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International Patient Summary Workshop: Bridging projects & initiatives 

Report from rapporteurs 
 

Welcome, Roundtable of introductions, objectives of the workshop  
Gerald Cultot, Policy Officer, DG Connect 
 
Key Points: 
CEF – Connecting Europe Facility and DG Connect, DG Digit, and DG Sante are working together  

Trillium II is an implementation project 

CEN standards work is ongoing  

Gerald invited attendees to look at the public consultation on European data economy and make a 

submission, considering: 

• Data access 

• Data portability 

• Free flowing of data 

Gerald posed 5 questions to be answered by the end of the day: 

• What is the current landscape of activities in Europe and beyond? 

• What is the vision for where we should go next? 

• How do we bridge the gap between what we have and what we want to achieve? 

• Who are the main stakeholders to be involved? 

• Suggestions for action plans 

Digital Patient Summary in the Wallet: Bridging the gap from Strategic Intend to Social Impact.  
Henrique Martins, SPMS, Portugal 

Key Points: 

The reality is that health data is dispersed. Citizens have scattered data, in multiple locations. Henrique 
thinks we need to stop looking at this as a problem and start collecting the pieces. 

1. Electronic Health Records – traditionally national or regional level, often politically motivated. 

2. Personal Health Records – ad hoc and controlled by the patient. 

Now we need to look at the E.H.R. in terms of the personal record and not a political exercise. 
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We need to put the citizen at the centre: the citizen moves his/her data to the government, to 

providers, to care settings etc.  Also included in the electronic health record alongside the traditional 

things should be the things that the citizen feels are relevant, the ‘my stuff’ bit. 

We should not aim for a ‘be all and end all’, ‘one size fits all’ patient summary. Typical PS intentions: to 
have all data available, at all time for all relevant people. Instead, place the citizen at the center. The 
citizen collects, analyses and validates the data and can use it where it is needed. “My Patient Summary 
Data” so you collect both the patient’s and the health professional’s data. 

New Patient Summary suggestions: 

• Partial Summary 

• Progressive Sums (of returns) 

• Patient Solution 

• Personally Shared 

We can live with some ambiguity!  

MySNS Carteira = patient summary in your pocket = looking at portability and tailor-ability so that 

patients own, control and move their own data. 

It’s up to the patient to build his/her own patient summary. 

We need to build an electronic health record that makes sense for the citizen, rather than aim for a 

“complete picture” of a persons’ health. 

 

Landscape to patient summary initiatives: the interplay of standardization and projects  
Catherine Chronaki, HL7 (slides from Jeremy Thorpe – JaseHN WP5.3) 

Key Points: 

Patient Summary Guidelines - A non-exhaustive list of data that are to be included in patients’ 

summaries for continuity of care and patient safety. 

The patient summary also allows for effective methods for research. 

How do we make the patient summary real for everyone, how do we make it so necessary that everyone 

wants to use it?   

How do we provide access to all this data in a way that is practical and effective for the patient? 

Information is dynamic and ever changing. 

Patient Summaries in Europe and beyond: best practices, gaps, and opportunities 
Intended Outcome: Current landscape of patient summary initiatives. What are the best practices? 
Where can we share resources? What are the gaps? What is the role of eHealth Stakeholders in 
adoption? 
 
Ariadna Rius Soler (Catalonia) 
Key Points: 
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Electronic Health Record of Catalonia, Patient Summary 

Stats on Catalan Health System - 7.5 million citizens, 100,000 health professionals 

There are different information systems in primary care, specialised care and other care settings in 

Catalonia, so interoperability is very important. 

The Catalan electronic health record is used to exchange information between centres and at assistance 

levels e.g. primary care centres to hospitals.  The e-prescription system is linked to the electronic health 

record and a layer of social healthcare management processes (like referrals) between healthcare 

professionals is provided through the IS3 project. 

The personal health record is the patient’s (controlled) window to the electronic health record system. . 

The Clinical Dictionary for iHealth project aims to standardize all the controlled vocabularies used to 

exchange information between centers.. 

Electronic health record system has 2 different ways to access: 

• Through web services 

• Patient summary is created dynamically 

What information is available: 

• Allergies, mental health issues, other health risks e.g. smoker, emergency/acute care, 

prescriptions, rating to quickly show e.g. if the patient is complex chronic illness sufferer. 

• All relevant documents are there – the physicians can compare laboratory tests, without 

opening individual documents. 

• Physicians can follow clinical variables of the patient through the electronic health record 

system. 

• Patients are allowed to put information into their electronic health record – just weight, smoker 

condition and height for now. 

• Citizen sees diagnoses and some clinical variables, at overview level. But does not have access to 

all the EHR information. 

