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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?


	Works well: 

(1)  Some internet sites providing patient information such as those of some patient support groups and of professional organisations such as the British Association of Dermatologists which provide patient information leaflets.

(2) Specific hospital IT systems such as laboratory reports, x rays and reports and clinical images onto computer enables access by professionals.  These systems sometimes fail causing problems but when working these improve health service efficiency.

(3) Ease of access of information via 'Google', Wikipedia' etc though care needs to be taken over quality in many instances

Works badly:

(1) Whilst some hospitals have effective IT systems many NHS hospitals cannot afford the basic computer hardware needed to run an efficient information service.  In some hospitals, IT systems to book appointments and type letters crash regularly, causing clinics to be delayed.  Systems slow down during peak usage times, there are insufficient printers, fax machines etc. As a consequence critical information for patient safety is commonly unavailable when needed most.

(2) Patients should be offered guidance about which on-line information to access - much is incorrect and misleading.  However many choose ignore guidance, and access incorrect information, which causes confusion.  This often results in anxiety and much wasted NHS time correcting misconceptions.  Incorrect information may also result in poor compliance with expensive NHS treatments. An NHS library which directs patients to reliable accredited websites (such as that of the BAD) would be helpful.

(3) Integration of IT is poor between primary and secondary care, between NHS and independent providers and between different secondary care providers. 

(4) The use of up to date IT would reduce the current frequent delays in letters from the hospital to the GP, allowing instant correspondence and thereby improved patient care.

(5) Most data collected relates to inpatients with little collected for specialties which are largely outpatient based such as dermatology.

(6) Perceived/real security issues

(7) NHS IT changes require clinical users to adapt to the capabilities of the IT rather than the IT to meet the clinical need.

(8) Best management of patients with a specific disease may not fit into rigid pathways. Clinical management guides (eg Map of Medicine) are not useful if the initial diagnosis is incorrect.


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

	(1) The core function of the NHS is to manage patients and their problems effectively by facilitating all aspects of the patient pathway. Thus the various patient pathways from appointment to clinic to investigation to diagnosis to management, or appointment to clinic to surgery, or casualty to ward etc all need to be underpinned by robust, fast, efficient IT systems.

(2) These systems need to be updated with new hardware every 5 years, as in industry.  There is a need to focus on quality relating to the core NHS IT functions.  Quality means fast, efficient and robust systems that facilitate core NHS processes, rather than the current situation where core NHS processes are fitted around the IT capabilities.



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


	(1) The information revolution diagram exemplifies why big public IT systems fail.  The blue sky thinking entailed within is so far removed from the real problems of every day NHS IT work that there will no engagement from either patients or staff.

(2) A much more realistic model, which would gain buy in from users, would be an NHS IT needs pyramid in which each layer would be made robust, fast, user-friendly and renewable before moving up a layer.

(a) The bottom layer is about functioning, quick and robust hardware and software to get the patient to the right place and at the right time with the case notes and with the correct communications.

(b) The second layer is about basic information systems that underpin investigation, diagnosis and management (prescribing, surgical operating lists etc).

(c) The third layer is about accurate, accessible information for patients  relating to all aspects of the second layer.

(d) The fourth layer is about quality control IT that relates to audit and clinical governance which will include patient feedback and outcome.

(e) The top layer is the material in the information revolution diagram.    


	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?


	Problems

(1) The drive for efficiency within hospitals over the last decade has been such that most NHS hospital computers are now archaic.  This was at the time of huge NHS investment.

(2) The planned reductions in funding means that IT spending will be cut, due to prioritisation on drugs and care of an ageing population.

(3) This will produce problems with the IT infrastructure underpinning the core functions of the NHS.  Effort should be focused in these areas to keep basic health care functioning.

Solutions

(1) Available funds for NHS IT should focus on fixing the current problems with appointments, communications, investigations and management and ensure that systems are compatible across providers.

(2) Work should start at the bottom of the pyramid and work up.

(3) Abandon C & B which has not produced the real choice hoped due to lack of clinical engagement, as the IT is too slow and inefficient, and which often exacerbates waste by patients being booked onto inappropriate clinics.

