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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?


	Many people currently use voluntary sector organisation as trusted sources of unbiased information and these organisations are well placed to continue to provide support.

The NHS Choices website is also a useful source of information although this is not comprehensive and lacks a lot of the information it might usefully contain.

The Information Revolution, whilst acknowledging that web based resources should not be the only solution, does focus heavily on the internet as almost the sole source of information in the future.  Whilst the internet is a valuable source of information for many people, it should also be recognised that, considering the demographics of the vast majority of NHS patients and adult social care service users, the internet may not always be the most effective solution, unless other sources of support are provided.


	2. What do you think are the most important uses of information, and who are the most important users of it?

	     


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


	     

	4. 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?


	As detailed in the response to question 1, the over reliance on technology is of concern and may widen inequalities unless adequately supported through other means which are not specified within the Information Revolution.  In an increasingly tight financial climate more organisations are taking the decision to only produce material online rather than the more traditional approaches adopted, including hard copy leaflets, including the Department of Health.  During the overall White Paper consultation period, Regional Voices ran a series of 9 consultation events with the voluntary sector, patient and service user groups.  As these were predominantly aimed at organisations we also took the decision to send booking forms and information through electronic means and were surprised at just how many people phoned us to ask us to complete the booking form with them over the phone as they did not know how to complete a word document and then attach to email (although we had provided other options to complete and send the forms!)  As applications came from established organisations in the main, we were surprised at the lack of IT competence from many.  If this is the situation in some of the support organisations, it demonstrates that focusing information through solely electronic means is likely to widen health inequalities substantially.

In addition, the Department of Health did not produce hard copies of the Health White Paper and Regional Voices actually received a number of requests through people hearing of the events, from people unable to access the internet easily.  Whilst these were passed on to the Department of Health, there was a reluctance from the centre to print even a small number for these people.

Both these examples highlight the need for additional resources and support to be dedicated and funding allocated not just for developments in information technology.


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


	Given the answer to question 4 above, the centre should probably focus on helping organisations to find effective solutions to the challenge of increasing the amount of information available, whilst not increasing health inequalities by only making this information available to some.  The development of best practice guidance from experience gained around the country and advice from specialist voluntary sector organisations would be helpful in this.


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

	6. 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?


	This was a contentious issue at some of the events held by Regional Voices.  Many agreed that having control over their records would be beneficial for the reasons stated in the consultation document.  However, there was also a large number who expressed concern at the exploitation of individuals e.g. by insurance companies that could result from this.

One participant at an event was particularly against holding her own records stating that already when social care professionals visit her in her home they pick up her notes and read through them before even saying hello on most occasions and she felt that if she had her medical records too that social care professionals would feel they had a right to access these too, thereby actually reducing the amount of control she had.  While this was an opinion expressed by just one participant, it is worth noting that, should patients and service users routinely have access to their records, that a cultural change may also be needed amongst health and care professionals.
One area of concern over patients being able to access their whole care record and enabling them to share this with others, is that there may sometimes be aspects of a record that a healthcare professional would not want to share with the patient or service user.  For example, if Munchausen's syndrome is suspected or some other mental health conditions, this may be noted on a patient's records to alert other health professionals to consider this when treating the patient.  However, it may not be sensible to share suspected conditions such as this with a patient until the suspicion has been confirmed or denyed.  Similarly in cases of susppected abuse, if a patient or service user knew of this suspicion, it could potentially drive them away from seeking medical assistance when necessary.


	7. 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?

	Most participants at the Regional Voices events expressed support for the concept of being able to communicate with their GP through methods other than solely face to face contact, provided this option was still available and some expressed frustration at not being able to do this already.

	8. 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.

	A number of participants at events expressed concerns about information being shared between organisations while also expressing frustration at the number of times they have to repeat the same information.  The concerns largely stem from experience of situations in which information has been shared inappropriately or too openly.  Strict protocols should therefore exist surrounding how information is shared with penalities if these are not observed.

Some respondents suggested that patients and service users be able to opt in or out of whether their information is shared.

In determining how information is shared between organisations, it should also be taken into account how this might work when the service provider is not a statutory agency but one contracted to deliver either in the voluntary or private sector.


	9. What kinds of information and help would ensure that patients and service users are adequately supported when stressed and anxious?
 
	     

	10. 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?

	     

	11. 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?


	     

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

	     

	13. 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?