Heiko Zimmerman & Daisy Smet, Luxenburg, eSante 
 
Key Points: 

There has been a patient summary since 2012: 

• Initiated by the Association of Doctors and Dentists in Luxembourg and the National Health 

Insurance Fund. 

• There are different patient summary forms for adults and children. 

• It contains clinical coded information and some descriptive information (written by the doctor 

for the patient to understand.) 

2016 = national electronic health platform in place for 1 year.  A new program between the doctors’ 

associations and national health insurance fund undertook to further revise the primary care physician 

programme and feed into the electronic health record programme. 
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• Physicians’ are reimbursed to update the patient summary that feeds into the electronic health 

record system at least every 6 months.  They done this via a portal provided by eSante. 

• The primary systems are getting connected with the national electronic health record system. 

• The patient has full control of the data i.e. they can revoke access, grant rights etc. to health 

record professionals.   

• The patient summary is maintained and supervised by the primary health care physician. 

• Physicians are responsible for updating every six months 

Now they are in the process of developing a structured patient summary (as per European standards – 

IPS etc.).  Then they will implement an open source system for primary care physicians.  Other national 

standards have to be incorporated as well e.g. standards around diagnosis. 

Francois Macary (France), Phast 
Key Points 

Situation of patient summaries in France. 

Part of the national ehealth interoperability framework built and maintained by ASIP Sante, the national 

competence centre for France. 

3 national patient summaries: 

1. Periodic medical synthesis – produced by the primary care physician (family or other doctor).  

He is mandated to record this patient summary at least every 12 months.  Since 2013, still in 

trial phase. The structured data (level 3 of CDA) are optional and scarcely implemented. Thr 

physician receives an incentive for using this patient summary. 

2. Emergency liaison document produced by institutions caring for the elderly and disabled.  This is 

maintained in case there is a need for emergency care, contains key information. 

3. Liaison letter – moves back and forth between primary care physician and hospitals, along with 

the patient’s encounters  

All 3 patient summaries are CDA R2 documents, exchangeable between care providers through national 

health secured emailing services. All 3 can feed the national shared EHR (DMP). 

Most sections come from IHE International Patient Care Cordination (PCC) Technical Framework. 

include: 

• Active problems, history of past illnesses, list of surgeries, allergies & adverse reactions, social 

history, results, medications, reasons for referral etc. 

• Combined with some country specific sections, in particular a “long term medication” section. 

French patient summaries are in the trial implementation phase, rollout expected in the coming years.  

This is an opportunity to improve these templates of patient summaries and better align them with the 

European patient summary guidelines, with CEF’s current work, and with the ongoing IPS projects.  

There is a hope that the patient summaries will further align with what’s happening in Europe. 

Patients can access the summaries in their record into the national (DMP) 

The document used for cross border will be based on the CEF specifications. 
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Vanja Pajic (Croatia), Croatian Health Insurance Fund 
Key Points 

Electronic Health Record in Croatia. 1 Central Healthcare Information System - 2002 pilot. Live since 

2003. 

This enabled the one national health insurance company, the national health insurance fund to get all 

the data and create the electronic health record. 

Before that, the system was used for an e-presciption system, e-referrals and e-booking.  The electronic 

health record was viewed by patients at that point. 

From September last year a patient portal gives access to patients on their electronic health records. 

• Physicians from primary and secondary healthcare settings (GPs, paediatrics, hospitals, 

maternity etc. feed data into this electronic health record, available to patients via a patient 

portal. 

• The portal is made available via e-Citizen, each citizen gets a new smart card by the Ministry of 

Interior then they get access to the patient portal. 

• Patients since September 2016 can view medications, test results, discharge records, names of 

GP, dentist etc. 

• They can view data but also restrict and approve access to that data. However, they are not able 

to make alterations. 

Future aims to increase numbers of users, expand services, mobile version (in pilot) and implement CEF 

eHealth National Contract Point for eHealth. 

 
Eirik Nikolai Arnesen (Norwegian Medical Association) 
Key points: 

Physician working with eHealth in Hospitals and Government, worked in the summary care project in 

Norway since 2011. 

• 4 regional health trusts own the hospitals = specialised care. 

• Primary care is the responsibility of the 428 municipalities. 

• GPs are in 1,500 offices, responsible for their own medical records system. 

Now although there is 100% electronic medical records, the challenge is all the different installations of 

the medical record in Norway. 

Direct messaging takes care of the data transfer.  Standardised message e.g. test reports, other 

messages e.g. nursing messages between hospitals and home care/nursing homes.  They are trying to 

implement more free-text message between doctor to doctor etc. 

