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What is Palliative Care

= Palliative care (PC) is a holistic approach that improves
the quality of life of patients and their families facing
the problem associated with life-threatening illness,
through the prevention and relief of suffering by
means of early identification and assessment and
treatment of pain and other problems, physical,
psychosocial and spiritual (WHO, 2015)

= Clearly proven to improve Qol, psychosocial outcomes
and caregiver burden

= Can reduce overall cost of care while improving key
quality metrics of care



Differences between PPC and Adult PC

Prognosis, life expectancy and functional outcome often less clear.

More frequent need to integrate palliative care with intensive disease-modifying or life-sustaining treatments due to
unclear prognosis.

Care often requires a dual focus on growth/development and potential for death.

Greater emotional burden for family members and clinicians because serious and life-threatening illnesses are not
commonly considered normal conditions for children.

Patients undergo continual developmental change: physical, hormonal, cognitive, expressive and emotional.

Patients have changing information needs, recreational and educational needs, and modes of coping with stress. Thus, child
life specialists, play therapists and behavioural specialists can greatly enhance palliative care for children.

Patients may have congenital anomalies of uncertain type or rare genetic conditions.
Some genetic conditions may affect multiple children in a family and create a sense of quilt in parents.

Expertise needed both to discern a child's emotional and cognitive development and to communicate in a manner
appropriate for the child’s emotional and cognitive development: to provide the most appropriate amount and kind of
information about the ilness and to elicit the child’s preferences for care.



Where do the kids who need Palliative
Care live?

High income
2.1%

Upper middle income
14.4%

Low middle income
48.5%

Low income
35%
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Key Concepts in PPC

. INVOLVE THE CHILD
e What are their questions/concerns
e Welcome questions even though there may not be an
immediate answer
e Help children not to feel alone

J Communication should be:
e Culturally appropriate
e Honest
e Child-centered
e Developmentally appropriate
e Timely, linked to concrete experience

Tell the truth



Model of INTEGRATED palliative care

Anticancer therapy
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Prognosis
Advanced
I Acute Chronic Life-Threatening I |
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. Model of INTEGRATED palliative care
Childhood Cancer Pathway - WHO 2020

Early detection diagnosis Tregtment & Survivorship care
palliative care

e Awareness of key e Diagnostic e Multidisciplinary e Manage long
symptoms procedures care term physical ,
e Primary care e Histopathological ¢ Disease directed psychosocial
evaluations confirmations therapy effects
e Referral for ¢ Clinical and Supportive care * Prevent surveil
diagnosis radiological Palliative care for new,
staging recurrent cancer

e Routine primary
care

“Embedded QoLA” model of Integrated PPC



Palliative care programs provided by hospitals

iIn EMR

COUNTRY OUTPATIENT CONSULT HOSPITAL MIXED POPULATION,

CLINICS SERVICE' PCUNIT* PROGRAMS® TOTAL
Saudi Arabia 9 9 8 8 31,540,372
Jordan 2 2 1 1 7.594.547
Lebanon o 3 1 o 5,850,743
Kuwait 1 1 1 N/A 3.892,115
Oman 1 1 o o 4,490,541
Qatar N/A N/A 1 N/A 2,235.355
UAE 1 1 1 N/A 9,156,963
Morocco N/A 1 1 1 34.377.5M
Tunisia N/A N/A 2 N/A 11,107,800
Egypt 4 2 2 N/A _ 91,508,084
Sudan 1 2 1 2 40,234,882
Iran 1 1 1 o 79,109,272
Pakistan N/A N/A 2 N/A 188,924.874
iraq o o o o 36,423,395
Occ. Pal. Terr. o o o O _ 4,500,000




% Nursing schools with mandatory PC course

Egypt 0% Informal training available

Iran 0% Sub-speciality

Iraq 0% Official recognition of specialization done abroad

Lebanon 100% Specialty

Pakistan 4% SPeaaI area of competence or another advanced accreditation
diploma

Palestine 0% Official recognition of specialization done abroad recognized

Morocco 0% Informal process of training is available

Jordan 67% Sub-speciality

Kuwait 100% Abroad specialization recognized

Qatar 100% Sub- speciality

Oman 100% Specialization process in progress

Saudi Arabia [17% Sub-specialit




SOCIETE INTERNATIONALE
D'ONCOLOGIE PEDIATRIQUE

INTERNATIONAL SOCIETY

Nutritional Intervention Algorithm for Low and Middle Income Countries (LMIC)

SIOP- PODC Nutrition Working Group

#IIIPAN

INTERNATIONAL INITIATIVE FOR
PEDIATRICS AND NUTRITION

OF PAEDIATRIC ONCOLOGY

HIGH RISK

MODERATE RISK

[ Gut Functioning }7

Enteral Nutrition (EN)

Access to
industrialize
d feeds

EN Feeds

+  Polymeric
industrialized
feeds
Elemental
industrialized
feeds

No access
to
industrialize
d feeds

Homemade EN
Feeds

* Develop
nutritionally-

suitable formulas

with dietician.

