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1. Executive summary 

This deliverable summarises the evaluations that have been undertaken to date across various national 

patient summary implementations, primarily in Europe. The patient summary in the context of this 

deliverable is taken to mean any nationally or regionally defined data set that contains an overview of a 

person’s health state and significant health and care interventions, intended to enable better informed and 

safer continuity of care for that person across multiple healthcare actors and organisations, and optionally 

for a wider range of purposes. Although the adoption of a standardised patient summary (such as the 

International Patient Summary) for within and cross-border healthcare is the desired goal of Trillium II, it was 

considered valuable to learn from a wider range of Member State adoptions since many of the findings should 

be transferrable to an IPS context.  

When this deliverable was originally conceived, at the proposal stage, it was hoped that Member States 

would have already undertaken some benefits evaluations of the investments they have made in their 

national patient summary infrastructures. It is disappointing to note that there have been almost no large-

scale formal evaluations of the usage and benefits of patient summaries across Europe, particularly in the 

last several years. Those evaluations that were substantive – primarily in the UK – are now rather old and 

date from the early introduction phases of national patient summaries. 

The situation should improve: 18 Member States have applied to Connecting Europe Facility eHealth Digital 

Service Infrastructure Programme (CEF eHDSI), to deploy and gradually start, since Q4/2018, the cross-border 

operation of Patient Summary services. This will give rise to new opportunities to formally demonstrate the 

benefits and to widen the use cases for which patient summaries can deliver value. 

It has therefore been necessary to focus this deliverable towards an understanding of the level of adoption 

and the kind of patient summary ecosystems that have sprung up across Europe, so far. Starting from a 

summary of desk research reported in Chapter 2, including the results of previous European Commission FP7 

and Horizon 2020 projects supplemented by interview surveys conducted as part of parallel projects, this 

deliverable reports on a Member State survey (Chapter 3) that was undertaken to attempt to gain up to date 

insights into patient summary deployment and benefits evaluations. Our results indicate that formal 

evidence of benefit is presently weak and should now rather urgently be prioritised in order to justify existing 

investments and to scale up future investments in patient summary infrastructures. This kind of evidence will 

be needed in order to justify Member State adoption of the IPS once this is embedded into health ICT 

products and beginning to be deployed.  

After summarising the perceived barriers to patient summary use at the front line (Chapter 4), this deliverable 

proposes an inventory of benefits evidence indicators (Chapter 5), as an alternative to having found evidence 

of this kind, with the intention of promoting it as a common evaluation outline framework that could be 

adopted across Europe. This could be developed further as a standardised evaluation methodology with 

metrics. This would allow all stakeholders, including the eHealth Network to consolidate the learning across 

Europe, to inform the future European strategies for promoting better and safer patient care within and 

across borders via patient summaries. 

Recognising that patient summaries need to deliver to an enriched set of use cases in order to achieve a 

critical mass for acceptance and benefits realisation, and drawing also on some prior work, Chapter 6 of this 

deliverable proposes several additional use case that can either reuse the existing patient summary 

specification, the emerging International patient Summary standards or require only minor additions of data 

sets to deliver value.   
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2. Summary of patient summary evaluations to date 

There is no single established observatory at a European or global level of how patient summaries are being 

adopted, and in particular if any evaluations are taking place to indicate how they are being used and bringing 

what benefits. The most recent report is the outcome of a self-assessment performed by the Member States 

who applied to CEF eHDSI to deploy Patient Summary cross-border services. Several Member States are 

monitoring the increasing adoption of PS, but not all the results are publicly available. 

This chapter seeks to consolidate the adoption and learning across several European countries, from 

published research and reports. In section 2.1 an overview is given of a number of national patient 

summaries. Due to the available information regarding national patient summaries and corresponding 

evaluations, the cases of Denmark, UK – England and Scotland – UK will be discussed into greater detail in 

section 2.2. 

 

2.1 Environment scan of national patient summary adoptions and evaluations 

The following desk research was undertaken to provide high level insights into how summaries are being 

adopted and if any evaluations have been published. It is recognised that this research could not be 

comprehensive either in relation to country coverage nor in terms of depth within each country. They should 

perhaps therefore be considered as examples, and also as indications of the knowledge gaps still present 

because so few evaluations have been performed. This section consolidates data from a number of different 

desk research sub-studies undertaken at different time points in the Trillium II project, and so the different 

country reports are structured differently. 

Australia 
My Health Record 

Australia’s electronic health information summary is part of the My Health Record system1. It contains online 

summaries of the patient’s current medical condition, medicines, allergies, adverse reactions, immunisations 

and information on demographics. 

Functionalities and usability 

The record includes a shared health summary which is usually created by the patient’s GP but can also be 

created by the patient’s regular medical practitioner, a registered nurse or an aboriginal health worker. 

Patient access 

The patients can actively control the content of the My Health Record and the access rights for providers. 

Individuals can register and access their record online. 

Lessons learned/ Evaluation reports 

User Perceptions and Expectations of the MyHealth Record: A Case Study of Australia’s e-health Solution 

Participants (n=98) were asked about the usefulness of the summary information available in My Health 

Record. Responses from the participants indicate that 82% thought it would be useful. When asked about 

                                                           
1 Australian Digital Health Agency, https://www.myhealthrecord.gov.au/for-healthcare-professionals/howtos/shared-
health-summaries  

https://www.myhealthrecord.gov.au/for-healthcare-professionals/howtos/shared-health-summaries
https://www.myhealthrecord.gov.au/for-healthcare-professionals/howtos/shared-health-summaries
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the usefulness of health information in an emergency or while travelling, responses indicated that 57% 

thought it would be useful, 24% were unsure, and 19% thought that it would not be helpful. Overall 

respondents were in favour of using the system if the record provided the same information as his/her GP's 

record. Participants showed mixed feelings about governance of the My Health Record. Trust related to the 

Australian government and NEHTA was adequate for 68% of the participants. Only 36% of participants felt 

comfortable with the laws and regulations related to the security of user information in the My Health 

Record, 44% were unsure, and 20% indicated that the laws and regulations were inadequate. Participants 

further indicated that a log should be available to trace use of personal medical records. 

Belgium 
Summarised Electronic Healthcare Record (SumEHR) 

The SumEHR contains general and contact information, patient risk factors, medical history, current 

treatments and prescriptions, and vaccination data. 

Functionalities and usability 

The SumEHR is based on the Kind Messages for the Electronic Healthcare Record (KMEHR) exchange 

standard2. 

Patient access 

Not available. 

Lessons learned/Evaluation reports 

No information.  

Estonia 
Emergency care summaries 

Emergency care summaries are produced when patients enter emergency care units and are uploaded to 

Estonian National Health Information System (ENHIS). 

Functionalities and usability 

No information.  

Patient access 

Via the Estonian e-Service Portal, every citizen has access to his or her full EHR, including the emergency care 

summaries.  

Lessons learned/Evaluation reports 

No information.  

Israel 
HMO-based Patient summary 

                                                           
2 eHealth Belgium, (2018). eHealth Platform Standards. [online] Available at: 
https://www.ehealth.fgov.be/standards/kmehr/en.   
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Israel’s four Health Maintenance Organisations provide their members with patient summaries containing 

hospital discharge summaries and information on allergies, immunization and medication. Hospital staff can 

access the patient summary while a patient is hospitalized. 

Functionalities and usability 

No information. 

Patient access 

No information. 

Lessons learned/Evaluation reports 

No information. 

Norway 
Kjernejournal in Norwegian or Summary Care Record (SCR)3 

As of 2017 all Norwegian citizens have a personal Summary Care Record. This gives all health professionals 

access to selected health information regardless where a patient is treated. The health professionals can 

access this information via their local EHR system. Subsequently, this provides the health professional with 

the patient’s personal information, GP, allergies, special disorders, and previous hospitalizations and visits to 

specialists. 

Functionalities and usability 

Doctors and nurses can only access the SCR of a patient when they are authorized by health authorities and 

when they have a legitimate reason to access the records. The authorization is provided by taking an online 

test. Furthermore, all SCR activity is logged and traceable. 

Patient access 

Patients can access their personal SCR at all times via Helsenorge.no. 

Lessons learned 

The SCR does not replace the local EHR systems of health professionals and functions as a supplementary 

information system. Although the system offers six functional categories of information, health professionals 

tend to use only one of those categories, namely, the medication summary. This type of information is 

updated automatically, resulting in more trust from doctors compared to manually updated information. 

Portugal 
Resumo Clinico Único do Utente (RCU2)  

The patient record RCU2 is part of a larger, more comprehensive electronic health record that provides an 

overview of a patient's medical history. The RCU2 contains summary information of the last treatment 

provided by each GP or specialist who considers this information relevant for other physicians. Via a national 

platform, all patient data is retrieved and displayed in the local storage locations of hospitals and medical 

practices. 

                                                           
3 Dyb and Warth. The Norwegian National Summary Care Record: a qualitative analysis of doctors’ use of and trust in 
shared patient information. BMC Health Services Research (2018) 18:252 https://doi.org/10.1186/s12913-018-3069-y 
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Functionalities and usability 

Patients can only modify data and information in their electronic health record which they have added 

themselves. These can also be unlocked or blocked for doctors in general. The information in the patient 

record RCU2 cannot be manipulated. 

Patient access 

Patients access their RCU2 via the national health data platform PDS4. 

Lessons learned/Evaluation reports 

No information.  

Sweden 
Nationall Patientenöversikt (NPÖ) 

The NPÖ is linked to the Swedish Prescribed Drug Register5. 

Functionalities and usability 

The NPÖ is accessed through the national broadband network for the health care sector Sjunet.  

Patient access 

Not available. 

Lessons learned/Evaluation reports 

No information.  

UK - England (NHS) 
Summary Care Record (SCR) 

The SCR is a patient summary and is automatically created for patients as soon as they initiate a treatment 

relationship with a GP. The file is uploaded to the NHS Spine, part of the IT-infrastructure for NHS digital 

health services, and automatically updated as new information is added to the practice-based files. Based on 

the patient's medical record, the SCR contains information about any allergies, current medication and 

administrative data.  

Functionalities and usability 

Additional content can be added at the patient's request, e.g. if the patient is suffering from serious illnesses 

whose information is relevant to several physicians. In such cases, physicians have been obliged since 2017 

to talk to their patients about this disease-specific extension of the SCR and to obtain their consent6. If a 

physician wants to see a patient's SCR, he needs an ID document for health professionals to log into the spine. 

