<9 care 4
brittle
bones

Annual Report
2016

Care4BrittleBonesoundation



OIINNUMBERS

@e19 {I11¢ecow
f2YS OKAfRNBY O0ONBI -

-rl CDLpth |V| ]q]LaQ{ b, 9w

L1JIS2 b2 8 R6 A RS KI @S h
ODSNXYIyYyeyY pZnnnT 'YX C

A ~ s A oA

t S2pRNRG | TFTSOGBRS

p J] Z n“{ H I'I¢[19{ Lb !

FNBE 02N}y SIOK &SI

hL A& 2dzai 2yS 27

C Z JL AV F1, Jlaosi/ieLns

KFra 0SSy RS@St 2LISR
“ wot/1LbD. h'

N PJlvesswc PO ZPT

A ¢ dzNP LIS £t 202 GBRASE NDK LIN.

ﬂnﬂ
H .Ia:b5w!L{LbD .rl?,(;\::bSC{hw wo {

N o knwm hyteée wmm: dzaSehzyRa 3

2



CONTENTS

Welcome note from Dagmar Mekking, Clpgirson
Strategic report

Care4BrittleBones

The boardandadvisory boards

Our activities

How we work

Fundraising events and personal stories
Financiafreport

Treasury report

Financial statement

Thanks

Further information




W
More international
collaborationfor more impact

Welcome note from Dagmar Mekking, Chairperson

2016 has been a critical year in the young lifthefFoundation Care4BrittleBongd/e have made a big step up in
establishing a robust international netwotkiternational collaboration iabsolutely critical for a rare disease like
Osteogenesis Imperfecta. We need it in order to

Havesulfficient size of cohort$or credibleand innovativeOl research

Compareapproaches which are used in different countries

Enablesynergies between Olesearcherdi 2 f S N}y FNRBY SIFOK 20KSNJ FyR 0«
Nurture the dialogue and exchange between Ol community a@tresearchers

Accesdunding which is only available for larger projectisan the individual country could enable

Identify the priorities that are most important to people with Ol anywhere in the world

ogahrwbhpE

From its start in 2012 hie Care4Brittlebone$oundation has beewperating with a global scope. #\havebeen clear
in our approach to spendur fundswherever there is most \ae for people with Ol and we hawveorked with
Advisory Boardthat includerepresentatives of 8 different nationalitieBut we had to gear up ourctvities on
various fronts to becomenore effective:

9 The mainsource offunding had traditionallybeenthe Netherlands the country where Care4Brittlebones
wasset up.In 2016 we intensified our contacts with W@us other countries, which has beegceivedwell
and has led to the stadf various fundraising activities in countries suctbasimarkFinland, @many,
Italy, Maltaand Switzerland Thiswill lead to an increased stream wiuch needed funds in 2017.

1 We have hilt a much stronger global Obmmunity network through reglar connects with the OIF (US and
Canada), OIFE (Ol Federations of Europ@)dh asthe BBS (Brittl®ones Society). We alsovastarted to
issue arEnglish languageewsletterand thishas been very well received.

9 Last but not leastwe have established a global database of more than 32@<@hrchers worldwidéNe
are starting to see where hubs of excellence exvtere similar research is taking pla@ndwhere Ol
treatment greatly differs across countriasad mae progress can be developed by better collaboration.

More international collaboration is great nes for all people with OWe know that Ol is equally spread across the
globe The prevalence is about the samerldwide. There is no doubt in my mind, that we can achieve better
outcomes for thequality of lifeof people with Ol, if we work together moweithin the Ol ommunity as well as
amongst Ol researchers anlih@cians.

Everyone is invited to join and help address the most critical issues of people with Ol. Together we can form an
alliance for positive change. When | look at myail, myWhatsAp and social media inputs, which overflowgh
messages gbain, new fractures and desperation, | know that | just have to dgealidonallycan, to improve the
status quo.

