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Part I – Policy relevance and expected market impact

1 Objective

Personalization and effective user profile management will be critical to the uptake of eHealth systems and to achieve eInclusion and eAccessibility. The objective of this proposed action is to provide means to achieve the goal of the new ICT era where eHealth systems can be personalized by the users in order to meet the individual users’ requirements and needs, in various situations. 

The results from this proposal may also be very useful in the eCall and ITS (Intelligent Transport Systems) domain as it can store important information and preferences related to a user in an emergency situation. 

Relevant profile data in the eHealth profile could be made available to emergency personnel such as:

· medical data in profile; 

· other people's contact information in profile (relatives/friends to contact in case the person gets seriously wounded or ill).

1.1 Background

1.1.1 Ageing population

It is estimated that by 2051, 40 % of the European population will be 65 years or older. Responding to demands for better healthcare raised by an aging population can increase the cost at a time when health care spending is already on the increase. In 1970, the healthcare related spending of the Organisation for Economic Co-operation and Development (OECD, www.oecd.org) countries averaged 5 % of GDP. This increased to 7 % in 1990, currently exceeding 10 % in Germany, Sweden, Switzerland and the United States.

In order to control the increasing expenses, OECD recommends actions including the introduction of automated health data systems, strategies making use of new technologies and improved quality of care through better information.

1.1.2 Overall problems regarding healthcare services

The paper on “ICT-based home healthcare, Research State of the Art” [by Sabine Koch- Uppsala University, International Journal of Medical Informatics (2006) 75, 565—576, available at: http://www.sciencedirect.com] summarizes the important overall problems regarding healthcare services that most developed countries are facing such as:
· increased demand of healthcare due to an increased number of elderly and changed life styles leading to an increase in chronic diseases;

· demand for increased accessibility of care outside hospitals, moving health services into the patient’s own homes;

· need for increased efficiency, individualisation and equity of quality-oriented healthcare with limited financial resources;

· difficulties of recruiting and retaining personnel in the healthcare services in general and in home and elderly care in particular.

It is expected that eHealth can provide solutions to the above issues as it has been recognized as a potential tool to provide access to timely, efficient, and high quality healthcare. Driving forces exist for implementing new solutions, including evidence based decision making, and migration to self-managed care. However, there is a number of hinders and restrictions when it comes to practical and sustainable use of eHealth. One of the problems identified in the “International Journal of Medical Informatics” is the lack of ICT standards related to the eHealth area. This proposal addresses therefore an important solution to an identified problem in the eHealth domain.

1.1.3 Policies and strategies for implementations

The European Commission encourages EU Member States to seek a balanced status among the detected needs of providing quality care and social services to citizens, being compliant to standards, containing costs at a national level, and managing services at a local level. "eHealth is today's tool for substantial productivity gains, while providing tomorrow's instrument for a restructured, citizen‑centred health system and, at the same time, respecting the diversity of Europe's multi‑cultural, multi‑lingual health care traditions". A key ambition is better care services at the same or a lower cost.
eHealth has been identified as one of the priority objectives of the eEurope 2005 and i2010 Action Plans, while the eHealth Action Plan has identified and set up the practical steps required to build a "European eHealth area. For further details, see clause 3 on “Policy relevance”.

1.1.4 Personalization and user profiles

The Commission has the ambitious objective of achieving an “Information Society for All”, promoting an inclusive digital society that provides opportunities for all and minimises the risk of exclusion.” Accessible Information and Communication Technologies (ICT) will improve the quality of life of people with disabilities significantly (see COM(2005) 425: e-Accessibility). Necessary requirements for achieving eInclusion and eAccessibility will therefore be to ensure that eHealth services and devices can be personalized in a way that correspond to all users’ needs, including the needs of the disabled, young and elderly. As communications and other IT usage becomes an integral part of many people's lives and the available products and services become more varied and capable, users expect to be able to personalize their eHealth system (including services and devices) to meet their individual needs and will no longer accept "one size fits all". Personalization can range from simple cosmetic factors such as customised ring/alarm tones to the complex tailoring of their entire eHealth system. For instance disabled people may have very specific requirements and the difference between exclusion or inclusion of the disabled is to provide personalized ICT services. Behind every instance of personalization is a "user profile" that stores details of the users, their preferences and other information (such as service and terminal related data) that can be used to deliver a user experience tailored to their individual requirements, and that maximizes the commonality of their experience to improve their acceptance of new eHealth product introduction and deployment.

The European Telecommunications Standards Institute (ETSI) via Specialist Task Force (STF) 265 under the guidance of TC HF has developed this user profile concept and finalized a guideline document, EG 202 325, on "User Profile Management". This proposal describes why and how further work in this area should be done in order to produce standardized eHealth profile components that should help provide the optimum user experience. It is also necessary to work on SmartCard issues to provide necessary technical solutions for storing eHealth profile data. 

See further details in section 2.1.

1.2 Summary of the proposal

Personalization and effective user profile management will be critical to the uptake of eHealth systems and to achieve eInclusion and eAccessibility. Important target groups will therefore be stakeholder groups such as care recipients and care providers, including the disabled, elderly and young, who may have very specific requirements and the difference between exclusion or inclusion of these groups is to provide personalized ICT services. User representatives will thus form an important stakeholder group and their active involvement in this project and take-up of the results will be necessary. 

NGN and the convergence between telephony and Internet services offer a wide range of new terminal and service definition possibilities, and a much wider range of future eHealth applications. This broadening of the communication possibilities demonstrates the importance of harmonized user profiles aiming at e-Inclusion, in order to suit all users including disabled, young and elderly people - in different situations. The new generation of wearable personal eHealth systems, together with the user profile concept is not limited to cover today’s ICT market, but would also embrace ubiquitous services and applications, and be able to interact with a wide range of devices in intelligent homes. 

ETSI TC HF produced an ETSI Guide, EG 202 325, establishing a set of guidelines relevant to users and their need for managing their user profiles to personalize their services and terminals. It is necessary that eHealth services and terminals understand users’ preferences and offer an expected user experience as it will also be a critical factor in ensuring that everyone can use eHealth services in efficient, effective and safe ways. Indeed, failing to do so could have severe, possibly fatal, consequences in the eHealth area. This proposed action will therefore build on the previous results and perform further standardization work in close co-operation between ETSI TC HF (user aspects) and ETSI EP eHealth. Co-ordination is also relevant with other activities such as those in ETSI TC TISPAN, which is responsible for all aspects of standardisation for present and future converged networks including NGN (Next Generation Networks), ETSI TC ATTM, 3GPP (3rd Generation Partnership Project), ETSI TC Smart Card Platform (SCP), Dublin Core, OMA (Open Mobile Alliance) and W3C (World Wide Web Consortium). With the goal of obtaining maximum benefits for users, eHealth profiles would not be limited to cover today’s ICT market, but would also embrace ubiquitous services and applications, and be able to communicate with a wide range of devices in intelligent buildings. It is therefore relevant to coordinate the user profile activities with intelligent home activities. This task will involve user representatives from the early stages of the work to define the requirements in this area. Users will want to define different profiles to reflect their needs depending on their roles (including the care recipient role and a range of care provider roles) unique lifestyles and situations. This proposed action will survey the usability issues relevant to users and their need to manage their profiles in order to personalize their eHealth services and devices.

Privacy and data confidentiality requirements (see ETSI Guide, EG 202 325, clause 13) are very important as users of eHealth systems require the data to be stored in a secure manner with user agreed levels of privacy applied to the availability and distribution of that data.

Results and deliverables from relevant projects will be studied and the proposed activity will identify those existing solutions that could be useful input for further work. The action will include an analysis of how these solutions could match the requirements identified in the work performed previously by TC HF and EP eHealth plus other requirements identified during the work of this proposed task. The action will also make a gap analysis and identify which suitable existing results match the requirements and, when necessary, propose better solutions. Stakeholder contacts will be important from early stages of the work and dissemination activities in later stages will also be necessary in order to ensure excellent take-up of the results.

An ETSI Standard (ETSI ES) on Personalization of eHealth systems by using eHealth user profiles (eHealth) will be produced. It will define standardized objects (including settings, values and operations) related to personalization of eHealth systems. This deliverable will describe objects related to a range of eHealth services and devices with the goal to suit all users’ needs including disabled, young and elderly people. The results from this proposed work would also be very useful in the eCall and ITS (Intelligent Transport Systems) domain as it can store important information and preferences related to a user in an emergency situation. The intended readers of this deliverable are eHealth service developers and device manufacturers who wish to develop eHealth services and devices that can be personalized by their customers, as defined by the user profile management concept described in EG 202 325 ”Human Factors (HF); User Profile Management”. See further details in section 7.1.

The ETSI Standard should be published 31 months after the date of signature of any agreed grant agreement.

