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Welcome to the second edition of
ICCI's newsletter. We are excited to share
with you the updates and key work done in the

last three months. In this newsletter, we are sharing

an update on the ICCI meetings and a summary of the
goal statement and key focus areas of our ten taskforces.
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The logo for ICCI, was finalised on the 12th March 2024, ofter
sharing three drafts with the all the memlbers of ICCI taskforces.

:./% Indian Childhood
' 4 Cancer Initiative
What does the logo mean?
The four petals in the flower, similar to periwinkle, which is the
most commonly used cancer drug for children, signifies the four

important partners involved in the journey of child suffering
from cancer

Health Professionals Government

v
&)

Child suffering from cancer

Civil Society & Caregivers Technical Partners

The golden ribbon is the child suffering from cancer, who is the
centre and the most important stakeholder.
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ICCI Governance Council & Taskforce Chairs Meeting
29th & 30th April 2024 9 Novotel, Mumbai

First Governance Council meeting on 29th April 2024 in Mumbai

We conducted the first in person meeting of the Governance Council
members on 29th April in Mumbai. The meeting was a great opportunity for
the Governance Council members to meet, interact and work together on

strengthening the council. It was also an ideal platform to apprise the council
on the work done by ICCI in the last one year.

The topics of discussion in the meeting were:

¥4 ICCI - Ssummary and progress so far

%% ICCI - Structure and Processes

ICCI — Funding and Budget

ICCI — SWOT analysis

Summary on Strategy and Roadmap based on SWOT Analysis
Governance Council SOPs, TOR, Members

a8 88
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ICCI Governance Council & Taskforce Chairs Meeting
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Governance Council and Taskforce Chairs meeting on 30th April
in Mumbai
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It was the first meeting where the Governance Council met the
Taskforce chairs.

Day 2 of the meeting was dedicated for the taskforces, where the taskforce
chairs presented their key focus areas, ongoing projects, potential targets
and projects about to initiate.

The individual budget for each taskforce for July 2024 to June 2025 was also
discussed.

Feedback on the work planned and the budget was taken from the council
and other taskforce chairs and core members.

A summary of the Governance Council meeting done a day before was
shared with the taskforce chairs.

The chairs who couldn't make it to the meeting physically, presented their
session online.
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Goal statement
To provide timely and standardized optimal multidisciplinary supportive care.

Key Focus Area

@® To develop consensus guidelines/SOPs for nutrition assessment & management
® To optimize management of fever and febrile neutropenia
® Template for febrile neutropenia management

1. Fever Registry

2. Quality Improvement initiative

3. Implement and test PEWS

@® Implement infection control bundles/ WHO Hand Hygiene

Supportive Care
taskforce meeting
on infection control

25th May, Bengaluru
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Goal statement
To increase the utilization of protocols and the percentage of children on
trials/Aims at promoting research related to childhood and adolescent cancer

Key Focus Area

® Developing and delivering training and research content for patients,
caregivers, CRCs, and research staff to enhance cancer registry management
and patient engagement

@® To do the Childhood Cancer Research Priority Setting Exercise (PSE) by d
collaborative effort to identify research priorities and develop protocols for
childhood cancer research

® Creation of a Clinical Trial Unit dedicated to Childhood Cancer with Human
and Other Resources

RESEARCH TRAINING RESOURCE
RESEARCH TRAINING RESOURCE

(I11) For Researchers and Clinical Investigators
(I1) For Frontline Research Staff

[ + ~ © This webpage offers a free
_ National Cancer Grid Clinical Trial
goes B Network course. Simply create an

account to start the self-paced
learning

Annual Biostatistics and Clinical Re: h Methodology C

S e e Source - National Cancer Grid Clinical Trial Network (NCG CTN) by NATIONAL
Source - TMC Kolkata CANCER GRID
Link - https://tmckolkata.com /in/biostatistics-clinical-research-methodology- Year Created - 2018-2020

Link - https://ncgeducation.in/course/index.php

Glimpse of Research Training Document
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Goal statement
To spread awareness of childhood cancer and to involve patient &
parent groups in awareness and decision making

Key Focus Area

@® Develop and/or collate IEC materials in different languages and different
mediums including on awareness of signs, symptoms, reducing stigma
and myths, survivorship, etc.