And what about youDo you knowor can you imaginghat Ol feels like? Do ydaelthe need
to change thigs forthe better for people with OI? @you e the opportunities that are there
for us to shape and rea#? If you are not suretake a moment taead thisannual report Feel
the dedication oimorethan 400amazing volunteers, read about tirespiringOl esearch
projectsof some of the best experts worldwide f@and karnwhat we can achieve together.
Then join udo realise our goalabetter quality of life for people with ©I

DagmarMekking, ChaipersonCare4BrittleBones
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Care4Brittle Bones

What is Ol (Osteogenesis Imperfecta)

Brittle Bones, also called Ol, ig@netic bone conditiothat affectsthe

14 2 2\ -
connective tissue in the bodyt iscaused by insufficient production of o Bave one smgle goabt

collagenthat normaly ensuresstrong, healthybones enable more scientific
¢KS YIFAY OKIFN}YOGSNRAGAO 2F hL Aa r[??(egrclilq@g'l}\oflr{lﬂrgvez?
fractures(i K | y Y 2 ridrelthari200 drattures in a lifetimea small the quality of life of people
impact can have big consequences for people with Ol. Other symptoms AOK hLX | y R
includedeformities, chronic pain, scoliosi&hort stature, hearing . ~ o ~
problemns, dental problems, blue sclera ahdart problems. UKS OdzNBF

Ol is a purely physical disorder. People with Ol have the same needs and hopes for thaselezgone elsdut
they need b realse their dreams with a very fragile body.

There are 5 main types of Ol anegple withthe disorderare affectedin very different waysg, those witha lighter
form of Ol are able to worlind participate fully in studgind social activities. Many pple with O] however, have to
deal with frequent pain ath mobility issues, which heavily influenioew they live their lives. Some people with Ol
have a signifiantly reduced life expectancy.

Children are most heavily affeed and some children will haefracture every few weeks or months. This often has
a big impact on the child as well as the family around him/her.

Why more research for Ois needed

Ol has been known for more than 100 years. Howgweetlate there is no real
treatment that can fundmentally adiress Brittle Boneslisorder.

Olis a rare digrder. There are about 50000 people worldwidavith this
condition 1 out of 15.000 people has Qust as withmany other rare diseases,
there ishardly any fundingvailablefor research to chage this situationNo
funding for research means no progress to address the significant health
challenges that thge people are facing every day.

/| KAt R NB@&(Mé{ygeWWeekgadultswho have chronic bone paandface the threawf lethalpneumonia,
scoliosis, severe hearing loss and mothey all call foachange

People with Ol arérequently challenged with pain and fractureget they ofteralsoshowa tremendous amount of
willpower andan Wnbreakable spirWehave allowed this spirit to inspire us and are fully committed to change
thingsfor the better.

Who is Care4BrittleBonés

Care4BrittleBones an organisationdedicated to enable a better quality of life for people with Ol through research
for OL It is an internationatharity with roots in the Netherlandsfoundedin 2012by family and friend®f a child

with Ol, the foundation has quickly grown to become the biggesidraising organisation for Oésearch irEurope.
90%of the fundsraised by Care4BrittleBonésspemn on researchinto Ol.We are recognisd as charitable
organisation in the Netherlands, which allsfer tax deductibility of donations across the entire European Union.
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Bythe endof 2016, more than 40 peoplehadbeen involved in fundraising activitiés the foundation and the
momentumstill continues to grow. Whilst most activities are currently organised in the Nether]arasxplicitly
invite andwelcomemore activities from othercountries The only requirment for Care4Brittle Bones fundraising
activitiesshouldbe aligned with our corealues:Positive InspiringandInnovative.

S
W Care4BrittleBones - vision

how who

a better
quality of life
for people
with O
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The board and advisory boards

Care4BrittleBone8oard

Dagmar Mekking Peter M.Mekking Piet van Erk
Chaiperson andSecretary ViceChairman Treasurer

Jacqueline Hornmaitduberts Dieuwke Swain
Member of the Board PR and Communication

The activities of the foundation are cabnated by the coregam, whichconsists of 8.0 people including the
board. Theymeeton a monthly basito discuss all matters concerning the foundation.

In 2016, mne of the board membersore teanor volunteersreceivel a financial or other compensation. This also
includes Ambassadors and Advisory Board membersFdhradation doesot currentlyemploy any staffThere are

plans to'grofessionalis@Care4BrittleBones and employ a director. In case of any questions about the decisions
taken in 2017, please inquire mifo@care4brittiebones.o@



mailto:info@care4brittlebones.org

Members ofthe Scientific Advisory Board

P

‘ﬁ

Fleur van Dijk Oliver Semler (MD Outi Méakitie Lena Lande Wekre Nick Bishop
Clinical Geneticist, PhD Pediatric (MD, PhD) Professor of
Vrije Universiteit Head of Skeletal = Endocrinology and Rehabilitation, Paediatric Bone