The following reports to the Commission will be submitted:

· Interim Report will be submitted to EC/EFTA at the latest on 31 March 2009.

· Final Report will be submitted to EC/EFTA at the latest on 1 October 2010.

2 Rationale

Recent ETSI Specialist Task Forces (STFs) on user profile management and telecare have been in contact with a great number of stakeholders. As many stakeholders are active in standardization organizations, it will become important to be active in these organizations and their meetings. It will also be relevant to meet with researchers in university research projects as well as in relevant companies. The proposed activity will study both existing deliverables and drafts of ongoing work from a range of projects, as described below.

This work will build on the past and ongoing activities of ETSI EP eHealth, e.g., the ETSI Special Report SR 002 564 on the “Applicability of existing ETSI and ETSI/3GPP deliverables to eHealth”. This proposed work will primarily build on results from ETSI TC HF and its earlier STFs such as:

· STF 265 on “User Profile Management” (http://portal.etsi.org/stfs/STF_HomePages/STF265/STF265.asp);

· STF 264 on “Telecare in and outside Intelligent Homes - issues and recommendations for end user aspects (eHealth)”;

· STF 299 on “User Experience Guidelines for Telecare Solutions (e-Health)”.

Many other projects, inside and outside ETSI will also provide very important input, see further details below.

Both the ETSI as well as the 3GPP documents mentioned below are available for free at: http://pda.etsi.org/pda/queryform.asp  (in the query form type for example “EG 202 325”).

2.1 Stakeholder representatives

Stakeholders’ active involvement in this project and take-up of the results will be necessary. Relevant stakeholder groups will therefore be identified and contacts established. There are several national and international stakeholder groups and organizations which would be useful to contact such as health organizations, user and disability organizations, eHealth system developers and service providers. 

The result of this action will be critical to achieve eInclusion and eAccessibility to eHealth systems. The task will involve user representatives from the early stages of the work to define the requirements in the eHealth area. Users will want to define different profiles to reflect their unique roles, lifestyles and situations. This proposed activity will survey the usability issues relevant to users and their need to manage their profiles in order to personalize their eHealth services and devices. Regular contacts will be maintained with user representatives such as the EDF, ANEC, AAATE, RNIB, COST 219ter and national institutions representing groups with disabilities.

These groups will be important contacts throughout the work as those wishing to actively contribute will be welcome to do so during all phases of the work.

2.2 STF 265 on User Profile Management (ETSI EG 202 325) 

The work done in ETSI TC HF and its STF 265 on “User Profile Management” ((http://portal.etsi.org/stfs/STF_HomePages/STF265/STF265.asp) has been to identify stakeholders’ needs and requirements – in particular users’ needs and requirements. In order to achieve the best user experience, there is a need to ensure interoperability of services, devices and the users’ preferences defined in their profiles.

ETSI Guide, EG 202 325: “Human Factors (HF); User Profile Management”, defines the user profile concept and establishes a set of guidelines relevant to users and their need to manage their user profiles to personalize their services and terminals. EG 202 325 made the very important conclusion that further standardization work is needed and that EG 202 325 will be considered as input for further standardization work because:

· “For terms like "very loud" or "large text" to be useful, the user would wish them to always result in the same standardized (see clause 4.8, "Need for standardization") user experiences. For this to be achieved, these terms would need to map to technical descriptions that have universal applicability across a wide range of usage scenarios and device connections. The technical descriptions would need to take into account the many varieties of terminals and usage environments.” (from 4.1.3 “Generic settings and preferences” in EG 202 325).

· In the majority of cases, the range of parameters that can be set by users and the values that may be set will not be consistent between different devices or services. Where such diversity exists it makes it impossible to transfer the settings that have been set for one device or service to another similar device or service in a way that ensures that the same outcome will be achieved. This problem would be overcome if:

· different devices or services of the same type had consistent sets of parameters which had value ranges that produced identical effects;

· settings in one proprietary form on one device or service can be converted to settings in another proprietary form on a similar device or service from a different supplier (either directly or via intermediate conversion to a standardized form). 
(from clause 4.1.4 “Service and device specific data” in EG 202 325).
· “Users will benefit greatly where mechanisms exist to set many device/service specific parameter settings to values that are based upon the data stored in the user information and preferences. The realisation of this objective will depend on standardization”… of profile parameters and the ways in which these parameters are expressed 
(see clause 4.1.5 “Interpretation of profile data” in EG 202 325).
· “User descriptions of settings and preferences can differ significantly between different profile agents and even between different contexts of use within the same profile agent. However, the formal internal object descriptions will need to conform to standardized naming conventions to enable profiles to be migrated between profile agents” 
(see clause 4.8,  “Need for standardization”, in EG 202 325).
· If data in profile components relating to a device or service has been specified by the user, then related profile fields for other devices or services can be directly populated by the same standardized data or data translated to produce the same effects. Whereas it will be essential to have standardized descriptions of these objects in order that profiles can be migrated from one provider to another, this does not imply that users will need to understand these descriptions” (see clause 4.8, “Need for standardization”, in EG 202 325).
The above suggestions of future work are expected to be addressed (hopefully starting in 2007). This present proposal will take these issues as input and develop standardized objects related to the eHealth domain.

2.3 ETSI TR 102 415 on “Telecare in and outside Intelligent Homes - issues and recommendations for end user aspects (e-Health)”

TC HF and STF 264 (http://portal.etsi.org/stfs/STF_HomePages/STF264/STF264.asp) developed the technical report ETSI TR 102 415 on “Human Factors (HF); Telecare services; Issues and recommendations for user aspects”. The scope of the technical report is to address the end user aspects of telecare, with emphasis on the delivery of health and social care services, in and outside of connected (intelligent) homes, with the purpose of ensuring that human factors aspects are duly considered in the current rapid progress towards ICT based delivery of health care services.

ETSI TR 102 415 identifies key stakeholders including end users (comprising clients, the person in need of care and health professionals, informal carers and care co-ordinators), their objectives and requirements, with the following perspectives:
· the enhancement of human interaction by ICT;

· proliferation of personal data and privacy concerns; and

· safety and security of equipment use, misuse, non-use and malfunctioning.

Furthermore, the report identifies and examines technical, organizational and cost related barriers to the widespread deployment, adoption and use of telecare services, and recommends strategies to overcome these barriers.

The report takes into account requirements of the widest possible generic client population, including the needs of older people, babies, children and disabled clients. It provides generic guidance and specific recommendations to standards developers, operators, service providers, equipment suppliers, policy makers, designers and users of telecare services, applicable to:
· telecare service provision elements;

· stakeholders' concerns;

· ethical, privacy and security aspects.

The report should be considered as a human factors and user experience standardization study, "setting the scene". In addition, it provides recommendations for future work, including the development of human factors guidelines which is currently ongoing in TC HF and ETSI STF 299 on “User Experience Guidelines for Telecare Solutions (e-Health)”..
2.4 STF 299 on “User Experience Guidelines for Telecare Solutions (e-Health)”

The ETSI Guide currently under development on “User Experience Guidelines for Telecare Solutions (e-Health)” (http://portal.etsi.org/stfs/STF_HomePages/STF299/STF299.asp) will provide human factors and user experience design guidelines in many aspects in the eHealth domain. The publication of this ETSI Guide is scheduled to be published in December 2007.

Areas addressed include the specification, design, development, implementation, deployment, delivery, use, integration, maintenance and replacement of telecare (e-Health) services. It will be based on the recommendations developed and provided in ETSI TR 102 415.
The guidelines provided will be applicable to a wide range of telecare services and solution elements, addressing key characteristics and the interactions between them and their users. The application of the guidelines will lead to:

· Telecare products with an improved user experience, operational compatibility and increased consistency in the delivery of telecare services;

· Improved reliability, usability and accessibility of telecare products and service information with a higher perceived quality at a lower cost of deployment and ownership; and

· Personalization of shared devices and services and transferable user knowledge. 

2.5 Universal Communications Identifier (UCI)

ETSI TC HF has been considering the issue of the identifiers that users of communications systems use when they communicate. With the expanding range of communications services and with an even greater range of organizations providing those services, the future communications environment offers many opportunities and may become very complex. As people start to use new services they acquire more and more telephone numbers, email addresses, instant messaging identities, etc., and users frequently become unavailable when these identities become invalid. It can therefore be just as hard to contact someone because these different communications identifiers are unknown or because they have become invalid. ETSI has looked at this issue and concluded there is a need to introduce a new communications identifier that can be used for all forms of current and future communications instead of this increasing mass of different identifiers. Not only will this new Universal Communications Identifier (UCI) solve the problem of coping with the increasing number of identifiers, it will also allow the person you are communicating with to be clearly identified in a way that the user can trust; it will allow users more control of how and when they communicate, and it will help users to protect themselves from spam and other online threats whilst at the same time improving the chances that wanted communications will be successful.

