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Patient Centre & Empowerment

European Reference Networks (ERNs) created on founding principles of
patient-centred care, patient advocate empowerment, patient engagement

European Patient Advisory Groups (ePAG):

« 24 forums for dialogue, unity & solidarity to optimise
involvement of patients

« Represent patients to engage in application process &
governance of RD ERNs

* Open to members & non-member patient groups in
EU

« Aligned with RD ERN scope

s + Composed of >150 elected ePAG reps & <1000 ePAG
I member organisations

R . Voting Members of ERN Boards, equal voice!

« Recruitment continue for ALL disease specific clinical
networks / committees and transversal working
groups
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Patient & Clinical Partnership, Vilnius
9-10 March 2017

+50 number. ePAG Representatives attended Vilnius, funded by the EC as ERN representatives
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ERN Blueprint for Patient Involvement

Input into ERN Board:

Identify potential partners and existing stakeholders
«  Strategic planning including expand network scope and coverage
«  Monitors the activity, outcomes, and initiatives of the Network
»  Established mechanisms to hear from and incorporate the voice and opinion of patients and families
» Develops and provides access to information adapted to the specific needs of patients
« Standardised common patient experience tool
« Improve the safety and quality of care base on patients experience

Research
Activities

Research

»  Set research priorities

»  Supports collaborative
research

« Disseminate research
project information and
results

*  Recruitment to clinical
trials and studies

»  Shared registries and
databases
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Knowledge Generation &
Dissemination

Knowledge Generation &

Dissemination

»  Establish patient pathways and
cross-border pathways based
on patient needs

» Develop, disseminate and
implement guidelines and
protocols

+ Review and disseminates
expertise, best practice and
evidence

«  Discuss new treatments,
therapies, and health care
technologies

Training & Education

Training & Education

Provides education
and training

»  Share experience,

exchange knowledge
and best practice and
expertise within ERN,
between ERNs and
wider community

Data Sharing:

«  Promotes and/or facilitates the use of
information and communication
technology

«  Virtual consultation and share
expertise with local hospitals

Target
Improvements
in Rare
Diseases

Specialist Advice

Patient Care

» Inform patients and families
about patient pathways

+  Disseminates information on
patient safety standards
and safety measures

»  Enabling reporting possible
safety incidents or adverse
events

Source: EC AMT Operational Criteria for
Networks
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European Patient Advocacy Group
Satellite Meeting
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Patient Representative Role in ERNs

Patiest representatives, CINCIING aNG researchers share 3 COMMEn IMBRION 10 fisd answers,
treatments, and ultimately cures for pecple ving with 3 rare diesse, 10 ensble tham 1o leas Better
bves. Whist we share this common ambition, we driw on diMerent experiences, eaperiise and
Inowiecge. and soe the world from dfferent prrigectives. Understanding the patient regresentative’s
role i an ERN wil enable the satientcincian partrenhs 1o delver on thih shated ambzon,
sutcedsiuly algang hese perigectvel, exdenesces, eaderiise nd Indwiedge dnd ostmiing the
Investment of resources - time, anergy and fvadieg - 10 Aally unlock the true potential of ERNS,

Thae cbjective of patient representatives is £ provide the patient persgective. The nvestrment of their
Cagacty, tme and expediencet fof DALOAL OF Caters feSrerentatves Iy ot three levels

1 Patients a5 a artaer s ther own care;

1. Patients contrButing to the Selvery of & Lommon sl with each Network HCP Mesder, locally
10 thelr region or country,

3 Fatients as 2 Patent Kesource” mvested ot 2 network and furopean level

This Guide tocuses practice gudance to cptimae the invest of patiests a1 & Patiset Amource’ into
EANS, mpartieg ther eaperiences and knowledge and 1o actively partipate is the differest groupe,
committees and boards. However, 10 do ths successtelly they will need to be actively involved in
weecutive and cinical dncuitions asd dedates, and may meed wppert o understand and digest
techaecal, scieatiic, legal and medicel teeminology and concepts

