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IN THE CONTEXT OF THE
FINANCIAL/ECONOMIC CRISIS AND HEALTH
BUDGET CUTS, WHAT ACCESS (TO CARE)
DIFFICULTIES ARE WE FACING?




116 reforms on pharmaceuticals

to contain pharmaceutical expenditures
(89 adopted 2010-2011, 27 planned)

Adapted from Vogler S,
Zimmermann N, Leopold C,
Joncheere KD. Pharmaceu tical
policies in European countries
in response to the global
financial crisis. Southern Med
Review (2011) 4;2:69-79
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Most common cost-containment measures

Types of measures Where
* Price reductions of e 15 price reductions in 11
pharmaceuticals countries
e Changes in co-payment * 13 measures in 9 countries
* Reimbursement lists and e 8 countries
procedures
» Reference pricing systems* * 10 countries
and/or pricing of generics
* INN prescribing mandatory * Most freq’l’Jent “other
measures

Each pricing measure has a short effect: typically 2 years
* Exaggerated depending on first price received
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Questions

« Considering that

— Most measures adopted with no due consideration of
unexpected negative effects on public health

— Access issues pre-existed previous to the current crisis

e Can we learn from patients & their difficulties in this
context?

— What are the exact problems they report, and can we
provide recommendations regarding cost containment
measures?

— Is the situation stable?

— How can we measure the impact of this on the health of
patients with rare diseases?
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April 2014: direct survey to patients

« Target: patients, members of an organisation or not

abh Wb

Questions
1.

Name of product or type of care

Disease, condition or indication

Country

Reasons why treatment/care is not reimbursed, if known
Optional: ID

Online survey
19 lanquages

08/06/2015

Dissemination:

Student from University South Britanny (L. Tessier)
Eurordis members database

Rare Diseases Facebook page

Online communities, e-news, ECRD 2014...
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Invita altri membri della tua associazione a

comunicare le difficolta ad accedere alle cure

| CAMPAIGN FOR
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Hai difficolta ad accedere
al tuo trattamento? Sei
pregato di segnalarcele

Ti saremmo grati se vorrai
dedicare qualche minuto del tue
tempo per completare guesto
questionario rigorosaments
anonime. Ti preghiamo di fomine
risposte concise, brevi e precise.
| dati raccolti saranno trattati ds
personale qualificato al fine di
evidenziare (attraverso dei
rapporti che saranno disponibil) | problemi esistenti da
sottoporre alle autoritd sanitare nazionali impegnandesi ad
avviare un dislogo tra le parti. Mon abbiameo le risorse per
rispondere ai singoli casi.

| risultati di gquesta indagine non ti saranno comunicati
direttamente, ma potrai consultarli sul site di EURORDIS
(werrd creats una paging specifica "Campagns per
FAccesso”). Grazie per averci dedicato un po” del tuo tempo.

EURORDIS

L'Organizzazione Ewropea per ke Malattie T
Rare (EURDRDIS) & un'allzanza non ( %
governativa di associazioni di malati e el
individui attivi nel settore delle malattie FEMEE
rare in Evropa, fondata nel 15597 e guidata

dai pazienti. EURORDIS rappresenta oltre 800 associazioni
di persone affette da malattie rare in circa 50 Paesi, che
coprono pit di 4000 malattie rare (per maggion informazioni:
warw eurordis. ong)

Fare clic
httpshwww.surveymonkey.com/s/PZBEPFV

i Maiﬂf“ 0.

MokaHeTe YneHoBe Ha Bawara QpraH1M3IalMAa aa cbobar 3a TPYAHOCTH NpH
A0CTBNA A0 NeYeHWe U rpHUEH
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HanuTeate NM TPYOHOCTH NPU A0CTLNE B0
nevedue? MonA, CLoDIWETe HY 23 1A%

e BM Graem GRangapHe, sk
OTREMMTE HAKOMKD MUHYTH, 38 ga
NENEAHATE Ta3 SHIHMMHR
aHKeTS. MankM B 55 KpETEKH,

TOHHM W ACHH OTTOEOEH,
CHOpaHuTe LaHHM Wwe GelaTt
0fpaGoTeHH OT 0fYdHeH ekun © UeR A3 Ce NPesCTaE AT
MEE HALMOHANHMTE 30E8EHA ENSCTH
CBUECTEYEAWMTE NPOGNEMM [4PEs LOKNSLH, KOMTO
U BEAET HE PE3NIN0HEHKE] M B8 C8 MHUUMMES
BMANDE MO TA%. HUE HE pasnanarams ¢ HeoSxogumHTE
BECYEICH, 58 13 OT MDEORMM HA MHIHE WL YENHK
chydad, Hama gs B WHBOpMMESME JMDERTHD 33
pERYNTATHTE OT TA3M ESMNSHWA, HD BHE I MIKETE
5 CE AMN0SHAETE C TAX MM MyGAMEYE SHETO UM HaA
caliTa Ha EURCRDIS (we Svae cbagaleHs OTLENHS
CTRSHMYE "Access Campaign™. Bnarogapun Bu sa
OTRENSHOTO BREME.

