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One Retinoblastoma World

Virtual Conference d¢ October 3-4, 2020

HOSTED BY:

World Eye Cancer Hope, International Retinoblastoma Consortium,
Canadian Retinoblastoma Research Advisory Board, Canadian Retinoblastoma Society



World Eye Cancer Hope

Life and Sight for Every Child

World Eye Cancer Hope was inspired by two little girls born worlds apart who were
united through their experiences with retinoblastoma.

Daisy’s Story

In England, Daisy was 13 months old when cancer was found in
both eyes. Sadly, her first eye was removed just two months
into treatment. In a last attempt to save her second eye, her
family took her to Canada. The Daisy Fund was set up to raise
money to meet the costs of treatment and living in Canada for
15 months. Despite successful treatments, complications led to
Daisy’s second eye being removed in February 2004, a month
before her fifth birthday.

Rati’s Story

In Botswana, Rati’'s cancer was initially missed, but later ,
diagnosed in one eye, which led to its removal when she was 11 S
months old. Her doctors considered her cured, but 19 months ]
later the cancer was back. Rati’s parents connected online with
Abby White, a retinoblastoma survivor living in Oxford, UK. A
search for help led to The Daisy Fund providing funds for care.
Rati responded well to treatment, but after a year in remission,
the cancer returned, and no more treatment was possible. Rati passed away on August
21, 2006. She was four and a half years old.

World Eye Cancer Hope evolved from the generosity of ,

Daisy’s family and the agony of Rati’s loss, creating light within £ o

the darkness cancer brought to their lives. Daisy, Rati and their

families inspire us every day on our journey to develop high

guality sustainable care that protects life and sight for every

child fighting retinoblastoma, brings hope to their families and WE C Ho e
life-long care to all survivors.
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World Eye Cancer Hope

life and sight for every child

World Eye Cancer Hope is excited to welcome families, survivors, patients and medical
professionals to One Retinoblastoma World 2020! While we wish everyone was
gathering in person in Ottawa, we are confident that you will enjoy, learn and connect
virtually with our international retinoblastoma community.

World Eye Cancer Hope extends a heartfelt thank you to our Canadian partners, whose
collaboration, enthusiasm and professionalism have been wonderful to work with. The
International Retinoblastoma Consortium, the Canadian Retinoblastoma Society, and
the Canadian Retinoblastoma Research Advisory Board have worked tirelessly to
ensure the conference continued virtually to bring this important meeting to life. A
special thank you to the planning committee for your dedication to making One RB
World 2020 a success!

Having attended One Retinoblastoma World in Dublin in 2016 and in Washington D.C.
in 2017, | have witnessed the ongoing collaboration between medical professionals and
survivors and families internationally. Working groups, support groups and friendships
are built at these conferences, and it is a testament to the participants who have
maintained these valuable relationships through the years. These partnerships will
continue to flourish during our virtual meeting, and new attendees will be welcomed into
this unigue community. | encourage participants to use the networking sessions to meet
new people and reconnect with those you have not seen in years. The global
retinoblastoma community grows and is strengthened by these relationships.

Please save the date for the 2021 One Retinoblastoma World Conference, scheduled
for October 19 — 21, 2021 in Honolulu, Hawaii. One RB World will precede the
International Society of Pediatric Oncology (SIOP) World Congress and is currently
scheduled to be held in-person. We will provide as much advanced notice as possible if
this plan changes. Registration for One RB World 2021 will open in Spring 2021.

Thank you for joining us for this year's One Retinoblastoma World. We look forward to
spending the next two days with you, and working alongside all of you to provide life,
sight, and hope for all children with retinoblastoma.

Marissa D. Gonzalez

Bilateral Retinoblastoma Survivor

President and Founding Board Member, World Eye Cancer Hope USA
Event Chair, One Retinoblastoma World 2017 and 2021
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IRBC

International Retinoblastoma Consortium

The International Retinoblastoma Consortium (IRBC) is a charitable organization run by
volunteers committed to enhancing retinoblastoma patient care and research.

