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	CHAPTER 1: An Information Revolution

	1. What currently works well in terms of information for health and adult social care and what needs to change?


	The College is aware that  in a few Occupational Therapy departments  paper based recording systems are being replaced by integrated electronic care records that can include entries from all local health and social care professionals, and the patient.This is allowing greater use of IT for maximisation of client gain, with respect to streamlined working and integrated care and recording of outcomes for use internally and by commissioners .   These developments can also be used to improve service user access and control. However,these developments are the case in only a small minority of services . 

Our members tell us that text and email are already successfully used by Occupational Therapists   for  appointment  reminders,  to prompt regarding home activity programmes, assist with independence strategies or update advice.   

College is aware that 'Choose and Book' is increasingly used  for managing referrals from primary care to other healthcare services, clinics and teams. This is being taken up by an increasing number of Occupational Therapy departments and Occupational Therapists working in multi  disciplinary teams either through a centralised or department run scheme, but again is found in only a small minority of services.  NHS Trusts need to promote  the value and importance of being listed in the choose and book  directory of services to their staff.

What needs to change?:

Our members tell us that any potential gains through the use of IT are currently limited by the lack of access to hardware in many departments. 

Although many departments are embracing the use of IT, there may need to be a process of staff education and cultural change to enable staff to embrace the idea of  regular access to records by service users. 

Many of the potential serivce user gains  are also limited by barriers to information sharing  between agencies, due to either confidentiality rules or differing systems. 

  



Researchers need to access aggregated information on groups of patients with similar profiles of diseases, symptoms, needs and other problems. They may need detailed information on the provision of care or treatment packages and individual interventions. 

	Patient choice: we need a comprehensive set of health and social care record standards and comprehensive electronic care record systems that can provide reliable and relevant information on patient health gain. This will enable services to provide detailed information on the degree to which individual healthcare services improve patients' health status, which will be useful to the public and to condition-specific interest groups thus enabling informed patient choice. 

Information: Some services are well known to the public and readily accessed as a result of this knowledge. However, some secondary/ community services are less well known despite service promotion. A good website can help, as in this technological age people use search engines to locate local services to help them meet their specific needs. 

The College believes that the most important  uses of information are related to direct service delivery and service user control, service evaluation locally and in a wider context and for imparting information.  

 


	

	2. Does the description of the information revolution capture all the important elements of the information system?


	The College believes that the description omits several fundamental building blocks, namely: 

Continued development of the SNOMED clinical terminology to support a single healthcare language. (http://www.connectingforhealth.nhs.uk/systemsandservices/data/uktc/snomed)

Development of a comprehensive set of health and social care record standards, particularly covering the structure and content of health and social care records.

Clearer recognition that collaborative individualised care can involve many agencies, not just health and social care, but also education, employment, and the justice system.

The increasing role of telecare and telehealth - IT for health is a significant opportunity to change the way the health system works with many conditions (including dementia, long term conditions) and Occupational Therapists use these tools to increase safety and independence.  

The College believes that the definition of ‘information’ used in the consultation document is too narrow in its focus on data contained in patient records and that it needs to be expanded to include all other forms of information that are essential to the delivery of health care, such as patient/consumer information on conditions or evidence on effective treatment options for health professionals


	3. Given the current financial climate, how can the ambitions set out in this consultation - to make better use of information and technology to help drive better care and better outcomes - be delivered in the most effective and efficient way?


	There is a growing body of knowledge on the cost and benefits that can be realised through informatics. For example: Telecare Learning Information Network (LIN)  and Housing LIN have been invaluable in  collating and disseminating evidence that can influence local investment and commissioning decisions, videoconferencing can support remote consultations with patients or help in supervising staff working in the community. 

The College believes that The Whole System Demonstrator programme appears to be a model of good practice in recognising the need for a national programme to carry out a comprehensive action research project that will produce definitive evidence on costs and benefits of telecare services, products and packages. A similar approach would help to avoid local care commissioners and providers in undertaking evaluation or research that has little value outside their local health and social care community.

