[image: image2.jpg]REGIONAL for an informed,

connected and
influential third sector











Liberating the NHS: 

An Information Revolution
The purpose of this briefing is to outline:

· The main changes proposed within the Information Revolution consultation
· Some of the possible implications for the sector (presented throughout the document in text boxes)
The consultation on choice and control is open until 14th January 2011 and you can respond online at http://www.dh.gov.uk/liberatingthenhs, by email to InformationRevolution@dh.gsi.gov.uk or by post to the Information Strategy Team, 7th floor, New King’s Beam House, 22 Upper Ground, London SE1 9BW.

Regional Voices will be providing a full response to the consultation.  If you would like to provide your thoughts to Regional Voices, rather than responding to the entire consultation, use the contact details below.

Emma Easton

Regional Voices

Emma.easton@regionalvoices.org 
0113 394 2304

October 2010

Overview of the proposals in the Information Revolution
The White Paper, Equity and Excellence: Liberating the NHS, sets out the Government’s vision of an NHS that puts patients and the public first.  The White Paper was consulted upon earlier this year and a summary of responses will be available in December.  To read more on the overall White Paper, please go to http://www.regionalvoices.net/briefings/briefings/
The information revolution suggests that information should be more readily available and include information that:
· Is recorded about the care of individual patients and service users;

· Informs about availability and quality of services, and care outcomes;

· Informs about particular illnesses, diseases or conditions;

· Helps people live healthy and independent lives;

· Supports care professionals to give the highest quality care, compare performance with others, identify gaps in provision and develop their knowledge;

· Supports researchers to advance medical and scientific knowledge;

· Supports policy makers, the NHS Commissioning Board, the Government and regulators in making major decisions about care;

· Monitors how well health and care services are performing so they are accountable to the public; and

· Ensures services are well managed and providing value for money.

Access to better information will improve the information available for commissioners, provide better information for the Joint Strategic Needs Assessment (JSNA), and enable health and social care professionals to work more collaboratively and better understand their patients’ and service users’ needs.  In addition, it is intended that the information revolution will simplify the data that is recorded.

The information revolution centres around a patient or service user’s care record, with this providing much of the data needed for other purposes.  However, personal information will continue to be subject to strict security arrangements.
Information for patients, service users, carers and the public
Patient / service user control of records - People will be able to access their records or an electronic copy (starting with GP records but extending to all health and social care providers) and be able to share them with others of their choice.  For example, with others with similar conditions or care needs, with a support group or charity that can provide advice or information to build a better understanding of their records and how to manage their condition, or to researchers.  (Note: information that might not be appropriate for them to see e.g. personal information about a carer would be removed).  Individuals will need to make informed choices on the extent to which they want to control their records.
Interacting with service providers - GPs and other professionals will be encouraged to enable patients to interact with them outside of scheduled appointments e.g. though recording symptoms in their records, medication taken, temperature, blood pressure etc.  This could reduce the frequency at which people have to visit health facilities and be a more cost effective use of both a patient’s and clinician’s time.  People should be able to communicate securely with health or care professionals on-line or by email where possible.  This will then free up clinical time to meet the needs of those for whom face to face contact remains either desirable or essential.

Information to support choice - The information people might be interested in to help them take increased responsibility and fully participate in decision-making may include:

· Their own health status or condition;

· Suitable medicines or treatments and their known risks and benefits;

· Clinical outcomes of service providers, and quality and performance information e.g. infection rates, waiting times, clinician’s track record etc.

· The care environment including food, catering and cleanliness;

· The convenience of service, e.g. location, cost of car parking etc.
· If multiple care needs, how their package of care will be coordinated;

· The experiences of other patients or staff working in the organisation;

· The advice of their health or care professional.

Information for carers, parents and guardians - The work of organisations such as Carers Direct will be built upon in partnership with carers and the organisations representing them to ensure those who care for others are identified early, and they are signposted towards accurate, timely and useful information.

Information for better prevention and self-care - To support self-care and reduce reliance on GPs, information and advice through NHS Direct, the new NHS 111 service, NHS Choices, and services from the voluntary sector will be essential.  Assistive technologies (telehealth and telecare) support independent living and can help professionals identify problems early and therefore can avoid unplanned hospital admissions.  A randomised control trial of these technologies will provide results in Spring 2011 and this will influence service developments.
Information for healthier lives - The Coalition Government is exploring new models involving partnerships with industry, drawing on their resources and expertise.  The role of schools is recognised as a channel for health information for young people and the new Public Health Service will also have a role (further detail will be set out in the Public Health White Paper later in 2010).