IRBC promotes health by:

1. Providing evidence-based clinical practice guidelines for retinoblastoma

2. Providing DEPICT HEALTH — an eHealth communication tool that facilitates
effective, timely communication across the circle of care — to retinoblastoma
treatment centers

3. Funding and advancing retinoblastoma research

Canadian Retinoblastoma Society

The Canadian Retinoblastoma Society (CRBS) is a federally incorporated charitable
organization run by a team of committed volunteers for the benefit of Canadians
affected by retinoblastoma. CRBS is dedicated exclusively to education, advocacy, and
support for Canadian retinoblastoma families.
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Canadian Retinoblastoma Research Advisory Board

The Canadian Retinoblastoma Research Advisory Board (CRRAB) was created in
response to the need for inclusive, high-quality, and translatable research. The general
membership includes people affected by retinoblastoma (e.g., survivors, the immediate
family of someone diagnosed with retinoblastoma, etc.), clinicians, allied healthcare
providers, researchers, patient engagement experts, and policymakers.

CRRAB'’s aim is to create meaningful, co-directed retinoblastoma research that is
relevant to patients and improves outcomes.
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One Retinoblastoma World

We are delighted to welcome you to One Retinoblastoma World 2020, a global network
with the bold idea that all children with retinoblastoma can have equal access to optimal
care. As the local meeting co-hosts and representatives of the Canadian
Retinoblastoma Society, Canadian Retinoblastoma Research Advisory Board and the
International Retinoblastoma Consortium, we are thrilled by the opportunity to showcase
some Canadian stories exemplifying the meeting’s central theme of strengthening
partnerships between survivors, families, researchers, and medical professionals.

This year’s conference offers attendees educational and networking opportunities with a
focus on building connections and collaborations to improve care for all children,
survivors and families. To this effect, each panel session is co-led by a patient (i.e.
survivor, family member) and non-patient (i.e. researcher, medical professional)
representative, with session topics informed by an online survey of the global
retinoblastoma community. Planned child life activities will ensure that even our littlest
attendees are provided with the opportunity to engage and be heard.

As the fifth — and first virtual — meeting of this event, we are excited to have more

than 140 survivors and family members in attendance, as well as over 50 medical and
research professionals. Following in the footsteps of One Retinoblastoma World London
(2012), Toronto (2014), Dublin (2016) and Washington (2017), we are confident this
meeting will help us progress in our goal of improving outcomes for those affected by
retinoblastoma globally through shared learning, novel partnerships, and identification of
practical solutions to grow effective infrastructure, facilities, resources, knowledge and
skills.
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Thank you for joining us for this year's One Retinoblastoma World. We look forward to
spending the weekend with you, and working alongside all of you to provide life, sight
and hope for all affected by retinoblastoma.

Follow the conference on social media using
#OneRetinoblastomaWorld2020.

Dr. Helen Ivana Genevieve Dr. Brenda
Dimaras Ristevski Savoie Gallie

Scientist, The Hospital Parent-in-Research, President, Canadian  Ophthalmologist &

for Sick Children The Hospital for Sick  Retinoblastoma Director -

Children Society Retinoblastoma
Associate Professor, Program, The
The University of Member, Canadian Retinoblastoma Hospital for Sick
Toronto Retinoblastoma Survivor Children

i Research Registry Professor, University

Fou_nder, Canadian of Toronto
Retinoblastoma Parent of
Research Registry Retinoblastoma Founder, International

Survivor Retinoblastoma

Consortium; Co-
founder, World Eye
Cancer Hope

Scientific Director,
World Eye Cancer
Hope
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Program

Saturday, October 3, 2020
Schedule provided in Eastern Time Zone (UTC-4).

1:00 — 1:05 pm: Welcome Remarks
Session Leader:

e Helen Dimaras, PhD, Scientist, The Hospital for Sick Children (SickKids),
Toronto, Canada; Associate Professor, The University of Toronto, Canada;
Founder, Canadian Retinoblastoma Research Advisory Board; Scientific
Director, World Eye Cancer Hope.

1:05 - 1:25 pm: Keynote: Canadian Retinoblastoma Patient
Engagement Strategy

Session Co-Leaders:

e |vana Ristevski, Parent-in-Research, The Hospital for Sick Children (SickKids),
Toronto, Canada; Member, Canadian Retinoblastoma Research Advisory Board;
Parent of Retinoblastoma Survivor, Toronto, Canada.

e Genevieve Savoie, President, Canadian Retinoblastoma Society;
Retinoblastoma Survivor, Toronto, Canada.

Session Description:

The Canadian Retinoblastoma Research Advisory Board (CRRAB) and the Canadian
Retinoblastoma Society (CRBS) are organizations with unique qualities and strengths
that support the Canadian retinoblastoma community. lvana will share her experience
being a Parent-in-Research and a closer look at her involvement in working alongside
researchers, clinicians and health professionals to jointly determine the Top 10
Retinoblastoma Research Priorities in Canada and establishing research to address
one of the priorities.