	     


	CHAPTER 3: Information for improved outcomes

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


	     

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


	More detailed information about patient experience would be useful, especially if this could be personalised.  For example, a Deaf person may be interested in identifying how other Deaf people found the service before making a decision about which service to access.

	16. 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?

	     

	17. For which particular groups of service users or care organisations is the use of information across organisational boundaries particularly important? 
	     

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

	     

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


	It may be difficult to generate patient experience feedback from certain population groups.  Therefore in addition to patient experience, information provided from respected specialist voluntaty sector organisations or patient support groups could also be useful in improving services.  Commissioners often are reluctant to take on board the views of the voluntary sector, stating potential bias of service providers as a rationale.  However, the voluntary sector is often closer to their members or clients and have valuable expertise to bring forward into the commissioning process and, provided this is dealt with correctly, should not present bias.

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


	     

	21. 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?


	     

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

	As detailed in the response to question 15, being able to sort information so that it is personalised would be beneficial.  For example, a service provider's track record on equality may be of extreme imporance to some but others may be more interested in waiting times etc.  Therefore the questions asked might be less important than the ability to categorise services according to personal preference.

	23. 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?


	     


	CHAPTER 4: Information for professionals

	24. 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?

	     

	25. 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?

	     

	26. 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?

	For those visiting patients or service users within their homes or away from traditional service delivery locations, recording evidence electronically can be difficult and result in increased time spent inputting data when back in the office.  Although gradually there may be the introduction of more hand held or portable devices to overcome this, it must be recognised that this will take time or additional funding to get to a situation where it is univerally possible, especially for voluntary sector providers.  It should therefore be recognised that this may take longer or exceptions made to ensure that it does not add unneccessary administrative burden on service providers.

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

	     


	CHAPTER 5: Information for autonomy, accountability and democratic legitimacy

	28. 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?

	     

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

	     


	30. 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?

	There would be enormous potential benefits from accrediting information providers in demonstrating to service users reliable sources of information.  However, within the voluntary sector, many organisations take existing information, mainly from reputable sources and adapt these to suit their own target audience.  The cost involved in accrediting information might prohibit these organisations which would therefore reduce the likelihood of information being adapted in this way in future.

Without knowing how much cost and bureaucracy would be involved it is therefore difficult to determine whether the benefits would outweigh the potential risks involved.


	31. 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.

	As detailed in the response to many of the questions, this is a serious concern raised by several respondents to Regional Voices.

Some of the possible solutions raised included:

1. Providing information points in GP practices, hospitals and other relevant locations, ensuring that there is staff support to use these points.

2. Ensuring that "community champions" are resourced specifically to work with these groups.

3. Providing ready access to voluntary sector sources of support, including direct referral from health professionals.
4. Recording in a patient's notes whether they have access to information technology (and can use and understand it) and ensuring that health professionals provide other options for information routes for these individuals (recording this data would also enable analysis of whether health outcomes are different for those with access to information technology and those who do not to help focus new developments in information if necessary).

5. Developing a directory of local voluntary sector providers or others that might be able to provide information, available within healthcare locations.
6. The use of pictoral and easy read versions wherever possible.

7. There is still a considerable need for translated materials and interpreting services, particularly in London where over 300 languages are spoken (many of these have already been cut by PCTs or have a limited lifespan).


	32. 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

	33. 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?

	There are significant issues in terms of information provision for those living in rural areas.  Although broadband provision is slowly improving, there is still poor connectivity in many rural areas which actually has 2 effects:

1. A direct reduction in access overall

2. A reduced incentive to invest in skills and ICT equipment.

There appears to be an assumption that, for those who do not have access to the internet e.g. older people, those with a disability etc. as mentioned in question 31, that others may download information for them or act as information intermediaries.  However, in these rural areas, there are likely to be whole communities excluded by the focus on information technology.  For these areas, other solutions must be developed and some central support may be required to assist these local areas develop their own solutions e.g. through the use of best practice guides etc.
An additional challenge at present is the financial climate.  Some organisations in the voluntary sector are not specifically funded to provide information currently as this may not be valued by those providing their funding but do so in addition to other service delivery.  In a specific example provided by one organisation working with the families of disabled children, their members often call them for advice regarding disputes with social services etc.  The organisation aims to assist parents in these areas but, as they are not directly funded to do this, are having to scale back the level of support they can provide.

A change in culture, where information is truly valued is needed to ensure that those funding small organisations such as that highlighted in the example value these services and incorporate them into grants or contracts.  A recognition of this role within any central best practice guidance would therefore be beneficial.


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

	     


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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