
Common Goals & Mutual Commitments between National Alliances in Europe & 
EURORDIS: An agenda betwee.n 2014 & 2020 

EURORDIS & National Alliances aim to the best of their ability and in accordance with available resources to : 

JO> Consolidate their position as the organisations of reference for rare diseases at national level and as European Networks 

and be recognised as actors in worldwide processes having impacts on patients and families living with a rare disease in 

Europe; 
)- Consolidate their activities to raise public awareness, in particular the Rare Disease Day and the European Year fo r Rare 

Diseases; 
JO> Facilitate the development and the effective implementation of a unique EU integrated, comprehensive and long-term 

strategy to address patients' needs everywhere in Europe, driven by patient advocacy, developed through partnership of 

all stakeholders, and guided by regulations & directives (laws), recommendations & communications (policies), road 

maps & programmes & guiding principles & expert recommendations (technical guidance); 

JO> Facilitate the development and engage in the effective implementation of national plans & strategies for rare diseases ; 

JO> Consolidate their joint policy recommendations and activities in drug development, centres of expertise, European 

reference networks, biobanks & registries, good clinical practices for diagnosis & care, specialised social services & 

integration of rare diseases within national social policies, patients ' ~dvocates empowerment; 

JO> Strive for and maintain supportive capacity building relationships with their members and empowerment of volunteers ; 
have the objective to become sustainable in terms of human, financial , organisational resources and governance. 

The Implementation Plan for the fulfilment of these Common Goals & Mutual Commitments is detailed in the Annex. 

This Annex is non-binding and comprises the Road Map for the National Alliances and the Council of National 

Alliances. The Annex is open to revisions and adoption by the Council of National Alliances. 

The purpose, background rationale & perspective, and process are expanded on in the Letter from EURORDIS addressed 

to the National Alliances. 

The Russian Patients ' Union has decided at its Board of Directors ' meeting on February , 12 2015 of to progressively 

integrate to the best of their ability and in accordance with available resources these common goals into its strategy & 

work plans and to commit to all other National Alliances involved in the European Network of National Alliances for 

Rare Diseases and to EURORDIS to carry out these common activities to the best of its possibilities . 

EURORDIS has decided at its Board of Directors ' meeting on 23 November 2013 to integrate to the best of its ability 

and in accordance with available resources these common goals into its strategy & work plans and to commit to all 

National Alliances involved in the European Network of National Alliances for Rare Diseases to carry out these common 

activities. 

For the Russian Patients' Union (Z!Rl>'lv---.. 

Yan Vlasov, co-presi nt 

The President 

Terkel Andersen 
President 
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061.Que u,enu u B3aHMHbie ofonaTeJibCTBa Hau,uouaJibHhIX aJihHHCOB EBponhI 

u EURORDIS: noBeCTKa ua 2014 - 2020 rr. 
EURORDIS 11 Hau110HaJihHhre aJihHHChI cTpeMHTCH, no Mepe c11n 11 coo6pa:rno c 11Me10w,11M11CH pecypcaM11, 

sr,monHHTb cne.D,y10w,11e 3a.D,a1m: 

• YKpenJJHTh cso1-0 no311u111-0 B KaYeCTBe JKcnepTHbIX opraH113au11f:l no pe.D,K11M 3a6onesaH11HM Ha 

HaUJifOHaJibHOM 11 o6w,eesporrei1CKOM y pOBHe, CTaTb np113HaHHblMl1 y'laCTHl1KaM11 B npoueccax np11HHTl1H 

peweHHH, KaCalOW,HXCH eaporrei1CKHX nau11eHTOB c pe.l(KHMH 3a60JleBaHHHMH H HX ceMei1, Ha 

Me)K,11,yHapo.D,HOM yposHe. 

• I1pHHl1MaTb cornacoBaHHble Mepb! .[l,JlH nOBbIWeHHH ypoBH5! OCBe.D,OMJ1eHHOCTl1 0 .D,aHHOH rrpo6neMe, B 

'-laCTHOCTl1, npOBO.D,11Tb Me)!(.D,yttapO.l\HblH ,UeHb pe.D,K11X . 3a6onesaHl1H 11 esponei1CKl1H fo.l( pe.D,Kl1X 

3a6onesaH11i1. 

• Co.D,ei1crnosaTb pa3pa6oTKe 11 3cpcpeKTl1BHOMY BHe,l\peH111-0 e.D,11Hoi1, nonHoi1 11 .D,onrocpoYHOH esponei1cKoi1 

CTpaTern11, uenr,1-0 KOTopoi1 ~rnmieTCH y.D,osnernopeH11e noTpe6HOCTei1 nau11eHTOB no scei1 Esporre. 

I1pO.D,BJ1)KeH11eM .D,aHHOH CTpaTenm 3aH11MalOTCH 3aW,11THl1KH npaB nau11eHTOB, 11 OHa pa3pa6aTbIBaeTCH 

COBMeCTHO BCeM11 3al1HTepecosaHHblMl1 n11uaM11 11 m1uaMl1, OTBeTCTBeHHblMl1 3a np11H51Tl1e peweHl1H, B 

coorneTCTBHl1 c npaa11naM11 11 )l.11peKT11BaM11 (3aK0HaM11), peK0MeHJJ.au11HMl1 11 pyKoBO.l\CTBaM11 

(0¢11u11anbHb1M11 11HCTPYKUl15!M11), .D,opmKHbIM11 KapTaM11 11 nporpaMMaM11, pyKOBOL\Hlill1Ml1 np11Hu11naM11 11 

peKOMeH.D,al(l1HMl1 3KCnepTOB (KOHCYJlbTl1pOBaH11e no TeXHl1'-!eCKOH 4aCT11). 

• 0Ka3bIBaTb noMep)!(KY np11 pa3pa6oTKe Hau110HanbHbIX nnaHoB 11 cTpaTerni1 no noMep)!(Ke nau11eHTOB c 

pe.D,Kl1Ml1 3a6oneBaH11HMl1 11 y'laCTBOBaTb B 11X 3¢¢eKTl1BHOM np11MeHeH1111. 

• Cnoco6CTBOBaTb BHe.D,peHl1IO COBMeCTHO pa3pa6oTaHHblX peKOMeH.l(au11i1 11 Mep B npoueCCbl C03.l(aHl15l HOBblX 

npenapaTOB, a TaK)!(e B 3KCnepTHblX ueHTpax, esponei1CKl1X opraHl13aUH5!X, 3aHl1MaI-OW,11XCH )l,aHHOH 

npo6neMOH, 61106aHKaX 11 peecTpax; KpOMe TOro, CO.D,eHCTBOBaTb BKJll04eHl1!0 TaKl1X peKOMeH.D,au11i1 B 

Ha.D,J1e)!(awyl0 KJll1Hl14eCKYIO npaKTl1KY .D,11arHOCTl1Kl1 11 yxo.D,a 11 B cneu11an11311posaHHOe COU11aJJbHOe 

06cny)!(11BaH11e, a TaK)!(e BKJll04eH11e pe,l\Kl1X 3a6onesaHl1H B Hal(HOHaJlbHbie nporpaMMbl COU,HaJlbHOH 

nOMOW,11 11 CO.D,eHCTBl1e Jl11U,aM, npe.D,CTaBJlHIQlill1M npasa nau,11eHTOB. 

• Pa3BJrnaTb 11 coxpaHHTh crroco6HocTb Hawei1 opraH113au,1111 OKa3hIBaTh no,.QJJ.ep)!(KY nau,11eHTaM, ar,1cTpa11saH 

OTHOWeHl15l Me)!(.D,y yYaCTHl1KaMl1 opratt113au1111 11 npe.D,OCT~BJ15l51 Heo6XO.D,11Mble 803MO)!(HOCTl1 BOJlOHTepaM; 

CTpeMl1TbCH K ycTOH411BOCTl1 opraH113au1111 B nnaHe cienose'-!eCKl1X, cp11HaHCOBblX 11 opraHl13aU110HHblX 

pecypcoa, a TaK)!(e pyxoBOJJ.CTBa. 

I1naH pean113au1111 nepe411cnetttth1x 06w,11x u,enei1 11 B3al1MHbrx o65!3aTeJJbCTB np11so.D,11TCH B I1p11JlO)!(eH1111. 

HaCTOHlilee np11JJO)!(eH11e HOCl1T peKOMeH.D,aTeJlbHblH xapaKTep 11 HBJlHeTCH )J,opO)!(HOH KapTOH .D,JlH 

Hau,110HaJJbHbIX aJJb5!HCOB 11 Cosern Hau110HanbHbIX aJib5!HCOB. I1p11no)!(eHJ.1e MO)!(eT 6b1Tb nepecMOTpeHo 11 

rrpY!HHTO CoseTOM Hau,110HaJihHhIX aJih5lHCOB. 

Uenh, 060CH0BaH11e, nepcneKTHBbl 11 rrpoueccr,1 on11caHbI B ~11CbMe EURORDlS K Hau,110HanbHblM aJJbHHCaM. 

Bcepocc11HcK11H COI03 nau11ettTOB (pa6ociaH rpynna no pe.D,KHM 6one3HHM)(tta11MeH0BaH11e AJJbHttca) np11tt5!Jl 

peweH11e Ha 3ace.D,aHHl1 I1paBJleHHH, npoBe.D,eHHOM 16 H05!6pH 2014 ro.D,a , no Mepe B03MO)l(HOCTl1 11 

coo6pa3HO c HMeI-OwHMl1C5l pecypcaMH, ocywecTBJl5!Tb nporpeCCl1BHOe BHe.D,peH11e nepe4HCJleHHblX 06w,11x 

uenei1 B CBOIO CTpaTerHIO 11 nnaHhl pa60Thl, a TaK)!(e np11H51Tb Ha ce6H o65!3aTeJlhCTBO nepe)l. OCTaJlhHhlMl1 

Hau110HanhHhrM11 aJJhHHCaM11, BXOJJ.Hll\11Ml1 B esponei1cKy1-0 ceTb Hau110HanbHbIX aJibHHCOB no pe.D,K11M 

3a6onesatt11HM, 11 nepe.u EURORDIS no peani-nau1111 cosMeCTHbIX Meponp11HT11i1 , HaCKOJlbKO 3TO 6y.ueT 

B03MO)l(HhlM. 

Ha cosew,amrn Coaern ,U11peKTopos, rrpoae.D,eHHOM 23 HOH6pH 2013 ro.l(a, EURORDlS np11H.srna peweH11e o 

TOM, 4TO .D,aHHaH opraHl13aUl1H, no Mepe B03MO)!(HOCTH 11 ' coo6pa3HO c l1MeI-Oll.\l1Ml1CH pecypcaMl1, 6yJJ.eT 

ocymecTBDHTh rrporpecc11sttoe stte.D,pett11e rrepeY11cnettttb1x 06w,11x uenei1 B CBOJ{) cTpaTernl{) 11 rrnaH hI 

pa60T&1, a TaK)!(e np11MeT Ha ce6H o6H3aTeJlbCTBO nepe.l\ ocTanbHbIMH Hau,110HanbHb1M11 aJihHHCaMH, 

Conpe.n,ce.D,aTeJlh 

)Kynes JO.A . 

Conpe.n,ce.D,aTeJlh 

TepKeJlb AH.D,epceH, 

I1pe.l(Ce.D,aTen& 

aJibHHCOB no pe.D,KHM 3a6onesaHHHM, no pean113au,m1 

11 Hau110HanbHbIX aJibHHCOB no pe.D,KHM 3a6onesaHHHM, 



Annex 

Implementation Plan of the Common Goals & Mutual Commitments between 
National Alliances in Europe & EURORDIS 

National Alliances & EURORDIS will do their best efforts in order to reach the Common Goals 

and engage in the Mutual Commitments. 

• In order to consolidate their positions as the organisations of reference for rare diseases in 

Europe and as European Networks and to be recognised as actors in worldwide processes 
having impacts on patients and families living with a rare disease in Europe, National 

Alliances & EURORDIS should work together to: 

~ Consolidate the European Network of National Alliances for Rare Diseases: 

•!• Based on the eligib ility criteria for National Alliances recognised by 

EURORDIS, 

•!• Based on the Internal Rules of the Council of National Alliances, 

•!• Based on a full and regular commitment into the activities of the Council 

of National Alliances, in sharing information, experience and common 

activities. 

~ Launch "Rare Diseases International": 

•!• First as an informal network on a small number of short-term, pragmatic 

objectives (website, exchange of information & experience, common 

voice) partnering with the National Alliances in Europe and around the 

world as well as the international disease specific federations (a starting 

point 2013), 

•!• Then establish it as a formal network so to become the international rare 

disease patient organisation, and. gain visibility and influence in 

international instances such as WHO, UN and OECD (a Goal by 2020). 

~ Consolidate RareConnect: 

•!• Based on the existing 50 online patient communities (as of2013), 
•!• Engage relevant National Alliances in RareConnect, 

•!• Develop online patient communities for most rare diseases by 2020 in 

particular the most rare and isolated patients & families, involve carers or 

clinicians or social workers or researchers, support conversations across 

communities on common issues in areas of personal life, social life, day to 

day care, etc. (a Goal by 2020). 

~ Consolidate the common identity of EURORDIS and National Alliances as being 

part of the same network: 

•!• Share a common subtitle name with "Rare Diseases Europe" (for 

EURORDJS) and "Rare Diseases Country" (for National Alliances); use 
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a common logo reflecting the network in addition to existing logo; this 

common identity is implemented progressively (a starting point 2013) 

•!• Increase mutual visibility on all communication tools and amplify this 
common synergetic identity (a Goal by 2020) 

~ Consolidate the Membership of National Alliances in order to cover the majority, 

and beyond as much as possible, of all existing rare disease patient groups at 

national level so to enhance their representation and inclusiveness. 