Our members tell us that previous implementations of changes to IT systems have not been wholly successful for a number of reasons,i.e systems implemented with a top down approach and a  lack of compatibility between agencies. Lessons from the recent past could be learned to ensure that the ambitions set out in the consultation are achieved. 

Our members tell us that:

 - Plans made  at local level around patient groups/ pathways on a multi agency basis with involvement from service users, providers and IT experts are the most successful, for example the work at South West London and St George's  Mental Health Trust.

 - Overcoming information sharing difficulites on a locality level will ensure that systems are meaningful for staff and service users. 

Systems need to be designed to include outcome measure collation from the beginning to avoid expensive add ons.  

 - Their will be significant  cost implications  revolving  largely around access to hardware. Staff currently often have to share one personal computer  between a large team and  community workers are rarely provided with remote access. Without these elements in place any system will not be 'live' and potential gains will not be realised.   


	4. Where should the centre be focusing its limited financial resources and role to achieve the greatest positive effect?


	Existing projects need to be completed, e.g. summary care records, healthspace, communicator, developing healthcare record standards, developing SNOMED subsets, and approving standardised clinical assessments for use in electronic care records.

The Whole System Demonstrator project needs to be completed and the results widely diseminated and promoted.





	CHAPTER 2: Information for patients, service users, carers and the public

	5. As a patient or service user, would you be interested in having easy access to and control over your care records? What benefits do you think this would bring?


	     

	6. As a patient or service user, in what ways would it be useful for you to be able to communicate with your GP and other health and care professionals on-line, or would you prefer face-to-face contact?

	     

	7. Please indicate any particular issues, including any risks and safeguards, which may need to be taken into account in sharing records in the ways identified in this consultation document.

	The College is aware that many patients may be confident and knowledgeable about issues concerned with sharing their personal information. However, some patients may be unfamiliar with the risks of sharing all their personal information too widely with care services. For example, social care staff may mis-understand medical terminology and medical opinions, and similarly some NHS staff may misunderstand specialised care plans produced by social care staff. Health and social care services have different cultures, terminology and care practices. The College believes that the solution is linked to, in part, better staff training, and in part to detailed inter-agency protocols to ensure that information is shared appropriately.

Some individuals may be vulnerable to exploitation by their family, friends or carers. e.g. persuading individuals to reveal personal information that should remain private. Staff need to assess when this may be an issue and follow agreed local protocols and policies to safeguard the interests of those individuals.

Individuals could be required to review who has access to their personal information, and ensure that their personal preferences are updated, perhaps at least every 5 years.

Individual preferences for access to records will need to be reviewed when a child takes control from their parent or guardian, or when an individual loses or regains capacity to manage their affairs.

The experience of occupational therapists is that there will be some service users for whom access to all of the information recorded in their records could be detrimental and potentially damaging, for example service users with complex mental health problems. There may also be a need to restrict access to information in cases of safeguarding concern.


	8. What kinds of information and help would ensure that patients and service users are adequately supported when stressed and anxious?
 
	The College is aware of developments through the use of IT to offer support in a  timely way eg Maggie's Centres on-line support groups. (www.maggiescentres.org) 

Individuals need to know who to contact, how to contact them, and in what situations contact would be appropriate. In many situations a quick response and succinct advice, is all that is required.

A great deal of health related information is available on line but service users are often presented with confusing or conflicitng information. A central and regulated IT system could link to NICE guidelines and quality standards and also  more holistic information such as managing your own health and self care needs, and be a more certain source of information.  


	9. As a patient or service user, what types of information do you consider important to help you make informed choices? Is it easy to find? Where do you look?

	Although this question asks for a patient or service user perspective, the College thinks that for patients to make informed choices around their treatment they need a range of information including:

•
Clear descriptions of conditions or illnesses and the long term implications of these conditions or diseases/illnesses

•
Clear, up-to-date descriptions of the treatment options available and assessment of their effectiveness from accredited impartial sources.

•
Clear outline of the various care pathways available to enable them in order to access the health care they require.

•
Information on how the public can keep themselves healthy and make responsible health choices.