The UCI work described below is an important input for the proposed work on user profiles – and vice versa, UCI can only be a successful concept if the user profile concept is successfully developed. The proposed work will use results from the following work on UCI:

· The possibility of using and defining user profiles has been identified as an important advantage within the Universal Communications Identifier (UCI) concept. User requirements for Universal Communications Identification (UCI) based services have been defined by ETSI in EG 201 940: “Human Factors (HF): User Identification solutions in converging networks”.

· The User Requirements have been refined and expanded by EG 202 067 “Standards for Universal Communications Identification Solutions”, funded by the eEurope programme in preparation of system specifications and implementation standards. 

· The impact of UCI systems in improving the usability of communications and has been addressed by the previous work on “Maximizing the usability of UCI based services”. One specific area of usability touched on has been to identify user needs to customize, to activate and to deactivate their user profiles, see ETSI EG 202 249: "Universal Communications Identifier (UCI); Guidelines on the usability of UCI based systems".

· EG 202 301, “Using UCI systems to improve communications for disabled, young and elderly people” has, in response to concerns over privacy and in response to the need to enhance emergency telecommunications for people with disabilities (plus elderly people and children), identified several ways, in which emergency services might be able to access useful information in the User Profile.

· The goal of the TC TISPAN UCI STF (STF 302) on “Incorporating Universal Communications Identifier (UCI) support into the specification of Next Generation Networks (NGN)”, which started in March 2006, is to develop an ETSI Guide (EG) detailing the technical requirements on how UCI capabilities can be met with ETSI TISPAN Next Generation Network (NGN) specifications (http://portal.etsi.org/STFs/STF_HomePages/STF302/STF302.asp). Another goal of this TISPAN-led STF is to define a way in which a trustworthy personal communications environment, in which people will be able to control the way in which they interact with other people and services, can be integrated into emerging standardisation activities. It will further contribute to the implementation of the eEurope and i2010 by identifying how creating a set of common standards would create an environment in which it is most cost-effective to build UCI-based personal communications services from common standards-compliant components in Next Generation Networks. Another goal is to facilitate the development and updating of European and international standards (e.g. for identification, authentication, etc.) so that they fully support the implementation of UCI. All these goals are in line with the proposed work on eHealth profiles and it is expected that the UCI STF work will lead to results that are relevant input for this proposed action. 

2.6 “User-oriented handling of multicultural issues in multimedia communications”

Language and cultural issues are very important when designing eHealth systems. Culturally appropriate interaction with eHealth systems and emergency services will be critical factors in ensuring that everyone can use communications services in efficient, effective and safe ways. Indeed, failing to do so could have severe, possibly fatal, consequences in the eHealth area. This proposed work will build on the results from TC HF and ETSI STF 287 on “User-oriented handling of multicultural issues in multimedia communications”: (http://portal.etsi.org/stfs/STF_HomePages/STF287/STF287.asp)

This proposal is strongly related to the ETSI HF STF proposal “Specification of the language and cultural elements for use in User Profiles”, which builds on the results from STF 287 on “User-oriented handling of multicultural issues in multimedia communications” and that on “User Profile Management”. 

2.7 TC TISPAN

ETSI TC TISPAN (http://portal.etsi.org/tispan/TISPAN_ToR.asp ) is the ETSI core competence centre for fixed networks and for migration from switched circuit networks to packet-based networks with an architecture that can serve in both. TISPAN is responsible for all aspects of standardization for present and future converged networks including the NGN (Next Generation Network) and including, service aspects, architectural aspects, protocol aspects, QoS studies, security related studies, mobility aspects within fixed networks, using existing and emerging technologies. 

Several liaisons had been sent between TCs HF and TISPAN in order to plan future collaboration in the User Profile area. 

2.8 ETSI Access, Terminals Transmission and Multiplexing (ATTM)
The TC ATTM is the "home" for terminal matters within ETSI, established on the basis of a technical area and on the global market sector of Telecommunications Terminals.

Co-operation is particularly relevant with the working group NGN@Home is the part of ETSI TC ATTM responsible for deliverables relating to Next Generation Networks [NGN] in the Home environment. However, the reorganisation of this TC may see new groups. With the goal of obtaining maximum benefits for users, profiles would not be limited to cover today’s ICT market, but would also embrace ubiquitous services and applications, and be able to communicate with a wide range of devices in intelligent buildings. It is therefore relevant to coordinate the eHealth profile activities with the NGN@Home activities.

2.9 Open Mobile Alliance (OMA)
The Open Mobile Alliance (OMA) is an industry forum focusing on the development of market driven, interoperable end-to-end mobile services (http://www.openmobilealliance.org/). There has been previous cooperation between ETSI TC HF and the Open Mobile Alliance (OMA) for some time. Future co-operation might be relevant between the ETSI activities on eHealth profiles and related areas in OMA:

· Future cooperation is particularly relevant with the DPE (Device Profile Evolution) and UAProf Working Group (http://www.openmobilealliance.org/tech/wg_committees/wid.html#uap). There are strong relations between the ETSI work on User Profiles and the work done in the OMA DPE (Device Profile Evolution) and UAProf Working Groups. The UAProf work is about static device capabilities, whereas DPE (Device Profile Evolution) is about dynamic device capabilities (such as Bluetooth available/not available). The UAProf and DPE capabilities are device specific, not end user specific. However, this OMA work could be complemented by the ETSI work on eHealth profiles, which adds the user preferences. User preferences together with device capabilities offer means for negotiation, useful for various eHealth devices and services. The co-ordination/cooperation of the ETSI User Profile work – together with the OMA work on DPE and UAProf will be useful for the negotiation procedures in order to provide the best user experience when using various services and devices. The co-ordination/co-operation ETSI/OMA in these areas could also help further work as it has been identified that they face similar technical challenges and these groups could therefore help each other to achieve better technical solutions. One interesting future task would be to evaluate their method and tool (provided by Forapolis at ETSI) for online collection of device capabilities – the same method and tool could potentially be reused (with some modifications) for online collection of eHealth user preferences.

· Another group of interest is PAG (Presence & Availability) Working Group (http://www.openmobilealliance.org/tech/wg_committees/pag.html). The PAG group is working on highly interesting issues related to presence and availability which would be useful for the use of eHealth systems used in various situations and locations. Further results from its work are expected to be useful input for this proposed work, as they will identify “presence and availability” objects and standardize them. 

· The BAC (Browser and Content) Working Group also showed an interest in future coordination (http://www.openmobilealliance.org/tech/wg_committees/bac.html). It also suggested that future contacts should be taken with OMA DM (Device Management) working group about the eHealth profile work as user profile data will be useful during the set-up procedure.

2.10 W3C

The World Wide Web Consortium (W3C) Device Independence Working Group (DIWG) is defining a set of specifications about how to adapt and deliver content so that it can be used on a wide range of devices (http://www.w3.org/2001/di/). This is referred to as “Access to a Unified Web from Any Device in Any Context by Anyone”, where it is stated that “the characteristics that are most relevant for achieving device independence are those that characterize the capabilities of the access mechanism, the capabilities of the network and some of the preferences of the user. In particular, a user may specify adaptation preferences and rendering preferences that affect the user experience they have of the delivered content.” The W3C has specified CC/PP, a data structure and sample vocabulary for profiles which can convey delivery context information. The Open Mobile Alliance (OMA) has defined User Agent Profile (UAProf, see clause 2.5 Open Mobile Alliance) as an implementation of CC/PP for mobile terminals, providing convergence of mobile web technologies with those of the Web. Coordination with DIWG will therefore be relevant for this proposed action. W3C has also been active in another relevant area, OWL (http://www.w3.org/2004/OWL/), which builds on RDF and RDF Schema and adds more vocabulary for describing properties and classes. The W3C Mobile Web Initiative, (MWI) Device Description Working Group (DDWG) is working on a device description repository, which might be considered additionally (http://www.w3.org/TR/2006/WD-DDR-requirements-20060410/). 

2.11 3GPP

The 3rd Generation Partnership Project (3GPP) brings together a number of telecommunications standards bodies which are known as “Organizational Partners”, including ARIB, CCSA, ETSI, ATIS, TTA, and TTC (http://www.3gpp.org/). The original scope of 3GPP was to produce globally applicable Technical Specifications and Technical Reports for a 3rd Generation Mobile System based on evolved GSM core networks and the radio access technologies that they support. The scope was subsequently amended to include the maintenance and development of the Global System for Mobile communication (GSM).

User Profiles have been described by 3GPP Generic User Profile (GUP). Their scope is to store and handle communication related data, but the GUP concept does not include the users’ preferences. The work of the previous ETSI STF 265 adopted a model for distribution of user profile data that closely mirrored that being proposed for 3GPPs GUP activity. 

