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o Een sterk internet voor iedereen
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ONZE DOELSTELLINGEN

* Versterking van het internet
* Empowerment van de gebruiker

* Tech for good



Grensverleggende projecten op het

snijvlak van technologie en

samenleving.

Ondersteunde projecten
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| #CROWD OWNERSHIP, BLOCKCHAIN
"' Be a social landlord

#EERLIJK ROYALTY SYSTEEM,
BLOCKCHAIN

IBT Music

#VASTGOED VOOR |EDEREEN,
BLOCKCHAIN

| Bloghouse

N

#INTERNET OF THINGS, BLOCKCHAIN
The Things Network 2.0

B #CRYPTOCURRENCY (R)EVOLUTIE,
BLOCKCHAIN

Internet of Coins 2

#EMPOWERMENT, TAAL EN REKENEN
MET SCRATCH

Integratie programmeeronderwijs
in taal en rekenen

#EERLIJKE HANDEL IN VOEDSEL,
BLOCKCHAIN

Blockchain for Food
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#Al, BIG DATA
Al for Good

#l0T, LORAWAN VOOR |EDEREEN

LoRa Server, open source
LoRaWAN network-server voor loT




o Een sterk internet voor iedereen
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LAAT JE INSPIREREN

* OTLY! — Lior Bornshtain
De eerste bankervaring voor kinderen

* Totem Open Health — Wouter Heijnen
Open source alternatief voor ‘wearable health devices’

¢ Patiéntenforum Miner — Gerard van Oortmerssen

Innovatieve datamining m.b.t. waardevolle informatie uit
patiéntenfora
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http://www.sidnfonds.nl/

@Olly!

The missing layer for kid-friendly banking

® o
© @
= Otly! | |« Your Bank ?
Mi3 Please select your bank in order to couple |

it with Otly. If you don't see your bank or
i\ do not wish to use your account, you are 1‘
| welcome to create a virtual Otly! account

-

. . Learn More
| [ \ - F ABN-AMRO
' ]
Rabobank ABN AMRO

Triodos @ Bank

SNS bung Triodos Bank




t's a cashless society
and our kids left behino




Allowance is important for
financial literacy, but ...




Allowance = Headache




Hard to give and keep track




Hard to spend online




NoO stimulation to save




SUt, we are on a mission ...




@Olly!

Provide the missing layer
for kid-friendly banking




Junioer|Banking

Jtly! JY.
Fifa 18

Achieved

€14.20




Junior Banking

Ootly!

Mia

Automatic allowance

Saving jars and goals

Holistic overview




But we decided to take it to the next
evel. ..




all T-Mobile NL = 9:41 AM X 100% [==m)

¢ OTLY!PAY

OotiviIPav

€10, €30 & €60

Spend in a safe way

/) PlayStation Network Code
€25, €50 & Variable
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Otly! Jr-*Permissions

With the parental supervision

By turning on the store access, you are allowing
lggy to see and make purchase requests from her
Otly! Jr app. You are always approving the orders.

PlayStation.Store

# PlayStation Store

Nintendo eShop

Google Play

y 6 68

&) Spotify: Spotifv Premium




otlviGive

To care and give

-

< OTLY!GIVE

unicef &

UNICEF
Children

For every child

Donate
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c@¥  World Wildlife Fund
WWF  Animals & Nature

Dratartina +tho fFiitrive AfF At



Ootlv'Me

Bank with family and friends

N

O
e
Messag eo0e T 09:41 4 % 100% 2 4
a otly.me ¢

Hi Yul

6/150

OtivIMe

YU

Send money to Yul

€ 1,00




nttps://otly.me/yul
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Messages eeeee = 09:41 7 % 100% 2 4

a otly.me ¢

= OtlvIMe

YU

Send money to Yul

€ 1,00

Hi Yul

6/150
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Centraal

Beheer Educatie

-

OtiviFeed

Learn about financial concepts

Sparen of Beleggen?
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BANK CONNECTION

If your bank is one of the banks we connect to,
you may connect it with your Otly account. It is
possible to use Otly without bank connection, in
Family Mode, in which case you safeguard the
kid(s) money.

-

bunc © moneyou ) ABN-AMRO

Otly platform is global and comes in two
ﬂ adVOours. . bung MoneYou ABN AMRO

$ <2 SNS

Rabobank

ING Rabobank SNS

o L

Otly! Family More




F ABN-AMRO

knab <% SNS %
.l NIBC b Jnc Rabobank
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Bank Bace

Connect your bank account
Triodos @ Bank

ASNUBANK



Familv Base

Parents keep the money




@Otly!

