
INNOVATION
AFFORDABILITY AND 

2019 ANNUAL CONFERENCE

THE ACCESS TO MEDICINES IRELAND

KEY MESSAGES

1. Patients bear the ultimate burden of a dysfunctional innovation system for 
drugs research and development.

2. Awarding patents and monopolies allows the pharmaceutical companies 
to charge prices as high as the market can bear. The current model is 
unsustainable.

3. Setting high prices for medicines is not the only way to stimulate 
innovation. There are alternative incentives (to high prices) to stimulate 
innovation, such as public funding.

4. Governments have tools at their disposal to shift the power balance in 
their favour when negotiating with the pharmaceutical industry. 

5. Transparency in negotiations, and collective bargaining, must be 
employed to ensure a better deal when purchasing medicines.

6. The public contributes substantially through taxation to research, and 
governments need to ensure that there is a public health gain in return. 

This report synthesises core 
messages and 
recommendations from the 
Third Annual Access to 
Medicines Ireland Conference, 
which took place on April 16th
2019, hosted by the Royal 
College of Surgeons in Ireland. 

Over 170 delegates attended 
to hear the diverse speakers’ 
perspectives on the issues 
that affect access to 
medicines in Ireland and 
overseas. 

This year, there was a specific 
focus on proposals to reform the 
current model of innovation within 
the industry, to shift the emphasis 
away from patents and monopolies 
towards making public health and 
accessibility the priority.

“There needs to be more people active voicing their concerns, voicing that 
things need to change, and that needs to be massive and that needs to be 
supported. It also takes courage from political leaders and for leaders in 
the health community to take steps that might be risky.”
Bas Leerink 

www.accesstomedicines.ie

accesstomedicinesireland@gmail.com

@AccessToMedsIRL



Dr. Michael Harty TD. Chair of the Joint 
Oireachtas Committee on Health

Professor Michael Barry Clinical 
Director, National Centre for 
Pharmacoeconomics

Bas Leerink Member, Dutch Council for 
Public Health and Society; Chairperson of 
Report ‘Development of New Medicines: 
Better, Faster Cheaper’ 

Dimitri Eynikel Advocacy Advisor for 
Europe, MSF Access Campaign

Diarmaid McDonald Lead Organiser, Just 
Treatment UK

James Love Director, Knowledge Ecology 
International

Kay Curtin Co-Founder, Melanoma 
Support Ireland

Aoife Kirwan Patient Expert; Information, 
Advocacy, and Research Officer, MS Ireland

Michele Tait Implementation Lead - Scally
Report, HSE, and Former Manager, National 
Hepatitis C Treatment Programme 2014-
2018, HSE, Ireland

Dr. Kieran Harkin General Practitioner, 
Co-Founder, Access to Medicines Ireland

Susan Mitchell (Moderator) Deputy 
Editor, Sunday Business Post

Steve Pitman (Moderator) Head of 
Education & Development, Irish Nurses’ and 
Midwives’ Organisation

Professor Mariana Mazzucato, in her 
editorial in the British Medical Journal, 
stated: 
“The first important step to reaching a 
better deal is for governments to realise
that they have the power to actively 
shape and create markets, and not just 
remain on the sidelines fixing broken 
ones, especially in the area of health that 
is heavily subsidised by the public”. 1
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“We want this conversation not just 
to stay within this room … We are all 
angry. We are all inspired.”
Robbie Lawlor, Co-Founder, 
Access to Medicines Ireland 2
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CONFERENCE STATISTICS AND FEEDBACK

“[The conference will] 
influence my own 

prescribing and 
discussions with other 

doctors”

“The EU has a 
joint currency… 
so why is drug 
procurement 
not joint?”

“I will contact my 
local TDs and the 
Oireachtas Health 
Committee”

60%

12%

Stimulating 
new thinking

Networking

(of 50 responses)

28% Influencing the 
global health agenda

WHY  DID THEY ATTEND? 94% Very useful / somewhat 
useful conference

(of 50 responses)

WAS THE CONFERENCE USFEUL?
Dublin120

Ireland (outside Dublin)20

Europe (outside Ireland)10
World (outside Europe)23

WHERE DID OUR ATTENDEES COME FROM?

98% Very likely / somewhat 
likely to attend again

(of 50 responses)

WOULD ATTENDEES COME TO 
FUTURE CONFERENCES?

(Anonymous feedback responses)
3



Dr. Michael Harty TD, Chairperson of the Joint Oireachtas 
Committee on Health, highlighted the fact that limited access 
to medicines and health technologies due to high prices 
affects every country, and Ireland is no exception. Quoting a 
WHO report in his opening remarks, Dr. Harty noted that 
“Evidence suggests that prices of cancer medicines bear 
little or no relationship to research development costs”. High 
prices do not necessarily reflect the cost of bringing a drug to 
market2 but instead reflect monopolies granted to the patent 
owner of a drug, allowing prices to be set as high as the 
market will bear without fear of competition.3

James Love, Director of Knowledge Ecology International, 

noted that the patent monopoly was neither efficient, fair, nor 

necessary, and said that the long-term solution was to 

replace the patent monopoly incentive with market entry 

rewards such as government grants or subsidies. He also 

urged the use of compulsory licenses to supersede a patent in 

order to strengthen the negotiating hand of governments 

when prices were excessive, and patients’ lives were at risk. 