• In order to consolidate their activities to raise public awareness, EURORDIS & National 

Alliances should work together to: 

~ Organise Rare Disease Day to raise public awareness and empower the voice of 

the rare disease community through: 

•!• The annual International Rare Disease Day (starting point 2013) with 

bigger campaigns on leap years 2016 and 2020 

•!• Coordinated actions to promote Rare Disease Day as an International Day 

recognised by WHO (a Goal by 2020) 

~ Organise the European Year of Rare Diseases to promote rare diseases as a 

public health, research, social policy priority for next decade through: 

•!• A joint Campaign across Europe from 2014 toward the European Year of 

Rare Diseases 

•!• The actual European Year of Rare Diseases in 2019 (possible target year) 

across all European countries to further promote public awareness, policy 

development, partnership with all stakeholders around common objectives 

• In order to facilitate the development and the effective implementation of a unique EU 

integrated, comprehensive and long-term strategy to address patients' needs everywhere 

in Europe, driven by patient advocacy, developed through partnership of all stakeholders, 

and guided by Regulations & Directives (laws), Recommendations & Communications 

(policies), Road Maps & Programmes & Guiding Principles & Expert Recommendations 
(technical guidance), EURORDIS & National Alliances : 

~ Consolidate their joint policy actions for the effective implementation of 

European regulations and strategies at national level in more policy areas to the 

benefit of patients and families, such as (starting point 2013): 
•!• EU Regulation on Orphan Medicinal Products 

•!• EU Regulation on Medicinal Products for Paediatric Use 

•!• EU Regulation on Advanced Therapy Medicinal Products 

•!• EU Regulation on Pharmaceutical Legislation 

•!• EU Regulation on Pharmacovigilance Urgent Measures 

•!• Commission Communication on Rare Diseases: Europe ' s Challenges 
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•!• Council Recommendation on an Action in the field of Rare Diseases 

•!• EU Directive on Cross-Border Healthcare 

•:• EU Regulation on Clinical Trials 
•!• EU Regulation on Data Protection 

•:• EU Regulation on Transparency 
•:• Council of Europe Recommendations and Guiding Principles 

}>- Improve access to orphan medicinal products and other rare disease 
therapies for all patients through the gathering of expertise at European level, its 

recognition at national levels, the interface ·between regulators/health technology 

assessors/payers, innovative policies (a Goal by 2020), 

~ Advocate for the development of at least 200 new orphan medicinal products 
and diagnostic tools for most rare diseases by 2020 through the International 

Rare Disease Research Consortium (IRDiRC), and by the promotion of greater 

convergence between European & National research strategies & policies and the 

promotion of patient advocacy driven innovative solutions in partnership with 

stakeholders (a Goal by 2020) 
}>- Conduct studies on Access & Delays to Diagnosis, on Experience & Expectations 

on Care Provision, on Quality of Life, Social Impact & Economic Burden of 

People Living with Rare Diseases through pan-European cross-diseases 

EurordisCare Surveys and other social research in partnership with 
academic teams (a Goal by 2020) 

~ Promote an EU legislation to prevent genetic discrimination (a Goal by 2020) 
~ Develop a synergetic approach towards improving access to validated web-based 

information resources and relevant customised information, such as EURORDIS 

Website, EURORDIS InfoHub, NAs Website, Member Patient Organisations 

Websites and Help Lines operated by their volunteers, RareConnect, National 
Help Lines & European Network & Shared Tools & European 116 number, 

ORPHANET webserver and associated services, through promoting their 

convergence into one large European network providing information to 
patients & families & professionals (a Goal by 2020). 

}>- Coordinate EURORDIS' European Conference on Rare Diseases & Orphan 
Products 2014 & 2016 & 2018 & 2020 and NAs' national or cross-national 
conferences in term of planning, programme development, target audiences, 

official support, mutual promotion (starting point 2013) 

• In order to facilitate the development and effective implementation of national plans and 
strategies for rare diseases, EURORDIS & National Alliances consolidate their joint 
policy actions to: 

~ Promote the adoption of National Plans/Strategies in each EU Member State by 

2013, renew them based on benchmarking and iterative upgrading (a Goal by 
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2020) as well as get them adopted or under development in all other European 

Countries by 2020 with patient-centered approaches around common strategies 

and technical recommendations, sharing good practices, monitored through 

common indicators; the main areas are: 

•:• Centers of Expertise & European Reference Networks for Rare Diseases 

•:• Biobanks & Registries & Data Collection 

•!• Good Clinical Practices for Diagnosis & Care 

•:• Patients' right to Health Care Cross-Border Mobility 

•:• Information services through help lines and web-based servers 

•!• Specialised Social Services and Integration of Rare Diseases within 
national social policies 

~ Adjust European & National actions on the basis of feedback from National 

Alliances on the effective implementation of rare disease regulations and policies 

(evaluation process by National Alliances) and remaining unmet needs (research 

budget, centres of expertise, best practice o~ diagnosis & care, access to diagnosis 

& care & social services & reimbursement, quality of life) (a Goal by 2020) 

• In order to be more sustainable in terms of human, financial , organisational resources and 
governance, as well develop enriched and more supportive capacity building relationships 
with members and empowerment of volunteers, National Alliances & EURORDIS should: 

~ Regularly collect, analyse and monitor information about EURORDIS & 
National Alliances' governance, membership, strategies & work plans, budgets & 

financial resources, human resources; develop key common indicators; facilitate 

exchange of good practices and mutual support (start in 2014) 

~ Stimulate and facilitate information & experience exchange & good practices 

& common tools to enhance mutual support and learning from each other, 
intensify capacity building and networking activities of EURORDIS with 

National Alliances and between National Alliances across Europe both to enhance 

respective capacities, increase convergence and collaboration between National 

Alliances across Europe so to strengthen_ the Alliances and improve overall 
efficacy (ex: CNA Workshops, EURORDIS Membership Meeting Workshops, 

EURORDIS Summer School, mailing list, Exchange Programme "Learning From 

Each Other", joint activities, Policy Fact Sheets,etc) (starting point 2013) 

~ Capacity building of EURORDIS volunteer & patient advocates (ex: EURORDIS 

Membership Meeting Workshops, EURORDIS Summer School, e-learning, 

webinars) 

~ Maintain a high level of legitimacy and credibility by maintaining a high level 

of consent amongst EURO RD IS' & National Alliances members as well as a high 

level of national & European & International public affairs & advocacy alignment 
amongst EURORDIS & National Alliances & their members (a Goal by 2020) 
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~ Promote public recognition and financial support of National Alliances and 

EURORDIS based on the recognition of their role as actors in rare disease patient 

& families' empowerment, information, public health, healthcare and research (a 

Goal by 2020) 

>-- Exchange information regarding EU funding and projects they could be involved 

in (starting point 2013) 
>-- Promote private resource development through the joint approach of foundations 

and corporations (a Goal by 2020) 
>-- Develop joint actions to raise funds . Explore first the co-organisation of events 

replicable around Europe (a Goal by 2020) 
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Ilpnnomenne 

IlJiau peanHJaQnn ofimux QeJieif u BJaUMHbIX ofisnaTeJibCTB Me)KJJ,y HaQuouaJibHbIMn 
accoQnaQUHMU B Espone u EsponeiicKoii opramnaQuu no npofineMaM peAKHx 3afionesauuii 
(EURORDIS) 

Hau,11ottaJlbHb1e accou,11au,1111 11 EBponeiicKaa opratt113au,11a no npo6neMaM pe,LI,KHX 3a6oneBaHHH 
np11110JKaT MaKCHMaJJbHble ycHJTH51 )J,JJ51 )J,OCTl1JKemrn 06w,11x u,eJJei:l 11 BbinOJJHeHl151 B3a11MHblX 

o65133TeJJbCTB. 

• ,Z:VuI yKpenJJeHWI CBOl1X n0311ll,11H B KaYeCTBe OCHOBHblX opraH113au,11l1 no npo6JJeMaM pe.D,K11X 
3a6onesaHHH s Espone 11 Esponei1cK11x ceTeH ii nonyYeHH51 np113HaHH51 s KaYeCTBe 

y'-laCTHl1KOB MeJK.D,yHapO.D,HblX npou,eccax, B03.D,eikTBYIOUJ,11X Ha nau11eHTOB 11 ceMbl1, 
JK1-rnyw,11e c KaKHM-JJ1160 pe.n,KHM 3a60JJesatt11eM B Espone, Hau,110Han&Hb1e accou,11au,1111 11 

Eaponei1cKa51 opramnauH51 no npo6neMaM pe.n,Kl1X 3a6onesaH11i1 .n.onJKHbI pa6oTaTb s 
COTpy.n,Hl1LfeCTBe, LfT06bi: 

~ KottcoJJ11.n,11posaT& EsponeikKy10 ceTb HaQnonaJtbHbIX accoQuaQutt pe11.Kux 
Ja6onesauuu: 

•!• Ha OCHOBaHmr Kp1nep11es coorneTCTBl151 ycTaHOBJJeHHblM Tpe6osaHwiM .D,JJ51 
Hau,110HaJJbHblX accou,11au,11i1 , np113HilHHb1x Esponei1cKoi1 opratt113a1.mei1 no 
npo6JJeMaM pe.D,Kl1X 3a60JJeBaH11i1, 

•!• Ha octtosatt1111 BttyTpeHHero pernaMeHTa Cosern Hau,11ottanbttb1x 
accou,11au,11ii; 

•!• Ha ocHosaH1111 noJJHoro 11 nOCT051HHOrO o6513aTeJJ&CTBa 
,LI,e51TeJlbHOCTl1 CoseTa Hau,110HaJibHhlX accou,Hau,1111 no 
11Htj.JOpMau,11ei1, OnblTOM 11 o6w,ei1 .D,e51TeJJbHOCTblO. 

);;>- C03.n,aTb Mem11.yuapo11.uy10 ceTb pe11.Knx 3a6onesaunu: 

B paMKaX 
o6Metty 

•!• CHa'-lana s Ka'-l.ecrne HecpopMaJJhHoi1 ceT11 c HeCKOJJbK11M11 KpaTKocpoYHblMH 
11 npaKTHLfHblMH u,eJJ51Ml1 (se6cai1T, o6MeH 11HcpopMau,11ei1 11 OOblTOM, o6w,ee 

MHeH11e) B napTttepcrne c Hau,110HanhHhIM11 accou,11au.115IM11 s Espone 11 no 

BCeMy M11py, a TaKJKe c Me)f(,LI,yttapo,LI,HblMl1 cpe.n.epau,115IMl1 no KOHKpeTHblM 
3a6onesaHl15IM (ttaY11Ha5l c 2013 ro,LI,a), 

•!• 3aTeM y'-lpe,LI,HTb ee B KaYeCTBe oqrnu,HaJJbHOH ceTl1 c u,eJJblO CTaHOBJleHl151 
MeJK.D,yttapo.nttoi1 opraHH3aU,Hl1 nau11eHTOB c pe.nKHMH 3a6onesaHH51Ml1 11 
)J,OCTl1)f(eHH51 3aMeTHOCTl1 H BJl m!TeJlhHOCTH B TaKHX Me)f(}J.yttapOJJ.HblX 

11HcTattuID1x, KaK B03, OOH 11 03CP (uen& K 2020 ro.n.y). 

~ Kouconu.n.uposaTb RareConnect (napTttepcrno Esponei1cKoi1 opram13au,1111 no 
npo6neMaM pe1J.K11X 3a6onesatt11i1 11 Hau,110HaJJhHOi1 opraH113au,H11 CWA no pe.n,K11M 

3a6oJJeB3H1151M (NORD)) : 
•!• Ha octtosaHHH 50 cyw,ecrny10w,11x ottnai1tt-coo6w.ecrn nau,11eHTOB (no 

.n,aHHbJM Ha 2013 ro.n.), 
•!• np11BJleLfb COOTBeTCTBYlOUJ,He Hau,110HaJJbHble accou,1-iau,1111 B RareConnect, 
•:• Pa3pa6oTaTb ottnai1tt-coo6w,ecTsa nau11ettTOB c pe,LI,4ai:lw11M11 3a6onesatt11HM11 

K 2020 ro,LI,y, B '-laCTHOCTH, c BKJllOLfeHHeM pe.nYaHWHX CJlyYaes H tta116onee 
1130JJ11pOBaHHblX nau,11eHTOB 11 ceMeH, np11BJJel.fb ocyw,eCTBJJ51IOUJ,11X yxo.n. JJl1ll, 
11Jll1 KJil1Hl1ll,11CTOB 11JJH COLl,11aJlbHblX pa60THl1KOB 11Jll1 11CCJJe.D,OBaTeJJei1, 

noMep)f(11BaTb 06w,eH11e Me)!<.D,y coo6w,ecrnaM11 no 06w,11M sonpocaM B 
ccpepax JJl1YHOi1 11 o6UJ,ecrneHHoi1 )f(l13HH, nosce.n,HeBHOMY yxo.n.y 11 TaK .n.anee 

(u.enh K 2020 ro.n.y). 
~ Kottcon11)J,11posaTb 061.Que OTJIH'IHTeJibHbie npu3uaKu Esponei1cKoi1 opraHH3au1111 

no npo6JJeMaM pe.n,K11x 3a6onesaH11H 11 Hau,110HaJJbHhlX accou,11au,11i1, 51BJJ51IOUJ,11XC51 

YaCTblO o.n,Hoi1 11 TOH )f(e ceT11: 
•!• Co3.n,aTb 06UJ,11i1 no.n,3aronosoK .D,JJ51 <<Pe11.Kue 3a6onesauuS1 Espona» (M.si 

Esponei1cKoi1 opratt113au,1111 no npo6neMaM pe.n,K11x 3a6onesaH11i1) 11 <<Pe11.Kue 
Ja6oneoauuSI Cmpana» (AJJ51 Hau110HaJJhHhIX accou11au11i1); 11cnoJ1b30BaTb 
06UJ,11i1 noroT11n, 0TpIDKa10w,11i1 cyr& ceT11 BA06asoK K cyw,ecrny10w,eMy 
JJOroT11ny; 3Tl1 06w.11e OTJl11'-111TeJJbHble np113HaKl1 BHe.D,p5110TC51 no Mepe 
C03)J,aH115l (tta<rntta51 c 2013 roAa) ; 
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·:· f10BbICl1Tb B3311MHYIO 3aMeTHOCTb Ha Bcex cpe.ncTBaX KOMMYHl1Ka~1111 11 

yBeJil1Lfl1Tb 3Tl1 06w11e B3al1MOYCl1Jil1Ba!QWl1e OTJil1Lfl1TeJibHble np113HaKl1 

(uem p,o 2020 rop,a) 
> KoHcon11p,11poBaT& YneHCTBO Hau110Han&HblX accou11au11H p,m1 pacnpocTpaHemrn Ha 

60J1bWl1HCTBO 11 KaK MO)l(HO 60JlbWe 113 BCex cywecTBYIOllll1X rpynn nauJ.1eHTOB c 
pe.UK11Ml1 3a60J1eBaHl1.SIMl1 Ha HaU110HaJlbHOM ypoBHe ,UJl.SI CO,UeHCTBl1.SI npe.ucTaBJ1eH1110 
11x 11HTepecos 11 sceo6oeMJieMocTH. 