Free. Forever and ever...




Business Mode!

Bank affiliation fees

For each connected bank

Otly!Pay

Commission from merchants (Apple, Google, Sony, etc...)



Recognition

DUTCH

FINTECH

AWARDS 2017

WINNER

Accenture
INNOVATION AWARDS SIDNfonds

kstart.
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Thank you!




Innoveren in de zorg met
wearable technologie

<7 lotem
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¥ Totem Open Health

Concept ontwikkelaar voor vraagstukken in de zorg voor en
met patieénten, gebruikers, artsen.




-* Totem en SIDN

Bijdragen SIDN Fonds: mogelijk gemaakt dat de
technologie is ontwikkeld en dat Totem ingezet wordt in de
praktijk. En voor de toekomst een waardevolle partner en
een waardevol netwerk.




¥ Impact?
Er zijn toch al heel veel wearables?

Er zijn toch al heel veel applicaties voor de zorg?

Er zijn toch al heel veel goede product ontwikkelaars?




% Impact!

“Ontwikkelingen in de Geneeskunde gaan soms snel en zijn soms
heel geavanceerd. Echter, voor alle diagnostiek geldt dat het van
toegevoegde waarde moet zijn en niet te vergeten kosten-
effectief. Het ECG is een bewezen effectieve diagnostische
methode. Met de ECG van Totem wordt het eenvoudiger en
goedkoper. Al met al een fantastisch instrument voor de patiént,
de arts en de onderzoeker.”

lwan van der Horst, cardioloog @ UMCG




% Impact!

“Omdat Totem technologie open source is, is het mogelijk relatief
gemakkelijk en tegen lage kosten hun kennis en de onze tot een
prototype te brengen en daarna te verbeteren. Dat maakt
innoveren leuker en minder ingewikkeld.”

Jorrit Ebben, Innovation Manager @ Siza




% Impact!

“Bij de helft van de gevallen van arbeidsongeschiktheid is
langdurige stress of burn-out de oorzaak. Door te investeren in
technologische ontwikkelingen verwachten we uiteindelijk
mensen arbeidsgeschikt te houden. Dat is waar Movir naar
streeft. De technologie en visie van Totem helpt ons in deze
zoektocht waar dé oplossing niet voor het oprapen ligt”

Louis van Drunen, directeur @ Movir




¥ Impact voorbeeld

Neem kennis van het leven van iemand met de ziekte van
Duchenne.




Wouter Heijnen
wouter@totemopenhealth.com

+31(0)6 1425 7997
www.totemopenhealth.com

<7 lotem



mailto:wouter@totemopenhealth.com
http://www.totemopenhealth.com

Patientenforum Miner

SIDN Connect 2017

Gerard van Oortmerssen Patientenplatform Sarcomen
Leiden University



Sarcoom: een zeldzame kanker
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A Sarcoma Snapshot {>enomic Abnormalities in Sarcoma Sublbypes
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Patiéntenplatform
Sarcomen



Uitdaging:

Incidentie laag, weinig patienten
Nationale kankerregistratie geeft
beperkte info

Internationale databases nodig maar
nationaal is al een probleem
Krampachtige houding t.a.v. privacy
Patienten hebben grote behoefte aan
info en contact met andere patienten
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Support
Internatmnal

# Share  + Motifications

Discussion Members Events Photos Files

Write Post  [C)| Add Photo [ Video ~ [B CreatePoll B More

E Write something...

RECENT ACTIVITY

{ Tara Berlingieri Garcia
B 19 hrs - Williston Highlands, FL, United States

Well gister peeps ct scan show no new growth everything else the same
lab work good. Keeping me on B0O gleevec. Dr is scheduling a petscan to
look deeper into the tumors. So i am thankful and blessed but i wont lie i
am a little disappointed

il Like B Comment  Share

| QD & Jetty Hamersma-Nicolai, Marina Symcox and 19 others

Elaine Cummings Why?
Like * Reply * 19 hrs
. Tara Berlingieri Garcia Are u asking why i am disappointed. Well |
guesa i had been feeling pretty darn good for the most of the past 2

mos i thought for sure the results would show more shrinkage. You
know we all hope for a miracle.

