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New Zealand — Some Facts

® Population 5.1 million

[ranked 126t - similar to Ireland]

® Area 270,500 square kilometres
[76% - larger than United Kingdom 242,900]

® Nominal GDP per capita $43,400

[20% - on par with Canada, Germany, Belgium]
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Demographics

European 70.2
Maori 16.5
Asian 15.1
Pacific peoples 8.1

Middle Eastern/Latin American/African 1.5
Other ethnicity 1.2
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Maori health model

Te Whare Tapa Wha #® Taha wairua - spiritual

#® Taha hinengaro - psychological

Spiritual pr Mental & emotional

J— —

#® Taha tinana - physical

#® Taha whanau — extended family

Physical Family & social
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Brain tumours in New Zealand

Malignant primary brain tumours

® 337 cases (all ages, annually)
® 278 deaths (all ages, annually)

Childhood brain tumours

® 36 cases (aged 0—14 years, annually)
® 9 deaths (aged 0-14 years, annually) : -
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Childhood cancer deaths in New Zealand

= | Leukaemias, myeloproliferative diseases, and myelodysplastic diseases (22%)
= || Lymphomas and reticuloendothelial neoplasms (5%)
= ||| CNS and miscellaneous intracranial and intraspinal neoplasms (42%)
= |V Neuroblastoma and other peripheral nervous cell tumours (9%)
= V Retinoblastoma (0%)
= VI Renal tumours (2%)
« VIl Hepatic tumours (3%)
VIl Malignant bone tumours (7%)
= | X Soft tissue and other extraosseous sarcomas (9%)

s X Germ cell tumours, trophoblastic tumours, and neoplasms of gonads (0%)
= X| Other malignant epithelial neoplasms and malignant melanomas (2%) B walse
e
S 3 ke noa
= XII Other and unspecified malignant neoplasms (0%)
brain
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Childhood brain tumours in New Zealand

A

= [ll.a Ependymomas and choroid plexus tumours (3%)
s |lIl.b Astrocytomas (6%)
= |ll_¢c Intracranial and intraspinal embryonal tumours (18%)
lll.d Other gliomas (12%)
= |ll.e Other specified intracranial and intraspinal neoplasms (0%)

« |[Il_f Unspecified intracranial and intraspinal neoplasms (2%)
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Paediatric treatment centres
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Brain Tumour Support NZ

He waka
Mandy Bathan eke noa
Dx Oligodendroglioma 2017 brain
fumour
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Gavin Starllng Init together
Partner Natalie dx GBM 2017

® Formed as a charitable trust in June 2019
Chris Tse ® Registered with Charity Services in
Wife Lynda dx GBM 2006 September 2019




Our Vision, Mission and Values

o 41
\vle,

(@A) o Our Vision is that people affected by a brain tumour feel
\X%4 :
M= less afraid, less alone and more empowered.

. ) Our Mission is to inform, support and advocate for
+ @ everyone in Aotearoa New Zealand affected by a brain
tumour.

[T Our Trust is founded on values of inclusivity, compassion,
integrity and respect.
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Medical Advisory Board

Dr Steve Delaney, medical oncologist, Nelson

Dr Catherine Han, medical oncologist, Auckland

Dr Salina lupati, palliative care physician, Wellington
Dr Melissa James, radiation oncologist, Christchurch
Mr Simon John, neurosurgeon, Christchurch

Mr Andrew Parker, neurosurgeon, Wellington

Dr Frank Saran, radiation oncologist, Auckland

Dr Clinton Turner, neuro-pathologist, Auckland
Caroline Woon, nurse educator, Wellington
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Information and support

Welcome to \
Brain Tumour-%
Support NZ

Social Media Support Friends Online Support Facebook ?.::!';ﬁz
(Peer Support) Groups Groups orrc s ok



Not reinventing the wheel
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International research
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|[dentifying the unmet need

Mid-2021  Held parent focus group
® Feeling dumbfounded, overwhelmed
® Gaps in support following clinical
treatment, eg. back to school
® Existing information not specific to brain
tumours or not made for New Zealand

Aug 2021  Appointed project lead

Aug 2021  Recruited paediatric neurosurgeon Moira Coatsworth
to MAB
. . . _ '::.“:é‘:
Sep 2021 Met with paediatric neu!'o psychology team at I‘:‘:.';‘SS}’mz
Starship Children’s Hospital g



Producing the guide

Oct 2021 Scope the document
® Whois it for?
® What age children should it cover?
® New Zealand relevant

Oct-Dec Put advisory in place

2021 ® Ministry of Education

Regional Health School

Starship paediatric neuro-psychologists
Paediatric neurosurgeon

Parents advisory group

9 9
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The finished product

® Family friendly
® Two copies in each Brain Box

#® Distinctly New Zealand flavour

® Collaborative input

® Positive tone - strengths focused
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Lessons learned

® Do your research
® Don’t try and do everything at once
® Be targeted and focused

® Berealistic, play to your strengths

® Seek expert advice, collaborate
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Since the launch

Brain Box 4 Kidz

Launched August 2022

Parents Facebook group

Launched January 2023

Group by Brain Tumeur Support NZ

Brain Tumour Support NZ Parents Connect
RLPR - BBV PYLRDLHBT

Discussion  Members  Media  files  Reels
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Download a copy of the Brain Tumour Support NZ
education guide: “Supporting Students with Brain

Tumours” here:
®

[=]: .

https://bit.ly/btsnz-education-guide
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Thank youl!

#® Brain Tumour Support NZ: Moira Coatsworth, Mandy
Bathan, Marie Waterhouse
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# Starship Children’s Hospital, Auckland

#® Child Haematology and Oncology Centre, Christchurch
#® Child Cancer Foundation

® Ministry of Education

® Northern Regional Health School
® FRANKIiE4 and Hothouse Creative

#® Children, parents and families
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