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This paper draws largely on an Exploratory Workshop funded by the European Science 

Foundation (ESF) and held at Keele University, United Kingdom, in July 2010. It was 

attended by 23 participants based in 15 European countries, and their unanimous Declaration 

on the necessary action plan forms the second part of this paper. The full Scientific Report is 

available on the ESF web site (1).  

 

Background  

A core principle, too often overlooked, is that health is an optimum level of personal 

functioning, both physical and perceived, defined in the World Health Organization 

constitution as “a state of physical, mental, and social wellbeing and not merely the absence 

of disease or infirmity” (2). Achievement of this requires much more than formal healthcare, 

and must include being able to achieve normal living, though this may be facilitated by 

family, friends, or formal services. Independent healthy living should be the norm in adult 

life; but in the early stages of life, and often in the very later years, persons need assistance 

in order to achieve health - this is also the case for anyone of any age with an illness or 

disability that compromises their self-maintenance ability.  

Social care is needed as a key support to the health of many individuals, to ensure essential 

facilitation including nutrition, hygiene, and safe living as well as social wellbeing. These 

services to maintain health may include provision of meals, personal hygiene support, 

mobility, and enabling activities such as shopping for food and other essentials, which are not 

traditional health services but are essential to health, as without them the health of the 

individual would be compromised.  

 

Issues and Impediments  

There are a number of reasons why health and social care systems, particularly their records 

and their informatics, cannot quickly be integrated.  

The first is that social care is usually organised and managed separately from 

healthcare, and through different legal entities.  

Second, social care records are very different from health records. Healthcare records 

are deep but narrow, with a wealth of technical and biomedical detail on the history of the 



  
 

individual creating depth. However, intentionally there is little information about third parties, 

creating the narrowness of the health record, which is very much about the individual, 

making it difficult to record the impact of an illness or treatment regime on a third party such 

as a spouse. In contrast, social care records contain information on social and physical 

context as well as conditions (3).  

Third, there are very different attitudes to sharing elements of records in the two 

domains. Social care records need in certain respects to be much more widely shared, yet by 

contrast the range of sanctions available to control abuse is not as strong as in the health 

sector.  

Fourthly, social care records have little tradition of structured recording and coding.  

Fifthly, new paradigms of coordination of scheduling between agencies, services, 

clients and informal carers are needed not only to ensure a smooth service delivery (for 

instance avoiding clashing of appointments, or bunching of all appointments on one day of 

the week), but also to optimise resource use.  

 

Delivering Social Care and the Role of Informatics  

Social care may be needed at different stages of life - at points of crisis such as following an 

accident or unexpected illness, to safeguard the vulnerable, and as part of end of life care; or 

for long-term enablement for disability or to mitigate long term health conditions. It is 

important that social care takes account both of the social setting, and the health condition 

and health care contexts.  

Informatics systems within social care can provide support for record keeping and case 

communication, for managing resources and budgets, for advising on service availability, and 

for quality management.  

 

The Need for Coordination  

Principally social care management activities occur within the social care setting. However, 

communication with health care is needed at key intersection points (4), of which the 

principal are:  

 

• initiation of patient-specific changes,  

 

• sharing important patient-specific health events  

 

• coordination of planned activities (5)  

 

• referrals, delegations and consultations.  

 

Ideally, care from all sources should be coordinated in a shared patient diary (6).  

In the absence of integrated or coordinated service provision, ensuring harmonisation at the 

level of the individual is by default usually left to the individual citizen or their carer, even 

though by definition the citizen is not in good health and is likely to be vulnerable and least 

empowered, while the carer may not be fully informed or empowered. This is not an 

appropriate approach for a caring society.  

 

 



  
 

 

Issues and Necessary Actions  

To make progress towards integrated support for citizen health, a number of issues must be 

addressed:  

 

• Agreeing common citizen identifiers within country, and for citizens who move across 

borders.  

• Identifying professions and professionals.  

• Sharing and mutually understanding topical vocabularies and taxonomies.  

• Models of citizen-determined access to record elements.  

• Patient diaries, cross-agency scheduling of activities, and time resource management.  

