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The Digital Health Society (DHS) 
Born during the Estonian EU Presidency of the EU Council in 2017, the DHS movement aims 
to coordinate organisations across all sectors, attracting interest and support from Member 
States, Regional Governments, Healthcare Providers, SMEs/start-ups and large companies, 
Research Organisations, Citizens’ and Patients’ groups, Insurers and Mutual Funds, NGOs, 
etc. Over 200 organisations have joined the DHS movement in 2017. 
 
All the stakeholders have their own agenda and priorities but are united in a determination 
to actually talk less and do more. They share the DHS values: 

o Citizen/human-centred 
o Multi-stakeholders initiatives 
o Platform for a participative and open movement 
o Focus on actions enabling the large-scale deployment of evidence-based solutions 
o Pragmatic approach: a “coalition of the doers” (early-adopters) and then snowball 

effect to engage more stakeholders 
 
 

 
A Digital Health Society for European Citizen’s benefit 

 
 
All stakeholders willing to develop actions to foster the deployment of Digital health across 
Europe, are welcome to join the DHS movement, including: 

o Policy-makers at national, regional 
and/or local levels, with their 
administrations, agencies and 
intermediaries; 

o Health & Social Care Providers and 
professionals; 

o Companies (SMEs/start-ups, large 
industry), clusters, incubators and 
accelerators, technology or science 
parks and trade associations; 

o Research centres, universities and 
engineering/business schools 

o Payers of health & social care (public & 
private); 

o Patients, citizens, consumers and 
families groups; 

o Investors; 
o Third sector. 
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The Digital Health Society has set up in 2017, four (4) Taskforces, which have been 
designed to tackle the issues and obstacles which are preventing or slowing down 
deployments of digital health solutions at scale. The 4 domains are: 

o Convergence roadmap on Interoperability standards and Digital Telehealthcare 
protocol, led by Erik Gerritsen, Secretary General of the Ministry of Health of 
Netherlands 

o Citizen-controlled Data Governance and Data Donors, led by Angela Brand, 
Professor at the University of Maastricht 

o Legal Framework for the Free flow and the secondary use of data, led by Bleddyn 
Rees, Lawyer and digital health expert at Osbourne Clarke 

o Digital Transformation and change management in health and social care 
organisations, led by Richard Corbridge, CDIO Leeds Teaching Hospitals Trust, and 
Jane Carolan, CIO of Health Services Executive and CEO of eHealth Ireland. 

 
On January 30th 2018, around 50 active members of the 4 DHS Task Forces (TF) have joined 
a brainstorming meeting in Brussels in order to tackle the identified challenge and to define 
their 2018 action plan, aiming to impact the European Digital Health sector, to foster 
innovation, and to enable the implementation and scale-up of innovative solutions. 
 
 

Structuring the DHS movement 
After the Estonian EU Presidency, and because of the willing of the stakeholders who joined 
the DHS, 2018 will be the opportunity to consolidate and structure the movement. Ain 
Aaviksoo (Ministry of Social Affairs of Estonia) and Brian O’Connor (ECHAlliance) have 
introduced the day, providing the participants with an update on the activities since the high-
level eHealth conference in Tallinn in October 2017, which gathered more than 700 delegates. 
 
First, the Digital Health Society has been welcomed by the EU Council in its EPSCO 
Conclusions1, published in December 2017, about “Health in the Digital Society - making 
progress in data-driven innovation in the field of health” (art. 34): “The engagement and 
commitment of the stakeholders underlined by the Digital Health Society Declaration adopted 
at the high-level “Health in the Digital Society. Digital Society for Health” conference, which 
took place on 16-18 October 2017 in Tallinn, launching multi-stakeholder task forces to work 
on actions addressing the main challenges of large-scale deployment of digital innovation in 
the field of health.” 
 