Amsterdam, Dysplasia Clinic, Metabolic Bone University of Oslo, Disease at Universit

Netherlands University, 5rAaS8Frasaz Norway of Sheffield, UK

/| KAt RIDSBiIC  Hospital Helsinki
University Cologne, University, Finland
Germany

Membersof the Ol Advisory Board

Ute Wallentin Therese Stutz Eero Nevalainen Karsten Jensen Margriet Crezee
President OIFE (Ol Steiger Software Engineer, Head of Music, Project Coordinator,
Federation Europe), Independent Eficode Oy, Finland Radio Max, Esbjerg Nierstichting,
Germany ConsultantPublic Area, Denmark Netherlands

Health Concepts,
Basel, Switzerland

The Scientific and @ldvisory Boards members and ways of working will be updated in 2017 to reflect the broader
international spectrum covered by Care4BrittleBones.




Our activities
Making a difference througresearch

Approach: Proposal ®unds

We believe that healthgompetitionin researcheads to better outcomefor
peoplewith Ol. We have therefore chosém select whichOl research projects
receive fundingpased orannualproposal rounds

At the start ofeachproposal roundCare4BrittleBonesngags with itswide,
international group of professionals that are involvediw@I research by sending

2 dz{iCalM4Préposa@@inviting resarch proposals to be submitted within a
specified deadlineThe Call is published on the relevant specialised websites and
is sentdirectly to our network of 320 Oksearchers worldwideCurrently the

scope is very open, enabling virtually all subjects to be proposed (orthopaedic,
genetic, paediatric, psychological etc.).

Scientific and Ol Advisory Boards

After the submission timéne, we arepresenting alproposals to our Scientific and &dlvisory Boardswvhich help us
to make choices that are both the smartest from a scientific point of view as well agngtet needs and priorities
of peoplewith OI.All 10 advisoryoard members have been chosen carefully based on their expertise and
reputation for collaborationTheSgentific Advisory Board is comped of a variety oflisciplines and has expertise in
the areas of genetics, endocrinology, bone metabolism, paediatrics aygigtherapy All members of the Ol
Advisory Board have Ol themselves andehaygood general knowledge of the disorded a broad network

The members oboth advisory boardstudy thesubmittedproposals and provideecommendations on which

proposals Care4BrittleBonstould fund Thefinal decisionby the Care4BrittleBoneboard is heavily based dhe
advice of theadvisoryboards.

Winners of Proposal Round 216

We were very pleased teceivel5veryinteresting proposafrom 9 different countriesrequesting funding fo©l
research Based onthe advice of theadvisory boardshe following2 projects were choseim November2016:

1. Germany University of Cologne, KSIRD. Dr. Oliver SemledA consensus paper on T R
physiotherapy in children with Q. Universitat zu Koln (£ )

2. TheNetherlands:RadboudUMC, WKAnNdVOIW+ A (i F YA Y

‘ - . % Wif;lhegnzié Kinderziekenhuis 3 vereniging
in Children withOl.C{IChanged in 2017 to thirparty funding.) VOl § &5

Radboudumc
2 additional proposals received a preliminary approval in 2016 pending funding and wendirmed in 2017:
9 Finland University of HelsinKHeidi Arponen)t¥Research into fatigue and sleep »
disorders in Ol, prevalence, characteristics and the impact on the quality.of life ‘ UNIVERSITY OF HELSINKI
1 Denmark Aarhus University HospitéiProf. Dorte Haubek}Research into dental and .
craniofacial characteristics of adult patients with Ol and the impact on jaw function ar 67/
the impact on the jaw function and oral healtalated quality of lifeQ

Aarhus University Hospital
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Ongoing esearch supportedy earlier proposal rounds
Research istill ongoing inhe following projectshat werechosn during earlier proposal rounds:

1. The NetherlandsUMC GroningefDr. F. van Dijk): Therapy for patients with Osteogenesis Imperfecta (Ol)

2. Denmark:Aarhus University Hospital (Prof. Bente Ldatg): Treatmenbf Osteogenesis Imperfecta inlalts.

3. Italy: University of PaviaBiochemistry Unit (Prof. Antonella Forlino): Gene/cellular therapy

4. The Netherlandslsala Clinics (A. Harsevoort): Ol &aiigue.

5. The NetherlandsVU MedicaCenter (Dr. Gerard Pals and Dr. Dimitra Micha): Identification of colagieancing
compounds for the treatment of Osteogenesis Imperfecta targeting collagen deficiency.

