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Abstract

Background: The German Health Data Utilization Act and the Digital Act aim to enhance health data sharing for health care
and research in Germany and beyond while ensuring robust data protection. A key prerequisite is patients’ willingness to share
their data for primary use (PU), such as medical care, and secondary use (SU), such as research. There is a lack of qualitative
research examining patients’ perspectives on data sharing under the new legal framework, especially among vulnerable groups,
such as those with mental health diseases.

Objective: This study qualitatively examines the factors influencing German patients’ willingness to share their digital health
data for PU and SU, exploring similarities and differences between patients with somatic and mental health diseases.

Methods: In 2024, we conducted 2 focus groups (FGs) with 13 outpatients: 7 with somatic diseases (FG1) and 6 with mental
health diseases (FG2). Participants were recruited from a University Hospital in Dresden, Germany, based on predefined criteria.
Discussions followed a topic guide with open-ended questions informed by an overview of reviews and pretests. Data were
analyzed independently by 2 researchers using Kuckartz’s approach. Findings are reported according to the COREQ (Consolidated
Criteria for Reporting Qualitative Research) checklist.

Results: A total of 10 main categories with 32 subcategories were identified as influencing factors: previous data-sharing
experience, individual usefulness for medical care, public benefit, personal and privacy concerns, data security concerns, consent
management preferences, technical safety measures, legal and ethical framework conditions and requirements, informational
self-determination, and social involvement and influence. Both FGs highlighted individual usefulness and public benefit despite
various personal experiences. Concerns about discrimination, stigmatization, and automatic data sharing were more relevant in
FG2. Technical safety measures of anonymization and pseudonymization were discussed in detail in FG1, whereas FG2 debated
data protection intensively. There were concerns that data protection in Germany could potentially pose a greater health risk than
the sharing of personal health data. The category consent management preferences yielded the most statements, but no clear
consensus emerged. Social influence and involvement, including family, peers, and health care professionals, were more relevant
in FG2. Both FGs explicitly opposed the use of health data by companies such as Google.

Conclusions: This study qualitatively compared the perspectives of patients with somatic and mental health diseases. While it
revealed similarities, patients with mental health diseases viewed their data as highly sensitive due to experiences of stigmatization
and fear of misuse, emphasizing the need for tailored consent management. Involving family, peers, and health care professionals
can increase acceptance. Health care professionals and targeted outreach can ensure transparency, raising awareness about data
sharing policies to build trust, especially when commercial interests are involved. Knowledge deficits, even among tech-savvy
patients, indicate the need for broad and understandable public relations efforts.
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Introduction

Background
The German Health Data Utilization Act
(Gesundheitsdatennutzungsgsetz [GDNG]) and the Act to
Accelerate the Digitization of the Healthcare System
(Digital-Gesetz; Digital Act), both enacted in March 2024, have
created new legal regulations for using and sharing personal
health data in the German health care system. The former is
primarily intended to enable the use of health data for research
and to facilitate its usability for purposes oriented toward the
common good [1]. The latter includes the introduction of the
electronic patient file. Thus, it explicitly promotes improved
digital data exchange in the German health care system [2] and
promises to integrate clinical data of patients across different
health care institutions and throughout their lives [3]. The
GDNG and the introduction of the electronic patient file as an
opt-out solution are exemplary innovations that are not only
relevant for health care providers and researchers but also bring
opportunities and challenges for patients. In particular, the new
measures aim to improve the overall quality of health care by
ensuring data access for health care and research in accordance
with the respective legal regulations for primary use (PU) and
secondary use (SU) [4-7].

Personal health data refers to an individual’s health status and
information that are uniquely identifiable to them, such as
diagnoses or medication plans. It is collected during care
delivery in the health care system and can be obtained from
existing sources, such as electronic health records [8]. The PU
of health data refers to its application to directly provide medical
care to patients, such as by sharing personal health data with
health care providers [9,10]. In contrast, the SU of health data
extends beyond the primary goal of individual treatment. It
involves the use of pseudonymized or anonymized health data
for purposes other than direct patient care, including activities
such as commercial and noncommercial research, public health
monitoring, and developing health care policies [9,10].

Germany is pursuing a deliberate, data protection–focused
approach compared with other countries’ more centralized or
incentive-based health care systems. Unlike the first national
centralized health data access bodies in France in 2019 (Health
Data Hub) and in Finland in 2020 (Findata), Germany has
launched decentralized initiatives, such as the German Medical
Informatics Initiative (Medizininformatik-Initiative) in 2016
and the German Health Data Lab (Forschungsdatenzentrum
Gesundheit) in 2020. The latter started to process the first
requests for data use in 2025. These initiatives aim to link
clinical data and medical research data to promote medical
research and thus improve health care for all [11-13].

As in other European countries, patients in Germany value
information, transparency, consent, and control regarding data

sharing. However, Germany’s decentralized system and national
federal laws such as the GDNG can make it challenging to meet
these expectations consistently in all regions [14,15].
Additionally, these different framework conditions and strict
German requirements for data exchange can be a challenge for
the research community because there is no single,
straightforward opt-out regime for all secondary research use.
As a result, this can hamper collaborative research efforts,
slowing progress in areas such as disease detection and treatment
optimization, and reducing data usability. Overall, these
challenges can lead to suboptimal individualized medical care
[16,17].

Patients’ willingness to provide their health data for PU and SU
is a highly topical issue for science, research, and public health
care [14,18-21]. Data sharing can improve personalized care
through closer cooperation between treating health care
professionals and thus contribute to optimizing diagnostic and
therapeutic outcomes [18]. Patients benefit from reduced
treatment delays and medical errors, as well as more effective,
efficient, and personalized care through access to comprehensive
patient data [18,19].

In recent years, qualitative research has explored willingness
to share data among vulnerable patient groups, such as patients
with mental health diseases, to determine their needs,
preferences, and concerns, which may differ from those of
patients without mental health diseases [22-28]. These
differences may require tailored approaches to promoting the
responsible sharing of personal health data. While patients with
mental health diseases may face stigmatization in society and
in health care, which can lead to mistrust of health care providers
and make comprehensive data sharing difficult, this
stigmatization is less evident for patients with somatic diseases
[22,25,28-30]. Compared with other patient groups, patients
with mental health diseases may feel that their data are more
sensitive and could be misused to their detriment or for
discrimination. In contrast, patients with somatic diseases may
feel that their data are less personal and more directly linked to
physical health outcomes [22,23,28,31,32].

Based on the outlined new regulatory structures in Germany
for digital progress, it is important to include the perspectives
of patients from different target groups. Recent surveys have
shown that both patients with somatic and mental health diseases
in Germany are cautious and reserved about data protection
[33-35]. However, the regulation of opt-out, which requires
active objection, is particularly relevant for patients with mental
health diseases due to the above-described potentially different
concerns regarding health data sharing. Deeper insights into
their attitudes are therefore crucial.

To our knowledge, there are currently no qualitative studies
examining and comparing the perspectives of German patients
with somatic and mental health diseases regarding sharing their
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personal health data for PU and SU, following the enactment
of the new legal framework mentioned above.

Objective and Research Questions
This study reports a qualitative study comparing German
patients with somatic and mental health diseases who were
asked about their attitudes, preferences, and needs regarding
their willingness to share their personal health data for PU and
SU in 2 focus groups (FGs). It shows the similarities and
differences in the perspectives of both groups of patients
receiving outpatient treatment in Germany, considering the
context of the new regulations.

The research questions of this study were (1) What factors
influence German patients’ willingness to share their digital
health data for PU and SU? (2) What similarities and differences
exist in data sharing perspectives between German patients with
somatic and mental health diseases?

Methods

This study was conducted as part of the PATH (Personal
Mastery of Health and Wellness Data) project in January 2024.

Study Design
Following our overview of reviews on factors influencing
patients’ willingness to share their digital health data for PU
and SU [9], we conducted 2 FGs with German patients with
somatic and mental health diseases. FGs are useful when
individual motivations and perspectives need to be explored in
depth [36]. Unlike standardized interviews or questionnaires,
FGs are based on a topic guide with open-ended guiding
questions. Participants are free to answer according to their
subjective relevance, which is also a major advantage over
standardized survey methods. The moderator also has the
opportunity to follow up on individual aspects to explore them
in more depth. In addition, the use of a topic guide allows the
discussion to be steered thematically to maintain the focus of

the discussion. Therefore, FGs are particularly suitable for
gaining practical knowledge for implementing data sharing
concepts.

The methods and results are reported according to the COREQ
(Consolidated Criteria for Reporting Qualitative Research)
checklist (Multimedia Appendix 1) [37].

Recruitment of Study Participants
Patients were recruited and enrolled at the University Hospital
Dresden, Germany. To identify and recruit potential patients,
physicians working in the outpatient departments of diabetology,
neurology, dermatology, and psychiatry at the University
Hospital Dresden were contacted in November 2023 by
members of the research team in person and by email, explaining
the project and planned details of the study.

Participants were selected from different clinical disciplines to
obtain the most heterogeneous sample possible. Two FGs were
formed, 1 with patients with somatic diseases (FG1) and another
with patients with mental health diseases (FG2). Patients in both
FGs were recruited by face-to-face and email with the support
of project partners and staff in the respective outpatient clinics
during their regular medical consultations. For this purpose,
information flyers, a brief study information document, and a
consent form were prepared for potential participants, containing
the key details of the study (location with map, date, time,
planned schedule, amount of compensation, and contact details
for further questions). Participants for both FGs were recruited
based on a predefined, purposive sampling plan and predefined
criteria (Textbox 1).

Patients interested in participating were screened for eligibility,
provided detailed information to establish a relationship prior
to study commencement, and invited to attend the relevant FG
by email. Consent forms were explained, and consent was
obtained before the FG. Participants who attended the FG were
offered financial compensation of €50 (a currency exchange
rate of €1=US $1.16 is applicable).

Textbox 1. Inclusion criteria for participant recruitment of both focus groups.

Inclusion criteria

• Aged 18 years or older

• Daily smartphone and/or tablet use

• Capable and consenting

• Able to communicate in German to enable active participation in focus group (FG) discussions

FG1

• Patients with somatic diseases but without a history of mental health disease (self-reported or, where possible, diagnosed through screening
results or existing diagnoses) who were treated in the respective outpatient clinics during the recruitment period.

FG2

• Currently euthymic or at least partially remitted patients with mild, moderate, or recurrent forms of mental health disease who were treated in
the Psychiatric Outpatient Clinic at the University Hospital Dresden during the recruitment period.

Topic Guide
The topic guide for the FGs was developed based on our
overview of reviews [9] on patients’ attitudes toward health

data sharing for PU and SU. Guiding open-ended questions and
topics were used in both FGs to allow comparisons (Multimedia
Appendix 2). The list of topics (Figure 1) was presented as a
word cloud on Microsoft PowerPoint slides to stimulate
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discussion 3 times in each FG: for health data sharing with
health care professionals (PU), with research (SU), and with
private companies (SU). The participants could choose 1 or

more topics according to their own priorities, focus, and
interests.

Figure 1. Topic selection and asked scenarios for both focus group discussions.

Cognitive Pretests
Cognitive pretests were used to test and adapt the interview
guide to ensure that all questions and items are understood and
interpreted as intended and that no relevant aspects were
missing. They also assessed whether the time required and the
number of questions were acceptable [38]. The cognitive pretests
were performed in October 2023 as individual online interviews
with 7 participants with different diseases according to the
predefined inclusion criteria (Textbox 1). The duration of the
interviews ranged from 36 to 58 minutes. The pretests provided
relevant insights and comments concerning the formulation of
questions, comprehension of terms (eg, types of data), and
conduct of the FGs.

