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Patient & Stakeholder Engagement Projects

The OPEN project
Outcomes of Patients’ Evidence

with Novel, Do-it-Yourself
Artificial Pancreas Technology

funded by

Patient Think Tank
Stakeholder engagement of

patients in Medicine
on all levels

funded by



The OPEN project

• EU & BIH-funded
• Patient-led: by, with and 

for people with type 1 
diabetes

• Interdisciplinary
• International
• All data = open data
• All outcomes = open 

source



We already have all we 
need to build an AP.
Let’s close the loop!

I know how to 
remote-control 
insulin pumps!

We know how to 
get sensor data in 

a cloud!
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“If I could give my pancreas 
to my son, I would.
This is the next best 
available option.”
Parents of a 12-year-old boy, UK, using OpenAPS

Braune et al. 2022, Journal of Medical Internet Research.



Translating experience-based evidence from the patient community 
to academia and industry – and vice versa.

What are we doing at OPEN?

What can academia, industry and people with diabetes learn from each other?

How can we improve representation of patients as stakeholders 
in research, device development and policymaking?

Clinical 
outcomes

Lived 
experiences

Guidance
for HCPs

Why 
DIY?

Barriers 
to scale



Milestones & highlights
• Enrolled >1500 people with diabetes 

(aged 2 to 80+ years) in our studies
• >40 invited talks
• 2 keynotes
• 3 conference chairs
• 2 satellite symposia at conferences
• 15 oral presentations, proceedings & posters
• 10 peer-reviewed articles (4 more under review)
• 1 invited commentary for The Lancet (in press)
• International consensus statement & clinical guidance

• 48 co-authors from 25 countries
• Endorsed by professional organizations
• Published in 100 Years of Insulin Special Issue, 

The Lancet Diabetes & Endocrinology
• Featured in “Paper of the Year”, American 

Diabetes Association
• BIH QUEST Award for Patient & Stakeholder 

Engagement
• Audience Award, Digitaler Gesundheitspreis

… many more to come! J



Patient Think Tank: #NothingAboutUsWithoutUs



Patient Think Tank

Healthcare

Academic teaching

Product development

Policymaking

Science

Patient Think Tank: #NothingAboutUsWithoutUs





“Virtual fireside chats” instead of “bedside teaching”

• People with diabetes as co-lecturers in medical school

• Area of concern: language and stigma in communication
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“Virtual fireside chats” instead of “bedside teaching”

• People with diabetes as co-lecturers in medical school

• Area of concern: language and stigma in communication



Language matters: A new language for diabetes

diabetic, sufferer, patient

subject

normal, healthy people

poorly controlled

failed

person (living) with diabetes

participant

people without diabetes

optimal outcomes, within range

did not, has not, is not …



Language matters: a German position statement paper



“It is not about a seat at the table.
This IS the table.”

Tom Robinson
VP of Global Access, JDRF

#WeAre
NotWaiting

#NothingAboutUs
WithoutUs

#Language
Matters

katarina.braune@charite.de

www.open-diabetes.eu 

@friendocrino
@OPENDiabetesEU

#insulin4all

Thank you!