(4) Develop e-prescribing to reduce drug interactions, reduce use of products 'off formulary' and rationalise the procurement of 'specials' which are often sourced at uneccessarily great expense by community pharmacists.     


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


	(1) The NHS IT needs a pyramid as described above.  Resolve each layer then move up.  This is what patients and staff want.  This will have the greatest effect on patient care, outcomes and wellbeing.




	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?


	(1) Patient ‘access to' and 'control over' care records are frequently mentioned in the document. Access may be reasonable (see caveats below) but patients having ‘control over' their records is not realistic - being open to all sorts of abuse/alteration/challenge etc.

(2) All hospital employees can now easily access their records.  The fact is clear that most do not choose to do so unless they perceive a problem.

(3) It is likely that most of the general public would be unlikely to access their records with the exception of a few vocal people, most with an axe to grind, who will tend to unduly influence policy and academics using qualitative, not quantitative, research methods.

(4) The public can quite easily access their records now if they wish but very few choose to do so, unless for legal purposes.

(5) Recent communications from GP practices about patient records being added to a national database have produced large numbers of 'opt outs' especially from those with 'medical backgrounds' the group one might expect to see potential benefits.

(6) The plan to create electronic health records has been running since the late 1990s and has already swallowed huge resources.  Electronic health records will happen eventually (probably in 10 years) when the technology can efficiently and cheaply cope with the complexity of the systems.   Until that time we advise avoiding wasting resources.


	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?

	(1) Although patients might consider non-face to face consultations useful, in practice there is only a limited role for this, monitoring treatment and managing disease in geographically remote locations.
(2) Dermatology research on teledermatology shows that many patients seen with teledermatology will ultimately need a face to face consultation resulting in duplication of cost. More research is urgently needed into the accuracy and cost effectiveness of such systems before they can be introduced into everyday clinical practice.
(3) Such methods are likely to result in improved quality but also increasing demand and costs.  This should not be a priority when there is financial pressure on basic systems.
(4) Non face-to-face consultations will lead to more work for GPs who will then have to interpret and enact advice on patient's behalf.

(5) Any schemes should be piloted in localised areas with full, neutral economic evaluation (enthusiasts tend to be biased).


	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.

	Security is vital and the public are sceptical in this regard. Therefore need to consider that:-

(1) Any system that enables easy public access will allow unauthorised access.  There must be opt-out options for individuals, particulary for celebrity figures and politicians, who would be very vulnerable to media hacking from abroad and release of their health data on websites such as wiki-leaks.

(2)  To avoid accidental release of national result databanks of sensitive information eg HIV tests, Hepatitis tests, pregnancy termination records, herpes serology results, psychiatric records etc all data should be "bunkered" into small geographic areas and not kept on one database. 

(3) It is likely that there will be leaks so the costs of litigation that will result should be considered.  Alternatively those who opt in for systems allowing public access should sign a disclaimer accepting that leaking of data may occur.       


	9. What kinds of information and help would ensure that patients and service users are adequately supported when stressed and anxious?
 
	(1) In situations of great stress and anxiety, almost all people need most to talk to an expert who can answer their questions.  This can be backed up but not replaced by on-line or written information. This is supported by the fact that sick doctors, who already have access to very good on-line information, generally seek timely face to face advice from the right expert who can answer their questions.

(2) Face to face interaction in this situation is essential is it allows accurate communication to put data, results or web-based information  into context and misconceptions corrected.

(3) A 'Map of Medicine' type document does not fit all (or even any precisely) and requires expert 'personalisation'.




	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?

	(1) Information from a consultation with an expert who understands the complexities of the patient's condition.  There is a plethora of information but this assumes an accurate diagnosis has been made and also needs personalisation.

(2) It is difficult for patients to compare services for 'their problem' without information about qualifications, accreditation and the range of services offered. Thus clinical input is vital.  C & B an inefficent, expensive 'white elephant' offering only uninformed choice. 

(3) Studies show that most people want consultations to be backed up by written information, or audio tapes or internet information. As with the British Association of Dermatologists patient information leaflets, these should be accessible to those with disabilities and for whom English is not the first language.

     


	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?