2.12 WURFL

WURFL (Wireless Universal Resource File) is a free, open source project that provides its own XML format for device characteristics description (http://wurfl.sourceforge.net/). It contains device information for a great number of variants of devices and can be seen as an alternative to OMA’s UAProf (described in clause 2.5 Open Mobile Alliance). As WURFL is open source, anyone can correct device information, not just device manufacturers. The results from WURFL should be considered as relevant input for this proposal.

2.13 MobiLife

MobiLife (http://www.ist-mobilife.org/index.php?option=com_frontpage&Itemid=1) is an Integrated Project in IST-FP6 and has the goal: "to bring advances in mobile applications and services within the reach of users in their everyday life by innovating and deploying new applications and services based on the evolving capabilities of the 3G systems and beyond. The project addresses with a strong user-centric view problematic related to different end-user devices, available communication networks, interaction modes, applications and services."

This goal aligns the MobiLife project very closely with the work described in this proposal. Several MobiLife deliverables will be useful input to this proposed work. The deliverable IST-2004-511607 MobiLife, D18 (D2.4) on “Research results report detailing interfaces and personalisation research findings” is of particular interest to the work described in this proposal. The project's deliverable D06b/D1.1b on "Initial Scenarios, Requirements and Guidelines: User-Centred Approach for the Design of Future Mobile Services and Applications" includes some very detailed analysis, guidelines and scenarios related to topics such as group awareness, context and presence. This provides a solid foundation from which to address the issues that this proposed work will address. 

It is hoped that links between the proposed work and the MobiLife project can be established to help to benefit both activities.

2.14 Dublin Core

The Dublin Core Metadata Initiative (DCMI) is an open forum, active in the development of interoperable online metadata standards that support a broad range of purposes and business models (http://dublincore.org/). They provide simple standards to facilitate the finding, sharing and management of information. The results from this organization will be relevant input to this proposed work as DCMI is developing specialized metadata vocabularies for describing resources that enable more intelligent information discovery systems.

2.15 ePerSpace

The idea of the IST project, ePerSpace (http://www.ist-eperspace.org/), is to offer services that allow users to access home applications wherever they are, using any type of terminal and with a single way of authentication. One goal is to develop mechanisms to provide personalized information for each family member depending on the context (morning, arrived home, etc) and the user profile concept is therefore important to achieve that goal.

2.16 ETSI TC Smart Card Platform (TC SCP)
The work of earlier work of TC HF and ETSI STF 265 in producing ETSI EG 202 325 identified the option to have parts of the profile data held in a physical device by the user, which might be beneficial when the user is off-line as well as on-line. Recently, SmartCard (including (U)SIM) memory and processing capacity have increased and new SmartCard architectures providing new services have emerged. These, together with the User Profile concept, open up new opportunities and encourage creative ideas and service innovation as well as the possibility of delivering eHealth content appropriate to users’ needs. It will therefore be relevant for this proposed action and the ETSI TC Smart Card Platform to work together to ensure that future activities are co-ordinated. Cooperation with ETSI TC Smart Card Platform also provides opportunities to discuss innovative ideas with the SmartCard related stakeholders. The opportunities that personalization and eHealth profiles offer are a potential driver for the demand of new generation SmartCard.

The main responsibilities of TC Smart Card Platform (SCP) are: 

· development and maintenance of a common Integrated Circuit Card (IC card) platform for all mobile telecommunication systems;

· development and maintenance of the application independent specifications for the Integrated Circuit Card/Mobile Equipment interface of those telecommunication systems under the responsibility of ETSI;

· development and maintenance of IC card standards for general telecommunication purposes;

· development and maintenance of IC card standards employing advanced security methods for telecommunications applications such as financial transactions over Mobile Telecommunication Networks ("mobile commerce").

See also http://portal.etsi.org/scp/summary.asp. 

2.17 SIMPLICITY and Simple Mobile Services (SMS)

The Simplicity project is a European Union program under IST (reference number IST-2004-507558), which ended in December 2005. The Simplicity project (http://www.ist-simplicity.org/ ) describes the Simplicity Device, which will be a physical plug-in device or a functional entity that will store users’ preferences. The user profile concept is of major importance within the Simplicity architecture. Cooperation will be relevant with the new project called Simple Mobile Services (SMS), which started in 2006. The abstract of the Simple Mobile Services (SMS) project states that “The key obstacle to service deployment is not technology but the lack of standards and standards-based tools – and more important still – the absence of the millions of small providers who have driven the Internet explosion. It is these obstacles that we address in the SMS proposal.”

2.18 SmartCard activities at Ecole Polytechnique of University of Nice Sophia-Antipolis

The Ecole Polytechnique of University of Nice Sophia-Antipolis is active in the area of new SmartCard architecture and methods for providing new service possibilities. 

The future ETSI activities on personalization and User Profiles have been discussed with the Ecole Polytechnique of University of Nice Sophia-Antipolis and future co-ordination has been proposed with the university project that is working on a micro database stored in a SmartCard for the purpose of storing a profile.

2.19 CENELEC

Profiles would not be limited to cover today’s ICT market, but would also embrace ubiquitous services and applications, and be able to communicate with a wide range of devices in buildings. CENELEC’s mission is to prepare voluntary electrotechnical standards for electrical and electronic goods (http://www.cenelec.org/Cenelec/Homepage.htm). Their activities within the Intelligent Homes/SmartHouse area, together with ICTSB (Information and Communications Technologies Standards board), makes them relevant to co-ordinate activities with.

2.20 CEN/ISSS

The CEN/ISSS eHealth Standardization Focus Group was set up at the end of 2003 in order to investigate on current and future standardization issues in the eHealth domain. It prepared an overview report on current and future standardization issues in the eHealth domain. The report "Current and future standardization issues in the eHealth domain: Achieving interoperability", contains proposals and recommendations for future priorities for eHealth standardization activities in support of the eEurope 2005 Action Plan. It would be relevant to co-ordinate the CEN eHealth activities with this proposal.

2.21 FIPA

Taking an ontology-based approach representing eHealth profiles would give additional flexibility. It might therefore be relevant to examine the FIPA ontology. The Foundation for Intelligent Physical Agents (FIPA) is an IEEE Computer Society standards organization (http://www.fipa.org/). The FIPA specifications represent a collection of standards which are intended to promote the interoperation of heterogeneous agents and the services that they can represent.

2.22 Privacy and identity related work

Privacy and identity are very important for personalization of eHealth systems and the results from the following projects will therefore be relevant input to the work of this proposed action.

2.22.1 FIDIS Network of Excellence

The European Information Society (EIS) requires technologies which address trust and security yet also preserve the privacy of individuals. FIDIS - Future of Identity in the Information Society - is a Network of Excellence working in this area (http://www.fidis.net/). FIDIS overcomes the extreme fragmentation of research into the future of identity by consolidating and fostering joint research in this area. Their objectives are shaping the requirements for the future management of identity in the European Information Society (EIS) and contributing to the technologies and infrastructures needed.

2.22.2 PRIME

The PRIME (Privacy and Identity Management for Europe) FP6 IST project focuses on developing solutions for privacy-enhancing identity management for end users. Launched in March 2004, PRIME (http://www.prime-project.eu.org/) will help to empower citizens in managing their privacy and to support enterprises’ privacy compliant data processing. Expected results are:

· Application requirements, including legal, socio-economical and usability issues.

· Public integration framework.

· Public architecture and specifications.

· Application-driven prototypes.

2.22.3 IFIP and Identity Management

The International Federation for Information Processing (IFIP, http://www.ifip.or.at/) launched a working group on identity management in May 2006 to raise the understanding of identity management (http://www.bcs.org/server.php?show=ConWebDoc.3814). This working group is to focus on technical, social and legal issues concerning identity management and related technologies and methodologies.

2.22.4 Single Sign-on Services and Liberty Alliance

State of the art solutions such as “Single Sign-on” services will be considered. “Single Sign-on” systems are session/user authentication processes that allow a user to enter only one name and one password to access and use multiple applications and services exploiting a user profile stored in a server. For instance, using Microsoft’s “Passport”, a person can use one name and password to sign in to all .NET Passport-participating sites and services. This is a centralised corporate identity system run by Microsoft and used by Microsoft customers and Microsoft business partners or other affiliates (http://accountservices.passport.net/ppnetworkhome.srf?Ic=1033). 

Liberty Alliance (http://projectliberty.org) is a consortium of vendors working on the development, deployment and evolution of an open, interoperable standard for network identity, where privacy, security and trust are preserved. Different from the logically centralised approach of Microsoft Passport, the Liberty Alliance Project relies on the concept of “federated network identity”. Federated identity allows users to “link” elements of their identity between accounts without centrally storing all of their personal information. The Liberty Alliance has produced the Identity Services Interface Specifications – Personal Profile (ID-SIS PP), which defines schemas for profile information of a user.