• ,[Vi.SI KOHCOm1p,aum1 CBOeH p,eHeJihHOCTH no nOBbIWeHHIO o6wecTBeHHOH OCBe,UOMJ!eHHOCTH 

EBponei1cKa.S1 opratt113aullil no npo6neMaM pep,K11x 3a6oneBaH11H 11 Hau110Hanbttb1e 
accouHaui-rn .non)l(HhI pa6oTaTb B coTpy.nHHLJecTBe, YT06r,1: 

> OpraHl130BaTb )J;ettb pep,K11x 3a60J1esatt11i1 )].JI.SI nOBb1weH11.S1 o6w,ecTBeHHOH 

OCBe)J,OMneHHOCTl1 H no.n.nep)l(11BaTb MHeHHe coo6wecTBa nau11eHTOB c pe.UK11Ml1 

3a6oneBaH11.S1M11 nocpencTBOM: 
•!• E)l(ero.uHoro Me)l(Jl.yHapo.uHoro .UH.SI peAK11X 3a60J1eBaHYtH (HaY11HaH c 2013 

ro.na) c 6onee 06w11pHhlX KaMnaHl1H B Bl1COKOCHbie 2016 11 2020 fO)J,bl 
•!• CKoopA11H11posattHblX AeHCTBl1H no npop,B11)1(eH1110 .D:HH pe.uK11x 3a6oneBaH11H 

B KaLJecTBe Me~Hapo.uttoro .UH.SI, np113ttattHoro B03 (ueJ1b K 2020 rony) 
> OpraH113oBaTb EBponelkKHH rop, pep,K11x 3a60J1eBaH11H .UJ1.S1 BblAB11)1(eH11.S1 pep,K11x 

3a6oneBaH11i1 B KaLJecTBe npHopHTeTHbIX uenei1 o6wecTBeHHoro 3,npaBooxpaHeH11H, 

HCCJie)J,OBaHHH H COUHaJJhHOH nOJIHTHKH Ha 6.[lH)KaHwee .nec51THJieTHe nocpe.ncTBOM : 

•!• CoBMeCTHOH KaMnaH1111 no Bcei1 EBpone c 2014 ro.ua no EBponel1cKoro ro.ua 
pep,K11x3a6onesaHHH 

•!• CaMoro EBponel1cKoro rop,a pe.uK11x 3a6oneBaH11H B 2019 rop,y ( B03MO)l(HOM 
ueJleBOM ro.uy) BO scex eBponeHCKl1X CTpaHaX )].JI.SI .UaJJbHel1 wero nOBbIWeHl1.SI 
o6w,eCTBeHHOH OCBe,UOMJleHHOCTl1, pa3pa60TKl1 nOJl11Tl1Kl1, napTHepCTBa c 
BCeMH yLJaCTHHKaM11 no o6ll(HM ueJI51M. 

• )J;JJ.SI CO)J,eHCTBl1.SI pa3pa6oTKe H 3cpcpeKTl1BHOMY BHe.upeHl1lO YHl1KaJJbHOH, l1HTerp11posaHHOH B 
EC, sceo6beMJI!Qll(eH 11 p,onrocpoYHOH cTpaTern11 pearnposaH11.S1 Ha HY)I<Abl nau11eHTOB no 

scei1 Espone, se.noMoH npe.ncTaB11TeJIHM11 no 3aw11Te npas 11 11ttTepecoB nau11ettTOB, 

pa3pa6oTaHHOH s pe3ynhTaTe napTHepcTBa scex yLJaCTHl1KOB 11 peryJ111pyeMOH 

ITocrnttosneHlli!Ml1 11 )J;11peKT11BaM 11 ( 3aKottaM 11 ) , PeK0MeHp,au,11HM 11 11 KoMMYH 11Kau,11.S1MH 

(rron11T11Ko1i), f1nattaM11 nei1CTBHH, ITporpaMMaMH, PyKoso.nHll.ll1Ml1 np11Hu11naM11 11 
PeK0Mettnau11.S1M11 JKcnepToB (TexH11YecK11M pyKosop,cTBOM) Esponei1cKol1 opratt113au11H no 
npo6J1eMaM peAKHX 3a60J1esaH11H 11 Hau110Han&HbIX accou11au11l1: 

> KoHCOJ111A11pOBaTb CB011 COBMeCTHble npe.uycMOTpeHHble nOJl11Tl1KOH .ueHCTBl1 51 .UJl51 
3cpcpeKTHBHOro Bttep,peHl151 esponeHCKHX 1-!0PM 11 CTpaTernH Ha HaUl10HaJJbHOM 
ypostte B 60J1bWeM Lfl1CJ1e ccpep noJ111T11K11 Ha non&3y nau11eHTOB 11 ceMeH, ttanp11Mep 
(ttaYHHa.SI c 2013 ro.ua): 

•!• ITocTaH0Bnett11e EC 06 opcpattttb1x neKapcTBeHHbIX cpeACTsax 
•!• ITocrnttosneHHe EC o neKapcTBeHHbIX cpe.ncrnax .nnH np11MeHett115! B 

ne.n11aTp1111 
•!• ITocrnHosneHHe EC o neKapcTBeHHbIX cpe.ucTBax .UJI.SI nepe.uoso11 Tepan1111 
•!• ITocrnHOBJ1ett11e EC o ¢apMauesT11YecKoM 3aKOHO.UaTeJl&CTBe 

•!• ITocrattosnett11e EC o tteOTJJO)l(HblX Mepax cpapMaKoHamopa 
•!• KoMMyH11Kau1111 KoM11cc1111 no pe.uK11M 3a60J1esatt11.S1M: 3aAaY11 B Espone 
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•:• PeK0MeH.nau11~ CoBeta no net!crn11.siM B ccpepe pe.n.K11x 3a6oneBaH11tl 
•!• )J,11peKT11Ba EC o TPaHcr paH11YHOM 3.llpaBooxpaHeH1111 

•:• ITocTaHOBJJeH11e EC o KJJHH11YecK11x 11cnh1TaHw1x 

•:• DocTaHOBJJeH11e EC o 3all.(11Te .JJ,aHHblX 

•:• ITocTaHOBJJeH11e EC o np03 paYHOCT11 

•:• PeKOMeH.JJ,au,1111 11 pyKOBO.ll51Ll\He np11Hu,11nb1 CoBeTa E Bponb1 

)> y n y YWHTb ,11,0CTYDHOCTb opii>aHHblX JleKapCTBeHHblX cpe,11,CTB " ,11,pyrnx BH,11,0B 

JleYeHHH pe.JJ,K11X 3a6on eBaHHH )J,11 51 BCex nau,11eHTOB nocpe.JJ,CTBOM c6opa 

npocpecc110Han&ttoro on&rTa Ha eapo neHCKOM ypoBHe, ero np113Hamrn Ha 

HaU,110 HaJlbHblX ypOBWIX, cpe.llCTBO B3al1MO.llei1crn115! Me)l(.llY peryJJ51Tl1BHblMl1 

opraHaM11/cneu11aJll1CTaMl1 no oueHKe Me.llHUHHCKHX TeXHOJlOrnH!nnaTeJlbll.l,11KaMH, 

11HHOBaU,110HHOH DOJ111THKOH (u,eJlb K 2020 ro.JJ,y ) ; 

~ Bb1cTynaTb 3a pa3pa6oTKY He MeHee 200 HOBbIX op<J>anHbIX neKapcTBeHHbIX 

cpe,LJ,CTB H cpe,LJ,CTB ,LJ,HarHOCTHKH pe,LJ,'IaUIIJHX 3a6oneBaHHU K 2020 ro,LJ,y 

nocpe.llCTBOM Me~Hapo.JJ,Horo KOHcopu,11yMa no 11ccne.JJ,0BamrnM pe,llKHX 

3a6oneBaHHH (IRDiRC) 11 CO)J,eHCTBl151 60Jl bWeMy B3al1MO)J,eHCTBl1IO Me)K)J,y 

eBponei1CKl1MH 11 HaU,HOHaJlbHblMl1 CTpaTerH51MH H non11T11KaM11 11CCJ1e)J,OBaHl151, a 

TalOKe CO,JJ.eHCTBl151 3all.(11Te npaB 11 HHTepeCOB nau,11eHTOB, Be.[\OMOro 

11HHOBaU110HHbJM11 peweHlli!Ml1 B naprnepcrne c y YaCTHl1KaM11 (uenb K 2020 ro.JJ,y) 

)> DpoBO.llHTb 11ccne.JJ,0Batt11}1 .llOCTynHOCTl1 11 Jan ep)KeK ,JJ.11arnocT11K11, onb1Ta 11 

Q)KH)J,aHHH B cepe o6ecnel.feHl151 y xo.JJ,a, KaYeCTBa )KH3Hl1, COU,HaJJbHOro B03)J,eHCTBl151 H 

3KOHOMl1YeCKOro 6peMeHl1 J111U, )Kl1BYLl\11X c pe.llKl1Ml1 3a6on eBaHl15!MH, nocpe,llCTBOM 

naHbeBponeHCKHX nepeKpecTHblX (Ha ypoBHe 3a6onesaH11i1) 11ccne.JJ,0Batt11i1 

EurordisCare u ,LJ,pyn1x counaJJbHbIX uccne,LJ,osauuii B napTttepcTBe c 

aKa,LJ,eMHYeCKHMH rpynnaMU (uenb K 2020 f.'O.llY) 

)> 0TcTa11BaT& 3aKOHO.JJ,aTeJlbCTBO EC no npe.uoTspaw,eHHto reueTnYecKon 

)J,HCKpHMHHaQHH (ue11b K 2020 ro.lly ) 

~ Pa3pa6oTaTb 3cpcpeKTHBHO B3aHMO.llei1crny 10w,11i1 no.JJ,XO.ll K y 11 yl.fweH11to .llOCTynttocT11 

nO.[\TBep)K)J,eHHbIX 11Hcj:>OpMaU,110HHblX pecypCOB B 11HTepHeTe 11 COOTBeTCTBYJOU(eH 

cneu11an11311poBaHHOi1 11HcpopMau,1.rn , Hanp11Mep, Be6cai1T EBponei1cKoi1 opraH113au,1111 

no npo6neMaM pe.llKHX 3a6oneBaH11i1, EURORDTS InfoHub, Be6cai1T Hau,110HanbHblX 

accou11au11H, Be6caHTbl 4JleHCKHX opraHH3aUl1H nau11eHTOB 11 BOJlOHTepcKHe 

Te11ecpoHHb1e 1111H1111 noMow,11, RareConnect, Hau,110HanbHb1e Te11ecpoHHb1e n11H1111 

noMow,11, eBponei1cKa51 ceTb (European Network), 06w,11e 11ttcTpyMeHTbI (Shared 

Tools) 11 Te11ecp0Httb1i1 HOMep 116 B EBpone, ae6cepBep ORPHANET 11 

COOTBeTCTBYIOll111e c11y)K6b1, nocpe.JJ,CTBOM npO.llBl1)KeHH51 11X ofrbe.[\11HeH115! B O.lltty 

60J1bll1YI-O esponeiicKylO ceTb, npeLJ.OCTaBJJHIO~YIO HH$OpMaQHIO nauneHTaM, 

ceMbHM u npo<J>eccuonanaM (ueJib K 2020 ro,11,y), 

)> Koop,JJ.11H11poBaTb Esponei1cKyJ-O KOH<j:>epeHu1110 no pe.llKl1M 3a6011eaaH115! 11 

opcpaHHbIM neKapcrneHHblM cpe.llCTBaM EBponei1cKo i1 opraH113au,1111 no npo6neMaM 
pe.llKH X 3a6oJJeBaHHH B 2014, 2016, 2018 11 2020 ro)J,ax, a TalOKe HaUHOHaJlbHble HJlH 

TpaHcttau11ottanbHb1e KOHcpepeHu,1111 Hau110HaJ1bHblX accou,11au,11i1 nocpe.llCTBOM 

nnaH11poBaH115!, pa3pa60TK11 nporpaMMbI, uenes&1x ay.u11Top11H, ocp11u11anbHOH 

no.ll)J,ep)KKl1 11 B3al1MHOro npO.llBl1)I<eHl151 (HaYHHRSI c 2013 ro.JJ,a) 

• )J,n51 CO)J,eHCTBl151 pa3pa6oTKe 11 3cpcpeKTl1BHOMY BHe.JJ,peHHIO HaU,HOHaJlbHblX n11aHOB 11 

cTpaTer11i1 no pe,llKl1M 3a6oneBaH115IM EBponei1cKa51 opratt113au1151 no npo6neMaM pe.llKHX 

3a6011eBaHHH 11 Hau,HOHaJlbHbie accou11au1111 KOHC0Jll1.lll1PYI-OT COBMeCTHbie npe.llyCMOTpeHHble 

DOJlHTHKOH ,lleHCTBl151, 4T06b1: 

~ Cnoco6cTBOBaTb np11WITl1JO HauuouaJihHhIX nnauos/cTpaTeruii B Ka)K.llOM 

rocy.llapcTBe-YJJeHe ECK 2013 ro.lly, o6HOBJJHTb 11x tta ocH0BaH1111 cpaaH11Te11bHoro 

aHaJil13a 11 MHOrOKpaTHOro COBepweHCTBOBaHl151 ( u,eJl b K 2020 ro.JJ,y) , a TaK)Ke 

.JJ,0611BaTbC5! 11x np11H5!Tl15! 11n11 pa3pa6oTKl1 BO Bcex .upyr11x eBponei1c1<11x crpattax K 

2020 ro.lly c nau11eHT-Op1·1eHT11pOBaHHblMl1 nO)J,XO.JJ,aM11 B OTHOWeHl111 o6ll(HX 

CTpaTerHH 11 TeXHl14eCKl1X peKOMeH.[\au,1111 , o6MeHa Ha.JJ,Jle)Kall.l,11Ml1 npaKTl1KaM11, 

OTCJle)K11BaeMblX nocpe.JJ,CTBOM 06w,11x npH3HaKoB; OCHOBHble cq)epbl : 
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•:• IJ,eHTpbI 3Kcneprn3bI 11 EBponei1cK11e pecpepeHTHbie cer11 no pe.D,KHM 
3a6oneBatt11HM 

•:• EHo6aHKl1, peecTpbr H CHCTeMbI c6opa .IJ,aHHbIX 
•:• Ha.IJ,Jle)f(arn,He KJll1Hw1ecKHe npaKTHKH .IJ,HarHOCTHKH 11 neLJeHHH 
•!• flpaBo nau11ettTOB tta nonyi-1ett11e ycnyr 3.upasooxpattett11H np11 

Tpattcrpatt11LJHOM nepe.D.Bl1)Kett1111 
•!• l1ttcpopMau11ottttb1e ycnyn1 LJepe3 Tenecpottttbre n11tt1111 no.D..D.ep)!<KH 11 

l1ttTeptteT-cepBepb1 
•:• Cneu,11an11311poBaHHbre cou,11an bttbre ycnyrn 11 11HTerpau,1151 pe.D.K11x 

3a60JieBaHl1H B HaU110HaJibHOH COU11aJibHOH nOJil1Tl1Ke 

~ Peryll11poBaTb esponeti:CKl1e 11 HaU,110HaJlbHble neti:CTBIUI Ha OCHOBaH1111 o6paTHOH 
CB51311 113 Hau,110HaJihHhrx accou,1rnu,11i1 no Bonpocy 3cpcpeKTl1BHoro ocywecTBneH115! 
HOpM 11 non11T11K11 no pe.D.K11M 3a6onesatt115IM (npou.ecc ouettK11 Hau.11ottanhttb1M11 
accou.11au115IM11) 11 ocTasw11xc51 ttey.D.osnernopetttthIMl1 HY)f(.D. (610mKeT 11ccne.nosatt11H, 
ueHTpbl 3KCnepT113hl, nepe.D.OBa51 npaKTJ1Ka .D.11arHOCTl1Kl1 11 neLJeHl151 , )l,OCTyn K 
)l,11arHOCTl1Ke, neLJett1110, COU.11aJlbHblM ycnyraM, B03Melll,eHl151M, KaLJeCTBY )!(113H11) 
(uenb K 2020 ro;zy) 

• B u.en51x 6onhweH ycTOHLJ11socT11 B OTHo~ett1111 LJenoseLJecK11x, cjmttattcOBblX, 
opratt113au110HHbIX pecypcos H ynpasnett115!, a TaK)!(e pa3pa60TK11 ynyLJweHHbrx, 6onee 
6naronp1151THbIX 11 nOBb!WalOlll,11X noTeHU,11aJI OTHOWeHl1H c 4JleHaMl1 11 pacw11peHl15! 

