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How can patients use mobile health solutions?
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Track	health	state

Monitor	symptoms

Compare	with	others	

Learn	about	health	conditions,	treatment	options

Assess	impact	of	treatment

Document	side	effects

Set	personal	goals

Track	progress	towards	targets

Prevention	and	wellbeing

Activity,	sleep,	diet

Track	bodily	function

Adjust	dosage	to	fit	lifestyle

Know	what	to	discuss	with	clinical	team

Better	able	to	share	decision	making

Contribute	their	own	collected	data	to	research

Allow	their	clinical	data	to	be	used	for	research





Why do patients want to make more use of their own health data?
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Figure 1. Current data use context 
and future ambitions

The participants gave feedback about health data formats and 
health data types. They also emphasised the need for training 
programmes and on digital literacy.
 
Regarding the data formats in which they view their records, 
citizens/patients shared a concern about disjointed data stored 
across multiple locations that does not represent the whole picture 
of their health record and is stored in a variety of formats. 
Typically, data is only partially available digitally as an electronic 
health record (EHR) and is not always downloadable or user-
friendly to read and understand. Paper printouts are reported to be 
the conventional format in which many citizens/patients gain 
access to health records.

Data types to which citizens do not have access, but would like to 
access, include those items that currently help manage their 
personal care and lifestyle decisions but would also help them to 
understand the impact of the treatments they have received.

These data could include comparisons with aggregated data on 
their condition (derived anonymously from similar patients); 
epidemiological data; and data/outcomes from studies in which 
they have participated. All these data should be available in a 
form that is easily understandable by citizens/patients and using 
lay language.

In the reverse direction, patients and citizens can now collect a lot 
of personal health data, such as lifestyle and symptom tracking 
and self-management of conditions, that is not shared with their 
health professionals and not taken into account in care decisions 
and planning.

Citizen/patient 
contribution to the EHDS

Focus group participants were presented with a spectrum of data 
uses. These spanned insights that might directly influence and 
improve the care to individuals, populations or health systems, 
through to many kinds of research use. 

The summary of these discussions supported the 3-tier concept 
for health data use adopted by DHE: usage for provision of 
individual care; population level data supporting learning health 
systems; and big health data supporting innovation and research. 
There was a generally positive view on the part of participants on 
these three di!erent kinds of use, including the possibility that 
these uses would be supported in the future through the EHDS. 

DHE Consultation with 
  citizens/patients on the European       
   Health Data Space

Participants were asked whether and under what 
conditions they would be willing to contribute their data 
to the EHDS.

Virtual Focus Group of patient and citizen representatives, October 2020.  Digital Health Europe project.



Examples of health data reuse with high public value 
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• Enhance understanding of disease, progression, current standards of care 

• Monitor and improve health outcomes and effectiveness 

• Model and evaluate patient pathways 

• Epidemiological measurement e.g. estimating disease prevalence or survival rate 

• Risk and health needs assessment 

• Develop new treatments: e.g. clinical trial feasibility, patient recruitment 

• Develop new technology e.g. medical devices, sensors, and wearables 

• Conduct pharmacovigilance studies, monitor patient safety 

• Derive evidence for regulatory and Health Technology Assessment submissions  

• Profile biomarkers and target populations for therapies (precision medicine) 

• Develop and validate algorithms and Artificial Intelligence



Who do the public (usually) trust with their data?
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• Health and social care provider 

• Academic research organisation (e.g. university) 

• Public health organisation 

• Healthcare funder (health ministry, commissioning group, health insurer) 

• Patient association or charity 

• Regulatory body (e.g. medicines agencies) 

• Pharma company, biotech company, AI company 

• Manufacturers of medical devices, appliances, systems etc. 

• ICT (software, platform) developer or service provider, digital therapeutics



Global healthcare data analytics market 2016-2023
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The digital health toolbox
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Apps

eHealth	
platforms

AIResearch	
networks

Sensors

EHR	systemsResearch	
platforms

Social	
networks

Trustworthy		
health	data
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Health data has the potential to catalyse smarter health 
care and efficient research 

All stakeholders need to urgently accelerate knowledge 
discovery by creating and combining high-quality health 
data, and making trustworthy uses of the data 

As a neutral, multi-stakeholder institute i~HD maximises 
community value from health data 

That is why we promote, develop and share good 
practices and tools and perform quality assessments


