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= These rare-disease findings are based on the results of the 2024 ‘Corporate Reputation of Pharma’ survey
of patient groups worldwide, conducted by PatientView, December 2024 to March 2025, and answered
by 518 rare-disease patient groups.

=  The 518-respondent rare-disease patient groups actively served and supported some 2.8 million patients
with rare diseases during the past year.

= 32 pharma companies are featured in the rare-disease results to this 2024 ‘Corporate Reputation’ survey.
Eleven new pharma companies were added for the 2024 survey. Five of the 11 new companies are
represented in this 2024 rare-disease analysis [blue font, below]. The full list of the 32 featured companies
is as follows:

* AbbVie ® Alnylam ¢ Amgen ¢Astellas Pharma ¢ AstraZeneca ® Bayer ® Biogen ® BioMarin ® Boehringer Ingelheim  Bristol Myers Squibb

* Chiesi Farmaceutici ® CSL ¢ Eli Lilly e GSK  Ipsen ¢ J&J Innovative Medicine ® Merck & Co ® Merck KGaA ® Novartis ® Novo Nordisk
o Pfizer « PTC Therapeutics ¢ Recordati ¢ Regeneron * Roche * Sanofi  Sarepta Therapeutics ® Sobi ¢ Takeda ® UCB ¢ Vertex ® Viatris.

Why pharma needs to work closely and efficiently with rare-disease patient groups

At the end of 2024, PatientView documented the activities of patient groups, and their
contributions to healthcare systems worldwide, in a study entitled Patients in Action. The study also
captured the evolving relationship between patient groups and other healthcare stakeholders
(including the pharmaceutical industry).

For the Patients in Action study, data were gathered from 1,144 patient groups globally (including
157 rare-disease patient groups). The findings from the study show that rare-disease patient groups
are now considered core health influencers, with views respected by most, if not all, healthcare
stakeholders. Whether operating internationally, regionally, nationally, or locally, rare-disease
patient groups are seen from the study results to be taking on expanded roles in advocacy,
healthcare provision, patient education, and medical research. This context creates an imperative
for the pharmaceutical sector, since regulatory bodies increasingly expect evidence of patient
engagement throughout the product lifecycle.
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Rare-disease patient groups see the pharma industry’s corporate reputation declining slightly
since its peak in 2021

PatientView defines a good corporate reputation for a pharma company as that company meeting
patient-group priorities. When pharma companies address patient-group priorities, their
reputations improve.

The rare-disease patient groups responding to the 2024 ‘Corporate Reputation of Pharma’ survey
consider the corporate reputation of the pharma industry as a whole to have slipped marginally
since peaking in 2021 (during the Covid pandemic)—when as many as 59% of the rare-disease
patient groups responding to the ‘Corporate Reputation’ survey of that year rated pharma’s
reputation as “Excellent” or “"Good". In 2024, 55% of the respondent rare-disease patient groups
rated pharma’s reputation as “Excellent” or “"Good".

The corporate reputation of The corporate reputation of the pharma industry, compared with that of other healthcare
the pharma industry, sectors, 2024 v. 2023—according to respondent rare-disease patient groups
2020-2024

_ % of respondent rare-disease patient groups, per year, stating “Excellent” or “Good"
—according to respondent

rare-disease patient groups

% of respondent rare-disease
patient groups, per year, stating
“Excellent” or “Good”

8

24 2023

Biotechnology companies n 62
Generic drug manufacturers 39

Health insurers (for-profit) m 12
59% Health insurers (not-for-profit) 22

0% S e o Medical-device companies 40 37

Pharmaceutical companies n 56

Pharmacy Benefit Managers 14

Private-sector healthcare services 30
Retail pharmacists m 41

2020 2021 2022 2023 2024

2020 — 2024 Diff
::V: s%?;::sr :'a :;:‘r;::a;::a Patient centricity 42 r— A6 . 4
specific activities, 2020-2024 Information 47 Q— 50 I+3
% of respondent rare-disease Ensuring patient safety 52 @— 58 . +6
EJca;tcljzr;E groups stating “Excellent” or Innovation 51 (@) 57 . 6
Products that benefit patients 53 (@— 61 m
Transparency: pricing 17 —) 16 l_1
Transparency: clinical data 28 (Qr— 32 .+4
Transparency: funding 22 Qr—) 32 m
Integrity 41 r—) 49 m
Patient-group relations 48 Qr— 54 . +6
Services 'beyond the pill 36 @— 42 . +6
Fair pricing policies 9 Qr—) 14 .+5
Engaging patients in R&D 26 Q— 28 .+3
Access to medicines 28 Q— 32 .+3

Over half of the rare-disease patient groups responding to the 2024 ‘Corporate Reputation’ survey believe the
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pharma industry to be successful at a number of activities important to patient groups, including:

* providing products of benefit to patients; * patient safety; ® innovation; * patient-group relations; and
* the provision of patient information.