® Create a One stop Web portal to disseminate IEC and all other ICCI
generated information

® Create unified content calendar of relevant national and international events

Unified Childhood Awareness Calendar

Samples of available IEC
material

E3
Family

Handbook

Unified Childhood Samples of available
Awareness Calendar IEC material



292 1CC

Indian Childhood
\ ’ Cancer Initiative

SR R -
36 14 1l

members hospitals civil societies &
other organizations

Goal statement
Every child & their families with cancer should have the assessment of their social

& psychological needs and access to holistic social support as per their needs

Key Focus Area

® Publish a position statement on psychosocial support

® Creation of special interest group for paediatric psycho oncology
® Mapping - Food/ Nutrition, psychology services, social workers etc.

® Develop and implement standardized psychosocial assessment tool/
pathways/processes, including education and training

Monthly discussion meetings by the Special Interest
Group of Paediatric Psyco Oncology (SIGPPO)
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Goal statement
To achieve quality & timely care through structured/ strategic plans
& adequate resources

Key Focus Area

® Create a comprehensive resource document for all the funding -
Govt, NGO, CSR, Crowd Funding and increase visibility

® Make a list of NGOs for all hospitals and the support they provide

@® Country Collaboration for Childhood Cancer Control (C5) Tool consists of 5
modules and provides a platform for sustainably improving childhood cancer
outcomes in low- and middle- income countries. We plan to do two modules
of cb tool, ¢l — National Context and Indicators and c2 — Mapped Institutions,
Organizations & Roles in the next six months.

® Undertake a costing exercise to determine cost of cancer treatment

Jervi St. Jude Global
%‘ﬁ GJ €5 Template | Module Overview L ¢

SJCARES
lEFD‘I‘)‘

\ Country Collaboration for Childhood Cancer Control Tool (C5)

Govt Funding available in Kerala

A Tool Supporting Notional Priority-Setting, Cancer Control Planning, and Collaborative
/ Svstems Chenoe throuah Partner Enpogement and Susterns Science

An example of how the information Country Collaboration for Childhood
on available government schemes Cancer Control (C5 Tool)
will appear on ICCI website
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Goal statement
To develop well defined referral pathways, networks and linkages in each state

Key Focus Area

® Map all the centers across the country

® Develop the IEC material for use at grassroot level (PHC, CHCs etc.)
® Define guidelines for pediatric cancer centers

® Setting pediatric oncology standards
@® Update the NTP-PPO g

OPERATIONAL GUIDELINES

. Rashtriya Bal Swasthya Karyakram (RBSK)
Child Health Screening and
~ Early Intervention Services under NBHM

2

i

'Early Diagnosis
of Childhood Cancer

Ministry of Health & Family Welfare
Government of India

cal
£# Organization FEBAUARY, 2013

Operational guidelines of RBSK on

Module on Early Diagnosis of Child Health Screening and
Childhood cancer by PAHO Early Intervention Services



ICCI

Indian Childhood
Cancer Initiative

'.‘
members hospitals civil societies &
other organizations

Goal statement
To develop and implement training and accreditation of all verticals of

pediatric oncology workforce

@)L

K ey F o c u s A re q NATIONAL PEDIATRIC HAEMATOLOGY ONCOLOGY

NURSING CONFERENCE 2024

@ Crthe Nursing Apex body Trlurlsfurmingpruch'cesltulf-'.'»:-'ufr'(y.'
Shaping the Future of Pediatric Oncology
and decide priorities

_ ) Flyer for The
® Expanding and scaling up National Pediatric
the available courses and 19" - 20° February, 2024 Haematology
Venue: JLN Auditorium, AIIMS, New Delhi - 110029 .
to do need assessment &  ommmnimsdby Oncology Nursing
Indian Childheod Cancer Initiative (ICCI)
Woarkforce, Accreditation & Training Taskforce conference

identify gaps in training
® To do need assessment

Gnd Identlfy ngS InC|UdIng Et.JudEGloil?:lg;:[fhp:';::’:idsKidsCan

Workforce mopping Mﬂslullnﬂ‘hauhnn.:";lp;t’;::’;'; | D +31+ GRTIOETOSS

E-miail: contact@indi

The National Pediatric Haematology Oncology Nursing Conference,
19th-20th February, 2024 at AIIMS, New Delhi
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Goal statement
To generate recommendation for uninterrupted supply of good quality

drugs and diagnostics

Key Focus Area
® Random testing for drug quality.