6. Spain University of Valencia (Prof. Juan Alberto Sanchis and Dr. Markus B&stggometric morphometrics of
the thorax and respiratory muscles of Osteogenesis Imperfecta patients.

7. Spain Hospital Clinic for Biomedical Research, Barcelona (Eva GeRpal@z Role of parental mosaicism in the
transmission of disease causing mubats in patients with Osteogenesis Imperfecta.

More information on these studies can be found on our webksitp://www.care4brittlebones.org

%5; umece &._ Aarhus University Hospital %3 klinieken ((//; A I EON

VU medisch centrum VNIVERSITAT Hospital Universitari
BEVALENCIA

Completed esearch supportedy earlier proposal rounds
Research from the followingrojectsthat werechosen during earlier proposal rounds has now been completed:

1. Portugal:University of Lisbon (Prof. Luisa Barros): Paind.@soungsters take control.
The project developed a moodle based selnagement tool to better understand the
issues around pain for youngsters with Ol. First resutgvailable from the roll out in
Portugal and other countries are looking to translate andise the tool for thé& youngsters with Ol. Separately,
new study about pain indults with Ol is being started and will also take the results of this study into account.

Faculdade de Psicologia

2. Germany:University of Cologne (O. Semler): an alternative for Bisphosphonates Denosu,; . .t z ksin
Currentlychildren with a moderate or severe type of Ol are treated with intravenous S
bisphosphonates. Due to unknoin2 y 3 G S NI & A Rn&ssI&itiF tkelniravenduy dpplicaioBesedrch

is performed to improve the medical treatment of people with dIchildren with Ol type VI a special antibody
(Denosumab) is used to inhibit bone resorption and to stbilie bones. The A Y 2 F ( KS! Y#astda G G N
assess the efficacy of a therapy with the RARKtibody Denosumakn children 510 years of age with mutation in
COL1A1 or COL1A2 leading to Osteogenesis imperfecta (Ol types Il or 1V). The trial has confirmed the effectivene
of Denosumab for the small cohort of the tridhe results have been published (HoyerhnH, Franklin J, Allo G,

Kron M, Netzer C, Eysel P, Hero B, Schoenau E, Semler O: Safety and efficacy of denosumab in children with
osteogenesis imperfeet first prospective trial. J Musculoskelet Neuronal Interact 2016, 16(BP24nd are

available fttps://www.ncbi.nim.nih.gov/pmc/articles/PMC5089451/pdf/JMILIE-24.pdf). The pharmaceutical

company AMGEN has started a formal clinical trial on a broader cohort ohfsatieound the globe, possibly

enabling an alternative option to Bisphosphonate treatment in the-taid.

3. SwedenKarolinska Institutet in Stockholm (Cecilia Gotherstrém): Sterrestarch. 6% warolinska
.. . . . . SRS :
A promising avenue for talikg the root cause of Ol is stem cell therapy. The Karolinska InstitL 4% Institutet

performed a pilot study by transplainig stem cells to 3 individuals with Ol. Care4BrittleBones

supported a part of the research project by enabling a highly specialized technigeeprformed on bone pieces
from one of the treated individuals, using laser micro dissection on the treated bone material. It confirmed that the
transplanted stem cells have actually reached the bone of the receiving patient and been built in. Thiégse resu
contributed to the principal researcher receiving h6 million research grantrom the European Union (Horizon
2020), which is seen as an area of potential future bitba&ugh for OI.
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How we work

Strategy& Operating Plan 208
Statutory goal and strategy

The statutory goal of th€are4BrittleBonef2 dzy Rl G A2y A& G ¢ 2
haiS23SySaira LYLSNFSOGF é6hL0 o6& Syl

The long term goal of Care4BrittleBones is to firmiee for Ol.

The idea for change is based on 3 simple truths:

1. The cause of Ol is that the body is unable to produce the right quantity and/or quality of coligetoa
geneticdisorder.

2. In all human beings with or without OI¢ everyboneis continuouslydegradedand regeneraed throughout
the lifetime.

3. LT 6S | N&hheddd$ of Sotheoké with Ol how to produce the right quality and quantity of
collagen, this will over time improve the bone quality and strength, no matter how oldwrg the person
with Ol is.

