PACSOI - Patient-Centric Solid
Your health data close with you and ready for sharing
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Underuse of data in advanced healthcareﬂly

“For every research project | have to go through the same process of reaching "We're always playing catch-up, and no one is happy to see us
out to multiple parties with different policies and not-aligned data. Finally, after coming when we ask to contribute to yet another registry."

two years | receive the already outdated data. A staff member of a governmental department

A researcher in a pharmaceutical company

"If we use data more effectively, we can save a lot of costs and also reduce the "Sometimes it takes half an hour before we can find the necessary
pressure on healthcare providers by avoiding duplicate tests and finding data information in the maze of documents to help an unconscious
more quickly." patient"

"For my daughter, a specialist can only really have a proper consultation once An emergency doctor

they’'ve read the 100 pages to see what has already happened with the patient."

Karlien Hollanders, mother of a rare disease patient

"l often waste valuable time trying to prove
through the available medical information
that the patient has been obese for a long
time."

A bariatric surgeon

“I realize that my data is being stored in different places but | have little knowledge of
(©)) HealthNerd it. What informed consent have | given and who has access and for what purpose?”
Hemophilia patient
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O[% “If the doctor can see the data remotely, we might be able to

skip 2 of the 4 annual consultations." () HealthNerd "| can't find a usable way to share my
Die met-.

Karlien Hollghiders 12, i | "With the help of data, we can redesign the care pathway to
make it patient-centric. Because that's what it's all about—
how can you help that individual in the best possible way?"

activity data and medication use with my
physician"

A person with diabetes

Valerie Storms, a cystic fibrosis patient
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Challenge to deal with data _
generated by the patient outside o
‘the system’.

Hurdles

An avalanche of health data is available

... but hard to use, not interoperable The patient wants to be involved in
his/her own health

= ® need to be used and combined

£ ||| Ll ' ¢ Health data standards exist but

Innovative or
personalised therapies
require integrated
patient data
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Data is stored in silos, unstructured, not linkable ... so
difficult to find, access, integrate or (re)use
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From Fragmented Data to Personal Data Vaults
&
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Separate data from applications




What if ALL your health data generated inside -
and outside the healthcare system is within
reach?
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Objective PACSOI

Unleash the potential of personal health data in
a safe, trustworthy and scalable manner

Employ Solid to realize decentralized patient-
centric data storage to break through the
barriers set up by data silos resulting from
healthcare and monitoring tools to Improve
patient care and secondary use of data.



PACSOI’s focus: data that works for you ¢

Patient

Empowered
Take Control

Generate data once, use multiple times

Primary Use of Health Data
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HCP

Enriched data
Integrated Care
Efficiency gain




PACSOI's focus: data that works for you

Generate data once, use multiple times

Primary Use of Health Data Secondary Use of Health Data
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Fully combined patient history
Lifestyle
Medications
Interventions
Conditions

Bariatric surgery requirements
BMI > 40
BMI 35-40 + one obesity related disease
Documented attempts of conservative treatment of 6 months
Psychological clearance
Between 18-65 years old




Patient Journey — empowerment &

control

Pre-Surgery Preparation Process

Patient Data Collection

F )

Preparedness for Surgery

Data Upload

Dietary Guidance

Monitoring Progress

Coaching and Goal-Setting
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Vragenlijst over kwaliteit van leven

Meestal voel ik me...

[

Levensstijl aanpassingen voor en na  dwion
deingreep

Hallo Nadine, we zijn blij te
horen dat u een beslissing
heeft genomen. Het is geen
gemakkelijke beslissing om
voor een operatie te kiezen en
u zult ongetwijfeld een weg
met ups en downs afleggen.
Samen maken we het traject zo
comfortabel mogelijk. Mvg

Ik geniet van fysieke activiteiten... Samenvatting

Om een optimaal effect te bekomen en te behouden na
de ingreep, wordt de nadruk gelegd op een aantal
richtlijnen op vlak van voeding, bewegen, alcohol,
roken en omgaan met stress. Deze regels helpen mee
klachten en bijwerkingen van de operatie te
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Ik heb voldoende sociale contacten...
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voorkomen en streven een betere levenskwaliteit na.

Hallo patient X. Vandaag start @ Ik wil meer lezen
jouw preoperatief dieet. Het is
belangrijk om dit zo goed
mogelijk op te volgen om de
operatie zo goed mogelijk te
laten verlopen. U kunt ook
reeds de ademhalingsoefening
oefenen. Dit zal het uitvoeren
van deze oefeningen na uw
operatie vergemakkelijken.
Mvg

Ik wens niet verder te lezen

VOLGENDE VRAAG

Ik ben in staat om te werken...

Meer informatie

Voeding:

Het plezier dat ik uit seks haal, is...
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Patient Journey — better care & more
iInsights through data sharing

Patient Progress and Cohort Comparison

High Progress/Compliance

o -
Patient A's
progress aligns
with cohort trends

3 Cohort Comparison
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Patient D's
progress lagging
behind cohort

Low Progress/Compliance
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| have a dream ...

Ecosystem Governance
Data Vaults

Health Applications Data Sharing Health Data Model

FAQIR FAQIR

INSTITUTE FOUNDATION

Industry-proof
Trust

12




Is becoming a reality...

Thank you
SolidLab
&

PACSOI Consortium
Members!




f ' AGENTSCHAP
(L& | INNOVEREN &

umec | ONDERNEMEN

PACSOI

https://pacsoi.org

Filip Pattyn

FAQIR Institute, faqir.eu
FAQIR Foundation, fagir.org
Ghent University
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