Patients’ Rights Bill Consultation

Inclusion Scotland’s Response

1
Background 
1.1
 Inclusion Scotland (IS) is a consortium of disabled peoples' organisations and individual disabled people funded by the Scottish Government. Inclusion Scotland’s main aim is to draw attention to the physical, social, economic, cultural and attitudinal barriers that affect disabled people’s everyday lives in Scotland and to encourage a wider understanding of those issues throughout Scotland.

2 
General Comments

2.1
Inclusion Scotland welcomes the opportunity to comment on this consultation.  Inclusion Scotland wishes to acknowledge the commitment of many NHS staff to their patients health and wellbeing. Despite a shortage of staff and other resources the NHS often provides excellent, highly professional healthcare in trying conditions. However many of those that Inclusion Scotland consulted were concerned at an ongoing erosion of caring attitudes, cleanliness and common sense (i.e. following laid down procedures with their emphasis on reducing “risk” rather than adapting to the patients’ own needs and circumstances).

2.2
One in five of Scotland’s population are disabled people yet within the NHS and other public services they are often denied the dignity and rights freely accorded to their non-disabled peers.  A Patients’ Rights Bill could do a great deal to ensure that such discrimination is not allowed to persist in Scotland’s NHS.
3
Right to Access: 
“Question 1: 
Do you agree with the inclusion of these entitlements and responsibilities? Do you agree that there should be a 12 week in-patient and day case waiting time guarantee as proposed in this paper from 2011? Is there anything you would like to add to the right to Access? What do patients and/or the NHS need to do to make this happen?”
3.1
Inclusion Scotland welcomes moves to ensure that access to healthcare is genuinely equitable, appropriate, and responsive to individuals needs.  The entire issue of "access" to the NHS in its broadest sense, from acute services to primary care is something that has needed to be addressed for a very long time and Inclusion Scotland  are glad that the government is finally making a start. 

3.2
The Right to Access should not only be a right to enter a building but to use its services/resources.  As such it is accessibility (as in ability to use) which is important and not just access.  Inclusion Scotland members report their involvement in access audits of hospitals where recommendations have, years later, never been acted on.   They also report having to have forgone essential hospital treatment as the toilets and showers in the wards was not fully accessible to them.  
3.3
Inclusion Scotland cautiously welcomes the commitment to deliver a maximum 18 week wait from referral to treatment by 2011.  However without additional resources for the health service it is unclear how this is going to be achieved.  
3.4
The adoption of a “target” culture has tended to distort service delivery in the health service, and elsewhere, with management concerned with meeting their targets rather than outcomes for patients. Inclusion Scotland strongly urges the Government to include qualitative measures to determine if speeding up the process is genuinely delivering improved outcomes for patients.
3.5
Another concern is that access to a consultant/hospital tests etc. depends on the willingness of GPs to make a referral.  You cannot be on a waiting list or begin your patient journey if you are not referred in the first place.  As such, although guarantees can be given about the length of time someone can expect to wait after a referral, the Government needs to address the possibility that GPs, acting as gatekeepers, will restrict access and thus delay the commencement of the journey – having exactly the same effect as a longer journey.  Inclusion Scotland would like to see proposals included in the final Bill as to how this will be addressed.
3.6 
Inclusion Scotland also notes that NHS Highland has reported that some mental health patients can wait for more than four and a half years before seeing a psychologist.    Inclusion Scotland believes that the guarantees which the Government intends to apply to waiting times in regard to physical health issues should also apply to waiting times for mental health related issues. For this to be achieved the Government will need to invest in the training, recruitment and retention of NHS psychologists, CPNs and other mental health professionals.