                                                           
4 Min-saude.pt, (2013). PDS – Plataforma de Dados da Saúde: O que é a Plataforma de Dados da Saúde?. [online] 
Available at: http://spms.min-saude.pt/2013/11/pds-plataforma-de-dados-da-saude/.   
5 Ministry of Health and Social Affairs, (2010): National eHealth - the strategy for accessible and secure information in 
health and social care. Stockholm.   
6 digital.nhs.uk, (2018). Summary Care Records (SCR). [online] NHS England. Available at: 
https://digital.nhs.uk/services/summary-care-records-scr.   
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Patient access 

A patient accessible web portal was initially introduced, but proved to be very cumbersome to register for 

and to access, was not extensively used, and was later withdrawn. 

Lessons learned/Evaluation reports 

See detailed subsection ( 

 

2.3 NHS England evaluations of the Summary Care Record (SCR)) later in this chapter.                                                                                                                                                                                                                                                                                                                                                                                                                                                      

2.2 Recent patient summary usage data from Denmark 

Although an in-depth evaluation could not be undertaken in any country, there was some recent patient 

summary usage information to be found from Denmark. The information originates from October 2018 and 

shows numbers from “Sundhedsjournalen” (the “health care record”) which includes appointments, 

referrals, lab results, vaccinations, visits to hospitals and hospital journal entries, medication, x-ray and scans 

and consultations with GPs and specialists. It covers all adult citizens in Denmark and is accessible for both 

health professionals and citizens via Sundhed.dk (the Danish eHealth portal). 

Figure 1 below shows the growth in access by health professionals and patients to the patient summary, 

since 2011. 

 

Figure 1.  Access to patient summary by Danish health professionals and patients s ince 2011 .  

The grey bar “HP and citizen convergence (with relation)” refers to an encounter where the HP currently 

treating a patient and the same patient have accessed the record of the patient. 

Figure 2 below shows the range of different health professionals who access the patient summary per Danish 

region. 

PS access by HPs and citizens

Number of citizens Number of health professionals HP and citizen convergence (with relation)
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Figure 2.  Access to patient summary by Dani sh health professionals per region .  

Figure 3 shows citizen access as a percentage of the total Danish population, and those citizens whose 

summary was looked at by health professionals. 

 

Figure 3.  Access to patient summary by Danish cit izens and numbers o f  c itizens being looked up by HP .  

 

Type of health professional who accesses PS

Doctors

Nurses

Secretaries

Radiographers

Physiotherapists

Medical laboratories

Health care assistants

Midwives

PS access: % of the population

Number of citizens accessing PS Number of citizens being looked up by HP HP and citizen convergence (with relation)
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2.3 NHS England evaluations of the Summary Care Record (SCR) 

One of the most extensive evaluation programmes of a national patient summary was undertaken by the 

NHS in England between 2008 and 2011. The main report is referenced here7, but several other 

supplementary evaluations were also undertaken. Although early in the adoption cycle, the scale of this 

evaluation has not been repeated anywhere globally. Its main findings are therefore summarised below as 

they should still be taken into consideration, across Europe, when designing and implementing patient 

summary infrastructures and ecosystems, and for future evaluation studies. The section below is a mixture 

of summary notes and extracts from the main report. 

Benefits to Primary Care Trusts 
An evaluation of the early implementation of the Summary Care Record (SCR) in four Primary Care Trusts 

(PCT) from 2008 to 2010 revealed how the SCR benefited physicians in different care settings (pp. 68-70.) 

This table is reproduced below. 

                                                           
7 Trisha Greenhalgh, Katja Stramer, Tanja Bratan, Emma Byrne, Jill Russell, Susan Hinder, Henry Potts (2010): The 
Devil’s in the detail: Final report of the independent evaluation of the Summary Care Record and HealthSpace 
programmes 
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Figure 4 . Table 5.1: Extract from a ‘benefits’ table produced by a PCT.  
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Benefits at the front line 
Policy documents and business plans describing the vision for the SCR were built on the assumption that it 

was likely to add value in six areas (and that this added value was measurable and quantifiable). The SCR 

would:  

• Make unscheduled care better;  

• Make unscheduled care safer; 

• Make unscheduled care more efficient; 

• Reduce onward referrals; 

• Make care more equitable; 

• Improve patient satisfaction. 

In contrast with the above defined hopes for what the SCR would achieve the ethnographic study team found 

that any ‘added value’ associated with the SCR was considerably subtler than policy documents assumed. 

The impact of the SCR was also far more difficult to isolate out from other factors in the consultation than 

has been anticipated before conducting the study. The below excerpts from the final evaluation document 

should be read with this caveat in mind. 

The study found out that the SCR was seldom the only source of medication information available to 

doctors and nurses. However, the authors identified only one such case where knowledge of the patient’s 

current medication was needed in order to manage the presenting problem. In that case an 

unaccompanied unconscious patient with no reliable information on medication, allergies or adverse 

reactions was cared for. This individual did not have a SCR and only limited information was available to the 

doctors treating that patient. According to the authors, this real example, while not supporting any statistical 

statements about how common such cases are, substantiates the ubiquitous hypothetical case in policy 

documents of the patient who presents to NHS services with a life-threatening condition with no way of 

communicating their medication and allergies to health professionals. 

A number of cases were observed in which the SCR provided data which either usefully confirmed 

information provided by the patient or added additional information to this, though in some of these cases 

the authors considered that the benefit was marginal. “In just over 10% of cases where a SCR was not 

accessed, it was judged that had it been available and had it contained all the data expected, it might have 

added significantly to the consultation”, the authors said.   

The authors pointed out that the SCR appeared to add value (or, when not available, was most missed) when 

the problem related to medication or allergies. Particular value was added through the SCR when the 

patient suffered from comorbidities. Additional quantitative data confirmed that the SCR was significantly 

more likely to be accessed when the patient had more than one coded diagnosis. In this ethnographic 

evaluation, the SCR also appeared more likely to be accessed when patients were taking multiple 

medications (‘polypharmacy’), though the authors were not able to interrogate additional datasets to 

confirm this impression quantitatively. 

The SCR added valuable information that made unscheduled care consultation easier, as examples cited by 

all clinicians interviewed show. This was especially the case, when there was some barrier to communication. 

Typical examples given were confused patients, elderly patients on multiple medications (especially those 

in nursing homes), limited English speakers, and those who were under the influence of drugs or alcohol. 

The authors reported no clinician could recall an example of when the SCR had made a ‘life or death’ 

difference, though many considered that such instances might occasionally occur. 
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In some cases, the SCR served mainly as a non-specific measure of how sick the patient was rather than 

providing data that directly impacted on the clinical decision, as this example shows: In one case a patient 

in her 50s telephoned the GP out-of-hours centre saying that she needed an urgent home visit because she 

had run out of cough mixture. This request caused some exasperation amongst the call handlers but when 

the case was picked up by the duty nurse, it was clear from the patient’s SCR that she was on multiple 

medications for several life-threatening medical conditions. The combination of a seemingly trivial request 

and a ‘serious’ medication list in a relatively young patient aroused the nurse’s suspicion and she prioritised 

the case when planning her call-back work. The patient turned out to be near-suicidal following a recent life 

event, and the nurse had no hesitation in allocating an urgent home visit (which was what the patient had 

initially asked for). The apparent influence of the SCR here was to increase the priority of the call-back, but 

since the nurse would have spoken to the patient within a few minutes anyway, the authors did not 

definitively  conclude that the SCR made care ‘better’ or ‘safer’. However, they suggested having the full 

list of medication available when dealing with a complex and sensitive call-back appeared to make the 

encounter less stressful for the nurse. 

The authors believe to have shown limited direct and indirect evidence that the SCR may improve the quality 

and safety of care in a minority of cases in which it is accessed, and also that in complex cases, it may improve 

the clinician’s confidence and make the unscheduled care consultation easier. They found no evidence that 

the SCR changed the share of onward referrals in their sample but the study was not capable of excluding 

an impact on this aspect of care that occurred less frequently than once every 200 or so encounters. No 

consistent evidence for an increase in efficiency of encounters could quantitatively be measured in terms of 

consultation length. However, if efficiency is measured qualitatively in terms of clinician confidence, the SCR 

is held to increase this. 

The SCR appeared to have most impact in more serious cases. Cases in which the study team felt confident 

that the SCR had no impact were often suffering from minor illness or no illness at all. The finding that the 

SCR makes no contribution to care in “most” unscheduled care cases should, according to the authors, be 

interpreted in the light of the important finding that a significant fraction of people is primarily attending to 

confirm that they do not suffer from a serious issue at all.  

Risks at the front line 
A number of risks associated with the SCR were noted as it was used in clinical care, none of which led to 

significant harm to the patient: 

• The SCR was sometimes ‘blank’; 

• The SCR medication record was sometimes incomplete and/or inaccurate; 

• The SCR record of allergies and adverse reactions was sometimes incomplete and/or inaccurate; 

• Conversations about consent occasionally seemed to surprise or confuse the patient; 

• Information on the SCR occasionally seemed to surprise or confuse the patient; 

• Information on the SCR occasionally seemed to distract the clinician into ‘studying the record’. 

 Examples of medication lists that did not routinely appear on the SCR are shown below: 

• Medication prescribed by an out-of-hours GP but not yet added to the SCR by the patient’s regular 

GP; 

• Over the counter drugs;  

• Strong (opioid) painkillers obtained abroad;  

• Medication initiated recently in hospital outpatient department;  
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• Examples of medication shown on the SCR as ‘current’ but not being taken by the patient included: 

o Medication that had been stopped but still appeared as a current drug because it had not 

been actively moved to ‘past drugs’; 

o Medication that had been prescribed and dispensed but which the patient had not taken at 

all. 

Clinicians using the SCR did not show blind trust in data held on it, as the authors found out. Variable data 

quality is a fact of life in clinical care. Any notion that the SCR would offer ‘perfect’ data (always complete, 

always accurate, and always accessible) is unrealistic and a key risk identified by the team. Errors might occur 

when clinicians behave as if data were complete and accurate when in reality they were neither. Indeed, a 

key safety measure in any clinical encounter is the extent to which the clinician has a realistic view of the 

data quality and takes appropriate precautions. The ethnographic findings suggest that shortly after 

implementation of the SCR, front-line clinicians were already developing rules of thumb to assess the 

quality of the data on it. Most commonly, the clinician asked the patient as well as consulting the SCR, and 

made a judgement about which source was likely to be the more reliable. 

