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3.8 Achieve universal health 

coverage (UHC), including 
financial risk protection, access 
to quality essential health care 
services, and access to safe, 
effective, quality, and 
affordable essential 
medicines and vaccines for 
all

Achieving UHC requires people having access to safe, effective, 
quality, and affordable essential medicines and vaccines
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Key WHO affordability and pricing resources

https://www.who.int/publications/m/item/wha72.8 https://www.who.int/publications/i/item/9789240011878



WHO Fair Pricing Forum convenes all relevant 
stakeholders to discuss affordability and transparency 

Innovation

Sustainable 
quality 

production
Affordability

Need to balance key imperatives 
to achieve universal access:

Limited markets and incentives to 
develop medicines for significant 

unmet health need

Ensure access to 
resulting innovations to 

health systems and 
patients

Quality health products 
are imperative and 

sustainable production 
comes at a cost

https://www.bmj.com/fair-pricing



Discussants:

Elizabeth Pfiester T1International

Pauline Londeix OTMeds

Zain Rizvi Public Citizen

Jillian Kohler University of Toronto

Key questions:
 What factors can most facilitate successful 

engagement towards fair medicines pricing and 
access?

 How can government stakeholders more 
effectively engage patients/civil society in 
medicines access/affordability issues?

 How would improved transparency aid 
stakeholders in determining whether pricing is 
fair?
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Today's discussion
Patient/civil society engagement in medicines pricing and access reform



Elizabeth Pfiester, Founder & Executive Director
elizabeth@t1international.com 



Our Vision
We believe in a world where everyone with type 1 diabetes – no matter where 
they live – has everything they need to survive and achieve their dreams.

Our Mission
We support local communities by giving them the tools they need to stand up 
for their rights so that access to insulin and diabetes supplies becomes a reality 
for all.



Advocacy Toolkit
The T1International toolkit is the basis of 
T1International’s model for sustainable change, 
giving people an introduction to advocacy and 
tools to make a strong advocacy plan. 

The toolkit is available in English, Spanish, 
French, Arabic, and Russian. 

Over 500 hard copies of the toolkit have been 
distributed in 26 countries.



Training & Network
T1International has delivered over 
30 advocacy training sessions to 
advocates in more than 20 countries 
(in person and virtual). The training 
and our Global Advocacy Network
have equipped hundreds of young 
people with advocacy tools and 
supports them to achieve their goals 
through community building and 
strategic planning.



#insulin4all Movement
• #insulin4all is a global movement of people 

with diabetes and allies fighting for affordable 
and accessible insulin, supported by 
T1International

•

The #insulin4all campaign was launched in 
2014 in the lead up to World Diabetes Day by 
T1International – it was originally a campaign 
to draw attention to diabetes issues 
worldwide





Ensuring that patient voices/the voices of 
people living with diabetes are an active part 

of all decision-making



● Deep listening and feedback as we updated our values and strategy

● Participatory budgeting (transparently sharing the entity's budget and
asking for ideas of what it should be spent on)

● Ensuring there are always multiple patient voices inputting on projects

● Ensuring that complex policy or academic material is shared in plain 
language, avoids jargon, includes real-life examples and data



● Largest independent survey of out-of-pocket costs 
for people with type 1 diabetes; every 2 years

● Last survey was in 2020 with more than 1,000 
respondents from over 40 countries; published in 
Journal of Diabetes Research and Clinical Practice 

● Data from survey being used in advocacy plans by 
our advocates in more than 30 countries 

● Preparing to launch the 2022 survey May 2022

Out of Pocket Cost Survey



● We create multiple ways for people to add 
input (i.e. surveys, focus groups, community 
meetings)

● We work towards accessibility for all 

○ Translate content into different 
languages and different formats (video or 
pictorial)

● We acknowledge there is work to be done 

● We treat patients/people living with diabetes 
like the experts they are!



Examples of actions to promote
transparency in medicines policies in 

France (& in Europe)
Pauline Londeix

Observatoire de la transparence dans les politiques du médicament (OTMeds)

WHO Fair Pricing webinar - patient/civil society engagement in medicines pricing and 
access reforms – April 25, 2022



From the WHO resolution to its implementation in 
Member States
• In May 2019, the resolution « Improving the transparency of markets 

for medicines, vaccines, and other health products » was adopted
• Soon after its adoption, launch of OTMeds in France in order to watch 

and support the implementation of the resolution in the country



From a theorical resolution to concrete actions for 
its implementation
• From June 2019 to September 2019, OTMeds focused on developing 

a document to define concrete elements and items for which was 
identified that transparency was needed. This document was called 
“the transparency check-list” and is divided in 8 topics.

• Available from : https://otmeds.org/outils/transparency-checklist/







The « transparency amendment »

• In September 2019, based on the transparency check-list, OTMeds initiated a 
work with Members of the Parliament and the Senate in France for them to 
include transparency elements in the “PLFSS 2020” (the bill on Social security 
budget for the following year), through amendments.

• An amendment, co-written by MP Caroline Fiat (La France Insoumise) and Olivier 
Véran (then MP, now MoH) was adopted in November and December 2020. 

• But it was unvalidated by the Conseil constitutionnel on December 21, 2019. 
• The next year, in October 2020, the same amendment was proposed and 

adopted. A decree was finally issued last year for its implementation. This 
amendment requires transparency on public funding received by pharmaceutical 
companies, when they ask for a reimbursement at the CEPS (the committee in 
charge of negotiating the price of medicines in France).

• This amendment/decree is the first step of the implementation of the 
transparency resolution in France.



