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Foreword
2017 was an outstanding year for IPPOSI and for our ever
increasing membership. It was the second year under our
current four-year strategy (2016-2020), on which we
continue to exceed expectations, with all relevant metrics
reporting higher-than anticipated results.
The level of awareness of IPPOSI, as well as our value to
the patient, science, industry and health policy
communities, has never been higher, as reflected in the
high level of engagement with us, both nationally and
internationally.
Major achievements in 2017 included the successful
piloting of the world’s first national-level patient education
programme in health innovation, coordinated by IPPOSI;
the beginning of IPPOSI’s involvement in the HSE-funded
Patient Narratives Project, as well as our joint work with
the Medical Research Charities Group (MRCG) on a
number of ‘Drug Iceberg’ events and reports.
Thanks to a capable, dedicated executive team, and a
highly motivated board of directors, IPPOSI continues to
punch well above our weight – despite limited resources.
We also know that IPPOSI is a unique model where
patients lead discussions between all stakeholders.
Queries from all over the world have been received about
how we make IPPOSI work. The answer is simple - we work
together with a committed group of health partners who
know that patients can lead the agenda.
Once again, we would like to extend our thanks to our
members and friends for their continued support. We look
forward to more discussions, innovations and partnerships
in 2018.

Dr Tomás Carroll
Chairperson

Dr Derick Mitchell
Chief Executive
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Highlights from 2017
JANUARY

FEBRUARY

Patient Narrative
Project Begins

Rare Disease Day
Event

MARCH

APRIL

Media Training for
Patient Members

EUPATI National
Platform AGM

MAY

JUNE

Integrated Care
Conference, UCD

Data Protection +
Dynamic Consent

JULY

AUGUST

PPI Ignite Awards
Begin

Drug Iceberg Report
1.0

SEPTEMBER

OCTOBER

Patient Education
Programme Launch

Drug Iceberg 2.0
Round Table

NOVEMBER

DECEMBER

ISPOR Glasgow

SCI:COM
Conference
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Strategy

Our strategic priorities have helped us develop the following goals:

Goal 1: Position IPPOSI as the collective voice of Patients, Science and Industry in
enabling involvement in, and improving access to Health Innovation
Goal 2: Raise understanding of patient issues related to access to health
innovation, with IPPOSI seen as a key player in developing solutions
Goal 3: Create a cohort of patients and patient advocates who are trained, and
playing an increased role in health research and policy
Goal 4: Be leaders in influencing health reform, regulation, legislation related to
the IPPOSI strategy
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IPPOSI continues to bring a patient perspective to health
research and policy by preparing both the research and
healthcare environment to accept the input of patients,
and preparing patients to provide that input in an
informed, structured way.

Promote meaningful
patient involvement in
health research
& research policy

In 2017 these objectives were carried forward by IPPOSI’s
leadership of two large scale projects: the IPPOSI-led
Patient Education Programme, and Phase 1 of the HSEfunded Patient Narratives Project.

the same challenges. Overall it proved to be a very
effective model for programme delivery. The outputs from
the 2017/2018 pilot programme are available on the
IPPOSI website.

Patient Education Programme
Our goal in 2017 was to establish the world’s first
nationally-focused expert patient education programme,
and in turn, to introduce the programme graduates to
patient involvement opportunities in Ireland. By educating
patients, IPPOSI is boosting the credibility and impact of
the patient voice in medicines research and development
in Ireland, which has always been at the core of our work.

Patient Narratives Project
The Health Service Executive funded a project, led by
IPPOSI to examine what people in Ireland wanted from
healthcare services. This project began in January 2017
with researchers from the School of Nursing, Midwifery &
Health Systems at University College Dublin undertaking a
study to identify patient narratives of care expectations.

In order to foster the vision of a cohort of expert Irish
patients, and learning from our years of experience in the
European Patients’ Academy (EUPATI), IPPOSI secured the
buy-in of some of Ireland’s leading educational bodies. The
arising partnerships led to the development of modules on
clinical trials (UCD), regulatory affairs (HPRA) and health
technology assessment (TCD, NCPE, HIQA), designed for
patient audiences.