Secondly, the DHS has launched discussions with the European Commission (EC), offering 
its support to the Digital Single Market strategy and the main objectives described in the Mid-
Term Review on the implementation of the Digital Single Market2 and which will be 
developed in the upcoming communication of the EC: 

• Citizen's secure access and sharing of health data across borders: a European 
Electronic Health Record and, 

• European health data infrastructure to advance research, disease prevention, and 
personalised medicine, and; 

• Accelerating deployment of new digitally-enabled care models. 
 
                                                             
1 Employment, Social Policy, Health and Consumer Affairs Council (EPSCO) conclusions on Digital health: 
http://data.consilium.europa.eu/doc/document/ST-14078-2017-INIT/en/pdf  
2 Mid-Term Review on the implementation of the Digital Single Market, A Connected Digital Single Market for All, COM(2017) 

228 final 



  

The DHS 2018 Action plan - confidential 4 January  2018 

 
The DHS has been invited to contribute to the current consultation around the upcoming EC 
communication and the next Framework Programme (FP9) 2021-2027. The DHS partners 
are invited to contribute to a collective position paper expressing the vision of the future of 
health and wellbeing sector in Europe and an outline of a FP9 Mission dedicated to Digital 
Health. Interested partners can contact the ECHAlliance in order to participate to this work. A 
draft document will be circulated in March 2018. 
 
Thirdly, the DHS movement and in particular its 
partners from EU Ministries of health have engaged a 
dialog with the eHealth Network about cooperation 
around the 3rd Joint Action to support the eHealth 
Network and the associated multi-annual work plan 
2018-2021, led by SPMS (Ministry of Health of 
Portugal).  
This collaboration seems mutually beneficial as 
some DHS partners are already involved in this work 
(and leading some tasks, as the Ministry of Social 
Affairs of Estonia – see presentation by Piret Hirv) and 
that, as showed in the diagram here below, the DHS 
activities and Task Forces could contribute to several 
challenges targeted by the eHealth network’s MWP, 
such as the citizens’ empowerment, the innovation 
around health data and cross-border exchanges, the 
continuity of care and the large-scale implementation. 
 
Fourthly, a non-profit legal entity (based in Ireland) has been created in January 2018 in 
order to support the work of the movement. Why?  

1. Make the movement accountable: a legal entity should present reports and ensure 
best practices in terms of financial, legal and operational management 

2. Clarify the governance model: a Board of Directors will be appointed. To start with, 
the 4 Task Forces leaders, ECHAlliance and the Ministry of Social Affairs of Estonia 
will be invited to join this Board. Further on, the most active DHS members will be able 
to join it also. 

3. Participate in collaborative projects and receive funding to support its actions. 
 
ECHAlliance is currently ensuring the coordination of the DHS movement (self-investment 
without funding) and has recruited new personal to support the Task Forces leaders in their 
work and accelerate the delivery of first results. 
Each partner having expressed interest in joining the Task Forces will be invited to join regular 
online or physical meetings every 6 weeks. 
A dedicated online area has been created on the Connector platform (provided and 
managed by ECHAlliance) in order to give visibility to the members of each Task Force, 
publish documents, enable chats and blogs for discussions between Task Force members 
and allow them to publish relevant articles and documents related to the TF’s topic. 
The DHS principles will describe the rights and obligations of DHS partners who will be 
asked to commit to them. They will describe the way the DHS is working around ethics, 
intellectual property, collaboration model and non-commercial approach. They will ensure the 
openness and neutrality of the DHS platform. 
 

Join the Digital Health Society movement 
www.echalliance.com/digitalhealthsociety  
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The DHS Task Forces: focus on actions and impact 
 
Task Force 1 
Convergence roadmap on interoperability standards and Digital Tele 
healthcare protocol 
Led by Erik Gerritsen, Secretary General of the Ministry of Health of Netherlands, this group 
includes National Ministries of Health and associated agencies, Regional Governments, 
Standards organisations, Industry representatives, Researchers, Patients’ groups, Health 
Professionals, CIOs/CCIOs and Health IT managers and experts.  
 
