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Today’s talk

* [IPPOSI?

* Three things to increase equity in Irish Health System
e Patient & Public Involvement

* Improving Data collection & use
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SCIENCE
Priorities

Actively advocate for improved + equitable

patient access to Health Innovation
100+ PATIENT ORGANISATION MEMBERS

200+ SCIENCE MEMBERS

Promote meaningful patient involvement in 22 HEALTHCARE INDUSTRY MEMBERS

Health Research and Policy
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Public Private Partnership

IPPOSI Board IPPOSI Funding
8 Patient Organisations 50:50 Public : Private
6 Scientific Members

6 Industry Members Public:

« Grant from Department of Health
« EU- & Ndational-level grants

PPOSI ‘P D:T'

Rifioroky < Private:
@ A ge %! : s B A £ * Industry membership fee
-~ e  Industry member sponsorships
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Patient-led activities

Health Hacks

Consultations
Round-tables
Working Groups
Summer Schools

Conferences

,l IPPOSI
IPPOSI

Data Protection &

- ;
HEALTH INFORMATION Dynamic Consent

HOUND TABLE MEETING

CAFTCMRE mEFCRT

. Steering a course to avoid
| the'drug iceberg’-

the challenges of accessing new
and innovative medicines in
Irefand and the call for a new
national strategy.

PATIENT
GROUPS

Clinical Research

Patient Data
Health Economics
Patient Registries
Dynamic Consent

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

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

Equity in
Ireland?

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

Lots of reform, little measurable impact

Slaintecare Vision + Implementation

* Eurostat, 2019
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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

Power to the people: A patient
revolution is underway in Irish research

gdas  BTYSTE 2018 day 1: Positive thinki
@ about robots, nature and
- lawnmowers
© 10 MINL \

‘No way, that can't be right’; Possi
answer to strange fast radio burg

Can this Cool Planet Experience

® O

change?
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Building a new lIrish healthcare + research environment

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

* Many National Clinical Proerammes

« Cancer Strategy Im Minister commits to paying patient advocates for

- HSE Drugs Commit/ their time and work

A new remuneration policy will be announced next month.

e Rare Disease Tech |

° Health |nnOV3tI0n I Aug 28th 2019, 6:01 AM © 12,340 Views

e Ehealth Ireland Cor PATIENT [‘&DVOCATES WHO often give up
their own time to campaign for better health
e Health Research B¢ outcomes are soon to be remunerated for their

work.
* National Clinical Ef ’

6 Comments

The issue of remuneration was highlighted as

* HSE National Patiet an issue with the establishment of the 221+
support group for those impacted by the
CervicalCheck scandal, and also the setting up
of the CervicalCheck Steering Committee.

PUTIING THE PATENT

INTO PERSON-CENTRED CARE o2

Pakienls | secvice wers mml
)ul be Sty lded b the
- Prodithen poceds

’L.cqﬂd b be metlved o
S Saletion

RQE | AM (oNFIDENT IN

PE | MYy TOURNEY
THROUGH HEALTHCARE

f Share 5 o Tweet #24¢ Email 1
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Why involve patients?

* Trustworthiness is vital....

e 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
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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

I

A CHARTER

FOR PATIENT INVOLVEMENT

MEDICINES
ASSESSMENT &
REIMBURSEMENT
IN IRELAND
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* Information for Patients/Public Early recaipt of dralt
o

recommendations or decisions

Sumenary informatian
‘sbout new medicire
appications

Publication of Asessment Committee
oF drug Commatos mesting dates,
agenda ard minubes

* Patient Representation

Patient representative participation on
Assessment Committee or Drug Committes

STRATEGIC COMMITMENT

Patients call for a advance their
Patirts are 1ot an aftarthought, patients are not another stakshokder, patients e not
Patient iwolvemant is an ntegral part of the wrk of national sgencies

assessment

of
rola, we vk that vatoed and
recognised. We of cur iwolvement 10 be

TRANSPARENCY & COMMUNICATION

Patients demand access to information and regular communication

10 e abie 10 brust Dehalt Patients
to

©266 DTOCOSS. PoEnts want 10 have Access 10 Information, thary want th know who makes
eciuons, how, 81 when. Pabents want (0 be kegt informed bout devwiopments asG 10 b8
notied of invoived.

PATIENT & CLINICIAN EVIDENCE
Patierts & input is
Pationts have an in-depth inowledge of the lspact of ther condition and ther trestment on
\ h arest

thesr day v Patients
‘of Me. Colect

Chrvcians nlormation
10 share, inchuding ‘real-works biervations about how patients IEond to & medicise. We ik
that evdmce




Measuring Impact of PP

The Official Journal of the World Federation of Hemophilia,

H a e m O p h I | I ti;:opem Associat‘lrc:_n for Haemophilla"an;:cfelryed Disorders and

Haemophilia (2015), 21, 436-443

ORIGINAL ARTICLE Clinical haemophilia

Survey of coagulation factor concentrates tender and
procurement procedures in 38 European Countries
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Clinician Involvement
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« Significant reduction also noted in price of By-passing agents when clinicians are
involved B O Mahony, D Noone, L Prihodova
Haemophilia(2015),1-8
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PATIENTS § SCIENCE

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

‘Rare Diseases are not actually that Rare’

Eq u ity for Ra re Centres of excellence required to coordinate
Disea ses? 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




IPPOSI ANNUAL THEME

https://www.ipposi.ie

TAKING ACTION ON ACCESS TO Jour-work/health-
MED'CINES innovation/access-to-

medicines

https://www.ipposi.ie

THE VALUE OF PATIENT DATA [z
#DATA SAVES LIVES innovation/patient-

data
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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

Link data between
groups & silos to

better understand
disparities, and

facilitate new
analytical methods to
better investigate
strategies
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2019 Annual Conference

https://www.ipposi.ie/2019/06/06/i

EleCtrO n ic H ea Ith Reco rds: posi-conference-agm-2019/

Getting it right from the start

IPPOSI

#datasaveslives


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

‘Precision’ Medicine

Right treatment, Right time, Right patient

* at theright location, by the right provider, at the right cost | Cancerworld

Daniela Ovadia

L
[T

HOME NEWS VOICES ESO NEWS MEDIA MAGAZINE ABOUT US CONTACTS

Issue of equity especially prominent for specialised services

* New cancer medicines may require ‘companion diagnostic’
Does being a patient have to be a full-time

* |V admin of biologic drug may require hospital /specialty clinic job?
g g may req pital /sp y d—
Concept of ‘Minimally Disruptive Treatments’ growing
* Impact on clinical trial design, guidelines, practice, service V-TTran 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

IPPOSI
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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
e ensuring the overall quality of health care and health R&D

* improving health and wellbeing outcomes I PPOSI



Thank you!

@IPPOSI
WWW.ipposi.ie
dmitchell@ipposi.ie
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http://www.ipposi.ie/

