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FOREWORD
Welcome to the IPPOSI Annual Report for 2020.
In a year that was significantly impacted by the
COVID-19 pandemic, our team's & members'
responses to the crisis have been nothing short of
exemplary.
Never has the patient's voice, in partnership with
health stakeholders, been so important. With our
continued focus on the importance of inclusive
engagement and tailored online approaches, the
IPPOSI team managed to achieve our 2020
objectives despite a number of obstacles.
Our theme for 2020 was ‘Patients Involved’ which
saw several notable outputs including a series of
'digital discussions', the launch of our Citizens'
Jury initiative on Access to Health Information, as
well our first podcast episode.

An additional highlight was the successful launching
of a third IPPOSI patient education programme in
November 2020, supported by a new 4-year Health
Research Board grant.

We have been through a great deal in the past year,
and the pandemic has been extremely challenging
for everyone in the health and social care system. It
has emphasised the strengths and gaps but also the
scope and desire for change and reform.
We saw some amazing innovation in our health
system in 2020, in particular in the areas of
patient/public involvement and 'patient data' which
had a positive impact in terms of the development of
the new 4-year IPPOSI strategy (2021-2025).

IPPOSI continues to achieve significant impacts –
in spite of the current COVID-19-impacted
environment and our limited resources.
We
extend our sincere thanks to our hard-working
board, our staff and our members and friends for
their continued support. We look forward to more
discussions, innovations and partnerships in the
years ahead.
DAVID MCMAHON - CHAIR

DR. DERICK MITCHELL- CEO
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COVID-19

One of IPPOSI's major focuses throughout 2020 was our response to the COVID-19 pandemic
and our work with patient organisations to create a united voice behind the call for patients
and vulnerable groups to be prioritised for vaccination.

IPPOSI Social Media Post from January 2020

Throughout 2020, IPPOSI created a coalition of more than 20 patient
organisations and released several statements calling for continued patient
involvement and representation in public health decisions made during the
COVID-19 pandemic, advocating for greater vaccine priority for patients, and
calling out the lack of transparency around decisions made by NPHET. We also
voiced concerns about how the pandemic will impact the future HSE budget
and how it will affect new life-saving drugs waiting for approval.
COVID-19 Resources
On 14 April 2020, IPPOSI launched our online COVID-19 response website page,
which features several resources that we believe would benefit our patient,
science, and industry members as well as the general public. These resources
include advice and support for medically vulnerable people, patient
perspectives and concerns on the pandemic, cocooning advice, hygiene
guidelines, and more.
Click
here
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Patient & Public Involvement

IPPOSI continues to be a key opinion leader in the area of PPI in research,
development and innovation. In addition to training patients to provide input in an
informed way, we are also passionate about preparing researchers and healthcare
professionals to develop partnerships with and accept the input of patients.

What we did
Among numerous PPI actions in 2020 highlights included:
IPPOSI held an online discussion on 'Patients Re-Imagining Healthcare' on 13 July
2020 which featured 165 participants
Developed an online repository of resources as a guide for PPI in Clinical
Research in Ireland, together with HRB-CRCI
Surveyed our membership with our PPI Mapping exercise to create a true
picture of what PPI looks like in Ireland
Engaged with the National Office for Research Ethics, including the
establishment of the first NREC for COVID-19 research
Made major contributions to the 'National PPI in Research Network' as well as
local contributions to the HRB-PPI Ignite programmes in UCD, TCD, UL.
Led the organisation of a Patient 'Dragon's Den' on July 21-22, 2020 as part of
the UL-HSE MSc. in Digital Health Transformation.

PPI
RESOURCES

Achievements & Impact

Click
here

The 165 participants of the online discussion on
'Patients Re-Imagining Healthcare' determined that PPI
is essential but currently perfunctory.
Our PPI survey received more than 90 examples of PPI
which are under review.
Of the 600+ unique users of the PPI in Clinical
Research resource on the IPPOSI website, over 50%
Click on the screen above to
stayed on the site for 5+ minutes in total.
watch the online discussion on
Patients
The PPI Ignite National Network was accepted for
Re-Imagining
Healthcare
funding by a HRB-IRC grant over a 5-year period.
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Patient & Public Involvement

Patient Involvement Digital Discussions
Following on from our 'Patients Re-Imagining Healthcare event in July 2020, we created
our inaugural podcast on 'Experts by Experience' featuring Alies Maybee and Amy Lang
on the Ontario Model of Patient & Public Involvement.