This project was created using a co-design approach, so
that the findings would be influenced by, and be
meaningful for, people experiencing healthcare in Ireland.
Phase 1 of the project included four regional workshops
(Cavan, Kerry, Galway and Dublin), 11 focus groups, and
two online surveys. IPPOSI patient members were heavily
involved in the workshops that informed the development
of a definition of ‘Person-Centred, Co-ordinated Care’, as
well as 19 statements which define what people want and
need from healthcare services delivered in Ireland. A
summary of everything related to this phase is available on
a dedicated section of the IPPOSI website, which was also
implemented in 2017. IPPOSI also produced a public leaflet
that was distributed through HSE channels.

Using a combination of content tailored to Ireland from
the EUPATI programme, in addition to bespoke material in
the possession of the education partners, IPPOSI launched
the Patient Education Programme in mid-2017, rolling out
the course modules in late 2017 / early 2018.

The second phase of the Patient Narratives Project was
rolled out in Autumn 2017 in the form of a public survey
conducted by the HSE called ‘Your Voice Matters: Stories
to Build a Better Health Service’. This survey, built on the
outputs of Phase 1, continues to make use of a novel
survey technology (Sensemaker) that captures service user
experiences, attitudes and stories in real time, thereby
allowing the project co-ordinators to measure the
performance of the health service against the definition
and statements that patients and carers informed in Phase
1 of the project.

36 candidates submitted detailed applications, with 21
selected for participation by a 6-member, independent
review panel of IPPOSI members.
The programme was primarily delivered through the
Moodle e-learning platform (www.patientsinvolved.ie)
which allowed students to learn remotely at their own
pace, while still being able to access tutor supervision and,
crucially, peer support from Irish EUPATI fellows. Each
module began and ended with a half-day ‘face-to-face’
session with the relevant educator, which allowed for
more in-depth teaching, group work and the development
of a peer network of patients and carers facing many of
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PPI in Clinical Research

Promote meaningful
patient involvement in
health research
& research policy

IPPOSI continued its partnership with HRB Clinical
Research Coordination Ireland (CRCI) on the topic of
patient and public involvement (PPI) in clinical research. A
working group consisting of IPPOSI board members, the
network of Clinical Research Centres/Facilities in Ireland,
as well as CRCI and IPPOSI representatives continues to
work collaboratively on a number of activities under the
CRCI and IPPOSI umbrellas, to promote active PPI as part
of the infrastructure for clinical research in Ireland. The
group meets on a quarterly basis, usually in one of the
CRCs/CRFs around Ireland.
European Patients’ Academy (EUPATI)
IPPOSI has played a central role in the roll-out of the
initiative as a leader, exemplar and influencer on the
European stage. In 2017 EUPATI moved into a new phase,
with a new funding model, and objectives more
appropriate to its capacity, and IPPOSI continued to play a
leading role. This was supported by the appointment of
Gemma Killeen as the new EUPATI National Co-ordinator
in January 2017.
In addition, Joan Jordan – an Irish EUPATI Fellow – was
appointed to the role of EUPATI Content Co-ordinator in
September 2017. It was heartening to see a EUPATI
graduate become professionally involved and it
exemplifies the principles of patient empowerment that
EUPATI stands for.
IPPOSI was also elected to the EUPATI steering group
(highest level in EUPATI) and the EUPATI FUTURES group
(sustainability) as well as continuing to coordinate the 18
EUPATI National Platforms.
EUPATI highlights in 2017 included the first Annual
General Meeting of the EUPATI Network of National
Platforms in June, which IPPOSI hosted in Berlin. 15 of the
18 EUPATI National Platforms attended the meeting,
discussing the challenges of implementing patient
involvement in medicines development all over Europe
and beyond. The report for the AGM was published in July
and is available through the IPPOSI website.
PPI Ignite
In 2017, to help researchers tackle the Public and Patient
Involvement (PPI) challenge, the Health Research Board
teamed up with the Irish Research Council to launch PPI
Ignite. This funding scheme is designed to help institutions
create the right environment, training, support and
processes to help researchers engage public and patients
in their research from the start. Five universities were
awarded funding to actively develop capacity in Public and
Patient Involvement. IPPOSI is a partner on three of the
five successful awards (UCD, TCD, UL) and has strong
contacts with the remaining two (DCU and NUIG). The PPI
Ignite network between these five initiatives, as well as
groups such as IPPOSI and MRCG (Medical Research
Charities Group), will be important drivers of a national
approach to PPI into the medium-term future.
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Actively advocate for
improved, equitable
access to health
innovations