B03MO)!(HOCTei1 sonoHTepos Hau,110HaJibHbre accou.11au.1111 11 Esponei1cKa51 opraH113au.1151 no 
npo6neMaM pe.D.Kl1X 3a6onesatt11H .UOJl)f(Hbl: 

~ Peryn51pHo co6npaTh, anaJIH3npoeaTh n oTcJiemneaTh nucl>0pMaunw 06 
ynpasneH1111, LJJleHCTBe, CTpaTer1151x 11 nnaHax pa6oTbI, 610mKeTax, cjrnHaHCOBhlX 11 
11enoBeLJecK11x pecypcax EsponeHCKOH opratt113au1111 no npo6neMaM pe,nK11x 
3a6oneBatt11li 11 Hau.110HanbHbIX accou.11au.11li; pa3s11saTb KJlKJLJesbre 06w11e 
noKa3aTem1; cnoco6cTBOBaTb o6Metty tta.n:ne)!(aw11M11 npaKT11KaM11 11 s3a11Mttoi1 
no.D..D.ep)f(KOH (HaLJ11Ha5! c 2014 ro.IJ,a) 

~ CT11Myn 11posaTh 11 co.IJ,eHCTBOBaTb o6Meny nucpopMauneii, onhITOM, uaAJiemaw,nMn 

npaKTHKaMH " o6rn,HMH HHCTpyMeHTaMH AJIH cnoco6cTBOBaHHH BJaHMHOH 
noMep:lKKe u o6yqeuuw Apyr Apyra, ycuJiueaTh noeb1mawmyw noTeuunaJI u 
cnoco6cTeywmyw ycTauoeJieunw CBHJeii .IJ,e.siTeJJbHOCTb Esponei1cKoi1 

opraH113aui.111 no npo6neMaM pe,nK11x 3a6onesaH11H c Hau.110HanhtthrM11 accou.1-rnul15IMl1 
11 Me)!()l,y Hau11ottanbHbIM11 accou.i.mu11HM11 s Espone ,nn51 ysem14eH11.S1 
COOTBeTCTBYIOlll,lfX B03MO)!(HOCTeH, yc11neHl1.SI ypoBH51 B3311MO)l,eHCTBl151 11 
coTpy,nH11LJecTBa Me)!()l,y Hau.11ottanbttb1M11 ac.cou.11aul15IM11 B Espone .D.JJ51 yKpenneH11H 
Accou11au.11li 11 nosb1wettl15I o6weH 3cpcpeKTl1BHOCT11 ( ttanp11Mep, ceM 11ttapb1 .IJ,J151 
cepT11cp11u11poBaHHblX nOMOWH11KOB Me.D,cecTpbl, ceM11Hapbl np11 co6patt1111 LJJleHOB 

EsponeHCKOH opraH113au1111 no npo6neMaM pe.D.Kl1X 3a6onesatt11H, neTH5151 wKona 
Esponei1cKoi1 opratt113ai..i_1111 no eBponei1cK11M 3a6011eaatt115IM, cn11coK noYToaoi1 
paCCblJIKl1, nporpaMMa o6MeHa «06yLJeH11e .npyr .D.pyra», COBMeCTHa.SI .IJ,e.SITeJlbHOCTb, 
cpaKT1111ecK11e .IJ,aHHbre no non11T11Ke 11 T . .D..) (ttaLJ11tta.si c 2013 ro.IJ,a) 

~ YKpenneH11e n0Tettu11ana sonoHTepoB 11 npe.D,crns11Tenei1 no 3arn,11Te npas 11 

11HTepecos nau.11eHTOB Esponei1cKoH opraH113au1111 no npo6neMaM pe.D.Kl1X 

3a6onesaH11i1 (paHee - ceM11ttapb1 np11 co6paH1111 11nettos Esponei1cKoH opratt113au1111 
no npo6neMaM pe.D.Kl1X 3a6onesaH11i1, neTHH51 wKona Esponei:icKOH opraH113au,1111 no 
npo6neMaM pe.IJ,K11X 1a6onesaH11i1, 06yLJeH11e B 3JleKTpOHHOH cpe.ue, se611ttapb1) 

~ flo.D..IJ,ep)Katt11e BblCOKOro ypoBH.SI nernTl1MHOCTl1 11 .D.OBep1151 nocpe.IJ,CTBOM 
no.D..IJ,ep)f(aH11H s&rcoKoro ypoBH51 roTOBHOCTH cpe.D.11 LJJlettoB Esponei1cKoi1 
opratt111au1111 no npo6neMaM pe.D.KHX 3a6onesatt11H 11 Hau.11ottanbtthIX accou11au11H, a 
TaK)!<e BblCOKOro ypOBH51 COBMeCTl1MOCTl1 HaU.110HaJlbHOH, esponeHCKOH 11 
Me)!(.IJ,yttapo.D.HOH ny6n11LJHOH non11T11K11 11 3aW11Tht cpe.n.11 Esponei1cKoi1 opraH111au1111 
no pe.IJ,K11M 3a6onesaHl1.SIM, Hau.110HaJlbHblX accou11au.11H 11 11X LJJleHOB (u.enb K 2020 
ro.D.y) 
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~ Co)J.eiicTBOBaTb o6w.ecTBeHHOMY npH3HaHHIO H qJHHaHcosoi1 noMep)!{J(e HaL(HOHaJibHbIX 
accol(11au11l1 11 EBponei1cKoi1 opratt113au1111 no npo6neMaM pe.L\K11X 3a6oneBatt11!1, octtoBaHHOH 

Ha npH3HaHHH HX pOilH B KalleCTBe yllaCTHHKOB B npol(eccax, pacwHpSllOW,HX B03MO)l(HOCTH 
naL(HeHTOB c pe)J,KHM11 3a6oneBaH11SIM11 H CeMeH, HHcpOpMaL(Hl1, o6w,ecTBeHHOM 
3.L\paBooxpatteH1111, 3.L\paBooxpaHett1111 11 11ccne,l\0BaHJ.U1X (uenb K 2020 ro.L\y) 

~ 06MeH11BaTbCS1 11HcpopMaL(11eti s ornoweHHH cp11HaHCHposaH11si EC 11 npoeKTOB, s KOTOpbIX 

OH!1 MOfJll1 6b1 6bITb 3a)J,eHCTBOBaHbl (Ha'-!11Ha51c2013 rop,a) 

>- Co)J,eticrnosaTb pa3Bl1THIO l!aCTHbIX pecypcos nocpe)J.CTBOM cosMecrnoro no)J.XOLI.a K QJOHLI.aM 
11 Kopnopau1H1M (uenb K 2020 ro,D,y) 

>- Pa3pa6aTbIBaTb COBMeCTHbJe )J,elkTBH51 no c6opy cpeLl,CTB. l1ccJJe)J,OBaTb nepBylO COBMeCTHYIO 
opraHH3aU.HIO MeponpH51Tl1H, BOCOp0113BO.L\11MbIX B CTpaHax EBpOnbI (uenb K 2020 ro,D,y). 
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Letter from EURORDIS to each National Alliance 

Ref: Common Goals & Mutual Commitments between National Alliances in Europe & 
EURORDIS: An agenda between 2014 & 2020 

This letter and its attached documents are the product of a year-long discussion within the 

Council of National Alliances and the EURO RD IS Board of Directors . The Common Goals & 

Mutual Commitments have been further developed and refined through the feedback provided 

by an Advisory Group of the CNA set up for thi s purpose during the CNA workshop m 

Dubrovnik in May 2013. 

The "Common Goals & Mutual Commitments between EURORDIS & National Alliances in 

Europe" is a shared process between EURORDIS & .the European Network of National 
Alliances for Rare Diseases to accelerate positive change for people living with rare diseases 

by 2020, notabl y to : 

Further build a strong pan-European comm unity of patient organisations and people 

living with rare diseases, 

Be their voice at the national , European and international levels, 

Directly or indirectly- fight against the impact of rare diseases on their lives. 

Purpose 

This process aims to promote greater convergence and collaboration between National 

Alliances themselves, and between National Alliances and EURORDIS, for an optimal 
synergy based on common goals. 

The Common Goals & Mutual Commitments is a short one page document to sign up to. This 

is the only binding document to be signed. 

The approach is not to harmonise the Strategies and Work Plans, these need to continue to be 

fully flexible and adjusted to each specific national situation or to the European level , while 

also respecting the autonomy and democracy of each National Alliance and of EURORDIS. 

The approach rather aims to coordinate and streamline priorities which are already shared or 
will be shared over the next years, in a progress ive step-wise approach, enhancing synergy 

and mutual support in order to maximise the benefits of participating in the same network 

while implementing one ' s respective mission and strategy. 

EURORDIS will make its best efforts to provide National Alliances with adequate support to 

achieve these common goals and will integrate them in its strategy & work plans & budget. It 

is expected that each National Alliance will make th e same best effort to integrate them in its 

strategy & work plans & budgets. 

Background Rationale & Perspective 

People living with rare diseases are all faced with similar issues : difficulties in access to 

information, access to diagnostics and appropriate care, as well as lack of knowledge on their 
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diseases, lack of research and lack of drug development. EURORDTS strategy has turned Rare 

Diseases into a Public Health Priority in Europe as well as at the national and international 

levels. 

Working together, with and between National Alliances, serves a number of purposes; 

mobilising resources among and around us will be essential. Working through partnership 

with all stakeholders - policy makers, national competent authorities, regulators, health 

technology assessors, learned societies, healthcare providers, payers, pharmaceutical & 

biotech industry - has been and will continue to be a key success factor for an action in the 

field of rare diseases; expanding this partnership to researchers, medical experts, social 

experts, legal experts, policy experts, bus iness experts, 1nvestors, other health industry, and 

media will enable us to involve a new knowledge base and new resources via innovative 

platforms for knowledge sharing and development. 

We need to improve the situation of patients at the highest pace we can; diagnostic and 

therapeutic innovation for unmet medical needs are crucial and at hand; new strategies and 

models of health and social care provision can deliver better care in a sustainable manner 

while reducing health inequalities which affect rare disea?e patients more than people affected 

by diseases of a higher prevalence. 

Patient empowerment both at the individual and collective levels is another key success factor 

in enabling rare diseases to become more prominent in the social sphere, in promoting 

research activities, and generating new knowledge on rare diseases and their management. 

This empowerment is based on awareness, information, training, experience sharing, 

networking, benchmarking and good practices. 

New opportunities as well as new challenges are arising from new genomic and post genomic 

scientific advances. There are new and cheaper technologies as well as innovative diagnostic 

methods soon to be available for all rare diseases yet there is an increasing gap between 

scientific knowledge and its translat ion into treatment and better care. Public health policy 

evaluations and health technology assessments require special attention and involvement. 

Each of these are raising new ethical challenges. Meanwhile, the economic downturn in most 
European countries and the constriction of healthcare budgets are directly impacting on the 

risk of growing health inequalities and the economic vulnerability of people living with rare 

diseases. 

At the same time, parents and relatives of people living with rare diseases find themselves 

increasingly in the position of acting as their primary carers, providing therapeutic care, social 

care, support and financial assistance. Patients and their relatives are an integral part of the 

healthcare provision chain, therefore good clinical practices and therapeutic education are 

needed. When a family is faced with the first time situation of having a member affected by a 

rare disease there is a lot to be learnt. Subsequently however there are significant 

improvements; there is a transition from survival mode to a state of " living with" - and 

families become more prepared to face the challenge of increased disease complexity, such as 
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age-related additional conditions, and have the ability to enter uncharted territories with more 

confidence. By reinforcing their links, EURORDlS and National Alliances have the ability to 

translate observations into insight which should generate public and policy makers' attention. 

Process 

These Common Goals between EURORDIS & the National Alliances are: 

A step-wise progressive and result-oriented approach, 

Based on existing track record of achievements . and on-going activities of National 

Alliances & EURORDIS as of2013. 

Common Goals by 2020 (7 years 2014-2020), 

Between EURORDIS & the European Network of National Alliances for Rare 

Diseases, 

Between National Rare Disease Alliances themselves, 

Steered and monitored by the Council of National Alliances, 

A document proposed jointly by the EURORDIS. Board of Directors and the Council 

ofNational Alliances, 

A document to be adopted by the Board of Directors of each National Alliances and 

signed namely by each National Alliance as well as by EURORDIS. 

The "Common Goals & Mutual Commitments" document becomes an additional eligibility 

criterion to which current and future full members of the Council of National Alliances 

subscribe. 

The Annex: "Implementation Plan of the Common Goals & Mutual Commitments" is non

binding and is governed by the Council of National Alliances and the EURORDlS Board of 

Directors. Although committing to its implementation, each National Alliance has the 
possibility to opt out from specific activities justified by, for instance the lack of human or 

financial resources or due to a diverging view. The Council or the Board can initiate its 

revision. Revisions are jointly approved by the Council and the Board. EURORDIS and 

National Alliances will jointly monitor the impleme~tation of this plan. This will be 

performed through periodic self-assessment, based on a common template that will be 

provided, and formulation of a plan of progress so to progressively increase the convergence 

and collaboration to the agreed mutual commitments. 

EURORDIS and the National Alliances for Rare Diseases in Europe recognise the value of 
uniting people living with rare diseases at the national a!1d European levels. Over the last 15 

years we have worked together in shaping the concept of rare diseases, forging a robust pan

European multicultural and multilingual rare disease community able to exchange 

information, support each other, and speak with one voice for patients & families , in addition 

to promoting public policies. We have succeeded in breaking the isolation of patients affected 

by severe life threatening diseases, gathering all patients affected by one of the 6 000 rare 

diseases into a critical mass of 30 million patients in Europe alone, and have raised hope for 
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social recognition, accurate care and efficient cure. We would therefore like to invite you to 

endorse and to sign these Common Goals & Mutual Commitments with which we wish to 

enhance and continue our joint mission towards the improvement of the lives of all people 
living with rare diseases. 

Terkel Andersen Yann Le Cam 

President of the Board of Directors Chief Executive Officer 
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IInchMO HJ Eeporreiic1rnii oprattmauuu no npo6JieMaM pemn1x 1a60Jiesattuii 
(EURORDIS) B Ka~y1-0 HauHouaJihHYI-O accouuauu1-0 

B oTuorneuuu: Ilnau peanuJau,uu 061.1J,ux u,eneu u BJanMHbIX o6HJaTeJibCTB MeJKJJ.y 
HauuouaJibHbIMH accouuaunHMH B EBpone u EBponeikKoif oprauu3auuu no npo6JieMaM 
pe~Kux Ja6onesauuu: nnau ~eifcTsuu ua 2014 - 2020 rr. 