However, 2024's respondent rare-disease patient groups also regard the industry as just “Fair”, or even
“Poor”, at a number of other activities of importance to rare-disease patients and patient groups [see chart,
below]—particularly the industry’s approach to pricing policies. On the other hand, respondent rare-disease
patient groups do also report improvements in most of these latter activities since 202o0.

How good or bad the pharma industry was at carrying out specific activities of importance to rare-disease patients
and patient groups, 2024
% of respondent rare-disease patient groups [excluding those answering "Do not know”]. N = 518

0% 50%

Ensuring patient safety

Innovation

Patient-group relations

Integrity

Information

Patient centricity

Services 'beyond the pill'

Transparency: funding

Transparency: clinical data

Access to medicines

M Excellent

M Good Engaging patients in R&D
2 Fair Fair pricing policies

M Poor

Transparency: pricing

Feedback from 2024's respondent rare-disease patient groups outlines dissatisfactions about the
quality of their partnerships with pharma companies.

"Be close to patient representatives, and be transparent about products. Work in partnership, to achieve results,
so that patients truly have quality of life—and don’t just look for profit. The company must focus on the patient.”
National rare-disease patient group, Brazil

"Pharmaceutical companies should prioritize genuine patient engagement, by incorporating patient voices into
drug development, increasing transparency in pricing and access, expanding support programs for rare, and
chronic-disease, communities, and streamlining clinical-trial participation, to ensure diverse and inclusive
representation.”

National rare-diseases patient group, USA
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Corporate reputation in rare diseases for individual pharma companies, 2024

Featured pharma companies were ranked by 2024's respondent rare-disease patient groups for 10
indicators of corporate reputation [see Appendix]. Rankings at overall corporate reputation for the
top-three pharma companies are shown below.

ALL COMPANIES

The top-three rankings for overall corporate
reputation in rare diseases, 2024

(out of all 32 companies)

—as assessed by respondent rare-disease
patient groups familiar with the company:

» Sobi, 1st
» Roche, 2nd
» BioMarin, 3rd

The top-three rankings for overall corporate
reputation in rare diseases, 2024

(out of 31 companies)

—as assessed by respondent rare-disease
patient groups working with the company:

BIG PHARMA

The top-three rankings for overall corporate
reputation in rare diseases, 2024

(out of 14 ‘big-pharma’ companies)

—as assessed by respondent rare-disease
patient groups familiar with the company:

» Roche, 1st
» Sanofi, 2nd
» Boehringer Ingelheim, 3rd

The top-three rankings for overall corporate
reputation in rare diseases, 2024

(out of 13 ‘big-pharma’ companies)

—as assessed by respondent rare-disease
patient groups working with the company:

) Sobi, 1st
» Roche, 2nd
» UCB, 3rd

» Roche, 1st
) AstraZeneca, 2nd
) Boehringer Ingelheim, 3rd

Risers in the upper rankings:

The companies rising the most for
corporate reputation in rare diseases
(out of all 32 companies),

2024 v. the previous year, 2023

—as assessed by respondent rare-
disease patient groups familiar with the
company

Risers in the upper rankings:

The companies rising the most for
corporate reputation in rare diseases
(out of 31 companies),

2024 v. the previous year, 2023

—as assessed by respondent rare-
disease patient groups working with the
company

Boehringer Ingelheim
ucs
Chiesi
Vertex
CSL Behring
Biogen
PTC Therapeutics

o

Boehringer Ingelheim
Merck & Co
uos
Chiesi
Ipsen
Biogen
PTC Therapeutics
Vertex
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PatientView would like to thank the 518 rare-disease patient groups that gave up their time to
respond to the 2024 ‘Corporate Reputation of Pharma’ survey. Their evaluation of the pharma
industry, and their experiences of whether the industry (and individual pharma companies) meet
their needs and expectations, should help the industry gain valuable insights into improvement.

The Appendix below lists: the 10 indicators of corporate reputation; the numbers of 2024's
respondent rare-disease patient groups that stated a working relationship with any of the 32
featured pharma companies; plus the countries of domicile, and the specialties, of the 518
respondent rare-disease patient groups.