Data Protection and Dynamic Consent
The very relevant topics of “Data Protection and Dynamic
Consent” were discussed at the IPPOSI Round-table
meeting with the Department of Health in June 2017. The
concept was to discuss possible solutions to improve
confidence and trust when using patient data for research.
Speakers and contributors each took a turn to express
their views, concerns about data protection, consent, and
the EU Data Protection Regulation (GDPR). A facilitated
discussion ensued with over 80 people attending an
engaging meeting that incorporated views from right
across the health sector – from policy-makers, clinicians,
patients, academia and industry.

for an improved medicines approval system. The key
recommendation in the report was the call for the
development of a new sustainable national strategy on
access to new and innovative drug therapies in Ireland
involving all key stakeholders, including patient groups and
the public.

The key conclusions from the meeting were:
• The GDPR presents significant possibilities for the use
of health data, particularly in relation to secondary use
and processing of health data, but compliance with its
accompanying legislation will have significant time and
resource implications for those engaged in research.

The report made recommendations to all stakeholder
groups involved in the approval system – government,
patients, academia, industry and regulators, and its
conclusions included:
• There is significant concern about the number of
therapies currently awaiting approval in Ireland.

• Ireland will need to draft its own legislation regarding
governance of research, including consent particularly,
consent exemptions. This will need to tie in with the
stipulations of the GDPR, and citizens must be engaged
with this process.

• Patients are concerned about the lack of transparency
and accountability within the medicines approval
process, particularly in the post Health Technology
Assessment (HTA) stage.

• Health data protection and security must be embedded
principles within any research project from the outset.

• Patient groups should not be placed in the position of
lobbying for vital drug therapies because of the gaps
and weaknesses in the present system.

• There is a lack of awareness as to precisely what GDPR
entails among the health and research community and
this will pose significant challenges. Similarly there is a
lack of expertise in GDPR; people with these skills will
be in demand.

• There are particular additional challenges arising from
the approval and reimbursement of drugs for those
with rare (orphan) diseases.

• Attitudes towards data protection and data privacy are
changing in Ireland, with a growing awareness of
cybersecurity and the use and misuse of personal data
among the public, especially patients.

The first Access to Medicines meeting also identified that
the next stage of the process was the interaction of
patients with other key stakeholders, including industry
and academia, to identify areas of consensus and possible
solutions going forward. This led to the second Access to
Medicines meeting in October 2017, which included
representative of academia, industry, regulators and
decision makers. The second meeting highlighted further
problems with the current system, including:

• Patients are more empowered and informed about the
consent and research processes, and the GDPR should
allow for greater transparency as to the use of their
health data. This should lead to greater confidence and
trust among patients.

• Patients in Ireland wait considerably longer than their
European counterparts to access life-changing and/or
lifesaving medicines

• The model of dynamic consent holds promise for the
secondary processing of health data but a significant
cultural change will be required to embrace it.
Access to Health Innovation
In June 2017 IPPOSI and the Medical Research Charities
Group (MRCG) partnered to host a patients-only round
table meeting on the topic of ‘Access to Medicines’. The
meeting provided an overview of recent changes to the
medicines and therapies approval process in Ireland, and
then took in the experiences of patient organisations that
had engaged with this process. Thereafter the discussion
turned to how the system needs to change to
accommodate patients.
This meeting gave rise to the first ‘Drug Iceberg Report’,
which captured the details of the meeting, and crucially,
the recommendations and vision that Irish patients have
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Actively advocate for
improved, equitable
access to health
innovations

• Orphan drugs for rare and ultra-rare diseases require a
tailored assessment and reimbursement process, and
the proposed Rare Diseases / Medicinal Products
Technology Review Committee should be established
as soon as possible.
• When new drug therapies are approved in other
European countries and not in Ireland, patients
question the legitimacy of the decision and the
accountability of the process.
These points, and many others, were captured in the
second Drug Iceberg report (2.0), which contains
international case studies from Scotland, Canada,
Germany and Sweden, where different approaches to the
medicines approval process have yielded desirable results,
from an Irish perspective.