IPPOSI also held "Rocking the boat while staying in it", a lunchtime interview on 29
September 2020 with Prof. Jan Kramer, a professor in patient-centred approaches at
the Radboudumc University Medical Centre in the Netherlands.
On 30 September, we hosted a 'Patients as Partners' event which provided successful
patient and public involvement models from the health systems in the United Kingdom
and Canada.
Click
here

Click on the screen above to watch the
online discussion on 'Patients as Partners'
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Access to Medicines Online Discussion
On 10 September 2020, IPPOSI hosted an online discussion to explore what
challenges exist in Ireland relating to accessing medicines, and how patient
advocates can make their voices heard in a health system struggling with the
fallout from the COVID-19 pandemic.

Advocacy

Click
here

IPPOSI also submitted a number of policy positions including:
Position on the IPHA-DoH-HSE agreement negotiations (originally
Click
drafted in Sept 2020, revised in May 2021)
here
Response to the European Commission consultation on the
future Pharmaceutical Strategy
Response to HIQA recommendations to the Minister for Health
on a National Patient Summary
We continue to represent patients and advocate for their inclusion in
healthcare. The table below gives a snapshot of Committees we
were active members of in 2020.
.
COMMITTEES

Health
Innovation
Cross border Healthcare
Intervention Trials in Ireland
Network (CHITIN) Steering
Committee
Health Innovation Hub Ireland
Steering Committee

EUPATIRelated
EUPATI Steering group
EUPATI National Platform
Network
Irish EUPATI National Platform

Research

eHealth

SPHERE programme steering
committee
Medical & Life Sciences
Committee, Royal Irish Academy
UCD Research Ethics Committee
HRB-TMRN International Scientific
Advisory Board

PPI in Health
Research
PPI-Ignite UCD
PPI-Ignite TCD
PPI-Ignite UL
PPI-IPPOSI-HRB-CRCI

Healthcare

HSE National
Patient Forum

eHealth Ireland committee
member
National Data Advisory Board
member
Partner organisation of Data
Saves Lives Initiative (EU)
Education partner on the UL-HSE
Msc. In digital transformation

Rare
Diseases
Rare Disease
Taskforce
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One of the key strategic goals for IPPOSI is to advocate for the patient's right to have
confidence in how their personal health data is collected, stored, and used.

What we did

Patient Data

Launched our Citizens' Jury initiative on Access to Health Information
To launch our Citizens' Jury initiative, we developed an oversight panel to guide
the process and appointed Jen Moran as the project coordinator. This initiative
aims to use a deliberative approach to explore the topic of health information
access and use in Ireland and provide recommendations to policymakers. The
jury will feature 25 jurors who are representative of the broader Irish
population.

#DataSavesLives
In 2020, IPPOSI continued our partnership with the #DataSavesLives initiative
which is a public information resource to provide international perspectives on
patient data, cross-border sharing, GDPR, and other case studies.

Click
here
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MSc. In Digital Health Transformation

Patient Data

IPPOSI signed an MoU for an ongoing role in the MSc. In Digital
Health Transformation led by the University of Limerick in
partnership with other universities and sponsored by the HSE.
IPPOSI is acting as a channel for patient members to become part of
the curriculum, faculty, course and project board. IPPOSI led the
organisation of a Patient 'Dragon's Den' on July 21-22, 2020

eHealth Initiatives

OUR
RESPONSE

In September 2020, IPPOSI formed a working group to create
recommendations and a response to the Minister for Health on a
National Patient Summary. As part of the work on Summary Care
Records, IPPOSI's 'Terminology Explained' document has been
taken forward by HIQA.

IPPOSI CEO Derick Mitchell and several nominated patient
advocates also continued to engage with a variety of eHealth
initiatives and committees, including the HIQA-led group working
on making recommendations to the Minister for Health on
Consent Models for Health Information.