END OF PRESS RELEASE
For further information, please contact Alex Wyke, PatientView CEO, on the email address
at the top of this press release.

September 2025



PATIENTVIEW PRESS RELEASE

APPENDIX to this press release:

10 indicators of corporate
reputation—as defined
by patient groups

‘p AL
LN ]
Equitable Patient
Access Centricity
AbbVie I 23 Merck & Co
Alnylam I22 Merck KGaA
@ @ Amgen . 55 Novartis
patient " Astellas I 16 Novo Nordisk
Information l;aa?:&!
AstraZeneca m Pfizer
Bayer PTC
& EE Biogen m Recordati
\3 - BioMarin m Regeneron
"'l‘}h'g“at"tv Transparency
fosHets Boehringer Ingelheim - 56 Roche
Bristol Myers Squibb I 16 Sanofi
‘: }“ Chiesi . 56 Sarepta
M Patient-group csL Sobi
Integrity [EEEE D Eli Lilly | 13 Takeda
GSK . 38 ucB
Q @ Ipsen I 22 Vertex
, J&J Innovative Medicine . 49 Viatris

Services beyond Involvement
in R&D

Therapeutic areas of all respondent rare-disease patient groups, 2024
Total number of 2024’s respondent rare-disease patient groups = 518

z
2 s % 5
A O SO
. Z = o 5 @ @
% 3 3 2 £ E z & S
% 3232288888
“»" 28 3 228E83525 88
4 4222233835885 8 €
) Z %3222 =c3 o
% % gz nacsoassfSfE S
Yy aaamn 2R s F S S &
<
0 %% %% Wy 5 7
o Y % % % % N & \
,'*'o‘, %’o'%'%%z@)// .’Q\“ *'Se?\e°§ \6&0
oty %4, iy 2, L & g 3
Uy, o, '%%‘%‘rf’// ”;s“:\\@'@ 0
b, ” 20
° oq"%:e'// LN IR
May, 77 o s
Ui, 7 /- “g&\\ st\“ oS
Unagy,, Lier,"/ e e
Yotropp, / 1o e
"mmyng / \enare'»“‘
Gasm,,',"es""a” / (,satcﬂ“‘“s‘s ol
N i joung P
Endocrine 1 | 1 5 Children/young
Cornelia de Lange 1 | §| 5 Gaucher disease
Behget's disease 1 | 1 55 Neuromuscular: most
" 1 Osteo, i
Automﬂa'““‘a‘::’e‘ 5Pom, genesis Imperfecta
Autoim® St } s’_cklﬂed:sease
s '€ celf 4.
- qelange” A\ 9 €ll gj
ptania e s‘“‘“m\\; A\ 2 (.‘4’" /o/,jasl Sease
LRI A RPN y P s
[t @& e 7
o “\\\ /'4%”60'/,‘, © tisgy
)\ 4" 3, ,
e 0 < /"’0%"9 s, !/ae”
4 oK, s, e e,
0 o 7o 2 Sy, e gy
& RO % %, %, 5%
S T EINN AN
& @‘5\8’:\,\\ ¢’@4%”>’/4’3‘/
& .Q«"'Qd’-\“‘w“————w"‘gvv “e
< SR FTEINTINwe20Z g “%,
S TS T882s3332L %7 %, %
T TFFFEEE2E23% % % )
s PLESELETZLZ 2 K
S s 25552322 % % %
§ § 2r27285%%% % %
$ g 5 s 3 =28 g% %
5 & 5 2 E
s 23 : %
S

September 2025

PAGE 6 of 7

Respondent rare-disease patient groups working with pharma, 2024
Total number of 2024’s respondent rare-disease patient groups = 518
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Country headquarters of all respondent rare-disease patient groups, 2025

Latam
Argentina
Brazil
Chile
Colombia
Costa Rica
Ecuador
Guatemala
Honduras
Mexico

Peru

Asia-Pacific
Australia
China

Hong Kong
India

Japan
Korea

Malaysia

New Zealand

Singapore
Taiwan

Thailand

Western Europe

Austria
Belgium
Cyprus
Denmark
Finland
France
Germany
Greece
Ireland

Italy
Luxembourg
Netherlands
Norway
Portugal
Spain
Sweden
Switzerland
Turkey

UK
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Eastern Europe
Bulgaria
Croatia

Czech Republic
Hungary
Moldova
Poland
Romania
Russia

Serbia

Slovenia

Ukraine

North America
Canada

USA

Middle East

Israel

Africa
Kenya
Senegal
South Africa
Togo
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