The expectation is that the search for the cemuld take many yeads ¢ K S NyBick iviilo ezxpééted. We will

need improvements for the short and midrm as well as continue to look ftire long term game changeWe are

fully determined to make this road to the cure as short as it can possibly be and collaborate with anyone who will be
able to get us there in a way that is positii@ovative andnspiring

The high levehpproach for the first 5 years has been:

_ 2012 2013 2014 2015 2016

Research 1stProposal 2" Proposal 39Proposal 4" Proposal
round. round round round
O Research Strateg
Boards
Fundraising
Events Events Events
Events Products Products Products
Products Trustfunds Trustfunds Trustfunds
Communications & Updated Website
Networks Social MediaRacebool Twitter)
Newsletters (bimonthly)
Workpractices C4BBStrategy  Regular Regular Regular Meetings Regular
Meetings Meetings 1.Core Team engagements
1. Core Team 1. Core Team 2.Ambassadors  with all
2. Ambassadors 3. Medical stakeholder
groups
International Strong
Collaboration International

Collaboration

12
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The plan for 20122016 has been delGSNBR 6A G K (GKS SEOSLIIA 2 ynetvdrkollong! CNA S
term supporters of thedundation. This has become one of the 2017 focus areas. Work has started to develop the
strategy for the next 5gars to achieve more impact through more émational) collaboration among the Ol
community and Olesearchers.

Operating PlarR016

For 2016 the strategic focus has been on:
1. Enabling new Oksearchprojects through various fundraising activities
2. Estalhishingstrong internationalOlcommunitynetworks to work together for Olesearch
3. Establishing a network ofiedical specialists for @search worldwide

Based on these focus areas, significant successes were achieved in building networks with the Ol canchunity
medical worldand 2 major new research projects received a research grant to establish a consensus paper for
Physiotherapy in Gthildren and tareview the role of Vitamin K in increasing bone strength in people with OI.

TheOperating Plan for 2@t

2016 Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec

Blues Concert
Zaltbommel Marriage gift
Bernard Allison Bunk-Korsten

Da Costaschool
Sponsored run,
Nunspeet

Charity Dam to Dam run,

Concert The Amsterdam
Voice of Shell

CPC run (various
groups)

Black
Market
Attitude

Elspeet Runners,

Festival
Renswoude

Buytenlust

Fundraising

Cuddly toy dogs' action —"Cuddly toy dogs' action —'Cuddly toy dogs' action —'Cuddly toy dogs' action —'Cuddly toy dogs' action —'Cuddly tov dogs' action

Dance for Change,
Theater de Regentes

Half Marathon
Vienna

Christmas
activity, Shell

Feyenoord
Stadion

Business Club
Zaltbommel

Church Community Marathon derLage
Garderen Landen. 3 teams
Rabobank BerenRun,
Terschelling island

Oranje Fonds

Research and
Collaboration

PR v 4 vV V Vv h 4 VY

Breekpunt

magazine;

Breekpunt Durchbruch
. Newsletter .

magazine magazine;

2016 look

Annual grant proposal rounds for Ol researchers worldwide (preparation - delivery - follow up)

MNewsletter Newsletter

back film

2nd national poster campaign "cheddastory.nl"

(o] Fot111111 111111 4" Ambassador Teleconferences (every 1-2 months)

Building

Core Team

W= M= @ M= M= |9

PR / Marketing continuous activity on social media. Regular updates of website and other

W]

W]

]

W]

]

Meetings

Finance Operational Plan / Accounting / Contract Management
Strategy Support research and international collaboration for research

13
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hL A& [ Orghén difdademearing &very rardisease Typically for these kinds of diseasesl disorders
progress is hard to achieve for tvmeain reasonsFirstly, esearchin the pharmaceutical industry isot commercially
viable, as the number gfeople with Ols not high enough to make it profitabl8econdly,riternational
collaborationbetweenmedical researchers is required to achieve progress as the numipeopfe with Olwith the
exact same DNA deviatiémntoo smalto achieve critical mass for researdtherefore ,organisationsuch as
Care4BrittleBones have to take a proactiveeiiolenabing more research through fundraising and prorimat
collaboration amongst researchers internationally.

Communicationsand networks

Ol Community

CaredBrittleBones strongly believes in a close collaboration witkigerOl organisations around the world. We
need to learrfrom each other, build on each other and support one another.

