[image: image1.jpg]


[image: image2.jpg]


.
[image: image3.png]NHS




[image: image4.png]



[image: image5.jpg]






	Your details (optional)

	Name *
	Emma Easton

	Organisation
	Regional Voices

	Organisation type+: e.g. Public, patient, PCT etc
	 FORMDROPDOWN 

Other (if applicable):      

	Email *
	emma.easton@regionalvoices.org

	Telephone *
	0113 394 2304


	Greater Choice and Control

	1. How should people have greater choice and control over their care? How can we make this as personalised as possible?
	Within the 9 consultation events for the voluntary and community sector held by Regional Voices during September 2010 (note: although these were before the consultation was published, as part of the overall White Paper consultation, sufficient information had been provided to enable informed responses and Regional Voices has subsequently been in contact with many organisations throughout the sector seeking views including hosting 3 dedicated events on choice and the information revolution), respondents were generally very supportive of providing greater choice and control over their care.  There was widespread support for patients being more involved in decision making, although an acknowledgement that this will require a substantial culture shift amongst some health professionals.

Unless adequately supported, an increase in choice and control may leave many people behind and therefore the proposals to support people are particularly welcomed.  However, although there is a clear demonstration in the consultation document on the need to provide some people with additional support, there is little guidance on how this should be achieved.  It is therefore recommended that guidance / examples of good practice be published.
The importance of the voluntary and community sector in providing advocacy services and independent brokerage should not be underestimated in ensuring everyone has access to choices.


	2. Which healthcare services should be our priorities for introducing choice of any willing provider? 
	     


	3. How can we offer greater choice of provider in unplanned care?
	     

	4. What would help more people to have more choice over where they are referred?
	In addition to where people are referred, people are also likely to have more choice over what they are referred into.  To enable this, clinicians need to be able to provide good information not just on where specific services are located, but on the benefits and other considerations of a range of services that could provide therapeutic benefits for a condition.  Good information will also need to be available for patients elsewhere on the range of options.

The voluntary sector are in an ideal place to support patients to make these sorts of choices and provide the range of information necessary.


	5. Which choices would you like to see in maternity services and which are the most important?
	     

	6. Are these the right choices for users of mental health services, and if not why not?
	     

	7. When people are referred for healthcare, there are a number of stages when they might be offered a choice of where they want to go to have their diagnostic tests, measurements or samples taken. At the following stages, and provided it is clinically appropriate, should people be given a choice about where to go to have their tests or their measurements and samples taken: 

- At their initial appointment - for example, with a GP, dentist, optometrist or practice nurse? 

- Following an outpatient appointment with a hospital consultant? 

- Whilst in hospital receiving treatment? 

- After being discharged from hospital but whilst still under the care of a hospital consultant?
	In many situations, choice is offered at the early stages but is then lost once a patient reaches secondary care, for example, through appointment times being dictated etc.  Provided it is clinically appropriate, increasing choice at each of these stages may well therefore increase satisfaction with services and increase compliance with treatment and appointment times.

	8. Are there any circumstances where choice of where to go for diagnostic testing would not be appropriate, and if so what are they?
	     

	9. Would you like the opportunity to choose your healthcare provider and named consultant-led team after you have been diagnosed with an illness or other condition?
	Views from our consultation events on this were fairly mixed.  Many respondents welcomed this opportunity while others felt that this was an increased burden to think about when facing a newly diagnosed illness or condition.  

These respondents also felt that the availability of choice in these areas may not be overly attractive as those consultant-led teams demonstrating the best outcomes are likely to have longer waiting lists and therefore the choice is likely to be between choosing the "better" team versus being treated more quickly.

A delegate at one event commented on this that some consultants could end up with a favourable outcomes record through having longer waiting lists as those patients with more critical conditions are likely to choose the team with the shortest wait while those with less serious conditions may be more likely to choose the longer wait but "better" consultant.  Over time this could lead to less favourable outcomes being recorded for the consultants with shorter waiting lists due to being more likely to see critically ill patients.
Although many patients value having greater choice and information about their healthcare, their priority is still for good quality, local, accessible treatment.  Many patients will not have the energy or desire to research and make their choices, therefore this cannot be the sole focus.

A question that many delegates at Regional Voices events had was what would happen if a patient wished to choose a provider that was not currently contracted with by the GP consortia?


