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Patient-led Social Network for Rare Diseases.

www.rareconnect.org
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RareConnect in numbers

66 disease-specific communities
across 5 languages

80.000 monthly unigue visitors
from 190 countries.

12000 members

(each member spends 12 minutes/per visit on avg)

+100,000 words translated each month



Some of our 66 communities

Alkaptonuria (AKU)

Alstrom Syndrome
Alternating Hemiplegia (AHC)
Amyloidosis

Apert Syndrome (AS)

Atypical Hemolytic Uremic Syn. (aHUS)

Behget’s Syndrome

CAPS

Castleman Disease (CD)
CDG

Choroideremia (CHM)
Coats Disease

Cobb syndrome

Cone-rod dystrophies (CRD)
Cryoglobulinemia

Cutis marmorata telangiectatica
congenita (CMTC)
Cystinosis

Dravet Syndrome

DysNet

Ectodermal Dysplasia

Ehlers-Danlos Syndrome (EDS)
Epidermolysis Bullosa (EB)
Erdheim-Chester Disease (ECD)
Evans Syndrome

Familial Mediterranean Fever
(FMF)

Fibromuscular Dysplasia (FMD)
FOXP1

Glutl DS
Hemiconvulsion-hemiplegia-
epilepsy syndrome (HHE)
Hereditary Leiomyomatosis and
Renal Cell Cancer (HLRCC)
Hereditary Spastic Paraplegia
(HSP)

Idiopathic Pulmonary Fibrosis
(IPF)

Kallmann syndrome (KS)

Leigh Syndrome

Lipoprotein Lipase Deficiency
(LPLD)

Lowe Syndrome

Lymphangioleiomyomatosis
(LAM)

Malignant Infantile
Osteopetrosis (MIOP)
Marinesco-Sjogren Syndrome
Mastocytosis and Mast Cell
Activation Disorders

Moebius syndrome
Moyamoya disease

Multiple Endocrine Neoplasia
(MEN)

Multiple Myeloma

Multiple System Atrophy (MSA)
Myasthenia Gravis (MG)
Narcolepsy
Neuroacanthocytosis
Neurodegeneration with Brain
Iron Accumulation NBIA
Niemann-Pick disease type C
Paraneoplastic Neurological syn.
(PNS)

Pemphigus and Pemphigoid







Involvement of 566 Patient Groups from 40

NOMID Alliance

AMWS/CINCA

VHL Family Alliance International
German Assoc. for VHL Families
Danish Assoc. for VHL

Alianza espanola de familias de VHL
VHL France

A Magyar VHL Tarsasag

Dutch VHL Organization

Canadian CAPS Network

VHL Contact Group U.K.

AIFP

Stichting FMF-Community Nederland
AFFMF

FMF Montreal

AKU Society UK

Alcaptonurie France

findAKUre

Foundation for Children with Atypical
HUS

countries

AIRG

Argenina VHL Assoc.
SIMBA lItaly

Ass. Francaise de Behget
As. Espafola de Behcget ®
DebRA International
DebRA Belgium
DebRA Croatia

DebRA UK

DebRA Austria
EB-Haus Austria

UK Behcet’s Syndrome
Society

DEBRA Espaia

DebRA Canada
Fundacion DEBRA México
AHC Assoc. Iceland
A.l.S.EA

AESHA

AHC Foundation

L'aim AKU

N

DebRA Norway

DebRA Italy

Cystinosis Support Australia
Cystinosis Foun. France
Cystinosis Support Germany
Cystinosis Foun. Ireland
Mexican Cystinosis Association
Cystinosis Group Netherlands
Cystinosis Foun. UK

Cystinosis Foun. USA
Cystinosis Research Network
South Africa Support Group
Cystinosis Research Foundation
Danish HSP Assoc.

A.SL-HSP France

Spanish HSP Assoc.

Italian Assoc. for Living with SP
Holland Asoc. of Neuromusc.
Disease

Spastic Paraplegia Foundation







Translation Service

Thizs service airms at providing a free translation service for user contributed contents on this platform. Once

you requested a translation, you'll have to wait for a few hours for the translated content to be available
online. ou will be sent a natification email when it's done.

Contents to transiate:

Name

Mirno, dela Fundacion Barris, escenificanda sintomas de la enfermedad de Behget

Content

Fitrmd un convenio con Fegarac por el que financlis Uhos tallares escolares que sensibilizaran sobke estas
dolencias.

Woes laprirmers colaborsc...

Fenquesttranstation!

Machine and Human Translation.
WWW.rareconnect.org

EURORDIS

Rare Diseases Europe






Over 240 moderators from +20 countries

Tools:

. Online Community Charter/Guidelines

Moderator Training Guide (How to be a good moderator)
Day to day support via 2 Full time community managers
. A private mailing list for peer support

. Webinars

o0 AWN R

. A Blog to share best practises
moderators.rareconnect.org

/. Face to face workshops



RareConnect —




Rob Pleticha

Online Communities Manager
Aged 28, Education in
Psychology (Uni. Of lllinois)
Previous experience: 2 Years at
Romanian RD Alliance

Marta Campabadal

- Online Communities Manager
24 years old, from Spain
Social Media Coordination
Spanish Outreach

Education in Marketing &
Community Management




* In 2014 the French Data Protection Agency CNIL
accepted our declaration of provision of services a S
compliant with the EU Directive on Data Protection as
Implemented in France. Meaning EU compliance.