4[ Gut Not Functioning ]__

No access
to PN

[V Fluids

Aminoven +
dextrose saline

Monitor and review
daily

Access to
PN

Parenteral Nutrition
(PN)

Until gastrointestinal
track can be safely
used

Monitor and review
daily

& COLUMBIA

Access to
industrialize
d feeds

Oral Supplements

Nourishing children. Saving lives. Strengthening communities.

Polymeric
industrialized
feeds
Elemental
industrialized

4[ Gut Functioning ]

industrialize
d feeds or
EN

Homemade Oral
Supplements

* INCAPARINA: sugar +
vegetable oil

+ Coconut milk
Egg fortified milk powder

Plumpy nut — a paste based
on peanuts

Ready-To-Use Therapeutic
Food - BP - 100

ATLC: Peanut, vegetable oil,
sugar, milk powder, whey,
maltodextrin, vitamins and
minerals




Homemade Supplements

Homemade oral supplements for patients

with cancer: descriptive analysis

Adriana GAROFOLO'
Fernanda Rodrigues ALVES? Homemade oral supplement: a proposal

Maria Aurélia do Carmo REZENDE® for the nutritional recovery of children
Rev. Nutr,, Campinas, 23(4):523-533, jul /ago., 2010 ' _ ’
. and adolescents with cancer
Much lower amounts of certain Fernanda Rodrigues ALVES’

mlcronutrlents Adrniana GAROFOLO'

Priscila dos Santos MAIA?

3 X Cheaper Fernando José de NOBRFGA‘
Both groups presented similar protein and ... (.. e 256731 748 et 200
energy intakes and improvements in

nutritional status

W COLUMBIA Nourishing children. Saving lives. Strengthening communities ) “P/W
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Syringe Feeding

w COLUMBIA Nourishing children. Saving lives. Strengthening communities 'v" "Pm




Conclusions : A neutropenic diet (Restriction of raw fruits and vegetables )did not

prevent infections, reduce mortality or change stool microbial flora in patients with
acute leukaemia.

Dietary Recommendations
* American Cancer Society Food Safety Guidelines
Only pasteurized dairy products

Uncooked fish, meat, and eggs and raw nuts

excluded
Ensured water; no tap water

Results We randomised 200 patients, 98 The RONALIC study will helo bust the




Pediatr Blood Cancer 20016:63:1339-1 348

A Framework for Adapted Nutritional Therapy for Children With Cancer in Low-
and Middle-Income Countries: A Report From the SIOP PODC Nutrition Working
Group

Elena ). Ladas, php, rD,"%* Brijesh Arora, mp, om,* Scott C. Howard, mp,* Paul C. Rogers, M,

5

Terezie T. Mosby, edn, ®o,® and Ronald D. Barr, Mg chg, mp’

The utilization of adapted regimens for the treatment of pediatric
malignancies has greatly improved clinical outcomes for children
receiving treatment in low- and middle-income countries (LMIC).
Mutritional depletion has been associated with poorer outcomes,
increased abandonment of therapy, and treatment-related toxici-
ties. Surveys have found that nutritional intervention is not incorpo-

programs based upon institutional resources may facilitate the in-
corporation of nutritional therapy into clinical care in a way that is
feasible in all settings. We present a framework for establishing and
monitoring of nutritional care based on the infrastructure of institu-
tions in LMIC. Pediatr Blood Cancer 2016;63:13359-1348. <206
Wiley Periodicals, Inc.

rated routinely into supportive care regimens. Establishing nutritional

Key words:  adapted guidelines; international outreach; low- and middle-income countries; nutrition; nutritional status

TABLE 1. Characteristics of Infrastructure and Personnel Service Line Levels Relevant for Selection of SIOP-PODC Adaptive Nutritional
Therapy

