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Today’s talk

• IPPOSI?

• Three things to increase equity in Irish Health System

• Patient & Public Involvement

• Improving Data collection & use



IPPOSI? Who?
IPPOSI

A patient-led organisation 

that works with patients, 

government, industry,

& science to put patients at 

the heart of health innovation



Priorities

22

Actively advocate for improved + equitable 

patient access to Health Innovation

Promote meaningful patient involvement in 

Health Research and Policy



Public Private Partnership

IPPOSI Board

8 Patient Organisations
6 Scientific Members
6 Industry Members

50:50 Public : Private 

Public:

• Grant from Department of Health 

• EU- & National-level grants

Private:

• Industry membership fee

• Industry member sponsorships

IPPOSI Funding



Patient-led activities

Health Hacks

Workshops

Consultations

Round-tables

Working Groups

Summer Schools

Conferences

Clinical Research

Integrated Care

Patient Data

Health Economics

Patient Registries

Dynamic Consent

Data Protection



Equity in 
Ireland?

• Irish health service internationally recognised as ‘complex’, 
unfair, costly at the point of entry

• High inequalities, High unmet need, Very poor access, 
Geographical lottery

• Behind EU average for public funding (79%, Ireland is 73%)*

• Lots of reform, little measurable impact

• Slaintecare Vision + Implementation

* Eurostat, 2019



Three things to reduce inequities

SUPPORT 
SLAINTECARE

IMPROVE 
PATIENT DATA  
COLLECTION + 

USE

PROMOTE 
INCLUSIVE 
PATIENT & 

PUBLIC 
INVOLVEMENT



What matters to patients?

• We want person-centred, coordinated healthcare 
• people having control and influence in decisions that 

affect their health and care

• We want people to be partners in
• the design of services

• research, innovation and improvement

• building real world effectiveness data

That the patient voice is listened to AND ACTED UPON



Building a new Irish healthcare + research environment 

In 2019, Patient Reps are full members of:
• HSE Board

• Many National Clinical Programmes

• Cancer Strategy Implementation

• HSE Drugs Committee

• Rare Disease Tech Review Committee

• Health Innovation Hub Steering Committee

• Ehealth Ireland Committee

• Health Research Board – PPI reviewers

• National Clinical Effectiveness Committee

• HSE National Patient Forum



Why involve patients?

• Trustworthiness is vital….

• Patient involvement opportunities increasing
• Need informed advocates to contribute meaningfully to 

design, development and roll-out of health services and 
health innovation in Ireland

• Equally….create the situation where 
• patients are the drivers of their own health data, ensuring 

it is utilised to improve their health

• patient experience data moves up the hierarchy of 
evidence in service design and innovation



What do patient advocates want re: medicines R&D?

• To be involved as early as possible in clinical research design, priority setting, policy

• To improve the quality of clinical research - less wastage

• To ensure better use/reuse of research outputs and tools

• To generate impact and burden data to support the results of the clinical trials

• To use online / ehealth / mobile health apps to generate patient-based evidence



Charter for Patient Involvement

• The collective vision of patients for greater 
involvement in the medicines assessment 
and reimbursement process in Ireland

• 36 Irish patient organisations signed

• EPF, EURORDIS and HTAi joined as friends

• Charter launched in February 2019



Measuring Impact of PPI?

DOI: 10.1111/hae.12720



Equity for Rare 
Diseases?

Small patient populations, limited medical 
expertise, most with no care pathway

‘Rare Diseases are not actually that Rare’

Centres of excellence required to coordinate 
care regionally or nationally

Membership of ERNs: potential to gather more 
data in a shorter period of time

Principled approaches to drug reimbursement 
decision-making



Patient Data 
THEME & 

WORKPLAN for 
2019

https://www.ipposi.ie
/our-work/health-
innovation/patient-
data

https://www.ipposi.ie
/our-work/health-
innovation/access-to-
medicines

IPPOSI ANNUAL THEME

https://www.ipposi.ie/our-work/health-innovation/patient-data/
https://www.ipposi.ie/our-work/health-innovation/access-to-medicines


Access to Better 
Data = More 
Equity

Need comprehensive 
collection of data to 
create opportunities 
to better coordinate 
between public and 

private systems, 
primary, secondary, 

tertiary settings

Current lack of 
standardization and 
recommendations at 
the national level is 

stifling progress

Create an 
environment to begin 
conversations about 
how to coordinate 

beyond data collection 
only

Link data between 
groups & silos to 

better understand 
disparities, and 
facilitate new 

analytical methods to 
better investigate 

strategies



https://www.ipposi.ie/2019/06/06/ip
posi-conference-agm-2019/

https://www.ipposi.ie/2019/06/06/ipposi-conference-agm-2019/


‘Precision’ Medicine

Right treatment, Right time, Right patient

• at the right location, by the right provider, at the right cost

Issue of equity especially prominent for specialised services

• New cancer medicines may require ‘companion diagnostic’

• IV admin of biologic drug may require hospital /specialty clinic

Concept of ‘Minimally Disruptive Treatments’ growing

• Impact on clinical trial design, guidelines, practice,                    service 

delivery, coordination

V-T Tran et al. (2015) Taxonomy of the burden of treatment: 
a multi-country web-based qualitative study of patients with 
chronic conditions BMC Medicine 13:115



Take home messages

• When someone tells you that patients cannot understand or just do not 
want to know, just look at the evidence…

• Patients are inherently innovative and willing to work in partnership
• relationship is fragile, dynamic, uncomfortable, ambitious, and goal-oriented

• Growing body of evidence that Patient & Public involvement is vital for 
• reducing inequities 

• improving data quality & sharing

• ensuring the overall quality of health care and health R&D

• improving health and wellbeing outcomes



Thank you!

@IPPOSI

www.ipposi.ie

dmitchell@ipposi.ie

http://www.ipposi.ie/

