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Welcome toIlssue 10of 2025,
ICCI's newsletter. We are excited to share with
you the updates & key work done in the last six months.

In this newsletter, we are sharing an update
on the ICCI meetings and a summary of the key projects
undertaken by our eleven taskforces.




{%’ ccl,

Cancer Initiative

TABLE OF CONTENTS

Creation of web portal 3
Key focus on ICCIl website 2
Comprehensive standards and guidelines 6

for pediatric psycho-oncology services

Position Statement 8
Nursing Core Group Meeting 10
Delphi Consensus for guidelines 13

on survivors of child leukemia

Nation Essential Medicine List 15

ICCl at PHOCON - PHOSSCON 17

ICCI Taskforce and Taskforce Chairs 19




® ICCl

" Indian Childhood
~ y Cancer Initiative

Creation of Web portal

September is recognized as Childhood Cancer Awareness Month
and the ICCI website was launched on 1st September 2024.

The purpose of the welbsite is to create a one stop platform for all
information on childhood cancer. Please see the welbsite at
www.indiachildcancer.org and give feedback.
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Access Support

@  We have mapped government schemes available in
30 states and UTs available for childhood cancer and collated
information on N.G.Os helping children suffering from cancer in
31 states and UTs of India.

@ This information is uploaded on the ICCI welbsite, so that it is
easily accessible to patients, caregivers and health care
providers, under Access Support section.

Access Support
Home ¥ Access o Support
: Kerala @
Kerala
Home ¥ Access Support 3 ool
Government Schames ~
Central Government Schames Stote Government Schames
@ |155K Reod More
PUMNAF Reod More
Rastriya Arogya Midhi {RAN] Read Mors
DOr, Ambeckar Medical Al scheme Feod More
Hioalth Ministar's Discrotionory Grants Rood More
Ayiithmean Bharat Read Mars
Kerala
Home » Access Support > Ferol
Government Schemes ~
N.G.Os 5
@ Buttarfly Concor Core Foundetion Read Moro
PRATYASHA - Cancer Children's Walfare Sociaty Read More
Leukemin Crusaders Read Mare
Cuddles Foundation Read Mare
Hope Child Cancer Core Foundation Read More

Caring far Humanity Read Mare
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Policy and Guidelines on Childhood Cancer
We have uploaded information on policy and guidelines available
for childhood cancer from sources like Government of Indig, ICMR,

WHO, PHO IAP, NCG etc.
More information will be added under this section soon.

:-% IC CI @ +91-99 5359 1580 B4 contact@indiachildcancer.org
* r .-II..n: I-In !Ll .:.I 'If.'-.I
Home About Childhood Cancer v~ ~  Access Support Training~ Policy & Guidelines~  About ICCl~ Contact

Government of India

Home » Policy & Guidelines > Covernment ol India

@ Rajya Sobha Report on Cancer Care plan & management:
Prevention, Diagnosis, Research & Affordability of Cancer & Government of India
treatment, September 2022,
Source - Rajya Sabha Secretariat. Government of India, New Delhi [ Indian Council of Medical
Year - September 2022, Research
R ™ 4 World Health Organization
> {, h Download PDF & g
S 2 National Cancer Grid
Training

An important section on the ICCI welbsite is on training. We will

be uploading training material available under seven categories
listed below. The training section will have information on courses,
workshops, you tube videos available for parents/care givers and

health care professionals.
«J Data and Registry (Uploaded)

28 1cCl sommsimn  swsswsemes (7 NUtrition (Uploaded)
e R @ Research (Uploaded)
For Parents, Carers, and Public
P S @ Psycho social (Uploaded)
 Palliative Care (Work in progress)

 PHO Fellowship (Work in progress)

« Nursing (Work in progress)




Comprehensive standards :,% ICCI
& guidelines for pediatric 2/ Inien Chidnoo:

pSYCho—onCOIOQY services Cancer Initiative

R

Develop comprehensive standards and guidelines for
pediatric vpsycho-oncology services.