EURORDIS

an QCcHOBSHS Npes 1997 T,
Qb EBponefckaTta opraHWaaLa o
pegki Gonect (EJRORDIS) &

EURORDI HENPAEMTENCTEEH, YMIDAE NABEH

Rare Diseases Europe
0T NAUMEHTM ANMaHC Ha

ORTAHMIELMIH M NMUg, KoWTO paBoTaT & 0BnacTTs Ha
pepkMTe GonecTH B Espona. ELRORDIS
NEeACTaENAES NOEeYe 0T 00 OpraHMsaUmM Ha
NAUMEHTH © Pk BonecTH 0T Hag S0 CTERESHM, KOMTO
o EaWaT Nosede oT 4000 penkv 3a00ndsaHKA (38

MOEEHE MHEORMELAA, Wy eurordiz.ord)

Knuk




, ACCESS | &'
Translations: 19 languages EU;(O%DIS

PEOPLE WITH | Rrare Diseases Europe
RARE DISEASES

EURORDIS’ website professional translators
(French, German, Spanish, Russian, Portuguese, Italian)

DITA Task force :
- Juan Fuertes, Isabel Fernandez & Rob Camp (Spanish)
- Ellen van Veldhuizen (Dutch)
- Sigurdur Johannesson (lcelandic)
- Vesna Stojmirova (Macedonian and Croatian)
- Danijela Szili (Serbian and Hungarian)
- Tatiana Foltanova (Slovak and Czech)
- Rob Camp & Richard West Patient representatives :
- Dorica Dan (Romanian)
- Birthe Holm & Lene Jensen (Danish)
- George Iskrov (Bulgarian)
- Dimitrios Synodinos (Greek)

Volunteers :
- Anna Kole and her family (Polish)

~T
SEURORDIS
b Rare Diseases Europe

08/06/2015

eurordis.org




The Access Campaign Survey 2014

e Qutbound * Inbound
— 26 May — 30 September — 2021 received, from 62
+ 127 days, over summer countries, 31 Europe
break * Duplicates removed
« Commercial spams
— Thank you to all removed
organisations that * 1961 valid

disseminated the survey
to their members
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Responses by world region

m— Nresponses | % _____

1961

08/06/2015

31

N N N & N

Total

Europe

EurAsia

South America
Africa

Asia & India
Oceania

Northern America
Middle East

1846
15
43
11

6
3
35
2

eurordis.org

100.0
94.1
0.8
2.2
0.6
0.3
0.2
1.8
0.1
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Responses %
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Question 1 : Please indicate for which type of care you wish to report
difficulties about ? (Europe)

Visit to a specialist 622
Medicines, medical devices or equipment 619
Social care/services 249
Hospitalisation i 102
other [N 102
Consultation with a general practitioner i 95
Surgery i 57
0 100 200 300 400 500 600 700
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Question 7 : How long have you been on this type of care? Medicines

and medical devices (618 responses)

Blank i 9,4%

N

More than 2 years

Between 1 year and 2 years i 9,9%
Between 6 months and 1 year i 9,1%

Less than 6 months i 8,1%

63,6%

0,0% 20,0% 40,0% 60,0%

80,0%
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Difficulties with medicines, medical devices or equipment
(% who reported such difficulty, by country)

68,2%
63,3%
56,8%
53,1%
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Narrative: Gastrointestinal stromal tumor

(GIST) incidence 1.5/100,000 - prevalence 1.3/10,000 ITALY I I

« 1: Sorafenib, 2: Dasatinib, 3: Nilotinib, 4: Regorafenib
— All are OFF LABEL, cost not covered by the Servizio
Sanitario Nazionale. Cost paid by hospital or patient.