3To nHCbMO H npmrnraeMbie K HeMy .IlOKyMeHTbI - pe3yJihTaT fO.IlWIHhIX neperoBOpOB Me)!{.uy 

CoBeToM Hau;noHarrbHhIX accou;nau;nli H CoBeTOM .IlHpeKTopoB EsponelicKoli opraHH3au;HH 

no npo6rreMaM pe.IlKHX 3a6orreBaHHH. 061Une u;enn n B3anMHhie ofo13aTeJihCTBa no.uBeprm1ch 

.IlaJihHell:well: pa3pa6oTKe I1 KOppeKTHpOBKe Ha OCHOBaHMH o6paTHOH CB513I1 OT 

KoHcyrrhTaTHBHOH rpynnhI cepTmpnu;npoBaHHorx rroMOlll.HHKOB Me.ucecTep, cneu;narroHO 

C03,llaHHOH .IlJl5I 3TOH u;errH B xo.ue ceMHHapa .IlJl5I cepTHqrnu;11poBaHHhIX noMOlUHHKOB 
Me.ucecTpbI B Mae 2013 r. B ,[{y6pOBHHKe. 

Ilrratt pearrn3au;HH o61UHX u;erreH: H B3aHMHhIX o65I3aTeJihCTB Me)!{.IlY Hau11otta.JihHhIMH 
accou;nau;H5IMH B EBporre 11 EBporreiicKoii opraHH1au;11eii 110 npo6rreMaM pe.UKHX 1a6orreBaHHii 

- KorrrreKTHBHhIH npouecc EBponeilcKoH: opraHH3au1111 no npo6rreMaM pe.UKHX 3a6orresaHHH 11 
EBponeiicKoii ceTH Hau;110Ha.JI0HbIX accou;nau;nii pe.UKHX 3a6orreBaHHii no ycKopettHIO 

BBeLJ,eHH5I nOJIO)!{HTeJibHhIX l13MeHeHHH Ll,Jl5I JIIOLJ,eH, )!(lfBYlll.HX c pe.UKHMH 3a6orreBaHH5IMH, Ll,O 
2020 r., a HMeHHO: 

- npo.uorr)!{aTh C03.IlaBaTh CHJihHOe nam,esponeH:cKoe coo61Uecrno opraH113au;11H: nau;HeHTOB 11 

JIIO.Ileti, )!(HBY1UHX c pe,llKHMH 3a6orreBaHH5IMH, 

- npe,llCTaBJl5ITh HX Ha HaUROHarrhHOM, eBponeHCKOM H Me)!(,llyHapO.IlHOM ypoBHe, 

- np5IMO 11JIH KOCBeHHO 6opOThC5I c B03,lleHCTBl1eM peL1,Kl1X 1a6oneBaHHH Ha HX )!{113Hh. 

:QeJIL 

IJ;errh 3Toro npou;ecca - cnoco6crnoBaTh .IlaJihHetirneMy B3a11MO.Ileticrn11IO H COTPY.IlHIP·Iecrny 

Me)!{.IlY caMHMR Hau110HarrhtthIMH accouRaUH5IMl1 rr 'HauIIottarrhHhIMl1 accouIIaUH5IMH 11 

EsponeiicKoli opraHH3au;Meli no npo6rreMaM pe.IlKHX 3a6onesaHHH .IlJl5I onTHMaJihHOH 

Cl1Hepr1111, OCHOBaHHOH Ha 061UHX u;eJI5IX. 

061UHe u;errH 11 B3aHMHbie o65I3aTeJibCTBa KpaTKHH O,llHOCTpaHH'IHhIH .IlOKYMeHT, 

no.urre)!(alll.HH no.unHCaHl1IO. 3To e.Il11HCTBeHHhIH o65I3aTeJihHhIH .IlOKyMeHT, KOTOphIH .IlOJI)!{eH 
6hITb noLJ,nHCaH. 

ITo.uxo.u 3aKJIIOLiaeTc5I He B rapMOHH3aUHH CTpaTerHti H: ITrraHoB pa6oThI, KOTopi,1e .uomKHhI 
OCTaBaTbC5I a6coJIIOTHO r116KHMH 11 OTperyJIHpOBaHHbIMH Ll,Jl5I KmK,llOH KOHKpeTHOH 

HaU,HOHaJihHOH CHTyaU,Hlf HJIH eBponeiicKoro ypoBH5I, npH 3TOM c co6JIIO,lleHHeM 

aBTOHOMHOCTH 11 .IleMoKpaTHH Ka)!(.IlOH Hau;HoHarrhHOti accou11au1111 11 EBponeticKoil 

opraHtt3au;rrrr no npo6JieMaM peLJ,KHX 3a60JieBaHHH. ITo.IlXO.Il cKopee HaueneH Ha 
KOOp,ll11H11pOBaH11e H paU,HOHaJil13aU,11IO npHOpHTeTOB, KOTOphre y)!{e CTaJil1 HJIH CTaHyT 

061UHMH Ha npOT5I)Kemrn 6JIH)!(aHIIIl1X JieT, H 3aKJIIO'IaeTC5I B nporpeCCHBHOM nornarOBOM 

no.uxo.ue, yBeJIH'IHBaIOlll.eM CRHeprnIO H B3aHMHYIO noMep)!(KY mm H3BJie'IeHH5I 

MaKCHMaJihHOH I10Jlh3hl H3 y11aCTH5I B TaKOH ceTH Hap5I.IlY c BHe.upeHReM COOTBeTCTBYIOlll.ell 
Ml1CCl111 If CTpaTer1111. 

EBponei1:cKa5I opraH111au115I no npo6JieMaM pe.IlK11X 1a6oneBaH11H: np11JIO)!{l1T Bee B03MO)!(Hhi e 
ycnn115I no OKa.3aH11IO Hau;110Ha.JihHbIM accouIIaU,H5IM cooTBeTCTBYIOlll.eii rroMep)!{KH .IlJI5I 

.IlOCTl1)!{eHH5I 3THX 061Ul1X ueneH: H HHTerpnpyeT HX B CTpaTermo, rrnatthl pa60Thl 11 6IO.Il)!{eT. 

0)!{H.IlaeTc5I, 'ITO Ka)!(.Ila5I Hau;noHarrhHa5I accou;Hau;115I TaK)Ke rrpHJIO)!{HT Bee B03MO)!(Hbre 

yc11Jil15I .IlJl5I 11X l1HTerpau;1111 B CBOIO CTpaTerHIO, nJiaHhl pa60Tbl 11 6IO.Il)!{eThl. 
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06ocuoeautte npeLlnOChIJIOK H rrepcneKTHBa 

Bee JIIO.[JJ:I, )J<J1BYIUHe c pe.n:KHMH 1a6on eBaHH5IMH , CTaJIKHBaIOTC51 c ITOXO)J(HMH ITpo6neMaMH: 

TPY.UHOCTH B ITonyqeHHH .uocTyITa K HHcpopMau1111, .[l,HarHOCTHKe H cooTBeTcrny10rueMy 

neqemno, a TaK:>Ke He)],OCTaToqHM H3yqeHHOCTb HX 3a6on eBaHI1H, He,ll,OCTaTOK I1CCJie)J,OBaHI1H 

H pa3pa6oTKH neKapcrneHHbIX cpe.[!,CTB. Enaro.[!,ap5I cTpaTenm EBpOITeiicKoii oprattH3aum:1 ITO 

ITp06JieMaM pe.[!,KHX 3a60JieBaHHH pe.[!,KHe 3a6oneBaHJ15I CTaJIH ITPHOpHTeTHblM BOITpOCOM 

o6mecrnettttoro 3.[!,paBooxpattemrn: B EBpoITe, a TaK)J(e Ha ttau110HaJihHOM 11 Me)J(.IJ.yttapo.IJ.HOM 

ypoBHe. 

CoBMeCTHa51 pa6orn c Hau110HaJihHbIMH accou11aum1M11 , Me)J(.[l,y HHMH 11 BHyTp11 HHX cny)J(HT 

p5I.UY oITpe.neneHHbIX ueneif; Mo611n113aUH5I pecypcoB cpem-1 H BOKpyr Hae 6y.IJ.eT 

cymecrnettttoif 3a.naqei1:. Pa6oTa B paMKax ITapTHepcTBa co BCeMH yqacTHHKaM11 -

)J,HpeKTHBHbIMH opraHaMH, HaUHOHaJibHbIMl1 KOMITeTeHTHbIMH opraHaMH BJiaCTH, 

perym1pyIOIUHMH opraHaMH, cneuHanHCTaMH ITO oueHKe TeXHOJIOrHH 3)J,paBooxpaHeHH5I, 

ttayqHblMH o6mecTBaMH, ITOCTaBIU11KaMH Me.[l,11U11HCK11X ycnyr, ITJiaTeJibIU11KaMl1, 

cpapMaueBTHqecKOH 11 6110TeXH11qecKOH ccpepaMH ITpOMbIWJieHHOCTH - 6brna 11 ITpO.[!,OJI)J(aeT 

OCTaBaTbC5I KJIJOqeBbIM cpaKTOpOM ycITexa pa6oTbl , B ccpepe pe.[!,KI1X 3a6oneBaHHH; 

pacnn1pettHe 3TOro rrapTHepcrna 11 ITp11Bneqett11e 11ccn e.IJ.0BaTenei1, 3KCITepTOB ITO 

Me,UHI..J;HHCKHM, COUHaJibHbIM, ITpaBOBbIM, ITOJIHTl'IqecKHM H KOMMepY:eCKl1M BOITpocaM, 

HHBecrnpoB, ,l.l;pyrne ccpephI 3,l.l;paBooxpaHeHI15I 11 CMI1 IT03BOJil1T HaM ITO,l.J;KJIJOq11Tb HOBYJO 

6a3y 3HaHl1H l1 HOBbie pecypCbl nocpe,nCTBOM HHHOBaUHOHHbIX ITJiaTcpOpM )J,Jl5I o6MeHa 

3HaHl15IMl1 l1 pa3pa60TKaMJ1. 

HaM HY)J(HO ynyqrnaTb ITOJIO)J(emie ITauHeHTOB B MaKc11MaJibHO B03MO)J(HOM TeMne; 

,l.J;HarHOCTJ1qecK11e I1 TeparreBTHqeCKHe l1HHOBau1111 ,UJI51· Hey.uoBJieTBOpeHHbIX Me.Ul1Ul1HCKI1X 

HY)J(ll KpatiHe Ba)J(Hbl I1 .[l,OCTYITHbI; HOBbie CTpaTermI l1 MO.[l,eJIH OKa3aHH5I ycnyr 

3,UpaBooxpatteHI15I l1 COUHaJibHOH 3aIUI1TbI MOfYT 06ecrreq11Tb 6onee KaqecTBeHHYIO I1 

CTa6J1JihHYJO ITOMOIUb, COKparuM ITPI1 3TOM OITpe.[!,eJieHHbie HepaBeHCTBa B Me.[l,HUHHCKOH 

ccpepe, KOTOpbie OKa.3bIBaIOT 60JibWee BJil15IHl1e Ha ITau11eHTOB c pe.[!,KI1MI1 3a60JieBaHH5IMl1, 

qeM Ha n10.n:ei1:, cTpa.[1,a10m11x 6onee pacITpocTpaHeHHbIMH 3a6oneBaHI15IMl1. 

PacwttpeHHe ITpaB I1 B03MO)KHOCTeti ITau11eHTOB Ha 11Hn11B11nyanhHOM 11 1<onneKT11BHOM 

ypoBHe - eme O.U11H KmoqeBOH cpaKTOP ycITexa B' ITOBbIWeHI1I1 3aMeTHOCTl1 pellKI1X 

3a6oJieBamdi B COU11aJibHOH ccpepe, ITpO.[!,Bl1)J(eHHI1 11ccnenoBaTeJibCKOH ,Ue51TeJibHOCTl1 I1 

c6ope HOBbIX CBe,l.J;eH11H 0 pe.[!,KHX 3a6oJieBaHI15IX 11 HX JieqeHl1I1. TaKoe pacw11peH11e ITpaB l1 

B03MO)l{HOCTei1: OCHOBaHO Ha OCBe.UOMJieHHOCTl1, I1HcpopMau1111, o6yqeHI111, o6MeHe OITbITOM, 

coTpy.n:H11qecTBe, cpaBHHTeJibHOM attantt3e I1 Ha.[l,Jie)J(am11x ITpaKTHKax. 

HOBbie B03MO)KHOCTH H HOBbie TPY.UHOCTH B03HI1KaIOT H3 Hayqttoro ITporpecca HOBbIX 

reHOMHhIX 11 ITOCTreHOMHhIX Texttonorttif. HoBbie, Mettee 3aTpaTHbie TexHonor1111 I1 

HHHOBaUHOHHbie .[l,I1arHOCTJ1qecK11e MeTO.[l,bI BCKope c'raHyT .[J;OCTYITHbI }.J;JI5I BCex pe.[!,KHX 

3a6oneBaHHH, HO ITPH 3TOM pa3pbIB Me:>K.[J;Y HayY:HbIMI1 3HaHI15IMH H I1X BOITJIOIUeHHeM B 

neqeH1111 11 nyqrneM yxo.[J;e Bee )l{e yBen11qttBaeTC5!. OueHKH nonHTHKH o6mecTBeHHoro 

3.[!,paBooxpaHeHH51 H oueHK11 TeXHOJIOrHH 3.[!,paBooxpaHeHH5I Tpe6yIOT oco6oro BHHMaHH51 I1 

BOBneqeHHOCTH. Bee :no BbI3hrnaeT HOBbie 3THY:eCKHe cJIO)KHOCTH . Hap51.UY c 3THM, 

3KOHOMHqeCKI1H CITa.[I, BO MHOrHX eBpoITeHCKHX CTpattax l1 COKpamettHe 6IO.l.J;)J(eTOB 

3.[!,paBooxpaHeHH51 HaITp51MYIO BJIH51eT Ha p11CK yBeJIJ1qeHl151 HepaBeHCTBa B MC.[l,11U11HCKOH 

ccpepe H 3KOHOM11qecKoli Y5I3BHMOCTH JIIO.[l,eli, )J(l1BYIUl1X c pe,l.l;Kl1MH 3a6oneBaHH5IMH. 