COVID-19 Application Oversight
IPPOSI CEO Derick Mitchell accepted an invitation to join the
COVID-19 Application oversight body which is tasked with
overseeing the updating and use of the successful COVID-19
tracking and tracing app.
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Patient Education

By educating patients in health innovation, IPPOSI is boosting the credibility and impact
of the patient voice in Ireland, which has always been at the core of our work. In 2020, our
goal was to sustain our Patient Education Programme and to transition the courses to a
fully remote and online offering.

What we did
Evaluated the 2017 and 2019 Patient Education Programmes
Submitted a proposal to HRB for 4-year funding of the Patient
Education Programme
Completed a Patient Video featuring previous graduates, which
was used to promote the programme
Fully transitioned the Patient Education Programme to a
remote online offering for 2021
Hosted an informational webinar outlining the application
process for the 2021 Patient Education Programme
Became a full partner of the Horizon 2020 Project CHAMELEONS
which is championing a multi-sectoral Education and Learning
Experience for doctoral students.

Patient Ed.
Programme

H2020CHAMELEONS
Project

Achievements & Impact
Click
here

Click on the screen above to watch the
informational video on the 2021
Patient Education Programme,
featuring IPPOSI CEO Derick Mitchell
and 2019 Programme Graduate
Siobhan Freeney.

Increased our 'Peer mentoring' capabilities to
supplement the fully remote learning.
Increased our outreach to under-represented
communities with an aim to make our
education programme more inclusive.
Demonstrated the value of our Patient
Education Programme through our Patient
Video project.
Secured 4-year funding for the Patient
Education Programme through the HRB.
Sustained partnerships with University College
Dublin Clinical Research Centre (UCD CRC), The
Health Products Regulatory Authority (HPRA),
and The National Centre for
Pharmacoeconomics (NCPE).
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EUPATI - Irish National Platform

EUPATI (the European Patients' Academy) has established National Platforms in
several countries across Europe and worldwide. Based on the IPPOSI model, EUPATI
National Platforms (ENPs) bring patient, academic and industry partners together to
discuss patient education and patient involvement in medicines research and
development (R&D). Working together, ENPs raise awareness about the important
role of patients, and members identify challenges and opportunities for joint action.

What we did
Contributed to the establishment of the EUPATI Foundation which was
established in September 2020 and is based in the Netherlands.
As part of the IMI-EFO-EUPATI 2-year project, IPPOSI continued to lead the ENP
work package-producing a number of important deliverables (see below)
IPPOSI facilitated eight meetings of the Irish ENP in 2020, with Dr. Caroline
Whelan becoming the new Irish ENP Coordinator
Fifteen PPI opportunities were advertised to the patient graduates on the Irish
ENP, with almost all opportunities being filled by an IPPOSI graduate

"The members of the Irish ENP have really adapted to meeting together remotely throughout
the COVID-19 pandemic. I'm constantly humbled by them and the unique perspectives they
bring. Even while dealing with the many challenges of the ongoing pandemic, they are
constantly eager to learn more and become more engaged in the area of patient education
and involvement."

DR. CAROLINE WHELAN

Achievements & Impact
IPPOSI CEO Derick Mitchell was elected as a member of the first EUPATI
Foundation Board as a representative of patient organisations.
IPPOSI led many deliverables as part of IMI-EFO-EUAPTI, including a 'Common
ENP Message' package of communications tools to support ENP engagement; a
survey of Fellows of the EUPATI Expert Training Course to gauge their
engagement with ENPs; and the creation of a repository of patient education
and training materials
With Dr. Caroline Whelan coordinating efforts, the engagement and impact of
the Irish ENP network was strengthened in 2020, in spite of the pandemic.
Click
here

Click
here

All IPPOSI members are members of the EUPATI National Platform in Ireland
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Rare Diseases

IPPOSI continues to be active in the rare disease space as a founding member of the Rare
Disease Taskforce - a partnership between ourselves, Health Research Charities Ireland and
Rare Diseases Ireland. Our focus is on access to medicines, treatments and innovations that
exist for people with rare diseases.