Additional quality stamp of approval

French data protection agency CNiL




Activities
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Living with Erythropoietic protoporphyria (EPP)

.,& eurordis - 131 videos 247 views

Live and on-demand webinars.

Rich Patient exchange




SONIA 2

Prof L. Ranganath
Coordinator for the

DevelopAKUre Project

E"KL—J Develop~<Uire

Alkaptonuria (AKU) Clinical Trial Webinar. SONIA 2

Explaining research and clinical trials.

Bridging relationship between patients and researchers
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Learn about Crowd Funding and Rare Diseases

Capacity-building on new trends.

e.g. Crowdiunding




Search for people, places and things
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Living with IPF

{h. ; rarecannect arg

What's on your mind?

Imagine not enjoving the
zimplest things in life
hecause you aren't able

RareConnect to breathe.

0% of Behcet's patients wisited more than & doctors before receirdng a
correct diagnnsis

2 496 peaple like this.

Sponsored &l Create Advert

Rett Syndrome Month
rareconnect.org

S HELPC 3
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Join RareConnect and

meet other people living
with Reft Syndrome from
around the world.

TIP:
Behcet's Syndrome Poll Don'’t forget to look at
Mearly zoo people responded to the Beheet's comrmunity poll. Here are the results, g Oog Ie Co m/n on p roflts

iy Like B Comment = Share 103 Likes 12 Comments 12 Shares

Targetted online advertising campaigns.

On Facebook and Google Adwords creating reach of over 3 million people
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Head Post —

Creating a poll and infographic for insight
mto your rare disease

Movember g, 2013 - Bestpractices - 1 comment

Case study: Behcet's syndrome community poll and infographic Background:
One of the moderators emailed the RareConnect team and suggested a poll of
the international Behcet's syndrome cammunity to better understand what. .

Fead Post —

Using Thunderclap to unite your crowd
on social media

October 29, 2013 - Tip oftheweek - Tagged: crowd, Facebook, Social media,
twitter - no comments
There are-around 985 million new Facebook posts and 400 million new Tweets

made every day. How s your disease and message going to stand out? Do you
need an..

October 9 Webinar: Crowdfunding and
Rare Diseases

Septermber 26, 2013 - Soclalmediacase studies - Tagged: crowmdfunding - 9

comments

Tutorials and best practises.

Moderators.rareconnect.org
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Potential step towards a European
Federation

Opens participation in EURORDIS
Summer School

Opens participation into activity of
European Medicinces Agency



RareConnect Plan
2015-2020



Structure of the plan 2015-2020

Headings:

. Governance
Management

. Content Development
Funding

. Communication

o0 WN R

Design & Technology



Big Picture

By 2020 RareConnect aims to be a platform which:

1. Has 300,000 members from 2,000,000 unique visitors
annually

2. Provides over 200 disease specific communities and
thousands of discussion groups on issues of relevance to
rare diseases

3. Has partnered with 1000 patient groups providing over
500 moderators

4. Has become a reference discussion platform
Internationally for rare diseases

5. Has become a useful survey platform to find out what
RD patients think about specific issues



Governance

Action items:

* Develop multi-annual & annual action plans

* Develop a governance chart with Terms of Reference
Implement an annual steering meeting agenda

* Develop partnership with National Alliances (USA &
Canada & 2 in EU in 2014; Russia & Japan & 2 in EU
2015; China & 2 in EU 2016)

* Review Charter based on experience, context and
academic advice (2016)



sovernance Chart

MPAL advises the 5C

Steering Committea
isc

Yann Le Cam {Chair)

Denis Costelo {Project Leader)
Patrice Regnier

Jill Bonjean

Mathieu Boudes

Anna Kole

Virginie Hivert

Zoe Alahouzou

Relevant staff (ad-hoc attendance)

SC reports to

CAAL advises the 5C

5C reports to the MPAC

Members & Partners Advisory Committes
{MPAC)

Denis Costallo (Chair)

Rabert Pleticha {co-chair)
7 Rep of National Alliance
2 RBep from patient crganisations
2 moderators of communities
2 moderators of topics groups

Denis Costello [project leader)

Robert Pleticha (RareConnect Project Manager)

Marta Campabadal (RareConnect Junior Project Manager)
+ 1 Chief Technology Officer (2013)

+ 1 Community manager (2017}

+ 1 Community manager [2016)

5C reports to the MPAC

Denis Costello reporting

Board of Directors

Cowncil of National Alliances

Council of European Federations

Therapeutic Action Group

EPAC

John Dart (liaison EURORDIS BoD, CEF and CMA]