Photos from 2017

Rare Diseases
IPPOSI was a co-host of the 2017 North-South Rare
Disease Day event, in the Royal Hospital Kilmainham. The
event was attended by over 200 people from the rare
disease community and it provided a good opportunity for
the group to interact and share their experiences. Rare
Disease Day is a vital opportunity for an otherwise isolated
community to meet and learn from each other.
The event speakers included IPPOSI’s Derick Mitchell;
MRCG’s Philip Watt; a keynote address from Mark Pollock,
motivational speaker; Professor Michael Barry of the
NCPE; the head of the National Rare Diseases Office,
Professor Eileen Treacy and a host of others.
IPPOSI continues to be active in the rare disease space as a
member of the Rare Disease Taskforce, and the Oversight
Committee for the Implementation of the National Rare
Disease Plan. Our focus is very much on improving access
to medicines, treatments and innovations that exist for
people with rare diseases.
2017 saw another significant development in Rare
Diseases in Europe with the approval of applications, by
the European Commission, for 23 European Reference
Networks (ERNs). It is hoped that the ERNs will
revolutionise rare disease patient access to care by
connecting patients, experts, and hospitals. This will help
break the isolation of patients, tackle the silos that experts
work in, and reduce inequality in the delivery of care for
people with rare diseases in different EU countries.
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In Ireland, IPPOSI continued to build its brand and profile
as an influencer in health innovation. The organisation
maintains a high volume of output in terms of
presentations, memberships of relevant regulatory,
research & policy committees, events, as well as several
notable media /social media / online communications.

Building IPPOSI brand as
consensus-building group
influencing access to
health innovation

Internationally, IPPOSI maintains strong links with
European patient umbrella groups such as the European
Patients’ Forum and EURORDIS. Our leadership role within
EUPATI ensures we continue to be the standard for
structured patient education in medicines R&D.

• Dept. of Health consultation on a National Biosimilars
Policy

IPPOSI representatives made a number of presentations
in 2017, including at:

• Joint Oireachtas Health Committee on the Health
Information Bill & Patient Safety Bill (pre-legislative
stage)

• Health Summit, Patient’s Dragons Den, Dublin (Feb)
• PPI event, NUI Galway (April)

IPPOSI Website

• International Clinical Trials Day event, Mansion House,
Dublin (May)

IPPOSI added significantly to our website in 2017, with the
creation of a Person-Centred Coordinated Care section,
which displays the outputs of IPPOSI’s involvement in the
various phases of the Patient Narratives Project. This
includes the agreed definition of Person-Centred
Coordinated Care and the 19 statements outlining what
such care should look like.

• F-CRIN conference on rare diseases & orphan drugs,
Marseille (May)
• PPI Summer School, UL (June)
• North-South eHealth Collaboration workshop, Belfast
(Nov)

IPPOSI also created a new Patient Education Programme
section including the new Moodle website –
www.patientsincluded.ie that includes all of the material
required to guide programme applicants.

• European Patient Innovation Summit, Dublin (Oct)
• Health Information Seminar organised by HIQA, HSE
and DoH, Dublin Castle (Oct)

Social media

• EAPM Personalised Medicine Congress, Belfast (Nov)
• eHealth Showcase, Dublin Castle (Nov)
• ISPOR International Conference, Glasgow (Nov)
• SCI:COM, Dublin (Dec)
Committees

• Twitter – + 500 followers in 2017

The IPPOSI CEO is an active member of the following
committees:

• SlideShare – 17 new presentations in 2017

• SPHERE programme steering committee

• Vimeo – 4 new videos in 2017

• Medical & Life Sciences Committee, Royal Irish
Academy

Broadcast + Print Media

• UCD Research Ethics Committee

• Radio interviews with Pat Kenny Newstalk & with Dr.
Ciara Kelly, Newstalk

• Articles in Irish Times, Silicon Republic, The Herald.