Care4BrittleBones originally was started due to a call of the Dutch Ol organig&@ig¢ereniging Ol) toonsider
what we could personally do to improve the livegpebple with Ol Today he VOI andFoundation
Care4BrittleBones serve complementary goadsilst the VOI focusson supporting each other a$nal ommunity
'making the bestoil 2 Rl @ ¢ = / | Nanmsto bidhgichahge ar@l yr&ate bettepportunities for treatment for
GG2Y2NNR g ¢ @ / I NB n .atNdkniplineeSng<Lof/tisa/Q2/3 imek INyBak, Sngapes with VOI
members throughout the evestand is regularly invited to address all participants during plenary meseting
Likewisethe president of the Dutch Patient organisativ®| Cindy Wanis part of the Care4BrittleBonesre team.

Care4BrittleBones has establishedselinks © about30 national Ol ommunity organisatiors worldwide and is
activelypromoting collaboration foOl esearchtogether with these organisations for greater impact.
Care4BrittleBones is keen to establish strong ties with as many Ol communities worldwide as possible to enable
fundraising for researglanywhere where this is not yet happenir§jince 206, a newsletter has beetaunched
providingquarterlyupdates and inspiration around Ol research and fundraising foegalarch.

In 2016, Care4BrittleBonesontinued its role aa supporting member of th®IFFOI Federation of Europe). The

OIFE is the overarctgrorganisation of all Europeah i A Sy 6§ aQ 2 NBlI yAal GA2ya 2F hL®
contributesto OIFE activities and networks and heip promote collaboration amongst the medical world and

peope with Olin Europe.The formerOIFE President Ute Wallentin is a member of oukd¥isory Boardn 2016,
Care4BrittleBones participated actively in the OIFE meetimbOl Conferencia Lisbon.

To actively support exchange amongst the Ol Communiteeklwide, Care4BrittleBones hast monthly
teleconference folOIFE the OIF(Osteogersis Imperfecta Foundation, fosimg on US and Canada) and B82S
(Brittle Bones Society, which supports people with Osteogenesis Imperfecta in tredUteland. Themeetings
cover a wide range of topicsuch aengagng our respective communities amebrking together for morgesearch

14
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Collaboration in the medical world is paramount for achieving progre@dresearch Currently true collaboration

exists mainly on a country levéin example of a national netwokka Linke&clirti¢al research cent@s Ay (K S
and Canadawhichconnect closely with each other. Another examplehiss Dutch Ol Group in the Netherlands

which ©nnects twice a year for an exchange on a broad variety of topiesnationally, collaboration is up to the
personal motivation of each individual researcher to share information and insight opéhlgther colleagues
Care4BrittleBones is supportiagd enabling more collaboration across national boundaries.

Scientificworld

In 2016, Care4BrittleBongengagedwith the followingscientific professionatontacts:

1. Our research proposal rounds have connected us to Ol researcherg\rsiralia, BelgiumBrazil
Denmark Estonia, FinlandGermany Israel,ltaly, Netherlands Portugal Spain Sweden Switzerlandand
United Kingdom

2. We are in contact witlall leading medical Ol experis the world.

3. Netherlands We are connected to thButch Ol Groupa goup of 15 medtal pecialists who support Ol
The expets of this group areassociated withthe Wilhelmina Kinderziekenhuis Utrectspgecialising it©lin
children) Isala KlinieEZwolle(specialising ii©lin adults)and Vrije Universiteit Amsterdanspecialising in
geneticresearch)

4. Germany From the start of thedundation, Care4BrittleBones hasgaged regularly with Oliver @der of
GKS ! YABSNEAGE / KA fwRNSlgadng the largestDdintte in Garylany 2 f 2 3y S

5. We are linked into the medical world tife United Kingdom(Nick Bishop)Finland(Outi Makitie) and
Norway (Lena Lande Wekréhrough the respective members in the Scientific Advisory Board

In 2016, we actively participatdd the international Ol
conferenceat Lisbord [ | (1 S & (I erfsSn@Sdogenasis

L Y LIS NJars 8efdla short presentatioin plenary We
contributed toaworkshop with the International Osteoporosis
Foundation (IOF) about possible areas of shared interest.

Over the course of the last 5 yeavge have established a
databaseof more than 320 Otesearchers across all disciplines
required to support people with Oflor exampleorthopaedics
endocrinologistsgeneticists physiotherapistsand dental,
hearingandbreathing experts.

OurZall4Proposatare published onlingia OrphaNewsone of
the main online news channels for the medical world specialise...
in orphan diseasesttp://www.orpha.net.

