry enrolled in the
i ‘Thirt

one specific disgnoses swere represented in the patient population; 34% were some form of
cancer. Improvements in health-related quality of life over baseline were abserved for 21
matched pairs p
changes in well
baseline in 14 of 31 family satisfaction items were statisticaly significant.

Conclusions: ic pali on cfecti deci-
sion suppor, and co-case management with insurers can improve aspects of quality of life
and family satisfaction.
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Improved Quality of Life at End of Life Related
to Home-Based Palliative Care in Children with Cancer

MPH Ui Dieys, PrD, MPH K Osenga, MD)
e Wolle, MD. MPH**

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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No
Interventions

All
Interventions
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Small sample sizes

s
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Results are
consistent

across
multiple
states,
multiple
countries

QoL: Quality of Life
EOL: End of Life

©

Good survey Longitudinal
response rates study:
following
patients over
longer period
of time
(Weaver et al.)
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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. ’ ’

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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* Settings
* Inpatient
» Qutpatient
* Home

* Refer patients to hospice

* Attending hospice provider
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* Role
* Provide care individually and as a team
+ Symptom management
» Pain management
» Counseling and education

* Devel Is of car
evelop go.a s 0 care Medicare Patient Access to Hospice Act:
» Care coordination Effective January 1, 2019

e Submit orders
« Bill for services and reimbursement

« Limitation: cannot certify terminal iliness, cannot recertify
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% services
imiting, life

WANTING TO CONTINUE
CURATIVE THERAPIES
IN HOSPICE CARE

PEDIATRICS
HPM PROVIDERS

PEDIATRICS
REFERRALS
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* Lack of referrals may be due to:
* Misconceptions about pediatrics palliative care
 Lack of financial coverage

* Availability of providers
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