	(1) Commissioners should have information on minimum clinical standards for services to be commissioned. The British Association of Dermatologists is working on such standards to mirror those successfully introduced by BASSH for sexual health.

(2) Information should be provided in the languages relevant to the diseases common in each community (eg certain skin cancer information is of less use to those from the Indian or African continents)

(3) Research shows patients require information in a variety of formats eg written, audio, internet.

(4) Braille information and audiotapes may be needed.

(5) Translation services may be needed.

(6) Large type face material may be needed.

(7) The language used should be clear.

(8) Information should give links to sources of further information if required.

(9) The British Association of Dermatologists patient information leaflets fulfil many of these criteria and we are working on achieving all these. Financial assistance to help professional bodies such as the BAD to implement these projects would be money well spent.     


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

	(1) Carers may need details of specific services available for carers to give breaks and holidays and to provide cover when carers are unwell.

(2) Education re appropriate disease prognosis/progression to allow planning of future care.     


	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?


	(1) Good quality information about

- their condition

- services avaliable

(2) Access to help with 

- interpretation of information

- accessing services

(3) Knowledge that if acute intervention is needed that this will not be hampered by financial or other disincentives to refer between services



	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?


	(1) The British Association of Dermatologists is working to produce a set of outcome measures for use in people with skin diseases.  These will relate to the five domains highlighted in the outcomes white paper. This work should be available in February 2011.

(2) In dermatology, outcome scores for patients such as the DLQI and family based QI are commonly used.  These score various quality of life measures and can be used to measure improvement from the perspective of the patient.

(3) Peer review already exists for hospital skin cancer services. The NICE IOG for low risk Basal Cell Carcinomas allow these to be removed in primary care.   Data shows that outcomes in primary care measured by complete excisions are often very poor.  Peer review should be extended to include primary care services treating skin cancer.     


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


	Please seen answer 14.     

	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?

	(1) Difficulties already exist in communication between providers in primary and secondary care and between the public and private sector.  These information sharing problems will not be helped by the current economic climate and by introducing the secrecy and competition inherent in markets. 

(2) AWP will result in multiple providers using different systems that cannot communicate with each other.  As a consequence there will be duplication, poor communication and delays.  Introducing an artifical market such as AWP will result in hazards to patients and wastage of resources.




	17. For which particular groups of service users or care organisations is the use of information across organisational boundaries particularly important? 
	(1)  The core functions of the NHS (as described above) act across organisational boundaries on a continuous basis via telephone, letter, email and other communication modalities.

(2) All NHS clinical, secretarial and clerical staff are therefore completely immersed in the use of information in every aspect of their everyday work.

(3) Service providers who are not IT compatible and who cannot share information seamlessly should not be commissioned.     


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

	(1) All data collection takes time and uses NHS resources.  The NHS has a long history of collecting data that is subsequently not used to improve care or influence service planning. We would support a review of data collection and restrict this to clinically useful areas.

(2) Most data is inpatient based and little information is recorded on outpatients. In this regard, the BAD will be producing outcome measures for a range of skin conditions relating to the 5 domains in the white paper, ready by February 2011. The BAD would be delighted to meet with DH representatives to advise how these could be used to improve patient outcomes in a cost effective way.     


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


	(1) The Secretary of State for Health could meet regularly with professional groups to listen to their views.

(2) The British Assocation of Dermatologists would be very happy to meet with those who can improve services to advise how this could be done in a cost effective way.
(3) Please read our report in the December 2010 NHS Confederation paper 'Clinical Responses to the Downturn' to access ways in which dermatology services may be streamlined to save revenue without affecting quality of care.


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


	(1) The NHS users feedback their views on a day to day basis to NHS staff.

(2) This feedback is verbal, email or in letters.  Systems are in place within hospitals to encourage feedback.

(3) Such feedback is reviewed in departmental clinical governance meetings and changes and improvement to services implemented.     


	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?


	(1) Personal feedback from patients is the most powerful form of feedback.  Positive feedback is far more powerful than negative feedback in improving outcomes.

(2) Patients should be encouraged to communicate with NHS staff about their concerns and good experiences.