Patiest representatives hold & priviieged position in EANS and have @ valuable contrbution 1o make
%0 the strategic development ang operational detvery of these networks, Recognising tis by 3l -
frem patimest repe and I 4 - will be the deciding factor of the soccess of
EANS. The contrBution and sutharty Of Chnicians and resedrchers have Boen haned-in and estabiished
throughout thelr professional Ives and careen. Patent representatives’ contribution draws on ther
reslworld expetience of living with & rare diiease, underitanding it's impact on their health and
weliDeing a0d 00 their famiy, Due 0 the raity and complenity of many multisystem race Siseases,
patienss Wmately Secome the sapert In their rare disease. through their real-world exgeriesce ay
many CAncins =iy only see o5 Lase s ther career
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ePAG Guide : Foster Engagement &
Involvement

Defining the Patient Representatives Role

Patient representatives have & weslth of expermnce 1hat can be draw 6n n the operations delvery of
EANS. Defining the patient representative’s tofe in ERNS, enables the patient repdesentatives, chnicant
and 10 2ol share
oztmiues thak nvohement

of ther contridytion into the [AN discersican, and In tura

Patient representative’s sole <an e defined, but not bmited, 1o four fundemental fusctions:

1. Patient resresenatives hoid the snigue of personal of & wpecific
disease, able 10 convey he needs and chalienges of Bving wih this disease Mo neTwork
dicanions, decaicns ang sctvtes

2. Thay are the only stakehokders who hold 8 holstic view of the whole process « from Segnotn,
care and treatment, Irom eacly fetedrch Beough 10 0rahan drug duthoraation - ealy patients
Rave 3 stake I every stage of the research and daslthcare pathways

3 Patent regresectative are the only ones who can to 3k ‘the stupld qeastions’ as thess are
often the moat relevant and intightfsl questions taat thould be ssked 30d are ofen net

4. Hold stiled and expetienced from other sectors, cutside the medical/research feld. that cas
Gffer a new or dltemative persgectives oo network dscussions.

o
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Kick Off Meetings

European Reference KOM date Location EURORDIS
Network participation

Rare Neuromuscular ERN Vilnius, Lithuania 10 March 2017
Transplantation ERN Vilnius, Lithuania 10 March 2017 Yes
Rare Haematological ERN Paris, France 26-27 Jan 2017 Yes
Rare Eye ERN Tabingen, Germany 3-5 April 2017 Yes
Rare Pulmonary ERN Frankfurt, Germany 5-6 April 2017 Yes
Rare Neurology ERN Milan, Italy 15-16 April 2017 i}
Rare Gastrointestinal ERN Rotterdam, Netherlands  20-21 April 2017 Yes
Rare Liver ERN Amsterdam, Netherlands 21 April 2017 Yes
Adult Cancer ERN Lyon, France 21-22 April 2017 Yes
Rare Metabolic ERN Frankfurt, Germany 24-25 April 2017 Yes
Rare Endocrine ERN Leiden, Netherlands 27 March 2017 ;
Rare Kidney ERN* Heidelberg, Germany 22-23 May 2017 B}
Rare Bone ERN Rome, Italy 23-24 May 2017 Yes
Rare Skin ERN Brussels, Belgium 25-26 May 2017 Yes

* EURORDIS supported FEDER workshop in Amsterdam on 5 March 2017 *
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Kick Off Meetings

European Reference KOM date Location EURORDIS
Network participation

Genetic Tumour ERN Copenhagen, Denmark 27-28 May 2017

Rare Connective Tissue ERN  Pisa, Italy 26-28 May Yes

Rare Epilepsies ERN London, UK 3 June 2017 Yes

Rare Urogenital ERN Amsterdam, Netherlands 6 June 2017 Yes

Craniofacial & ENT Rotterdam 10-11 June Yes

Paediatric Cancer ERN* TBC June 2017 Yes

Rare Immunodeficiency, Edinburgh, Scotland 11 September Yes

Auto-inflammatory and 2017

Autoimmune ERN

Rare Cardiac ERN : Board Barcelona, Spain 27 August 2017 Yes

Meeting

Rare Malformations ERN Manchester, UK 18 September Yes
2017

Rare Vascular ERN Paris, France 14 October 2017 Yes

* EURORDIS supported Childhood Cancer International Conference in Rome on 12-14 June 2017
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Establ