At present the most reliable source of information available to patients and carers is NHS Choices. This is probably the website of choice that many health care professionals would recommend to patients.  However, for many patients the internet is the first point of access to information on their conditions and/or treatment and there is a huge variation in quality of the information available. It is essential that the NHS maintains a store of accredited reliable information of the type outlined above to inform patients or can sign post patients to external sources of quality assured information. Note that  the information also needs to be packaged and presented in a way that is accessible to as wide an audience as possible ie it is user-friendly, accessible and takes account of varying levels of comprehension and differing language requirements


	10. What additional information would be helpful for specific groups – eg

- users of maternity and children’s health services;
- disabled people;
- people using mental health or learning disabilities services;
- the elderly;
- others?


	Occupational therapists work with a wide and varied array of service users, most of whom would benefit from specific information. Specific groups of people need information that is relevant to their condition, to enable self care or to help ensure individuals access appropriate services/ local service pathways / service delivery choices as well as more medical information. Other useful resources would be more practical advice e.g. equipment suppliers, self help groups and on line resources, e.g. advice sheets to supplement sessions.   

	11. What specific information needs do carers have, and how do they differ from the information needs of those they are caring for?

	The College is aware that carers need information on support groups, and on how to cope with the demands of their role as a carer. 

The patient may choose to share their personal information (e.g. care plan) with the carer, and the carer will need to understand that information is confidential. Carers often need time to talk when the service user they are caring for is not present, for support and information.  IT can facilitate this. 


	12. What are the information needs of people seeking to self-care or live successfully with long-term physical and mental health conditions and what support do they need to use that information?


	Managing  and living with a long term condition places different burdens on the individual. They need to ensure they keep up to date with developments in effective interventions and care packages, perhaps through regular news items from a conditon-specific website or newsletter from NHS evidence.  Their GP or other healthcare professional should periodically review their care and ensure their self care is optimal.The College is aware that carers need information on support groups, and on how to cope with the demands of their role as a carer. 

Linking service users with other useful websites would be beneficial for example condition specific websites linking with return to work/ work seeking advisory websites. 



	CHAPTER 3: Information for improved outcomes

	13. What information about the outcomes from care services do you (as patient, carer, service user or care professional) already use?


	There is very little information available on the health outcomes for individual patients, achieved by NHS services.

Where service users are contributitng to Patient Reported Outcome Measures (PROMs) and user feedback they should receive feedback of the consequent actions. 


	14. What additional information about outcomes would be helpful for you?


	The NHS should assess the health needs and functioning of patients, at the point of referral and when optimal benefit has been achieved for the patient. This will yield data on whether the service has made a difference to an individual's health needs and functioning. Aggregating this information, and considering relevant demographics, could indicate the effectiveness of local NHS services.Where services have begun to aggregate quality metrics in particular interventions, using information systems tailored to collect care records and pertinent outcomes, that information is being used to evidence the success of those intervention. 

	15. How can the benefits of seamless and joined up information be realised across the many different organisations (NHS and non-NHS) a service user may encounter?

	Our members tell us, that firstly, integration would ensure that all care services share core common information about an individual patient or service user. Core information will be recorded only once (saving staff time) recorded accurately (avoiding mistakes and misunderstandings), and be timely.

The College believes that seamless integration across agencies requires the development of a comprehensive set of national information standards for the structure and content of care records. In addition, care terminology needs to be haronised across health and social care, possible extending SNOMED CT to include the breadth an depth of social care terms used in social care services. 


	16. For which particular groups of service users or care organisations is the use of information across organisational boundaries particularly important? 
	Sharing information across agencies is particularly important for individuals with long terms conditions or more than one condition. In particular for people with  mental health conditions, learning disabilities, older people, children and young people,adults with disabilities or with addictions. 

The College notes that  the Information Revolution consultation paper does  not extend to children's social care.  Safeguarding and the health and well being of children is a partnership responsibility in which  health and educational professionals play a key role and information sharing across agencies is a vital aspect of safeguarding. 

For children with disabilities, shared records could alleviate some of the problems with multiple appointments and lack of streamlined care.   