	10. What information and/or support would help you to make your choice in this situation and are there any barriers or obstacles that would need to be overcome to make this happen?
	In addition to wishing to have factual information on waiting times, outcomes etc. some respondents felt it would be helpful to be have other information outside the medical domain such as whether a team had any staff that could use British Sign Language ot other languages, and testimonials from other patients regarding their experience.

As detailed above, many people would require significant support to be able to make choices effectively and to best weigh up the options available.  This is likely to apply to the majority of people using the NHS and therefore could present a significant strain on the system.


	11. Is there anything that might discourage you from changing your healthcare provider or named consultant-led team - for example, if you had to repeat tests, wait longer or travel further?
	Individual respondents stated different reasons why they might be discouraged including those provided in the question.  An interesting discussion was held by a group in which most participants were disabled where they felt that all the choices that would be open to them would be negative e.g. deciding between waiting longer or having to travel further without support for this.  This group were very negative about the prospect of increased choice, feeling that it would not really apply to those with more complex needs.

	12. What else needs to happen so that personalised care planning can best help people living with long term conditions have more choice and control over their  healthcare?
	In addition to changes within the NHS, there may also be some work required to change the attitudes of those with long term conditions, as detailed in question 11 above.  Many do not feel that they really have any power in decision-making and, of the choices that are available, none truly meet their needs.  Clinicians therefore need to effectively listen to patients' wishes and be able to respond accordingly, ensuring that people's expectations are realistic of what could be possible.

With the introduction of any personalised service there is a danger that it will be taken up most by those who are best educated and resourced.  As such, healthcare professionals need to ensure that lessons are learned from colleagues in social care to ensure that all can benefit.


	13. What choices are most important to people as they approach the end of their lives? 
What would best help to meet these?
	     

	14. We need to strengthen and widen the range of end of life care services from. Which patients and carers can choose how can we best enable this?
	     

	15. Carers may sometimes feel that they themselves have no choice when the person they care for chooses to die at home. 
How should the respective needs and wishes of patients and carers be balanced?
	     

	16. What sort of choices would you like to see about the NHS treatment that you have? Treatment could mean therapy, support for self-management, medication or a procedure like surgery.
	     

	17. How can we encourage people to take more responsibility for their health and treatment choices?
	     


	Shared Healthcare Decisions

	18. How do we make sure that everyone can have a say in their healthcare?
	In order to ensure that everyone can have a say in their healthcare, specific attention is required to those who might least be able to participate.  Additional training may be required for healthcare professionals to enable them to effectively include patients and service users in decisions, but also an awareness campaign amongst patients and service users themselves to ensure that they are aware that they have a right to a say in these decisions.

	19. How can we make sure that people’s choices can reflect their different backgrounds - whether ethnic, religious or any other background that could affect their healthcare preferences?
	Involving the wider voluntary sector in overall service design and the commissioning process will help to ensure that choices are available which do reflect people's different backgrounds and the choices they wish to make.  In this aspect, it should be recognised that the views of the voluntary sector do not necessarily cause bias if used in the right way but can provide a genuine perspective of the needs of people from different backgrounds.  In addition, using patient experience surveys to genuinely affect future commissioning decisions should influence service design.
The Joint Strategic Needs Assessment will increasingly be a key mechanism for ensuring that the distinctive needs of a local population are considered in the process of designing and commissioning local services.


	20. How can we make sure that carers and the families of patients and service 

users can have a say in decisions about the healthcare of the people they support, where appropriate?
	It is important not only to ensure that carers and families can have a say, but to get the balance right between hearing the views of the patient / service user themselves and the views of those that may care for them; both are important when deciding about healthcare.  Training in this area is essential for healthcare professionals to ensure that the wishes of the patient are paramount but that the views of those who care for them are also acknowledged and addressed.

	21. How can we support the changing relationship between healthcare professionals and patients, service users, their families and carers?
	     

	22. What needs to be done to ensure that shared decision making becomes the norm? What should we do first?
	As detailed earlier, many service users at the Regional Voices events held expressed concern that increased choice would not really apply to them.  For increased choice to truly be an offer to these individuals, there needs to be a cultural shift not just within the NHS but amongst patient groups and in the voluntary sector.