A key focus area of the psychosocial taskforce is to develop
comprehensive standards and guidelines for pediatric
psychosocial services. To achieve this we brought together key
stakeholders, including experts in pediatric oncology, psychologists,
social workers, and representatives from relevant organizations, to
collaboratively develop the same.

A two day meeting was held on the bth & 6th September 2024, at
Radisson New Delhi. The meeting was attended by 50 participants.
The two days of the meeting were focused on group discussions
and breakout sessions on key areas of psychosocial oncology
services. Six focus areas were identified, namely:
Evaluation/triage/referral

Interventions

Manpower and Training

Survivorship/reintegration

End of life/palliative care
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Sibling and caregiver support

Next Steps:

@ The first three areas will be prioritised after which the next
three will be targeted. Regular meeting will be planned with
the groups for updates

@ Atask list for each of the working groups will be created to
ensure standard formats for all verticals of the guidelines
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Breakout
sessions

Discussion on the topic Display of the notes discussed
assigned to the group at the breakout sessions
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Position Statement:
Delivering psychological and social support to children with
cancer in India and their families

As a first step to advocating psycho-social care in pediatric
oncology, the ICCI Psychological and Social Support Taskforce
proposes a position statement emphasising the need for @
comprehensive approach beyond medical treatment, advocating
for a robust interdisciplinary support system for young cancer
patients and their families in India.

Policy:

Delivering psychological and social support to children with cancer in India and
their families: a position statement from the social and psychological taskforce of
the Indian childhood cancer initiative

5 Dec 2024, ecancer

Rhea Daruvalal, Ruchira Misra, Bindu Nair, Hiba Siddiqui, Usha Banerji, Valerie M Crabtree and Ramandeep Singh Arora

You can read the article at

https://doi.org/10.3332/ecancer.2024.1812
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Position statement

The taskforce identified eight priority areas essential for
addressing the psychosocial needs of pediatric oncology
patients & their families.

Every child with cancer should have holistic care

Every child with cancer should have early assessment and intervention
of their psycho-social needs

R

Promotion of interdisciplinary collaboration is essential for delivery of
social and psychological care to these children

Encouraging community outreach and education to raise awareness at
the community level about pediatric oncology and psychological and
social aspects associated with childhood cancers

Advocate for policy to include psychological and social support services
in pediatric oncology

Encourage research and innovation in psycho social aspects of pediatric
oncology that are culturally sensitive and relevant

All children with cancer should have access to psychological and social
support services

There should be standards for psychological and social support in
pediatric oncology centers
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At the National Pediatric Haematology Oncology Nursing
Conference held on 19th-20th February, 2024, It was also
decided that there’s a need for the formation of a professional
organization for pediatric hemato-oncology nurses in India that
serves as a platform to empower nurses to define, advocate,
promote and practice the highest standards of nursing care for
children and youth suffering from cancer and blood disorders.

A closed group meeting of 15 participants was held in TMH,
Mumlbai, 2nd September 2024, to take the work forward.

Discussion was held on proposed constitution of the group,
feedback from the last national conference, planning for the
next national conference, assessment of baseline standards for
PHO Nursing care in India, work on proposed nursing training
module and content for ICCI website.

The formation of a separate nursing body was proposed with
it's name, vision, mission and Objectives.

Proposed name of the nursing body:
IPHONA
(Indian Pediatric Hematology Oncology Nursing Association)

Proposed Vision
To build a future where all children with cancer and
blood disorders receive highest standard of nursing care
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Proposed Vision

To create a forum of professional nurses in India to train, empower,
support, advocate, provide evidence-based care & opportunities
to undertake research in order to optimize outcomes for children
with cancers and blood disorders and their families throughout
the continuum of care.