Objective: Its aim is to progress on the convergence of EU Member states and regions in a 
single market in terms of technical and semantic interoperability, facilitating the cross-border 
exchange of data and a seamless experience of healthcare services for citizens across 
Europe. 
 
Actions 

• Create a marketplace for sharing good practices and lessons learnt, the effect 
that they have on real life and routine care and what can be done to adopt and adapt 
them in a different place – through the “golden circles” scheme, i.e.: 

o Describe the “why”, with a specific focus on the perspective of 
patients/clients/citizens 

o Describe the “what” 
o Describe “how” the solution is implemented (and how it can be 

transferred/adapted/scaled) 
• Promote a collective reflection on the processes of creation of new standards 

and foster a stronger connection with needs and challenges faced by innovators and 
implementers “on the ground”. 

• Present the outcomes of this join effort at next eHealth Network meeting in May 2018 
and at propose a roadmap of actions to transfer the good practices identified at the 
HIMSS Europe 2018 Conference in Sitges (Barcelona). 

 
-------------------------- 

 
Task Force 2 
Citizen-controlled Data Governance and Data Donors 
This Task Force will promote and develop innovative citizen-controlled data governance 
models3, such as health cooperatives, and raise awareness within the European society about 
the benefits of sharing data, through communication campaigns and a specific work around 
the Data Donors concept. Data is not limited to healthcare systems data but refers also to 
Social Care and other Personal Data. 
The Digital revolution is already happening and citizens/consumers are offered several 
solutions (e.g. public-led or private sector approaches such as Apple HealthKit announcement 
in January 20184).  

                                                             
3 See emerging initiatives: http://midata.coop, https://www.healthbank.coop, https://mydata.org  
4 See Apple announcement: https://www.apple.com/newsroom/2018/01/apple-announces-effortless-solution-bringing-health-

records-to-iPhone/  
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Objectives: new approaches should be developed to ensure the EU citizens the control of 
their personal data and its safety and security. The role of Member states and regions should 
not be to compete with the private initiative but define a framework and data governance 
principles.  
 
Several initiatives5 have emerged recently in Europe, sometimes led by the public sector, 
sometimes private or citizens’ initiatives in order to offer solutions for such a control. It is now 
important to bring together these initiatives together in order to collect the proof of concept 
and define best practices and principles or guidelines. 
Trust is a major stake. Governments and citizens groups can secure these new models but 
also technologies, such as Blockchain, could help to build trust bringing more(cyber-)security 
around personal data. The right balance between regulation and innovation should be 
defined. 
 
Incentives for citizens to share their personal data is also a challenge. A significant work has 
to be done on the “monetisation” models, not only around financial incentives but also around 
free services that could be provided to the citizen, bringing her/him actionable information 
based on her/his data, in order to (self-)manage her/his health and wellbeing. 
We should also raise awareness about the benefits of data sharing for research purpose and 
healthcare services improvement, such as it has been done around blood or organs donation. 
Large campaigns could be designed to invite and motivate the society to participate to this 
data-driven innovation process. Ensuring security of these personal data, the openness of 
such systems should be also ensured to make them available (with anonymization processes) 
for research and innovation. 
 
These initiatives should also integrate dynamic consent models, engaging a continuous dialog 
with citizens. 
 
Actions 

o Publish guidelines and governance principles for citizen-controlled Data 
governance; 

o Identify existing initiatives including citizen-controlled data governance principles, 
such as health cooperatives, and federate these initiatives in a EU network to share 
best practices and work on best-in-class models; 

o Design and stimulate the creation of third parties non-profit bodies (such as 
health cooperatives) ensuring the citizens’ control, in complementarity of the private 
sector’s initiatives; 

o Define the “monetisation” models, rewards and incentives for citizens to share their 
data and make them available for health and social care services improvement and 
research purpose;  

o Data Donors campaigns: raise awareness about the benefits of data sharing, build 
communication campaigns and disseminate across the EU. 