In Norway they have an opt out system meaning that the citizen has to actively opt out if they do not 

wish to have their data shared between actors in the health care system. Only very few have opted out. 
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This works fine in a controlled patient journey.   

Emergencies are different – the e-prescription services and summary care records look at this. 

• Summary care records – only 0.1% opt-out.  It is not completely integrated into the electronic 

health record yet.  Patient can add some information themselves.  Meds, history of GP visits, 

privacy settings and confidentiality are components. 

• Physicians add the information for alerts (e.g. allergies, alert medical conditions, complications 

in anesthesia, rare conditions that a GP might not automatically know about etc.) but in a very 

structured data model to reduce the time they spend on this. 

• Patients add information about previous history manually (because they are not allowed to just 

take the data from the GP or hospital systems under privacy rules) – they pick from a checklist.  

Only 40,000 patients have added their own information out of a population of 5 million. 

• 1 million consultations by GPs per month but only 20,000 logins to the system every month (out 

of 4 mio. consultations). 

A challenge for Norway is to make the system as easy to use for the physicians as possible as it is time 

consuming for the doctors to update the systems. 

• Training for physicians on the system has been through e-learning programmes and an online 

test.  In pilot phase 2012 physicians were reimbursed for their participation.  Currently they get 

reimbursed for adding alert information. 

The main system a doctor works in is his own medical record system.  He then has to do a new task to 

add alert information into the other system. 

 
Michael Noehammer (Austrian Chamber of Physicians) 
Key Points: 

Similar situation as in Norway. 9 regions in Austria are independent. Small hospitals and small centres, 

patients are open to all GPs and all hospitals. 22 health insurance funds. 

The national electronic health record program called ELGA has been under discussions since 2006, the 

first hospitals came into the system last year. Infrastructure which cover all patients and doctors. Actual 

implementation of the system will take place in the majority of hospitals in 2017 and most self-

employed doctors expected to be using the system in 2017 and 2018. 

The patient can hide content from a doctor or doctors.  This is seen as a risk to the patient’s quality of 

care and to how the doctor does his work.  This functionality could not be changed because of the ELGA 

Act.  Deadline for ELGA was 2016 but there are ongoing discussions with the Government. 

The patient summary is not ready, only on paper at the moment. 

Only some data is coded in the Austrian Health Record, there is a lot of free text.  Austria wants to 

reduce this free text and encode more of the data as per recognised standards. Most information about 

health problems, warnings, blood groups, diagnoses and other things are not coded. 

Documents are exchanged in HL7 CDA (XML) format and semantic standards for terminology are used. 
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Big tasks for the patient summary: 

• Synchronising with epSOS/eHDSI 

• Implementing  coding systems 

• Open ended discussion about an automatic vs manual patient summary – workload overload of 

physicians makes an automatic patient summary preferable – no decision on this yet. 

The Austrian Medical Chamber welcomes electronic tools for doctors but not with a lot of extra effort, 

must support the medical activity, must be usable. Usability is key. 

It is ok for standards to be enforced by law but the time to implement the law, as in Austria, is very long. 

 
Jamie Ferguson (Kaiser Permanente, US) 
Key points: 

Meaningful use program - Defined a common clinical dataset for the patient summary to determine how 

health data is transferred between systems and providers, includes demographic data as well as 

common clinical data elements.  Work is now moving that dataset through a set of APIs to break it up 

and make it more accessible.  HL7 FHIR makes the standards for the APIs.  The objective of breaking 

things up is to make a more robust marketplace, more competition between vendors, more vendor 

solutions, make it easier for data to flow and easier for patients to access their data. 

How many individuals actually want to manage their own health data?  Most people want others to do it 

but who do you trust?  People trust their doctor to manage the comprehensive dataset that is the 

patient’s health data.  Since the 30’s Kaiser Permanente has thought that a patient should have a single 

file with all their health data – this concept was translated into electronic health records.    

This is a shared record system – data is shared with the patient and their entire care team.  Patients can 

download a summary of the medical record and give to a third party to manage if they wish.   

Regional governance determines which part of the record will be accessible by the patient via their 

health service e.g. each region decides if dental records are included depending on what services are 

offered.  State law as well as federal law governs how sensitive data such as mental health records are 

accessible (because of state privacy laws).   

Focus up to 2009 was about implementing electronic record systems, integrating the data and giving a 

view of the record.  Focus since then has been on the usability for patients, family members and other 

carers e.g. mobile virtual consultations are over 50% of all consultations now.  That record is retained 

and patients can access via a mobile device.  Also allows for upload of data. 

Today it is less about moving the record around from place to place and more about the shared access 

model where the authoritative data record can be integrated virtually and can be accessed from 

anywhere. 