Like - Reply - €21+ 18 hrs
Elaine Cummings Yes | have been trying too, but it just stopped at

18 cm and they will not operate yet. But you do not give up because |
do believe God heals. T/

Like - Reply - €24 - 18 hrs

- View more replies

Search this group o]

ADD MEMBERS ¥

+ Enter name or email address...

MEMBERS 2,437 Members (16 new)
- UCE
(O SN 0
| ¥
Invite by Email
DESCRIPTION

GIST Support International (G5]) is an all-
volunteer organizatio... See More

TAGS

Cancer - Sarcoma + Gastrointestinal stromal
tumor

CREATE NEW GROUPS

Groups make it easier than
ever to share with friends, it el

farmily and teammates.

RECENT GROUP PHOTOS See All

SUGGESTED GROUPS See All


https://www.facebook.com/groups/gistsupport/

Patiéntenplatform
Sarcomen

Discussie fora:
veel en gedetailleerde informatie

Patients share detailed medical information:

caregiver for mother dx with GIST 12/31/12

31x19x9 cm primary tumor removed 12/12/12

400 mg gleevec 1/15/13 to 12/6/13

Recurrence and removal of 3 masses from the omentum (3.5 to 4.4 cm) on 12/6/13
Sutent 25 mg. since 1/15/14 37.5 mg. since 8/14 (failed Sutent 6/15)

Sorefinib (naxavar) 7/3/15

more tumors removed 7/13/15

Votrient 9/4/15 to 12/30/15

50 tumors removed 1/16/16°

Wildtype Gist NO Kit or PDFRA mutation, SDH intact
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Discussie fora:

Ontwikkeling van de ziekte

Behandeling en resultaat ervan

Bijwerkingen van de behandeling
Strategieen om met bijwerkingen om te gaan
Therapie trouw

Co-morbiditeiten

Kwaliteit van leven

Emotionele ondersteuning

Zoeken naar informatie kost veel tijd!
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PFM: Potential 2016

SIDNfonds

e % versiteit 185
orli NGO &J o Radboud Universiteit At )

\ | Mederlandse
{ . “ialrinen Patiéntenplatform
¥ i Kankerpatiénten y Sarcomen
e - organisaties

® borstkankervereniging nederland



Patiéntenplatform
: Sarcomen

Analyse methode

UMLS: thesaurus with medical terms .
Elastic search

Word2Vec: semantic relationships

Summarisation: machine learning
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hereditary Search

Searched with these words (you can deselect non-relevant words):

hereditary unlike heterogeneouw: dystrophin SUppressor

contributed genetics indicates

‘Search again

sargoma
adjdwant
. scan
stiviirga u@r b
gl.ac c@r
- dis@ase
sufignt plio
Pl
metastasis
ri
pridry liver-gtumar
liver
muiant
® Medicines ® Therapeutic / Preventive
® Gene / Genome ® Organic Chemical

PR e e R AT R T e A

PFM user interface

minder detai meer detail m}gﬁv&atm |

® 2014-08-25 15:50:52  search similar

for HISBEEE invas

than the wild type |

http:/Awww.clinicalsarcomaresearch.com/content/4/1/9 This recent article from ltalian researchers is in agreement with an earlier article by others about the role of d hin in [l EDEERN

Meanwhile, dystrophin dysregulation does nat appear to have a simlar correlation in metastatic "wild type BIST", highlighting that ﬂ k is really a differer
preliminary findings of this small Italian study indicate that the loss of dystraphin function (deletions within the gene or loss of the entire gene) is assoclaled with invasiveness and metastatic BIBT. Perhaps this finding coul
a molecular marker in the schemes that estimate risk of recurrence used when determing who needs _g 7 dystrophin is downregulated in metastatic BIST and high-risk BIST, but not in I
[BIST, which implies this downregulation is a late event in progression of t Fi |l migration, invasion, anchorage independence and invadopedia formation; and when
deregulated, dystrophin restoration inhibits invasiveness and migration in cell lines. These data validate dystrophin as suppressor and likely anti-metastatic factor."™ ""Patients with

to have higher frequency of DMD deletions in more advanced cases, as DMD loss was seen only in the 5 patients with , whereas 18 out of the 20 patients with localized HiSB88E wild-type DMD™ ™in our series ¢
with WT —including 4 who were SDH deficient and 2 who had quadruple hSDH!BMF 1 WT did not present dystrophin deregulation, even those with which confirms
that WT should be considered a distinct HiS8888 in molecular background and clinical presentation ™

2013-10-19 19:50:37  search similar
thanks for adding me. my 58 yr old mother is the BIST survivor. she was diagnosed in mid 2011. surgery was done almost immediately, to remove the pecan sized [lifif at the top of her gtomach. this month, her SGERE ar
i'm just wondering how many of you had BIST reoccur. also, is it hereditary?