(3) This has resulted in longer consultations, and so NHS efficiency (as measured by patient throughput alone) has fallen.  The satisfaction of NHS users in 2010 was at the highest point since 1984 according to the UK DH surveys.

(4) There should be an even playing field.  Clinicians are more likely to strive for excellence if they feel that this will be recognised. Currently whilst NHS services are incessantly scrutinised and clinicians mandated to publish outcomes and undergo revalidation etc, it is perceived that this does not apply to non-NHS providers. These seem to be above the law, importing non-accredited staff on a short term basis such that patients (and referring GPs) have no idea who will provide the diagnosis and treatment, with no outcome data on which to base choices.     


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

	(1) Are the providers fully qualified and competent?

(2) Are the providers accredited in their area of work?

(3) Has the provider got quality outcome data for their services and clinicians?

(4) Does the provider give a full range of services in this area?

(5) Is the provider financially linked to the person referring me?

(6) Does the provider have a financial incentive to use certain treatments?

(7) Is the provider working in a postcode area which is willing to fund the treatment that I may need (eg switching biological drugs for psoriasis is, since late 2010, now a local postcode decision).

(8) Can the provider manage my problem if it gets worse or if I have a complication of treatment?

(9) Can the provider communicate quickly and easily with other providers to get my investigations, allergy details, medication details and past medical history?

(10) Does my provider get involved in education, research and wider NHS management as these are likely to indicate a greater chance of a better outcome?

(11) Would my GP use this particular provider to look after his family?



	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?


	(1) Get the basics right.

(2) Does the information system pick up all patient interactions?

(3) Does the information system identify precisely the treatment  and investigation undertaken?

(4) Does the system accurately recognise the costs of treating very expensive exceptional cases?

(5) Does the information system collect appropriate outcome data for the conditions referred with appropriate audit systems in place.




	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?

	(1) Many nurses and doctors are working under conditions of continuous high stress and pressure.  This is not the ideal environment to produce time for calm, focussed and full data entry.

(2) Many NHS staff are "people people" and by personality focussed on interpersonal interaction and communication so are less interested in data collection problems.

(3) Most NHS staff work in teams so that people with personalities more suited for thorough data collection work alongside people with the emotional sensitivity and intuitive nature needed for clinical work.

(4) Rather than trying to impose behaviour upon individuals not suited for this work, we recommend utilising a team approach to achieve these aims.

(5) Individuals collecting data will do so more efficiently and effectively if:-

- it is easy to collect (user friendly IT)

- it is seen to be clinically relevant and truly comparative

- data is used appropriately

- all providers are obliged to produce the same data ie there is a level playing field     


	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?

	How easy is it to find evidence?:

(1) There are currently very good sources of evidence based practice in dermatology.

(2) The centre for evidence based dermatology in Nottingham runs clinical meetings, and is linked to the Cochrane database.

(3) The British Association of Dermatologists has evidence based guidelines on its website and published in journals.

(4) Clinical Knowledge summaries are of great use.

(5) The BAD patient information leaflets are a high quality source of patient advice.

What can be done better: Sort out the basic NHS IT infrastructure?

(1) Hospital IT systems slow down around 0900 as everybody logs on and often grind to a halt at lunchtime when clinicians search online for answers to problems.

(2) PAS and ICE systems frequently crash. 

(3) Choose and Book is so time-consuming that most clinicians insist that their secretaries print off the referrals, do them on paper and then upload the data.  It is hard to see how using Choose and Book is compatible with engagement in NHS efficiency.  We advise that choose and book should be scrapped.  It is not fit for purpose.

(4)  Clinic computers often take 10 minutes to turn on (because they are ancient), if they have to be rebooted mid-clinic.  As each consultation lasts 10 minutes this means that a patient cannot have IT support for information during such a consultation.

(5) Clinics often don't have printers so consultants have to run up and down corridors to one printer to get information sheets for patients, blood test requests etc.


	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?

	(1) Recording data takes time for clinicians

(2) Clinicians spending time recording data are not spending time talking to patients. This will further reduce efficiency and increase costs.

(3) It is more efficient to employ technicians/ secretaries/ receptionists  to enter data to free up clinicians to spend time with patients.

