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• Health data is becoming increasingly important for medical  
progress, but it is also a subject of contentious public debate.

• A vast amount of data is available but remains untapped, especially in 
the healthcare sector, due to a lack of secure infrastructures to share 
health data.

• In order to fully realize the potential of health data, technical solutions 
must be supported by public acceptance.

• This project explores people’s willingness to share health data depending 
on their social background, motives, and perceived risks and benefits.

Influencing Factors• about 43% are (rather) willing to share their health data with public 
research institutions; about 29.5% with private research institutions

• low willingness to share health data with commercial companies (small 
and medium-sized companies: 23.5%; technology companies: 17.5%)

*data weighted by age group, gender, region (East/West Germany), country of birth, education, and municipality size
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Willingness of Health Data Sharing

… on the Willingness to Share Health Data

Introduction & Background

Willingness to share health data with public research institutions by individual 
characteristics (%; yes definitely / rather yes)

Pro-social
Data Sharers

(51.86%)

− strong altruistic motivation (e.g., contribution to 
medical progress)

− highest trust in institutions, but also moderate 
concerns (e.g., unwanted research purposes)

Concerned
Data Skeptics

(30.67%)

− high levels of concern (e.g., disclosure to 
unauthorized parties)

− strong mistrust in institutions (e.g., towards 
political  and commercial actors)

Undecided
Data Rejectors

(17.47%)

− lowest trust in institutions, but also lowest 
levels of concern

− lowest technical competences

Full publication: 
“Health data 
sharing in 
Germany”

Factors Matter Differently
Appropriate Framework Conditions for Different Types of People

Example: How to Turn Enabling Factors into Incentives

Check Full Demonstrator:

1 2

3

4

5

6

Verifying 
incentives 

collected from 
the survey & 

obtaining 
feedback about 

the app 
demonstrator

Methods
Workshop: Incentives

= 3           = 3

mechanic, student, engineer, OKR social 
scientist, nursing assistant

Group 
Discussion

Introduction 
Application

Structuring
of Risks and 
Incentives
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Get a quick 
overview of 

already 
shared data

Choose which data you 
want to share with 

different entities for a 
certain period of time

Manage privacy 
options and get an 

overview of 
shared data

Look at studies
that use shared 

data

Manage how you 
upload and share

health data
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Check which 
institutions received 

your data

N = 1,004

= 49%

= 51%

= 0.1%

Age ⌀ 51.26 y

⃝ Germany-wide cross-sectional survey

⃝ Computer Assisted Telephone 
Interview (CATI)

⃝ Stratified random sample

⃝ Field phase: December 2023

⃝ Participants:

□ Persons residing in Germany with 
an age varying from 18 – 60 years

⃝ Statistical Analysis:

□ successive multiple linear 
regression

□ cluster analysis

Survey: 
public attitudes

Participants

Goals

Professions

government bodies,
ethics committees,
health institutions

local, low-threshold
contact points (e.g.,
general practitioners)

scientific community, 
research institutions

Relevant 
Stakeholders

security-focused 
communication (e.g., data 
protection guarantees)

low-threshold, everyday-
relevant information

transparent
communication and
feedback

institutional safeguards

orientation and low-
threshold entry 
opportunities

involvement in research 
processes (e.g., citizen 
science)

Trust & 
Transparency

Communication 
& Education
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