Information for holding services to account

For NHS organisations to be more autonomous yet more locally accountable, there will be a greater requirement for NHS and adult social care organisations to publish information to help people to influence the shape and direction of local services.  The change in role for local authorities will also create demand for information and insight, with Local HealthWatch brining any information that gives cause for concern to the attention of commissioners and regulators.

Changes in the system to enable the information revolution to happen
Quality Accounts – An annual report to the public from providers of NHS healthcare about the quality and outcomes of their services.  This may be extended to other providers of care and support services.

Clinical audit – This compares the effectiveness of different clinical approaches.  Audit results should, wherever possible, be widely available and used to inform Quality Accounts.

Reviewing central data collections – There will be a comprehensive look at information already captured with a public consultation in 2011.  Within adult social care there will be an immediate review to determine the dataset from April 2011 and also a ‘zero-based’ review of social care data requirements, aiming to identify the social care data that should be shared beyond local level in the future.

Staff, patient and service user generated information – More information will be collected from staff, patients or service users through surveys, real-time feedback, ratings of services, and Patient Reported Outcome Measures (PROMs).  With appropriate consent it will also include information collected from individual care records.

Improving data quality –The new approaches need to be based on clinically governed standards and accurate recording of data, with standardised patient data and consistent terminology throughout.  Data will be collected once but used in many ways.  The use of the NHS number will be critical as a unique identifier.  Professionals need to be supported to access and use the information available.
A presumption of ‘openness’ – The way in which information is supplied to different individuals and groups will be altered so that information is not subject to variable access arrangements and comparisons between services are possible.

Access to information for all – Many organisations already provide information on health and social care including the NHS, local authorities, charities and private sector bodies.  However, many people are not sure which sources they can trust.  The consultation seeks views on how to overcome these issues.  In future there will also be more information providing ratings of services.  The use of different information and communication ‘channels’ will be encouraged, particularly those enabled by new technology e.g. reminders by text message etc.

Telling patients and service users if something has gone wrong – Hospitals will be required to be open about mistakes.  Listening to people when something has gone wrong, and learning from what they say, is also critical.

Research – Research provides new knowledge to improve health and care outcomes and reduce inequalities.  The Government is considering how to provide a high quality research data service that will harness this potential.

Workforce capacity and capability - Information will not be seen as solely the domain of a specialist but everyone’s responsibility and all staff will need to understand the contribution data can make to improving outcomes.

Information systems – IT capability is essential and will help drive efficiency.  There is a need to raise standards by making informatics development part of core planning for organisations as well as external providers of NHS care.

Use of digital services – This can support delivery of care closer to home, removing both time geography as barriers, improving efficiency and enabling tailoring or information e.g. using video conferencing to deliver care.

Helping people access information

Information needs to be tailored to the needs and preferences of different audiences and support offered to enable people to make full use of the information available.  The strongly ‘personalised’ approach of social care service users and practitioners in providing information and supporting people to use it will be built upon.

The degree to which individuals access and use information will always vary greatly due to preference, capability or personal resources.  It is acknowledged that the internet is not a solution for all; many adults have never used the internet.  However, there are some measures that can be taken to enhance the digital reach of services, for example, in schools, Citizens Advice Bureaux and Post Offices.  The use of digital services is likely to increase as the cost of basic technology falls but this needs to be commissioned wisely and inclusively as part of a broader set of commissioning decisions.

Hospitals will become places where people can access information easily.  Consideration will be given to how information can most effectively be delivered to patients and service users e.g. through the bedside TV sets.

It is essential that information is provided as inclusively as possible and is accessible to those who need it, both to improve outcomes and meet the relevant duties under the Equality Act 2010. The consultation draws upon examples from the RNIB and Mencap as a helpful basis for future work.

	Some possible implications of the information revolution for the voluntary and community sector:
· An opportunity and expectation to be involved in shaping how this works

· Potential to support clients better as they will be able to share their files if they wish

· Opportunity to work with statutory services to identify support mechanisms for those who do not have access to the internet

· New contractual obligations on providers for data collection
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In each of the nine English regions there is a network which champions the engagement of the third sector within the region.  They provide the bridge between local and national policy and share good practice across the region.  

On a national level, Regional Voices connects each of the regional networks, enabling the critical connection between national, regional and local infrastructure.

Regional Voices is funded through the Department of Health Third Sector Strategic Partners Programme to ensure input from the sector in developing health and social care policy and to support organisations to improve health and social care services. As one of the sixteen Strategic Partners, Regional Voices is strengthening links between the Department of Health and the third sector.
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