Procedure
The FGs were held on 2 evenings in January 2024 in an intimate
setting of a reserved room at the University Hospital Dresden.
Both were audio recorded. Three research associates with
experience in qualitative research took minutes (SF, MSc;
female, and MS, Dr; female, for FG1; and SF and CL, Dr;
female, for FG2). Another research associate and experienced
moderator (Dr; female), who was not involved in the project
and had been briefed in advance, used the topic guide to lead
the participants through both discussions. A resident psychiatrist
(FGV, Dr; male) also took part in FG2 (patients with mental
health diseases) to ensure that participants felt confident. One
patient’s relative was present in each FG due to private
circumstances that made this necessary at short notice. All
participants agreed that the relatives could remain present;
however, they did not participate in the discussion. A short
presentation was provided at the beginning of each session to
introduce the project goal and the researchers who were present.
However, no aspects relevant to the discussion were raised to

avoid influencing the participants. At the end of the discussion,
the participants were given a short sociodemographic
questionnaire and a validated questionnaire [39] to determine
their technology commitment score.

Data Analysis
The content of the FG discussions was transcribed verbatim,
checked for accuracy, adjusted according to the rules of
transcription [40], and all personal or personally identifiable
information was removed. The data were analyzed using
MAXQDA software (version 2018; Verbi Software GmbH) and
qualitative content analysis according to Kuckartz and Rädiker’s
[41] approach, in which the data are coded and evaluated
according to content and thematic aspects in more detail than
with Mayring’s [42] strongly theory-driven approach. This
approach also enables the combination of deductive and
inductive category development.

First, a category system was deductively developed based on
the discussion guide and our overview of reviews [9], which
was applied as a frame to the transcribed material. The category
system was modified and refined as the material was reviewed
in more detail, as well as through the subsequent inductive
formation of recurring major categories into additional
categories. Two research team members (SF and CL)
independently coded the material, continuously compared
emerging themes and codes, discussed data saturation through
an iterative process of data collection and analysis, and checked
intercoder reliability. With the help of added quotes as anchor
examples, the coders could optimally match participants’
responses to the defined categories.

Data saturation was reached when additional data no longer
produced new categories or insights, indicating that the breadth
and depth of relevant information were adequately captured.
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To confirm saturation, MAXQDA visualization tools were used
to track the frequency and recurrence of codings across datasets.
Furthermore, peer discussions were conducted to validate that
no significant new information appeared in the later stages of
coding. This approach ensured that the coding scheme was
comprehensive and that the study findings were robust and
grounded in the data. This transparent and systematic approach
to assessing data saturation strengthened the credibility and
trustworthiness of the qualitative findings. Moreover, the

research team collaboratively developed and continually refined
the category system through iterative discussions to ensure that
participants’ diverse perspectives were accurately represented.
Figure 2 illustrates the data analysis process and the sequence
of activities.

A codebook with definitions, respective anchor examples, and
the number and context of statements used for qualitative coding
and analysis in MAXQDA is provided in Multimedia Appendix
3.

Figure 2. Flowchart showing each step of the data analysis process and the sequence of activities (own illustration based on Kuckartz and Rädiker
[41]).

Ethical Considerations
The study was approved on November 6, 2023, by the Ethics
Committee of Technische Universität Dresden (reference
BO-EK-310072023). All procedures were in accordance with
the ethical standards of the institutional ethics committee and
with the Declaration of Helsinki (2024 revision). Persons with
mental health conditions, considered a vulnerable population,
were included in accordance with the 2024 Declaration of
Helsinki (paragraphs 19-20). Additional safeguards were
implemented, including assessment of decision-making capacity
prior to informed consent and a resident psychiatrist (FGV)
acting as a supporting person where needed, as approved by the
ethics committee. Participants were informed about the purpose
of the study, the voluntary nature of participation, and their right
to withdraw at any time without penalty. Participants received
compensation of €50 for their time and travel expenses related
to attending the FG discussions. This incentive was preapproved
by the ethics committee. Written informed consent was obtained
from all participants who attended the FG
discussions. Confidentiality was assured in compliance with
the EU-GDPR (EU General Data Protection Regulation). Only
researchers involved in the data analysis had access to
the pseudonymized data, which were stored securely on
institution-protected servers and will be deleted 10 years after
study completion. Pseudonyms were used in the transcripts to
protect participants’ identities.

Results

Sample Characteristics

Sample Sizes and Diseases
FG1 comprised 7 participants, of whom 3 had type 2 diabetes,
2 had a neurological disease, and 2 had a dermatological disease.
The discussion lasted approximately 82 minutes. FG2 comprised
6 participants, of whom 3 had bipolar disorder, 2 had paranoid
schizophrenia, and 1 had schizoaffective disorder (all currently
in remission or with residual symptoms). The discussion lasted
approximately 78 minutes. Because recruitment took place as
part of regular daily care, it was not possible to provide a figure
on refusals. A total of 2 patients dropped out on the day of the
event due to acute illness.

Sociodemographic Characteristics
All participants’ sociodemographic characteristics (Multimedia
Appendix 4) were extracted from the questionnaire provided.
Regarding education, most had completed an apprenticeship
(7/13, 54%). Regarding residence, most lived in large cities
(9/13, 69%), followed by a medium-sized city (3/13, 23%).
Regarding income, most participants in FG2 (4/13, 67%) had
a monthly household income of <€1000-€1500, whereas most
participants in FG1 (5/13, 71%) had a monthly household
income of €3001-€3500 or €4001-€5000.
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Technology Commitment
The total scores for the self-rated technology commitment scale
and its subdomains of technology acceptance, technology
competence beliefs, and technology control beliefs were high.
Out of a maximum possible score of 60, the mean total score
was 50 (range 41-57) for patients with somatic diseases and 45
(range 38-56) for patients with mental health diseases. The
scores for each participant and FG are shown in Multimedia
Appendix 5.

Categories

Overview
We identified 10 overarching main categories (I-X) with 32
corresponding subcategories (Table 1). These main categories
were defined to capture overarching themes relevant to the
research question, whereas the 32 subcategories were developed
to reflect more specific aspects and nuances within these broad

themes. This approach allowed for a detailed and systematic
structuring of the data, enabling the identification of patterns,
differences, and relationships more precisely. The hierarchical
organization enhanced the clarity and transparency of the
analysis, facilitating an in-depth understanding of the
participants’ perspectives. The categories in the Results section
and in Table 1 were sorted according to the topic guide and
participants’ response behavior. The complete codebook with
definitions, respective anchor examples, and the number and
context of statements used for qualitative coding and analysis
in MAXQDA is provided in Multimedia Appendix 3. Each main
category included in the final category system was discussed
in both FGs, but with different relevance in each FG and
emphasis by individual participants. Table 1 presents an
overview on the number of statements per main category and
subcategory in both FGs. While most statements were about
consent management preferences, few were related to social
involvement and influence, with only 1 comment in FG1.
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Table 1. Main categories and corresponding first-level subcategories with total numbers of statements and number of statements per main category
and subcategory in both focus groups (FGs).

FG2 statements, nFG1 statements, nTotal statements, nMain categories and corresponding subcategories

211738Previous experience with data sharing

81018Health care professionals

358Research and clinical studies

505Employers and private companies

224Health insurance companies

303Medical education

161632Individual usefulness for medical care

7512Comprehensive documentation

246Personal informedness

235Emergency assistance

235Simplification of processes

314Time saving

131528Public benefit

131225Medical care

033Cost saving

191534Personal and privacy concerns

9615Concerns about commercial interests

538Concerns being discriminated or stigmatized

437Personal uncertainties and skepticism

134Concerns being overstrained

161834Data security concerns

131124Concerns about data access

3710Concerns about data processing

6662128Consent management preferences

464187Consent scope

202141Consent model

102737Technical safety measures

51722Anonymization and pseudonymization

268Central data repository

347Data encryption

112435Legal and ethical framework conditions

8311Data protection

01010Standardization and regulation

347Ethical justifiability

077Monitoring and authorization

221133Informational self-determination

11718Transparency

718Autonomy and control

437Trust

819Social involvement and influence

415Family and peers
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FG2 statements, nFG1 statements, nTotal statements, nMain categories and corresponding subcategories

404Health care professionals

Key Findings
In both FGs, all participants expressed widely varying personal
experiences with health data sharing, mainly regarding PU. In
contrast, only those in FG2 discussed their personal experiences
with employers and private companies. Regarding PU and
individual usefulness for medical care, the benefit of
comprehensive documentation was considered most relevant
in both FGs. Regarding SU and public benefit for medical care,
the advancement of drug and product development and the
commercial interests of health data sharing were discussed
extensively in FG2. Fears of discrimination and stigmatization
were more prevalent in FG2. These fears were particularly
related to disadvantages or dismissal in the workplace. Mental
health diagnoses were also identified as highly sensitive in FG1.
In addition, data security concerns, especially misuse, were
raised more frequently in FG2 in response to the question about
automatic data sharing.

It was not possible to clearly delineate participants’ views on
the consent model. However, it became evident that participants
in FG1 expressed only a few and rather general conditions
regarding their acceptance of an opt-out model, whereas
participants in FG2 attached very strict and more differentiated
conditions to their acceptance of an opt-out model. University
research institutions were sometimes more trusted than private
and pharmaceutical research institutions, and the intended use
or research project was crucial for consent preference.
Participants in both FGs explicitly opposed the use of health
data by “big players” such as Amazon, Google, and Apple.

Overall, technical safety measures of anonymization, or at least
pseudonymization, in terms of health data sharing for SU were
debated more intensively in FG1. Regarding legal and ethical
framework conditions, the aspect of data protection was
discussed more broadly in FG2. Aspects of standardization,
regulation, monitoring, and authorization were addressed only
in FG1. As facilitating factors, autonomy and control appeared
more relevant in FG2, both in the context of PU and SU. Social
influence, involving family, peers, and health care professionals,
became much more important for participants in FG2.

Below, the results for each main category are described, with
additional details and representative quotes for the corresponding
subcategories from both FGs. At the end of the Results section,
an overview of the key points regarding patterns and
relationships between influencing factors and sociodemographic
characteristics is provided.

Main Category I: Previous Experience With Data
Sharing
Within this main category, participants distinguished between
PU and SU experiences. While most reported positive
experiences in terms of PU, 2 participants in each group
indicated that there were bureaucratic barriers to creating an
electronic health record with their health insurance companies
and that the exchange of health data with their health care
professionals was still paper based. Concerning SU, experiences
of participating in clinical trials were more common among
participants in FG2 (Textbox 2).

Textbox 2. Exemplary quotes on health data sharing experiences.

Subcategory: health care professionals

• So far, no doctor has been able to install anything for me; they’re all not ready yet. [FG1.1]

• I’ve already done this myself, [...] I’ve already allowed some practitioners, my doctor, for example, to communicate. [FG2.2]

Subcategory: research and clinical studies

• I haven’t taken part in any studies or anything like that. [FG1.2]

• I’ve also taken part in a few studies here. [FG2.1]

Subcategory: employers and private companies

• […] Well, I'm not entirely sure that the diagnostic code was on the form that the employer received. [FG2.5]

Subcategory: health insurance companies

• [...] adopting the electronic patient file, at least that’s quite complicated for me. [FG1.7]

• [...] my health insurance says we’re still missing three documents, please submit them later. And it will be a long time before I can even go to
rehab. [FG2.4]

Subcategory: medical education

• I had just been to a lecture with one of his superiors in December. [FG2.4]
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Main Category II: Individual Usefulness for Medical
Care
A total of 5 subcategories emerged on individual usefulness for
medical care when sharing health data. If a patient changes
location or physician, the medical history is fully available to
the next practitioner, which could prevent undue disease

progression. Benefits were also perceived for obtaining a second
medical opinion and to avoiding bringing paper copies of
medical reports to the appointment. In addition, rapid assistance
in an emergency and saving time for administrative formalities,
such as pension procedures or medical history interviews, were
discussed (Textbox 3).

Textbox 3. Exemplary quotes on individual usefulness for medical care.