3 Policy relevance

The 2007 ICT Standardisation Work Programme states on e-Health that: “Further to the broad agreement on the Recommendations for further standardisation work set by the e-Health Focus group report, the Commission and the member States agreed on a Standardisation Mandate inviting the ESOs to execute standardisation work in support of eHealth policies. In particular, the ESOs were invited to agree a standardisation work programme that should focus on the electronic health record and on interoperability issues. The latter ones are described in the report from the Commission Unit “ICT for health” in collaboration with the i2010 sub-group on eHealth and the eHealth stakeholders group. The ESOs are hereby invited to submit proposals in response to the Mandate.”
The European Commission ICT – Information and Communication Technologies describes in the Work Programme 2007-08 in clause 3.5 Challenge 5: “Towards sustainable and personalised healthcare”, that “ICT may offer useful capability to improve illness prevention and safety of care, facilitate active participation of patients and enable personalisation of care that open new opportunities in health and disease management.” This proposal aims at providing means for the development of personalized ICT services.
COM(2005) 425: e-Accessibility. States that “Accessible Information and Communication Technologies (ICT) will improve the quality of life of people with disabilities significantly”, and “This Communication on eAccessibility contributes to the implementation of “i2010 – A European Information Society for growth and employment” initiative, that presents a new strategic framework and broad policy orientations to promote an open and competitive digital economy, emphasising ICT as a driver of inclusion and quality of life. The Commission has the ambitious objective of achieving an “Information Society for All”, promoting an inclusive digital society that provides opportunities for all and minimises the risk of exclusion.” Necessary requirements for achieving eInclusion and eAccessibility will therefore be to ensure that eHealth ICT services and devices can be personalized in a way that corresponds to all users’ needs, including the needs of the disabled, young and elderly.

COM(2005) 229: "i2010 – A European Information Society for growth and employment", referred to in the “2006 ICT standardisation work programme”, states that "The Commission will encourage the transformation of technological progress into innovative applications and services in the public and private sector" and that "It promotes an open and competitive digital economy and emphasises ICT as a driver of inclusion and quality of life. A key element of the renewed Lisbon partnership for growth and jobs, i2010 will build towards an integrated approach to information society and audio-visual media policies in the EU." and also that "Rich media content is becoming available in new, diverse formats and can be delivered independent of location or time, personalised to individual citizens’ preferences or requirements."

The results from this proposed action, together with the results from the previous work performed resulting in ETSI EG 202 325, should stimulate growth and employment as they should stimulate the creation and deployment of a new generation of personalized eHealth services, devices, applications and content aimed at all people including older, very young and disabled people. Personalized eHealth services and devices will have an impact on growth, employment, productivity, inclusion and quality of life in Europe and standardization of eHealth preferences and health data stored in user profiles will be critical to the uptake and success of new and advanced eHealth services. The social impact of self-management of eHealth profiles is increasing as the healthcare will no longer be limited to hospitals, but be become more common in everyday life when being at home, at work, etc.

The integrated approach is not only about technology, but users should also perceive their eHealth services as being integrated and providing a common user experience. This action will result in an integrated user experience in a wider sense - that users may define their preferences only once and their various services, devices, content and over various platforms should be able to provide a common user experience based on the users’ individual preferences in their profiles. The increasing complexity of new technologies demands the potential of adaptive capabilities in User Profile Management and operations in order to simplify the user experience without losing self-determination.

The eHealth action plan [e-Health - making healthcare better for European citizens: An action plan for a European e-Health Area, COM (2004) 356 final] states major challenges for wider implementation, including (among others):
· “Interoperability of e-Health systems. Interoperability should enable the seamless integration of heterogeneous systems. This will allow secure and fast access to comparable public health data and to patient information located in different places over a wide variety of wired and wireless devices. However, this depends on standardisation of system components and services such as health information systems, health messages, electronic health record architecture, and patient identifying services.” This proposed action will standardize eHealth components which, together with the user profile concept, will provide these benefits.
· “User friendliness of e-Health systems and services. A top priority for health providers in using an e-Health system is speed in getting the desired, high-quality results. There is an absolute need for fast connection, connectivity, and high speed. This highlights the importance of ensuring broadband connection for online health services and infrastructure for regional health information networks. Configuring personal preferences to ensure usability is also key.” That is exactly what this proposal is about.
·  “Needs and interests of users. The take-up of e-Health systems and services would take place more rapidly were the needs and interests of the user communities (health professionals, patients, and citizens) to be taken on board. In general, these should be better integrated into the development and promotion of e-Health.” The approach of this proposed work will be to concentrate, not only on a theoretical approach, but also to involve stakeholders from the early stages of the work in defining user needs and interest in this area.
·  “Common understanding and concerted efforts by all stakeholders. No single stakeholder can carry through implementation successfully on its own without the active co-operation of all the others. Each of the stakeholders, health authorities, professionals, consumers, industry, has the power to veto an implementation, if it is not perceived as beneficial. Only through concerted efforts by all stakeholders, can we ensure a successful implementation where all partners benefit, thereby creating a win-win situation.” The approach of this proposed work will be to involve stakeholders from the early stages of the work in defining user needs and interest in the eHealth area.
·  “Access for all to e-Health. The equal access of all groups of society to health services is an important goal in the public health policy field. There is a risk that certain parts of society - such as lone parents of families, isolated communities, inner city communities, individuals with literacy and numeracy challenges, groups of immigrants, homeless persons, elderly persons and disabled persons – could remain excluded from the possibilities offered by e-Health (including Internet-based health services) if special efforts are not made to counterbalance such trends. On the other hand, e-Health can offer considerable possibilities for the provision of health services to such individuals, groups, and communities.” Users, for instance disabled people, may have very specific requirements and the difference between exclusion or inclusion of the disabled is to provide personalized ICT services. Behind every instance of personalization is a "user profile" that stores details of the users, their preferences and other information (such as service and terminal related data) that can be used to deliver a user experience tailored to their individual requirements, and that maximizes the commonality of their experience to improve their acceptance of new product introduction and deployment.
·  “Confidentiality and security issues”. Firstly, the confidentiality and protection of patient data is governed by the general European Union rules of data protection, as well as by the requirements of ePrivacy legislation regarding communications infrastructure. The requirement for confidentiality makes health information systems security critical. There is a provision within the general data protection directive to create a code of conduct for special domains such as health, but this has not yet been taken forward. Another important legal issue is liability in the event of problems - such as technical malfunctions of the system, network, or provision of the service itself - that result in serious harm to a patient. While there are currently no specific guidelines or liability rules, as with any emerging or growing area of practice, only the increased use of eHealth applications and the performance of eHealthcare will make its potential fully visible as well as raising any remaining legal uncertainties. The electronic commerce Directive, which creates a legal framework for the provision of information society services, also applies to the provision of online health services. The Directive, principally by virtue of its internal market clause, contributes to the legal certainty and clarity needed for the provision of online information society services throughout the entire Community. In particular, its provisions on information and transparency requirements, commercial communications, the liability of intermediary service providers, and the basic principles it establishes regarding electronic contracts, provide for high standards in the provision of online services in all Member States, thus also increasing consumer confidence. Further steps might be considered if they could show that even greater legal certainty would reinforce patient confidence in eHealth services. Similar safeguards for qualifications might also be useful. Building trust is a prerequisite to the development of an information society, in eHealth probably more than anywhere else. “Citizens prefer services and information tailored to their needs and requirements, while knowing that their right to privacy is protected.”
·  “Issues relating to the mobility of patients, including the cross border circulation of goods and services, among which e-Health services are of growing importance. In this light, a European strategy is needed – which forms part of the current Communication on patient mobility - to ensure that citizens can exercise their rights to seek care in other Member States if they wish, and that European co-operation can help systems to work together to meet better the challenges they face. Regulation 1408/71 (“Social security schemes and free movement of persons: Basic Regulation” (EEC)) been recently updated to take these issues into account: it provides a streamlined framework for the assumption of costs arising from cross border healthcare, based on the tariffs and fees in force in the Member State where the healthcare is delivered. However, to benefit from this equal treatment provision, the social security institutions may be allowed, in certain circumstances (most notably hospital care), to grant an authorisation prior to the delivery of the care. In addition, in January 2004, the Commission adopted a proposal for a directive on services in the internal market which deals with the cross border provision of health care services.” Standardized eHealth profiles would benefit the mobility of users and eHealth services.
·  “Lack of regulation and fragmentation of e-Health market in Europe. Most e-Health solutions in the Union have either been designed by small- and medium-sized businesses or are developed internally by specific health organisations. The lack of standards and accreditation of products, together with different national regulations, have pushed up the cost of development and customisation. This has held the e-Health industry back from more substantial investment in e-Health solutions. Overall, health care systems are highly regulated through different forms of national regulation yet, at the same time, there is a need for improving legal certainty regarding the conditions for reimbursement of medical costs incurred in another Member State.” The standardization of eHealth data described in this proposal is an important step to achieve this.