GUARD HEART Patient Advocacy Committee (PAC)
Terms of References

GUARD MLART Pathent Advocacy Conwmittes (PAC)
Conartution

The GUARD NEART Patient - under the of GUARD HEANT
European Reterence Netwark.

L

The aims of the GUARD HEART PAC are to:

o Representing the voe of patents within GUARD HEAKT LRN ensering the needs of progle bving with
3700 CHrERac hease p inchaded 0 T Strategic and openstonal Gelvery of the retwork, ang to;

o Create 2 beidge Detween the GUARD HEART ERN and the rire Cardiac dsease patient communay,
Wrimately £2 Improve acceas to Sigh gasity Sugrosn, cate and treatment

Patient Advocacy Commatee will Gelwes These 3ims Tvough undertating the falowing activities.

o Cortridute 8o the of patent polives, geod Dractee pudeines
A% care pathw iyt

o S4pOOrt the netwark te of anz 10 the wider patient
community

o Contriute 5o the & Of research pr rd erauring they are Wlormed by the reeds of

PaTerts ang familes

o Provide advice on ethical issues on the sppiication of persoas’ dats rules, tompilance of information
consent avd management of comalaiets

o Ergage with the 230 0prate patien] comm uaities for dasaie spaciic activithes asd projects

Compet itien

The GUASD MEART Pasent Adwocacy Comm tiee it compaced of Flectad of 0o pted PItiert representatives,
VoW 35 GZAG resresentative, who 2re 10 be thels voice within GUARD MEART ERN. These g2AG
representatves ate ol based in the furcpran Urion

GUARD HEART PAC membership s voluntiry, Membershp of the GUARD HEART PAC is open to o1 patient
regreventatves who sre willng £ be invoived within the ares of expertioe of GUALD NEAKT (RN, The
GUARD MEAXT PAC has 3 Chalr, 1 Co-chalr snd 2 patient representatives per aach of the 4 cliaical network
bodrgs. Memdershlp of the GUARD HEART PAC will be 0pen 10 “ew Datient representatives who wil be
rominsted and sctive members of the dirical network Boards and Baniverasl thematic commitees.

e Lt Patact Sucmmtnton Coumes Sares of Sutmavmmn, (Fesl ot Asw J5°T
'
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ish a Patient Advisory Committee (PAC
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GUARD NEART FAC M. fram thass Hod 3buve)|

The nktisl componition of the patient repreteatatives on the GUARD MEART (RN setwork groupe ate a4

GUARD MEANT PAC Members Fatert QUEANBMIA0. GUARD HEART Commtees
Names
e PG —ee
Name (PAC Coanain) GUARD HEAKT Netwart Soard
= Seerng Commates

ow Tare FamILe EWCrcal Daesies
Cincal cormiten

- Rare familal Cardiomyopathies
Chncal commmen

o Congental Meart Defects
Cincal commiten

v Onher Rare Cardiac Dacases
Chnical commimen

troup
Tesearch ang Furding working
Foup

Teachng and e Learnng
worklag group

Data Maragement anc e
Meakh working group

FAaweige Maragement
worting group

Governants
The GUARD HEAKT Prtient Advacacy Committee
1 chalr and 1 Co-chale roprasenting the GUARD MEART PAC in the network bosrd

Patient representatives in 1he L SRGAIE SpecHc CRaca’ retwerky
X TheMatc resresentatives for GUARD FEART thematic commimees

They ane elected among the DUtart represancatives.
Mandate

The GUARD HEART PAC has an impartant role a0 missiont i Goverrasce, Ehkal issues, Care, Research,
EVBLANON, A% a5 EXPO'T PITIENS In SIUCITIEN o DAtIENtS 30¢ tamiles

