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HJERNETUMORER HOS BORN OG UNGE

HJERNETUMORER udggr ca 25% af bgrnekraeft
SYMPTOMER er vage og vidt forskellige og afhanger af alder, tumortype og beliggenhed

Omkring 80% OVERLEVER, men op mod 75% lever med moderate til sveere senfplger

| SENF@LGER skyldes bade tumor og behandling

HYPPIGSTE arsag til sygdomsrelateret dgd hos bgrn>1 ar
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Othar narvous system

12%
Meninges
22%
Pineal gland
24%
Pariatal lobe Other sites
26% 10%

Spinal cord and
cauda equina
52%

Careballum
166%

Frontal lobe

Meningiomas
1.8%

Mesenchymal tumors
20%

Chorod plaxus
tumors

20%
Al other

22%
Neoplasm
unspecified

Hemangoma
1.6%

32% Piceytic
Germ cel tumors astrocytoma
32% 19.5 %
Nerve sheath tumors

54 % 33%
Craniopharyngioma
Ventricle 36% Gliomas
5 0 0
59% Other bram Tumars of the cdihi
13.3% pituitary
Cerebrum 6.7 %
6.0% Other gliomas *
Neuronal and mixed 157 %
neuronal-glial

Temporal lobe tumors *

6.4 % %

Brain stem 1
126 %
Cranial nerves Other embryonal Ependymal tumors *
8.9% tumors 52 %
Pituitary and 17 % Diffuse & anaplastic
craniopharyngeal ATRT astrocytoma *
duct 20 % 44%
Embryonal tumors =
10.5 % 12.1% Medulloblastoma Gliobtastoma *
83% 25%
Oigodendrogiomas
& oligoastrocytic
tumors *
04 %
Unique astrocyloma
varants
22%

*All of some of this histopathology & inclutied in the CBTRUS definition of gliomas including 1CO-0-3 histopathology codes 9360-9G84 and 93810480 (Table 2)

a Parcantages may nat add up 1o 100% due to roundin,
Abbreviaions CS{
Teratoid'Risabdoid Tumor.

Ostrom et al (2023)

)
RUS, Centrai Brain Tumor Registry of the United States; NPCR. National Program of Cancer Registries; SEER, Surveilance, Epidemiology. and End Results Program: ATRT, Atypical

Distribution? in Children and Adolescents (Ages 0-14 Years) of Primary Brain and Central Nervous System Tumors (Five-Year
Total=17,136; Annual Average Cases=3,427) by A) Site and B) Histopathology Subtypes, CBTRUS Statistical Report: US Cancer

Statistics - NPCR and SEER, 2016-2020
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BEHANDLING

79% 35% 31%
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SYMPTOMER

Hovedpine

SR

Kvalme og opkastninger \v

Kramper og epilepsi

Syns- og gjensymptomer

Adfaerds- og personligheds-
2ndringer
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Balanceproblemer

og motoriske symptomer

@get hovedomfang

Abnorm hovedstilling

Vaekstforstyrrelser,
tidlig eller forsinket pubertet

Rygsmerter
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FRA SYMPTOM TIL DIAGNOSE

DIAGNOSTIC INTERVALS
Symptom onset First contact to HCP Diagnosis
Patient Interval (PI) Diagnostic Interval (DI)

——
Total Diagnostic Interval (TDI)
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STATUS FOR HIERNETEGN INDSATS

Kathrine Weile et al, 2024 oo e it OPASPNO 1 ey
Da ns ke ta I fra p e r| o d en 2 O 1 5 = 2 O 1 9, Patient- and parent-reported diagnostic delay in children with
. . central nervous system tumors in Denmark
Ret rospektlv Sp¢rge5ke ma u nders¢ge|se tll fo rald rel Kathrine Synne Weile'* Anne Sophie Lind Helligsoe'* Sarah Linea von Holstein™*
N = 8 9 Louise Trar::-lenrlksenr"; - i N
Alder 0-17

Diagnostic intervals, days
Total interval, median (IQR) 106 (26-227)
Patient interval, median (IQR) 12.0(0-31)
Diagnostic interval, median (IQR) 50.0(7-145)
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HVORDAN AFKORTER VI TIDEN TIL DIAGNOSE?

Kan vi hjeelpe foraeldre til hurtigere at sgge leege?

Kan vi hjelpe sundhedsprofessionelle?

Hvilke sundhedsprofessionelle?

Hvordan kan vi na de sundhedsprofessionelle?
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UDVIKLING AF HIERNETEGN.DK

HVEM PRIMARE MALGRUPPE :

Almen Praktiserende lseger, Bgrnelseger, @jenlseger

SEKUNDZARE MALGRUPPE:
Sundhedsplejersker, Praksissygeplejersker, Barn og Unge Psyk, ®NH og mange flere...

HVAD Symptomoversigt, Alamsymptomer, Vurdering og Undersggelser, Beslutningsveerktgj

Sean - */x/ Se igen Send videre Q/

HVOR Online — skal vaere god pa bade desktop, tablet og smartphones
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PHASE 1

OUTLINE
Assessing needs
and context

Identifying stake-
holders

Planning baseline
study

Fundraising

2020

©ONTROL

PHASE 2

ASSESSMENT

Identifying target:
primary and se-
condary
Co-creation

Defining plat-
forms

2022

PHASE 3

DESIGN

Content
Design

Communications
strategy

User-testing

2023
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hjernetegn.dk

LAUNCH

Qutreach
» Website
+ Media
+ SoMe

August 2023
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HJERNETEGN.DK UDVIKLING OG IMPLEMENTERING

PHASE 4

EVALUATION
REFINEMENT

Monitoring en-
gangement

Active community
management

Distribution

Networking within
the pediatric
community

First evaluation

2024 February 2024
(6 months)




HJERNETEGN.DK STYREGRUPPE

Louise Tram Henriksen
Kathrine Weile
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René Mathiasen
Michael Thude Callesen
Christina Friis Jensen
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Childhood Oncology Network
Targeting Research,
Organization & Life expectancy
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