® 2013-10-20 17:31:42 | search similar

Hereditary GIST is extremely rare. http://www.gistsupport.org/ask-the-professional/genetic-factors-in-gigt [l 7searchresult=1 &sstring=hereditary#wb_356

® 2013-10-20 01:09:34 | search similar

Hereditary BIST is VERY rare. A small |
though. hitp://www.gistsupport.org/for-new-g

on the stomach usually has the best prognosis. You should look at the pathology report to determine the mitotic rate. Her chances are quite good that it may never come

® 2015-05-17 16:38:27 | search similar

EBEERE Wl <yrdrome hitp:/iwww.nature.com/madpathol/journalivacp/ncurrent/fullimodpathol 201556a.html *Germiine [EEISERA mutations cause multiple heterogeneous gastrointestinal mesenchym: inf
fibroid polyps also revealed mutations. Subsequently, gastrointestinal CD34+ ‘fibrous [lifiBI8’ of uncertain classification were described in a germline i—_gconlext " w|n adult we delected i
fibroid polyps, gastric and gastrointestinal fibrous of uncertain nosology."" herein) is simplistically considered a form of familial BIST, because inflammatory fibroid polips often prevail. ** *In this condition, ur

dependent familial syndromes, if present, [BISITE are stomach-restricted and diffuse Cajal cell hyperplasia is not observed. This restriction of to the stomaeh in syndrome: (i} focuses oncolc ic
on iastric masses, as inflammatory fibroid palyps are benign; (i) supparts a selective role of gastric environment for [EBBERE mutations to elicit , justifying the known predilection for stemach of sporadic i—l

s

2015-02-23 03:44:55  search similar
H_el!r_J_Eve

ne | just received a message on my facebook page from CBC News here in Ontario. The article caught my eye immediately as the topic was about a rare form of Turns out they were talking about gas
and identified a gene as CDH1. They were focusing on a family living in Mewfoundland (I think) and that they had lost 7 family members to this B8RGer, and because of this other family members were gett
for this gene and then having their BIBMEGAS removed, as this is the only way o treat it. Is this there any connection between BIST and gastric stomach Eancer”

® 2015-02-23 15:19:02 = search similar
It's Hereditary Diffuse Gastric @@nger. No relationship to BIST. http://www.Gancer. net/Gahcer-types/hereditary-diffuse-gastric-Ganoer

2013-06-22 17:47:38  search similar
I'm curious, who is a member of this group and like me live with BIST for over 10 years??

® 2013-06-22 18:58:47 | search similar

| started [BIEENEE in fall 2000 with an enormous load in my [ivéf. For some reason | have never developed resistance to [BIBBN8E. and unlike courageous folks such as John Bissonnet, I've had a relatively eas
year 2000. It was very bad for the three years before 1997-2000. BIST is a heterogeneous collection of HiBE8E8E at the molecular level. Evidently, mine though highly metastatic must be a relatively simple é
overall because it has been well behaved on . While stories of longetivity make us all hopefu u have to consider the specifics of your case. And some ﬁ are not as aggressive as others. About 60% c
diannnasc dnn't have a reciimanea aftar 10 usare fallawinn tha airany tn ramaus o enlitane RERRER Enr tha arininal 147 nte whn atartad EIEEEEE in vaar 2000 ahoot 200 Af e are ofill an EEEEEE nday As



Voorbeelden (1)

Vraag van een academisch ziekenhuis over al dan niet splitsen van
een medicijn dosis (imatinib, personalised medicine voor GIST).

Tekstanalyse van discussieforum geeft het beeld dat splitsen van de
dosis (helft ‘s ochtends, helft bij avondeten) gunstig is met het oog op
bijwerkingen. Ook geven patienten aan baat te hebben bij eten van
pure chocolade bij innemen medicatie.

Leidt tot aanpassen van beleid van het ziekenhuis: nu advies om dosis
op te splitsen.

Effect van chocola was niet eerder bekend.