Genevieve’s talk will encompass her lived experience with retinoblastoma and
involvement in the Canadian Retinoblastoma Society (CRBS) which will cover a brief
review of the history of CRBS, projects they have contributed to and future goals in
supporting those impacted by retinoblastoma in Canada.

1:30 — 2:25 pm: Psychosocial Impacts on Retinoblastoma Survivors
and Families

Session Co-Leaders:

e Elva Tamashiro, MS, Child Development and Family Specialist, Children’s
Hospital Los Angeles, Los Angeles, USA.
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e Monika Kbdnig, Founder & Chairman of the Board of Trustees,
KinderAugenKrebsStiftung; Parent of Retinoblastoma Survivor, Stuttgart,
Germany.

Session Speakers:

e Philip Odiyo, PhD, Patient Support Manager, Faraja Cancer Support Trust,
Nairobi, Kenya.
e Natalia Frasunkiewicz, MSW, Retinoblastoma Survivor, Toronto, Canada.

Session Description:

Retinoblastoma treatment and survivorship comes with many challenges. For example,
prolonged hospital stays, loss of an eye or vision, aggressive therapies, frequent
appointments or long-distance travel can add undue stress on the child and their family.
This can have downstream effects on the overall wellbeing of patients, siblings, parents,
and even extended family. This session will discuss the need for culturally-competent
social, emotional, and psychological support to retinoblastoma patients, survivors,
parents and families throughout their retinoblastoma journey.

2:30 — 2:55 pm: Child Life Activity
Session Leader:

e Morgan Livingstone, CCLS, Certified Child Life Specialist, Toronto, Canada;
Child Life Director, World Eye Cancer Hope.

Session Description:

All children experience different feelings throughout their retinoblastoma journeys, but
that’s okay and normal! The more children open up and talk about all these different
emotions, the better they feel. This session will guide children through making “Feelings
Tubes”, a safe and fun activity to help kids express themselves.

3:00 - 3:25 pm: Break
3:30 — 3:55 pm: Networking

4:00 — 4:55 pm: Retinoblastoma Survivorship and Second Cancer
Screening

Session Co-Leaders:

e David R. Freyer, DO, MS, Director, Survivorship and Supportive Care Program,
Children's Hospital Los Angeles, Los Angeles, USA, Director, Cancer
Survivorship Program and Co-Director, Adolescent and Young Adult Cancer
Program, University of Southern California Norris Comprehensive Cancer
Center, Los Angeles, USA; Professor of Clinical Pediatrics and Medicine, Keck
School of Medicine, University of Southern California, Los Angeles, USA.
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e Marissa D. Gonzalez, President and Founding Board Member, World Eye
Cancer Hope USA; Retinoblastoma Survivor, Los Angeles, USA.

Session Speakers:

e Matthew Milne, BCO, BADO, Ocularist, Milne Ocular Prosthetics, Toronto,
Canada; Consultant Staff, Ophthalmology, The Hospital for Sick Children
(SickKids), Toronto, Canada.

e Clayonia Colbert-Dorsey, Retinoblastoma Survivor, Maryland, USA.

Session Description:

Retinoblastoma survivorship is a life-long journey, with obstacles both large and small
that can challenge survivors both mentally and physically. This panel will discuss four
major components of survivorship: how to be your own advocate for your health and
well-being; learning about secondary cancer risks resulting from retinoblastoma; the role
an ocularist plays in the life of a survivor with prosthetic eyes; and the strength that can
be gained from hearing fellow survivors’ stories, highlighting the importance of a
community for survivors and families worldwide.

5:00 — 5:55 pm: Retinoblastoma Awareness and Early Diagnhosis
Session Co-Leaders:

e Sandra E. Staffieri, BAppSc(orth), PhD, Retinoblastoma Care Coordinator, Royal
Children’s Hospital, Victoria, Australia; Research Fellow/Clinical Orthoptist,
Centre for Eye Research Australia, University of Melbourne, Melbourne,
Australia.

e Paula Dillon, BN, PostGradDip Mid, MMid, Registered Midwife, Perinatal
Bereavement Specialist, Parent of Retinoblastoma Survivor, Melbourne,
Australia.