— Off Label use is banned by AIFA, while it is allowed and
reimbursed by some regions resulting in inequalities

— Drugs 1, 2, 3 are recommended to treat GIST (NCCN
National Comprehensive Cancer Network guidelines)

— Drug 4 approved by FDA for GIST, EMA has yet to authorise
(authorised by EMA for metastatic colorectal carcinoma)*

* EMA extended the hResete (e
indication to GIST: 09/2014 22] (L wmgroste S, 811117 2SS .
i» EURORDIS
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Netherlands

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery

08/06/2015

10

Iceland

Visit to a specialist 4

Medicines, medical devices or
equipment

Social care/services

Hospitalisation 1
Other 1
Consultation with a general 0
practitioner
Surgery 1

Finland
L
Visit to a specialist 12
Medicines, medical devices or 1
equipment
Social care/services 6
Hospitalisation 1

Other | 0

Consultation with a general
practitioner i 2

Surgery | 0

6 80 10 12 14
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Spain

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery 13

o

20 40 60 80 100

Italy Romania

Visit to a specialist _ 18

Visit to a specialist

Medicines, medical devices or

equipment 82 Medicines, medical devices or...
Social care/services Social care/services
Hospitalisation Hospitalisation
Other Other

Consultation with a general 1 Consultation with a general...

practitioner
Surgery 4 Surgery
0 20 40 60 80 100 0 10 3G i

20
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Germany

vitctoaspecils | 7

Medicines, medical devices or

. 90
equipment
Social care/services 35
Hospitalisation 27

Other 15

Consultation with a general
practitioner

Surgery 4

0 20 40 60 80 100 120 140

08/06/2015

Switzerland

Visit to a specialist _ 7

Medicines, medical devices or 9
ol —

Social care/services 5
Hospitalisation 1
Other 5
Consultation with a general 5
practitioner
Surgery | O
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Greece Serbia

Visit to a specialist Visit to a specialist

Medicines, medical devices or
equipment

Medicines, medical devices or
equipment

Social care/services Social care/services

Hospitalisation Hospitalisation

Other Other

Consultation with a general
practitioner

Consultation with a general
practitioner

Surgery

Surgery

0 5 10 15 20 0 5 10 15 20

Visit to a specialist

Medicines, medical devices or

equipment
Social care/services 2
Hospitalisation 2
Other 2
Consultation with a general 0
practitioner
Surgery | O
0 5 10 15 20
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Belgium

Visit to a specialist i 12

Medicines, medical devices...
Social care/services
Hospitalisation
Other

Consultation with a general...

Surgery

France

|
wtcioasvea-< [

Medicines, medical devices or

United Kingdom

40

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery
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X 81
equipment
Social care/services 23
Hospitalisation 11
Other 16
Consultation with a general

- 11

practitioner

Surgery 9
60
0 20 40 60 80 100 120

Ireland

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery
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Czech Republic

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery

o
N
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Hungary

'—

10

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services 6

Hospitalisation 8

Other 2

Consultation with a general
practitioner

Surgery 1

14

o
(2]
[
o
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Slovak Republic

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery

Visit to a specialist

Medicines, medical devices or
equipment

Social care/services
Hospitalisation

Other

Consultation with a general
practitioner

Surgery

eurordis.org
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Narrative: SyStemiC sclerosis witn oesophageal%

digestive manifestations ORPHA90291. Prevalence 1-5/10,000. SPAIN

* Axiago 40 and Pariet 20

— | was prescribed the generic by my primary care physician
for economic reasons, while my specialist prescribed the
originator drugs with instructions not to substitute

— Same efficacy, but much more discomfort
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Q5: What type of issues are causing you difficulties accessing medicines or
medical devices?
(619 patients quoting 829 responses, several responses possible)

|
Can't afford (too expensive & not well reimbursed) |l 35.1%
A

| have to wait too long

Too far away or no means of transportation
Didn't know any good doctor or specialist

| could not afford to pay in advance

| don’t have any time

I’'m afraid of this type of care

Afraid to ask for a 2nd medical opinion

Wait and see if problem(s) got better on its own

Other

08/06/2015

10.3%

9.4%

17.4%

N 7.1%<
s 5.8%
B 3.5%

l 2.6%

M 1.8%

i 7.0%

eurordis.org

Financial causes 42%
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Narrative: Multiple Myeloma orpHaze073 i
Prevalence 1-5/10 000. SLOVAK REPUBLIC

 Avallability of a newly authorised medicine
— According to doctors, | have exhausted all available treatments
— He wants to use a new drug authorised in the EU
— Insurance does not want to pay him back

Multiple Myeloma
Awareness
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Question 8: In your personal experience, in the last 2-3 years, has the
level of difficulty in obtaining a medicines, medical device or
equipment...

Gotten worse 271

Stayed about the same 246

Gotten better 53
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Conclusions and next steps

Conclusion 1

Conclusion 2
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Conclusion 3
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