Proposed Objectives:

@ To create a network of professional nurses who are competent
to provide holistic care to children with cancer and blood
disorders in India

@ To develop and implement nurse led research programs to
improve outcome for children with cancer and blood disorders
To develop nursing quality indicators and implement quality
improvement projects to ensure quality and safe nursing care

@ To collaborate and build partnerships with other healthcare
professionals, organizations and communities

@ To develop structured training programs for nurses to improve
knowledge and enhance skills

@ To empower nurses to educate and advocate for patients
and their families.

@ To facilitate self-care and psychological support to nursing
colleagues
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child leukemia

A round 1Survey on “Delphi
Consensus For Guidelines on
Survivors Of Childhood Leukemia
in India” was conducted with the
efforts to adapt the COG guidelines
for childhood cancer survivorship
care to India through a Delphi
consensus.

To review the round 1 survey results
a two-day meeting was held at
AIIMS, New Delhi, on August 3-4,
2024, along with the INPHOG late
effects sub committee and PHO.
The agenda included discussions
on proposals for Phase Il and other
studies on cancer survivorship and
late effects, as well as Delphi-based
guidelines for long-term follow-up
on ALL, AML, and CML—key projects
of the survivorship taskforce.

Survivorship & Late Effects Meeting — AlIMS, New Delhi, 3rd August 2024
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Subsequently, a round 2 Survey on “Delphi Consensus For
Guidelines On Survivors Of Childhood Leukemia In India” has
been conducted in October 2024, included revised questions
based on the first round's analysis.

Experts received aggregated responses from Round 1 and were
asked to reconsider their ratings after reviewing feedback and
discussions. This final round aimed to achieve consensus on
adapted childhood cancer survivorship guidelines for India.

Survivorship & Late Effects Meeting — AlIMS, New Delhi, 4th August 2024
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One of the key focus area of Drugs and Diagnostics taskforce is

to determine potential gaps of anticancer drugs for childhood
cancer listed in India’s National List of Essential Medicines (NEML;
2022) as well as EMLs for states and union territories in comparison
with the World Health Organization's Essential Medicines List for
Children (WHO EMLc; 2027

Percentage of Drugs
available w.r.t WHO EMLc

B 0%-25%
W 26%-50%
M 51%-75%

76%-100%

Of the 44 medicines in WHO EMLc, the availability in NLEM was 67%,
and 5-82% (median 49%) across state/UT EMLs with availability
7% in Mizoram and Nagaland, while Rajasthan and Odisha listed
more medicines than NLEM. 13/44 medicines on the WHO EMLc list
were mentioned in less than 10% (Realgar-Indigo naturalis,
tioguanine, pegasparagase, rasburicase, nilotinib, procarbazine,
all-trans retinoic acid, arsenic trioxide, dasitinil, pegylated
doxorubicin, everolimus, peg-filgrastim, vinorelbine) while 3/44
medicines (dexamethasone, prednisolone, hydrocortisone)

were mentioned in more than 90% of the state/UT EMLs.

d
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Of the 26 WHO GICC tracer cancer medicines, availability was 88%
in the NLEM( pegasparagase, rasburicase,peg-filgrastim absent)
and it ranged from 8-100% (median 83%) across state/UT EMLs.

DRUGS AVAILABILTY ACRDS5 STATES
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Hydrocortisone
Prednisolone
Dexamethasone
Methotrexate
Methylprednisolone
Allopurinol
Etoposide
Carboplatin
Cyclophosphamide
Doxorubicin
Fluorouracil {5-...
Cisplatin
Vincristine
Calcium Folinate...
Imatinib
Paclitaxel
Vinblastine
Bleomycin
Oxaliplatin
Filgrastim
Ifosfamide
Dacarbazine
Rituximab
Hydroxycarbamide...
Mesna
Daunorubicin
Asparaginase
Cytarabine
Irinotecan HCI
Dactinamyein
Mercaptopuring or...
All-trans retinaic acied
Arsenic Trioxide
Dasatinib
DPoxorubicin (as...
Everolimus
Peglilgrastim
Vinarelbine
Nilotinib
Procarbazine
Pegaspargase
Rasburicase
realgar-indigo..,
Tioguanine
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At the 27th annual PHOCON (Paediatric Haematology Oncology
Conference) & 8th PHOSSCON (Pediatric Hematology Oncology
Support Services Conference) held in Jammu on 22nd-23rd
November. ICCI presented the work done by its taskorces and
how to engage with ICCI.