Service Level 0 Level 1 Level 2 Level 3 Level 4
TABLE 1. Mutritional Services for Each Level of Care Defined by SIOP-PODC
Service Level 0 Level 1 Level 2 Level 3 Level 4

Level nutritional care None Basic Limited Optimal Maximal

TABLE 1. Impact Variables for Nutritional Program Evaluation in Pediatric Oncology

Category Outcome varnables




Pediatric Early Warning Systems
(PEWS)

Clinical Deterioration in Hospitalized Children

Children with cancer and
blood disorders are at high-
risk for deterioration

* Onein three require critical care

A

Anticipated Recovery

. — during cancer treatment
needed to
status e sl Higher mortality during critical
Identification Early illness

& Mitigation Warning
Score

— Systems to facilitate early

 rat Rapid g s : :

orage | Fesvorse identification and action can
ampler improve outcomes

Team

Tume 2007, Brady 2013

St.JudeGlobal | Department of Global Pediatric Medicine | CRITICAL CARE Agulnik / 5



What are PEWS?
Pediatric Early Warning Systems

Systems to improve early identification of
clinical deterioration in hospitalized patients

PEWS Scoring Tool

3 Resuilt
Behavior / 'NemSieepa) S&eoydlmy‘ﬁen }mubledﬁtwlno * Lethargic, confused, wethout strength
Neurologic approprately not strmuiated * Unresponsve
* Patent 5 at baseine * Responds only 10 verbal 'Resm;o-dylopaw * Sequres
state of alerness stmul stk * Unreactive pupds or with ansocora
Cardiovascular | * Appropaate sion color | * Pale * Capdlary refill 4-5 * Mottled
for patent * Vasoddated weconds * Fil capdlary> 5 seconds
* Capllary refill < 2 * Capillary refil 3.4 * Moderate Tachycarda® * Severe tachycasda®
seconds seconds * Dimurushed penpheral * Symptomatc bradycardka
* Nomal perpheral * Mid wachycardia® puitet * lrreguiar thythm (not smus)
[l
MM *Wenn noral * Mid tachypnea® * Moderate tachyprnea® * Severe tachyprea®
parameters * Mid work of breatheng * Moderate work of * Resperatory rate below normal for age”
* No retractons (nacal farng mtercostal breathng (nasal flarng * Severe work of breathing (head-bobbng
* Normal breathng retracton) ntercostal retracton, thoraco-abdommnal dssocaton)
paten * Up 10 1 L of oxygen via grunting. use of * Oxygen via facemask with reservor (not
* Saturation >35% nasal canmda (NC) accessory musces) post-cop)
= Saturavon 90% -94% * 1-3L of oxygen via NC * > 3 L oxygen via NC
without oxygen * Nebulzaton every 4 hes | * Nebulzaton > every 4 hours
* Saturaton 83-39% * Saturation <30% with oxygen
without oxygen * Apnea
Nurse concern Not concemed Concemed
Family concern | Not concemed and Concemed or absent
present
TOTAL

St. Jude Global Department of Global Pediatric Medicine CRITICAL CARE




PEWS Algorithm

@ _’ - CoMnue routine care

o Momntor vital sigm every hous
e Notity the msrse coordinator and on-<all

AMManaoged by
Mospwtalt

phiysician

e Discuss the patient’s status as & group Consider

= Consider a higher level of care mtemiive Care
e Document interventions Comsulftotion

Additional evaleation criteria

e Patients who require more than 2 boluses
in previous 4 houwss

e Increased pain that exceeds the clinical
condition of the patient

o Chnical physbclan evaluation at patient’s P ——
bediide ru.)ﬂ.’ufo« ¥ ]
* Notity attending oncologint § temsive Core ]
* Divcuss the patiant™s status 4% & group — § Consuitation ]
* COMMBOUS Monitoring -------—"
o Document interventhons

'-------- — e omn e cem e eme e e -
1 Additional evalwation criteria |
1 « patients who reQU e CONTIMIOUS N JIng Cane ]
! for> 1 how

* Presance of systolic or diastolic hypotension 1

For immediate assistance at any time:

CALL the PICU: 255




The items and related sub scores of the modified Bedside Pediatric Early
Warning System score