 
Kai Heitmann (Germany), HL7 
Key points: 

What are best practices, how can we share resources? (in emergency care/unplanned care) 
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• Always think about the business model – where does the money come from? 

• Having a law to mandate people to do it – often requires funding too. 

• You need to bring along everyone that feeds data into the system – patients, doctors etc. 

• Emphasise re-usability at every stage, look at what has been done before. 

Review 6 emergency care endeavours around emergency care in Germany, Netherlands, Switzerland 

and USA based on the following lifecycle: 

• Deploy (test/certify, achieve) 

• Publish (implement, test/validate) 

• Develop (craft, check, reuse, endorse) 

• Function (Who, When, what?) 

• Business Model (money, mandate, law) 

Collaboration tooling is of paramount importance – you need to know what others have done so you 

can re-use components and maybe consolidate them.  Consider vendors in the publishing of 

specifications, make artefacts computable and easily accessible.  Do not forget maintenance and version 

management after implementation. 

Conclusions 

• Have money, a law or both 

• Collaboration across countries is highly desirable – do not reinvent the wheel 

• Life cycle supported by Tools 

• Share specifications through federated repositories of artefacts 

• Test to be the best 

 
Marcello Melgara, Lispa, Italy 
Presentation available. 
 

Demonstration of different approaches and tools for patient summaries 
Jan Petersen, MedCom, Denmark 
Key Points: 

Sundhed.dk – the official portal of the Danish Healthcare Services since 2003.   

Danish system is a window into the patient’s electronic health record data. 

A window – displaying certain patient health information from different sources e.g. hospitals, doctors, 

other care settings etc. Most information is “read only” for the citizen. 

Patients can view some records back to the 70s, view your visits to the GP, dentist, referrals, meds, lab 

results etc.  Consult with your GP via email, make power of attorney, give access rights to families, see 

lab results, make a living will, denial to share information.  You can see who has accessed your 

information in the log. 

Denmark has a multivendor strategy. National decisions have been made on which data to share across 

sectors. Upon these, MedCom creates the interface specifications, the vendors have to implement 
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them, and MedCom certifies their conformance. Financing is subsidized by the state, regions and 

municipalities through negotiations.  Not everything is coded. There is common information sharing. It’s 

a mix of coded and semi-coded data. 

Usage statistics: 

• 1.5 million lookups per month 

• 231,000 unique citizens log into the system per month 

• 9000 healthcare professionals log into the system 

• Females citizens use it more than men. 

• People with chronic illnesses use it the most. 

Age is not a factor in digital literacy and ability to use the system.  The difference between usage is now 

based on socio-economic factors – disadvantaged sectors of the communities and certain ethnicities use 

it least. 

The portal is coded to have a usable, responsive interface, online, phone or tablet.  Sundhed.dk has 

developed an app to show medication and renew your prescription. 

Tomé Vardasca & Cristiana Maia, Patient Summary Wallet (SPMS) 
Key points: 

App developed by the Ministry of Health in Portugal. Paperless system in Portugal. 

3 cards are available: 

• Administrative  

• Prescription 

• Insurance  

‘Cards’ have patient data: 

• GP information 

• E-prescription (100% deployed) 

Objective is to have everything translated into English. 

They also have a patient portal you can access from a PC. 

User input: medication  

Next steps: patients building their own PS and being able to share it. 

 

Decipher-Camelot/Nextage, Curso Basso, IT 

Key Points: 

Mobil app for patient. Web interface for health professionals. Only doctors can add information, not 
patients. Both can access the data which is stored in different places. 

 

Project is at limited scale pilot stage (not being tested with real patients at the moment) 

• Doctor and patient can assess the data stored in the system (will be the E.H.R. in the future) 

• No decision is made on what data is important for the patient. 
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• Patient cannot modify the data in the system that comes from the national E.H.R.s, only the 

doctor. 

• Patient can enter his or her own data and share with the doctor, e.g. blood pressure – this gives 

a way to empower the patient and let him or her better monitor their therapies. 

• There are reminders for what has been scheduled by the doctor and unscheduled 

measurements taken by the patients which are classified as out of therapy. 

• The patient can delegate another user to view the data for a certain amount of time (assuming 

the doctors are registered to the platform). 

• No log data available. 

 

Decipher-GNOMON, Kostis Kaggelidis, GR 

Key points: 

An App to handle unplanned care scenarios. 

Download your patient summary as a pdf or translate if in a foreign country – in the epSOS format. 

E-prescription module 

Initial objective was to increase adherence by chronic illness patients e.g. diabetes patients – there are 
goals, activities, weight targets to achieve. Contains clinical management plans where you can enter 
required data. 