Main findings: Local implementation challenges in NHS facilities  
Strategic, technical and operational challenges which staff in these organisations reported during local 

implementation included: 

• NHS organisations struggled with multiple competing policy directives and a limited budget. The 

SCR had a relatively low strategic priority, at least in the early days of the programme; 

• Delays in provision of technical solutions led to slippage in go-live dates for GP practices and a 

concomitant loss of local morale and motivation.  

• The programme was associated with unanticipated administrative workload, for example in 

relation to information governance measures to support secure access to the Spine, investigate 

unauthorised accesses to the SCR and respond to patient queries. 

Main findings: use and non-use of the SCR at the clinical front line 
In relation to use of SCRs by clinicians in unscheduled care settings, most of which were in a primary care 

setting: 

• The study team observed cases in which the SCR appeared to add value in the out-of-hours 

consultation, especially by informing medication decisions in patients who had been prescribed 

multiple medications and were unsure what these were. They also observed many cases in which a 

patient’s SCR was not available but might have added value had it existed and had it contained the 

data needed for a key clinical decision; 

• The study team observed few cases in which the presence of the SCR unequivocally made care 

safer, or where care was unsafe in the absence of the SCR. This seemed to be because doctors, 

nurses and pharmacists tended to err on the side of caution. They took additional safety measures 

if key data were not available and they referred many patients on to the next step in the system 

‘just in case’ whether SCR-held data were available to them or not; 

• When dealing with complex cases, health professionals sometimes found it stressful and 

challenging to make decisions in the absence of reliable data on medication and allergies. In such 

circumstances, the clinician expressed more confidence in their decision and described the 

consultation as “easier” when the SCR was available, even when the information on it did not 

change that decision; 
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• Analysis of a large quantitative dataset of clinical encounters in out-of-hours settings showed that 

use of the SCR was significantly more common amongst experienced regular clinicians than 

occasional staff, in marker conditions where a drug or allergy history was likely to be important, 

and in cases where the patient had more than one diagnosis.  

• Qualitative data suggested that where the information held on the SCR was poorly matched with 

the scope of practice of the clinician (e.g. when a complex medication list was viewed by a nurse 

without senior-level prescribing training), the SCR appeared to reduce rather than increase 

clinician confidence and increase rather than reduce consultation length; 

• The study team encountered no examples of SCR use leading to a change in onward referral 

within the local health community, nor of a patient without a SCR whose onward referral 

decision was likely to have been different had a SCR been present;  

• The study team found it impossible to assess whether patients were more satisfied as a result of 

their SCR being present because satisfaction was a function of the consultation as a whole, not of 

the presence or absence of the SCR. 

The findings indicated that like other medical records, SCRs sometimes contained incomplete or 

inaccurate data. The study was not designed to quantify the prevalence of these. In particular, the study 

team observed cases in which: 

• The patient was taking medication which was not listed on the SCR (e.g. obtained from 

pharmacies, unscheduled care settings, the private sector, a relative’s medication, a stockpiled 

supply of past drugs, or abroad); 

• The SCR listed ‘current’ medication which the patient was not taking; 

• The SCR indicated allergies or adverse reactions which the patient probably did not have; 

• The SCR failed to indicate allergies or adverse reactions which the patient probably did have. 

Clinicians working in unscheduled care drew eclectically on multiple data sources – including the patient, 

electronic and paper records, and their own observations and measurements. When these data sources 

conflicted, they made a contextualised judgment about two things: (a) which source was most likely to be 

reliable and (b) the level of residual uncertainty in the case. The study team did not see any cases where 

incomplete or inaccurate data on the SCR led to harm or risk of harm to the patient – precisely because 

clinicians did not view the SCR as the sole source of reliable data. 

When the SCR was not accessed in an unscheduled care consultation, reasons were sometimes multiple and 

complex, and included both social and technical factors. Examples of reasons for the SCR not being available 

or accessed included:  

• the SCR information was not needed (minor illness and/or patient sought something other than a 

clinical decision e.g. reassurance, certification), so the clinician did not check if one was available; 

• Information held on the SCR was reliably provided by some other source (most commonly the 

patient or carer); 

• The patient did not have a SCR (most commonly because they were registered with a GP practice 

which was not participating or had yet to go live); 

• The patient’s SCR was not available for technical reasons (e.g. temporary loss of the organisation’s 

connection to the Spine, lack of access to a computer terminal); 

• The patient’s SCR was not available for human reasons such as patient not identified on the 

Personal Demographic Service of the Spine (e.g. through misspelling of name); SCR use not 

compatible with organisational routines and micro-practices; staff member not trained, not issued 
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with smart card, not authorised, not motivated, not encouraged or supported by seniors or overly 

concerned about information governance issues (e.g. fear of triggering an ‘alert’). 

2.4 NHS Scotland evaluations of the Emergency Care Summary (ECS) 

The aim of the Emergency Care Summary (ECS) is to improve safety of patient care in unscheduled 

consultations when the GP practice is closed (out of hours care, emergency care). Potential benefits of the 

ECS include more efficient assessment and reduced drug interactions, adverse reactions and duplicate 

prescribing. 8 

The ECS was piloted in 2004 and nationally adopted in 2006. The usage rate gradually increased to 50,000 

accesses per week. The study found that clinicians feel that use of the ECS can improve unscheduled care 

of patients and it is now relied on by many clinicians as an integral part of such consultations. This contrasts 

with the evaluation published in June 2010 reporting on the English Summary Care Record (SCR) similar to 

the ECS in consisting of medication and adverse reaction information extracted from GP records in England. 

Out of a potential 300 users, 118 replies to a critical incident study were evaluated, showing that 81% of the 

respondents rated the ECS very helpful. In 20% of the patient encounters, the ECS changed the management 

in a positive way. The ECS proved particularly helpful if patients were confused or received multiple 

medications. The ECS can benefit patient care by increasing the accuracy of medicines management and 

efficiency of prescribing. 

Similar to the SCR findings, the ECS evaluation reports that data quality issues exist: inaccuracies concerning 

the medication list or missing allergies. The underlying issues for the data quality problems were identified 

as: discontinuation of drugs is not always promptly updated; delay or failure to transcribe into the GP record 

system prescriptions written by others, e.g. nurse prescriptions, drug trials, hospital-only drugs, private 

prescriptions, methadone from drug services; prescriptions not dispensed, non-concordance with prescribed 

treatment and use of over-the-counter drugs are rarely recorded. Data quality [of the ECS medication 

record] could be further improved by adding information from other sources. 

Other potential benefits were the impact of the ECS data on speed of clinical assessment and clinical 

outcomes. 

A final report9  from Lanarkshire indicates that the use of the ECS can benefit medication reconciliation: 

pharmacists would contact the GP in 70% of the cases if they did not have access to the ECS, resulting in time 

savings for the pharmacists and GPs. However, the report also strengthens the data quality issues: Especially 

missing drugs, discontinued drugs and wrong doses were found in the ECS, requiring the assessment of other 

sources than the ECS. The evidence obtained in this project supports findings from elsewhere that there 

continues to be issues with the completeness of the medicines list contained in ECS. 

                                                           
8 Morris, Libby MM et al. The Scottish Emergency Care Summary – an evaluation of a national shared record system 
aiming to improve patient care: technology report . Journal of Innovation in Health Informatics, [S.l.], v. 20, n. 1, p. 41-
49, dec. 2013. ISSN 2058-4563. Available at: https://hijournal.bcs.org/index.php/jhi/article/view/46. 
9 Emergency Care Summary (ECS) and Medicines Reconciliation in scheduled care – Final Report (2011). Available at:  
http://www.scimp.scot.nhs.uk/wp-content/uploads/documents/ECS-Lanarkshire-Final-Report-v-6.0.pdf 
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Figure 5.  Questions regarding the use of ECS and occurrence of  incomplete records.  

 

The socio-economic impact of NHS Scotland’s Emergency Care Summary10 
The section below summarizes the socio-economic benefits of the implementation of the patient summary 

in Scotland differentiated into benefits for patients, healthcare teams, Healthcare Provider Organisation 

and third parties. 

Benefits 

• Patients, informal carers and other non-professionals: 

o The combination of improved accuracy of patient information on medication, allergies and 

adverse reactions, and a reduction in administrative work for the health professionals will 

lead to safer and faster care; 

                                                           
10 compiled by empirica 
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o Time saving and increased confidence and satisfaction with the service 

o Reduction in adverse drug events due to inappropriate prescribing decisions 

• Healthcare teams: 

o Enhanced reach of multidisciplinary teams working with individual patients due to the 

access to the patient summary; 

o Medicines reconciliation becomes easier 

o Minimization of clinical risks due to safer drug prescriptions based on medical history and 

current situation 

o Time saving for pharmacists and GPs due to a reduce in (administrative) workload 

• Healthcare Provider Organisations (HPOs): 

o Integration into a healthcare chain that enables services for patients to continue outside of 

the GP’s practice and yet are a minimal disruption to the practice and the general workflow 

• Third parties 

o The benefit impact for third parties is not directly relevant. This role is subsumed in health 

boards’ budget allocations to hospitals and community health services 

In general, improved quality of care, reduced risk exposure and time savings will lead to an overall 

performance improvement for (small) financial savings, increased productivity, improved services. 

Socio-economic analysis of the ECS 

 

Figure 6.  Est imated annual costs and benefits .  
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Figure 7.  Est imated cumulative costs and benefits 2002 –  2010.  

 

 

Figure 7.  Est imated cumulative costs and benefits 2002 –  2012.  
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Figure 8.  Links between net benefits and util isat ion.  

 

 

Figure 9.  Costs and benefits  per stakeholder g roup.  

 

Figure 10. Redeployed resources and non -f inancial  benefits.  
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Figure 11. Financial costs and redeployed resources.  

Other success factors identified through the ECS programme 
Interoperability is at the core of ECS. Successful technical interoperability is critical. Semantic interoperability 

is less critical because the data items in the GP practice systems are relatively narrow and the data definitions 

are already set for the whole of Scotland.  

Continuous engagement is essential for success. Engagement differs from consultation: consultation can be 

ignored, while effective engagement also enables users to adapt to changes at their own pace, with the ICT 

following suit. 

All the cases included initiatives that changed clinical and working practices. Most of these were relatively 

modest, but scale up to realise high-value benefits. Changes were led by healthcare professionals working 

closely with informatics, ICT, and information teams. 

2.5 CEF eHDSI Patient Summary deployment status 

The roots of the programme 
The European Commission Directive 2011/24, which states the patient rights on healthcare abroad, art. 14 

established the creation of eHealth Cross Border Services. The Member States, to allow the application of 

such Art. 14, have created the eHealth Network (eHN), as a voluntary initiative, to define policies and 

roadmaps for the creation of eHealth Services. 