Session Speakers:

e Sidnei Epelman, MD, Pediatric Oncologist, Director, Pediatric Oncology
Department, Santa Marcelina Hospital, S&do Paulo, Brazil.

e Ashwin C. Mallipatna, MD, FRCS(C), Staff Ophthalmologist — Retinoblastoma
Program, The Hospital for Sick Children (SickKids), Toronto, Canada; Assistant
Professor, University of Toronto, Toronto, Canada.

e |sabel O. Amimo, Parent of Retinoblastoma Survivor, Nairobi, Kenya.

Session Description:

The earliest signs of retinoblastoma are leukocoria and strabismus. In an otherwise well
child, these signs can go unnoticed or be readily dismissed — by parents or health
professionals alike. It has long been recognised that timely diagnosis saves sight, eyes
and most importantly, lives. The first step in the retinoblastoma journey — before
treatment — is diagnosis. In some low-middle income countries, significant effort and
resources have been invested in raising awareness of the early signs of disease. The
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outcome of these initiatives is increased survival. In high-income countries, campaigns
led by retinoblastoma or cancer-specific organizations are increasing, however the
impact is yet to be fully evaluated. This session will reflect on the progress and success
of awareness campaigns and the role of screening — how far we have come, and how
far we have yet to go.

5:55 -6:00 pm: Closing Remarks
Session Leader:

¢ Genevieve Savoie, President, Canadian Retinoblastoma Society;
Retinoblastoma Survivor.
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Program

Sunday, October 4, 2020
Schedule provided in Eastern Time Zone (UTC-4).

10:00 — 10:05 am: Welcome Remarks
Session Leader:

e Marissa D. Gonzalez, President and Founding Board Member, World Eye
Cancer Hope USA; Retinoblastoma Survivor, Los Angeles, USA.

10:05 - 10:25 am: Keynote: Retinoblastoma and Child Life
Session Leader:

e Morgan Livingstone, CCLS, Certified Child Life Specialist, Toronto, Canada;
Child Life Director, World Eye Cancer Hope.

Session Description:

Cancer treatment is a stressful experience that can overwhelm a child’s natural ability to
cope. This can delay healing and normal development with lasting negative effects on
health. Child life helps children manage stressful experiences, giving them the best
possible quality of life during treatment and beyond. This presentation will focus on
empowering parents of children with Rb to offer personalized support and strategies
that help prevent, manage and reduce fears and anxiety related to hospital visits and
treatments for kids of all ages. Self-care strategies for parents will also be explored to
help manage the normal worries families face during early childhood cancer treatment.

10:30 - 11:25 am: Retinoblastoma and Vision
Session Co-Leaders:

e Jennifer K. E. Steeves, PhD, Professor, York University, Toronto, Canada.
e Michel Ongaro, Musician, Bilateral Retinoblastoma Survivor, Nairobi, Kenya.

Session Speakers:

e Esther G. Gonzalez, MA, PhD, Assistant Professor, Ophthalmology & Vision
Sciences, University of Toronto, Toronto, Canada.

e Stefania S. Moro, PhD, Research Scientist, York University, Toronto, Canada.

e Sarah A. Johnson, PhD, Assistant Professor, Center for Neurodegenerative
Disease and Therapeutics, Rosalind Franklin University, Chicago, USA,;
Retinoblastoma Survivor.

Session Description:

A patient’s retinoblastoma treatment can have an impact on their vison. This session
addresses questions such as: What are the long-term outcomes of treatment on vision?
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How does vision mature when someone has one eye? What research is being done on
visual impairment in retinoblastoma survivors?

11:30 am — 12:25 pm: Retinoblastoma Genetics
Session Co-Leaders:

e Helen Dimaras, PhD, Scientist, The Hospital for Sick Children (SickKids),
Toronto, Canada; Associate Professor, The University of Toronto, Canada;
Founder, Canadian Retinoblastoma Research Advisory Board; Scientific
Director, World Eye Cancer Hope.

e Melissa B. Mills, MS, CGC, LGC, Genetic Counselor, Lucile Packard Children’s
Hospital Stanford, Palo Alto, USA; Retinoblastoma Survivor.

Session Speakers:

e Jesse L. Berry, MD, Associate Director of Ocular Oncology & Attending
Physician, Children’s Hospital Los Angeles, Los Angeles, USA; Associate
Professor of Ophthalmology (Clinical Scholar), University of Southern California
Keck School of Medicine Roski Eye Institute, Los Angeles, USA.

e Lucy Njambi, MBChB, MMed (Ophth), Pediatric Ophthalmologist, Kenyatta
National Hospital, Nairobi, Kenya; Lecturer, University of Nairobi, Nairobi, Kenya.

e Laura Kelly, Retinoblastoma Survivor, Halifax, Canada.