• Defining cross-agency packages of care, and recognising mutual inter-dependence.  

• Automating delivery monitoring and quality assurance.  

• Recognising that personal records are no longer a repository of historic data, but 

include a set of nodes linking to dynamic processes and representation of changing 

needs.  

• Third party advocacy for citizens not able to manage their affairs, or electronic 

systems.  

• Support to ensure those not digitally enabled or empowered are not disadvantaged.  

• Governance models and rules, across agencies and protecting the vulnerable.  

• Education, awareness, and training programmes.  

 

To address these issues, a series of necessary actions must be undertaken:  

 

• Codification of Subject Rights for Electronic Record and Care Delivery Systems  

• Eliciting user needs and establishing an inclusive community of practice  

• Creating an Ontology and Meta-Taxonomies for Social Care linked also to Health Care  

• Codifying Custodianship of personal data information systems  

• Agreeing models of rights to data access, and of other needs for access to information  

• Redefining „record‟ and „data‟  

• Agreeing rules for urgent access to data  

• Research and Development of leading edge ICT innovations and appropriate 

application  

• Creating education programmes for Citizens, Clients, Carers, and Professionals  

 

The Wider Holistic Sociological and Care Settings  

Finally, though this integration of individual health and social care support is essential for 

practical and ethical reasons, it must be in the context also of accommodating informed 

responses to health and daily living surveillance systems where in use, and liaison with other 

citizen support including education services and employment (7,8). Full account must also be 

taken of the often more insular views of older or ill people, who may be distrustful and 

resistant. The capacities and motivations of family and informal carers differ widely, yet their 

interests and rights must not be overlooked.  



  
 

Declaration by Members of the ESF Exploratory Workshop on Social Care 

Informatics and Holistic Health Care, Keele University, UK, July 2010 

Social Care Informatics meets Health Care Informatics – 

a Holistic Citizen-Centric Vision for Information and Communication Technologies 

to Support Personal Health 

 

The Members of this European Science Foundation Exploratory Workshop, held at Keele 

University, Staffordshire, United Kingdom  

 

Recognising  

• that Health is internationally defined as a state of physical, mental and social well-

being and not merely the absence of disease;  

• the essential nature of the Fundamental Human Right of every citizen to the highest 

attainable level of personal health;  

• that to reach this maximum achievable state of health many European citizens require 

individual support with essential functions, which can include mobility, nutrition and 

feeding, personal hygiene, social and mental support and assistance with tasks of 

daily living, together with appropriate housing and financial stability;  

• that whilst in an integrated society the prime sources of this support come naturally 

from family and community sources, nevertheless (and increasingly) many individuals 

need assistance from formal sources, predominantly social care services working in 

harmony with health services;  

• that according to individual needs this support may be needed either to cover a short-

term problem or may be needed sustainably in the longer term;  

• that this health-enabling support should be provided with a philosophy of meaningful 

empowerment of the citizen, all having equal rights and individual expectations, as 

well as the right to respect for private life, with its implications for individual self-

determination and other aspects of privacy;  

• and believing that current and emergent Information and Communication 

Technologies can significantly facilitate the effective and individualised delivery of 

such services specific to personal needs and circumstances;  

 

Declare the fundamental importance of  

• providing harmonised health and social care services that meet the extended needs of 

the individual, taking into account diversity in need, preferences, ability and support; 

and also recognising the concurrent resultant rights and needs of informal carers as 

individual citizens;  

• focussing these services on the individual citizen as the beneficiary, including the 

pattern of delivery they find most effective;  

• and to this end, utilising modern Information and Communication Technologies as 

enabling services, as part of a wider health and social care toolkit;  

• whilst recognising the importance of e-services being an appropriate enabling 

mechanism, and not an inappropriate replacement for necessary inter-personal 

interaction;  

• and also recognising that citizens may move between European Union Member States 

(or indeed wider) during the period of need for support.  