Newslettera D2 2R &b FNRY /I NBn. NAGGHES. 2y Saé

Since2013 Care4BrittleBones seadpdatesevery quarterto its evergrowing support community by means of a
newslette ¢ KS yIYS 2F (KS ySgat S S Nardicovedad ardas of iterestforf NP
example fundraisingresearch omarketing In 2016 we introduced an English language version alongside the Dutch
language versionlithin the space 08 %2 years,ite combinedEnglish and Dutchewsletterdistribution listhas

grownto 223readersby the end of 205, and his number is gxected to continue to grow in 201

Social Networks
We actively engage with ouratworksand have createdraexpandingcommunity of people who are interested in

our messaging about Ol Community events, faigbrs and research activities through evebsite, Facebogk
YouTubend Twitter.
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Fundraising events and
personal stories

Ourapproach: FUNdraising

When starting the karity, we werewarned that raising funds is an extremely frustrating business, where a lot of
resilience $required to keep going. Wexgerienced it very differently!

We raise funds through events, products and donations in collaboration with our network of highly engaged
volunteersWe operatef NB Y | 02y OS liSaloge®masHddss tHaadtikity ig dearly in line with
values of our organisatioffositive, InspiringandInnovative.

We encourage everyone who is fundraising for us, to start with considering their own talents first. What do they love
to do? What givesitem great energy? This simple approach leasto a range otreative and deeply inspiring
FUNdraising moments, as well akigh satisfaction and even stronger participation fraar wonderful and highly
motivated volunteers.

Our Ambassadors

Ourambassadorsare people who are completely convincetland committedto the need to generate funding for
Ol research. Most of them have Ol themselves or have a relative wjdn@ltherefore knowfirst-hand, how
impactful Ol is to the life of people with Ol. Vilee open to anyone who cares for this group of peo@lerrentlyour
ambassadorare based irAustria, Cyprus, Denmark, Finland, Germany, MaltaNgtherlandsand Switzerland
There is an expectation that by end 2Z0there will be ambassadors in othea®pean Countries.

R S -
Danielle de Bakker Irmavan der Hoek  Jessy van der Pol Rene van der Rijst

Annemarie Visser Marijke van Liempt Welmoed Santema Rob en Rebecca val
and Kris Koendis , o Berkel

Jeanette Chedda Mira Thompson Melvin Elderhorst ﬁ Karin Kragt Chanfal Stuiger
Vermolen

More information about the ambassadors and their stories can be found on the
Care4BrittleBones websiteww.care4brittlebones.org

16
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In addition to theambassadors above, many children enthusiastically and effectively help us! They intuitively
understandhow difficult it can be at times, not to be able to participate in normal play and sports acthvitezsie
the body is too fragile. They want to help and are convincing their schools, shdrssand friends to support
Care4BrittleBones raising funds for Olessearch.

Our heartfelt thanks for all of our amamg ambassadorg small and big!

Fundraisingnitiatives 2016

2016 has been nother greatyear forfundraising. In total we raiseeB3,288 From dance eventdo toy dogsales,
running challenges to car rallies, there were many inventive ways in which enthusiastic fundraisers generated
support.Here we highlight just some of threany fantastianitiativesthat took place throughout the year to raise
the hardneeded funds for research into Ol.

, SINGNG FORCare4BrittleBonesFUNdraising works best when you hay
FOR fun... and many people get atlof pleasure out of musidlVe have
0 KSNBT2NE farrBua@ot cdrmpéries, bllowhg them to hold

G\WNG | | .
S <‘( b an internal benefit concert for Care4BrittleBones.

A pilot project was held @oyal Dutch Shell and it wafiage
W successOn one special evenirgR5,000were raised for Ol research.
= During the wonderful concert,4Shell colleagues sang with a
professional band for a very enthusiastic audience. mhsical kicloff was
given by Mira Thompson, who as jazz singer and Care4BrittleBones ambassador was the
perfect opening act. The winner of the evening won a real "rock star package" at the Hilton Hotgl in

London, completely in the tradition of John Lennon and Yoko Ono once in Amsterdam.

D

—

But the real winner of the evening was Care4BrittleBodd® event ha proven to have significant potential for
fundraising in large corporations. It has eveseived an g | NJRBes$t &harityProject2016& ¢ A (i K Sh¢ll hésK S f
plans for a repeat in 2017 amliiscussionsiave startedwith other organiations to apply theeoncept.