Subcategory: comprehensive documentation

• Because then it’s basically my ID that I can present when I go to a new doctor. [FG1.5]

• If they had everything stored on the health card and the medical service, the doctors and everyone would had access to it straight away. That
would make things much easier. [FG2.4]

Subcategory: personal informedness

• [...] that the documentation has become more open. [...] whereas today you are basically presented with complete data collections and can also
[...] assess them yourself. [FG1.3]

• I have to say, I have a folder at home that is now so thick [...] that would of course be an advantage for me if it were completely stored on the
health card. [FG2.4]

Subcategory: emergency assistance

• I can’t imagine how this can be handled properly, especially in emergencies. [FG1.7]

• You always have to assume that if you suddenly find yourself in a situation like this, a doctor needs to know something. And you can’t say that
yourself. [FG2.1]

Subcategory: simplification of processes

• Because that would always simplify and accelerate many processes. [FG1.2]

• And I know that the doctor will only use them in a positive way, not against me, but so that my treatment can run smoothly. [FG2.2]

Subcategory: time saving

• [...] that would also shorten the anamnesis interview, which always has to be conducted. Then you can shorten it considerably, he can ask exactly
the questions he needs to ask [...] I think it would be great if this could be done automatically in advance. That would be really useful. [FG1.2]

• I wouldn’t need to talk about it for long; they would have it directly in the app or on the card. [FG2.3]

Main Category III: Public Benefit
Regarding possible public benefits, drug and product
development was discussed by 5 participants in FG2, which
was linked to their gratitude that new drugs are being developed,
meaning that treatment for patients with mental health diseases
is improving. Regarding statistics and achieving gender-neutral,

high-quality health care, there was agreement that health data
should be collected automatically, especially if they are
anonymized. The aspect of cost savings in health care by treating
individuals well enough to enable them to remain active and
able to work in the long term was raised by 1 participant in FG1
(Textbox 4).
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Textbox 4. Exemplary quotes on public benefit.

Subcategory: medical care > drug and product development

• Because I can imagine that such a secondary gain [...] if, for example, a hoover manufacturer now has the data and sees, okay, we have an
increase in respiratory diseases in the population [...]. Then we have a larger market, they are no longer so expensive [...] and people with hyper
allergenic diseases would also benefit from this at some point. [FG1.2]

• And research depends on the results of the patients. It’s not possible otherwise. All the examinations have to be compared somehow. [FG2.1]

Subcategory: medical care > gaining knowledge

• There is also a great deal to be learned from the data collected. [FG1.7]

• Yes, that now, in a few years’ time, there might be another patient who the doctors have helped by using my data, for example. [FG2.3]

Subcategory: medical care > deriving preventive measures

• Or even the health insurance company, because they look at preventive measures, that’s okay too. [FG1.6]

• You can really use these neural networks to see how high the probability is that if the person has disease A and then has disease B, or just has
the symptoms that you can then set up better drugs. [FG2.6]

Subcategory: cost saving

• And the biggest costs come from early retirement. Not the cost of medication [...] That would be an incredibly great contribution. [FG1.6]

Main Category IV: Personal and Privacy Concerns
Concerns about commercial interests were present in both FGs.
Skepticism about possible conclusions from anonymized health
data or data sharing without prior information and the associated

potential for discrimination or stigmatization was particularly
expressed in FG2. Contrary to the benefits of comprehensive
and transparent documentation, concerns about being
overstrained by the large amount of data available were also
expressed (Textbox 5).

Textbox 5. Exemplary quotes on personal and privacy concerns.

Subcategory: concerns about commercial interests

• But I think that at least a not inconsiderable part of the research should be made available to the general public again. Because if the general
public has contributed to the data, then the general public should not be ripped off again in the end. [FG1.4]

• I can imagine [...] Amazon says we also want to do research [...], and then they have such an offer for us, and earn money with it. Nowadays,
data is the most important thing where you can really make money and where you also earn money. [FG2.6]

Subcategory: concerns being discriminated or stigmatized

• [...] health insurance company XY now wants to consider that it no longer wants to accept expensive patients in the near future. [FG1.6]

• I’m just going to be open and honest, due to the severity of my disease, I’m constantly afraid that somehow things could be spread about me and
that people know me [...]. [FG2.2]

Subcategory: personal uncertainties and skepticism

• Of course, I also have the information paper-based, and I get what I ask for. Although in some cases I have to ask for, such as this or that medical
report. But I always get what I ask for. Simply saving the paper version is of relatively little use to the next practitioner. Because there really
hasn’t been enough development [in terms of digitalization]. At least not in the short time frame in which it should be in the end. [FG1.7]

• If my data is used for this, even though I have absolutely no idea about it, I would find that a bit creepy, yes. [FG2.2]

Subcategory: concerns being overstrained

• The disease is like this [...] I don’t want to know everything that’s bubbling and boiling inside me. I want to be able to live with the disease myself
to some extent, and I push the other things aside. [FG1.1]

• That can also develop into a pretty big mental chaos [...], quite honestly. [FG2.4]

Main Category V: Data Security Concerns
Regarding data security, participants differentiated between
concerns about data access and data processing. It was
particularly emphasized in FG2 that health data are generally
very sensitive. The data must be protected against unauthorized

access and changes and should not be used, for example, for
research purposes without notification. Contrary to existing
concerns about data security, there was a statement from FG1
that the high level of data protection in Germany may sometimes
be riskier for health than sharing one’s own health data (Textbox
6).
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Textbox 6. Exemplary quotes on data security concerns.

Subcategory: concerns about data access

• It gets bad when someone gets into the data collection and changes the blood group, for example. [FG1.1]

• So, basically, that’s the fear that everyone has. Who can access all the health data? [FG2.1]

Subcategory: concerns about data processing

• [...] when I have my orthopedist, my oncologist, my ophthalmologist [...], I can find an individual person there. [FG1.6]

• But people would have absolutely no idea what happens to their data. They wouldn’t even know what studies their data is being used for. [FG2.2]

Main Category VI: Consent Management Preferences

Consent Scope

Regarding the scope of consent, a distinction was made between
sensitive and nonsensitive health data. Communicable diseases,
sexually transmitted diseases, mental health diseases, and health
care professionals’ subjective assessments of patients in open
notes, such as on their behavior during treatment, were
categorized as highly sensitive and consequently associated
with a restriction or rejection of sharing. As one possible
approach, the creation of different categories of health data was
mentioned. Health data in anonymized or pseudonymized form
were also considered particularly notable, and emergency data
were discussed as a special case in FG2 only (Textbox 7).

Further subcategories were developed, differentiating consent
scope by recipient and purpose and dividing statements related
to PU (health care professionals) and SU (research,
pharmaceutical, and private companies). Regarding PU, while
some participants expressed the desire for limited data sharing
only and the relevance of a complete dataset for an optimal,
holistic treatment, others expressed agreement with full sharing.
Opinions included limited selection with prior consent to the
treating physician, sharing only with relevant treating physicians,
refusal of automatic sharing, and emergency situations as an
exception. In FG1, health insurance companies and company
physicians were discussed as special recipients for whom
exceptions should be possible to avoid disadvantages at work
or regarding health insurance fees. Regarding SU, the private
companies mentioned included suppliers of medical devices
and medical technology (Textbox 8).

Textbox 7. Exemplary quotes on consent scope related to the type and format of information.

Subcategory: sensitive vs nonsensitive data

• There are infectious diseases, for example. I wouldn’t know whether I would authorize everyone to see them. [FG1.5]

• But now I’m asking myself, even in the context of psychotherapy, private historical data is told. For example, it could be a case of abuse. Can
that also be health data? [FG2.6]

Subcategory: anonymized and pseudonymized data

• But really just the anonymized collection of the data. And I would agree to that without any reservations. [FG1.7]

Subcategory: emergency data

• I could imagine that, as I said, the important things are visible to everyone. That every doctor can look at my allergies, but by no means that
every doctor gets the other data […]. [FG2.6]

J Med Internet Res 2026 | vol. 28 | e79990 | p. 11https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

http://www.w3.org/Style/XSL
http://www.renderx.com/


Textbox 8. Exemplary quotes on consent scope related to the recipient and purpose.

Subcategory: health care professionals

• In principle, I feel the same way about selection, as I would intuitively say that not every doctor should be able to see everything. [FG1.4]

• Well, on the whole, I wouldn’t care […]. If this is going to be widespread in the medical field without my consent, it might make sense to have
some sort of prioritization. In other words, doctors in private practice and hospitals would be allowed to access it and not, let’s say, anyone who
has anything to do with medicine. [FG2.5]

Subcategory: research and pharmaceuticals

• The only important thing is the purpose, i.e., medical research, whether it is university research or a pharmaceutical company, I wouldn’t care.
[...] The main research work is done by the pharmaceutical companies. [FG1.7]

• I also share my data if I can decide that. [...] I think that’s something everyone should be able to decide. So, I don’t think it is right that everyone
should be able to extract something from it. [FG2.5]

Subcategory: private companies

• [...] I wouldn’t make that much of a distinction between medical device manufacturers and other manufacturers. [FG1.2]

• I wouldn’t give my data to just any company, especially if I don’t know what they need the data for and what they want to do with it. [FG2.2]

Consent Model

The consent model subcategory covers whether participants
preferred an opt-in or opt-out solution, reflecting our guiding
question on automatic health data sharing for PU and SU. By
definition, active consent and permission to use and share health
data, or explicit and flexible consent, were coded as opt-in.
Standard consent with an active and explicit right to refuse the

use and sharing of health data was coded as opt-out. The answers
in both FGs were very heterogeneous, and no clear picture could
be derived. However, it became apparent that patients in FG1
tended to mention only a few and rather general conditions for
their agreement to an opt-out model, whereas patients with
mental health diseases set strict and more differentiated
conditions for their acceptance (Textbox 9).

Textbox 9. Exemplary quotes on the consent model.

Subcategory: opt-in

• Specifically, which doctor gets access? And only that doctor will be authorized. [FG1.3]

• And I think it’s very important that as part of the research [...] they are asked: ‘would that be something for you? Would you take part?’ [FG2.4]

Subcategory: opt-out

• So, with this option, I would be able to deselect something, i.e. deny someone access. But in general, if I don't say anything, I want to allow
access. [FG1.7]

• I could imagine a system or principle similar to that of organ donation, where you say that all data is basically free and if I don’t want it [...]
then I actively disagree. [FG2.5]

Main Category VII: Technical Safety Measures
Anonymization, or at least pseudonymization, serves as a
facilitator of health data sharing for SU. A central data
repository, such as the storage of anonymized health data on

secure server platforms, preferably in Germany, or in a registry,
would support controlled access for SU. Data encryption,
possibly managed by entering a personal identification number,
was considered relevant to the design of related software
(Textbox 10).
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Textbox 10. Exemplary quotes on technical safety measures.

Subcategory: anonymization and pseudonymization

• Another issue is anonymized use, as is the case in the Scandinavian countries. A lot of insights can be gained from the collected data. [FG1.7]

• And if they actually collect individual data from me [...], it would have to be designed in such a way that you can no longer recognize which
patient it is. [FG2.2]

Subcategory: central data repository

• So, I would like this intermediate instance [...] the data goes to a register. And I’m sure that not just anyone can access it [...] that it doesn’t go
to a company. [FG1.6]

• As I said, in the end it is stored somewhere on a large server, and the question is then with the image, I think that’s a good idea. [FG2.4]

Subcategory: data encryption

• I think it would be very good if this is encoded on the insurance card and can also be read by my doctor after I have given my consent. [FG1.3]

• Exactly, and then the rest of the data, which can perhaps also be encrypted in parts. And when I go to the doctor, the doctor shows me what he
wants to open and I enter a PIN. [FG2.6]

Main Category VIII: Legal and Ethical Framework
Conditions and Requirements
The most frequently mentioned aspect of this main category,
especially among participants in FG2, was privacy. The
importance of employers not having access to health data was
especially highlighted. There was a call for effective data
protection under the EU-GDPR. The paradox was also
described, as some individuals reveal everything on social media

but insist on high data protection when sharing health data. It
would be important to create a harmonized legal framework,
binding regulations, and a standardized digital data recording
system valid throughout Germany, but this was viewed as hardly
feasible. Participants in FG1 would be more willing to share
their health data for SU if the appropriate and ethical use of
health data were ensured through authorization procedures and
monitoring by an independent committee (Textbox 11).