KEY FOCUS AREAS

Wiy this Tasks farce

This pack foece hias heef 528 UF with th purpose et

o eerabiishysurvivarship clinfes in all canger centers &
duidelings far-folow Lp care.”

Presentation by Information and Awareness Taskforce Presentation by Survivorship & Reintegration taskforce
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We are happy to share that many ICCI stakeholders
presented at the PHOCON-PHOSSCON 2024 as faculty and
conducted various sessions according to their expertise.

Sripriya Mahesh (Nutrition)

Rhea Daruvala, Hiba Siddiqui, Ruchira Misra, Michelle Normen (Psychosocial)

Rasmi Palassery, Shilpi Chauhan (Information & Awareness)

Vasudeva Bhat, Shivani Chauhan (Financing and Policy)

Maharshi Trivedi, Haresh Gupta (Drugs and Diagnostics)
Maya Prasad (Supportive Care)

Shruti Kakkar (Access to care)

Vandana Dhamankar, Chandan Kumar (Survivorship & reintegration)

Sindhu Nair, Surya Sukumaran, Puja Srivastava (Nursing)
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In the last six months, ICCI welcomed few new taskforce chairs
as the existing ones stepped down from their role. We now have
have 11 task forces as we have divided the Continuity of Care
taskforce into Palliative Care and Survivorship and Reintegration
separately.

Dr. Vasudev Bhat Dr. Maharshri Trivedi
(Pediatric oncologist) (Pediatric oncologist)
at Kasturba Medical College, at The Gujarat Cancer and Research
Manipal, stepped as the new chair Hospital, Ahmedabad, is the new chair for
for Finance and Policy taskforce Drugs & Diagnostics taskforce

Dr.Archana lyengar Dr.Vandana Dhamankar

(Pediatric Palliative Care Consultant) (MD, Deputy Director General,
Medical Affairs)

Pain relief & Palliative Care Society,
Hyderabad, is the new chair for Director Survivorship and Rehabilitation,
Palliative care taskforce Indian Cancer Society is the new chair for
Survivorship and Reintegration taskforce
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Taskforce

Chair

Email

Financing and Policy

Vasudev Bhat

Shalini Jatia

vasudev.bhat@manipaledu

shalinijatic@hotmail.com

2 Information and awareness Sonal Sharma, sonalsharma@cankidsindia.org
Rasmi Palassery rasmipalassery@gmail.com

3 Psychosocial Support Bindu Nair bindu@arohonline.org
Ruchira Misra ruchiram@gmail.com

4 Survivorship and Reintegration  Vandana Dhamankar vandana@indiancancersociety.org
Chandan Kumar chandankumar@resonancehealth.org

5 Palliative Care Veronigue Dinand verodinand@gmail.com
Archana lyengar drarchanaravikiran@gmail.com

6 Supportive Care Maya Prasad maya.prasad@gmail.com
Vasudha Rao vasudha_19@yahoo.com

7 Data and Registry Venkatraman Radhakrishnan  venkymd@gmail.com
Jennifer Lowe jennifer.allisonlowe@gmail.com

8 Research and Clinical Trial Amita Mahajan mahajanamital@gmail.com
Yamini Krishnan yaminikrishnan2@gmail.com

9 Drugs and Diagnostics Maharshi Trivedi drmaharshi@yahoo.com
Haresh Gupta hareshgupta@cankidsindia.org

10 Access to care Shruti Kakkar drahujashruti@gmail.com

Dhanshri Pradhan

dspradhanl4@gmail.com

n

Workforce and Training

Vikramijit Kanwar

Sindhu Nair

vikramjitkanwar@gmail.com

sindhu nair@rediffmail.com