17



W
4 N

RUNNING FORare4BrittleBones2016 was agreatyear for fundraising through running challeng@ne of the
biggest events each yetor our foundationis theDam to Dam rupwhere50,000participants enjoythe fun
challenge ofunning the famous 16 km course from Amsterdam to Zaand@is2 S I edifiba was extra special as
Care4BrittleBones had registered a record number of five te@ash consisting dén runners.Theparticipating
runners received a starting ticket andeusf a specially designedshirt sponsored bywww.attitudeholland.nl It was

an amazingevent whichresulted in thesuperb amount o€12,000for much neededDI research.

All the runners that raise funds for Care4BrittleBones do so via Just @ragf the leading providers of
fundraising websites. Care4BrittleBones has created an account free for anyone to use for fundraising for Ol
(https://www.justgiving.com/Care4BrittleBongOnthis veryuserfriendly site,runners carset uptheir personal
actionpagewithin just afew minutes Subsequently, they can share the link of their action pagerhwiland social
media with their networks, inviting them to supportehr personal and chayi goals.
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the 2016 nationwide postercampaign withJeanette Cheddhasalsoresulted inmany reactiongrom the general
public. The triplesign posters placed by Hoffman Outdoor Media throughout the length and breadth of The
Netherlands invite people to vidititp://www.cheddastory.euand learnChedd® a & 2 NB I 6 2 dzi

Both the Stijn and Cheddampaigis continue into 20¥ and will be augmented yn additional campaign

‘”"V"' ' P
L 88 o;"" -
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Treasurer eport

2016 review

Although the income from fundraising activities increased during 2016, total income of the Care4BrittleBones
F2dzy RFGA2Y KIFa RNBLIISR® 5dz2NAYy3I wHnmp 6S NBOSAOSR (g2
to receive such large dations in 2016Noticeable activities includ€oice of Shell benefit concert, Dam to Dam run
and othercharity runsfairs and clukactivitiesand a number of dnations from companies € m p Ard mdividuals.
Bottle deposit actions at supermarkets again made a significant contribution to our income.

CKS #2A0S 2F {KStftf o0SySTAd O2yOSNI |yR GKS 5IY G2 5
income, however also incurred unavoidable origational costs and entry fees for the runners. This led to an

increase of our costs of fundraising activities. Owegnancecosts have beehkept to an absolute minimum and
decreased compared to 20150Memunerationnor any other compensation for coshcurred has been paid to any
volunteer associated with the foundatiagnSEOSLJi F2NJ enop (NI} @St OPhaidtal T2 NI |
costs of fundraising and governance activities were tean 12 of the generated incomhich issignificantly

below the maximun{25%)ecommended by CBF (Centraal Bureau Fondsenweq\img Central Bureator

Fundraising; which is the quality seal for charities in the Netherlands). Governance costs mainly consist of insuranc
premium, cost of banking, (promotid materials ancdome web maintenanceosts.

Fiveresearch projects have been fundgiNJ I (G2 04F €t | Y2dzyd 2F eypZInon FyR |
four different research projects during 2016rom the general reserves of somH0,000 there i€ p,000 available

for further funding of projects. The remainder of theneral reservewill be held for continuity reasorend

potential further of ongoing projectsAll funds are being held in ridkee savings accousit

The Income StatemenBalance Sheaind Cash Flow Statemehit @S 06 SSy LINB LDikdEve 650 f6r £ A y
Fundraising Institutior@An overview of the status of the research projects as at 31 December 2015 has been added

Future Plans

The foundation is currently dexaging plans to make a step up in their
activities both in The Netherlands as well as internationally. This is
expected to lead t@nincreasein our commitments to research
programmes that meet the goals of the foundation in 2017 and thereafte
This incrase of activities is expected to lead to batkignificanty higher
incomeandan increaseén our costsincludingthe cost of professional
servicesas it is expected that the increase cannot all be covered by
volunteers going forward. The board of thmuhdation is currently also
reviewingits structure, taking into account best practices in good
governance for charity institutions.

The foundation currently has little fixed cost and does intend to keep

these as such. No long term commitments willlbade until a stable level
of income is guaranteed. Costs of fundraising and coordination activitie
will be kept as low as possible, with the aim to spend at least 75% of fu
raised on research activities over time — 3

Piet van Erk, Treasurer, CarediBe Bones

21



Financial statemerst