Voorbeelden (2)

e Patientenparticipatie project ERASMUS MC.:
patienten dragen bij aan onderzoeksagenda

e Co-morbiditeit: patienten gevonden die twee
zeldzame kankers hadden: is dit toeval of is er
een verband?



Vervolg

Ervaring opdoen, samenwerking met andere
kankerpatientenorganisaties in binnen- (BVN,
Hematon, Melanoom, Van Hippel Lindau) en
buitenland

Combineren met gericht uitvragen met enquetes
Analyse levert hypothesen die verder geverifieerd
moeten worden

Samenwerking met oncologen
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Vervolg

e PhD project voor verstevigen van
wetenschappelijke basis, validatie, verder
ontwikkelen van datamining techniek

e Universiteit van Leiden, LUMC

e Financiering van SIDNFonds

e Start januari 2018

'; Universiteit i il Leids Universitair s I D N fon d s
sl &
i Leiden mg Medisch Centrum
L =T

. B &
S L



Uitdagingen

Combineren van de info uit analyse van informele
ongestructureerde data uit discussies met:

PUBMED

Gestructureerde medische databases van EPD’s
Watson for oncology

Chatbot interface voor patienten

combineren met "quantified self”

O O O O O
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Liferaft Group

Patient generated
registry

GIST Patient Registry

Patient Reglstry

g g B bas Covuistes Al Pt frmmary
L Gl bete
B oy B Gl I [ & levuason e *a PwsrmestLow . Etery L Ooreen O Comaact I Cmoplome
o enlasion | B il M <1
F 1remme
L SR Pt Bland
i e a@DP
L ot Fomaen w—t Cyott Ot Cime Cnat 1ah R,
o Coren Comamtry 0F ot Lmotmd ngioem * | Dt OF iy T/ Clonnd Pagusn L . Gont Dot 254 00 | Mgellimg id
ok Morc Stutn | Mamnd v| Commetigu P Loni Contoct D | W/L70¢604 Matep @ (8 =] sr3
« 0 Qw [ Ve w 7 Dwcomed [vtompbed D00 e e - CATT Ponavr o Macee B -3
Ty Commann Ravn Bhach, oat of Hinpaest o =]  Bute OF Croty ey [T Yy [
Fomaer oY alptad D Cut Type | Comey s Diat * | o Puatrc 'A:\}d Mo e
LT r— -
PR P ok
@ D,
ST Do Dm0 L4 00 3 Tt | it tiecen, 1 Eiaemacctan,
Lol fymptaemy Dubwr %% LW .: * Asd v recoed [ ra——
Viadaprrnrd (5T o Lot Tarmpe Typr Tt L
I Conow D Done 2100000 | Z i y ™ 1 ' x
it Cancwr Dagrsns LML -
Ly &t Dupgrama
Famie Trje ) Teviod Shawms
e CAa | Foeme . 3| SR8 | Nogewe =
v [T N COM | wagwn v SOWA | mingen
* F gty Lagaiey Wanter L“ ] “:n.;-_“‘_..'h.,.. -u- .i—-m.w
N ——— || e i " LTy ey
! 1 [ ER - P o s Lange [T AP Pt [ Laom | Ak L Y o, e
"ic\ﬂb-u Ve Epg (% -”"U' 7 Pemary - " =1 e b 4
x s g Bk
#m. "‘IT'-."I
1 Comoet o
Date e L 3
W
Flewms Tt
# At rerm mwcoed S Mt
L ) Tint Cinta [TRr— O ot ot ] {mmants
-m(—-—l;l_ = g - & S
f e » - -
. - st e

Our goal is simple, a cure. Until that goal is achieved, we must maximize benefit from today's tools. Timely

knowledge and information is key to achieving these goals. The Life Raft Group collects this information to
allow us to share it with GIST patients and caregivers.

To this end, we have created a unigue Patient Registry. All of our information comes directly from patients or
caregivers. Using this data we examine questions that are not being answered quickly enough by current trials
or that are not being looked at in clinical trials. We also monitor the latest treatments for early indications of a
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I, 2017
Crand Wailea Resort - Maui, Hawaii




Conclusie

Tekstmining van discussiefora van patienten heeft
groot potentieel

Informatie gegenereerd door patienten geeft een
nieuwe dimensie aan medisch onderzoek

Belangrijk:
- community

- ervaringsdeskundigheid
- samenwerking met oncologen