(4) The only way to make clinical data collection more efficient is if the electronic data collection is quicker than the paper data collection it replaces.  So far, none of the IT systems have been quicker which partially explains why measurements of NHS efficiency have reduced in parallel with increasing use of computers.

(5) Electronic data collection must run in parallel to paper systems, at least initially,with obvious inefficiencies.

Potential Benefits to staff:

(1) Electronic data is more often available than the old system of data in paper case notes.  Although the system crashes from time to time, paper case notes are frequently lost.

(2) More than one person can simultaneously access electronic data, whereas paper records must be passed around.

(3) Paper records are very expensive to store, transport, and handle.     


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

	(1) IT systems must meet clinical need - rather than the current system where clinicians fit around what the IT system can deliver.

(2) Systems must be

-Reliable, robust, does not crash, do not slow down when multiple uses on line.

-Rapid to use, efficient, intuitive, do not require long tutorials.

-Cheap enough to update and replace software and hardware every five years or when next initiative comes along.

-Secure and provide information for audit, research and outcome measurements.

-Integrated across providers.





	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?

	(1) Interpretation of such data as a quality measure is almost impossible as a health professional and as a user because it depends on the case mix.

(2) Service providers in all sectors have become adept at gaming with data.

(3) There is little evidence that the data published so far has been beneficial.  Data that is available has sometimes been misused or misinterpreted by organisations and individuals.

(4) As service users, most people would consider the competency of the individuals caring for them of greater importance than the performance score in a ranking system.

(5) The public has great skepticism regarding data and rankings produced by politicians and managers and give much more weight to actual experiences of themselves or others. Those with a grievance are more likely to be vocal and so 'patient experience' sites or 'blogs'  likely to be biased.    

(6) Rankings are often unfair and demotivating to staff.

(7) As Shakespeare said: "Comparisons are odious"     


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

	(1) Benefits:

Vast array of data.
(2) Issues:

- Cost - replacing (or adding to) managers with data collectors and analysers

- Comparability of data for services with differing catchments and case mixes

- Demotivating staff
- Data may be misleading to profession and the public




	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?

	(1) Imperative that there is overarching INDEPENDENT quality assurance of data to prevent misuse, selective interpretation by service providers, commissioners, politicians. This would increase credibility of data but the body must have teeth.

(2) Such governance is important if scarce NHS resources are not to be wasted on IT that would be better spent on patient care, or putting right and updating the basic IT systems which are currently not fit for purpose.     


	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.

	(1) The information revolution has taken place over the last three decades and will continue at a rate governed by technological advance and by individuals'  IT experience.

(2) Most NHS resources are spent on those in the last two decades of life when they are least likely to be at the forefront of IT changes and most resistant to having change imposed upon them.

(3) Information will need to continue to be available in written form as well as electronic for many years to allow the elderly to access the NHS without worrying about fears of IT.     


	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? 
	(1) If Patient Level Information and Costing Systems (PLICS) and Service Line Management (SLM) are to be considered, it is vital that these compare like with like.  This will prevent new providers cherry picking cheap and easy services and young fit, white patients, and avoiding chronic, expensive, older people often from a non-UK background, so destabilising services and introducing racism and ageism into the NHS.

(2) Most of this material is of little relevance or interest to most patients and clinicians.

(3) We suggest limiting spending in this area and focussing resources more on direct patient care.



	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?

	Benefits: this paper shows evidence of some well meaning intent by health service planners which we applaud
Challenges: 
(1) Our scoping exercise for this response failed to get any engagement from professionals to whom it was sent. 
(2) Many clinicians and patients appreciate the benefits that IT resources have brought to patient information, they remain sceptical about the fitness for purpose and efficiency of NHS IT programmes eg C & B and the electronic record
(3) In these economically austere times further investment in new systems seems unwise until the existing basic systems are efficient and sustainable.


	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?

	(1) It fails to address the main problems with IT and information in the NHS which is that the basic IT systems to book appointments, communicate between clinicians, organise investigations, access results, are not reliable, are not efficient and are out of date.  
(2) These systems are currently a nightmare to work with and produce big problems for patients and staff.  This should be the focus for IT investment. 



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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