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Welcome to Our Special Edition Newsletter for Childhood Cancer Awareness Month.

In this issue, we celebrate how samples generously donated to VIVO Biobank are helping to support childhood cancer
research. We look back at the Children’s Cancer and Leukaemia Group (CCLG) Annual Conference in
Manchester, where PPIE and researcher perspectives explored the importance of donated tissue, and share recent
VIVO-supported research in leukaemia and neuroblastoma.

We also explore the importance of diversity in PPIE and why hearing from a wide range of experiences and
perspectives matters. Our three-part PPIE-led video series (page 4), is a great example of this collaboration. Created
with valuable contributions from our PPIE members, the videos help patients and families understand biobanking,
address common concerns, and hear first-hand experiences of biobanking and working with VIVO Biobank.

Thank you everyone for giving their time, experience and support to VIVO Biobank. Your involvement helps us
continue to shape VIVO around the people and communities it is here to support.
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Honouring the Gift of Patient
Tissue: A Duty to Deliver

The Patient Perspective

Professor Sam Behjati
Wellcome Sanger Institute
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Shared a parent’s perspective on
tissue donation, highlighting the
generosity of families and the
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clinical wards so families have the
opportunity to consider biobanking and
contribute to future research.
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Prof. Anastasios Karadimitris, Prof. Anindita Roy and co-authors

VIVO Biobank provided patient samples from children with acute lymphoblastic leukaemia (ALL) to support this
research into a new dual-target immunotherapy designed to better eliminate aggressive leukaemia and overcome
treatment resistance.
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The researchers’ approach
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In laboratory studies and animal models, the dual-target CAR-iNKT cell were more effective than current CAR T-cell
approaches at eliminating leukaemia.

Researchers utilised a new CAR-T-based cell therapy
approach, called invariant natural killer T (iNKT) cells. These
cells were engineered to target 2 surface proteins, CD19 and
CD133, found on the surface of leukaemia cells, instead of
just one. This makes it more difficult for cancer cells to escape
detection and improve treatment effectiveness.

What did the researchers discover?
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Dual-target CAR-iNKT cells were more The treatment successfully eliminated leukaemia from the
effective at eliminating leukaemia cells in blood, bone marrow and the tissues surrounding the brain and
both lab models and animal models. spinal cord.

Remains effective even when leukaemia What could this mean for children with cancer?

cells have lower levels of one target protein

These findings highlight the potential of dual-target
Normal levels of both Low levels of one CAR-iNKT therapy as a new treatment strategy for
targets (CD19 & CD133) target (e.g. CD19) children with high-risk leukaemia. Although the research
is still at the preclinical stage and has not yet been tested
in patients, it provides strong evidence that targeting
cancer in multiple ways could lead to more effective and
longer-lasting treatments.

Further research and clinical trials will be

needed before this therapy can become part of
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https://ashpublications.org/blood/article/147/2/180/547084/Off-the-shelf-dual-CAR-iNKT-cell-immunotherapy
https://ashpublications.org/blood/article/147/2/180/547084/Off-the-shelf-dual-CAR-iNKT-cell-immunotherapy

Read the paper

Understanding Which Intermediate-Risk Scan the QR code or click
Neuroblastomas May Behave More Aggressively | this link to read the full

Prof. Deb Tweddle and co-authors research paper online

What question were the researchers trying to answer?

Most children with intermediate-risk neuroblastoma have good outcomes with the current treatments. However, a smaller
group of these children still experience relapse or their disease progresses. The researchers wanted to know whether
specific genetic changes in tumours could identify children in this middle-risk whose disease may be more difficult to treat.

How did they investigate this ?

The researchers studied 98 tumour samples from children with

this rare form of intermediate-risk neuroblastoma from the UK s
and around Europe. They looked at tumour genetic characteristics,

including changes in chromosome structure and specific genes,

and compared these findings with how patients had responded

over time. They also used more detailed testing in some samples
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What did the researchers discover?

In this study, researchers found three types of genetic changes in some intermediate-risk neuroblastoma tumours. These
changes can make the cancer behave more aggressively and are linked to poorer outcomes.

1) Segmental chromosomal changes 2) Oncogene amplification 3) p53 pathway alterations
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These findings suggest that looking at specific genetic alterations of mmm
a tumour could help better identify children with intermediate-risk
neuroblastoma whose tumours may be more likely to behave
aggressively. In the future, this information could help doctors and
researchers better understand a child’s risk categories more
precisely and explore alternative treatment options.

Further research and clinical trials are
needed before these findings can be used
to guide routine treatment.
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https://ascopubs.org/doi/full/10.1200/PO-26-00045
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representation in research. When
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research may not fully capture
differences in experience, biology,
access to care or outcomes, which can
mean their needs are less reflected in the
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sample donation.

That’s why diversity in our PPIE group Watch the videos by scanning this QR code —

matters. By bringing together patients and or on our YouTube channel: @VIVOBiobank ' »
families with different genders, ages,

ethnic backgrounds and experiences of
childhood cancer, we can understand What's involved with the role?
different perspectives, identify barriers
and help ensure our biobank and the
research it supports represents everyone.

Around 2 hours per month on average, with
most activites taking place online.

A 3-year role, with the option to continue for 2
addional years.

- Want to

: get involved?

No previous PPIE experience or scientific knowledge
is needed, just a willingness to share your
experiences and being open to different perspectives.

We're looking for more patients and family members of
those affected by childhood, teenage and young adult
(TYA) cancer to join our PPIE group. It is important that
our group reflects the diversity of the people and families
affected by cancer, and we particularly welcome people
with different genders, ages, backgrounds,
geographical locations, as well as those with lived
experience of rare and ultra-rare cancers.

Optional reimbursement is available for your time,
and reasonable expenses such as travel allowance
will also be covered.
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Interested in joining us?

‘Q' - 1!' By joining us, you can help If you would like to find out more

- B ensure that the voices and about becoming a VIVO PPIE
experiences of all patients member, please get in touch with
and families are heard Involvement@vivobiobank.org.

across VIVO Biobank.
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