AFFORDABILITY AND INNOVATION: 
AN INTERNATIONAL CHALLENGE

The global pharmaceutical 
market is worth over $1 
trillion annually, and could 
reach $1.5 trillion by 20235

Ireland’s 2017 
expenditure on 
pharmaceuticals 
was €2.4 billion4

Patients worldwide 
still lack access to 
medicines – for 
example 70 million 
need Hepatitis C 
treatment6
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“Instead of using the patients as the hostage in the 
negotiation, I think you should put the patent 
monopoly as the hostage in the negotiations so that 
if the parties cannot come to an agreement, the 
government should break the monopoly  - on the 
grounds that it is an abuse of the patent monopoly 
due to an excessive price.”
James Love

“We are spending a lot of money already funding R&D and we are very bad 
at holding the companies that utilise that innovation to account for how it's 

used. So we need to place greater conditions on public funding.”
Diarmaid McDonald

WHAT CAN POLICYMAKERS, 
NGOs, COMPANIES, AND OTHER 
ORGANISATIONS DO? (contd.)

3. PUBLIC SECTOR EMPOWERMENT

Many new medicines begin their development journey in universities. There is an 
opportunity to attach conditions to public-funded research to ensure transparency in 
pricing, open access to data, patient involvement, and price controls. Foster coalitions 
of universities which have more negotiation power than single institutions. 

4. JOIN INTERNATIONAL COLLABORATIONS

Support the BeNeLuxAI Pact and other international cooperation initiatives to help 
increase power of smaller countries to negotiate better access to medications.

5. FACILITATE NEW WAYS FOR PATIENTS TO ACCESS MEDICINES 

A government-created legal and safe online platform will help protect patients, 
encourage competition around pricing, and improve access to medications. This will 
allow patients, on a doctor’s prescription, to purchase medicinal products abroad for 
their own use (for example via the Internet) and have them delivered to Ireland.

6. PROMOTE TRANSPARENCY IN R&D AT ALL STAGES

Transparency of actual prices (as opposed to list prices) in different countries is 
essential to enable governments to negotiate effectively. The real cost of R&D must 
also be made transparent, as this is the chief justification of  the pharmaceutical 
industry for high prices. Such costs should take account of the contributions of the 
public sector. 

7. INVOLVE THE PATIENTS

Society should support and fund patient advocacy groups so as to ensure their 
independence and integrity.  Aim to have patient involvement within the health 
technologies assessment process – they have valuable insight and can help judge 
what can be of value.
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1. BE THE CHANGE, TOGETHER

Join groups such as Access to Medicines Ireland to get involved. We need to build a 
unified platform for evidence-based patient representation.

2. MAKE KEY DEMANDS OF OUR LEADERS

Call upon the Irish government to support global and European initiatives to seek 
reform of the current R&D model.

3. SEEK OPPORTUNITIES FOR REPRESENTATION

Explore avenues for independent funding to set up patient support and advocacy 
groups. It is more efficient to promote systemic changes as a group – not just for 
single patients or drugs. 

NEXT STEPS: 
WHAT CAN THE COMMUNITY DO?

“If I have a difficulty, I try and fix 
that, so the next person won't 
have that same problem”
Aoife Kirwan, MS Ireland 8

WHAT CAN POLICYMAKERS, 
NGOs, COMPANIES, AND OTHER 
ORGANISATIONS DO?

1. BUILD BETTER VALUE POLICIES

Implement policies to address the problem of high-priced medicines, such as have been 
recommended by international authorities such as the UN High Level Panel on Access 
to Medicines,10 The Lancet Commission on Essential Medicines11 and the Peoples 
Prescription.12

2. ADOPT NEW METHODS TO FOSTER INNOVATION

Introduce alternative incentives for R&D such as market entry rewards by way of 
Government funding. Successful drugs can then be sold at a price a little higher than 
manufacturing costs.

KEY ISSUES AFFECTING PATIENTS

“Waiting saves money, but ultimately 
costs lives, it is not patient-centric 

health policy”
Kay Curtin

“The worst part of having MS is 
knowing that there are treatment 
options available that you can't 
access … That's a really frustrating 
and fixable thing.”
Aoife Kirwan

Aoife Kirwan, patient expert advocate and Information, 
Advocacy, and Research Officer for MS Ireland, spoke about 
the difficulties she experienced in accessing optimal 
medication for her own condition - multiple sclerosis (MS). It 
was only when Ms. Kirwan travelled to the US for a medical 
opinion that she became aware of more suitable medication 
which had not available to her in Ireland due to budgetary 
restraints.