The EU founder Member States, around 2005, pushed for the establishment of a Large Scale Pilot Project to 

foster the development and the deployment of eHealth interoperability services all over Europe. Being the 

EC competent mostly on cross-country aspects, the epSOS project (2008 – 2014) was targeted to cross-border 

patient Summary (PS) and ePrescription (eP) interoperability services, with the goal of stimulating the 

creation of equivalent services within the Member States, after the momentum of the European co-

operation. In total 27 Participating Nations co-operated in epSOS: 17 of them piloted PS and/or eP services. 

Evidence that epSOS was a political and technical trigger is that none of the participating Ministries of Health 

got any funding from epSOS project. 

The two major outcomes from epSOS were the technical, semantic, legal and organisational assets to 

establish an EU infrastructure for cross-border interoperability and the European Guidelines on Patient 

Summary and ePrescription adopted by the eHealth Network. 
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Several Member States have gradually taken in the National Legislation the eHN Guidelines, defining national 

services (more or less, according to the different realities) in line with them. 

The Release 1 eHN Guidelines,  closer to functional specifications, were turned into strategic roadmaps 

(Release 2) by the Joint Activity to Support the eHealth Network (JAseHN), leaving to subsequent functional 

specification and implementation guide the task of precisely defining the contents of the PS and eP, but 

providing indication on medium-long term extension to other services, like those towards the European 

Reference Network for Rear Diseases (ERN) and the adoption of new standards, like the ISO IDPM sets for 

Medicinal Products identification. 

Through the eSENS Large Scale Pilot and EXPAND project, the epSOS assets were refined and handed over to 

Connecting Europe Facility for eHealth Digital Service Infrastructure (CEF eHDSI)11, which has the goal to 

activate real (not pilot) Cross-Border eHealth Interoperability Services (CBeHIS) all over Europe. 

CEF eHDSI 
CEF Programme covers “core services”, in the case of eHDSI provided by the Solution Provider Unit of DG 

Santé, in co-operation with EC DG Santé Policy Unit, EC DG Digit and EC DG CONNECT, and “generic services”, 

provided by Member States.  

22 Member States, plus Switzerland, applied to the 2015 and 2017 call. Among them the following ones 

applied to deploy PS services, Country of Affiliation (Country A, the one sending the PS: PS-A) and/or Country 

of Treatment (Country B, the one receiving the PS: PS-B): 

Member State PS-A PS-B 

Austria X X 

Belgium X X 

Croatia X X 

Cyprus X X 

Czech Republic X X 

Estonia X X 

France X X 

Germany X X 

Greece X X 

Hungary X X 

Ireland X X 

Italy X X 

Lithuania X X 

Malta X X 

                                                           
11 CEF eHDSI: https://ec.europa.eu/cefdigital/wiki/display/EHOPERATIONS/eHealth+DSI+Operations+Home  

https://ec.europa.eu/cefdigital/wiki/display/EHOPERATIONS/eHealth+DSI+Operations+Home
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Portugal X X 

Slovenia X X 

Spain X X 

Switzerland X X 

 

Figure 12. European Countr ies participating to CEF eHDSI for  Patie nt Summary Services.  

Switzerland has been put out of CEF by an EC political decision. A new call CEF call is expected in 2019, to 

allow new Member States to enter into CEF eHDSI or activate new services. CEF eHDSI operation has started 

in Q4/2018 and, a present, will proceed until end of 2019. Member States are gradually entering in Operation. 

CEF eHDSI Patient Summary specifications 
In application of the eHealth Network Guidelines (release 2; art. 2): “A Patient Summary is an identifiable 

“dataset of essential and understandable health information” that is made available “at the point of care to 

deliver safe patient care during unscheduled care [and planned care] with its maximal impact in the 

unscheduled care”; it can also be defined at a high level as: “the minimum set of information needed to 

assure Health Care Coordination and the continuity of care”. 

The General Guidelines, Chapter IV - Semantic Considerations, Article 10: “Data” states: 

• Safe and secure cross-border care requires an ability to convey both meaning and context in data 

exchange. It is agreed that to achieve this, it is necessary to have structured and coded data for 

identified fields. 

• The responsibility for the accuracy and integrity of the process is with each national designated 

competent entity for such semantic processing. 

The key Functional Requirements on PS, included in the “eHDSI PS Functional Requirements Specification”12 

give precise indications on what has is a valid PS: 

• FR05: Structured Information: 

• The information sent to another country must be structured in modular data groups 

(…) each of them containing related items of information with a unified meaning of 

fields 

• FR06: Equivalent Information: 

• The information sent to another country must be equivalent in the Meaning, i.e. a 

unified meaning of the information must be coherent with that system FR05: 

Structured Information 

• FR07: Information understandable: 

• The information sent to another country must be Understandable (Language) by 

the human actors that will make use of it. 

Always quoting the PS eHDSI Requirements: 

                                                           
12https://ec.europa.eu/cefdigital/wiki/display/EHOPERATIONS/Specifications?preview=/35210463/65979541/PS%20f
unctional%20requirements_v2.2.2.pdf 
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• A basic requirement to achieve the purpose as expressed in the PS in eHealth DSI is to ensure the 

comprehensibility of the information by the one who receives it. This understandability must be 

minimally assured by two key elements: concept understanding and text understanding, and must 

take priority over the completeness/exhaustiveness of the provided information. Thus, very special 

care should be given to the receivers' side of the PS, in terms of informing him/her about the 

meaning of the elements in the patient summary. 

Based on the listed requirements, keeping in mind “Patient Safety First” concept, clinicians have defined the 

Minimum and the Maximum data sets to be included in a valid structured Patient Summary, adopting the 

HL7 CDA V2 Level 3 standard and the HL7 Continuity of Care Document. 

The following table compares the required sections on the epSOS and eHDSI PS, versus the required ones in 

the eHN Guidelines release 1, and the those in the CEN International Patient Summary. 

The Required sections might have a “null” value, if e.g. the patient never underwent a surgical procedure, or 

he has no known allergies. 

The sections “Treatment recommendations”, and “Autonomy/Invalidity”, very important for the continuity 

of care, are represented by free text, not coded. While the “Surgical procedures” (which includes the missing 

organs due to a surgery) and “Implanted devices”, not mandatory in the CEN IPS, were considered very 

relevant for unplanned / emergency care.  

Each data element is associated to a pre-defined Value Set, based on International Code Systems and 

Vocabularies, the so called “Master Value Set Catalogue” (MVC) to allow a constrained mapping from 

nationally used code system into the standard set of value and a safe translation into the Country of 

Treatment language. The PS exchanged between two Countries is in English, while the original is in the 

Country of Affiliation language and the displayed one is in the Country of Treatment language. 

 

Figure 13. Sections of the CEF eHDSI Patient Summary and in other specifications  

Despite the requirement of having fully coded PS, the already quoted “eHDSI PS Functional Requirements”, 

recognises that: 
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• Since substantial parts of the content of PSs in the countries are in free text form, in the local 

country languages, a solution has to be found to overcome this huge interoperability challenge. The 

most future-oriented solution could be to find a way of making a patient summary 100% coded, on 

the eHealth DSI level, enabling translations to and from the local environments 

This in fact depicts the reality reported in the following section. 

Issues encountered in CEF eHDSI PS deployment 

Member States who are developing and deploying CEF eHDSI PS services are encountering difficulties related 

to the provision of coded data in the format foreseen by the eHDSI PS specifications. The evolving situation 

is self-assessed by MSs and reported to the others13 . These conditions, together with other legal aspects, 

have delayed the start of Operation from Q1/2018 to Q4/2018. 

The large majority of MS reported issues in providing Minimum / Maximum coded info in the whole Country 

or in part of it, classified as follows: 

• Source information is not available (or information is optional in source). 

• Source information is not structured (free text) - structure and coding issue. 

• Source information is structured, but not coded - coding issue. 

• Source information is structured, but structure is not compatible with eHDSI CDA Implementation 

Guides - structure issue. 

• Source information is coded with national code system, but mapping to MVC cannot be performed 

or will result in a clinically relevant loss of information - transcoding issue (e.g from WHO IC9-CM to 

WHO ICD10 for Problems). This is also the situation when the data were mapped to the closest 

MVC value. 

In epSOS all the Member States used PS generated or verified by appointed physicians, except Spain who 

used to create the PS automatically from selected data sources. 

In CEF eHDSI, it is the opposite: only a minority of MS have PS created by physicians, while the others are 

using different sources, sometimes with the risk of retrieving partial information. However, several MSs have 

indicated that, in the next future, they are planning to introduce the physicians’ validation of automatically 

generated PS. 

Spain recently performed an accurate assessment of the specificities of its Regions, highlighting the 

peculiarities which suggest to allow several code systems for the same section, to assure accuracy and safety, 

despite the Spanish overall strategic policy of gradually adopting SNOMED CT as the common terminology. 

Other Member States reported the impossibility of adopting (or just using) at national level terminologies 

like SNOMED CT, due to the business policies applied in the past by SNOMED International. 

Short-medium term proposed solution 

This section will give a snapshot on identified problems and the proposed actions that will be considered to 

allow Member States to start operation. 

                                                           
13 https://ec.europa.eu/cefdigital/wiki/display/EHOPERATIONS/Patient+Summary+Required+Sections+-
+Clarifications+on+the+information+to+be+exchanged 
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1. Structured information that cannot be communicated 

(e.g.: "Problem/diagnosis description" cannot be mapped due to loss of clinical information, or 

since it requires context of the patient;  

vaccines cannot be communicated due to a different concept representation system) 

✓ Candidate solutions: 

✓ Make MVC more flexible by enabling the use of different code systems for certain concepts 

✓ Allow the communication of clinical data in the source code system and in English 

 

2. Structured & coded information is not available for all 5 required sections 

(e.g. only the “Allergies” section can be fulfilled with structured data 

only “Current Medication” and “Medical Devices” sections can be fulfilled with structured data) 

✓ Candidate solutions: 

✓ Consider that when essential health data is available in structured and coded way (even if 

only 1 section), this information MUST be communicated since it can enable better care 

✓ Member States MUST provide a roadmap for alignment to the long-term goals of the eHDSI 

specifications. 