Textbox 11. Exemplary quotes on legal and ethical framework conditions and requirements.

Subcategory: data protection

• The fact that any human resources director can then access it should be avoided. [FG1.1]

• And in this context, it is very important to me that my health data is very well protected and cannot be viewed by third parties, because I don’t
want so many people to find out about it. [FG2.2]

Subcategory: standardization and regulation

• And such regulations and procedures are needed to get things off the ground. [FG1.1]

Subcategory: ethical justifiability

• [...] they would still have to say at the beginning what they want to research it for. This ethical component would have to be clarified. [FG1.6]

• They wouldn’t know at all which studies their data would be used for. And they have no way of deciding, even from an ethical point of view,
whether this is good for them or not. [FG2.2]

Subcategory: monitoring and authorization

• The use of the data must, of course, also be justified and authorized by the Commission or something else to ensure that it is used sensibly.
[FG1.7]

Main Category IX: Informational Self-Determination
This main category included key aspects that enable individuals
to make and act on their own decisions: transparency, trust,
autonomy, and control. The latter was considered relevant in
the context of PU and the self-determined decision of which
physicians will see individual health data. In particular,
participants in FG2 considered the implementation of robust

control mechanisms important because of anticipated limited
public trust in sharing health data. Regarding SU, autonomy
should be respected so that, in principle, everyone can decide
whether to share their health data for research. Participants also
expressed interest in protocols for transparently reporting
information to each individual about their contribution and
support of research activities, possibly combined with a
mandatory disclosure of research results (Textbox 12).
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Textbox 12. Exemplary quotes on informational self-determination.

Subcategory: transparency

• And I think the minimum would be to have complete transparency about how this system works. [FG1.4]

• Well, I would definitely want to know if the data is being used for research. I would also not object to the data being used for research purposes
in principle. [FG2.2]

Subcategory: autonomy and control

• Of course, not everyone can do that. You have to have it in your own hands to authorize it, or not. [FG1.1]

• I also share my data if I can decide that. So, I’m open to that. As I said, I think that’s something everyone should be able to decide. [FG2.5]

Subcategory: trust

• But to start with [...] you just have to assume a bit of trust, otherwise nothing will work. [FG1.1]

• Their intention is certainly to show that people trust research rather than companies [...] Whether it is Siemens or […] University. [FG2.6]

Main Category X: Social Involvement and Influence
The topic of social influence was not addressed at all in FG1,
apart from 1 statement on data sharing with the employer. In
FG2, it was argued that family members or peers could also be
involved in decision-making and that family members should

also be allowed to release health information in an emergency.
Health care professionals could play a supportive and
consultative role, such as by providing information about data
sovereignty and personal responsibility for the electronic
medical record (Textbox 13).

Textbox 13. Exemplary quotes on social involvement and influence.

Subcategory: family and peers

• Because, for example, I had just started at a company [...] with the diagnosis [...]. And there was even the recommendation from my family
members [...]: ‘Lie about it, don’t say it’. [FG1.6]

• [...] or you know something like a password or a very long string and you can enter it, even as the person’s husband or wife, and then also
disclose the other data. [FG2.6]

Subcategory: health care professionals

• That's how it was explained to me. In principle, I am responsible for this [electronic patient] file. So, I can say that the doctor can see various
things and the doctor cannot see various things. [FG2.3]

Patterns, Differences, and Relationships Regarding
Sociodemographic Characteristics

Gender
The category of personal and privacy concerns was
predominantly articulated by female participants. The concerns
about discrimination or stigmatization expressed were concrete
and related to disadvantages in professional life and social
contexts. By contrast, male participants emphasized the category
of informational self-determination the most, especially the
points of autonomy and control. Statements such as “But that
everyone can then decide whether to approve data sharing or
not” (FG2.5) illustrate a desire for fundamental sovereignty and
the ability to make independent decisions. Furthermore, male
participants called for clearer rules and more rigorous
monitoring within the legal and ethical framework conditions
and requirements. Their priority was to establish a reliable,
externally controlled system that could be trusted.

Age
For older participants (aged 49-79 years), the focus was on data
security concerns and informational self-determination
principles. As with male participants, autonomy and control

were central to this group. The core issue was the fundamental
right to control how one´s own data are used. There were general
but strong concerns voiced about the overall security of the
system, which often failed to address technical details. Concerns
regarding data access emerged leading in this group with
statements like “But the abuse that results when someone who
has no actual responsibility for it gets hold of the date is the
fundamental fear” (FG2.1). Conversely, younger participants
(aged 25-43 years) focused on concrete use cases and the
practical individual usefulness for medical care. Emergency
assistance was a frequent topic of discussion, highlighting a
willingness to share health data in a clearly defined context.
Younger participants expressed very granular preferences
regarding the consent model. Within the subcategory of recipient
and purpose, they specified which health data should be visible
to which health care professionals (eg, general practitioner vs
specialist), indicating a desire for flexibility and adaptability
within the scope of consent.

Socioeconomic Status
The characteristics of education and income revealed
overlapping patterns in the FG discussions and are therefore
analyzed together. The analysis showed that socioeconomic
status strongly influences the nature of the perceived positive
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and negative consequences of sharing health data. Participants
with higher education and/or higher income (>€3000) made
arguments for or against sharing data on a more systemic level.
Participants in this group discussed technical safety measures
in detail, citing anonymization and pseudonymization as
prerequisites for consent.

When personal and privacy concerns were raised, they primarily
fell within the subcategory of concerns relating to commercial
interests:

It will always result in advertising and similar things.
So, I think there will be enough creative ways within
the industry to use health data to reach target groups
even more precisely, to market certain products even
more accurately, and so on. [FG1.4]

The 2 participants with the highest income, who have a
university degree and are in the middle of their professional
lives, explicitly supported the idea of an opt-out solution.
However, they linked this to clear conditions that meet their
needs for both individual usefulness and individual control.

By contrast, participants with lower and/or middle levels of
education and/or lower incomes raised more specific concerns
related to personal matters and privacy. As with female
participants, the subcategory of concerns related to
discrimination or stigmatization was extremely dominant. The
fear of job loss or disadvantages with insurance was existential.
Another focus was on trust: while the positive social influence
of health care professionals and trust in the treating physician
were cited as anchors, trust in anonymous, digital systems was
low.

Discussion

Overview
For this study, we conducted 2 FGs and analyzed the data using
qualitative thematic analysis to explore the perspectives of
German patients with somatic and mental health diseases on
health data sharing. We explored similarities and differences
between the 2 patient groups regarding factors influencing their
willingness to share health data for PU and SU. Analogous to
the order of the Results presentation, the findings are now
discussed in the context of the current state of research.

Discussion of Principal Findings

Previous Experience With Data Sharing
The majority of participants were already experienced in sharing
health data, with a predominantly positive response. While 3
participants from each FG reported some negative experiences,
they were still willing to share their health data with health care
professionals. This suggests that the individual usefulness for
medical care can outweigh these negative experiences. In the
context of PU, an interview study of the general population in
Poland in 2024 showed that positive experiences and frequent
use of eHealth solutions are important facilitators for health
data sharing [43]. Similar findings regarding SU have been
reported in the literature, where 98% of these participants
considered the altruistic and public benefits of data sharing to
outweigh the potential risks [44].

Individual Usefulness for Medical Care
Patients in both FGs were highly supportive of sharing health
data with their health care providers, especially to support
personalized medical care. This finding is consistent with
previous qualitative studies [27,45,46] postulating benefits for
better treatment through comprehensive documentation, such
as avoiding multiple diagnoses. However, a scoping review [47]
concluded that relevant sensitive information about patients’
mental health was regularly missing from electronic health
records because they follow a more narrative reporting style,
negatively impacting the flow of information in the treatment
process. Nonetheless, in this study 1 patient per FG argued that
an electronic patient file should include only objectifiable data,
such as laboratory parameters, and not subjective assessments.

These findings are also consistent with 2 qualitative studies
[22,48] regarding the potential to increase personal informedness
and simplify processes. Personal access to medical records can
help patients with mental health diseases improve their
understanding of their diagnosis, their mental health status over
time, and the reasons for their medical treatment, as well as help
them remember their previous visits to the physician. In addition,
access to personal data increases the sense of control over one’s
own health care [49]. Emergency assistance and time-saving
aspects were frequent arguments for health data sharing,
especially for younger participants, and also echo previous
qualitative studies [43,50].

Public Benefit
In both FGs, the potential for improvements in medical care
through the sharing of health data was seen as a key public
benefit. This was considered in 2 ways: in terms of drug and
product development and in terms of gaining knowledge, for
example, for evidence-based public policy decision-making and
deriving preventive measures from health statistics. A current
study using German survey data and a survey experimental
vignette design confirmed that individuals understand how
valuable their data are for researchers in terms of SU and
possible public benefits [51].

Participants in FG2 particularly supported the work of the
pharmaceutical industry and acknowledged the improvements
that have been achieved over the years through the development
of drugs for the health care of patients with mental health
diseases. An interview study involving patients with mental
health diseases in the United Kingdom revealed a desire to
alleviate their suffering, as well as the expectation of
personalized medicine, tailored treatments, and improved disease
management in the population [28].

Personal and Privacy Concerns
In this study, especially participants with higher levels of
education and/or higher incomes had major concerns about
commercial interests, particularly regarding the use of health
data by technology companies, which were discussed
extensively by FG2. These findings are consistent with the
existing literature of other FGs and an online survey in the
United Kingdom [46,52,53]. Similarly, concerns about
discrimination and stigmatization were more prevalent among
the FG2 sample, particularly among participants with lower and
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middle levels of education and/or lower incomes, and among
women. These fears, particularly discrimination by insurance
companies and employers in the context of SU, have been
previously reported [28]. In a qualitative study, mental health
service users expressed concerns about institutional
discrimination [52]. The stigma associated with mental health
diseases has hindered patients’ acceptance of electronic
communication and data sharing, and limited the broader use
of this technology among underserved populations [29], making
the reduction of stigmatization particularly important. Moreover,
participants in both FGs also expressed concerns about being
overstrained by the amount of accessible documentation and
the wide availability of data, findings that are consistent with
those of a qualitative study in Belgium involving vulnerable
patients [22].

Consent Management Preferences
Overall, the results of this study show that no clear consensus
has emerged regarding preferences for consent management,
but fundamental differences were found between the
characteristics of diseases and sociodemographic data. The
aspects described below may explain our inconsistent findings
and highlight the importance of granular personal control over
data access, limited datasets, restricting specific information,
purposes and recipients, and choices regarding health data
sharing. A qualitative study exploring the public’s hopes and
fears about health data sharing has shown that these perspectives
are strongly influenced by an individual’s personal
circumstances [54].

Regarding PU, some patients in both FGs expressed a desire
for limited data sharing, while others agreed to full sharing of
data. Younger participants expressed very specific preferences
regarding which health care professionals should have access
to which health data (eg, general practitioner vs specialist).
Among other things, mental health diseases were categorized
as highly sensitive in both FGs, and consequently associated
with restrictions on data sharing or even rejection. A systematic
review including survey and interview data also demonstrated
greater agreement to share nonsensitive digital health data, with
mental health, drug or alcohol use, and sexually transmitted
diseases being considered particularly sensitive [55]. Regarding
SU, our results suggest that university research often received
greater support than pharmaceutical research, and participants
in both FGs were explicitly opposed to the use of health data
by Amazon, Google, and Apple, although artificial intelligence
could transform patient care through its applications and
augmentation of medical knowledge [56]. Our results on
differentiation by recipient and purpose reflect the findings from
studies in Germany [35,57] and other European countries
[53,58]. A recent German cross-sectional survey also showed
that only about 29% of the population would share their health
data with private research institutions, and 66% are unwilling
to share their health data with commercial companies, especially
not technology companies [45].