The future will incorporate IoT into the app. 

The patient can see recent activities on your file, who accessed your record, who are the doctors who 

have access to your data.  The patient can set up privacy settings, deciding when to disclose or not to 

disclose.  ‘Break the glass’ setting allows anyone to access your record in the case of an emergency.  The 

person can curate his own data and report on inaccuracies to the doctor. 

Charles Lowe, eHealth SOS mobile app (ADI, UK) 

Key points: 

SOS Mobile App – SOS QR in Sheffield test bed in UK.  Free mobile app.  SOS UK. Intended as an 
emergency app. 

Trying to take the NHS care record and put it into the mobile app.  This is for emergency care scenarios 

so you have meds, emergency contacts, special needs, implanted devices, GPs etc.  It responds to a QR 

code on the lock screen on the phone.  The app will translate everything into the language of the 

country you are in, works for most of Europe and mandarin Chinese.  Business case is that it reduces 

unintended medical errors from unplanned care.  It can also be used for specialist appointments where 

patients do not have a form of medical record at present.  The data has to be inserted by the patient 

currently. 

Rachelle Blake and Angelique Blake, Germany, Omni Micro 

Key points: 

Patient summary integration – Nurse Maggie application – using HL7 
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Developing it as potential H2020 proposal, devised specifically for senior citizens and elders and their 

health professionals. 

It is an avatar based system.  The avatar could be someone they know. 

Tells you when your patient summary has been updated. 

Conclusions/summary 
Countries are in different situations. Infrastructures are different, and approaches on how to collect and 
share information is also different. A patient summary is a question of having the information available 
in structured form and having the infrastructure to support sharing the data. 
 
In the countries and demonstrations visited, entry of the patient’s own data varies from no possibility 
for the patient to enter information to solely information access from the patient. 
 
There are also differences in the way the PS is updated. In some places, information is extracted on the 
fly. In other places, a GP/doctor is maintaining and updating the PS. 
 
Some countries have advanced very fast, others very slow. And for some, progress have happened fast. 
 

Extending use of Patient Summaries in precision medicine and population health scenarios  
Chair: Luc Nicolas, Panelists: Harms, Harm-Bastian, Marcello Melgara, Michele Thonnet, Joan 
Dzenowagis, Ting Shi 
 
Luc Nicholas 
How can we get data and how do we gain value? How can we make use of the data in a clinical setting? 
Who will provide information and who will control it? 
 
The GPs who produces the PS see that the PS is not used. This causes frustration. How can we make the 
data useful? 
 
Michelle Thonnet 
Journey from centralized management of data to a new way, controlled by the patient. 
Politically correct but how is it feasible? How do we ensure that it is used? 
Quality of the data might not be reliable if it comes from the patient. 
Business model: (ValueHealth) business model or law – but it takes time for the law to be enforced. 
Business model shared by all shareholders would be a good starting point. 
 
Ting Shi  
PS must be self-motivated by the patient. Interim summary of self-care results. Every patient, GP, doctor 
is different. Motivations are different.  
 
Harms Harm Bastian 
The solutions are important – the business model comes after. Most solutions showed this morning do 
not support emergency situations. In those cases, you might not have electricity for example. 
Medication is a necessary information in emergency cases. Data has to be available onsite on a 
smartphone, smart card or whatever, without telecommunications as a requirement – on the patient. 
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Joan Helen DZENOWAGIS, WHO, Geneva 
WHO is interested in the potential of the IPS to advance quality, safety and integrated care including in 
cross-border contexts. Towards that end, the Organization proposes to co-convene a task force, 
together with the European Commission, to develop a roadmap for the testing, governance, deployment 
and adoption of the IPS in key populations or countries. In doing so, WHO proposes to work with the 
international consortium for Trillium Bridge II as well as other stakeholders, eg those present at the 
meeting and others not yet identified. WHO would also commission background papers on areas such as 
ethics, acceptability and governance of the IPS in different contexts. In addition, there is a potential for 
mentioning the IPS in a forthcoming World Health Assembly resolution on digital health in 2018. 
 

Crafting the Business Case – break-out sessions 
Intended Outcome: How the patient summary concept applies in other settings. Future prospects for 
cooperation among projects, associations, competence centers, and SDOs to raise awareness. Priorities 
and opportunities. Bridging the gap! 

Emergency Care and Disaster Management (by Mie Mathiessen) 

Mie Mathiessen, Harm-Bastian Harms 

An emergency can involve many different situations or use cases. It can involve an individual (e.g. in case 
of a heart attack) or it can involve a lot of people (nature or manmade disaster). 