Julian Isla (liaison Therapeutic Action Group)

Flavio Minelli {ltaison EU CERD - Codification & Registries)

Corporate & Academic Advisory Committe
CAALC

Denis Costello {Chair)

3 - 7 Academic and Corporate experts

Governance Model

New approach




veFEDER

Federacion Espanola de Enfermedades Raras

* Partnership signed in 2013
Basis:

* Co-promotion of RareConnect
= Website, Social Media, Newsletter
= Family & association days
= Integration into Information & Orientation service (SIO) S |
* In return
= RareConnect regularly informs FEDER of new -
communities and of # of Spanish users

= RareConnect attends FEDER and other meetings in
Spain and provides material for FEDER volunteers

= RareConnect promotes relevant FEDER activities to
communities via platform & social Media

Approach to partnership with National Alliance

Example of FEDER




Model for partnership

Basis (perhaps formalised by short MoU?):
* Participate in Governance Committee

* Co-promotion of RareConnect
= On your website, Social Media, Newsletter
= Promote at Family & association days
= Integration into information service/helpline
= Provide a contact person to liaise with patient groups

* |n return
= RareConnect shows your logo on it's homepage as an official partner

= RareConnect regularly informs you of new communities and of # of
users from your country/region

= RareConnect attends some meetings and/or provides material for your
volunteers to present the project

= RareConnect promotes relevant activities to communities via platform

& social Media Q&
27 EURORDIS

Diseases Europe




Action items:

* Develop HR plan
* Hiring 1 Community Manager 2015
* Hiring 1 Technology Manager 2015

* Protect the RareConnect brand in key territories
* Already done in EU and US (via NORD)

* In progress for
RU/CH/AU/IN/IP/MX/NZ/NO/AR/CA/TW/CN/BR

* Define indicators to measure performance



Content development

Action items:

* User survey

* Featured Discussion groups

* Launch 25 new communities per year

* Add Portuguese in 2014 and Russian in 2015

* Develop the potential of RareConnect to develop
polls/surveys (in conjunction with the EURORDIS
Patient Perspective’s Pgm )

* EURORDIS Spring School on Social Media for Patient
Organisations (2015 Barcelona)



Communication

Action items:

* Kindle relationship with journalists from publicati ons of
standing to achieve notoriety in the press

* Develop in kind partnership with Third level instit ution
specialised in Social Media communication to provid e
advice or interns

* Develop the visibility of RareConnect with RDD

* Work with CNA to disseminate country specific surve y
findings via country/regional press

* Develop partnerships with Learned Societies/Orphane



Action items:

* Secure current funding

* Develop multi-annual funding

* Convert users of RareConnect into recurrent donors
* Develop Crowdfunding activity

* Other fundraising activities



Design & Technology

Action items:

* Launch Discussion Group platform on cross-disease
topics as well as very rare diseases

* New logo

* New homepage

« Emphasising our Guarantee to users & our competitive advantages
— No data sharing without consent
— Data Protection Compliant
— EURORDIS credentials as a patient-led non profit
— Partnership with Patient Organisations
— Multilingual
— Moderated
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K DURQEDLS INITIATIVT

2 DISCUSSIONS GROUPS

Ask questions and search answers from the
experiences of people living with a rare disease

450 QLFESTIONS ANSWERED: | 201 PEOPLEJOINED . | 34 STORIES'SHARED

See how it works

Type your question OR ASK A QUESTION

RECENTLY SEARCHED

B Topic nams B Topic name B Topic rams 4 Community nams B Topic nama B Topic name B Topic nams A Community nams

B Community nams B Topic name B Topic name B 5= all topics

QUESTIONSEARNSIIERS L

10 8 -
VS T Lorem ipsum dolor sit amet, consectetur adipiscing elit?

Lorem tpsum daolor sit amet, adipisong it Aenean commodo ligula eget dolor. Aenean massa. Cum sociis natoque penatibus e magnis dis parturient
montes, nascetur ndiculus mus. Donec quam fedis, ultnicies nec, pellentesque ey, pretium gquas, =2m. Nulla consequat massa quis enim. Donec pede justo,
fringilla vel, aliquet nec, vulpuiate eget, arcw.

B Topc mme B Topic name # Community ramea
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Discussion Groups

New features




T
RareConnect

Discussion Groups
New features



Involvement in other projects

IMI project (starts 2014 Q4):

* WEB-RADR, Pharmacovigilance signal detection via
Social Media data mining.
= RareConnect communities to be one source of data

= RareConnect to provide 1 community manager to coordinate patient
participation and patient input to governance (with Francois Houyez)

Currently exploring possibilities for partnership with other EU
projects for H2020



Thanks
And If you'd like to contact
us:

Here we are:

| www.facebook.com/rareconnect WWW | www.rareconnect.org

[P ﬂl @rareconnect B team@rareconnect.org

- www.youtube.com/user/eurordis ﬁ +34 663 092 790