While 2 participants with the highest income, who have a
university degree and are in the middle of their professional
lives, expressed a preference for opting out with their own
personal options, others felt that the ability to make fundamental,

independent choices was vital. This aligns with studies
indicating that greater openness to data sharing is associated
with higher digital literacy and socioeconomic status when
control mechanisms are in place [18,35,59]. However, concerns
about the reliability of our findings must be raised, as the
distinction between opt-in and opt-out may have been
ambiguous. At times, it appears that opt-out was interpreted as
“inconvenient,” as noted by 1 participant in FG1, and might
indicate insufficient knowledge on this issue. In an Irish FG
study involving 85 participants by Flaherty et al [58], opt-out
was considered more convenient because it avoids the need for
repeated consent for similar studies and is more cost-effective.
Similarly, participants in a recent interview study in Germany
emphasized the convenience and effectiveness of opt-out [57].
An interview study with health care professionals for patients
with mental diseases also supports the hypothesis of a possible
lack of knowledge, where most respondents (75%) felt that their
patients did not fully understand the process and consent forms
for data sharing [24]. The identified knowledge gap found in
this study and elsewhere underscores the need for thorough
public information about the different consent options and
existing regulations, some of which have already been
implemented. At the European level, the European Health Data
Space (EHDS) regulation, in force since March 2025 and
applicable from March 2027, encompasses different key
milestones [60]. By 2029, each member state must have
established a national health data access body [61]. Details of
the EHDS are currently being elaborated in European projects
(eg the Joint Action Towards the European Health Data Space
2) [62]. A workshop focused on the perspectives of different
stakeholders on the opt-out procedure within the EHDS, as well
as how Germany can structure the opt-out procedure and rights
of objection within this framework [62,63].

Legal and Ethical Framework Conditions
The issues of data protection and ethical justification for data
sharing were particularly noteworthy to both of our FGs. The
participants in FG2 strongly emphasized that health data are
generally very sensitive and need special access protections.
Patients with somatic diseases, particularly male patients,
requested special monitoring and authorization measures.
Although data protection in Germany is already very robust and
a deliberate, data protection–focused approach is followed, there
appear to be evident concerns and a lack of knowledge [11]. In
an FG study in the Netherlands, Wetzels et al [64] showed that
patients had limited knowledge of data protection practices.
These results demonstrate the need for broader and targeted
public relations work to better educate the public on this issue.
Germany provides information for the interesting public on
websites, interactive learning platforms, and in journals, which
also include information on data protection [65-70].

Informational Self-Determination
Especially the points of autonomy and control were fundamental
for the male and older participants aged 49-79 years. These 2
aspects, as well as trust, were consequently identified as
facilitators of health data sharing in both FGs and elsewhere
[71,72]. A Finnish study using survey data to develop a
theoretical model found that trust and control are key mediators
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between attitudes and willingness to share health information,
with trust being more influential than control [73]. However, a
questionnaire study from Denmark revealed a strong desire for
control over personal health data, even when there is trust in
the institutions using it [74]. In a computer-assisted telephone
interview study conducted in Germany, trust emerged as the
most significant factor to increase the willingness to share
personal health data [59].

Social Involvement and Influence
Positive social influence of health care professionals and trust
in the treating physician can encourage health data sharing
according to 2 participants in FG2 with lower levels of education
and/or lower incomes. The existing literature certainly indicates
a substantial influence of physicians’ behavior on patients’
willingness to share their health data [75]. In patients with
mental health diseases, physicians may underestimate the
importance of physical complaints and attribute them to a mental
disorder, which can lead to misdiagnosis and poorer treatment
outcomes. This phenomenon of “diagnostic overshadowing”
can lead to a loss of trust in the treating physician, particularly
in those with mental health diseases, reducing their willingness
to share their health data [52,76-78]. Positive encouragement
and clear, open communication strategies from health care
professionals can be important facilitators and were found to
significantly influence outcomes [79]. Specifically for this
purpose, a patient handout in various and simplified languages,
as well as waiting room videos and posters for German medical
institutions, were developed [70]. Moreover, German statutory
health insurance companies provided their patients with
comprehensive information materials [80], and an interactive
learning platform for experts is gradually being established [68].

Strengths and Limitations
A major strength of this study is the diversity of its cohort in
terms of gender, age, and somatic and mental health diseases.
The diversity of these characteristics was considered during the
recruitment process, as it allows access to different perspectives
from patients with different chronic and mental health diseases.
In particular, the opinions of patients with mental health diseases
are still rarely prioritized in research on health data sharing,
even though they represent more than one-third of the population
[81]. The group dynamics and observable interactions in FGs
provide valuable and deeper insights than face-to-face
interviews. Another strength of this study is that the FGs were
able to show how participants’ views are formed and how they
change through social interaction. This allowed us to better
contextualize the verbal data.

However, our findings may have been biased by problems
recalling experiences in the distant past. Our participants also
represent a convenience sample, as participants were recruited
from the University Hospital in Dresden, Germany. In addition,
our cohort may have been affected by selection bias due to the
financial compensation of €50. Moreover, investigated
relationships between sociodemographic characteristics like
age, gender, education, and income levels as possible influencing
factors may only be considered of limited significance due to
the small sample size. Furthermore, our recruitment of only
relatively tech-savvy patients who used a smartphone or tablet

daily to increase FG efficiency may have introduced selection
bias, potentially resulting in higher technology acceptance
scores. Besides, our results may have been influenced by
volunteer bias. In addition, our results may have been influenced
by social desirability, as participants may have feared being
judged by other FG members if they provided truthful answers.
Finally, qualitative research findings are not designed to be
generalizable. However, an exploratory study design enables
patient participation, as emphasized in the GDNG [1], and
allows for a deeper and more comprehensive understanding of
patients’ perspectives, as well as facilitating the development
of hypotheses to inform future research and practice.

Implications for Future Research and Practice
Further validation of the findings of our exploratory qualitative
study on data sharing can be achieved through future research
with a representative sample. This research could also reveal
possible correlations with education, income, or place of
residence, which have already been identified at the international
level [9]. Future qualitative and quantitative research comparing
the attitudes of patients with somatic and mental health diseases,
as well as healthy individuals, could deepen our understanding
of their unique needs and concerns. Investigating the attitudes
of individuals with poor mental health could also be beneficial,
despite the potential challenges of recruitment.

Social influence of family members and especially health care
professionals had a much greater impact on patients with mental
health diseases and for those with a lower socioeconomic status.
Therefore, the latter should be involved in future research and,
after the aforementioned training measures, be empowered in
their role as multipliers to inform patients about the potential
benefits and risks of sharing health data. Research should also
assess the effectiveness of involving family members, peers,
and health care professionals in decision-making processes.
This research can refine governance frameworks and improve
patient-centered approaches to health data sharing. It can also
lead to powerful medical artificial intelligence systems, such
as clinical decision support systems, that are trained on
higher-quality and more representative data.

The issue of data protection was more important for patients
with mental health diseases. Both they and the female
participants expressed greater fears of discrimination and
stigmatization. To reduce the identified knowledge deficits,
which have even become apparent among tech-savvy patients,
it is crucial to implement broad education and public relations
initiatives that provide easy-to-understand information about
the very high data protection standards and the procedure for
storing and transferring health data. In addition, there needs to
be greater awareness of the different levels of consent options,
such as only allowing certain physicians to access individuals’
electronic health data.

Conclusions
The use of health data for PU and SU is a valuable capability
of a modern health care system and the society it serves.
Therefore, patients’ and health care professionals’ perspectives
must be considered when designing the regulatory framework.
This study provides insights into the different perspectives and
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preferences of patients with somatic and mental health diseases
regarding data sharing. In particular, those with mental health
diseases viewed their health data as highly sensitive due to
previous experiences and fears of discrimination and
stigmatization. Therefore, tailored consent management and
involving patients in health data sharing were highly preferred.
Participatory approaches involving family members, peers, and
health care professionals can also help to reduce fears and
increase acceptance. Health care professionals play an important
role, as they can ensure transparency through targeted

educational work and actively sensitize patients to the principles
of data sharing, which can be supportive, even if commercial
interests are involved. The knowledge deficits identified in this
study, which also existed among tech-savvy patients, indicate
that broad and easily understandable awareness-raising and
public relations initiatives are needed. They can help inform
the population comprehensively about the very high data
protection standards, the procedure for storing and transferring
health data, and the personalized consent options.

Acknowledgments
We would like to thank Ivonne Panchyrz (Dr Phil) from the Center for Evidence-Based Healthcare at the University of Technology
in Dresden for moderating the 2 focus groups and for providing conceptual ideas. We would also like to thank all the recruiting
physicians at Dresden University Hospital, Susanne Abraham (Dr Med) and her team, Tjalf Ziemssen (Prof Dr Med), and Peter
Schwarz (Prof Dr Med). Our very special thanks go to all the patients who took part in the focus groups, whose reports and
opinions created an open atmosphere for discussion and made it possible for us to generate these results.

The authors confirm that no generative artificial intelligence tools or other forms of artificial intelligence were used for text
generation, editing, or analysis in the preparation of this manuscript. All content was created independently by the authors.

Funding
Open Access funding was enabled and organized by Project DEAL. The authors would like to thank the German Federal Ministry
of Education and Research for funding the PATH (Personal Mastery of Health and Wellness Data; grant number 16KISA100K)
project and making this qualitative study possible.

Authors' Contributions
SF, CL, FGV, and MS were responsible for the study design. SF developed the discussion guide and conducted the pilot testing.
SF formed the initial category system and conducted the coding of the material together with CL. MS was involved in the consensus
process of finalizing the category system and critically checked the codings. SF drafted the manuscript with the support of CL,
FGV, and MS. JS substantially revised the content of the manuscript before finalization with regard to the presentation,
interpretation, and implications of the results and approved it for submission. All authors critically revised the manuscript for
important intellectual content and approved the final version of the manuscript. MS obtained funding for the project.

Conflicts of Interest
SF, CL, FGV, and MS declare that they have no known competing financial interests or personal relationships that could have
appeared to influence the work reported in this study. Unrelated to this study, JS reports institutional grants for investigator-initiated
research from the German Federal Joint Committee (G-BA), the Federal Ministry of Health (BMG), the Federal Ministry of
Education and Research (BMFTR), the Federal State of Saxony, Novartis, Sanofi, ALK, and Pfizer. He also participated in
advisory board meetings as a paid consultant for Sanofi, Lilly, and ALK.