RAtie IR erare That the GUARD HIART PAC prowides quabiy ~d L
ONECTS DALIENT S VRWDROMTL, MEMBers (O 1o

Barw Lnar P atrt Aacswamtaton Coses Tarve of et ow S8 dsw 2517
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ePAG Leadership Programme

Webinar
Capacity buidling

1. Virtual
Healthcare;
2. Data
Sharing;

3. Outcomes &
Indicators;

4. Clinical
Guidelines;
5. ERN &
Orphan Drug
Development

EURORDIS.ORG

Transversal
Focus Groups

Across ERNs

1. ERN
Education &
Training FG

2. ERN
Research &
Registries FG

3. ERN
Outcomes &
Guidelines FG

Peer
Coaching

ePAG focused

Quarterly
ePAG
Coaching
Groups with
clinical lead

Mentoring

Programme
individual focus

Mentoring
Programme:
Pilot with 12

mentors

Training
courses

1. Presenting
with Impact
training;

2. Influencing
without
authority
training

10
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ePAG Mentoring Program

A 12 months long pilot mentoring relationship where 12 mentors and 17
mentees dedicate a minimum of 2.5 hours every two months to the program

Aim #1

Carefully consider strategic
health advocacy processes,
roles, and responsibilities

Aim #3

Maintain or increase areas of
impact in the board and
committee environment

Aim #5

Identify tactics, tools and strategies that
promote communication, cooperation,
networking and coordination strategies

EURORDIS.ORG

Aim #2

Explore strategies in collaborating
with clinicians and patient
representatives for improvement

Aim #4

Being conscious and aware of
personal leadership strengths and
areas of development

Aim #6

Being conscious and aware of
personal leadership strengths and
areas of development

**'
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Facebook Workplace Initiative

An initiative launched by EURORDIS to create a common social media platform for
ePAG representatives and patients organisations involved in the 24 ePAGs.

There are 48 communities for individual ePAG. Each ePAG community has two
groups to:

m Peter Verhoeven @ edited a doc in the group: RIPAG Council

# Encourage communication across the ePAG
Representatives group

# Facilitate co-working within ePAGs through the
creation/modification and sharing of documents

_ o RIPAG COUNCIL - Task Management
# Encou rage I nternal commu nlcatlon between Richard West will add the 'inflammatory’ contacts they already

ePAG representatives and to wider patient have to Leire's template Diana Marinello will add the

'inflammatory’ contacts they already have to Leire's template

commun Itles Malena Vetterli will add the 'inflammatory’ contacts they already
have to Leire's template
Peter Verhoeven will add the 'autoimmune’ contacts they already
have to Leire's template
# FaC| I |tate |a rge SCa |e commun |Cat|0 ns from John Millswill add the 'autoimmune’ cont...
in the ePAG Advocates group See More

@ Lenja Wiehe 3 Comments

*
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ERN Common Patient Experience Survey

Rare Barometer Voices is a panel of people living with a rare disease who
participate regularly in EURORDIS surveys and studies available in 23 languages.

Exploring the possible developing this platform to be the centralised patient feedback mechanism across
the ERNs will provide information in order:

- To align strategic decisions and operational delivery of the ERNs with patients’ needs and
experiences, specifically the development of healthcare pathways and treatment protocols;

« To enable ERNs to capture the experience and feedback of multisystem rare disease patients
treated in one or multiple networks.

" Avoiding duplication of efforts through pooling of resources to drive
L: economies of scale;
-~

.

3
"ﬂ%‘ Ensuring robust, comparable and independent validated data and

M .
"By results by using the same survey methodology across ERNs;
c“’

Achieving sufficient survey sample size and coverage of the ERNs
patient population.
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D Action (Joint Action for Rare Diseases)
Very Useful websites
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Coordination of European Reference Metworks
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http://www.rd-action.eu/european-reference-networks-erns/coordination-of-rare-disease-erns/

Thank You
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