	23. Should healthcare professionals support the choices their patients make, even if they disagree with them?
	Respondents at Regional Voices events mostly agreed that healthcare professionals should support their patients' choices, unless there was a good clinical rationale for refusing these choices.  There was concern expressed that healthcare professionals would refuse choice where this might veer from the traditional medical model or be deemed as too expensive.

	24. What sort of advice and information would help healthcare professionals to make sure that everyone can make choices about their healthcare?
	     

	25. How can we encourage more people to engage in advance care planning about their preferences for the care and support they receive - for example, when they are approaching the end of their life? 
	     

	26. Would you welcome a chance to engage in advance care planning before you become ill – for example, when you go for your mid-life Health Check – rather than after a diagnosis of a life-threatening condition?
	     

	27. How could training and education make choice and shared decision-making a part of healthcare professionals’ working practices?
	     

	28. How can we help people to learn more about how to manage their health?
	Through events held by Regional Voices, those patients or service users attending tended to be 'expert patients'.  However, many of these individuals felt disempowered to make decisions and expressed skepticism about whether increased choice could be a reality for them.  For some, there may therefore be a disconnect between those who could self manage their health and feeling empowered to do so.  Programmes such as the Expert Patient Programme should therefore help patients to not only gain more knowledge about managing their condition but also the shared decision making process with their healthcare professionals.

Specialist voluntary sector organisations including patient support and campaigning organisations are often a trusted source of information for patients and service users.  These organisations are valued by many as sources of expert impartial advice on conditions and as people that they can go to without the constraints offered by the health service such as time-limited appointments.  In addition, these organisations have a wealth of experience in working with patients with a specific condition, including relating these to other co-exisiting morbidities which may not be possible through more general clinics etc. and are often respected for the ways in which they interact with patients and service users.  Based on this potential, the voluntary sector offers currently under-utilsed opportunities within the Expert Patients Programme.


	29. What help should be available to make sure that everyone is able to have a say in their healthcare?
	It is essential that help is available where and when required to ensure that everyone is afforderd the same say in their healthcare.  The current time-limited appointment structure is something which panics a large number of people, being aware that they only have a very short amount of time to explain symptoms or concerns, be diagnosed and understand the consequences of this.  A number of delegates at the Regional Voices events expressed skepticism that a GP practice under pressure would ever allow GPs to spend significant amounts of time with their patients (even if time can be freed up by other patients corresponding with their GP by email etc.), and that additional solutions are required.

Some of the solutions offered included providing additional advocates and people trained to help people understand the choices on offer and make decisions.  Under this suggestion, these assistants would be based within GP practices, freely available to anyone who wished to use them (although potentially with some priorities) and could be operated either on a funded basis through an independent contractor such as a voluntary sector organisation, or potentially these people could act as volunteers.

Another suggestion put forwards was to have interactive information points within each GP practice that patients could utilise whilst on the premises, such that people could look up information from trusted sources (it was suggested that these points could be restricted to only 'trusted sources' whilst on site to assist them in making their decisions before being able to re-consult with a healthcare professional, rather than having to wait for another appointment slot.  This solution would not be fully inclusive but, provided support was available in using these information points, could assist some people find the information the need.


	30. Who would you like to go to for help with understanding information and making decisions and choices about your healthcare, or that of someone you support?
	As detailed in the response to question 28, in addition to NHS sources of information, many people choose to go to specialist voluntary sector organisations for information and support.

	31. How can we make sure that carers’ views are taken into account when the person they support makes a healthcare choice?
	Please see answer to question 20.

	32. What information and support do carers, parents, guardians and those with powers of attorney or deputyship need to help others to make choices or to make choices on others’ behalf?
	     

	33. What information and support do voluntary sector and patient-led support groups need so that they can continue to help people to make choices about their healthcare?
	As people are given more say about their healthcare, those voluntary sector organisations who support patients and service users or provide information are likely to see an increase in the uptake of their services as people already view these organisations as a trusted source of information.  Given this likelihood, discussions regarding funding for these organisations should be held at an early stage to ensure they are not overburdened and that patients and service users are provided the choice, not only of what healthcare decision to make, but also in how they receive the information to support them make that choice.

Voluntary sector organisations and patient-led support groups will also need to continue to be provided with updated information on what is available within a locality to be able to effectively advise and support.