Multimedia Appendix 1
COREQ checklist.
[DOC File , 62 KB-Multimedia Appendix 1]

Multimedia Appendix 2
Guiding questions and topics for both focus groups.
[DOCX File , 23 KB-Multimedia Appendix 2]

Multimedia Appendix 3
Codebook with definitions, respective anchor examples and number / context of statements used for qualitative coding and analysis
in MAXQDA.
[DOCX File , 39 KB-Multimedia Appendix 3]

J Med Internet Res 2026 | vol. 28 | e79990 | p. 18https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app1.doc&filename=769f0151fd300771aa214f13c72e62dd.doc
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app1.doc&filename=769f0151fd300771aa214f13c72e62dd.doc
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app2.docx&filename=333cf083efe9d33411db6cea285e0ef7.docx
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app2.docx&filename=333cf083efe9d33411db6cea285e0ef7.docx
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app3.docx&filename=7eeb2c55db248a17662f011559817545.docx
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app3.docx&filename=7eeb2c55db248a17662f011559817545.docx
http://www.w3.org/Style/XSL
http://www.renderx.com/


Multimedia Appendix 4
Participant characteristics on sociodemographic characteristics.
[DOCX File , 16 KB-Multimedia Appendix 4]

Multimedia Appendix 5
Participant characteristics on technology commitment scores.
[DOCX File , 13 KB-Multimedia Appendix 5]

References

1. Gesetz zur verbesserten Nutzung von Gesundheitsdaten (Gesundheitsdatennutzungsgesetz, GDNG). Bundesgesetzblatt.
2024. URL: https://www.recht.bund.de/bgbl/1/2024/102/VO.html [accessed 2025-06-19]

2. Gesetz zur Beschleunigung der Digitalisierung des Gesundheitswesens (Digital-Gesetz, DigiG). Bundesgesetzblatt. 2024.
URL: https://www.recht.bund.de/bgbl/1/2024/101/VO.html [accessed 2025-06-19]

3. Archer N, Fevrier-Thomas U, Lokker C, McKibbon KA, Straus SE. Personal health records: A scoping review. J Am Med
Inform Assoc. 2011;18(4):515-522. [FREE Full text] [doi: 10.1136/amiajnl-2011-000105] [Medline: 21672914]

4. Chen D. Open data: Implications on privacy in healthcare research. Blockchain Healthc Today. 2020;3:e144. [FREE Full
text] [doi: 10.30953/bhty.v3.144] [Medline: 36777059]

5. Colwill M, Poullis A. Using national census data to facilitate healthcare research. World J Methodol. 2023;13(5):414-418.
[FREE Full text] [doi: 10.5662/wjm.v13.i5.414] [Medline: 38229939]

6. Hauswaldt J, Kempter V, Himmel W, Hummers E. Hindernisse bei der sekundäranalyse von routinedaten aus der
primärversorgung. Gesundheitswesen. 2018;80(11):987-993. [doi: 10.1055/a-0668-5817]

7. Kim TK, Choi M. Older adults' willingness to share their personal and health information when adopting healthcare
technology and services. Int J Med Inform. 2019;126:86-94. [doi: 10.1016/j.ijmedinf.2019.03.010] [Medline: 31029268]

8. European Parliament and Council. Directive 2011/24/EU of the European parliament and of the council of 9 march 2011
on the application of patients' rights in cross-border healthcare. Off J Eur Union. 2011;L88:45-65. [FREE Full text] [doi:
10.3233/ppl-2011-0333]

9. Fesl S, Lang C, Schmitt J, Brückner S, Gilbert S, Deckert S, et al. Factors influencing patients' willingness to share their
digital health data for primary and secondary use: A theory- and evidence-based overview of reviews. Digit Health.
2025;11:20552076251340254. [FREE Full text] [doi: 10.1177/20552076251340254] [Medline: 40599675]

10. European Parliament and Council. Regulation (EU) 2025/327 of the European parliament and of the council of 11 february
2025 on the European health data space. Off J Eur Union. 2025;L61:1-95. [FREE Full text] [doi:
10.5771/9783748968955-481]

11. Cuggia M, Combes S. The French health data hub and the German medical informatics initiatives: Two national projects
to promote data sharing in healthcare. Yearb Med Inform. 2019;28(1):195-202. [FREE Full text] [doi:
10.1055/s-0039-1677917] [Medline: 31419832]

12. Semler SC, Wissing F, Heyder R. German medical informatics initiative. Methods Inf Med. 2018;57(S 01):e50-e56. [FREE
Full text] [doi: 10.3414/ME18-03-0003] [Medline: 30016818]

13. Das FDZ Gesundheit (Health Data Lab). Bundesinstitut für Arzneimittel und Medizinprodukte (BfArM). 2025. URL: https:/
/www.forschungsdatenzentrum-gesundheit.de/das-fdz [accessed 2025-06-19]

14. Biasiotto R, Viberg Johansson J, Alemu MB, Romano V, Bentzen HB, Kaye J, et al. Public preferences for digital health
data sharing: Discrete choice experiment study in 12 European Countries. J Med Internet Res. 2023;25:e47066. [FREE
Full text] [doi: 10.2196/47066] [Medline: 37995125]

15. Panteli D, Röttger J, Nimptsch U, Busse R. Internationale Datengrundlagen für die Versorgungsforschung ? In: Impulse
für Deutschland. Berlin. Universitätsverlag der TU Berlin; 2021.

16. Vlahou A, Hallinan D, Apweiler R, Argiles A, Beige J, Benigni A, et al. Data sharing under the general data protection
regulation. Hypertension. 2021;77(4):1029-1035. [doi: 10.1161/hypertensionaha.120.16340]

17. Moser K, Massag J, Frese T, Mikolajczyk R, Christoph J, Pushpa J, et al. German primary care data collection projects: A
scoping review. BMJ Open. 2024;14(2):e074566. [FREE Full text] [doi: 10.1136/bmjopen-2023-074566] [Medline:
38382948]

18. Baines R, Stevens S, Austin D, Anil K, Bradwell H, Cooper L, et al. Patient and public willingness to share personal health
data for third-party or secondary uses: Systematic review. J Med Internet Res. 2024;26:e50421. [FREE Full text] [doi:
10.2196/50421] [Medline: 38441944]

19. Cascini F, Pantovic A, Al-Ajlouni YA, Puleo V, De Maio L, Ricciardi W. Health data sharing attitudes towards primary
and secondary use of data: A systematic review. EClinicalMedicine. 2024;71:102551. [FREE Full text] [doi:
10.1016/j.eclinm.2024.102551] [Medline: 38533128]

20. Aitken M, de St Jorre J, Pagliari C, Jepson R, Cunningham-Burley S. Public responses to the sharing and linkage of health
data for research purposes: A systematic review and thematic synthesis of qualitative studies. BMC Med Ethics.
2016;17(1):73. [FREE Full text] [doi: 10.1186/s12910-016-0153-x] [Medline: 27832780]

J Med Internet Res 2026 | vol. 28 | e79990 | p. 19https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app4.docx&filename=8a49be6735aeb13913605784cd3cc91e.docx
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app4.docx&filename=8a49be6735aeb13913605784cd3cc91e.docx
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app5.docx&filename=ea1e0074e26b9d2b007998fdd1f28997.docx
https://jmir.org/api/download?alt_name=jmir_v28i1e79990_app5.docx&filename=ea1e0074e26b9d2b007998fdd1f28997.docx
https://www.recht.bund.de/bgbl/1/2024/102/VO.html
https://www.recht.bund.de/bgbl/1/2024/101/VO.html
https://europepmc.org/abstract/MED/21672914
http://dx.doi.org/10.1136/amiajnl-2011-000105
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21672914&dopt=Abstract
https://europepmc.org/abstract/MED/36777059
https://europepmc.org/abstract/MED/36777059
http://dx.doi.org/10.30953/bhty.v3.144
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=36777059&dopt=Abstract
https://www.wjgnet.com/2222-0682/full/v13/i5/414.htm
http://dx.doi.org/10.5662/wjm.v13.i5.414
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38229939&dopt=Abstract
http://dx.doi.org/10.1055/a-0668-5817
http://dx.doi.org/10.1016/j.ijmedinf.2019.03.010
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31029268&dopt=Abstract
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX:32011L0024
http://dx.doi.org/10.3233/ppl-2011-0333
https://journals.sagepub.com/doi/10.1177/20552076251340254?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/20552076251340254
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=40599675&dopt=Abstract
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX:32025R0327
http://dx.doi.org/10.5771/9783748968955-481
http://www.thieme-connect.com/DOI/DOI?10.1055/s-0039-1677917
http://dx.doi.org/10.1055/s-0039-1677917
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31419832&dopt=Abstract
http://www.thieme-connect.com/DOI/DOI?10.3414/ME18-03-0003
http://www.thieme-connect.com/DOI/DOI?10.3414/ME18-03-0003
http://dx.doi.org/10.3414/ME18-03-0003
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30016818&dopt=Abstract
https://www.forschungsdatenzentrum-gesundheit.de/das-fdz
https://www.forschungsdatenzentrum-gesundheit.de/das-fdz
https://www.jmir.org/2023//e47066/
https://www.jmir.org/2023//e47066/
http://dx.doi.org/10.2196/47066
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37995125&dopt=Abstract
http://dx.doi.org/10.1161/hypertensionaha.120.16340
https://bmjopen.bmj.com/lookup/pmidlookup?view=long&pmid=38382948
http://dx.doi.org/10.1136/bmjopen-2023-074566
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38382948&dopt=Abstract
https://www.jmir.org/2024//e50421/
http://dx.doi.org/10.2196/50421
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38441944&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/S2589-5370(24)00130-5
http://dx.doi.org/10.1016/j.eclinm.2024.102551
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38533128&dopt=Abstract
https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-016-0153-x
http://dx.doi.org/10.1186/s12910-016-0153-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27832780&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/


21. Howe N, Giles E, Newbury-Birch D, McColl E. Systematic review of participants' attitudes towards data sharing: A thematic
synthesis. J Health Serv Res Policy. 2018;23(2):123-133. [doi: 10.1177/1355819617751555] [Medline: 29653503]

22. Bernaerdt J, Moerenhout T, Devisch I. Vulnerable patients' attitudes towards sharing medical data and granular control in
patient portal systems: An interview study. J Eval Clin Pract. 2021;27(2):429-437. [doi: 10.1111/jep.13465] [Medline:
32886953]

23. Grando A, Ivanova J, Hiestand M, Soni H, Murcko A, Saks M, et al. Mental health professional perspectives on health data
sharing: Mixed methods study. Health Informatics J. 2020;26(3):2067-2082. [FREE Full text] [doi:
10.1177/1460458219893848] [Medline: 31928295]

24. Ivanova J, Grando A, Murcko A, Saks M, Whitfield MJ, Dye C, et al. Mental health professionals' perceptions on patients
control of data sharing. Health Informatics J. 2020;26(3):2011-2029. [FREE Full text] [doi: 10.1177/1460458219893845]
[Medline: 31912744]

25. Mozersky J, Parsons M, Walsh H, Baldwin K, McIntosh T, DuBois JM. Research participant views regarding qualitative
data sharing. Ethics Hum Res. 2020;42(2):13-27. [FREE Full text] [doi: 10.1002/eahr.500044] [Medline: 32233117]

26. Satinsky EN, Driessens C, Crepaz-Keay D, Kousoulis A. Mental health service users' perceptions of data sharing and data
protection: A qualitative report. J Innov Health Inform. 2018;25(4):239-242. [FREE Full text] [doi: 10.14236/jhi.v25i4.1033]
[Medline: 30672404]

27. Soni H, Grando A, Aliste M, Murcko A, Todd M, Mukundan M, et al. Perceptions and preferences about granular data
sharing and privacy of behavioral health patients. Stud Health Technol Inform. 2019;264:1361-1365. [doi:
10.3233/SHTI190449] [Medline: 31438148]

28. Watson E, Fletcher-Watson S, Kirkham EJ. Views on sharing mental health data for research purposes: Qualitative analysis
of interviews with people with mental illness. BMC Med Ethics. 2023;24(1):99. [FREE Full text] [doi:
10.1186/s12910-023-00961-6] [Medline: 37964278]

29. Matthews EB, Savoy M, Paranjape A, Washington D, Hackney T, Galis D, et al. Acceptability of health information
exchange and patient portal use in depression care among underrepresented patients. J Gen Intern Med.
2022;37(15):3947-3955. [FREE Full text] [doi: 10.1007/s11606-022-07427-2] [Medline: 35132548]

30. Schuller J, Cavenaile J, Briganti G. Somatic management of psychiatric patients in the emergency department. Psychiatr
Danub. 2023;35(Suppl 2):341-346. [FREE Full text] [Medline: 37800253]

31. Honey A, Hancock N, Glover H, Scanlan JN, Cao Y, Povolny A, et al. Collection and sharing of health information in
mental health and related systems in Australia: Perspectives of people who access mental health services. BMC Psychiatry.
2024;24(1):932. [FREE Full text] [doi: 10.1186/s12888-024-06347-1] [Medline: 39695423]

32. Pogany L, Lazary J. Health control beliefs and attitude toward treatment in psychiatric and non-psychiatric clinical samples.
Front Psychiatry. 2021;12:537309. [FREE Full text] [doi: 10.3389/fpsyt.2021.537309] [Medline: 34025463]

33. Henkenjohann R. Role of individual motivations and privacy concerns in the adoption of german electronic patient record
apps-a mixed-methods study. Int J Environ Res Public Health. 2021;18(18):9553. [FREE Full text] [doi:
10.3390/ijerph18189553] [Medline: 34574475]

34. Voigt TH, Holtz V, Niemiec E, Howard HC, Middleton A, Prainsack B. Willingness to donate genomic and other medical
data: Results from Germany. Eur J Hum Genet. 2020;28(8):1000-1009. [FREE Full text] [doi: 10.1038/s41431-020-0611-2]
[Medline: 32238912]

35. Dotter C, Haug S, Schnell R, Raptis G, Weber K. Sharing health data for research purposes: Results of a population survey
in Germany. BMC Health Serv Res. 2025;25(1):699. [FREE Full text] [doi: 10.1186/s12913-025-12706-9] [Medline:
40369578]

36. Stewart D, Shamdasani P, Rook D. Focus Groups. Thousand Oaks, CA. SAGE Publications, Ltd; 2007.
37. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): A 32-item checklist for

interviews and focus groups. Int J Qual Health Care. 2007;19(6):349-357. [doi: 10.1093/intqhc/mzm042] [Medline:
17872937]

38. Lenzner T, Neuert C, Otto W. Kognitives Pretesting. In: GESIS Survey Guidelines. Mannheim. GESIS - Leibniz-Institut
für Sozialwissenschaften; 2015.