	17. What are your views on the approach being taken, and the criteria to be used to review central data collections?

	The College supports the zero-based review in social care (section 3.5, page 30,Information Revolution)  Information for secondary purposes should mainly be based on data recorded and actually used by front-line staff in assessing needs, collaborative care planning, and providing care to service users.

The College believes that the NHS approach should also adopt a zero-based approach. This would help to ensure that in future fewer process measures are used for measuring services, but instead the NHS should develop a range of outcome measures that can demonstrate the effectiveness of care, and the health benefits that have been achieved for each individual patient. 




	18. How could feedback from you be used to improve services?


	Improvements made locally in response in individual feedback should be collected and shared nationally. This would provide a pool of brief case studies of practical improvements that may be useful to other NHS organisations.

The use of PROMS to support clincially observed outcomes measures is good practice and highlighted within Liberating the NHS. 


	19. What would be the best ways to encourage more widespread feedback from patients, service users, their families and carers?


	  Provide a website where the public can submit brief feedback on services they have received, and/or their suggestions for improving local services. 

Patient Trackers in waiting areas more common place.

On line surveys are an easily accessible tool to gather responses.  

    


	20. What are the key changes in behaviour, systems and incentives required to make the NHS and adult social care services genuinely responsive to feedback and how can these be achieved?


	The College believes that services need to be measured on the health and social outcomes achieved for their patients. The 'added value' could measure a variety of factors, e.g. symptoms, disease process, functioning in activities of daily living and level of participation in the community. These could be measured when first assessed and on discharge or at a major review for someone with a long term condition. The difference would indicate the benefits achieved from receiving health and social care services.

The cultural shift away from focussing on activity and waiting times, towards measuring outcomes including PROMs for individuals, will ensure that public feedback regarding  ineffective care or treatment will be more likely to influence service reviews and will enable local changes built by frontline staff. Building quality targets within Quality Innovation Productivity and Prevention (QIPP) will provide a clear framwork for staff.




	21. Which questions, if asked consistently, would provide useful information to help you compare and choose services?

	A variety of questions would be useful, e.g.

Did the care/treatment you received resolve the problems you were referred for/ you were experiencing? 

Would you recommend the service to family or friends if they needed that type of service?




	22. What will help ensure that information systems - and the data they collect - are appropriate to support good commissioning at different levels, including decisions by individual patients, GP practices, GP consortia, service providers, local authorities and the NHS Commissioning Board?


	The College believes that  health and social care professional bodies and their members need to understand the reasons for contributing to the national developments that will underpin the development of effective information systems that are interoperable, and that can provide information that is fit for secondary purposes. For example: information standards for the structure and content of records; clinical terminology subsets to support consistent use of terms; and national audit tools to improve the data recorded in electronic care records.

Projects such as the self care evaluation carried out across four Mental Health Trust OT Departments (Central North West London, South London and Maudsley, North East London Foundation Trust, South West london and St George's), demonstrate the power of electronic care records being collated and anonomised to evidence the  effectiveness of interventions. This has relied on systems with outcomes built into care records and that are compatible across regions.

Failure to ensure all health and social care professions support these developments, will result in parts of electronic care records containing poor quality data.   The College thinks that although better use of data from patient records is important, for commissioning, service leads need access to a broader range of information in particular evidence of the efficacy and/or cost effectiveness of new interventions in order to make appropriate commissioning choices and improve patient outcomes. 

 



	CHAPTER 4: Information for professionals

	23. How can health and care organisations develop an information culture and capabilities so that staff at all levels and of all disciplines recognise their personal responsibility for data?

	Most staff have some training in basic computer skills, but little training in using information and knowledge management. A mandatory national CPD module, based on the learning objectives set out in  'Learning to Manage Health Information', would raise the level of staff skills in unsing information, and help to shift the culture to support improvements in data quality. 

	24. As a clinician or care professional, how easy is it for you to find the evidence you need to offer the best possible care and advice? What could be done better?

	The best sources of evidence are guidance published by professional bodies and NICE. The wealth of evidence published in journals can be difficult to access and time consuming to evaluate and make use of, particularly for Community Health and Social Care staff, who do not have the library access of hospital staff.  