 

3. Missing information due to Required sections Optional in Country A 

(e.g. only the “Allergies” section can be fulfilled with structured data 

only “Current Medication” and “Medical Devices” sections can be fulfilled with structured data) 

✓ Candidate solutions: 

✓ Consider as a sub-issue of Key issue 2, apply the most appropriate “Null” value to better 

describe the clinical conditions of missing section/information, missing coded data, no 

know situation – e.g. allergy  

✓ Member States MUST provide a roadmap for alignment to the long term goals of the eHDSI 

specifications 

 

4. Differences about the process used to assemble the information 

(e.g. the information is assembled by a machine upon request from Country B (“on the fly”). 

the information is assembled by a physician, who manually selects the relevant data 

the information is collected by a physician during the last encounter with the patient) 

✓ Candidate solutions: 

✓ Explicitly communicate the process used to assemble information (using an agreed Value 

set of possible scenarios) 

✓ Train Country A health professionals on how to take the cross-border perspective into 

consideration when creating the PS 

✓ Describe to the Country B health professional the Country A approaches and limitations of 

PSs 

Considerations on CEF eHDSI PS 

The main use-cases of the CEF eHDSI PS service is: unplanned encounter while abroad, both in case of non-

emergency and emergency. 

The use-case imply the Patient Summary is also made available in the Country of Affiliation, and, upon need 

/ request, transferred cross-border. 
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Although the national use of PS is out of CEF eHDSI, the Member States who have adopted the eHealth 

Network Guidelines, tend to align the National PS with the CEF eHDSI one. 

There is a high commitment of the 18 Member States who applied for CEF eHDSI PS to deploy services 

compliant to the European specifications, although the rump up period has been harder than expected. 

All signals indicate that the Member States political willingness of taking advantage of the EU cross-border 

service momentum to build eHealth services at national level, will bring, in the next 2-4 years, a significant 

diffusion of PS compliant to the EU PS. 

Another positive attitude, while introducing change proposals to the EU PS specifications, is to make 

reference to the International Patient Summary ongoing specifications: this happened for the new Null 

Flavour Value Set and other data sections which need an increase of accuracy.  

2.5 Conclusions from the desk research on patient summary evaluations 

It would appear that to date most investments in the adoption of patient summaries have focused on the 

design and implementation of a technical infrastructure, and import/export interfaces to existing healthcare 

provider systems so that summaries can be populated, updated and be accessed where needed.  This chapter 

has shown how few formal evaluations of these national implementations have been published so far. It 

seems very little attention has been paid to the human and organisational ecosystem of patient summary 

maintenance and use, which were issues originally highlighted the NHS evaluations by Greenhalgh et al, and 

more recently by the Trillium Bridge project (201514). The lessons learned from the NHS SCR evaluations are 

that should be focused on culture and acceptance pre-requisites for useful implementation of a national 

patient summary are amongst the most important things to get right.  

The most important issues about patient summaries seem to focus on ensuring their content is trustworthy 

and relevant to urgent (time limited) care decision making, especially as the summary is being introduced 

into situations where urgent decisions are made using less robust but longstanding ad hoc information 

gathering practices. 

 

 

 

  

                                                           
14 Kalra D, Chronaki C, eds. Recommendations'for' transatlantic'policy' convergence, Trillium Bridge deliverable 5.2. 
Available at: http://www.hl7italia.it/trillium/repository/Deliverables/Trillium%20Bridge%20D5.2%20v3_preample.pdf 
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3. Member State adoption survey 

3.1 Objectives 

Given that so little information was readily available in a published form, especially about adoption of the 

patient summary across Europe, it was decided to undertake a fresh survey of Member States, which is 

reported in this chapter. 

The survey was conducted across European Member States in order to assess the nature of the patient 

summary environments that are being established in different countries, and the extent of adoption.  

The purpose of this questionnaire was to collect input on the need, anticipated benefits and potential use of 

a patient summary within each national health system and for cross-border exchange. It gathered 

information about the summary creation and access ecosystem established by each Member State, and their 

expectations of the contribution of patient summaries to patient care. Furthermore, the questionnaire aimed 

to obtain feedback on the present extent of implementation, adoption and evaluation of a national or 

regional health summary (of any kind, not necessarily standards based or international).  

This survey originally hoped to also yield pointers to educational resources developed to inform health 

professionals and patients about the summary, and to elicit emerging evaluation evidence of benefits and 

challenges. Regrettably the survey did not find results of that kind, and it is therefore primarily an indication 

of the kinds of summary ecosystems that countries have chosen to establish. 

The questionnaire instruments and its results are presented in full in Appendix 1 of this report. 

3.2 Methodology 

Building on desk research that had indicated the main aspects of an adoption ecosystem that might be 

realistic to survey, a draft questionnaire instrument was developed in early 2018. Subsequently, this draft 

was iteratively refined through consultation within the consortium and with several external experts on the 

patient summary, from different backgrounds including eHealth programme leads, healthcare professionals 

and patients. A web-based version of the questionnaire was created in Spring 2018. 

Patient Summary was defined as a: “Health record extract comprising a standardized collection of clinical and 

contextual information (retrospective, concurrent, prospective) that provides a snapshot in time of a subject 

of care’s health information and healthcare”15 

The International Patient Summary is based on international standards that have been developed 

collaboratively by CEN and HL7. It can be used both at the national level and in a cross-border situation. 

However, many countries have started implementation using a nationally-defined or early standardised 

version of a patient summary specification. The survey collected information about what specification was 

used, but included inputs regardless of the selected specification. 

This survey was not designed to be a mass response survey, but rather to elicit the most authoritative 

response per country. The request to complete the survey was therefore circulated (a) through the eHealth 

Network, so that the national health lead for each country would be invited to complete it, and (b) to national 

standardisation bodies through CEN, which was considered to be the other source of authoritative 

                                                           
15 ISO/TR 12773-1:2009(en) Business requirements for health summary records — Part 1: Requirements 
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information about patient summary adoption in each country. The online questionnaire survey was kept 

open, to allow for some repeated requests for completion, until October 2018. 

3.3 Results 

24 responses were received to the questionnaire. 18 responders originated from 12 European countries 

(some countries provided more than one response), 4 US and 1 Canadian response channelled via 

transatlantic partners of the Trillium II consortium. One response covered a broader European perspective. 

The EU countries for which at least one complete response was received were: Croatia, Cyprus, Czech 

Republic, Denmark, Finland, Germany, Greece, Latvia, Lithuania, Malta, Spain, Sweden. 

The results of the structured questions are presented as charts in Appendix 1.  

Most of the respondents (62%) were representatives of a national eHealth organisation, such as a health 

ministry or competence centre, which was the most desired (authoritative) source sought. The remainder 

were from a university or another kind of organisation. There was a fairly even split of respondents between 

project managers, decision makers, policy makers, academics and a few other backgrounds. 

In 58.3% of countries the patient summary is either widely adopted or being scaled up (which contrasts with 

the level of MS commitment to the eHealth DSI). The remaining 41.7% of countries are in the process of 

designing or implementing their patient summary solution. None of the responders reported that the patient 

summary is not of interest. Just over half (55%) based their patient summary representation on an 

international specification: mostly the EU patient summary specifications of the eHealth DSI, or the HL7 

Continuity of Care document. A quarter has used a nationally developed specification, others had used a 

more ad hoc approach to the content, or the information was not provided. Most of these implementations 

were not expected to change to a different specification, but a quarter of the countries did plan to change, 

to the EU Patient Summary Guidelines or to the HL7 Continuity of Care document. 

Content of implemented patient summaries 
Most of the patient summary implementations are targeting the scenario of unscheduled or emergency care 

at a healthcare provider location where the patient is not known and has no or outdated health records that 

cannot be relied upon. This scenario originates from large-scale European pilot testing cross-border sharing 

of medical data called epSOS or Smart Open Services for European Patients16. 

Next to the scenario of an unreliable health record, 60% of the responders reported that the patient summary 

is also used as a tool to support referrals between a GP and a hospital, and 40% that it supports continuity of 

care for long term conditions. It was not possible to determine if the patient summary specification had been 

extended to add long term condition details, but this would seem unlikely given the majority of 

implementations are following a standardised specification that only caters for generic summary 

information.  

Over 80% of the patient summary implementations relied on data extracted only from GP records. However, 

most implementations also obtained data from hospital emergency departments and clinics and almost a 

quarter obtained additional data from pharmacies as well. It is noteworthy that nearly a third of summary 

implementations also obtained data from emergency response staff and paramedics, and one sixth included 

public health systems. In over 40% of countries patients and caregivers could add to the summary. 

                                                           
16 https://ec.europa.eu/digital-single-market/en/news/cross-border-health-project-epsos-what-has-it-achieved 
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Access to patient summaries 
Almost all implementations offered access to the patient summary to GPs, hospital emergency departments, 

hospital clinics and for inpatient admissions. In over 40% of cases emergency response paramedics also had 

access to the implemented patient summary. Only 10% of respondents indicated pharmacists has access to 

the patient summary. Furthermore, nearly 70% of implementations offered patients and caregivers access 

to the patient summary. It was not possible in this survey to explore this notion of access in greater depth, 

for example how GDPR compliance would impact on this figure.  

Although no social care input was provided to populate to supplement patient summaries, 10% of 

implementations offer read access to social care staff. 

(Self-)management of patient summaries 
Half of the national summary implementations offer patient access for self-management. Since summary 

information is not in itself the kind of data to be collected through disease self-management, it is not clear 

how the self-management was documented by patients. 

The triggers for creating or updating the patient summary were often described in an unclear fashion by 

respondents. The responders might be unaware of this aspect. The provided answers showed various 

approaches regarding management of the patient summary. The answers included the following: 

• An update following every GP consultation;  

• An update following hospital discharge (but not from the GP); 

• Creation of a fresh summary created per GP or hospital contact (not an incremental update); 

• A biannual update (e.g. Luxemburg) 

• An unclear response suggesting that more than one summary might exist in a national repository.  

Alternative uses and quality of information stored patient summaries 
Almost 30% of countries are implementing solutions to reuse patient summary data for research, and an 

additional 40% are actively considering this. 11.8% of respondents indicated that this is considered to be too 

sensitive or challenging to purse at a present stage.  

Smaller percentages of respondents indicated the extent of reuse for quality management: 17% was currently 

undertaking this and the same percentage actively considered doing it. However, a third of respondents 

indicated that quality management was considered to be too sensitive or challenging to pursue. This 

suggested that stakeholder acceptance of assessing quality of care through a patient summary was perceived 

as a bigger threat than undertaking research. 

The figures for health policy and planning were roughly half way between research and quality management. 

It is not clear if the reasons for this limited perceived use is because summary information does not contain 

the necessary data points to properly inform policy-making, or if access to patient summary data by policy-

makers was considered to be a sensitive issue. 