39. Neyer FJ, Felber J, Gebhardt C. Kurzskala Technikbereitschaft (TB, technology commitment). In: Zusammenstellung
sozialwissenschaftlicher Items und Skalen (ZIS). Mannheim. GESIS - Leibniz-Institut für Sozialwissenschaften; 2016.

40. Dresing T, Pehl T. Transkription. In: Mey G, Mruck K, editors. Handbuch qualitative Forschung in der Psychologie.
Wiesbaden. VS Verlag für Sozialwissenschaften; 2010:723-733.

41. Kuckartz U, Rädiker S. Qualitative Content Analysis: Methods, Practice and Software. London. SAGE; 2023.
42. Mayring P. Qualitative content analysis. Forum Qual Soc Res. 2019;20(3):16. [doi: 10.17169/fqs-20.3.3343]
43. Smoła P, Młoźniak I, Wojcieszko M, Zwierczyk U, Kobryn M, Rzepecka E, et al. The perception of facilitators and barriers

to the use of e-health solutions in Poland: A qualitative study. BMC Med Inform Decis Mak. 2024;24(1):381. [FREE Full
text] [doi: 10.1186/s12911-024-02791-x] [Medline: 39695644]

44. Spencer K, Sanders C, Whitley EA, Lund D, Kaye J, Dixon WG. Patient perspectives on sharing anonymized personal
health data using a digital system for dynamic consent and research feedback: A qualitative study. J Med Internet Res.
2016;18(4):e66. [FREE Full text] [doi: 10.2196/jmir.5011] [Medline: 27083521]

J Med Internet Res 2026 | vol. 28 | e79990 | p. 20https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

http://dx.doi.org/10.1177/1355819617751555
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29653503&dopt=Abstract
http://dx.doi.org/10.1111/jep.13465
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32886953&dopt=Abstract
https://journals.sagepub.com/doi/10.1177/1460458219893848?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/1460458219893848
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31928295&dopt=Abstract
https://journals.sagepub.com/doi/10.1177/1460458219893845?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/1460458219893845
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31912744&dopt=Abstract
https://europepmc.org/abstract/MED/32233117
http://dx.doi.org/10.1002/eahr.500044
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32233117&dopt=Abstract
https://informatics.bmj.com/lookup/pmidlookup?view=long&pmid=30672404
http://dx.doi.org/10.14236/jhi.v25i4.1033
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30672404&dopt=Abstract
http://dx.doi.org/10.3233/SHTI190449
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31438148&dopt=Abstract
https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-023-00961-6
http://dx.doi.org/10.1186/s12910-023-00961-6
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37964278&dopt=Abstract
https://europepmc.org/abstract/MED/35132548
http://dx.doi.org/10.1007/s11606-022-07427-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35132548&dopt=Abstract
http://www.psychiatria-danubina.com/UserDocsImages/pdf/dnb_vol35_noSuppl 2/dnb_vol35_noSuppl 2_341.pdf
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37800253&dopt=Abstract
https://bmcpsychiatry.biomedcentral.com/articles/10.1186/s12888-024-06347-1
http://dx.doi.org/10.1186/s12888-024-06347-1
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=39695423&dopt=Abstract
https://europepmc.org/abstract/MED/34025463
http://dx.doi.org/10.3389/fpsyt.2021.537309
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34025463&dopt=Abstract
https://www.mdpi.com/resolver?pii=ijerph18189553
http://dx.doi.org/10.3390/ijerph18189553
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34574475&dopt=Abstract
https://europepmc.org/abstract/MED/32238912
http://dx.doi.org/10.1038/s41431-020-0611-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32238912&dopt=Abstract
https://bmchealthservres.biomedcentral.com/articles/10.1186/s12913-025-12706-9
http://dx.doi.org/10.1186/s12913-025-12706-9
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=40369578&dopt=Abstract
http://dx.doi.org/10.1093/intqhc/mzm042
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17872937&dopt=Abstract
http://dx.doi.org/10.17169/fqs-20.3.3343
https://bmcmedinformdecismak.biomedcentral.com/articles/10.1186/s12911-024-02791-x
https://bmcmedinformdecismak.biomedcentral.com/articles/10.1186/s12911-024-02791-x
http://dx.doi.org/10.1186/s12911-024-02791-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=39695644&dopt=Abstract
https://www.jmir.org/2016/4/e66/
http://dx.doi.org/10.2196/jmir.5011
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27083521&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/


45. Kühnel E, Wilke F. Health data sharing in Germany: Individual preconditions, trust and motives. Front Public Health.
2025;13:1538106. [FREE Full text] [doi: 10.3389/fpubh.2025.1538106] [Medline: 39975784]

46. Varhol RJ, Man Ying Lee C, Hindmarsh S, Boyd JH, Robinson S, Randall S. Consumer attitudes, barriers and facilitators
to sharing clinical data for research purposes: Results from a focus group synthesis. Heliyon. 2024;10(14):e34431. [FREE
Full text] [doi: 10.1016/j.heliyon.2024.e34431] [Medline: 39816330]

47. Kariotis TC, Prictor M, Chang S, Gray K. Impact of electronic health records on information practices in mental health
contexts: Scoping review. J Med Internet Res. 2022;24(5):e30405. [FREE Full text] [doi: 10.2196/30405] [Medline:
35507393]

48. Jezrawi R, Balakumar S, Masud R, Gabizon I, Bhagirath V, Varughese J, et al. Patient and physician perspectives on the
use and outcome measures of mHealth apps: Exploratory survey and focus group study. Digit Health.
2022;8:20552076221102773. [FREE Full text] [doi: 10.1177/20552076221102773] [Medline: 35646382]

49. Blease C, Kharko A, Hägglund M, O'Neill S, Wachenheim D, Salmi L, et al. The benefits and harms of open notes in mental
health: A Delphi survey of international experts. PLoS One. 2021;16(10):e0258056. [FREE Full text] [doi:
10.1371/journal.pone.0258056] [Medline: 34644320]

50. Medford-Davis LN, Chang L, Rhodes KV. Health information exchange: What do patients want? Health Informatics J.
2017;23(4):268-278. [FREE Full text] [doi: 10.1177/1460458216647190] [Medline: 27245671]

51. Bach RL, Silber H, Gerdon F, Keusch F, Schonlau M, Schröder J. To share or not to share – understanding individuals’
willingness to share biomarkers, sensor data, and medical records. Information, Communication & Society.
2024;28(10):1799-1817. [doi: 10.1080/1369118x.2024.2351439]

52. Adanijo A, McWilliams C, Wykes T, Jilka S. Investigating mental health service user opinions on clinical data sharing:
Qualitative focus group study. JMIR Ment Health. 2021;8(9):e30596. [FREE Full text] [doi: 10.2196/30596] [Medline:
34477558]

53. Jones LA, Nelder JR, Fryer JM, Alsop PH, Geary MR, Prince M, et al. Public opinion on sharing data from health services
for clinical and research purposes without explicit consent: An anonymous online survey in the UK. BMJ Open.
2022;12(4):e057579. [FREE Full text] [doi: 10.1136/bmjopen-2021-057579] [Medline: 35477868]

54. Lounsbury O, Roberts L, Goodman JR, Batey P, Naar L, Flott KM, et al. Opening a "Can of Worms" to explore the public's
hopes and fears about health care data sharing: Qualitative study. J Med Internet Res. 2021;23(2):e22744. [FREE Full text]
[doi: 10.2196/22744] [Medline: 33616532]

55. Moon LA. Factors influencing health data sharing preferences of consumers: A critical review. Health Policy and Technology.
2017;6(2):169-187. [doi: 10.1016/j.hlpt.2017.01.001]

56. Aung YYM, Wong DCS, Ting DSW. The promise of artificial intelligence: A review of the opportunities and challenges
of artificial intelligence in healthcare. Br Med Bull. 2021;139(1):4-15. [doi: 10.1093/bmb/ldab016] [Medline: 34405854]

57. Richter G, Trigui N, Caliebe A, Krawczak M. Attitude towards consent-free research use of personal medical data in the
general German population. Heliyon. 2024;10(6):e27933. [FREE Full text] [doi: 10.1016/j.heliyon.2024.e27933] [Medline:
38509969]

58. Flaherty SJ, Duggan C, O'Connor L, Foley B, Flynn R. What influences a person's willingness to share health information
for both direct care and uses beyond direct care? Findings from a focus group study in Ireland. HRB Open Res. 2022;5:36.
[FREE Full text] [doi: 10.12688/hrbopenres.13548.2] [Medline: 36072819]

59. Wilke F. The impact of trust and the role of the opt-out mechanism in willingness to share health data via electronic health
records in Germany: telephone survey study. JMIR Hum Factors. 2025;12:e65718. [FREE Full text] [doi: 10.2196/65718]
[Medline: 40233172]

60. European Parliament and Council. Regulation (EU) 2025/327 on the European health data space. Off J Eur Union.
2025;L61:1-95. [FREE Full text]

61. Saelaert M, Mathieu L, Van Hoof W, Devleesschauwer B. Expanding citizen engagement in the secondary use of health
data: An opportunity for national health data access bodies to realise the intentions of the European health data space. Arch
Public Health. 2023;81(1):168. [FREE Full text] [doi: 10.1186/s13690-023-01182-4] [Medline: 37700330]

62. EHDS - be prepared for public consultations in TEHDAS2: Draft specification on the implementation of secure processing
environments, online workshop series. TMF - Technologie- und Methodenplattform für die vernetzte medizinische Forschung
e.V. 2025. URL: https://www.tmf-ev.de/sites/default/files/2025-09/EHDS_PublicConsultationWorkshops_Semler_
Lehva%CC%88slaiho_7.4_0.pdf [accessed 2025-10-01]

63. Perspektiven auf das Opt-out im Europäischen Gesundheitsdatenraum. TMF-Technologie- und Methodenplattform für die
vernetzte medizinische Forschung e.V. 2025. URL: https://www.tmf-ev.de/news/perspektiven-auf-das-opt-out-im-europa
eischen-gesundheitsdatenraum [accessed 2025-12-07]

64. Wetzels M, Broers E, Peters P, Feijs L, Widdershoven J, Habibovic M. Patient perspectives on health data privacy and
management: "Where Is My Data and Whose Is It?". Int J Telemed Appl. 2018;2018:3838747. [FREE Full text] [doi:
10.1155/2018/3838747] [Medline: 30631347]

65. Vernetzen. Forschen. Heilen. Medizininformatik-Initiative. 2025. URL: https://www.vernetzen-forschen-heilen.de/ [accessed
2025-06-19]

