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I WELCOME TO

EHIN/SHI Workshop on Patient Generated Data (PGD)
- Opportunities and Challenges

Arranged as part of the FullFlow project and
The EHIN/SHI conference
by
The University of Tromsg - UiT,
The University of Agder - UiA,
The Aalborg University - AAU,
The Norwegian Centre for e-health Research - NSE.
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LUNCH, Baguettes / mingling

Introduction. Background and objectives for the workshop

The patient's perspective - Status and future trends

Physical Inactivity is killing us. Can PAI help the collaboration between
patients and doctors in understanding the importance of physical activity?

Live Demo: Fithess Age test
Pause (or time for more discussions?)

Examples and experience from municipality services
DIY and Patient generated data in Danish diabetes treatment
How can we ensure that digital tools are accessible, effective and trusted?

From successful research to national health care implementation.
Helsenorge as infrastructure for patient generated data

Digital medicine and emergent technologies
Pause (or time for more discussions?)

Case from Finland: Bringing Diabetes Data into PHR’s and EHR'’s
International perspective, experience from Be Healthy-Be Mobile
Reflections from the diabetes patient organization, as an introduction to

plenary discussion

Discuss: How to plan for this trend (authorities, regulations, research, etc)

End

Astrid, Eirik, Gunnar /NSE/UIT
Eirik Arsand / NSE

Stian Ellingsen Lobben / GP at
Nytorget Legesenter

Alf Egil Edvardsen / PAlI Health Norway

Santiago Gil Martinez / UiA
Ole Hejlesen /AAU

@ystein Tveite / Health directorate Norway,
Project manager for digital tools

Ole Kristian Losvik, Direktoratet for e-helse

Gunnar Hartvigsen / UiT

Mikael Rinnetmaki / Sensotrend (by Eirik Arsand)
Per Hasvold / NSE
Sverre Ur / Diabetesforbundet

All



"> Whois here?

* The patient, and their organization
e Health care personnel
e Researchers from different countries

e Health authorities (Norwegian Health directorate, and eHealth
directorate)

* The industry, big and small companies
* International — WHO project (Be Healthy be Mobile)

a very comprehensive pool of actors who all see the
Opportunities and Challenges of this development



€ krever kobling til he |
' nettportaler, og etter hvert ogs3 til primaerhelsetjenesten. | til-
legg til dagens Konsultasjonspraksis vil det matte tilrettelegges
for langt bedre digital dialog mellom pasient/bruker og sykehus/
leger/helsepersonell. Bruk av telemedisin og videokommunika-
B sjon vil eke kraftig.




1. 18 years with R&D on patients’ data
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Mobile health technologies

Trend: Patients gather more and more data, - BUT....

Best case:
Clinicians will see only a fraction

of these A




Current situation

What would
you like me to
do with that?




Wanted situation

: I | see you have shared your
Data available data with me, Mrs.
. Hansen!
during
) - consultation y
|
A

FullFlow study

€29 Forskningsradet



Data
available
during
consultation

Wanted situation

FullFlow study

CX) Forskningsradet

Let us look at your data
togther!
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Full Flow of
Health Data
Between
Patients and
Health Care
Systems

(NFR, IKT Pluss,
2016-2020)

Management team:
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ocus on solutions for user interfaces
patients and clinicians)

shealthresear

Klikk her for & fyle ul skjera stter konsullagjonen  Om =
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Oversikt (fra 10,09,/ 2018 til 10,10,/2018)
Data palitelighet
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Architecture Y s

! workers
*

N

4 N
EHRs / PHRs
- J
4 . N\
FullFlow Services
Functional Interoperability Data Analysis Research

* Centralize medical data e Identify problems from the * Machine learning from

¢ Display data according to the patient data anonymized patient data

situation of the patient and the « Identify goals for the patients e Machine I(_aarnlng for data _

L viewver representation and consultation )
4 . N
Personal Devices / Personal Apps

(w7} @
- ) Physical Diabetes
Blood Pressure Weight Scale Glucometer Insulin PumpActivity Tracker Management App
- J

Q |
7

Vel

h 8
e | Patients
-



w4
e iz,
ol
- w13

"
W

| )
anted pilot with Finnmarkssykehuset

“Medisinsk avstandsoppfalging”

....where PGD may play an important role

Do you see
your data on
your screen?

For Business
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Alva travelling

Knowledge needed!



Some opportunities

 The patient becomes more engaged in their own treatment.
More «kEmpowerment».

 Medical follow-up is important in many situations.
Useful consultations without physical meetings.

* Clinicians get more data to use in consultations. Can use this
data to engage patients.

 Improved EHR-systems if successful in incorporating such data.



Some challenges

e Patients data can be inaccurate, and data can stress patients.
More education needed.

e Clinicians must use reliable data, in QA processes, and admin
access to these new data. They also need education.

 EHR-systems need to manage — and restrict — use of new data,
where patients are the owners(?)

e Security and privacy (GDPR). Reliability of sensors and patients
own recorded data.



Research —
This we already know

1. Patients want systems that
automatically gather their health data

2. Patients do not want to share all of their health data
(privacy/personal issues across border)

3. Patients do not care about security when they health are
at stake

4. Clinicians do not want real-time health from patients



Questions ?
or
Comments |
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