A central service might not be available in a disaster/emergency if there is not electricity for example. 

In emergencies, it is rare that you connect to a service. However, it could be valuable to have access to 
health information of an injured person.  

Some people would not be comfortable giving access to personal information. They worry about 
surveillance and being followed.  

We are able to store and use more data in a regular care setting than what is needed in an emergency 
situation. 

In an acute emergency, you have to provide lifesaving assistance before consulting a record. For less 
acute situations you have more time. If you can talk to the patient, then a record is probably not 
required. 

Identification of the patient comes before using his/her data. This can be difficult in an emergency 
situation. 

We have to agree on minimum standard information, which is relevant in an emergency. Not the full 
history of a patient, only the most immediate, lifesaving information. We need a subset used for 
emergency situations. How should the dataset be presented? What is the most immediate information 
that should be available? 

The interest in information depends on the time the doctors have available to assess the patient. If you 
have the health information readily available it is useful.  

• First, during triage level you have very little time to assess the injured. Usually no time to consult 
a record. 

• Second, if you have more time, important medical conditions potential life threatening 
information are appreciated. 

• Third, if you have even more time, more information could be useful. 
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Medical conditions are important if it means that the doctor needs to take caution.   

The summary must be dynamic and always updated! It should be on the person and easily 
accessible/available. 

Some experiences are existing, for example the Norwegian model (triangle) which can be mapped with 
the existing PS dataset. 

The business case is patient security (spread of disease etc.).  

Governance of data? Who owns it and has the right to access it? Protection of the rights of the patients? 
How do you build trust?  

Training and skills of the emergency staff must also be taken into consideration. 

IMT/WHO first draft of guidelines (???) 

The epSOS dataset, should it have more granularity? 

Include doctors in the guideline work!  

Field trials. Try out and measure your approach in a simulated exercise. 

Planned care 

Laura Hermann, Marcello Melgara 

How does the patient summary apply to planned care? 

• Contributes to the Care Plan 

• Provides additional context to care 

• May bring the medical, surgical, family, social history to care 

• Organizes care 

• Keeps care on track 

• Fill in gaps that may otherwise occur 

• Continuity of care 

• Linking episodes of care  

• Promotes safe care 
 
Who are the stake holders/ who should be engaged? 

• Patients 

• Care team (providers, professional and lay care-givers) 

• Governments/ministries of health 

• Active and healthy aging related organizations (AARP, eldercare,) 

• Quality Organizations 
 
Priorities and opportunities. 

• Introduce the interoperability of minds.  

• Start with the patient – teach safety/security of the data to the patient.  Convince the patients 
that safety comes before security, if security and safety do not come hand in hand.   

• Promoting the dynamic aspects of the data and availability of the data 

• Use the knowledge of each region to innovate and enhance care to the limits of regional/local 
cultures and perhaps even change these to the benefit of the best care provided everywhere.  
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• Translate ideas….  

• Approach the problem as a modular problem (data and care continuity)   

• Getting buy-in  

• Getting sponsorship when needed 

Self-care 

Giorgio Cangioli, Sing Tin 

What is meant with self-care? 

• Patient access data for recommendation or compliance for Treatments and being informed 
about results 

o CARE PLAN 

• Check the accuracy of information and – if needed – to integrate them  

• Improving the quality of experience => Inform in advance in the record expectation of the 
meeting in term of specific requests and expectations strategy for engagement 

• Education purposes  
o Improve awareness, add questions. 
o Virtual library with simple information about disease and lifestyle associated with 

included diagnosis 
Education 

• Source for the context for triggering information 

• Full context  
o Vaccines (what are the side effect) 

• Improving the quality of experience 
o Inform in advance about its record 

• Care Plan 
o Patient access data for recommendation 
o For compliance for Treatments  
o Looking at results 

• Treatment plan for Chronic disease may be different by temporary treatment 

• Question should be a care plan “document” or the patient summary should be enhanced with 
care plan capabilities  

• Criticality extending too much it may impact the actual usefulness of the PS (POS in emergency 
with too much information) 

• Separate viewing aspect from content conveyed? 

• Different type of PS to deal with? 

• Reusable building blocks help on resolve this 

• Access for data accuracy & integration  
o The patient view of his/her data  
o Patient friendly sharing of data 

▪ Patient want the same language with few exceptions: (e.g. heart attack) 
o Patient could request changes (not change information coming form HP) 
o Could add information (clear segregation of patient derived and HP derived information) 
o Patient Summary could include data coming from the patient 

Cooperative Care   

Michele Thonnet, Stephen Kay 
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 ‘Cooperative care’ is a relatively unusual term applied to healthcare.  Where it is used, it has the 

connotation of a social system that includes clinicians, family and the patient, and by extension the care 

accessible in the home setting.  Cooperative Care relates closely to ‘continuity of care’ which is patient 

centric and would involve multiple stakeholders across settings and over time. ‘Cooperation’ also implies 

a way of working, of agreements, and therefore relates to the coordination of care, and this is typically 

an organisational perspective (e.g. care providers). 