NHS evidence promises to be a valuable source of evidence to influence clinical practice.

The College believes that there is insufficient recognition of the value of qualitative research, case studies and other evidence not generated by an Randomised Controlled Trial.(RCT). RCT are not appropriate for certain interventions or cohorts of service users due to the nature of their condition or small number of people affected.   More support should be provided to capture different types of evidence, and support offered in how to use those different types of evidence.

There are relatively few comparative studies where a range of care packages, or competing interventions, are studied side-by side to evaluate their relative strengths and weaknesses. It is often easier for staff to consider the evidence produced by comparative studies, and so this approach to research should be actively promoted.




	25. Clinicians, practitioners, care professionals, managers and other service provider staff will be expected to record more data and evidence electronically. How can this be facilitated and encouraged? What will be the benefits for staff and what would encourage staff to reap these benefits?

	The College believes that  staff may be required to record less data, as data entered electronically usually only needs to be entered once eg demographics and referrals. Systems can also be set up to copy data across eg from intial assessment to final assessment, saving staff time.  

Staff will be prepared to enter more patient data, or spend time coding data, if they receive feedback on the benefits from their efforts, e.g. results of audits or research relevant to their clincial specialty.




	26. What are the key priorities for the development of professional information management capacity and capability to enable the information revolution?

	The first priority is to increase the skills of all staff in using information and knowledge management. This will help to shift the culture in health and social care organisations, to one that values data quality and where staff actively look for ways of using information to improve services to patients.

Secondly, more clincial staff should be seconded into development roles alongside IT / informatics staff, where they can learn the language and ideas of informaticians, and act as translators between the informaticians and healthcare professionals.The College welcomes the emphasis that the consultation places on evidence based practice and the Government’s commitment to the expansion and development of NHS Evidence as a resource for NHS.  However, the College would like to highlight the following points as being key to the implementation of the Information Revolution:

•
Sustained investment in NHS library and information services to ensure the provision of an optimum range information sources that make up the evidence base that can be accessed via local health libraries or via NHS Evidence.  

•
The importance of having an overall information strategy which ensures the provision of information or evidence at the point of care and other appropriate points of access.

•
The need to involve information professionals and/or librarians in the development of a strategy for the Information Revolution.

•
Recognition that evidence is available in many forms and while guidelines, pathways and tools are important, access to research evidence in its original form is essential in ensuring that new knowledge informs and improves healthcare.

•
 “The practice of evidence-based medicine means integrating individual clinical expertise with the best available external clinical evidence from systematic research” (Sackett et al  1996) It also entails the critical appraisal of the evidence and interpretation of the findings. Clinicians in all areas of practice will need to be equipped with the skills for searching and appraising research findings.  These skills will need to be instilled in their initial training and regularly updated or refreshed.

 The consultation document appears to assume that clinicians will do their own searching for and appraisal of the evidence. Given the plethora of information sources and types of information or evidence available it may not be practical for a clinician to always do their own research. In many instances it may be more appropriate for information professionals/librarians to be employed to assist with searching and/or give guidance on search strategies.

Sackette, DL, Rosenberg WM, Gray JA, Haynes RB, Richardson, WS (1996) Evidence based medicine: what it is and what it is not. British Medical Journal, 312(7023), 71-72.





	CHAPTER 5: Information for autonomy, accountability and democratic legitimacy

	27. The ‘presumption of openness’ in support of shared decision-making will bring opportunities – but may also generate challenges.  What are the greatest opportunities and issues for you a) as a care professional? or b) as a services user?

	Some patients may find it difficult to understand or accept explicit professional statements of their health problems and needs. In many cases this may be part of the process of engaging them in agreeing their needs and appropriate care plan. However, others may become angry or resentful, and disengage from statutory care services. Health and social care professionals will need to respond to each situation individually.

Shared decision making is a core aspect of OT practice and in this sense will not provide a challenge to the profession.  Openess may encourage many patients to take more responsibility for their own health, and to be more involved in self care. This will probably lead to improved outcomes, and higher levels of functioning and participation in the community.