B TO )J(e BpeM51 po.nttTeJIH I1 po.ncTBeHHHKH JIIO.[l,e:H, )J(HBYIUHX c pe,l.l;KHMH 3a6oneBaHH51MH, Bee 

qarue OKa3hIBaIOTC5I B pOJIH OCHOBHblX JIHU, ocy mecTBJI5IIOIUHX yxon 3a HHMH l1 

npe,ll,OCTaBJUIIOIUHX HM JieqeHHe, COUHaJihHYJO 3aru11Ty, ITOMep)l{KY 11 cp11HaHCOBYJO ITOMOIUb. 
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Po)J.JITemi: H pO)J.CTBeHHHKH COCTaBmnoT OCHOBHOe 3BeHO ueno'IKH nocTaBIUHKOB ycnyr 

3)1,paBooxpaHemrn:, Il03TOMY He06XO)J,HMbl Ha)J,Jie)!<aIIJ,He KJIHHH'leCKHe npaKTHKH 11 

06pa30BaH11e B ctj_Jepe netieHH51. Kor.ua ceMb51 BrrepBbie CTaJIKI1BaeTC5l c c11Tyau11ei-I:, Kor.ua 
O,UHH 113 ee qJieHOB np1106pen pe,Z:J;I<Oe 3a6oneBaHHe, eil npe,UCTOHT I103HaTb MHOroe. 
Bnocne)J.CTBHH, O)J.HaKo, HacTynaIOT 3Ha'IHTeJibHhie ynyqrneHmr; pe'Ih H)J,eT o nepexo)J,e H3 

pe)KHMa BbDKHBaHH5l B noJIO)l(eHHe (( )l(J13Hb c ... », 11 ceMbH CTaHOB5ITC5l 6onee 

nO)J,fOTOBJieHHhlMH K BCTpeqe c npo6JieMOH yBeJIH'leHmc CJIO)l(HOCTH 3a60JieBaHIDI 

(HarrpHMep, .[(OilOJIHHTeJibHbie 3a6oJieBamrn B c1rny B03pacrn), l1 B COCT051HHH BCTpeTHTh 

HeH3Be,z::i;aHHoe c 6onhrneif yBepeHHOCTbIO. YKpenmr5I CBOH CB5I3H, EBponeifcKM opratt113aU115I 

no npo6neMaM pe)J.KHX 3a6oneBaH11H: 11 Hau110HanhHb1e accou11au1m ttMeIOT B03MO)l(HOCTb 

nepeBeCTH Ha6n10,z::i;emrn B aHaJIHTH'leCKYIO HHCpOpMau1110, KOTOpM npHBJietieT BHHMaHHe 

o6IIJ,eCTBeHHOCTH H mi:peKTHBHhIX opraHOB. 

Ilpou:ecc 

Htt)l(e np1rne)J,eHbI 06IIJ,11e :u;en11 EBporre:HcKo:H opramBau.1111 no npo6neMaM pe)J.KHX 

3a6oneBaHHtt H Hau:110HaJihHhIX accou:11aui1if: 

- ITowaroBbIH nporpeccHBHhIH 11 op11eHT11posaHHbIH Ha pe3yJibTaT no,z::i;xo)J., 

OCHOBaHHbIH Ha cyIIJ,eCTBYffiIIJ,eM OilbITe ,ll;OCTH)!(eHHH lf TeKyme:H aeHTeJibHOCTH 

Hau110HanbHbIX accou11au11il 11 EBponeilcKoH: opraHH3au1111 no npo6neMaM peaK11x 

3a6oneBaHHH B 2013 r. 
- 06ru11e :u;en11 Ha 2020 r. (7 neT: 2014 - 2020 rr.), 
- y EBpone:HcKoH: opratt113au1111 no rrpo6neMaM peaK11x 3a6oneBaH11H: 11 Esponei1:cKoH: ceT11 

Ha:u;110HaJibHbIX accou11au11H: pe,nK11x 3a6oneBaHHi1, 

- caMHX Hau11ottanbHbIX accou11au11tl: peaK11x 3a6onesaH11i1, 
- yrrpaBJI5leMhIX H KOHTPOJIHpyeMhIX COBeTOM HaunoHaJihHbIX accou11autttl:; 

- ,[(oKyMeHT, npe)J.JIO)l(eHHbIH CoseTOM a11peKrnpoB Esponetl:cKotl: opram13aum1 no 

npo6neMaM pe,nK11x 3a6oneBaHtti1 coBMeCTHo c CoBeTOM'Hau110HanbHbIX accou11au11tl:; 
- ,[(oKyMeHT, npHH51ThIH CoBeTOM anpeKTopoB Ka)l()lOM Hau110HanhHOtt accou11aum1 11 

rro)J;n11catttth1i1 Ka)l()J,OH Hau110HanhHOH accou11au11ei1, a TaK)l(e Espone:HcKotf opraH113au11ei1 
no rrpo6neMaM pe)J.KHX 3a6oneBamril. 

,[(oKyMeHT «06m11e uenH H B3aHMHbie o65I3aTeJibCTBa>> CTaHOBHTCH )J;OnOJIHHTeJibHhIM 
KBanHCpHKaUHOHHbIM KpHTepHeM, no)J,IIHCaHHhIM )J,eHCTBYIOIUHMH H 6y)J.yIUHMH 

nonHonpaBHhIMH tIJieHaMH CoBeTa HauHoHanhHhrx accou11au11i1. 

ITpttJIO)l(eHHe «ITnaH peanH3au1111 06m11x ueneH: 11 B3aHMHhIX o65I3aTeJihCTB» 5IBJI5leTCH 

Heo65I3aTeJibHbIM 11 perymrpyeTCJI CoBeToM Hau.110HaJibHbIX accou,HaUHH 11 CoBeTOM 
,nHpeKTopoB EBponei1cKoi1: opraHH3aU,HH rro npo6neMaM pe,nKHX 3a6oneBaHHtt. HecMoTp5I Ha 

cBoe o65I3aTenhcTBo o BHeapeHHH ITnaHa, KmK,z::i;M Hau110HaJihHM accou11au115l HMeeT 

B03MO)l(H0CTh OTKa3aTbC5l OT KOHKpeTHbIX aei1CTBHH - HanpHMep, no npH'IHHe He)lOCTaTKa 
qenoBeqecK11x mm cpHHaHCOBhIX pecypcoB HJIH pa3HHruerocJI MHemur. CoBeT HJIH CoBeT 
a11peKTopoB MO)l(eT HHHUHttpoBaTb nepecMoTp ITnaHa. PeaaKUHH coBMeCTHO yTsep)l()J.aIOTC5l 
CoBeTOM 11 CoseToM )J.HpeKTopoB. EBporreH.cKaH opraHH3aUHH no npo6neMaM pe)J;KHX 
3a6011eBaHHH 11 Hau110HanbHbre accou,HaUHH 6y)J;yT coBMeCTHO KOHTponHpoBaTh pean113aumo 

3TOro ITnaHa. KoHTponh 6y,neT ocymecTBJI5IThC5l rrocpe,ncTBoM rrep110)J,11tiecKoH: caMooueHKH 

no CTaH,z::i;apTHOMY wa6JIOHY (KOTOpbIH 6y,z::i;eT rrpe)J;OCTaBJieH) H C03)laHH5l nJiaHa aeH:CTBHH no 

nporpeccttBHOMY ycHJieHHIO B3a11MO)J;eH:cTBHJI 11 coTpy )J.HH'IeCTBa B OTHorneHHH 

cornacoBaHHbIX 06010,nHhIX 065I3aTeJibCTB. 
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EBponeH:cKa51 opram13au1rn no npo6neMaM pe.UKMX 3a6onesattttt'r H HauHottan1H11e 

accouHau1rn pe;::i:KHX 3a6onesaHHH B Espone npH3HaIOT sa>I<HOCTh 06be;::i:1rnemur n10;::i:eil:, 

)l{I1BYWJiX c pe;::i:KHMH 3a6onesaHmrMH, Ha Hau1rnttan1HoM H esponeH:cKOM ypostte. Ha 

nporn)KeHHH nocJie,UHHX 15 JieT Mbl npoBO.UHM COBMeCTHYIO pa6oTy no cPOPMMposamuo 
KOHUenTa pe;::i:KHX 3a6oneBaHHH, npOLJ:BIDKemno cpyHKUHOHaJibHOro naHbeBponeil:cKoro 

MHOfOKYJihTypttoro H MHOf0513hlqHoro coo6w:ecrna nauHeHTOB c pe,UKMMM 3a6oneBaHH51MH, 

t.i:JieH11 KOToporo cnoco6H11 06MemrnaT1c51 Httcl>opMaUHe:H, rro.u.uep>I<HBaTb .upyr ;::i:pyra H 
e;::i:tttto;::i:yrntto rosopHTh oT HMeHH rrauHeHTOB H HX ceMdi, a TaK)Ke co.ueH:cTsosaT1 

o6w:ecrneHHOH noJIMTMKe. HaM y.uanocb ttapyllIHTb H30JI51UHIO nauHeHTOB c T5J)KeJibIMH H 

orraCHhIMH LJ:JI51 )KJ13HH 3a6oneBaHH5!MH - Mbl co6paJIH scex rrauHeHTOB, CTpa.uaIOLUHX OLl,HHM 

H3 6000 pe;::i:KHX 3a6onesaHHH, B KpHTHt.feCKyIO rpynny H3 3 0 MHJIJIHOHOB rrau,HeHTOB TOJlhKO 
B Espone, H BhI3BaJIH Ha;::i:e)l{;::i:y Ha o6wecTBeHHoe np1nttatt11e, tta;::i:e)!<HhIH yxo;::i: H 

3cpcpeKTHBHOe net.feHHe. HMeHHO II03TOMY MhI xoTeJIH 601 rrpHrnacHTh sac noM ep)l{aTh 11 

no;::i:n11caTb 3TH 06wHe uenH H B3aHMHbie o6513aTeJibCTBa, 3a Ct.feT KOTOpbIX Mbl HaMepeHbI 

pacumpMTh H nponomKMTh Hallly COBMeCTHYIO MHCCHIO no ynyqrneHHIO )l{H3HH scex JIIO)leH, 

CTpa.uaIOLUHX pe,ll,KHMH 3a60JieBaHM5!MH. ' 

<rro.urrttcatto> <rrommcatto> 

TepKen Att,ll,epceH 5IHH Jie KaM 

I1pe;::i:ce;::i:aTen1 Cosern ;::i:ttpeKTopos f naBHhIH HCITOJIHHTeJibHhIH LJ:HpeKTOp 
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PARTNERSHIP between RPU and EURORDIS 

Memorandum of Understanding 

The Russian Patients' Union (RPU) is All-Russian non-government public organization that 
unites many patients associations in Russia working with patients with rare diseases. The main 
goal of RPU is the realization of patients' (and patients with rare diseases) rights in Russia to all 
necessary treatment (preferentia l supply of special drugs, diagnostics, medical rehabilitation , 
etc.). The aims of RPU also are: to build a strong community of patients with rare diseases on 
the territory of the Russian Federation, to represent the needs and problems of patients with 
rare diseases and try to solve them in legislative and executive power bodies of the Russian 
Federation , help patients with rare diseases and their fam ilies get better access to information, 
promote research in the field of rare diseases. RPU was · founded in 2009. It is supported by its 
members and by Russian non government charitable organizations, corporate foundations and 
health industry. RPU represents 16 Russian patients organizations and is a voice of 
approximately 20 thousand patients in Russia (patients with rare diseases among them). 

EURORDIS is a patient-driven alliance of Patient Organisations and individuals active in the 
field of Rare Diseases. The Objectives of EURORDIS are to build a strong pan-European 
community (48 countries in Europe including Russia) of people living with rare diseases, to be 
this community's voice at the European level and directly ,or indirectly to fight against the impact 
of rare diseases by improving access to information, to services, to diagnosis, to treatment and 
care, and by promoting research and the exchange of good practices. It was founded in 1997 
and is supported by its members and by the AFM-Telethon, the European Commission, and 
corporate foundations and the health industry. 

EURORDIS represents 646 patient organisations, providing a voice to the approximately 30 
million people living with rare diseases in Europe alone. 

EURORDIS and RPU recognise that rare diseases are a European public health challenge and 
share the common understanding that people living with rare diseases and their families share 
similar challenges irrespective of which part of Europe they may live in both. Disparities of 
access to information, diagnosis, care, and support are huge and growingly unacceptable. Our 
goal is to support policies and practices that would speed up scientific discoveries and 
innovative treatments, provide access to the highest standard of diagnosis and care, offer high 
quality information, and help break the isolation of the people living with rare or very extremely 
rare diseases. 

EURORDIS and RPU can be facilitators to promote the common interests of people with rare 
diseases and to empower patient advocates. Social justice is required to help bridge the gap 
between those regions of the world that have been more advanced than others in their 
strategies to address the needs of people living with rare diseases. 

People living with rare diseases are facing many challenges in common that could be better 
addressed on an international basis. Raising rare disease awareness, sharing family experience 
on coping and caring for a child affected by a complex rare disease, advocating for and 
promoting policies in favour of research on rare and genetic diseases, collaborating on National 
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Plans, strategies and policies including orphan drug policies, conducting clinical trials on very 
small patient populations, promoting better standard of diagnosis and care and easier access to 
cross-border care for patients affected by rare diseases are obvious examples of where 
collaboration on an international basis can be advantageous. 

EURORDIS and RPU have had a strong collaboration since 2011. RPU is a member of 
EURORDIS and a member of the Council of National Alliances representing Russia. 
EURORDIS recogn ises the unique situation of Russia among the 48 European countries in its 
role as a bridge between Europe and Asia and acknowredges the importance of the Russian 
language as a means of reaching out to as many as 250 million Russian speakers. EURORDIS 
already translates its website and weekly enews in Russian . This Memorandum of 
Understanding serves to further strengthen the cooperation between the two organisations. 
EURORDIS has already signed a Memorandum of Understanding with the US National 
Organization for Rare Disorders (NORD) in 2009; with the Canadian Organization of Rare 
Disorders (CORD) in 2012; with the Japan Patients Association (JPA) in 2013; and with Rare 
Voices Australia in 2015 thus continuing to strengthen transnational collaboration and promoting 
international collaboration. 

RPU and EURORDIS have agreed that the following are their key common strategic objectives: 
• Strengthen the common European and International voice of people living with rare 

diseases and address rare diseases as a common challenge; promote rare diseases as 
an international public health priority; develop worldwide actions, frameworks and rules, 
through or in partnership with other organisations; 

• Address the major expectations that patient communities have in common in Russia and 
EU (a) to promote rare disease research policy, s4pport and funding (b) to enable earlier 
and better diagnosis of diseases and promote equal access to the best standard of care 
(c) to promote the development and availability of safe and effective drugs and 
treatments, (d) to provide methods for improving patients' quality of life when no 
treatment is available (e) to provide easier and wider access to quality information and 
patient generated knowledge on rare diseases. 

RPU and EURORDIS have agreed to begin or enhance collaboration in the following areas: 
• Council of National Alliances: RPU is already a .member of the EURORDIS Council of 

National Alliances (CNA) and will continue to partake in the CNA for the exchange of 
relevant knowledge and information between National Alliances. RPU will sign the 
Common Goals & Mutual Commitments between EURORDIS & the European National 
Alliances and commit to their implementation to the best of their ability. 

• Rare Disease Day (ROD): ROD is a EURORDIS initiative that began in 2008. The 
overall objective of ROD is to raise international awareness of rare diseases as a public 
health priority to policy makers, health care professionals and other stakeholders, and 
the public at large. As a member of the CNA, RPU will continue to partake in the 
coordination, organisation and promotion of Rare Disease Day as an international event. 

• National Strategy/Plans on Rare Diseases: EURORDIS and RPU will collaborate on 
sharing the experience of the European Union and its Member States with Russia and 
receive feedback with respect to the Russian strategy. 

• Participation in the Rare Diseases International initiative (RDI): Rare Diseases 
International is an informal platform of international patient organisations set up for the 
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purpose of promoting rare diseases as an international public health priority. RPU will 
participate in the development and launch of ROI and upcoming activities linked to it, 
including: advocating for rare diseases in international forums and multilateral 
institutions e.g. WHO, UN ECOSOC and possible co-sign ing of Joint Position Papers; 
coordinating on and participating in the Internati onal Rare Disease Research Consorti um 
(IRDiRC) ; possible collaboration on conferences. 