• HRB-TMRN International Scientific Advisory Board
• Rare Disease Plan oversight committee
• Rare Disease Taskforce
• eHealth Ireland committee
• NSAI / HIQA Standards in EHRs working group
Submissions in response to consultation calls:
• HIQA consultation on HTA guidelines
• HIQA Guidelines for Economic Evaluation and Budget
Impact Analysis
• Dept. of Health consultation on a draft Health
Information Policy Framework
9

IPPOSI Board Members 2017
Dr Tomás Carroll

Mr Philip Watt

Alpha One Foundation
Chairperson, IPPOSI

Cystic Fibrosis Ireland

Dr Jean Saunders

Mr John Church

Ms Deirdre Hyland

Ms Ava Battles

University of Limerick

Arthritis Ireland

Royal College of Surgeons Ireland

MS Ireland

Ms Averil Power

Mr Colm Fahey

Asthma Society

Roche

Mr Godfrey Fletcher

Dr Jason Last

Cystic Fibrosis Registry of Ireland

University College Dublin
School of Medicine

Ms Karen O’Keeffe

Ms Paula Guerin

Pfizer

AbbVie

Mr Kevin Whelan

Mr Martijn Akveld

Fighting Blindness

GSK

Dr Rob O’Connor

Dr Catherine Darker

Irish Cancer Society

Trinity College Dublin

Ms Susanne O’Reilly

Mr Tom O’Leary

Novartis

ICON

Prof Gaye Stephens

Prof Anne Marie Healy

Trinity College Dublin

Trinity College Dublin
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Accounts
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Governance
The Board of IPPOSI consists of elected members from
each of the participant sectors. Patient organisations are
represented by eight members, with science and industry
members each having six seats. The Chairperson and ViceChairperson are always a representative from a patient
organisation.

implementation of IPPOSI Strategic Priorities; is informed
by, and links in with, other partner organisations.
The Governance Committee assess, as authorised on
behalf of the IPPOSI board of directors, IPPOSI CEO
performance.
Finance Risk and Audit Committee

The Board of Directors

The Finance, Audit & Risk Committee is a subcommittee of
the Board. The role of the Finance, Audit and Risk SubCommittee is to consider, evaluate, monitor and report
to the IPPOSI Board on all matters related to finance, audit
and risk management. This includes but is not limited to
financial reporting, human resources issues, operational
matters, and the identification and assessment of real
and perceived risks related to IPPOSI. A full record of our
financial information as of the 31st December 2017 is
available in this report.

The Board of Directors of IPPOSI met 5 times in 2017. The
Board manages and oversees the organisation and where
it should focus its efforts in order to achieve goals and
objectives. The Board are responsible for major decisions
on spending, year on year. IPPOSI Directors will continue
to develop and grow the Board ensuring there is a rotation
of one third of the Board every year according to our
Memorandum and Articles of Association. While
membership of IPPOSI is open to all those with an interest,
the current Directors from each of the three sectors also
work to identify appropriate targets for membership.

EUPATI National Platform, Ireland
All IPPOSI members are members of the EUPATI National
Platform in Ireland (the national network of the European
Patients’ Academy for Therapeutic Innovation). A
subcommittee of the Board oversees the management of
the EUPATI Irish National Platform and helps sets the
strategic direction around patient involvement in Irish
medicines research and development. The subcommittee
is led by a patient chairperson, and supported by several
other patient, academic and industry representatives.

Governance Committee
The IPPOSI Governance committee is a subcommittee of
the IPPOSI Board of Directors. The role of the Governance
Committee is to provide oversight of IPPOSI adherence to
the governance code for charitable organisations, to the
IPPOSI board of directors. The subcommittee will
ensure that IPPOSI’s work around Governance reflects the
perspectives of its membership; is strategic,
complementing past initiatives and supporting the
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