J Med Internet Res 2026 | vol. 28 | e79990 | p. 21https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

https://doi.org/10.3389/fpubh.2025.1538106
http://dx.doi.org/10.3389/fpubh.2025.1538106
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=39975784&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/S2405-8440(24)10462-8
https://linkinghub.elsevier.com/retrieve/pii/S2405-8440(24)10462-8
http://dx.doi.org/10.1016/j.heliyon.2024.e34431
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=39816330&dopt=Abstract
https://www.jmir.org/2022/5/e30405/
http://dx.doi.org/10.2196/30405
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35507393&dopt=Abstract
https://journals.sagepub.com/doi/10.1177/20552076221102773?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/20552076221102773
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35646382&dopt=Abstract
https://dx.plos.org/10.1371/journal.pone.0258056
http://dx.doi.org/10.1371/journal.pone.0258056
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34644320&dopt=Abstract
https://journals.sagepub.com/doi/10.1177/1460458216647190?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/1460458216647190
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27245671&dopt=Abstract
http://dx.doi.org/10.1080/1369118x.2024.2351439
https://mental.jmir.org/2021/9/e30596/
http://dx.doi.org/10.2196/30596
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34477558&dopt=Abstract
https://bmjopen.bmj.com/lookup/pmidlookup?view=long&pmid=35477868
http://dx.doi.org/10.1136/bmjopen-2021-057579
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35477868&dopt=Abstract
https://www.jmir.org/2021/2/e22744/
http://dx.doi.org/10.2196/22744
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33616532&dopt=Abstract
http://dx.doi.org/10.1016/j.hlpt.2017.01.001
http://dx.doi.org/10.1093/bmb/ldab016
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34405854&dopt=Abstract
https://linkinghub.elsevier.com/retrieve/pii/S2405-8440(24)03964-1
http://dx.doi.org/10.1016/j.heliyon.2024.e27933
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38509969&dopt=Abstract
https://europepmc.org/abstract/MED/36072819
http://dx.doi.org/10.12688/hrbopenres.13548.2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=36072819&dopt=Abstract
https://humanfactors.jmir.org/2025//e65718/
http://dx.doi.org/10.2196/65718
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=40233172&dopt=Abstract
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX:32025R0327
https://archpublichealth.biomedcentral.com/articles/10.1186/s13690-023-01182-4
http://dx.doi.org/10.1186/s13690-023-01182-4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=37700330&dopt=Abstract
https://www.tmf-ev.de/sites/default/files/2025-09/EHDS_PublicConsultationWorkshops_Semler_Lehva%CC%88slaiho_7.4_0.pdf
https://www.tmf-ev.de/sites/default/files/2025-09/EHDS_PublicConsultationWorkshops_Semler_Lehva%CC%88slaiho_7.4_0.pdf
https://www.tmf-ev.de/news/perspektiven-auf-das-opt-out-im-europaeischen-gesundheitsdatenraum
https://www.tmf-ev.de/news/perspektiven-auf-das-opt-out-im-europaeischen-gesundheitsdatenraum
https://europepmc.org/abstract/MED/30631347
http://dx.doi.org/10.1155/2018/3838747
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30631347&dopt=Abstract
https://www.vernetzen-forschen-heilen.de/
http://www.w3.org/Style/XSL
http://www.renderx.com/


66. ONE MII: Journal der Medizininformatik-Initiative, Daten nutzen. Medizininformatik-Initiative. 2025. URL: https://www.
medizininformatik-initiative.de/sites/default/files/2025-04/01-120_N8%20ONEMII_FINAL_LOW.pdf [accessed 2025-06-19]

67. Lauterbach startet bundesweite Infokampagne zur "ePA für alle". Bundesministerium für Gesundheit. 2024. URL: https:/
/www.bundesgesundheitsministerium.de/presse/pressemitteilungen/infokampagne-epa-fuer-alle-startet.html [accessed
2025-06-19]

68. L-INA learning interoperability. Gematik. 2025. URL: https://l-ina.gematik.de/ [accessed 2025-06-19]
69. ePA für alle - News & Aktuelles. Gematik. 2025. URL: https://www.gematik.de/epafueralle/news [accessed 2025-06-19]
70. ePA für alle - ePA infopaket. Gematik. 2025. URL: https://www.gematik.de/anwendungen/epa-fuer-alle/download-infopaket

[accessed 2025-06-19]
71. Leigh S, Baines R, Stevens S, Garba-Sani Z, Austin D, Chatterjee A. Walk a mile in my shoes: Perspectives towards sharing

of health and experience data among individuals living with sickle cell disorder. Mhealth. 2024;10:4. [FREE Full text] [doi:
10.21037/mhealth-23-18] [Medline: 38323148]

72. Cumyn A, Barton A, Dault R, Safa N, Cloutier AM, Ethier JF. Meta-consent for the secondary use of health data within a
learning health system: A qualitative study of the public's perspective. BMC Med Ethics. 2021;22(1):81. [FREE Full text]
[doi: 10.1186/s12910-021-00647-x] [Medline: 34187453]

73. Juga J, Juntunen J, Koivumäki T. Willingness to share personal health information: impact of attitudes, trust and control.
RMJ. 2021;31(1):48-59. [doi: 10.1108/rmj-02-2020-0005]

74. Holm S, Kristiansen TB, Ploug T. Control, trust and the sharing of health information: The limits of trust. J Med Ethics.
2020;47(12):e35. [doi: 10.1136/medethics-2019-105887] [Medline: 32843438]

75. Abdelhamid M, Gaia J, Sanders GL. Putting the focus back on the patient: How privacy concerns affect personal health
information sharing intentions. J Med Internet Res. 2017;19(9):e169. [FREE Full text] [doi: 10.2196/jmir.6877] [Medline:
28903895]

76. Graber MA, Bergus G, Dawson JD, Wood GB, Levy BT, Levin I. Effect of a patient's psychiatric history on physicians'
estimation of probability of disease. J Gen Intern Med. 2000;15(3):204-206. [FREE Full text] [doi:
10.1046/j.1525-1497.2000.04399.x] [Medline: 10718903]

77. Hallyburton A. Diagnostic overshadowing: An evolutionary concept analysis on the misattribution of physical symptoms
to pre-existing psychological illnesses. Int J Ment Health Nurs. 2022;31(6):1360-1372. [FREE Full text] [doi:
10.1111/inm.13034] [Medline: 35718951]

78. Nash M, D'Astoli P, Molloy R. Preventing diagnostic overshadowing to improve the physical health of people with severe
mental illness. Ment Health Pract. 2024;27(5):e1707. [doi: 10.7748/mhp.2024.e1707]

79. Papadopoulos K, Ammenwerth E, Lame G, Stahl N, Struckmann V, von Wyl V, et al. Understanding public trust in national
electronic health record systems: A multi-national qualitative research study. Digit Health. 2025;11:20552076251333576.
[FREE Full text] [doi: 10.1177/20552076251333576] [Medline: 40190337]

80. Elektronische Patientenakte, Informationsmaterial nach § 343 Abs. 1a SGB V. DAK-Gesundheit. URL: https://caas.
content.dak.de/caas/v1/media/70788/data/eb14c25f626454a5d6d73a9fe6729df4/d972-0025-info-broschuere-epa-0624-digital.
pdf [accessed 2025-06-19]

81. Thom J, Jonas B, Reitzle L, Mauz E, Hölling H, Schulz M. Trends in the diagnostic prevalence of mental disorders,
2012-2022—using nationwide outpatient claims data for mental health surveillance. Dtsch Arztebl Int. 2024;121(11):355-362.
[FREE Full text] [doi: 10.3238/arztebl.m2024.0052] [Medline: 38686592]

Abbreviations
EHDS: European Health Data Space
EU-GDPR: EU General Data Protection Regulation
FG: focus group
GDNG: Gesundheitsdatennutzungsgsetz
PATH: Personal Mastery of Health and Wellness Data
PU: primary use
SU: secondary use

J Med Internet Res 2026 | vol. 28 | e79990 | p. 22https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

https://www.medizininformatik-initiative.de/sites/default/files/2025-04/01-120_N8%20ONEMII_FINAL_LOW.pdf
https://www.medizininformatik-initiative.de/sites/default/files/2025-04/01-120_N8%20ONEMII_FINAL_LOW.pdf
https://www.bundesgesundheitsministerium.de/presse/pressemitteilungen/infokampagne-epa-fuer-alle-startet.html
https://www.bundesgesundheitsministerium.de/presse/pressemitteilungen/infokampagne-epa-fuer-alle-startet.html
https://l-ina.gematik.de/
https://www.gematik.de/epafueralle/news
https://www.gematik.de/anwendungen/epa-fuer-alle/download-infopaket
https://europepmc.org/abstract/MED/38323148
http://dx.doi.org/10.21037/mhealth-23-18
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38323148&dopt=Abstract
https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-021-00647-x
http://dx.doi.org/10.1186/s12910-021-00647-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34187453&dopt=Abstract
http://dx.doi.org/10.1108/rmj-02-2020-0005
http://dx.doi.org/10.1136/medethics-2019-105887
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32843438&dopt=Abstract
https://www.jmir.org/2017/9/e169/
http://dx.doi.org/10.2196/jmir.6877
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28903895&dopt=Abstract
https://europepmc.org/abstract/MED/10718903
http://dx.doi.org/10.1046/j.1525-1497.2000.04399.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10718903&dopt=Abstract
https://europepmc.org/abstract/MED/35718951
http://dx.doi.org/10.1111/inm.13034
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=35718951&dopt=Abstract
http://dx.doi.org/10.7748/mhp.2024.e1707
https://journals.sagepub.com/doi/10.1177/20552076251333576?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub  0pubmed
http://dx.doi.org/10.1177/20552076251333576
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=40190337&dopt=Abstract
https://caas.content.dak.de/caas/v1/media/70788/data/eb14c25f626454a5d6d73a9fe6729df4/d972-0025-info-broschuere-epa-0624-digital.pdf
https://caas.content.dak.de/caas/v1/media/70788/data/eb14c25f626454a5d6d73a9fe6729df4/d972-0025-info-broschuere-epa-0624-digital.pdf
https://caas.content.dak.de/caas/v1/media/70788/data/eb14c25f626454a5d6d73a9fe6729df4/d972-0025-info-broschuere-epa-0624-digital.pdf
https://doi.org/10.3238/arztebl.m2024.0052
http://dx.doi.org/10.3238/arztebl.m2024.0052
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=38686592&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/


Edited by A Stone; submitted 02.Jul.2025; peer-reviewed by J Schwarz, T Petzold, M Schunk, G Richter; comments to author
07.Nov.2025; revised version received 14.Dec.2025; accepted 07.Jan.2026; published 13.Apr.2026

Please cite as:
Fesl S, Lang C, Verhees FG, Schmitt J, Scheibe M
Perspectives on Health Data Sharing Among Patients With Somatic and Mental Health Diseases: Focus Group Study
J Med Internet Res 2026;28:e79990
URL: https://www.jmir.org/2026/1/e79990
doi: 10.2196/79990
PMID:

©Sabrina Fesl, Caroline Lang, Falk Gerrik Verhees, Jochen Schmitt, Madlen Scheibe. Originally published in the Journal of
Medical Internet Research (https://www.jmir.org), 13.Apr.2026. This is an open-access article distributed under the terms of the
Creative Commons Attribution License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution,
and reproduction in any medium, provided the original work, first published in the Journal of Medical Internet Research (ISSN
1438-8871), is properly cited. The complete bibliographic information, a link to the original publication on https://www.jmir.org/,
as well as this copyright and license information must be included.

J Med Internet Res 2026 | vol. 28 | e79990 | p. 23https://www.jmir.org/2026/1/e79990
(page number not for citation purposes)

Fesl et alJOURNAL OF MEDICAL INTERNET RESEARCH

XSL•FO
RenderX

https://www.jmir.org/2026/1/e79990
http://dx.doi.org/10.2196/79990
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