What is the evidence on legal measures to improve the 
transparency of markets for medicines, vaccines and other
health products (World Health Assembly resolution WHA72.8)? 
(2021)

Available from : 

https://www.euro.who.int/en/data-and-evidence/evidence-informed-policy-
making/publications/2021/what-is-the-evidence-on-legal-measures-to-improve-the-
transparency-of-markets-for-medicines,-vaccines-and-other-health-products-world-
health-assembly-resolution-wha72.8-
2021?fbclid=IwAR33qnRiD0r_HmPsPfoOg1jumyb5z565URfcAg6y85bTPibelHYaJFLZnGI









Articulating transparency, with production & 
intellectual property right issues
• From October 2020 to March 2022, OTMeds worked 

on a report, asked by the political group at the 
European Parliament, on the possibility of relocating 
the production of pharmaceuticals in Europe. 

• The report highlights the importance of 
transparency, for States to be able to implement the 
industrial policies responding to the issues of drug 
shortages and the dynamic of increase of prices.

• Download the report : 
https://otmeds.org/publications/relocation-of-pharmaceutical-
industry/
• Watch the Graduate Institute webinar : 
https://www.graduateinstitute.ch/local-production



Launch of the relocation of production & transparency report in Paris, 1st October 2021



Building evidence - research project

• OTMeds continues its work to build evidence on the importance of 
transparency in medicines policies, including through various 
projects, with the School of Law (“Clinique du droit”) of Sciences-Po 
Paris.



Raising awareness & call for transparency on 
COVID-19 vaccine contract : the pandemic
• The COVID-19 pandemic has unfortunately shown the consequences of 

opacity on health product, including on the contracts negotiated by the 
European Commission (EC) on COVID-19 vaccines. 

• It has also shown opacity around contracts for drug candidates and for PCR 
and rapid-test kits.

• It provides many news examples of how the issues of opacity, intellectual 
property and production are interconnected. 

• For OTMeds, it was also the opportunity to raise awareness including in 
media, on this subject. The subject of medicines prices has long been 
ignored by the French population.  



Raising awareness, in a context of geostrategical 
conflicts & global instability 



Raising awareness

• OTMeds continues its work to raise awareness including 
in medias.

• As an example, tomorrow, OTMeds will appear in a 
documentary on the TV, ARTE (the French/German TV 
channel) that shows the consequences of the lack of 
transparency, in particular in France, but also in other 
countries. 

• To watch the full documentary : 
https://www.arte.tv/fr/videos/097606-000-A/medicaments-les-
profits-de-la-penurie/?fbclid=IwAR3d9HzPx7jElOV2ea6RyzCj-
Gj7xi65RoQAStN_Lx4vD_UCdTqRLi8Hy5E

• To watch the trailer : 
https://www.arte.tv/fr/videos/097606-000-A/medicaments-les-profits-de-la-
penurie/?trailer=true&fbclid=IwAR0XmTR3j24Y2zozH_TuqAf-
NToY7YDCsB4TrPscrm_eM5sp9c0ZFIKFuFs



Thank you !

www.otmeds.org

Twitter/Facebook : @OTMeds

Instagram : @OTMeds_



Fair Pricing
A Civil Society Perspective

Zain Rizvi

Research Director

Public Citizen



The pharmaceutical industry uses government-funded 
research to help develop products that are protected by 

government-granted monopolies to sell to the government 
and other purchasers at exorbitant prices.

https://www.citizen.org/article/pharma-101-a-primer/



The pharmaceutical industry uses government-funded 
research to help develop products that are protected by 

government-granted monopolies to sell to the government 
and other purchasers at exorbitant prices.



U.S. Public Investment

• National Institutes of Health (NIH) alone spends nearly $43 
billion per year 
• About 10% intramural research
• More than 80% awarded in grants to researchers at universities, medical schools 

and other research institutions

• NIH contributed to published research associated with every 
drug approved by the U.S. FDA between 2010 and 2016. 
• This amounts to 210 drug approvals, 84 of which were first-in-class agents.
• Cleary et al., Proc Natl Acad Sci U S A . 2018 Mar 6;115(10):2329-2334. doi: 

10.1073/pnas.1715368115.



https://www.citizen.org/article/blind-spot/
https://www.citizen.org/article/barda-funding-tracker
https://www.citizen.org/article/leading-covid-19-vaccines-depend-on-nih-technology/
https://www.citizen.org/article/letter-urging-nih-to-reclaim-foundational-role-in-nih-moderna-vaccine/
/





The pharmaceutical industry uses government-funded 
research to help develop products that are protected by 

government-granted monopolies to sell to the government 
and other purchasers at exorbitant prices.



Paying for monopoly

https://www.fda.gov/about-fda/center-drug-evaluation-and-research-cder/generic-competition-and-drug-prices/



Curbing monopoly power in U.S. and 
around the world

https://www.citizen.org/article/make-meds-affordable-petition/



The pharmaceutical industry uses government-funded 
research to help develop products that are protected by 

government-granted monopolies to sell to the government 
and other purchasers at exorbitant prices.





https://www.citizen.org/article/united-we-spend-big-pharma-us-international-revenue-report/
https://www.citizen.org/news/hhs-must-release-billion-dollar-coronavirus-vaccine-contracts-public-citizen-lawsuit-says/
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Discussion: patient/civil society engagement in 
medicines pricing and access reform
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May webinar

Governance and mechanisms to manage transparency in medicines access 
and pricing reform

https://decidehealth.world
/fairpricing