 
 
 

-------------------------- 

 

                                                             
5 See several initiatives: http://midata.coop, https://www.healthbank.coop, https://mydata.org  
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Task Force 3 
Legal Framework for the Free flow and the secondary use of health 
and care data 
The Legal Framework around health data management is a competence of each Member 
state (not the EU). Therefore, the harmonisation of this framework should be a collaborative 
work between Member states and regions across Europe. One of the main challenge is to 
enable cross-border exchanges of data between EU countries and regions. This would 
provide benefits for research but also for the implementation of innovative practices and 
solutions leading to health and social care services improvement. 
The starting point of the TF3 work is the General Data Protection Regulation (GDPR), entering 
in force next may 2018. The Member states are currently working on the implementation of 
this regulation into their national framework. This represents an important challenge for 
administrations, health and social care providers and the industry. In particular, the concept 
of the individual consent which is a strong element of GDPR requires some work at the legal 
and technological level. The Task Force 3 aims to develop new principles ensuring a common 
framework, for Member states and regions to sign up to.  
The TF3 is analysing the feasibility of the 3 following actions: 

1. Create new document to share with countries with principles and recommendation 
for 3 to 5 countries to agree, participate in drafting the agreement; 

2. Identify lead countries and work with them to increase the amount of data they share 
and incorporate into their own laws the guiding principles; 

3. Digital Dynamic Consent creation: creation of a digital patient consent so people 
can change levels of consent themselves, using for instance Social Media, etc. 

 
 

-------------------------- 
 
 
Task Force 4 
Digital Transformation and change management in health and 
social care organisations 
This Task Force gathers a group of managers of health and social care services at 
national/regional level or for a healthcare provider, to launch a process of change 
management and digital transformation of their organisation. 
The actions that will be developed in 2018 are: 

o Promotion and education of the potential of the digital as a utility to multiple 
stakeholders 

o Making common goal more visible as opposed to individual ones. DHS could 
create a framework for inspiring change according to different categories, e.g. 
on how to ensuring entry into reimbursement systems in order to eventually 
change policy (on grounds of health inequalities) 

o Promote work done so far by DHS + Create more “change management” 
events 

o Provide platform for identifying champions and publishing best-practices 
o Promote the existence of the task force to get game changers on board 
o Enable people to start dialogue with own governments in order to bring the 

concept of digital transformations to clinicians 
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o Make equivalences between curricula more visible (e.g. BCS and ICS) 
o Look at curricula of NHS Academy and others and look into how to create an 

ecosystem of change. 
o Blueprint for change management in healthcare. DHS could produce a 

document collecting what seems like common sense: first steps in 
implementing change management in healthcare but also failures need to be 
shared / made public domain. This document should address what can digital 
do to support transformation, NOT what transformation into a digital system 
could look like. Digitalisation is a tool for preparing future. 

o DHS could set up European Association of health IT change agents. 
 

-------------------------- 

 
 

 
 

 
Website 

www.echalliance.com/digitalhealthsociety  
 

 
How to join the DHS? 
You can read all information about DHS here on www.echalliance.com/digitalhealthsociety  

1. Read and sign the DHS Declaration here  
(click on the button “Sign the Declaration” and fill the short form) 

2. Join the Task Forces: 
o Create a free account (if you don’t have one yet) on ECHAlliance Connector 

platform: www.echalliance.com  
(click "Join us" at top right of your screen, select the option “Connector user”) 

o Find the links to the Task Forces online areas here or: 
o Task Force 1 on Interoperability standards and Telehealthcare protocol 
o Task Force 2 on Citizen-controlled Data Governance & Data donor 
o Task Force 3 on Legal Framework for the Free Flow and secondary use of health 

data 
o Task Force 4 on Digital transformation and change management in health and 

social care organisations 
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List of participants 
First 
Name Last Name Organization Professional Title 