  
 

To this end, the Members of this European Science Foundation Exploratory Workshop call on 

relevant authorities to initiate and facilitate a programme of Research and Development to 

include:  

 

• Drafting a Charter of Subject Rights for Electronic Record and Care Delivery Systems 

Containing Social Care Data, recognising the rights  

- of subject access not just to recorded historic data but also including access to 

dynamic data such as forward schedules;  

- to express and record their own views and preferences;  

- to record observations on their own health, functioning, and needs;  

- to decide personal directions on individualised rules for information sharing to 

formal and informal third parties involved in care or family support;  

- and explicitly qualified rights of defined appointed representatives and agents.  

 

• Eliciting and defining the Range of User Needs for an ICT-enabled supporting 

framework, to provide different users and stakeholders with context-relevant 

knowledge based on citizen-centred health and social care information as well as 

coordination and communication.  

 

• Defining a Community of Practice that shares knowledge, innovation and good 

practice, enabling future learning and further development of terms and meaning, 

including definitions of membership and responsibilities. This should include 

consideration of the different approaches of the health and the social care domains, 

and the areas of overlap between aspects of community nursing and aspects of social 

care.  

 

• Developing a shared Ontology and Meta-Taxonomies for Social Care linked also to 

Health Care that supports a range of core standards and terminologies to underpin 

need assessment, service planning (both short-term, and to meet lifelong needs), 

service provision, and the monitoring of outcomes, and that enables safe and 

consistent information sharing across social care, health and other sectors around the 

citizen. Ensuring that this ontology relates appropriately to health care ontology, 

meets local and national needs, and is adequately harmonised across Europe (and 

beyond) to support the situation when the citizen moves.  

 

• Developing suitable robust Models of Information System Custodianship, whereby ICT 

systems and the data they hold and process regarding social care and its integration 

with health care are provided by trusted parties accountable to, and monitored by, 

explicit and transparent standards.  

 

• Developing models of Rights to Data Access, recognising and defining further the clear 

but distinct interests of the citizen as data subject, professionals involved in 

assessment and care delivery, named third parties, funding and monitoring 

organisations, and others to be defined; and also that „data‟ will include inter alia 

contacts, activities, encounters, assessments, requests, goals and targets, mandates, 

and inter-agency liaison  



  
 

 

• Developing clear and citizen-oriented Rules for Urgent Sharing of Information, 

accommodating in emergencies such as a change of personal condition (health or 

functioning), unexpected absence from home, and enquiries from police not least in 

cases of unusual or extreme behaviour.  

 

• Identifying and codifying justifiable Needs for Access to Information other than 

immediate care delivery, with related authorisation and monitoring mechanisms – 

such reasons may include service delivery, quality and outcome monitoring, staff 

training and development, complaint investigation, and financial audit.  

 

• Sponsoring Research and Development of Leading Edge ICT Innovation and 

Appropriate Application, including (but by no means restricted to)  

 

- controlled forms of information brokerage, cross-viewing, or record sharing 

between agencies and providers, as well as by citizens and their supporters;  

- the ethical, cultural, professional, legal and practical issues related to the joint 

management of health and social information and communication, and in 

particular to the generation and maintenance of a holistic synthesis of the 

health and social conditions of the subject of care;  

- technology assisted scheduling, resource management, request handling, and 

negotiation;  

- near real time delivery monitoring;  

- integration of user messaging into scheduling systems;  

- planning tools to enable citizens as well as formal carers to build packages of 

care within personal need, resource and policy constraints;  

- assessment and decision support tools that assist both citizens and 

professionals when profiling needs or identifying risks;  

- trusted data stores with representation of service type, providers, and 

availability in social and related care; new concepts of user-friendly intuitive 

devices utilising technologies such as touch screen and drag-and-drop; 

knowledge management services to help inform citizens‟ and carers‟ choices.  

 

• Development of Education Programmes for citizens, carers, and professionals related 

to ICTs in Social Care and integrated health and social care support to health;  

 

and to achieve all these goals, to identify European Organisational Focal Points for 

coordination of research, policy development, and practice support in Social Care Informatics 

and the integration of holistic care individualised to the citizen.  

Meanwhile we welcome, as an important initial move, the concomitant proposal of 

participating officers of the European Federation for Medical Informatics to establish a Social 

Care Informatics and Individualised Health Working Group as one means of facilitating 

debate and development as a means to assisting progress.  
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