• EURORDIS Representation in Russia: RPU wil l assist EURORDIS in the possibil ity of 
setting up physical representation in Russia through the potential provision of office 
space and other logistical support (this agreement will be developed and presented in 
further detail in a separate document to be added as an Annex to the MoU) 

The RPU & EURORDIS Strategic Partnership does not imply any common funding 
arrangements. The two organisations agree on the principles to bring in their existing resources 
to develop the common activities and to make it a primary objective to use this partnership to 
leverage new sources of funding through joint efforts in developing applications to public 
national and international administrations, private entit ies such as corporate sponsors, corporate 
foundations , family foundations or initiate new fund ra ising activities. Funding arrangements will 
be decided on a case by case basis for each activity. 

The RPU & EURORDIS Strategic Partnership will be governed in the following manner: 

• EURORDIS' & RPU CEOs will form the EURORDIS-RPU Steering Committee. 

• The Steering Committee will conduct a regular review on progress and will adapt 
activities according to their respective needs. 

• When necessary, the Steering Committee will appoint EURORDIS' & RPU 
representatives (staff and/or volunteers) for each project undertaken, with clear 
assignments and deadlines. 

• The RPU & EURORDIS Strategic Partnership will have a five year duration after which it 
will be evaluated and renewed if both parties should wish . 

The RPU & EURORDIS Strategic Partnership will be communicated in the following manner: 

• The Strategic Partnership should appear in the respective Strategic Documents and 
annual Work Programmes. 

• A special section will be dedicated to the Strategic Partnership on both the RPU and 
EURORDIS websites including the display of the partner organisations' logo on each 
website. 

• The Partnership will be broadly and regularly communicated to the members of each 
organisation and to their partners, in particular through their Newsletters. 

• The Partnership will be communicated th rough other appropriate means of 
communication including a joint press release on the Memorandum of Understanding 
signed by both organisations. 
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Between, 

For the European Organisation for Rare Diseases (EURORDIS) 

Yann Le Cam, hief Executive 

And , 

For the Russian Patients' Union (RPU) 

YanVp dent 

Yuri Zhulev, co-president 
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nAPTHEPCTBO M8}!{AY Bcepocc111illcK111M co103oM nal...\111eHTOB (BCn) 111 
EsponelllcKolll opraH1113aL1111elll no npo6neMaM pep,K111x 3a6onesaH111VI 

(EURORDIS) 

MeMopaHAYM o s3a111MonoH111MaH111111 

Scepocc1111iicK111lii coto3 naL1111eHTOB (SCn) - 3TO 06ll-lepocc111liicKa5l o6ll-leCTBeHHa5l opraH1113aL11115l 
o6ll-leCTB naL1111eHTOB, o6beA111H5ltoll.la5l MHorne opraH1113aL1111111 naL1111eHTOB, pa60TatoL1.1111e s 
o6nacrn nOMOll-1111 naL1111eHTaM c peAK111Mll1 6one3H5lMll1 . rnasHa5l L1enb sen - A06111TbC5l 
pean1113a1.1111111 KOHCTll1TYLlll10HHblX npas na1.1111eHTOB (B TOM Yll1Cne na1.1111eHTOB c peAK111Mll1 
6one3H5lM111) , rpa>K,QaH Pocc111liicKolii <l>eAepaL.1111111 Ha >Kll13HeHHO sa>t<Hoe neYeH111e (06ecneYeH111e 
JleKapCTBaMll1 , A111arHOCTll1Ka , pea611111111TaL11115l 111 T.A.) . Ue115lMll1 sen TaK>Ke 5lBJ15ltoTC5l : 
06beA111HeH111e naL1111eHTOB c peAK111Mll1 6one3H5lMll1 Ha Tepp111Top111111 Pocc111liicKolii <l>eAepaL.1111111 , 
npeACTasneH111e HY>KA 111 npo6neM naL1111eHTOB c peAK111Mll1 3a6onesaHll15lMll1 Ans:i 111x peweH1115l s 
opraHax 3aKOHOAaTeJlbHOlii 111 111cno11H111TeJlbHOlii enacrn P<I> , OKa3aH111e 111HcpopMa1.11110HHolii 
noMOll-lVl na1.1111eHTaM c peAK111M111 6one3H5lMll1 111 111x ceM'bs:iM , cnoco6cTsosaH111e npoBeAeH111to 
111ccneAOBaH111lii B o6nacrn peAK111X 3a6onesaHll11ii. sen 6b1n C03AaH B 2009 rOAY· eyll.leCTByeT 
3a CYeT no>KepTBOBaH1111ii yYaCTHll1KOB, a TaK>Ke nonyYaeT rpaHTbl Ha BeAeH111e Aes:!TeJ1bHOCTll1 OT 
Pocc111liicK111x Henpas111TenbCTBeHHb1x 611aroTsop111TenbHb1x opraH111Ja1.11111ii , KopnopaT111BHblX 
cpOHAOB 111 KOMnaH111lii , pa6oTatoll.1111X s 0611acrn 3ApasooxpaHeH111s:1 . 
S SCn BXOA111T 16 opraH1113al.11111ii naL1111eHTOB 111 OH npeACTaBJ15leT 111HTepeCbl 6011ee 20 TblC5lY 
YenoeeK, B TOM Y111c11e c peAKll1Mll1 3a6011esaH111s:1M111 B Pocc1111iicKolii <l>eAepa1.1111111 . 

EeponeliicKas:i opraH111Ja1.1111s:1 no npo6neMaM peAKll1X 3a6011eeaH111lii (EURORDIS) - 3TO 
HenpasviTenbCTBeHHbllii , ynpasns:ieMbllii naL1111eHTaM111 coto3 opraH111JaL1111lii naL1111eHTOB 111 ntoAelii , 
pa6oTatoll-1111X s 0611acTvi peAK111X 3a6011esaH111Vi . 0cHOBHblMll1 L1ens:1M111 EURORDIS s:iens:itoTcs:i : 
BblCTpa111saH111e cnnoYeHHoro naHbesponeliicKoro (48 cTpaH , BKI1toYa5l Pocc111to) coo6L1.1eCTBa 
I1toAelii , CTpaAatoll.1111X peAKll1Mll1 3a6011esaHll15lM111 ; npeACTaBI1eH111e 111HTepecos AaHHOro 
C006ll-leCTBa Ha esponeliiCKOM yposHe; Mll1Hll1MV13al.1111s:I , Hanp5lMYto 111 KOCBeHHO, Yll-lep6a , 
HaHOCll1MOro peAK111Mll1 3a6011eeaHll1s:IMll1 , nocpeACTBOM pacw111peHll1s:I AOCryna na1.1111eHTOB K 
111HcpopMaL1111111 , ycnyraM, A111arHocT111Ke, 11eYeH111to 111 yxoAy, a TaK>Ke 611aroAap5l noAAep>t<Ke 
111ccneAOBaH111lii e 3Tolii 0611acrn 111 o6MeHy nepeAOBblMll1 Hapa60TKaM111. OpraH1113a1.1111s:1 
EURORDIS 6b111a ocHosaHa s 1997 rDAY· 0Ha cyL1.1ecTsyeT 3a cYeT no>1<epTsosaH111lii 
yYaCTHll1KOB, a TaK>Ke nonyYaeT noAAeP>KKY OT «A<l>M-TeneTOH» (<l>paHLIY3CKOlii acco1.1111a1.1111111 
npoT111e M111onaT111111) , EeponeliicKolii KoM111cc111111 , KopnopaT111BHblX cpOHAOB 111 KOMnaH111lii , 
pa60Tato1J..1ll1X B 0611acT111 3ApaeooxpaHeH111s:1 . 

EURORDIS BKI1toYaeT 646 opraH111Ja1.11111ii naL1111eHTOB, npeACTaBJ15ls:I 111HTepecb1 OKono 30 
M11111111110Hos YenoseK c peAK111Mll1 3a6011esaH1115lM111 no scelii Espone. 

EURORDIS 111 sen np1113HatoT, YTO peAK111e 3a6011esaHll1s:I npeACTaBJ1s:ltoT co6olii CJ10>KHYto AI15l 
peweH1115l 3aAaYy, CT05lll.1Yto nepeA esponeliicKolii c111cTeMolii 3ApasooxpaHeH1115l, 111 noH111MatoT, 
YTO nat.1111eHTbl c peAK111Mll1 3a6onesaHll1s:IMll1 111 111X ceMbll1 CT8J1Kll1B8toTCs:I c OAH111Mll1 111 TeMll1 >Ke 
c110>1<HOCTs:1M111 BHe 3as111c111MOCT111 OT Toro, s KaKolii YacT111 Eeponb1 0H111 npo>1<111eatoT. B HaCTOs:lll-lee 
speMs:I Ha611toAaeTCs:I orpOMHOe 111 cosepweHHO HeAonycrnMoe HepaseHCTBO B TOM, YTO 
KacaeTC5l AOcryna K 111HcpopMa1.1111111, A111arHOCT111Ke , yxOAY 111 noMOl.J..1111. Hawa 1.1e11b - noAAep>t<Ka 
KaK OcpV1L\111aI1bHblX Mep, TaK 111 VlHblX Meponp111s:1rnlii , cnoco6cTBytoll-1111X ycKopeHll1to HayYHblX 
1113blCKaHll11ii 111 pa3pa6oTKe 111HHOBaLIV10HHblX MeTOAOB neYeHVls:I, a TaK>Ke npeAOCTaBJleH111e 
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AOCryna K BblCOKOKa4eCTBeHHOVi A111arHOCT111Ke 111 yxoAy, cHa6>KeH111e nposepeHHoVi 
111HcpOpMal..\111eVi 111 noMOll.\b B BblXOP,e "13 COCTOS'IHVIS'I Vl30ns:IL..\"1"1 , B KOTOpOM >K"1BYT MHOrVle 
naL1"1eHTbl c peAK"1MVI VI OYeHb peAK"1MVI 3a6oneBaHV1f'IMVI . 

EURORDIS "1 sen MOryT BblCrynaTb B pon1.1 KOOPAVIHaTOpOB, npeACTasns:1s:1 06L1.1"1e "1HTepeCbl 
mop,elll c pep,KVlMVl Ja6oneeaHVls:IMVl vi npep,ocraens:is:i Heo6xOAVlMble eo3MO>KHocrn IlVll.laM, 
3all.1Vlll.lal0Ll.IVIM VIX npaBa. YcTaHOBneHVle COL..\VlanbHOill cnpaBeP,nVlBOCTVl COBepweHHO 
He06XOP,VlMO Ailrl npeop,oneHVlrl TOill nponacrn , KOTOpas:i CYLI.\9CTByer Me>Kp,y nepeP,OBblMVI VI 
MeHee pa3BVlTblMVl pervioHaMVl B o6nacrn nonVlTVIKVl , npV13BaHHOVl yny4WVITb Ka4eCTBO >KVl3HVl 
nt0p,elil c pep,KVlMVl 3a6oneeaHV1rtMVl. 

naL1V18HTb1 c pep,KVlMVI 3a6oneeaHvis:1MV1 cranKV1Bat0Tcs:1 c noxo>KVlMVI npo6neMaMV1, pewaTb 
KOTOpble 6b1no 6bl 3cpcpeKTVIBHee Ha Me>Kp,yHapop,HOM ypoBHe. Me>K,D,yHapop,Hoe 
COTPYAH"14eCTBO Momo 6b1 npVIHecrn orpoMHYtO nonb3Y npVI Bb1nonHeHV1V1 cneAYtOLl.IVIX 3aAa4 : 
nOBblWeHVle ypOBHrl OCBeAOMneHHOCTVI 0 peP,KVIX 3a6oneeaHVIS'IX, 06MeH onblTOM Me>Kp,y 
ceMbs:!MVl B TOM, 4TO KacaeTcs:1 npeoAoneHVls:! TPYAHOCTeVI vi 3a60Te o AeTs:1x co cno>KHblMl.1 
pep,KVIMVI 3a6onesaHV1S'IMV1 , 06ocH0BaHV1e VI crnMynV1posaHV1e Hay4HblX 1.1ccnep,osaH1.1ill peAKVIX VI 
reHeTV148CKVlX 3a6oneeaHvilil , y4acrne B pa3pa60TKe Hal..\VIOHanbHblX nnaHoB, cTpaTerVIVi VI Mep, 
BKntOYa5'1 HOpMbl , Kaca10L1.1V18CS'I opcpaHHblX npenapaTOB, npoBeAeHVl8 KnVIHVl4eCKVIX VICnblTaHVIVt 
Ha 048Hb orpaHVl48HHblX nonyns:!l.IVls:!X naL1Vl8HTOB, pa6ora Hap, nOBblW8H"18M CTaHp,apTOB 
AVl8rHOCTVlKVl VI yxop,a , ynpOll.\8HV18 p,ocryna K ne4eHVllO 3q rpaHVll.18Vl p,m1 nal..\Vl8HTOB c pep,KVIMVI 
3a6onesaHV1S'IM VI . 