Modified Sub score ranges
BedsidePEWS
score item
Respiratory rate Deviation from normal ranges (0: normal value to 4: 0 1 2 4
(breaths / minute) major deviation) by age group (0-3 months, 3-12
months, 1-4 years, 4-12 years, >12 years)
Respiratory effort Deviation from normal respiratory effort (0: normal to 4: severe 0 1 2 4
increase/any apnea)
Oxygen saturation Deviation from expected values (0: >94%; 2: <90%) 0 1 2
Oxygen therapy 0: room air; 2: extra oxygen (< 2L/min); 4: High flow nasal cannula or 0 2 4
non-rebreathing mask
Heart rate Deviation from normal ranges (0: normal value to 4: 0 1 2 4
(beats/minute) major deviation) by age group (0-3 months, 3-12
months, 1-4 years, 4-12 years, >12 years)
Capillary refill time 0: <3 seconds or 4: 23 seconds 0 4
Systolic blood Deviation from normal ranges (0: normal value to 4: 0 1 2 4
pressure major deviation) by age group (0-3 months, 3-12
months, 1-4 years, 4-12 years, >12 years)
Temperature Deviation from normal ranges (0: 36.5 °C—-37.5°Cto 2: < 36.0 °Cor > 0 1 2
38,5 °C

Adapted from Parshuram, et al. Development and initial validation of the Bedside Paediatric Early Warning System score. Crit Care. 2009;13(4):R135.



Validity of PEWS/EVAT

Validation of a Pediatric Early Warning Score

in Hospitalized Pediatric Oncology and gN”g“PX
Hematopoietic Stem Cell Transplant Patients 32{,’,2‘,3?&
e e ™Y validation of a Pediatric Early Warning System for Hospitalized

Pediatric Oncology Patients in a Resource-Limited Setting

Asya Agulnik, MD, MPH (0'?; Alejandra Méndez Aceituno, MD?; Lupe Nataly Mora Robles, MD*; Peter W. Forbes, MA®;
Dora Judith Soberanis Vasquez, RN®; Ricardo Mack, MD*7; Federico Antillon-Klussmann, MD, PhD®7;
Monica Kleinman, MD*®; and Carlos Rodriguez-Galindo, MD

* PEWS/EVAT is valid to predict need for unplanned ICU transfer in
children with cancer
— Scores elevated for 12 to 24 hours prior to PICU transfer

* Higher PEWS/EVAT at PICU admission predicts organ dysfunction,
higher severity of illness, critical interventions (mechanical
ventilation, vasoactives), and mortality

St.JudeGlobal | Department of Global Pediatric Medicine | CRITICAL CARE Agulnik et al PCCM 2016 and Cancer 2017



Impact of PEWS on Perceived

Mirtalitve AFfF Cava MiuimwvinAa MNAatAaviAavatian
Conclusion: Providers that care for children with cancer find PEWS valuable to improve
the quality of hospital care, regardless of hospital resource-level. Identified challenges,
including inadequate critical care resources and chalenges with technology, differ by
hospital resource-level. These findings build on growing data demonstrating the
positive impact of PEWS on quality of care and encourage wide dissemination of
FPEWS in clinical practice.

Keywords: cancer, critical care, pediatric oncology, early warning systems, dinical deteroration, qualitative analysis

' Dapartment of Gbbal Padlatric Medicine, St Jude Chiblren’s Rasearch Hospital, Memph&, TN, Unffad Statas, 2 Division of
Cualty of L and Palative Cana, 51 Jude Children’s Resaarch Hospifal, Mamphis, TN, Unitad States, & Dapartment of
Onoodogy, Uinddad Maconal de Onoslogia Padiidirica, Guatamala iy, Guatemala, < Department of Mursing, Unidad Nadional
e Onoologla Padldtnca, Guatemala Gity, Guatamala, 5 Dapartrmant of Critical Cang, Unidad Naclonal da Oncolagia
Padldirca, Guaternala City, Guatamala, 5 Franclsco Mamraguin University School of Madicine, Guatamal Cly Guafamala,

7 Dapartmant of Mursing Resaarch, 5t Jude Chilohen’s Reseanch Hospital, Mamphis, TN, Uinkad Statas, § Division of Critical
Cana, 5t Jude Children’s Rassanch Hospital, Mamphis, TN, Unfled Stafes



Improved Outcomes After Successful Implementation of a
. uwx Pediatric Early Warning System (PEWS) in a Resource-Limited
UNDAD NACIIAL ~ Pediatric Oncology Hospital
Im paCt on Patients i oot e e o W
Clinical PICU Patient-Days
Deterioration Events (Unplanned Transfers)
10 9,3 1600
% : p=0.003 <0.0001 PEWS
g 9 1400 | 1376 P . .
g 53/ . A0 — implementation
£ 6 §1000 - reduced clinical
@ 5 Z 800 3 .
§ 4 i deterioration
i 400 events and PICU
< 1 200 utilization
(8] 0 0 +— ! —— S
2013 2015 2013 2015
Year Year