Session Description:

Effectively conveying genetic information is essential for patients to make informed
decisions. This is especially important for survivors of heritable cancers such as
retinoblastoma. Panelists in this session will share the current state of knowledge and
provide examples of lived experience related to the genetics of retinoblastoma.
Specifically, the session will explore: the cause of Rb, second primary cancer risks,
family planning, genetic counselling services, and new genetic research studies.

12:30 — 1:00 pm: Break

1:00 — 1:55 pm: Retinoblastoma Treatment Guidelines and New
Treatments

Session Co-Leaders:

e Katherine E. Paton, MD FRCSC, Clinical Professor, Head of Ocular Oncology
and Medical Director Diagnostic Ultrasound, University of British Columbia,
Vancouver, Canada; Head of Comprehensive Ophthalmology, Vancouver
Coastal Health Authority, Vancouver, Canada; Tumour Group Chair, Ocular &
Orbital Site, British Columbia Cancer Agency, Vancouver, Canada.

e Leslie G. Low, Member, Canadian Retinoblastoma Research Advisory Board;
Parent of Retinoblastoma Survivors, Edmonton, Canada.
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Session Speakers:

e Brenda L. Gallie, MD, FRCSC, Ophthalmologist & Director, Retinoblastoma
Program, The Hospital for Sick Children (SickKids), Toronto, Canada; Professor,
University of Toronto, Toronto, Canada; Founder, International Retinoblastoma
Consortium; Co-founder, World Eye Cancer Hope.

e Vera A. Essuman, MBChB, Senior Lecturer & Head of Ophthalmology, College of
Health Sciences School of Medicine and Dentistry Department of Surgery,
University of Ghana, Accra, Ghana; Pediatric Ophthalmologist/Ophthalmic
Surgeon, Korle-Bu Teaching Hospital, Accra, Ghana.

Session Description:

With timely screening, diagnosis, referral, treatment, and follow-up delivered in a
systematic way by a multidisciplinary team, most children with retinoblastoma are cured,
many with useful vision. Yet many families everywhere do not receive optimal care. This
session will provide an overview of what treatment guidelines are and how they can
help in low-, middle-, and high-income countries as well as new developments in
retinoblastoma treatment options. Both implementation of proven therapy and testing of
new therapies in any setting will be discussed, with a focus on intra-arterial
chemotherapy and the sustained release topotecan episcleral plague.

2:00 — 2:25 pm: Child Life Activity
Session Leader:

e Morgan Livingstone, CCLS, Certified Child Life Specialist, Toronto, Canada;
Child Life Director, World Eye Cancer Hope.

Session Description:

It's important for children to acknowledge and talk about their emotions with others.
When feelings cause distress, it is important to have strategies to calm down. This
session will guide kids through making “Calming Jars,” a fun way to focus and relax.

2:30 — 2:55 pm: Networking

2:55 - 3:00 pm: Closing Remarks
Session Leader:

e Brenda L. Gallie, MD, FRCSC, Ophthalmologist & Director, Retinoblastoma
Program, The Hospital for Sick Children (SickKids), Toronto, Canada; Professor,
University of Toronto, Toronto, Canada; Founder, International Retinoblastoma
Consortium; Co-founder, World Eye Cancer Hope.
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https://www.facebook.com/sickkidsfoundation
https://twitter.com/sickkids
https://www.instagram.com/sickkidsvs/
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https://twitter.com/sickkids
http://eyecancercure.com/










Thank You

A special thank you to members of the organizing committee for
making this meeting possible:

Roxanne Noronha, Marissa D. Gonzalez, Genevieve
Savoie,
Jennifer Franco, Kaitlyn Flegg, Dr. Brenda Gallie,
and Dr. Helen Dimaras

World Eye Cancer Hope, the International Retinoblastoma Consortium, the Canadian
Retinoblastoma Research Advisory Board, and the Canadian Retinoblastoma Society
would like to thank everyone who donated their time and expertise to this year's One
Retinoblastoma World Conference. To all of our sponsors, committee members and
volunteers, your help and guidance is very much appreciated. Thank you.

One Retinoblastoma World 2017 attendees in Washington, D.C.
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