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This presentation arises from the
Developing Rational Use of Medicines in Europe
project, which has received funding from the
European Union, in the framework of the Health

programme.
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Patient groups as stakeholders in health policy

* Born of the movement from passive patients to empowered consumers

* Work in research and development, education and training, information
provision, and patient support/direct patient care
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Positions on pharmaceutical policies

Pharma Patient

Industry Groups

Corporate Public
wealth health

1. Pharmaceutical companies and patient groups have different
overarching goals.

2. The interests of pharmaceutical companies and patient groups can
legitimately overlap on specific issues.

3. The positions of patient groups are not the same on all issues.
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Pharmaceutical sponsorship and policy positions

Objective Investigate the association, if any, between Pan-European
patients’”™ and consumer s’ medi ci nes
pharmaceutical funding they recieve.

Hypothesis The level of corporate funding is related to the degree of
corporate bias in patient (and consumer) group positions

Inclusion criteria Member organisations of the Patints and Consumers
Working Party at the European Medicines Agency (n=23)

BM.J 2008;336:980 (3 May), doi:10.1136/bm].39566.553889.0B

MEPs shun cancer advocacy group because
of industry funding

Ned Stafford

Published in the British Medical Journal (2008)
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Questionnaire
Development

36 statements about the three
directives:

 |nformation to Patients
 Pharmacovigilance
 Counterfeit Medicines

Based on published positions
of industry associations
and public health interests

Reviewed by external expert
committee

Patient & Consumer Perspectives on the Pharmaceutical Package

Health Action International (HAI) Europe Reference num ber

Expert Opinion Questionnaire

Patient & Consumer
Perspectives on

the Pharmaceutical
Package

Instructions for Patient and/or Consumer
Representatives

Read each statement carefully and indicate to what degree your organisation
supports the statement. If you like, you can use the space below each
statement to clarify your position.

Your responses to this questionnaire are confidential. A reference number
has been used to ensure your anonymity to the researcher who will process
the responses during primary analysis. At no point in this study, including the
publication of the findings, will the information from individual respondents
be identified by name or organisation.

' Executive This research arises from the Developing Rational Use of Medicines
Agency for in Europe project, which has received funding from the European
'. Health and Union, in the framework of the Health programme. This project is

Cansumers

managed by Health Action International (HAI) Europe.
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Research strategy 1: Self-administered questionnaire

22 patient and consumer groups (=23 minus HAI) invited to particiate in an
expert opinion questionnaire (voluntary and confidential)

Content Lickert scale (1-5) used to indicate degree of support for each
one of 36 statements

Format Electronic questionnaire sent via e-mail; option to request a
printed questionnaire by post

Analysis Responses will be summed and a value determined for each
directive; values will be correlated to level of corporate funding

{&- o
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1 European legislation should be changed so that pharmaceutical companies
can provide information about prescription medicines directly to patients.

Further explanation [opticnal)
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Research strategy 2: Third party analysis

Material Published policy/position papers and responses to
consultations on the pharmaceutical package from 23 patient and
consumer groups

Protocol External, blinded research assistants will be trained to code all
documents and complete the questionnaire based on coded material

Content Support / No opinion / Oppose scale (1-3) used to indicate
degree of support for each one of 36 statements

Analysis Responses will be summed and a value determined for each

directive; values will be correlated to level of corporate funding @
N\
\o®

— e — —
1 Mon-disclosure of safety and effectiveness information about medicines,
generated by manufacturers, should be upheld in the interest of commercial
confidentiality.

Further explanation [optional)
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Policy implications

The findings can be used to inform and refine Conflict of Interest policies
at European and national levels in order to support democratic policy
making.

Application can be made to:

» General interest representatives active in European policy
making. Register of Interest Representatives

 European medicines policy. Eligibility criteria to work with the
European Medicines Agency

* National-level medicines policy. Mandatory declaration of patient
group sponsorship by the Hauté Authorité de Santé (France)