® Compilation of national essential medicine list- childhood cancers
1. Compiling of all available states and UTs list of anticancer drugs is done

2. Comparing of WHO EMLc with all states and UTs
3. Final analysis will be done after the compilation

m The selection and use of essential medicines

THE MEGHALAYA
ESSENTIAL DRUG LIST

202

- 3 World Health Organization

B || Model List of Essential Medicines
"""" for Children

oooooooo
........
oooooooo

oth list

(2023)

P
Meghalayan MEdiFa| Drugs & Services Limited FEXN World Health
H“Mmfrﬁﬁﬁm Wy Organization
Essential Drug List of List of Essential Medicines for

Meghalaya, 2023 Children by W.H.O, 2023
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Goal statement
To facilitate the collection of high-resolution data on pediatric cancer

Key Focus Area

® Establish a REDCAP Database for collecting HBCR data and implement a
Backup Server to ensure data security and integrity

® Training CRCs, Data Managers, and Cancer
registry staff for accurate data entry and
management in the HBCR database e et (P A 3 WO o8 WOST Ba
CHILDHOQOD CANCER REGISTRIES (HBCCRs) IN INDIA

® Increase centers contributing data to HBCR oATA CouSCTION Form

Fatient Mumber ...
A, Essential Infarmation IPUTES s Fom Fay b COMESeRE o 5 MSSIOn LB FEREr D Igits)
SICARES 1D .. FrsiName . ... — .. LAGL Name .

Dete of birth: ..o J

Are you attempting o repcrt e secand cancer in
OYes O Na

Okel= DFemae Ofiher
apetient who wes previausly registered”

BT i ea, i i 0 mil e mdgcad wmzr Do
wous contim tnia b aomrme? (0 Tes Do

B. Demographics more: v sag hnapion)

__ EeareProvieem -
.. o Cuntnown 0 packned 1o responc Ol rotapalicabie

Eehricgreup: [epasty) Duniensurm O Deslined ts respamd 1 Natsmplieskls

Parar iy Primany Camegiuer Hame: .. oo

ParereDrimary Caregiuer Mighest Edueation:
[= T O 1-Byeare [zrade ehoal) C19-12 paars [high trhos, O
leval), bue sid mast graduate
O Cormp letad hgh D] Trarungs after Bagh sehoe| | LI College graduste
cemool [GED/N-evale ather than colicge
{vaeabienaViern munity ieleg )
O Post-graduate lavel O Urikranrs
PereriyComtact infurmetion
Bt SR8 AUTBES e mocon e o ecmss s« BEEEE AR SORES et e
C. Diagnaosis (BT s form mmay be cannplobee 13 mart by ok adimissivad
Date ofintial onsel of cances-related symptoms: ... S
Date of Fist Medical Aosessment for cancer associeted symploms, S
Does the m\mnawamﬂﬁr\(elmlnmls OvesO wéuren
pate of diagnosis: ... ..

Best method cﬂ'dlams (setect the highest in the hisrmrchy & me itk déognosis fdethods were wsed.
(LOWES L Chnicw exam, dighes & noasy/peath ceruficore)
O O mical examiation
O Lab ezame [including tumos markore)
O imaging

REDCAP Server installed in Chennai Data Collection Form for
HBCR and PBCR in India
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Goal statement

To establish pediatric palliative care programs in all pediatric cancer centers.
To establish survivorship clinics in all cancer centers and develop guidelines
for follow up care

Key Focus Area (Palliative Care)

® Map all existing pain and palliative care services in India

® Publish a position statement on palliative care

® Train and educate health care professionals on palliative care

® Develop guideline for palliative chemotherapy and palliative radiotherapy

® Develop SOPs on PPC services

Key Focus Area (Survivorship and Reintegration)

® Rehab introductory session for Patients, Survivors & Health Care Professionals
@® Develop national surveillance/follow-up guidelines.

® Develop position statement on fertility preservation

® INPHOG C2S study expansion to capture national survivorship data

® Conduct research studies to understand the long term effects of
childhood cancer treatments and survivorship outcomes in India

® Establish fertility preservation working group

Indian Childhood Cancer Initiative (ICCI)

g Nukleus, 501& 501A, Salcon Ras Vilas, Saket, New Delhi — 110017
contact@indiachildcancer.org