Educational programmes regarding patient summaries 
Few countries had so far invested in a detailed information portal for the public about their implementations 

of the patient summary. Some respondents indicated that a public information portal was planned. The 

survey generated almost no references to educational materials for professionals or the public. 
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3.4 Discussion 

Despite the number of Member States who answer the questionnaire is a half of the EU countries, some 

interesting findings emerged. These are not sufficient to enable firm conclusions to be drawn, but invite to 

more detailed investigation. 

Most of the implementations appear to be using a standard for representing the content of the patient 

summary, either drawing on the EU Guidelines or an HL7 standard. Although there are few plans to change 

an existing implemented specification at the moment, it would seem plausible that a momentum to transition 

to an International Patient Summary could be generated provided that the upgrade path is well worked out. 

This upgrade should not be highly disruptive and should be affordable. 

Although some of the earliest national adoptions of a patient summary exclusively used general practice 

systems as the data source, such as the NHS in England, it is interesting to note that several countries are 

now able to update the patient summary using hospital emergency department and discharge summary 

records as well. It is not clear how conflicts are reconciled when different data sources are merged, such as 

differing medication lists between a hospital and a general practice. More work is needed to explore the 

patient safety implications of combining multiple clinical data sources at the summary level, and preferably 

to achieve a European consensus on best practice in this merger so that clinicians are able to trust patient 

summaries all over Europe with an equal level of confidence in this aspect.  

It is noteworthy that around 40% of respondents indicated that patients and caregivers can contribute 

patient summary content. There has been a historic mixture of healthcare professional attitudes to patients 

contributing content to a professionally-used health record, as opposed to a separate personal health record 

which is solely accessible by professionals. The reasons for this professional reticence are well documented, 

but there are also many published examples of collaborative contributions to shared health records that have 

been successful. In order to ensure that the patient summary is well trusted by all potential users, irrespective 

of their attitude on this point, it is important for consistency in how different information providers are 

distinguished in the content of a patient summary. Users of a summary will then be able to appraise the 

authorship of the different entries in it and make personal decisions about what information to use in their 

own decision-making. This issue will also arise when social care professionals contribute to the patient 

summary, which is likely in the future. Although distrust across professional inpatient stakeholders is 

regrettable, explicit labelling of entries would allow for the culture of trust to grow rather than be imposed. 

It is positive to note that patient summaries are accessible, in some countries at least, in diverse healthcare 

settings and by different professionals, including locations like pharmacies. It may be vital for a pharmacist 

to judge the safety of dispensing an over-the-counter medicine which the knowledge of that customer’s 

currently prescribed medication. However, it should be noted that only 10% of respondents indicated 

pharmacist access at present. 

The European Patient Summary was developed for use for all adult care, thus excluding children, in 

unplanned and emergency care scenarios. The HL7 Continuity of Care Document standard is potentially more 

extensive with regard to clinical content. It is interesting to note that some countries are using their patient 

summary as a tool for communication between GPs and hospitals for referral, and also in some cases for 

continuity of care for long-term condition management. It is positive to observe that the basic limited content 

of the patient summary is already used for such clinical communications, however, further work is needed 

to examine how the basic summary specifications might have been extended to serve these other purposes. 

It would clearly be advantageous, at a European level, for such extensions to be consistent across Member 

States.  
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There is increasing recognition across almost every health system globally that patients should be 

empowered in decision-making and equipped to participate in illness self-management and prevention. It is 

interesting that the majority of patient summary implementations offered patients direct access to their own 

summary. It is not clear from this simple survey if the remaining 30% are currently in the process of enabling 

this access, and this survey captured a transitional implementation stage, or if there have been some 

intended limitations of patient access in some countries. This limitation would, of course, now be challenged 

in the light of GDPR.  Around half of the respondents indicated that patients could use this summary for self-

management, but it is not clear if the patient summary in these situations acts as a reference point of 

information to inform self-management strategies, or if the summary can be extended to include monitoring 

data. This aspect of use needs more detailed investigation across countries, to see if there is sufficient 

maturity in this experience to guide best practice. 

When it comes to reusing collections of patient summaries as a kind of population health registry for health 

system decision-making, quality management and research, few countries have already prepared the ground 

by engaging stakeholders in supporting such downstream uses. Concerted action is needed to put in place 

the necessary governance protections to win such support. There could be legitimate grounds for concern 

among stakeholders about whether the patient summary content is accurately coded and complete enough, 

and has enough coverage over the national population, to support good quality decision-making. However, 

given that so many high-level strategic decisions are made on (variable-quality) secondary data collections 

and often rather superficial indicators, the information in patient summaries would seem to offer the 

opportunity to improve the evidence base for decision-makers. The potential to reuse patient summary for 

research, although more acceptable and in progress to a greater extent than other secondary uses, is also 

limited at present. Previous exploratory projects like VALUeHEALTH have highlighted the potential value of 

patient summary data, at population level, for various kinds of learning and insight generation. This would 

appear to be an area of added value to patient summaries that could be promoted at a European level, 

through coherent action across Member States, rather than leaving each country to generate this 

stakeholder endorsement alone. This is particularly because so many of the opportunities for secondary use, 

such as research, occur at multi-national levels. 

3.5 Conclusion 

Bringing together the rather fragmented evaluation findings from the previous chapter, and the results of 

this survey, it would appear that there is an urgent need for European level coordination of evaluations of 

the patient summary ecosystem: how these summaries can best be populated with accurate and complete 

information for multiple data sources per patient, how summaries can be best used for a diversity of patient-

specific care purposes by health professionals and patients, and how registries of cumulative patient 

summary data can bring added value at national and European levels. 

The next chapter of this report discusses those different potential use cases for the patient summary and the 

kinds of evidence that would be needed to win stakeholder support for them. 
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4. The main barriers to the wide scale use of patient summaries 

The emergent findings, albeit not robustly evidenced yet, suggest that healthcare professionals do not 

routinely seek and examine a patient summary in unscheduled care contexts. Combing many sources of input 

including personal communications and discussion groups during the period of Trillium II, it is possible to 

identify several main barriers to the wide-scale use of patient summaries, even if they are available: 

• It can be cumbersome to access the summary, as it may require a different login and password, and 

other logistic steps, to access it compared to their usual EHR system; 

• It may be slow to retrieve the relevant summary; 

• The summary might not exist, or be empty, for their patient because that patient’s normal 

healthcare provider is not participating in summary population; 

• The summary is not considered trustworthy, in terms of being up to date or complete; 

• The summary may be time consuming to study compared to, for example, asking the patient or a 

relative if there are any allergies or what medication is being taken; 

• Clinicians (and patients) have no education in how summaries are created and how to appraise the 

validity and trustworthiness of the data in them, nor how to handle clinical accountability for 

decisions made or changed on the basis of that information; 

• Finally, and importantly, it is not a routine part of the workflow so the clinician has to remember 

that a summary could be consulted and how to do it. 

There are additional issues that may impose barriers to successful implementation of patient summaries, 

relating to the nature of the data, which have been raised by stakeholders but not quantified in patient 

summary implementations: 

• Summaries within electronic health records are context specific, acting as an aide memoire and 

prompt to its users; hence an ideal general practice summary might look quite different to an ideal 

specialised hospital summary, which can cause problems if multiple data sources are used to create 

a combined summary; 

• Summaries might be generated automatically by EHR systems for internal use, which introduces 

the risk that their content is over-crowded and not prioritised, or summaries may be curated 

manually which requires clinician effort – and the risk of omission at busy times; 

• Clinicians are not well trained in removing information from summary data sets, such as (outdated) 

allergy lists, and it is recognised that they are reluctant to do so, meaning that summaries will risk 

over- rather than under-reporting certain kinds of information; 

• Computer systems that merge summary data sets form different care providers for a patient may 

have difficulty reconciling inconsistent information, for example recognising that a medication has 

deliberately not been issued by one care provider rather than erroneously omitted from that list of 

medications; 

• Summaries are often created and managed for doctors and are often not multi-professional or 

patient oriented, introducing a bias in the information they contain; 

• No staff member is likely to have a job role that includes the maintenance of a patient summary, 

with protected time or a performance indicator to incentivise this effort. 

• Most of the contents of Patient Summaries are structured in sections, but not coded: this 

represents a severe showstopper for cross-border services, which requires trustable translated 

information, and for secondary use for research purposes, too. 
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These barriers are not related to the technical implementation of the patient summary, although early 

adoption experiences of healthcare professionals (e.g. in the NHS in England) were that the need to access 

separate computers, slow computer searches and clumsy user interfaces added to the barriers to use. 

However, it is expected that such barriers are diminishing, and therefore have not been discussed here. 
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5. Convincing stakeholders of the value of the patient summary 

The cumulative message from the preceding chapters of this report is that many of the stakeholders who 

were expected to be the direct beneficiaries of patient summaries, in unscheduled and emergency care 

scenarios, are yet to be convinced of its value. This includes patients and the public, front line health 

professionals in primary care and hospitals plus perhaps those responsible for public and population health. 

The most important actors who need to be willing to invest time in summary curation and who should decide 

to access and use the summary in the relevant scenarios are healthcare professionals and patients.  

It is disappointing how little of the significant ICT programme budgets across Europe have been allocated – 

not just in relation to summaries but across all of eHealth –to education, clinical data quality and evaluation. 

Given that the survey has indicated that a number of countries deployed and are scaling up patient summary 

solutions, it is the firm recommendation of this report that these deployments must be rigorously evaluated. 

In particular should be focused on their contribution and attention for their patient care benefits. Although, 

the survey identified various approaches to how patient summaries are represented, populated, maintained 

and accessed, there are enough similarities across Europe that a common evaluation framework could be 

defined and used, even if it requires nationally or regionally customisation. 

Focal points for a European evaluation 
The following areas of “missing evidence” are proposed as the focal points for a harmonised European 

evaluation, so that the most salient convincing arguments can be supported and shared across Member 

States, even if fine tuning is required nationally. They have been derived from a combination of the desk 

research and Member State survey reported in previous chapters, and many stakeholder interactions 

undertaken at events and one-to-one interactions, during the Trillium II project although sometimes as part 

of other multi-stakeholder initiatives.  

1. Quantifying the use case occurrence 

Measuring the frequency and proportion of patients who seek urgent/unplanned care, and who 

have a health history, allergies or medication use that may need to be taken into account in 

immediate care planning decisions (such as whether to admit a patient to hospital). In other words, 

how often might a patient summary be relevant. These metrics may need to take into account how 

many patients could not give a competent and trustworthy medical history and medication 

inventory verbally, and the severity of the healthcare encounter situation (since the treatment of 

minor injuries might not require detailed background medical information). 