The “2006 ICT standardisation work programme” (Part II: Commission services priorities for ICT standardisation in 2006) has identified service priorities for ICT standardisation and this proposal would provide important benefits to the following:

1. E-HEALTH

Action 23: “…the Commission services have the intention to invite, via a standardisation mandate, the European Standardisation Organisations to further develop the recommendations on e-Health standardisation…”. The user profile concept is useful for standardization work on user information and preferences related to e-Health and Telecare.

2. eCall and health information in the user profile

“The European Standardisation Organisations are invited to further continue the ongoing standardisation activities on eCall and to address future standardisation needs arisen from research in ICT for Transport and the i2010 Intelligent Car initiative:

Action 34: The European Standardisation Organisations are invited to further analyse the standardisation actions required for the eCall service.” The User Profile concept can be used to enhance emergency telecommunications, in which emergency services may need to access certain information in the eHealth profile. Some individuals will have permanent or transient status as emergency service personnel, and would require priority access, which a well defined user profile would allow. An eCall services scenario has been described in the EG 202 325, clause 6.6 “Car crash”.

3. E-INCLUSION

Action 12: “standardisation activities aiming at providing access to information (including structured documents, graphic information, web accessibility).” eHealth systems can really be accessible to all when provided in a way that suits the users’ needs, with preferences and eHealth information stored in the user profile. The eHealth information and preferences need to be standardized so that services are implemented in a way that is compatible to the users’ profile data. The deliverable that will be developed under this proposal will specify these important issues, necessary to achieve this goal.

4. COMMUNICATION NETWORKS AND SERVICES

Action 1: “…The European standardisation organisations are invited, in the context of the announced revision of the legal Framework, to consider the impact of the convergence aspects as well as the need to take into account Next Generation Networks (NGN).” This proposed work covers Next Generation Networks (NGN), see also section 2.5 on TISPAN describes in more detail the cooperation with TISPAN Next Generation Networks (NGN) issues.

Action 3: “The European Standardisation Organisations are invited to elaborate, taking into account current technical developments and market expectations, a roadmap for further development of integrated Smart House systems (e.g. including home networks, home automation, multi-media platforms, associated services such security, etc.)”. With the goal of obtaining maximum benefits for users, profiles would not be limited to cover today’s ICT market. The new generation of wearable personal eHealth systems, together with the user profile concept is not limited to cover today’s ICT market, but would also embrace ubiquitous services and applications, and be able to interact with a wide range of devices in intelligent homes.

4 Market impact

4.1 Benefits and impact

Digital convergence is leading to the development of new, interactive, applications and services, offering global access. The Commission aims to accelerate the uptake and to intensify the use of digital technologies across Europe by ensuring that all people are given the chance to use them. This is critical for the creation of new jobs and of a highly competitive and dynamic economy, exploiting opportunities of the new economy and technologies. User profiles are becoming increasingly important in the personalization of eHealth services and terminals and for a personalized delivery of content. Digital convergence offers a wide range of new possibilities, which will demonstrate the importance of harmonized eHealth profiles aiming at e-Inclusion, suiting all users including disabled, young and elderly people - in different situations in the private and public sector. With the goal of obtaining maximum benefits for users, the new generation of wearable personal eHealth systems, together with the user profile concept is not limited to cover today’s ICT market, but would also embrace ubiquitous services and applications, and be able to interact with a wide range of devices in intelligent homes.

For a single product or service it may be difficult for users to manage all of the information needed in their eHealth profiles.  They will need to:

· check what information is in their profiles;

· add, change or delete information in their profiles;

· know when other entities access or attempt to modify their profiles;

· understand how their profiles affect the service or capabilities that they experience.

The expected benefits and impacts of the results from this proposed work, together with the results in EG 202 325 are the possibilities of using and customizing eHealth profiles. The output of this proposed action will benefit eHealth products and services that rely on user profiles, and will provide the following advantages:

From the users’ point of view:

· This concept will allow reuse of users' existing experience and knowledge to help them manage new eHealth devices and services, thus leading to faster and easier application of new technologies and better user confidence.

· eHealth systems can give more freedom to users to be where they wish to be and to continue with their normal activities.

· e-Inclusion can be achieved. Services, devices and content can really be accessible to all users (including disabled, young and elderly people), when provided in a way that suits the users’ needs.

· Synchronization and harmonization of profiles across services and terminals allowing much faster and easier use and optimization of the services and devices.

· It will allow interworking and interoperability of different eHealth services over different networks (including narrowband and broadband networks) in multi-device environments such as mobile/fixed phones and mobile/stationary terminals (PC).

· Elements within an eHealth profile, that suit a specific situation but relate to many different areas, will only need to be defined once.

· This concept will allow harmonization and synchronisation of user profiles related to different areas such as the users’ communications, terminals, accessories and services.

· Enhancement of emergency telecommunications, in which emergency services will be able to access useful information in the eHealth profile, and allow profiles specifically enabled by emergency management in times of local or regional crisis. Some individuals will have permanent or transient status as emergency service personnel (such as part time volunteers), and would require priority access for the duration of and in the locale of any emergency event.

From the eHealth service providers’, content providers’ and manufacturers’ point of view:

· The standardized User Profile concept will stimulate the creation and deployment of a new generation of personalized eHealth services, applications, and content, which will provide opportunities of growth and employment among manufacturers’, service providers’ and content providers’.

· The standardized User Profile concept will be critical to the uptake and success of new and advanced eHealth services, especially among the larger market of the non-technically astute, or the non-technically inclined by simplifying their need to self-configure services and devices.

· Development costs can be reduced.

· Time to volume markets can be decreased.

4.2 Stakeholders

A great number of stakeholder contacts were achieved in the previous activity performed by TC HF and the ETSI STFs mentioned earlier in this proposal which will very useful when starting this proposed activity. The stakeholders are from various categories such as companies, user organizations, universities, European research programs and standards organizations. Many stakeholders belong to one or several of the mentioned categories. The work done previously identified stakeholders’ needs and requirements – in particular users’ needs and requirements. The next step, described in this proposal is about taking the previous results as requirements that must be used as necessary input for the further work. In order to achieve the best user experience, there is a need to ensure interoperability of services, devices and the users’ preferences defined in their eHealth profiles. Therefore, standards organizations have been identified as a very important stakeholder category.

The proposed work will study both existing deliverables and drafts from ongoing work from a range of stakeholder groups such as:

· The previous STF on User Profile Management (STF 265) 

· The previous STF on Telecare in and outside Intelligent Homes - issues and recommendations for end user aspects (e-Health) – STF 264
· The currently ongoing work of STF 299 on “User Experience Guidelines for Telecare Solutions (e-Health)”

· The currently ongoing work of STF 302 on Incorporating Universal Communications Identifier (UCI) support into the specification of Next Generation Networks (NGN)

· The previous STF on “User-oriented handling of multicultural issues in multimedia communications” (STF 287)
· The STF about to start work on “Extending e-Inclusion for Public Internet Access Points (PIAPs)”

· TC TISPAN

· ETSI TC Access Terminals Transmission and Multiplexing (TC ATTM)

· Open Mobile Alliance (OMA)

· W3C

· 3GPP

· ETSI TC Smart Card Platform (SCP)

· Simple Mobile Services (SMS) project

· SmartCard activities at Ecole Polytechnique of University of Nice Sophia-Antipolis

· WURFL

· Dublin Core

· ePerSpace

· SIMPLICITY

· CENELEC
· CEN/ISSS
· FIDIS Network of Excellence

· PRIME

· FIPA

More detailed information about the above is provided in section 2.
It is anticipated that this proposed STF will have a close liaison with a pilot implementation project (to start in 2008) being run by the eHealth area in the i2010 sub-group. This project is to be entitled an “EU wide implementation of eHealth services to support continuity of care patient’s summary and ePrescription” (http://ec.europa.eu/information_society/activities/ict_psp/library/ref_docs/docs/cip_ictpsp_wp.pdf).

The pilot will require personalisation and user profile management support access to the system by its user community. The STF will liaise with the pilot project when it has been established to understand its needs for personalisation and user profile management and include them within its work so that the delivery from the STF is suitable for the pilot to implement where appropriate.    
4.3 Consequences if the proposal is not implemented

Loss of the opportunity to provide a harmonized and standardized approach to User Profiles within different areas (communications, terminals and services) will result in the implementation of de facto commercial standards that will cause market fragmentation and thus hinder the efforts of the i2010 and the eEurope programme as well as the eHealth action plan (see clause 3 on “Policy relevance”) to bring effective eHealth services to market.