St.JudeGlobal | Department of Global Pediatric Medicine | CRITICAL CARE Agulnik et al Cancer 2017




Impact on Patients

'.“ frontiers v

Impact of PEWS on Perceived
Quality of Care During Deterioration
in Children With Cancer Hospitalized
in Different Resource-Settings

Marcela Garza', Dytan E. Graetz", Erica C. Kaye®, Gia Ferrara', Mario Rodriguez”,

Dora Judith Soberanis Vdsquez*, Alejandra Méndez Aceituno®,

Federico Antillon-Kiussmann™*, Jami S. Gattuso”, Belinda N. Mandrell”, Justin N. Baker®,
Carfos Rodriguez-Galindo ' and Asya Aguinik'**

* Qualitative study about the
impact of PEWS/EVAT

* 83 interviews with medical
staff at St. Jude and UNOP

* PEWS seen as valuable to
improve quality of hospital
care, regardless of hospital
resource-levels

St. Jude Global

Department of Global Pediatric Medicine

St. Jude Children's
Research Hospital

CRITICAL CARE

O a

UNOPY(

oncowoa 2/ Dr. Marce Garza Dr. Dylan Graetz

FRU— Faculty, St. Jude Global
Positive Perception of Negative Perception of

Clinical Deterioration

Umited Material
’ Resources

Clinical Deterioration

N
N

communication

- - . Found at UNOP and St. Jude
Direct impact of PEWS Specific to St Jude
= = = Indirect impact of PEWS @ Svecific to UNOP

Garza...Agulnik, Frontiers in Oncology 2021




Impact on Families

Family
ﬁ * St. Jude Children's H HIH H
: o o Nithya Gillipelli  Dr. Dylan Graetz
. Medical Student Faculty, St. Jude Global
famil = g . 4 p . e
wnce"y‘ ‘ an%clpatory * Pediatric Early Warning Systems (PEWS) improve
uigance . . . . .
score : - provider-family communication from the provider
‘é T perspective in pediatric cancer patients experiencing
i . . . .
£ 8 8 clinical deterioration
e
§ 5
3 ° 5 Srinithya R. Gillipelli'* Erica C. Kaye' Marcela Garza® | Gia Ferrara®
8 § Mario Rodriguez* | Dora Judith Soberanis \"usqucz‘ Alejandra Mendez Aceituno®
° Federico Antillon-Klussmann®’ | Jami$. Gattuso® | Belinda N. Mandrell*
Justin N. Baker' | Carlos Rodriguez-Galindo® | Asya Agulnik’ Dylan E. Graetz®

* PEWS improves family -
provider communication by
including the family as part of
the care team

Providers

St.JudeGlobal | Department of Global Pediatric Medicine | CRITICAL CARE Gillipelli...Agulnik, Graetz Cancer Medicine 2022



Impact on the Institution

Cost-Benefit Analysis of Implementing a Pediatric Early Warning
System at a Pediatric Oncology Hospital in a Low-Middle UNOle
Income Country ONCOLOOA 2

PEDIATRICA

Asya Agulnik, MD, MPH ' Federico Antillon-Klussmann, MD, MMM, PhD??; Dora Judith Soberanis Vasquez, RN?; o °
Rosa Arango, MBAZ?; EImer Moran, MA?; Victor Lopez, MD?; Carlos Rodriguez-Galindo, MD'; Dr' N“:khlll Bhakta
and Nickhill Bhakta, MD, MPH 2 Faculty, St. Jude Global

* Cost of PEWS implementation at UNOP in 2014 was ~$14,000
— $7 per hospital admission that year

* Implementation of PEWS resulted in a cost-savings of over $350,000 in 2015

Conclusion: Implementation of PEWS can improve quality of care
and reduce hospital costs though reducing unplanned PICU transfer

St.JudeGlobal | Department of Global Pediatric Medicine | CRITICAL CARE Agulnik et al Cancer 2019




F
Proyecto EVAT Implementation Outcomes .

Since April 2017:

> 11,100 nurses and physicians trained in PEWS
> 41,000 hospital admissions benefited from PEWS use in their care

EVAT

St.Jude Global | Department of Global Pediatric Medicine | CRITICAL CARE Agulnik et al, Cancer, in press