2. Quantifying the distribution of decision-influencing health data 

Measuring the frequency and significance of the clinical care planning decisions that are taken in 

relevant patients, and how often these were influenced by a salient background medical fact that 

was obtained from an online patient summary (and not from the patient directly), or which needed 

to be corroborated from the patient summary for accuracy or detail, such as a dose or repeated 

ingestion. 

3. Assessing the data quality of the patient summary 

This may entail (a) assessing the overall quality of the data within a repository of patient 

summaries, using well-recognised data quality dimensions and (b) assessing post hoc the accuracy 

of the patient-specific coded data items that were relied upon for a clinical care decision. Evidence 

on the achieved quality should be provided to PS users. 
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4. Validating the currency of the summary 

This evaluation would require reviewing the source systems that have contributed data to a sample 

of patient summaries, and the procedure to create it, to confirm that the most up to date versions 

of the data for each heading/section are included, including completeness of provided data and the 

removal of deleted data (not just the incremental addition of new data). Evidence on the process to 

create the PS must be provided to PS users. 

5. Validating the reconciliation of data sources 

This evaluation would also require reviewing the source systems that have contributed data to a 

sample of patient summaries, to confirm how different content for each section has been handled, 

and how inconsistencies have been reconciled – in particular if manually by a suitably trained 

clinician or via an algorithm that has been correctly designed an executed. This aspect of the 

evaluation should focus on patient safety. Evidence on data reconciliation must be provided to PS 

users. 

6. Assessing timely and correct summary access 

This is primarily a user oriented technical evaluation of the time and effort required to open the 

patient summary on the right patient, from the time at which is release was perceived. This 

includes aspects such as gaining log in access on an authorised device, logging in (including finding 

the right password if there is no single sign on), finding and verifying the right patient record and 

correcting errors in those steps. GDPR compliance and adherence to national rules and laws on PS 

access are key above all other criteria.  

7. Assessing the time to discover the salient data items 

From opening the correct patient record, measuring how long it takes a clinician to scan the whole 

summary or to navigate to the most relevant portion to assimilate the relevant information, 

including any metadata that is needed to verify its provenance, and any issues to do with natural 

language.  

8. Determining the weighting of the evidence 

Assessing, probably qualitatively, how important the information obtained from the patient 

summary was in relation to the overall body of facts that were available from the emergency 

context, from paramedics, from the patient, carers and witnesses, clinical observations and 

investigation results. 

9. Determining the impact on care decisions 

This evaluation should seek to understand how the patient summary information added or 

corroborated vital decision influencing facts for the clinician. In particular, this evaluation should 

elicit alternative care plans that were being considered, and where the patient summary 

information was able to narrow down the choice. The alternative options – those not pursued - 

should also be documented for other evaluation metrics. 

10. Quantifying the nature of the care decisions 

This evaluation should enumerate the care plan actions that were taken, and those not taken, as a 

direct consequence of information in the patient summary. This kind of evidence may prove of 

stakeholder-convincing value in showing to others what kind of unnecessary actions can be avoided 

(e.g. hospital admission) and which patient safety actions can be triggered (e.g. to measure an 

additional blood value). 
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11. Quantifying the business impact of summary-informed decisions 

This evaluation should assess the business impact of the care plans not executed versus those that 

were, including the consequences of these (e.g. the decision not to admit a patient may save very 

short-term costs but not if the patient has a deterioration requiring more intensive hospital care a 

few days later). 

12. Quantifying the patient impact of summary-informed decisions 

The impact on the patient should be evaluated, in terms of the level of avoidable disruption, time 

taken to return to normal functioning and stress/suffering that has been avoided (or, possibly, 

introduced) through patient summary access. 

13. Assessing the impact on resource utilisation and capacity management 

This evaluation should consider the population level impact for a healthcare provider organisation 

that may have a proportion of patients handled in different ways because clinicians are better 

informed, for example a reduction in utilisation of emergency room radiology, laboratory or 

medical assessment unity facilities. 

14. Assessing any negative impact on patient safety 

Although it is hoped that patient summaries will correctly guide healthcare professionals in decision 

making, there is a risk that incorrect or incomplete or out of date information will misdirect their 

decisions, resulting in harm. It is important that an evaluation programme includes assessments of 

risk and harm as well as hoped for benefits. 

15. Confirming information governance and ethics expectations 

Although it is expected that patient summary access will only occur in legitimate circumstances, by 

authorised health and care personnel, it is important that audit trails are examined as part of an 

evaluation, and reviewed with patients to identify if there are occurrences of inappropriate 

summary access. Specific assessment should be performed on the process applied in case of 

unconscious patients, minors and patients under tutorship. 

16. Use made by patients 

Since many national programmes offer patients and caregivers access to the patient summary, it is 

important for any evaluation to include an exploration of how patients have benefitted from that 

access, including personal learning about their health situation, the ability to share their summary 

with care givers and other relevant family members, and if it has served as a tool to support illness 

management and/or prevention activities. 

17. Data entered by patients 

Since some deployments have included the ability for patients to use their summary for illness self-

management, an evaluation should be undertaken to determine the extent to which this enriched 

summary has catered adequately for their monitoring needs, and if that data has proved useful in 

consultations with their healthcare professionals. 

18. Patient Summary quality for cross-border services 

Three basic requirements must be satisfied for cross-border services: 

• Equivalent Information: the information sent to another country must be equivalent in the 

Meaning, i.e. a unified meaning of the information must be coherent with that system from 

which it was derived. 
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• Structured Information: the information sent to another country must be provided in 

structured modular data groups, each of them containing related items of information with 

a unified meaning of fields. 

• Information understandable: the information sent to another country must be 

Understandable (Language) by the human actors that will make use of it. This implies the 

adoption of coded data from selected terminology, translate into the language of the final 

user, while respecting the Equivalent Information requirement. 

The above inventory of potential areas for evaluation are not intended to be exhaustive, but function as a 

starting point for European level consideration, elaboration and eventual formalisation into a baseline 

evaluation methodology that can be used consistently across Europe, even if customised, so that learning 

can be aggregated and shared.   
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6. Potential new use cases and value-added benefits from adopting patient 

summaries 

The findings discussed in Chapter 3 indicate a rather limited set of use cases for which patient summaries 

have so far been positioned, although understandably primarily for urgent care benefit to patients.  The 

barriers listed in Chapter 4 suggest that unless patient summaries gain sufficient multi-stakeholder value, 

they will not become adopted and curated as a mainstream healthcare activity, which is vital for them to be 

usable and used. 

The anecdotal finding from interacting with many national eHealth decision makers is that the proportion of 

patients who are likely to benefit from a patient summary in a cross-border unplanned care is too low to 

justify dedicated funding. Hence, many of the cross-border initiatives have to date relied substantially upon 

EC central funding. The national justification for financing patient summary initiatives is largely based on 

national care. Namely, for unplanned care situations within country borders. The added value of the 

European initiatives may instead be found in stimulating national policies and deployment after European 

guidelines and standards, in the sharing of expertise, specifications, scale of procurement and common (e.g. 

open source) infrastructure components such as the openNCP services. 

However, as indicated in the recent Norwegian study reported in Chapter 3, even within border use for 

emergency care is not taken up as much as policy-makers expected. The premise advanced by the work in 

this work package echoes the conclusions and recommendations of the VALUeHEALTH project, which were 

in turn a response to a call for proposals to examine this issue. It is essential to combine multiple use cases 

for the creation and use of patient summaries, possibly adding to the basic information content to deliver 

on these additional use cases, so that a wider range of actors obtain value, collectively grow the summary 

adoption culture and build a strong business case for patient summary investments. 

The sections below list the use cases identified by VALUeHEALTH, supplemented by those identified in this 

project, as a set of potential drivers for creating this unified momentum and business case. The set of use 

cases in section 6.1 would be anticipated to bring business benefits through avoiding healthcare costs 

through better informed decision-making and care planning. It should be noted that VALUeHEALTH 

demonstrated this for the case of diabetes care. The set of use cases in section 6.2, public health, may not 

only avoid unnecessary healthcare interventions but should facilitate more efficient service planning and 

public health measures addressing qualifiable health needs. Those in section 6.3 have the added potential to 

bring in new funding streams, such as from pharma, the medical device and ICT sectors who may contribute 

for access to anonymised data repositories derived from populations of patient summaries. 

6.1 Health services use cases 

Online medication profile: secure online access to the patient's current and recent medications contained in 

the IPS, available to the patient and authorised health and care professionals, anywhere globally. Main 

beneficiary: Patients 

Safe prescribing: this use case aims to ensure that decision support algorithms for prescribing (which already 

exist) are able to access safety-critical information that may be held in the systems of multiple health care 

providers who are caring for the patient: other current medication, allergies and intolerances, clinical 

conditions, significant family history, relevant bio-markers etc. It extends the Medication Profile use case, 

enriching the information content to form a kind of medical summary. Main beneficiary: Health professionals 
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Field emergencies and disasters: access to the patient summary, preferably internationally standardised and 

accompanies by a ready means of patient identification such as a portrait photograph, that can be accessed 

anywhere that a disaster arises and a victim needs urgent medical attention. Main beneficiary: Patients and 

disaster response teams 

Child health: information to support continuity of general child development care especially including 

immunisation schedules (which would need to be added to the IPS), information to alert a clinician to the 

opportunistic vaccination in the case of a child missing a scheduled vaccine and background information 

about any medical conditions and treatments being taken. Main beneficiary: Patients, healthcare 

professionals and public health authorities 

Integrated care and self-management for long-term conditions: condition-specific, semantically-

interoperable, information sharing between actors involved in the healthcare, social care and self-care of a 

patient's portfolio of long-term conditions. The patient summary could be enriched with the key data items 

relevant to each long-term health condition the patient has. Main beneficiary: Health professionals 

Online continuity of care health summary: a consolidated online health and care summary that would meet 

the needs of emergency or unplanned care but also support planned care (continuity of care for a patient's 

long-term conditions), available to the patient and authorised health and care professionals, anywhere 

globally. The existing IPS could be extended to include basic care planning information. Main beneficiary: 

Health professionals 

Personal care plan: this personalised care plan could range in focus from a single condition to the complete 

portfolio of health issues, care issues and prevention matters relevant to a patient, in each case documenting 

the problems, goals, and actors involved and scheduled care activities, with reminders. This use case should 

ideally include a care plan that a patient could maintain, to include self-management steps and decisions. 