The important investments in time, effort and resources made in many related projects (as mentioned in section 2) will be more or less wasted, related to the eHealth domain, if this proposed standardization work is not implemented.

Part II - Execution of the work

5 Working method/approach

5.1 Specialist Task Force (STF)
ETSI will support this work through the creation of an ETSI STF reporting the milestones to the ETSI Human Factors Technical Committee (TC HF) and to ETSI Project (EP) eHealth according to the planned TC HF and EP eHealth meeting agendas (to be planned in more detail) and additional dates agreed by the HF and eHealth chairmen. The technical content will be developed through consultation, workshops, studies and desk-based research. 

ETSI STF 309, working in the eHealth domain to support the ETSI Starter Group on eHealth, started in September 2006. The result of the work was the ETSI Special Report (ETSI SR 002 564),”Support to eHealth Starter Group to investigate applicability of existing ETSI/3GPP standards”. The STF made a gap analysis and suggested future standardization work that needs to be done. Based upon the results from this work, the ETSI eHealth Starter Group was transformed into an ETSI Project, and tasked to plan and assist in the co-ordination of future activities in the eHealth domain in relation to ETSI. The proposed STF will have a close co-operation with both TC HF and the EP eHealth. 

 See section 7 for further details.

5.2 Other type of activity than STFs

Co-ordination with various stakeholders, including user representatives as well as eHealth organizations, standards organizations and other international projects will be necessary to achieve the best outcome of this work. Therefore, this proposed STF will perform different activities that might be co-ordinated with other activities related to eHealth profiles such as workshops, seminars, promotion activities, etc. 

Stakeholders will be encouraged to provide comments and input to the ETSI deliverable, either at various meetings and events or by emails. The draft ETSI ES (DES/HF-00108) will therefore be made publicly available from the STF pages on the ETSI Web site throughout their development.

5.3 Experts qualification required, mix of skills

To achieve the work it is proposed that a team of up to four people, depending on their knowledge and availability, will be required.  Among them, the team will require to have the following expertise:

· eHealth domain

· Human Factors experience in working with intelligent communications networks, ICT user interfaces, accessibility of fix and mobile communication;

· knowledge of personalization of ICT services and devices

· knowledge of User Profile Management;

· knowledge of information sharing and privacy;

· knowledge of UCI work to date;

· understanding of the user-to-system communication constraints imposed by telecommunications networks, internet protocols and ICT services and devices;

· knowledge of SmartCard technology;

· knowledge of ubiquitous and pervasive systems;

· knowledge of 3GPP and the Generic User Profile (GUP) activity;

· knowledge of TISPAN and NGN;

· knowledge of XML, RDF, OWL;

· experience in the production of ETSI deliverables;

· working experience in the international environment.

6 Performance indicators

Co-ordination/co-operation will be done with the identified stakeholders. STF communications and promotion to these stakeholders will be done by different means such as:

· presentations to various groups or stakeholders;

· the STF web page will provide information about stakeholder activities, and make the latest drafts available for comments;

· mail list for the stakeholders;

· e-mails to group of stakeholders, often before and after stakeholder events;

· newsletters sent to the stakeholders five times per year;

· at least one press release or article.

Details of all of the above will be recorded to indicate the openness of the activity, the visibility efforts made to encourage contributions and the level of participation achieved. To further enhance this, it is proposed to provide a “Stakeholder Issue Register” in a form that all comments received (and from who/which organisation) on the drafts as they progress will be recorded along with whether or not the comment/proposal was agreed, how it/ they were implemented into the deliverables and also reasons why they were not. This will allow information on the level of involvement as well as a picture from which sectors the involvement came can be provided (e.g. industry, public authority, association, user, network operator, etc.). It should be noted that not all those on the “Stakeholder Issue Register” may participate in physical meetings but may be following the work electronically. That is their right and no distinction will be made between “active” members and those who comment only once or on a few occasions. All comments will be treated with the same weight.

The “Stakeholder Issue Register” will also be used to show the level of consensus reached by providing an analysis of those issues where issues were agreed and also those that could not be agreed in terms of being unable to accommodate the comments and the reasons why.

The efficiency of the action will also be supplemented by the follow-up of milestones set for the work with a target of finalisation within the schedules set with a less than 10% delay target for the work.

7 Work plan, milestones and deliverable

7.1 Deliverable

This proposed action will lead to the development of an ETSI Standard (DES/HF-00108) on Personalization of eHealth systems by using eHealth user profiles (eHealth). It will describe standardized objects (including settings, values and operations) related to eHealth personalization and user profile management. This ETSI ES will describe objects related to a range of eHealth services and devices with the goal to suit all users’ needs including disabled, young and elderly people. The intended readers of this deliverable are eHealth service developers and device manufacturers who wish to develop services and devices that can be personalized by their customers, as defined by the User Profile Management concept described in EG 202 325 ”Human Factors (HF); User Profile Management”.
The results from this work should also be very useful in the eCall and ITS (Intelligent Transport Systems) domain as it can store important information and preferences related to a user in an emergency situation. Relevant profile data in the eHealth profile could be made available to emergency personnel such as:

· medical data in profile; 

· other people's contact information in profile (relatives/friends to contact in case the person gets seriously wounded or ill).

The output of the work will be expressed in a standardized way such as XML (Extensible Markup Language), RDF (Resource Description Framework), or an ontology standard such as OWL (Web Ontology Language). Templates (described in EG 202 325) that contain typical rules and settings will be of particular benefit in the initial configuration of profiles. It will therefore be relevant to further describe template issues in this work.

eHealth profile related issues will be addressed, such as:

· store and retrieve the eHealth profile data;

· process the eHealth profile data and initiate achievement of the behaviour encoded in the profile rules;

· activate and de-activate the eHealth profiles in the appropriate circumstances;

7.2 Work plan 

The technical content will be developed through consultation, workshops, studies and desk based research. Stakeholders will be encouraged to provide comments and input to the ETSI deliverable, either at various meetings and events or by emails. The draft ETSI deliverable will therefore be made publicly available at the STF pages on the ETSI Web site throughout their development.

The milestones will be reported to the ETSI Human Factors Technical Committee (TC HF) and ETSI Project (EP) eHealth according to the planned HF/eHealth meeting agenda (to be planned in more detail) and additional dates agreed by the HF/eHealth chairmen.
The following tasks are expected and estimated (more precise content and resources assigned will be specified when the STF is established). The STF work will include the following ten tasks (the time table will be completed with the eHealth meeting schedule, as soon as available).
· Task 1: Establish the STF team (March 2008).

· Task 2: Start-up activities, (April-May 2008)

· Task 3: Research and analysis, will continue until the final draft has been approved by ETSI TC HF and ETSI EP eHealth (Task 9) until June 2010.

· Task 4: Consultation and dissemination activities will continue until the final draft have been approved by ETSI TC HF and eHealth (Task 9) until June 2010.

· Task 5: Table of content and scope (April-June 2008), reporting to HF#46 (16-20 June 2008).

· Task 6: Initial draft ES (July-September 2008), reporting to HF#47 (6-10 October 2008).

· Task 7: Draft Interim Report to be submitted to HF#48 and eHealth in February 2008 and to be delivered to EC/EFTA before 1 March 2009.

· Task 8.1: Draft ES and workshop to be held on a date to be defined, in the period between November 2008 and May 2009.

· Task 8.2: Presentation of draft ES to TC HF#49 and eHealth, taking into account the outcome of the workshop (June 2009).

· Task 9.1: Presentation of progress of draft ES to TC HF#50 and EP eHealth (October 2009).

· Task 9.2: Presentation of progress of draft ES to TC HF#51 and EP eHealth (February 2010).

· Task 9.3: Final draft ES submitted to TC HF#52 and EP eHealth for approval (to be scheduled in the first half of June 2010).

· Task 10: ETSI Membership Vote for ETSI ES (60 days), adoption and publication, conclusions and Final Report to be delivered to EC/EFTA before 1 October 2010.

The tasks and schedule have been designed to align with the other ETSI HF STF proposals, “Specification of the language and cultural elements for use in User Profiles” and “Always-on communication services: Social and usability issues and guidelines” to allow effective collaboration and cross-fertilisation of ideas between the three STFs should they be accepted.
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Further details on the tasks are provided below:

Task 1:
Establish the STF project

Technical experts will be recruited following the ETSI procedures to participate in the STF and the allocation of resources and tasks will be agreed.

Task 2:
Start-up activities

The work of the STF will be initiated at the first STF meeting, along with the development and agreement of a plan to provide the delivery required from this STF by this proposal. Relevant input such as available standards, recommendations, current studies will be identified and relevant stakeholders will be identified. A publicly available set of STF web pages will be created as part of the ETSI Web site and published via the ETSI Portal. These web pages will provide information on the STF’s goals, the team, contact information, time plan and further details of the work, together with the work plan covering milestones. The draft ETSI ES will be available for comments and input from the STF web pages.