Whilst patients’ voices should always be heard, both Ms. 

Kirwan and Ms. Curtin noted that advocacy may sometimes 

become an unwanted burden. Patients - particularly those 

with late stage conditions who may be at their most 

vulnerable - should be free to spend their time on their 

chosen priorities, instead of having to sell their story on the 

media circuit.
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Patient expert advocate, and Co-Founder of Melanoma 
Support Ireland, Kay Curtin spoke about her experience with 
stage 4 melanoma and about the interest that many patients 
have in clinical trials as a means of accessing new therapies. 
She also spoke about the interest patients have in the process 
whereby the HSE decides whether or not a drug will be 
reimbursed and spoke about the need to improve the 
transparency within this process. 



Bas Leerink, Dutch Health Consultant and member of the 
Dutch Council for Public Health & Society, stated that there is 
an opportunity for governments to explore policy tools to 
increase their negotiating power. Methods include local 
pharmacy preparation which can bypass patent requirements, 
facilitation of importation of medicines by individual patients, 
or the use of compulsory licensing in accordance with World 
Trade Organization regulations – however, Mr. Leerink stated 
that at the end of the day governments must be prepared to 
walk away from a bad deal at the negotiating table if necessary. 

Building Patient Solidarity to tackle Big Pharma’s Big Prices 

was the theme of the presentation by Diarmaid McDonald, Just 

Treatment’s Lead Organiser. Mr. McDonald spoke about the 

importance of patient contribution to the debate around high-

priced medicines but noted that some patient groups were 

unduly influenced by reliance on financial support from the 

pharmaceutical industry. He emphasised the importance of 

independently financed patient advocacy groups and noted 

that these groups should advocate for solutions which will 

tackle the problem of high prices of all kinds of medicines on 

behalf of all patients. That means not simply demanding that

6

THE REGULATION AND POLICY LANDSCAPE
Professor Michael Barry, Clinical Director of the National 
Centre for Pharmacoeconomics, noted that between 1999 –
2009 Ireland saw a double-digit increase in expenditure on 
medicines each year.4 The health technology assessment 
process is critical as many high-cost medications only 
offer marginal health benefit and do not meet cost 
effectiveness criteria. Prof. Barry revealed that without 
assessment, the new products emerging from 2017-April 
2019 alone would have added €748 million to the drugs 
budget over the next five years.7

government pays the prices demanded by pharma, but that they take steps to better 
balance the power of the health service with the power of pharmaceutical companies. In 
the short term, that means threatening the core cause of the high prices – patent-based

“[Medicines and health 
technologies] have to improve 
health outcomes. It should be value 
for money, and we should be able 
to afford it.”
Prof. Michael Barry

monopolies – when companies refuse to 
charge an affordable price, but in the long 
term ultimately demands a shift to a new 
model for incentivising innovation that 
rewards the development of effective new 
medicines through other means than high 
prices.

THE REGULATION AND POLICY LANDSCAPE
(contd.)

Michele Tait, former manager of Ireland’s National Hepatitis C 
Programme, described how their procurement specialists, 
programme leadership, and patient advocates, worked 
together as a strong team to maximise negotiating potential 
with the pharmaceutical industry. 

Dimitri Eynikel, MSF Access Campaign Advocacy Advisor for 
Europe, spoke about the importance of transparency with 
regard to cost of bringing a drug to market, as this is a main 
justification for high prices and currently is veiled in secrecy.8

He also spoke of the importance of transparency of prices in 
different countries and noted that an increase in transparency 
would greatly strengthen a governments’ position during price 
negotiations. 

Access to Medicines Ireland Co-Founder Dr. Kieran Harkin

noted that the great discoveries of the last century such as 

penicillin, insulin and the polio vaccine were developed 

without any patent-based incentive, and that this monopoly 

incentive only emerged in the late 1960s, becoming the norm 

following the WTO trade agreement in 1995. He told the 

conference, however, that through collective action and 

representation by patients, clinicians, policymakers, and other 

stakeholders, that he believed it would be possible to drive the 

necessary reform.
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The team at Access to Medicines Ireland are pleased that Deputy Maureen O’ Sullivan TD 
referenced our call for the Irish government to support the Italian Transparency Resolution:

“I am also asking that, as called for at a recent access to medicines conference, Ireland 
support the Italian resolution on transparency on this matter at the World Health Assembly 
in Geneva next week.”  9

Other calls for government action included: 

1. Public return on public investment by strengthening the negotiating power of 
universities and public research units.

2. Retaining patent rights to some publicly funded drugs 
3. Creation of a policy to support the uptake of bio-similars.

CONFERENCE OUTCOMES