How it relates to the Patient Summary concept and even more to the IPS work is unclear.  Cooperative 

care as described above suggests ‘planned care’ rather than ‘unplanned care’ scenarios.  It does not 

conjure up the idea of cross-border applications.  The health data available is likely to be a certain static 

view extracted from the person’s total health record and in this sense it may be regarded as a form of 

‘summary’.   Different views of the patient’s health data might be required by different members of an 

extended team, and it might be seen as a communication/coordination tool.   The patient may be able 

to exercise control of who sees what and track who has seen what, but it is unknown as to how popular 

these functions would be in practice. 

There is a real danger that the ‘Patient Summary’ concept is extended so it becomes diluted, derailed 

and effectively useless as a descriptive term.   It should not be used to cover everything, and it is likely 

that there are multiple ‘summaries’ in existence at any one time for a single person, each containing a 

particular fragment of the whole (acknowledging that these may overlap, be inconsistent, and dated).  

Rather we would encourage projects, such as IPS, to consider how to focus on its key strengths and 

particular use cases, permitting reuse only in careful, meaningful and controlled ways to ensure safety, 

friendless and efficiency.  Whereas the ‘window metaphor’ is valuable, extending it to include 

‘dashboards’ etc. is a mistake; the data within the Patient Summary is always more important than the 

apps, tools and systems that seek to share and present it in a usable and useful way. 

Revisiting Patient Summary Standardization Initiatives  
Intended Outcome: Engagement with initiatives in area of patient summary standardization 

Catherine Chronaki 

eStandards – you have to trust the data, you must give the patient summary to the people to make use 

to make it part of their life and shape it by the way they productively use it. 

You have to get the patient summary out there, let people try it out. 

The amount of health data is bound to increase. We need some way to navigate our way through our 

data, make sense of the data.  Standardisation has an important role to play and we need a roadmap to 

facilitate productive collaboration among Standards organization, competence centers, and 

stakeholders organizations to make standards live and responsive to user needs. 

There are four perspectives: 

• The consumers of information – perhaps based on summaries 

• The perspective of the health system – they have to make a business case, find value in the 

patient summary 
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• The workforce – what kind of competences do we need to deal with this and how do we make 

the patient summary part of our daily life and how?  Are we certifying, can we do something at a 

European level to make it work? 

• The market – the market is not interested in patient summaries – why?  How can we change 

this? 

How do we leverage two forces – the government and the innovators – to make this happen? 

The data market is emerging – need for standards here. 

The clinician needs to own the data, verify the data and recognise the benefits not just for the patient 

summary but for the overall system.  Benefits should be for the government, the patient and for the 

person caring for the patient. 

Rob Hausam 

The Oslo Declaration – moving forward. 

Statement of Agreement on the International Patient Summary between HL7 and CEN TC 251 

A group of people working on the international patient summary from the HL7,CEN TC251 and IHTSDO 

perspective met in OSLO on November 19th (after Lillehammer Oslo meeting) 

A single common IPS Spec that is readily usable by all clinicians for the (cross-border) care of a patient. 

Set of agreed principles: 

• IPS must be implementable 

• IPS will be global 

• IPS will be extensible and open 

• IPS will be sustainable 

Minimal and no-exhaustive Patient Summary, specialty-agnostic, condition-independent, but readily 

usable by all clinicians. 

Implementable, usable, make use of existing standards that are already out there. 

Strive for global use, for free. Not going to have financial barriers, we want it to be used in every country 

in the world. 

Do not have to code everything, can include free text where necessary. 

Manage expectations for the IPS. 

The same IPS can be used for internal purposes within countries 

How free text fields can be translated from country to country must be discussed as part of the main 

work of standards development. 

 

Giorgio Cangioli CEN IPS and HL7 IPS 



17 
 

The CEN project will focus on the information level, dataset. 

The HL7 project will focus on how the dataset will be implemented through the HL7 CDA and FHIR 

standards 

CEN IPS overview: 

• Focused on Unscheduled care BUT Usable as valuable subset of data items for scheduled care 

• The standard will be developed, having in mind a global approach and then a cross-border 

approach with the EU 

HL7 IPS: 

• CDA R2 implementation guide for the IPS 

• HL7 IPS meet in the middle 

• Bottom up approach – start with what exists, epSOS etc. reuse where possible 

• Top down - make it fit for purpose 

• HL7 started in Oct 2016.  By Sept 2017 we will have a standard for trial use. The challenge is to 

get a globally usable value sets for the IPS. 