What we did
To coincide with Rare Disease Day 2020, IPPOSI co-hosted (together with HRCI,
RDI and with the support of Cystic Fibrosis Ireland) the launch of a revised Easy
Guide to Rare Disease in Ireland with Minister Simon Harris on 24 February.
IPPOSI Patient Education Programme graduate Bernadette Gilroy (PKU Ireland)
spoke at this event along with other patient advocates.
The guide provides an overview of rare diseases in Ireland, outlines rare disease
priorities for Government and tells 16 stories of people and families affected by
rare diseases.
We would like to thank our partners in the Rare Disease Taskforce, and in
particular, all in Cystic Fibrosis Ireland who led the development of the guide.

Achievements & Impact
As a result of this joint advocacy, Rare Diseases were mentioned for the first
time in the Programme For Government 2020. Commitments include the
publishing of an updated National Rare Diseases Plan, the promotion of
research and in particular clinical trials, the establishment of a National
Genetics and Genomics Medicine Network, and support for the medical
genetics service in Our Lady’s Children Hospital, Crumlin.
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Online Promotion

In 2020 we continued to build on the IPPOSI brand and improve our online presence.
We grew our engagement and following Twitter and Facebook as well as our newly
established LinkedIn account.

2020 reported an 11% increase in online traffic to the
IPPOSI website compared to 2019

8.319 Visits to our Twitter Profile (34% increase on 2019)
511 New Followers - equal to 2019
On average we were mentioned by other Twitter users 108
times per month - equal to 2019
On average we had 40,675 Tweet Impressions per month
(22% increase on 2019)
In 2020, our page gained 144 followers. Building our profile
remains a key objective to establish ourselves as key opinion
leaders in the areas of patient/public involvement, patient data,
and access to innovation

25% Increase in Facebook Followers

169 people viewed the livestream of our Patients Re-Imagining
Healthcare online discussion

126 individuals subscribed to our e-newsletter via our website
sign-up, bringing our total subscribers to 1006 by end of 2020.
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A full record of our financial information as of the 31st December 2020 is available
below
IPPOSI’s work in relation to finance, audit, and risk is overseen by the IPPOSI Finance Audit &
Risk Committee. This is a subcommittee of the Board and is chaired by the IPPOSI Treasurer.
The committee works to ensure that IPPOSI’s work in relation to finance, audit, and risk is in line
with best practice and adheres to codes of conduct for the charitable sector (e.g. SORP
accounting practice), is strategic and supports the implementation of IPPOSI Strategic Priorities,
& also reflects the perspectives of its membership.
INCOME & EXPENDITURE as at 31 DECEMBER 2020

Finance

INCOME
Public Funding
HRB
HRB KEDS Patient Education Programme
UL-MSc in Digital Health Transformation
HRB PPI Ignite TCD (2020),
HRB PPI Ignite UCD (2020)
EPF-EUPATI
IMI-EFO-EUPATI
H2020 - CHAMELEONS
SUB-TOTAL
Private Funding
Memberships
AGM & Conference
Play Decide Game - SCI:COM
Rare Disease Day Event
Patient Education Programme
Advocacy, Research & Policy
Other
SUB-TOTAL
TOTAL INCOME

2020

2019

75,000
-

75,000
29,977

3,000
1,000
71,569
65,855
16,875
243,299

172,125
15,000
-

5,000
70,962
26,622

207,561

19,425
457
239,007

165,750
13,500
5,000
2,500
15,000
27,500
6,781
236,121

482,306

443,682

EXPENDITURE
Direct Costs
Staff-related
EPF-EUPATI
EFO-EUPATI
Patient Education Programme
Advocacy Policy & Research
SUB-TOTAL

175,885
51,484
35,262
28,414
35,279
326,324

187,584
56,319
34,298
44,708
35,432
358,341

Administration
Other Costs

63,812
2,423

67,642
1,459

SUB-TOTAL

66,235

69,101

TOTAL EXPENDITURE

392,559

427,442

NET SURPLUS (DEFICIT)