	28. What benefits and issues do you think will arise as a greater range of information providers offer information?  How could issues be addressed?

	Pluralistic provision of information could result in confusing and contradictory advice, or advice that is difficult to compare. It would be helpful if there was a national framework setting out how information should be provided, which may be covered by the Information Standard accreditation.

	29. Would there be benefits from central accreditation or other quality assurance systems for information providers and ‘intermediaries’? Would factors such as cost and bureaucracy outweigh any benefits?

	Central accreditation of information providers could be considered but would have a cost implication and could possibly exclude smaller providers. Potentially, the larger agencies and organisations would be expected to seek accreditation, and to use the authorised 'kite mark'.

	30. How can a health and social care information revolution benefit everyone, including those who need care most but may not have direct access to or know how to use information technology? This might include those who do not have access to a computer or are remote and can not access the internet, people using mental health or learning disabilities services, older or disabled people or their carers who may need support in using technology, and those requiring information in other ways or other languages.

	The benefits of technology will spread throughout society, as happened with radio and TV. Local communities will need to self assess and determine how best to promote the spread of technology and provide alternative ways to obtain information for people who are not 'connected'.


The consultation document acknowledges the willingness and ability of individuals to access and use information about their health, varies widely.  It also talks of measures that can be taken to increase the digital reach of services within communities by promoting the IT infrastructure available in schools, Citizens Advice Bureaux and Post Offices but does not mention public libraries – a key source for accessing information. The College believes that public libraries would be an important point of access for health information that many members of the public would naturally use – particularly older members of the community. In addition librarians would could assist individuals in their personal research.


	31. Are there other datasets that you think could be released as an early priority, without compromising individuals’ confidentiality? Would there be any risks associated with their release – if so, how could these be managed? 
	     


	CHAPTER 6: Setting the direction – the Information Strategy

	32. The information revolution can deliver many improvements. What are particular benefits or other challenges – including sustainability, business, rural or equality issues – that need to be considered in developing the associated impact assessment?

	Our members tell us that the challenges of service delivery where English is an additional language  may be alleviated in part as IT solutions could be incorproated to allow translation. These would need to  be built in from the begining 

Those living in rural areas may be at a disadvantage without their own interent access as they will be further from  centralised IT faciltities e.g. in libraries. These central hubs for IT need to advertise  their facilities and role .  


	33. Are there any critical issues for the future of information in the health and adult social care sectors that this consultation has not identified?

	NHS services do not usually follow up patients to assess their health outcomes once those patients' lives are settled again. But some patients continue to apply knowledge or to practice skills taught by NHS staff, after disharge, and so continue to improve in their symptoms, functioning or participation in the community.

The College believes that the information revolution could shift the focus to a patient perspective, so that success is judged on whether the patient's disease, problems or needs, show any measurable benefit from the health and social care interventions they have recevied. The College thinks  that there is a gap in the consultation document in that it makes no mention of the role of librarians as opposed to informatic professionals and believes even at this time when more and more material is available electronically for the end user, there is still a need for well trained, experienced, professional librarians to manage information resources and mediate between the information source and the information consumer.



Please send your responses via email to:

InformationRevolution@dh.gsi.gov.uk
or via post to:

Consultation Responses

Information Strategy Team
Department of Health, 

7th Floor, New Kings Beam House

London

SE1 9BW
Comments should be received by 14 January 2011.
A summary of the response to this consultation will be made available before or alongside any further action, such as laying legislation before Parliament, and will be placed on the Department of Health consultations website at:
http://www.dh.gov.uk/en/Consultations/Responsestoconsultations/index.htm
+ Options for Organisation type
· Patient / Service user / Carer

· Public

· Healthcare provider

· Social Care provider

· Charity or Voluntary organisation 

· Advocacy or support organisation 

· SHA 

· PCT

· Local Authority

· Health professional

· Social care professional

· Clinician

· Commissioner 

· Management and staff

· Regulatory body

· Academic / Professional Institution 

· Employer representative

· Employee representative

· Trade union

· Supplier

· Information provider 

· Information professional

· Informatics professional

· Other – please specify
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