Ain Aaviksoo Ministry of Social Affairs Deputy Secretary 
General for E-services  

Thomas Allvin EFPIA 
Executive Director 
Strategy and Healthcare 
Systems 

Ricardo Baptista-
Leite 

Portuguese National Parliament | 
Catolica University of Portugal 

Member of Parliament | 
Head of Public Health 

Richard Bergstrom SICPA Senior VP 

Andy Bleaden ECHAlliance International Projects 
Manager 

Jane  Carolan HSE CIO (Interim), National 
Director HBS 

Catherine Chronaki HL7 Foundation Catherine Chronaki 

Richard Corbridge Leeds Teaching Hospitals Trust Chief Digital and 
Information Officer 

Joan Cornet ECHAlliance Consultant 

Hubertus Cranz Association of the European Self-
Medication Industry (AESGP) Director General 

Tom Dawson Rescon Managing and Clinical 
Director 

Edouard de Nyary 
Comandini Kelley Drye & Warren LLP Associate 

Toni  Dedeu Agency for Health Quality and 
Assessment - AQuAS CEO 

Nilsy Desaint MSD Associate Director 
Public Policy 

Corinne Duguay SANOFI 
HEAD PUBLIC AFFAIRS 
DIABETES & CARDIO-
VASCULAR 

Rachel Dunscombe NHS Digital Academy / Salford 
Royal / Northern Care Alliance CEO / Director of Digital 

Helena Fernandez Gradiant eHealth Director 
Cathrine 
Hernandez Festersen EuroHealthNet Policy and Liaison 

Officer 
Shane Fitch Fundación Lovexair CEO 

Adria Garcia TicSalut Foundation Communications 
Manager 

Frank Glod Fonds National de la Recherche Dr 

Tim  Goossens EFPIA IT Country Leader & 
Director (MSD) 

Joan Guanyabens SALUS.COOP Free Consultant 
Martini Hagiefstratiou Solidaris Project Manager 
Piret Hirv Ministry of Social Affairs Adviser 
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Peter Kapitein Inspire2Live Patient Advocate 
Joe Killen Victrix Managing Director 

Olga Kozhaeva  SIOPE - European Society for 
Paediatric Oncology  

Sr Policy Affairs 
Coordinator 

Marc Lange EHTEL Secretary General 

Tania  Latici European Health Futures Forum 
(EHFF) Community Partner 

Brian O'Connor ECHAlliance Chair 
Maria O'Loughlin HSE eHealth ireland Advisor  

Nicola Orlandi  EFPIA Director IP and Data 
Protection 

Maritta Perälä-Heape Centre for Health and 
Technology/University of Oulu Director 

Bleddyn Rees Osbourne Clarke Lawyer, digital health 
expert 

Matthias Reumann IBM Research - Zurich Dr. Dr.  

Ariadna Rius Soler Tic Salut Social Project manager - 
Interoperability 

Lars Rohwer Siemens Healthineers Senior Director 

Brian Scarpelli Association for Competitive 
Technology Senior Policy Counsel 

Robbert Smet Philips Director Government & 
Public Affairs 

Michael Strübin Personal Connected Health 
Alliance 

European Programme 
Director 

Peter Sweeney Private Dr  

Valentina Tageo ECHAlliance International Project 
Manager 

Tairi Täht The Permanent Representation of 
Estonia to the EU 

Counsellor for Health 
Affairs 

Paul Timmers Independent Former Director 
European Commission 

tram Trinh VITANLINK CEO 
Aneta  Tyszkiewicz Council of European Dentsits Policy Officer 

Michel Van 
Speybroeck EFPIA Director Data Sciences 

(Janssen) 
Dorine Veldhuyzen CareCodex Foundation Director 
Julien Venne ECHAlliance Strategic Advisor 
Razvan 
Teohari Vulcanescu National Health Insurance House Vice President  

Alexia Zurkuhlen ECHAlliance International Project 
Manager 

 