89,747

16,240
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DONOR SUPPORT 2020
Thank you to all our 2020 Donors.
DONOR SUPPORT - DIGITAL DISCUSSIONS 2020
Amount (€)
% of Total Income
BMS
3,000
0.7
Novartis
3,000
0.7
Sanofi
3,000
0.7
Takeda
3,000
0.7
UCB
3,000
0.7

Finance

DONOR SUPPORT - CITIZENS' JURY 2020/2021
Amount (€)
% of Total Income
Albbvie
5,000
1.2
Alexion
7,000
1.7
BioMarin
5,000
1.2
GSK
10,000
2.4
Pfizer
5,000
1.2
PPI Ignite TCD 3,000
0.7

Click here to
view IPPOSI's
policy on donor
support from
companies

BALANCE SHEET as at 31 DECEMBER 2020
Fixed Assets

2020

2019

Tangible Assets

2,295

1,799

Current Assets
Debtors
Cash at Bank and in hand

39,708
326,885

42,848
249,604

366,593

292,452

Creditors: Amounts falling due within one year

-70,474

-85,582

Net Current Assets

296,119

206,870

Total Assets less Current Liabilities

298,414

208,669

Restricted Funds
General Fund (unrestricted)

128,953
169,461

75,549
133,120

Total Funds

298,414

208,669

Funds
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As a patient-led platform of hundreds of member organisations, it is particularly
important that IPPOSI acts as a positive example in all aspects of governance.

Goverenance

Governance
IPPOSI is a Company Limited by Guarantee, a Registered Charity and an Employer. IPPOSI
is fully compliant with relevant legislation and adheres to various guidelines as best
practice.
IPPOSI is registered with the The Charities Regulatory Authority and practises compliance
with all directives set out.
In 2020 IPPOSI adopted the Governance Code for Charities in Ireland and will be
making a first 'declaration' on compliance with the code in 2021.
IPPOSI has adopted the Statement of Recommended Practice (SORP) format for
accounting and reporting.
IPPOSI is registered and practice compliance with all the directives set out in The
Regulation of Lobbying Act 2015.
In 2020 IPPOSI finalised an Industry Member 'Code of Conduct' and accepted two new
Industry members - Kyowa Kirin and Alnylam.

IPPOSI Board members at the 2019 AGM

Board of Directors
The Board of IPPOSI consists of elected members from each of the participant sectors. Board
members are non-executive directors of IPPOSI and all board work is on a voluntary basis.
Patient organisations are represented by eight members, with science and industry members
each having six seats. The Chairperson and Vice-Chairperson are always a representative from
a patient organisation and all board sub-committees are led by patient organisation
representatives.
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 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.
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IPPOSI Directors in 2020

Board of Directors

Patient Organisations
Ava Battles
Kevin Whelan
Neil Johnson
Julie Power
Grainne O'Leary
Anne Marie O'Dowd
David McMahon
Sarah O'Connor

MS Ireland
Fighting Blindness
CROI Ireland
Vasculitis Awareness Ireland
Arthritis Ireland
Cystinosis Ireland
Irish Skin Foundation
Asthma Society of Ireland

Science/Academia
Jason Last, Prof
Gaye Stephens, Prof
Anne Marie Healy, Prof
Jean Saunders, Dr
Louise Hopper, Dr
Orla Hardiman, Prof
Giampiero Cavalleri, Prof.

Dean of Students, University College Dublin
Centre for Health Informatics, Trinity College Dublin
School of Pharmacy, Trinity College Dublin (retired Sept 2020)
University of Limerick (resigned June 2020)
School of Psychology, Dublin City University
Beaumont Hospital & Trinity College Dublin
Royal College of Surgeons, Ireland (joined Sept 2020)

Industry
Susanne O'Reilly
Conchuir Macgloinn
Eleanor Hannon
Brid Seoighe
Nuala Carey
Harriet Doig
James Houlihan

Novartis Ireland Ltd.
Roche
BioMarin
Janssen (retired Sept 2020)
Abbvie
MSD (joined Sept 2020)
ICON plc (joined Sept 2020)

Attendance records
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www.ipposi.ie