EURORDIS Vl sen eep,yr TeCHOe COTPYAH11148CTBO c 2011 rOAa. sen rtBmleTCrl y4aCTHll1KOM 
EURORDIS VI 4neHOM CoseTa Hal..\"10HanbHblX anbs:1Hcoe, npeACTaens:1s:1 e HeM PoccVllO. 
EURORDIS npV13HaeT yH1.1KanbHoe nono>KeH1.1e Pocc1.1V1 cpep,VI 48 eeponeVicKVIX cTpaH VI ee 
ponb ces:13yt0L1.1ero 3BeHa Me>K,D,y EsponoV! 1.1 A3V1eV! , a TaK>Ke nop,4epK1.1eaeT ea>KHOCTb pyccKoro 
S'l3b1Ka B TOM, 4T06bl AOH8CT"1 1.1HcpOpMal..\"1IO AO 250 MVlnnVIOHOB 4enoeeK, Ans:! KOTOpblX POAHblM 
5'13blKOM s:1ens:1eTcs:1 pyccKVIVi . EURORDIS y>Ke JaHV1Maercs:1 nepesop,oM ceoero caillra vi 
e>KeHep,eilbHblX 3Il8KTpOHHblX HOBOCTHblX 6t0nnereHelil Ha pyCCKVllll s:!3blK. HaCTOS'ILI.\Vllil 
MeMopaHAYM o B3aviMonoHviMaHV1Vl npvi3saH yKpenV1Tb cyll.leCTBYIOLl.IVle CBS'l3VI Me>K,D,y Haw111M111 
opraH11138L..\VlS'IMVl . EURORDIS y>Ke nop,n1.1cana MeMopaHAYM o e3a1.1MonoHV1MaH1.1V1 c 
Hal..\"10HanbHOVi opraH1.1JaL1111eV! peAKVIX 3a6onesaH1.1Vi CWA (NORD) s 2009 roAy, c KaHaACKOVi 
AccoL1111aL1V1ell! pep,KVIX 3a6oneeaH111Vi (CORD) B 2012 rop,y, c AcCOL..\V1al..\111elll nal..\VleHroe rlnoH1.1111 
(JPA) e 2013 rop,y, a TaK>Ke c AecTpanVIViCKOVi opraHV1JaL1V1eV! no peAKVIM aa6oneeaHV15'!M (Rare 
Voices Australia) B 2015 roAy, TaKVlM o6paaoM, cnoco6cTBY5'1 pa3Bll1TVltO Me>K,D,yHapOAHOro 
coTPYAHVl4eCTBa VI yKpenneHVllO ces:13eV! Me>K,D,y cTpaHaM111 . 

sen Vl EURORDIS p,oroeopVlnVICb 0 TOM , 4TO VIX Knt048BblMVl 06ll.\VlMVI CTpaTerVl48CKVIMVI 
L..\8ns:IMVI 6yp,eT BblnOnH8HVl8 cneAYtOll.\"1X 3aAa4: 

• ycvineHvie npep,cTaBviTenbCTBa VlHTepecoe naL1vieHTOB c peAKVIMVl 3a6oneeaH1.1s:1M1.1 Ha 
eeponeVicKOM vi MVlpOBOM ypoeHe VI npV1Hs:1TV1e comacoeaHHblX Mep no 6opb6e c 
p,aHHblMVl 3a6oneBaHl.1s:!MVI ; npOP,B"1>K8H"1e BOnpoca 0 pep,KVIX 3a6oneBaHVls:!X B Ka4eCTBe 
op,Horo Vl3 npV1opV1TeToe Mvipoeolll noeecTKl!l B ccpepe 3p,paeooxpaHeH1.1s:1 ; paapa6oTKa 
Me>K,D,yHapOAHblX Meponpl.1s:!T"1Vi , BC8MVlpHblX CTaHAapTOB VI npaBVln COBMeCTHO c 
APYrVIMl.1 opraH1.13al..\"1S'IMVI VlnVI npVI 1.1x nocpep,HV14eCTBe; 

• npV1H5'!TV1e Mep p,nfl yp,oeneTeopeHVls:! ocHOBHblX 06L1.1V1X noTpe6HOCTei71 naL11.1eHTOB B 
Pocc1.1V1 1.1 EC : (a) npop,evi>KeH1.1e aaKOHOAaTenbHoro ocpopMneH1.1s:1 Hay4HblX 
viccnep,oeaHVIVi B o6nacrn pep,K1.1x 3a6onesaHV1VI , a TaK>Ke VIX noMep>KKa VI 
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cp1.-1HaHc1.-1poeaH1.-1e ; (6) o6ecne4eH1.-1e paHHe~ 111 Bb1CoK0Ka4ecTBeHHO~ AV1arHOCT111K111 
AaHHblX 3a6onesaH111~ . a TatoKe npeAOCTasneH111e pasHoro AOC-ryna K ne4eH111fO 111 yxOAY 
B COOTBeTCTBlllV1 caMblMlll BblCOKV1MV1 CTaHAapTaM111; (B) COA9~CTBV19 pa3pa60TKe 
6e3onaCHblX Ill 3cpcpeKTlllBHblX npenapaTOB Ill MeTOAOB Ile4eHlllfl , a TatoKe 
npeAOCTaBJ1eH111e AOC-ryna K HlllM ; (r) BHeCeH111e npeAflO:>KeHlllVl 0 MeTOAaX nOBblWeHlllH 
Ka4ecrna :>t<V13HV1 nal_\vieHTOB s oTcyTcrsvie .ne4eHvis:i ; (A) o6ecne4eHvie npocroro VI 

sceo6l.l.lero AOCTyna K nposepeHHolil lllHcpopMat..1111111 o peAKlllX 3a6onesaH111flx 111 o6MeH 
onblTOM Me>K,D.y nal_\1119HTaMlll. 

sen Ill EURORDIS AOroBOplllillllCb 0 Ha4afle lllfllll aKTlllBlll3al..lllllll COTPYAH1114eCTBa no 
Cfl9AYfOLl.IV1M acneKTaM : 

• Coeer Hal.,\HOHailbHblX ailb~HCOB: sen y>t<e HBI1Sl9TCSl 4I1eHOM Cosera 
Hal_\lllOHaflbHblX a.nbHHCOB EURORDIS (CHA) vi HaMepeH npoAOfl>KlllTb aKTlllBHOe 
y4acT111e B ero pa6oTe B t..1enf!x o6MeHa aK-ryaflbHblMlll AaHHblMlll vi 3HaHlllflMlll Me;>KAy 
HaL1V10H8IlbHblMV1 a.nbSlHC8MV1. sen 06s:i3yercs:i noAnlllCaTb AOKyMeHT «061.11111e L1en111 VI 

B3a111MHb1e AOrosopeHHOCTlll» (Common Goals & Mutual Commitments) , cosMeCTHO c 
EURORDIS 111 EsponelilcK111M111 Hat..11110HaflbHblM111 anbHHCaM111 , a TatoKe no Mepe 
B03MO:>KHOCTlll CTpeMlllTbCfl K BblnOJ1HeHlllfO ero nono>KeHllllil . 

• npoee.QeHHe Me>K,QyHapO.QHOro AHs:i pe.QKlllX 3a6011eeaHlllH (AP3): ,O,P3 -
111H111t..1111arnsa EURORDIS, 3anycK KOTopoLll cocTOHilCH B 2008 roAy. rnasHolil t..1eflbf0 ,O,P3 
flBilfleTCfl nOBblWeH111e OCBeAOMileHHOCTlll 11f0Aeill no BCeMy MlllPY 0 P9AKlllX 
3a6onesaHlllflX V1 npOABlll>K9Hlll9 AaHHOro sonpoca B Ka4eCTB9 OAHOro 1113 np111op111TeTOB B 
o6nacrn 3ApasooxpaH9Hlllfl Aflfl npaBlllT9IlbCTB9HHblX CTpyKTyp, npocpeCClllOHaflOB B 
0611acrn 3ApasooxpaHeH111s:i vi lllHblX 3a111HrepecosaHHblX 111111..\. 6yAy4vi 4IleHoM CHA, 
Sen 06f!3Y9TCfl npOAOfl>KaTb aKTlllBHOe y4acrne B KOOPAlllHlllpOBaHl.1111 , opraHlll3al..llllV1 Ill 
npoAB111:>1<eH1111.1 ,0,Hfl peAKlllX 3a6onesaH111VI Ha Me;>KAyHapOAHOM ypoBHe. 

• Hal..\HOHailbHas:i crparerns:ilHal.,\HOHa11bHb1e nnaHbl no pe.QKHM 3a6011eeaHHs:1M: 
EURORDIS Ill sen HaMepeHbl COTPYAHV14aTb B o6naCTV1 o6MeHa onblTOM EsponelilcKoro 
COKJ3a 111 ero rocyAapcTB-y4aCTHlllKOB c Pocc111eLll 111 paccMaTp111saTb OT3b1Bbl o 
np1.1MeHeHV1V1 COOTBeTCTBYKJl.l.19111 CTpaTer111111 B Pocc1.1111 . 

• YYaCTHe e Me>K.QyHapo.QHOH lllHlllL\lllar111ee no npo611eMaM pe.QKlllX Ja6oneeaHHH 
(111P3): AaHHafl lllHlllLlll1aT111Ba BblCTynaeT KaK HecpopMaflbHafl nflOl..LlaAKa Aflfl 
Me;>KAyHapOAHblX opraHV13al...IV1ill nal...11119HTOB, l...19Ilbf0 KOTOpoLll flBJ1fl9TCfl npOABlll>K9Hllle 
sonpocos, CBfl3aHHblX c peAKlllMlll 3a6onesaH111f!Mlll , KaK np111op111TeTHblX s 
Me;>KAyHapOAHOill noseCTKe B ccpepe 3ApasooxpaHeHlllfl. Sen HaMepeH Y48CTBOBaTb B 
pa3pa60TKe 111 3anycKe AaHHoill 111H111L11.1aT111Bb1 , a TatoKe s nnaH1.1pyeMblX Meponp111m111flx: 
BblCTJ'nfleHlllfl Ha TeMy peAKlllX 3a6oneBaH111ill Ha Me;>KAyHapOAHblX cpopyMax Ill B 
opraHll13aLlll1l1X c 60ilbW111M KOI11114eCTBOM y4aCTHll1 KOB, TaKlllX KaK 803, 3KOHOMlll4eCKllliil 
111 cot..1111anbHb1Lll coseT OOH 111 T.A. , a TatoKe B03MO>KHoe noAn111caH111e AOKyMeHTOB o 
cosMeCTHOLll no3111t..1111111 ; KOOpA111H111posaH111e pa6oTbl Me;>KAyHapOAHOro 
V1CCJ19AOBaTeflbCKOro KOHCOPLllllYMa no P9AKV1M 3a6onesaHlllHM (IRDiRC) Ill y4acrne B 
ero pa6orn; B03MO>KHOe COTPYAH1114eCTBO np111 nposeAeHll1111 KOHcpepeHt..1111111 . 

• npe.QCTaBHTenbCTBO EURORDIS B PoCCHH: sen o6H3yeTCfl COAeillCTBOBaTb 
EURORDIS B y4pe;>KAeH111111 npeACTaBlllTeflbCTBa s Pocc111111 , 4TO BKilKJ4aeT B03MO>KHOCTb 
npeAOCTaBJ19Hlllfl ocplllCHOro noMe1.11eHlllH Ill J10rl.14eCKOill no,DJJ,ep>KKlll (A8HHOe 
comaweH111e 6yAeT pa3pa6oTaHO Ill 1113IlO>KeHO A9TaflbHO B OTA9flbHOM AOKyMeHTe, 
KOTOpblill 6yAeT BKilf04eH B MeMopaHAYM 0 B3alllMOnOHlllMaHlllll1 B Bll1Ae npll1IlO>KeHll1fl) . 

CrpaTerlll49CKOe napTHepCTBO sen VI EURORDIS He nOApa3yMesaer HV1KaKV1X COBM9CTHblX 
nnaHOB cpll1H8HClllpOB8Hlllfl. Haw111 opraHlll38l..lllllll AOrosap1.1.BafOTCH 0 nplllHL..llllnax, KOTOpble 6YAYT 
npll1BOAll1TbCfl B AeillCTBll1e c npll1MeHeH111eM cyl..LleCTBYKJl.l.llllX pecypcos Aflfl pa3pa6oTKll1 
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COBMeCTHblX Meponp1Mffll1Vi . KpoMe Toro , AaHHOe napTHepCTBO 6yAeT 38A8ViCTBOB8HO B 
np111eneYeH111111 HOBblX V1CTOYHV1KOB cp111HaHc111posaH111H - co'sMeCTHblMVI ycVlnVIHMVI 6YAYT noAaHbl 
06pallleHV1H s pa3nVl4Hble rocyAapcTBeHHble opraHbl 111 Me>1<rocyAapcTBeHHb1e opraHV13a~111V1 , a 
TatoKe 48CTHbl8 opraHll138l...1111111, KOTOpble MOrJ11/1 6bl BblCTynll1Tb B po11111 cnoHCOpOB, C03AaTb 
KopnoparnBHble cpOHAbl , ceMeVIHble cpoHAbl VII1VI nposecrn Meponp111HTVIH no c6opy cpeACTB. 
nnaHbl qrnHaHC111pOB8Hl/15l 6YAYT o6cy>t<p,aTbC5l OTA8JlbHO AI15l Ka>t<p,oro Meponp1115lTl/15l . 

CTpaTerVIY8CKOe napTHepCTBO sen VI EURORDIS 6yAeT ynpaBI1SHbC51 CI18AYIOL1.lll1M o6pa30M: 
• SblCWee PYKOBOACTBO EURORDIS 111 sen BOViAeT,B COCTaB PyKOBOA5lLUero KOMVITeTa. 

• Ynpasns:i10LU111ill KOMVITeT 6yAeT peryns:ipHo o~eHVIBaTb XOA pa60Tb1 VI noA6111paTb 
MeponpVls:!TVls:l , 111CXOA5l Vl3 T8KYLllVIX noTpe6HOCTeVi . 

• np111 He06XOA111MOCTVI YnpaBmllOLl.lVlill KOMVIT8T MO>KeT Ha3H8Yl.1Tb npeACT8BVITeneil! 
EURORDIS VI sen (wTaTHblX COTPYAHVIKOB V1/111n111 BOilOHTepos) AI15l Ka>t<p,oro 
pean1113yeMoro npoeKTa, ycTaHasnV1Ba5l Kpyr o6s:i3aHHOCTeVi 111 cpoK111 Bb1nonHeH1115l 
pa60Tbl. 

• CTpaTerVIY8CKOe napTHepCTBO sen VI EURORDIS ycTaHaBI1111BaeTC51 cpOKOM Ha nHTb 
neT, no VICTeYeHll1111 KOTOporo 6yAeT np01113BeAeHa o~eHKa ycnewHOCTll1 AaHHOro 
COTPYAHVl4eCTBa, 111 cpoK AeVicTBVls:i napTHepcTBa MO>t<eT 6b1Tb npoAneH no 06ot0AHOMY 
>1<enaHll1IO CTOpOH. 

,Qes:iTeI1bHOCTb CTpaTerVl48CKOro napTHepCTBa sen VI EURORDIS 6yAeT OCB8LUaTbC5l 
cneAYtOLl.lll1M o6pa3aM: 

• CrpaTerl/148CKOe naprHepcTBO 6yAeT ¢111ryp111posaTb B COOTB8TCTBYIOL1.lll1X 
CTpaTernYeCKVIX AOKyMeHTax VI e>1<eroAHb1x Pa6o4VIX nporpaMMax; 

• cne~VlailbHblill pa3Aen 6yAeT nOCB51LUElH eTpaTerVl49CKOMY napTHepcTBy Ha cail!Tax sen 
111 EURORDIS, s KOTopoM TaK>Ke 6yAeT np111BeA8H noroT111n opraHV13a~V1V1-napTHepa ; 

• VIHcpopMa~Vls:'l 0 A851T8I1bHOCTl.1 napTHepCTBa 6yA9T npeACTaBI151TbC51 Ha peryns:ipHOVl 
ocHose y4acTH111KaM Ka>t<p,oill opraHV13a~V1111 111 ee napTHepaM, s 4acTHocT111, nocpeACTBOM 
HOBOCTHOi/1 paCCblI1K111 ; 

• Ae51T9I1bHOCTb napTHepCTBa 6yAeT TaK>t<e OCB8LU8TbCH nocpeACTBOM VIHblX cpeACTB 
CB5l3VI , BKI1I04a5l COBMeCTHblil1 npecc-penll13, noCB5lll.leHHblill nOAn111C8Hl.1IO CTOpoHaMll1 
MeMopaHAyMa o s3a111MonoHV1MaH111111. 

Between, 

Co cTopaHbl Esponeii1cKoill opraHV13a~VIVI no npo6neMaM peAK111X 3a6onesaH111Vi (EURORDIS) : 

~HHH fle K= [p~c~aTeC"~" · 

111 , 
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Co CTOpOHbl Bcepocc1-1VicKOro COt03a naL11'18HTOB (BCn) : 

Bnacoa HB. H Ten• 
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