Main beneficiary: Health professionals, citizens 

Help keep patients at home: primarily targeted at frail individuals, often the elderly, who might either have 

recently been discharged from hospital or be at risk of deteriorating health at home. The patient summary 

could be extended to include data from sensors and monitoring devices in the home or worn, integrated and 

monitored through smart algorithms and remote call centres. This might help early detection and prevent 

escalation of a health or care need. Main beneficiary: Citizen/Patient if integrated system, health 

professionals if a set of sensors 

6.2 Public health use cases 

Prevention plan: this use case focuses on health promotion, illness prevention and health screening 

programmes that might be developed through multi-stakeholder collaboration at a regional or national level, 

and delivered to citizens through mobile and wearable applications and personal health systems. 

Repositories of patient summaries would provide population level insights into preventive health needs and 

the succes of screening programmes. Main beneficiary: citizen/ patient 

Population health comparisons: European Member States want to share information about population 

health characteristics and health status, illness prevalence, comparative effectiveness, clinical outcomes, 

reduction in adverse patient-safety incidents and early detection of outbreaks etc. In order to improve the 

quality, sensitivity and accuracy of the presently-available benchmarks (e.g. as published by OECD), there is 

a need to run data analyses on fine-grained electronic health record information, in a standardised way so 

that the results are consistent across equivalent sub-populations and countries, whilst safeguarding personal 
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confidential data. Repositories of patient summaries would provide a readily accessible and standardised 

repository for such analytics. Main beneficiary: decision making person (including Health 

professionals/organisations) 

6.3 Research use cases 

Cross-border pharmacovigilance: despite being ruled by Regulation (EC) No 726/2004 17, there is recognised 

under-reporting of drug safety issues (such as significant adverse reactions), possibly due to the effort 

involved by clinical practitioners in filing a report, and at times the lack of awareness that a clinical event 

might be caused by a drug. Decision support systems could be designed to query repositories of patient 

summaries to identify polypharmacy and potentially inappropriate prescribing patterns, to identify the 

prevalence of safety signals, and to prompt clinicians to consider whether a drug has caused a clinical 

observation such as a symptom. Main beneficiary: Health professionals / Health Care Institutions 

Clinical trial matching: more patients may wish to have the opportunity to take part in a clinical trial related 

to their condition. Systems can take the criteria for a new clinical trial and match them to eligible patients 

within an electronic health record repository. There is a need to scale-up such systems across Europe, in a 

standardised way, and also to enable patients themselves to provide their health history and disease 

situation into an online environment that can search for relevant trials in their geographic vicinity. The 

eligibility criteria of most clinical trial protocols could be executed as queries on a repository of patient 

summaries, to identify potential trial subjects to contact (if they have given their consent for this). Main 

beneficiary: specific patients 

Some of the above use cases would require the addition of new sections and fields to the existing European 

unscheduled (adult) care summary, such as an immunisation schedule, prevention activities, summary data 

sets for particular diseases and sections where patients can record self-monitoring data. Designing, funding 

and implementing these additions may take some years. It is therefore imperative that Member States come 

to rapid decisions on which additional use cases they are likely to support in the medium term, so that 

relevant stakeholder consultations and initial design work can be initiated. This may include issues of data 

protection and governance, as outlined in Chapter 7. 

 

 

  

                                                           
17 Regulation (EC) No 726/2004 of the European Parliament and of the Council of 31 March 2004 laying down 
Community procedures for the authorisation and supervision of medicinal products for human and veterinary use and 
establishing a European Medicines Agency 
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7. Ethical issues 

This deliverable has no specific ethical impact, since it is not dealing with real patients’ specific clinical data. 

However, the scale adoption patient summaries across Europe, including in future the extended use cases 

suggested in this deliverable, pose three broad categories of ethical issues that need to be taken into 

consideration. 

7.1 Data protection 
Even before the introduction of the GDPR, it was important to respect the rights of European citizens to the 

protection of their data, and the limitations of its disclosure for legitimate purposes. Whilst it is widely 

recognised that seeking healthcare is a kind of implied consent to capturing health data as a record of care 

given, and that reviewing retrospective health data is part of good clinical practice, individuals who seek 

healthcare in another European country might not expect the health record information from their home 

country being accessible in those situations, to relative strangers. It is important the public are well educated, 

through national channels as well as linguistic and culturally tailored channels, that a national patient 

summary infrastructure is being constructed, the kinds of information that are contained within the patient 

summary, and the national and international scenarios in which the data may be accessed. Patients must 

also be informed about how they can opt out of any such accessible patient summary solution, or how they 

might mask certain information so that it is not included in the patient summary. 

7.2 Sensitive content 
There might be ethical considerations about the inclusion in a patient summary of information that is quite 

sensitive to an individual patient, but is not really necessary in order to provide safe unscheduled and 

emergency care to the patient. The reason for raising this as it is probable that in many cases a shareable 

patient summary is created as an automatic extraction of data within certain sections of electronic health 

records, or including data that has been tagged in certain ways. These sections or tags might not have been 

created in years past, and information may not have been added to them, with the foresight their content 

would be exported into a widely accessible summary. There is a possibility at times when rather personal 

information, not necessarily needed in an emergency situation, has been entered in good faith by a 

healthcare professional, such as the patients GP, but which the patient would absolutely not wish to be 

included in a widely accessible summary. This issue is supplementary to conventional data protection 

considerations, but also needs to be taken on board. This may be particularly important if the patient 

summary is accessed by the patient himself or herself, possibly in their own home environment where it 

might be seen by other members of their family who should not have had access to those sensitive items of 

data, or the summary is shared by the patient to other persons such as an employer without realising that it 

contains data they had intended to keep private. 

7.3 Patient safety 
Patients will only be treated more safely and effectively through health professional access to this patient 

summary if it provides the correct information. Earlier sections of this report have indicated areas and 

situations in which care needs to be taken.  For example, to ensure information is up-to-date and appropriate 

reconciliation is made across different healthcare providers systems if their data is merged into a single 

patient summary. Adequate risk assessment needs to be taken of the way in which information flows and 

their management is handled, in order to ensure patient risk has not increased, as opposed to decreased, 

through wider access to an online patient summary. 
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8. Conclusions and next steps 

This deliverable draws together what can so far be learnt from the scarcity of evidence that exists about how 

patient summaries have been implemented across Europe and what lessons have been learned from those 

implementations. 

In essence, the findings of this deliverable do not highlight major issues with the specification for the 

information content of a patient summary, in future envisaged as the International Patient Summary, nor 

from the technology perspective of how this intended content is represented as an information model, as 

interfaces and as a technical infrastructure. Admittedly, though, these aspects of delivering a multi-national 

patient summary have not been examined in detail because there is almost nothing published about 

evaluation, that can inform such a consideration. 

In spite of the scarcity of evidence, some notions can be formulated. Almost all of the evaluation findings 

that it has been possible to pull together from desk research and our survey highlight the importance of 

considering the broader socio-technical ecosystem within which patient summaries need to operate. It is 

undoubtedly the case that in every European country the majority of investments up to date have focused 

on the technical side, and they have all substantially under-invested in the human and organisational side. 

Furthermore, none of the implementations properly addressed the professional norms of public issues about 

great uses of the patient summary and how a patient summary can be created and used in a trustworthy 

fashion. 

This report has proposed, especially in Chapter 5, a set of evidence gaps that need to be filled in order to 

provide multi-stakeholder confidence in the patient summary concept, to attract willingness of healthcare 

professionals to properly curate the information needed for accurate patient summaries, and for them to 

make the effort to access and use the information in patient summaries in scenarios where they are lacking 

a locally held health record. 

As a closing statement, this report advocates a twin track approach that needs to be addressed as a priority 

by Member States, ideally through the eHealth network: 

1. To invest in a coordinated evaluation plan across Member States to gather substantial evidence, 

drawing on the areas identified in Chapter 5, for stakeholders who are potential creators and uses 

of patient summary information, so that the adoption can scale up and deliver the intended 

benefits of the existing use cases; 

2. To urgently identify the additional use cases, especially those identified in Chapter 6, so that 

stakeholder engagement in how to design and then implement these extended use cases can be 

taken forward, again preferably through collaboration at a European level in a fragmented way 

across different Member States. 

In conclusion, this report strongly endorses the value of an International Patient Summary so that data 

accumulated on a patient-specific level can be accessed globally to deliver the maximum patient care benefit, 

can be aggregated globally to maximise learning from populations of health records, and so that countries 

can benefit from shared ICT products and infrastructures to reduce cost and maximise procurement leverage. 

Common approaches to adopting the IPS will also allow Member States to share educational resources and 

grow a pan-European population who strongly support the value and trustworthiness of patient summaries.   
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Appendix 1: Member State survey questionnaire and results 

Member State survey instrument 

The following pages in this sub-section show the final online versions of the survey instrument, excluding 

logistics pages about questionnaire completion, updating, thank you etc. 

  

Introduction

Thank you for undertaking this questionnaire survey. We are seeking to collate information across

Europe on the present extent of implementation, adoption and evaluation of a national or regional

health patient health summary (of any kind, not necessarily standards based or international). 

The questionnaire is part of the Trillium II project. The purpose of the project is to seek:

• Improved international interoperability of eHealth Systems in US, in Europe and globally

• Accelerated establishment of interoperability standards in eHealth with validated open source

interoperability assets and constructive feedback from implementation to SDOs

• Secure, seamless communication of health related data through clarity and oversight.

The project has received funding from the European Union’s Horizon 2020 research and innovation

programme under grant agreement No 727745
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Graphical summary of the survey results 

 

Respondent organisation 
 

 

 

Role of the person completing the survey 
 

 

 

  



                                                                           D4.2 Impact, success factors, recommendations on the wide-scale 
adoption and use of an international patient summary standard 

55 
 

Extent of interest and use of the Patient Summary (summer 2018) 
 

 

 

Extent of adoption of the Patient Summary (summer 2018) 
 

 

 

  



                                                                           D4.2 Impact, success factors, recommendations on the wide-scale 
adoption and use of an international patient summary standard 

56 
 

Source of the Patient Summary specification in use 
 

 

 

Possible plans to change the Patient Summary specification 
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Patient care scenarios catered for in the Patient Summary deployment 
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Care settings that populate or add to the Patient Summary content 
 

 

 

Care settings that access and use the Patient Summary 
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Use or consideration of use of the Patient Summary for secondary purposes 
 

 

 

 

 