How do you arrive at convergence between having the standard, make everything fit the standard and 

having the requirements, then making a standard to fit those requirements? 

Stephen Kay, CEN TC/251, CEN IPS project team leader  

If Patient summaries are the window to a person’s healthdata, then standardization formalizes how we 

can look at the data in a usable and useful way. 

Despite amazing technical capabilities, we still have not defined a standard patient summary that can be 

easily transferred across borders nationally let along internationally. 

The international community is looking at the area of IPS standardisation and CEN and HL7 are 

committed to delivering it, sharing a vision, and agreeing on objectives. 

We need to think of what the clinician sees in cases of unscheduled care, consider all the scenarios in 

unscheduled care.  The window can pick up some bit of the patient but perhaps not all the relevant 

detail.  The window has to be positioned, resized and fit for purpose so that it can pick out all of the 

relevant bits of the patient, not just one narrow aspect. 

If the patient summary is the eyes, then standardisation is helping to frame the question, focus the 

attention and filter what is useful.  It should enable consensus to be reached, satisfy conformance 

criteria and deliver value. 

It should illuminate by letting light in. 

The pervasive patient summary is ill defined and ambiguous.  It is grossly unfocused.  People have to 

qualify what they mean by the PS term.  The International patient summary by contrast has to be 

focused, otherwise it won’t be useful.   

The IPS is trying to be global and international but only if agreement on the data content is reached first.  

How you transport it and build your apps is secondary. 
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The Patient Summary will rarely  be the whole E.H.R.of the person – it is usually a concise subset.  The 

right data is better than all the data. 

There is a CEN ballot, launched at the beginning of February,  on the IPS out for discussion at the 

moment. 

CEN and HL7 need your feedback on: 

• Relevance   (focus) 

• Usability  (filter) 

• Managing Change (frame) 

The patient summary is the building block, the golden nugget that can be used. 

Electronic health records have created a number of problems, raised expectations and are different in 

different countries.  Patient summaries can use that experience  to solve the problem of quality of data 

at the point of care. 

Comments: Diane Kayne (JAseHN project Patient access) 

JAseHN (Joint Action supporting the European Health Network) is a project to develop political 

recommendations on eHealth Implementation in Europe. 

Work package 7, task 5, is concerned with discovering the current state of play in Europe in relation to 

patients access to their electronic health records, the portability of that ehealth data and some digital 

literacy aspects.  Desk research is currently being conducted and will be backed up with a survey.  This 

survey will be distributed via the JAseHN project steering group to member states to complete in the 

coming weeks.  The results of the survey, combined with desk and other research will be analysed and 

summarised in a report as one of the JAseHN project’s deliverables.  A second deliverable will be to 

make recommendations on these three aspects i.e. patient access to EHRs, portability of EHRs and 

digital literacy to enable the effective use of EHRs.  

Comments: Rachelle Blake (EU*US eHealth Work project) 

Success with the international patient summary can only be achieved with patient-provider focused, 

coordinated care driven interoperability.  It is important to enable providers, patients and consumers to 

share their connected health through all episodes of care with user-friendly applications, devices and 

technologies.  Although record integrity and privacy are essential and must be incorporated into the 

infrastructure of the patient summary, patient safety must always take precedence over technical 

security.  Further, we need to have measurable, achievable competencies that form the basis for the 

architecture of the patient summary.  We should aim for at least 100 basic competencies related to 

patient summaries that can be taught, measured as a skill, and incorporated as workplace 

competences.  This will help ensure that we have mechanisms to contribute to a skilled healthcare 

workforce, supporting integration of the patient summary throughout the European Union and globally. 

  

Next Steps towards a Community for the practice of innovation in Digital Health 
Catherine Chronaki 

• What is the current landscape of activities in Europe and beyond?  
o Diverse 
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o Need for standards 
o But some unity 
o Complicated but interest in finding common solutions 

• What is the vision for where we should go next? 
o Lack of common vision. Too many different goals. More focus on objectives and find a 

common vision. 
o Good approach. Many “kingdoms” – have to find a global solution. Cannot do it without 

WHO 

• How do we bridge the gap between what we have and what we want to achieve? 

• Who are the main stakeholders to be involved? 

• Suggestions for action plans 

We know the landscape (which is fragmented). Still miss a common vision. A lot of incentive and good 
will but now we must focus! And start implementing the standards. 

WHO is interested in participating in a work task force to focus on this. 

 