	34. How can people be encouraged to be more involved in decisions about their healthcare?
	     

	35. Would decision aids be a useful tool for healthcare professionals and their patients and service users? Are there any barriers to their use?
	We would welcome the use of decision aids which can encourage prople to get more involved in decisions about their care, by providing support for their choice of treatment and provider.


	Making it Happen

	36. How should people be told about relevant research and how should their preferences be recorded?
	     

	37. How can we encourage more healthcare professionals to use Choose and Book when they make a referral?
	     

	38. How can we encourage more healthcare providers to list their services on Choose and Book?

	     

	39. How else can we make sure that Choose and Book supports the choice commitments in chapter 2?
	     

	40. Do you agree with the proposed approach to implementing choice of named consultant-led team? What else would you suggest needs to be done?
	     

	41. Do you agree with the proposed approach to establishing a provider’s fitness to provide NHS services? What other criteria would you suggest?
	Additional criteria suggested were to ensure an explicit commitment to equality and reducing health inequalities separate to the other criteria.  Although these may be part of the standard NHS contract, keeping them separate would reinforce a provider's commitment in these areas and enable providers to be more effectively performance managed.  Whilst implementing an additional requirement might be viewed as increasing cost and burden, the resultant improvements in services that would result would significantly reduce financial burden and improve overall health.

	42. Should this approach apply uniformly to all providers, no matter what size, sector and healthcare services that they provide? For example, should a small charity providing only one healthcare service to a very localised group of patients be subject to the same degree of rigour as a large acute hospital that delivers a range of services to a regional catchment of patients?
	The degree of rigour should largely be proportional to the size of organisation but also the type of service being provided.  There is a huge diversity of providers currently and this is set to grow under the new proposals.  If the same measures were applied to all, this would stifle innovation and prevent many providers entering the market place, especially if the same standards were applied for both clinical and more holistic services.

	43. Do you agree that an “any willing provider” directory should be established to make it easier for commissioners to identify providers that are licensed and have agreed to the NHS standard contract terms and conditions?
	This would be a welcome introduction, provided the process was not overly cumbersome and the directory is a "live" document, with providers able to join and leave the list at any time.
It would be essential to ensure that, within any such directory, that smaller / niche organisations both fit the criteria for inclusion and are able to get onto the list.


	44. The White Paper indicates that the Government will explore the potential for introducing a right to a personal health budget in discrete areas. Which conditions or services should be included in this right?
	     


	Safe and Sustainable Choices

	45. How can we make sure that any limits on choice are fair, and do not have an unequal effect on some groups or communities?

	     

	46. What do you consider to be the main challenges to ensuring that people receive joined-up services whatever choices they make, and how should we tackle these challenges?
	     

	47. What do you consider to be the main risks to the affordability of choice and how should we mitigate these risks?
	     

	48. How far should we extend entitlements to choice in legislation and hold organisations to account against these?
	     

	49. Where no specific right to choice applies, how can the Board best encourage GP consortia to maintain and extend the choice offer?
	     

	50. What is the right mix of measures to encourage GP consortia to offer appropriate choices to their populations?
	     

	51. What is the best way to gather patient feedback about the extent to which commissioners have put in place choices?
	     

	52. Are the responsibilities of organisations as outlined enough to: 

- ensure that choices are offered to all patients and service users where choices are safe, appropriate and affordable? 

- ensure that no-one is disadvantaged by the way choice is offered or by the choices they make? 


	     

	53. If you do not get a choice you are entitled to, what should you be able to do about it?
	     

	54. What are the main risks associated with choice and how should we best mitigate these risks?
	The proposals to increase access to information about services, user experience and outcomes pose a huge technical challenge as well as a real cost implication.  However, this information will only be of benefit to patients and health professionals if it is accurate, accessible, comparable and easy to understand.


Please send your responses via email to:

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

Consultation Responses

Choice Policy Team
Department of Health, 

11th 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
· GP
· Nurses

· Health Visitors

· Clinicians

· Managers

· Commissioners

· SHA

· PCT

· Regulatory Body

· Academic/Professional Institution

· Employer representative

· Employee representative

· Trade Union

· Local Authority

· Social Care Provider

· General Public

· Patients

· Carers

· Service Users

Liberating the NHS:
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