Task 3:
Research and analysis (Continuous)

The latest version of the ETSI deliverable will be reviewed and approved at each milestone presented at the ETSI HF and EP eHealth meetings. 

Initially, the STF will decide upon which eHealth preferences, objects, services and devices to focus. This decision will depend on factors such as, which objects are expected to be important to be personalized and if other work on eHealth personalization can provide input. The objects will be classified into relevant categories such as descriptive information, generic settings and preferences, service and device specific data. Stakeholders will be encouraged to provide comments and input to the choice of objects and also to suggest other objects. The next step will be to define the nature of these preferences and value ranges. The STF will decide how the objects will be defined in detail, such as in the Extensible Markup Language (XML), OWL. The STF will identify any relevant existing results from different sources that could be used as input for further work.

Task 4:
Consultation and dissemination activities (Continuous)

Contacts with stakeholders will be important from early stages of the work as well as dissemination activities in later stages in order to ensure excellent take-up of the results. Views and requirements from various stakeholders such as user representatives, eHealth service providers, manufacturers, and national regulatory representatives will be collected. A contact list will therefore be created and maintained so that interested parties can register their willingness to receive newsletters that report the progress of the work, publicise events and highlight when new drafts are available for input and comment. Comments and input from stakeholders will be collected either face to face at various meetings and events or by email. As dissemination activities in later stages of the work will be important in order to ensure excellent take-up of the results, the STF experts will be encouraged to present the results at relevant meetings and conferences. 

The stakeholders, who will be consulted about standardized eHealth objects:
are primarily user representatives, eHealth service developers and device manufacturers who wish to develop eHealth services and devices, which can be personalized by their customers. Regular contacts will be maintained with user representatives such as EDF, ANEC, AAATE, RNIB, COST 219ter and national institutions representing groups with disabilities. The stakeholders will be important contacts throughout the STF work as those wishing to actively contribute will be welcome to do so during all phases of the work.

The primary stakeholders, who will be consulted about network and terminal issues:
are primarily profile providers, telecom companies and device manufacturers, who will implement and provide the underlying infrastructure and architecture of networks and devices necessary to achieve the User Profile concept.
The eHealth pilot project “EU wide implementation of eHealth services to support continuity of care patient’s summary and ePrescription”:

is a potential client for the work of this STF and an early adopter/implementer of the standard. Close liaison with the pilot is anticipated during the life of the STF. Where invited, the STF will provide presentations to the i2010 sub-group responsible for the pilot project in order to keep them informed of the progress being made and to gain their feedback on the work.  

Task 5:
Prepare table of contents and scope

The STF will develop the first version of the ETSI ES, which will contain a table of contents and scope. The deliverable will be reviewed and approved by ETSI TC HF and EP eHealth.

Task 6:
Initial draft

The initial draft will be developed in this phase of the STF. The draft will be reviewed and approved by ETSI TC HF and EP eHealth.

Task 7:
Interim Report to EC/EFTA

An Interim Report to EC/EFTA on the progress of the work will be developed. This task will also provide the latest available drafts of the ETSI deliverable, as well as information about the resource usage and information about the progress of the work to date..

Task 8:
Workshop and stable drafts

A workshop with the purpose of getting comments from stakeholders will be organized. The deliverable will be updated according to the input from the workshop. The stable draft will be presented to the ETSI TC HF and EP eHealth.

Task 9:
Drafting the ES
The final draft ES will be developed following a number of draft iterations which will be made publicly available on the STF Web pages. This will allow stakeholders to provide their comments and input. After a number of iterations of the drafts, the STF will prepare the final draft version of the deliverable. The deliverable will be reviewed and approved by ETSI TC HF and EP eHealth. As this is an ETSI Standard, approval will result in an ETSI Membership Vote (60 days in length).
Task 10:
Conclusions and Final Reporting to EC/EFTA

The final draft deliverable will be submitted to TC HF for approval. Updates of the final draft ES resulting from any comments received in this approval process (TC HF and EP eHealth) will be made before sending the draft to the ETSI Secretariat for publication. The STF will also prepare the Final Report to EC/EFTA. The publication version of the ETSI deliverable will be provided together with the Final Report and the necessary elements such as performance indicators and information about spent resources and costs. 

Part III:
Financial part
8 Guidelines on the implementation of the Framework Partnership Agreement:

8.1 Total action costs:

The total cost of his action amounts to 283 200 €.

The EC/EFTA funding is 142 800 € (130 800 € for 218 working days manpower and 12 000 € for travels).

The ETSI in-kind contribution is 140 400 €, equivalent to 234 days at a cost of 600 € per day.

8.2 Possible bundling of related proposals for projects:

The schedule and approach of this proposal has been designed to align with the "Specification of the language and cultural elements for use in user profiles" to allow effective collaboration and cross-fertilisation of ideas between the two proposed STFs. Language and cultural issues are very important when designing eHealth systems. Culturally appropriate interaction with eHealth systems and emergency services will be critical factors in ensuring that everyone can use communications services in efficient, effective and safe ways. Indeed, failing to do so could have severe, possibly fatal, consequences in the eHealth area.

8.3 Indirect costs:

There are no indirect costs involved.

8.4 Direct costs: 142 800 €
8.4.1 Expert manpower 

Total cost for STF resources for the creation of the ETSI Standard (ES): 218 working days at 600 € per day = 130 800 €. 

Number of experts required for the creation of the ETSI Standard (ES): up to 4 experts for a total of 218 working days.

8.4.2 Travelling costs

Stakeholders’ active involvement in this project and take-up of the results will be very important. This STF will therefore involve user representatives from the early stages of the work to define the requirements in this area. Regular contacts will be maintained with user representatives such as people from health organizations and the EDF, ANEC, AAATE, RNIB, COST 219ter and national institutions representing groups with disabilities. Furthermore will it be necessary to cooperate with relevant industrial and research activities and standardization fora. These groups will be important contacts throughout the STF work as those wishing to actively contribute will be welcome to do so during all phases of the work. Different means, including face-to-face meetings with these stakeholder contacts will be important from early stages of the work and will also include dissemination activities in later stages in order to ensure the take-up of the results. It is also anticipated that over the lifetime of the action the STF will be invited to attend a number of the i2010 sub-group meetings (more specifically in relation to the pilot project mentioned in clause 4.2 and under task 4 in clause 7.2 of this Technical Proposal).The STF will therefore need to travel to various meetings, events and conferences.

Total estimated cost for travelling: 12 000 €, including travelling costs to:

· Technical Body and other WG meetings. 

· Other meetings e.g. meetings with stakeholders.
· i2010 sub-group 
One or two travels may be to events outside Europe (most probably USA) as it is very important to develop the results in a worldwide context. However, the location will depend on the date of signature of any grant agreement as the location of meetings and events are not as yet scheduled for later in 2008 and beyond.
8.4.3 Subcontracting:

No subcontracting will be needed.

8.5 In-kind contributions:

The in-kind contribution is indicated in the relevant estimated financial budget and will follow the provisions of Clause 4 of the “Note for guidance for the implementation of the Framework Partnership Agreement 2004-2007 between CEN, CENELEC, ETSI and the European Commission signed on 11 December 2003 (revised September 2006)”.
NOTE: This Framework Partnership Agreement has been extended from 31/12/2007 to 30/06/2008.

In-kind contributions will be justified by signed attendance by participants in the planned activity. The information provided will be as agreed in the note for guidance for the implementation of the regulations in relation to voluntary, consensus-based standardisation activity. This in-kind contribution will mainly come from active review and participation of stakeholders, the active review of members from ETSI TC HF, ETSI EP eHealth and other stakeholders.
The proposed STF will involve user representatives from the early stages of the work to define the requirements in this area. Regular contacts will be maintained with eHealth organizations and user representatives such as the EDF, ANEC, AAATE, RNIB, COST 219ter and national institutions representing groups with disabilities. The STF will also co-operate with relevant industrial and research activities and standardization fora. 
It is assumed that there will be up to 8 meetings of TC HF and EP eHealth over the duration of this action. It is expected that up to 10 members will provide days of in-kind contribution (1 day of the meeting being the equivalent to 3 days of in kind contribution at 600 EUR/day). Other meetings and actions with external bodies and stakeholders (e.g. interviews and the workshop) are expected to add the further days of in-kind contribution (0,5 to 1 day). Following our experience of previous actions, it is expected that the quotation will be achievable.
Individuals, companies and organisations contributing to the work: 140 400 €, which is calculated as 234 man-days at a cost of 600 € per day (49,58% of the total action costs).
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