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Conceptual Framework
• Transparency: Not a goal but a means.
• Relevance: R&D, clinical trials, HTA and pricing
(among others)

• Scope: Global-Regional-National.
• Multiple stakeholders: Health authorities, industry,
academia and civil society.
• Concerned parties: Patients, society at large.

Introduction
• Our Medicines, Our Right
Taking the plea for transparency to the
public.
• Transparency in the EU
Harmonisation attempts vs. disparate
realities.
• The Global Push
WHO and other forums.

Goals
1. Increase public awareness in the Netherlands
about:
– Sky-high prices being charged for new patented medicines by
pharmaceutical companies
– How prices for new medicines do not reflect R&D costs
– The culture of secrecy that pharma companies exploit to
charge the maximum amount possible for their products

2. Enable the public to pressure the Dutch
Government into taking action to counter rising
medicine prices.

EU: Collaboration and Counterweights
• EU institutions engaged in a number of processes
aimed at addressing critical components in the access
to medicines continuum.
• Reform attempts shaped by institutional balances
and legal constraints

Clinical Trials
I. Clinical Trial Regulation introducing greater level of
transparency on clinical trials in Europe (April, 2014).
II. Information should not be considered commercially
confidential (“overriding public interest in disclosure” (Article 81))
III. Setting up a publicly accessible EU Clinical Trial Register

EU: Collaboration and Counterweights
HTA
I.

Outputs resulting from joint work must be publicly available and reflect
dissenting views.
II. All evidence submitted by health technology developers should be made
publicly available, and public health must always come before commercial
interests.
III. Input provided by stakeholders in consultation processes must be reported,
and declarations on conflicts of interest made publicly available.

Prices
•

•

Council Directive 89/105/EEC (transparency directive) aims to “ensure
the transparency of measures established by EU countries to control
the pricing and reimbursement of medicinal products.”
Approved in 1989, renewal proposal withdrawn by the Commission in
2014 due to opposition from Member States.

From WHO and Beyond
• Global push for transparency: Wide range of stakeholders
demand greater transparency on R&D costs, pricing/reimbursement
decisions and procurement schemes

United Nations Secretary General High Level panel on Access to
Medicines (HLP) (2016)

From WHO and Beyond
WHO documents and initiatives:
EB 144/17 Access to Medicines and Vaccines 2019–2023

EB144/18 Medicines, vaccines and health products: Cancer
medicines

Transparency at WHA 72
Draft resolution co-sponsored by over 10 Member states (so far
Asks Member States to:
• Undertake measures to publicly share information on prices and
reimbursement, cost of medicines, vaccines, cell and gene-based therapies
and other health technologies;
• Require that all human subject clinical trial results be reported publicly,
including the costs incurred to undertake each trial and the direct funding,
tax credits or other subsidies, contributions received from governments.
Requests the WHO Director General to:
• Support Member States in collecting, analysing and creating standards for
information on prices, reimbursement costs, clinical trials outcome data and
costs for relevant policy development and implementation towards (UHC);
• Create a web-based tool for national governments to share information on
medicines prices, revenues, R&D costs, the public sector investments
and subsidies for R&D, marketing costs, and other related information.

Conclusions
• Greater transparency shall:
Enable greater efficiency and efficacy of public policies
and programmes.
Improve global health governance by reducing
information asymmetries
• Stakeholders should:
Collaborate in information sharing schemes.
Engage in knowledge dissemination strategies
• Concerned parties will:
Improve their standings in public dialogues and
negotiations
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