3.7
Inclusion Scotland  supports calls for a 12 week in-patient and day case waiting time guarantee to be implemented from 2011, but it is vital that mental health services are included in this target.  In order to ensure delivery of accessible and timely mental health services, the NHS must also recognise the role of the voluntary sector in providing complementary services.
3.8
Inclusion Scotland believes that there should be a specific comment within the Patients Rights Bill on removing the continuing physical barriers to health services faced by many disabled people.  Some NHS buildings are difficult to access and few are barrier free. There is also a very real issue around disabled people’s access to parking spaces in hospitals.  
3.9
Accessible parking spaces (and the abuse of them) need to be monitored and penalties enforced. Jackie Baillie’s Bill and the Government’s abolition of charging in most hospitals will hopefully address some of these issues. However Inclusion Scotland would like to see a commitment being made to address physical access issues over a fixed time period otherwise the promises of “equitable access” could remain empty ones.
3.10
Inclusion Scotland believes that the “Right to Access” is tied fundamentally to the “Right to be Communicated With in an appropriate way”. Access cannot be guaranteed if, for example, the needs of deaf people to BSL interpreters and for people with aphasia to communication help are not met. Similarly those with learning difficulties should have the right to access independent advocacy services to assist them in making meaningful choices about their care.
3.11 
Though it is stated that the Right to Access includes the use of “patient transport” to achieve equity it is not stated in what circumstances such transport will be made available.  Though the Patients Rights Bill highlights equity of access but does not say how this can be achieved in areas where transport is sparse, where patients may have to travel long distances or where their physical and/or mental health makes it difficult to travel without specialist services and/or help.

3.12
Inclusion Scotland are aware that community transport providers throughout Scotland have been experiencing increased demand from disabled people who have in the past been allocated patient transport but are now being refused because the Scottish Ambulance Service (SAS) have tightened their criteria to strictly medical needs.  By SAS’ own admission this is reducing the number of people they carry by around 30%.  
3.13
In England the NHS has recently recognised that the reimbursement of patients’ transport costs should include community transport, where appropriate, and also expanded the type of service for which reimbursement of travel costs was allowed. Inclusion Scotland firmly believes that the NHS in Scotland should provide the same re-imbursement to patients thus supporting lifeline community transport services. 
3.14
There are also very specific equality issues in respect of mobility problems and the need for specialist transport.  Inclusion Scotland are aware of instances where Ambulance crews, because of Health and Safety, have been unable to transfer disabled patients. Because of bureaucratic regulations about ambulances carrying equipment, (i.e. personal wheelchair) patients have been deprived of their own wheelchair throughout their stay in hospital and during their journey home. Patients have also been effectively denied hospital transport home, because regulations do not allow them to be escorted by their personal assistants in Patient Transport.
3.15
The provision of properly accessible transport is an area where the SAS are pulling back from providing a service as they do not regard some mobility problems as a medical need.  If the SAS is not prepared to fund properly accessible transport then the disabled person’s “patient journey” is compromised from its inception.  The Scottish Government should require the SAS to provide accessible services or provide adequate funding for alternative schemes that provide accessible, demand responsive services, otherwise some disabled patients will continue to be denied access. 
3.16
Inclusion Scotland would like to see detailed guidance issued from the Scottish Government on when a patient has a right to demand transport in order to access health services.
Right to be treated with dignity and respect:

Question 2: Do you agree with the inclusion of these entitlements and responsibilities? Is there anything you would like to add to the right to Respect? What do patients and/or the NHS need to do to make this happen?
4.1
Inclusion Scotland agrees in principle with the inclusion of these rights, entitlements and responsibilities.  At present awareness of disabled people’s needs and respect for their rights as patients and human beings is greatly lacking amongst NHS staff. 
4.2
Therefore for these rights to be given proper effect Inclusion Scotland believes that all existing NHS staff should undertake a programme of Disability Equality Training (not disability awareness training) in order to improve awareness, courtesy and respect.  In addition all future NHS staff should undertake Disability Equality Training as part of their qualifying course work. Disability advisors should also be made available in hospitals to train staff and to be there to advise if problems occur.  Universities, colleges and other public bodies have them, so why not hospitals?  
4.3
In the opinion of those we consulted there has been a loss of courtesy and caring attitudes within the NHS. Nurses and doctors must rediscover their old approach and actually speak to people (patients & their families) with due concern for their fears.  People, including disabled people, should be treated as people first, not just patients.  Thought comes before deed and a change in attitudes is required in order to bring about improvements for patients.
4.4
Wherever possible disabled people should be communicated with directly about their own care and treatment rather than through an intermediary such as a family member, friend or carer and advocacy support should be made available for those with learning difficulties, brain injuries or other impairments that hinder or prevent direct communication. 
4.5
Several of those we consulted reported that NHS staff are “risk averse” – in that disabled patients are seen as posing greater risks to their own health and safety greater restrictions are placed on what they can and cannot do. This culture needs to be addressed or disabled people will continue to be denied patients’ rights freely available to others.
4.6
Pallative care for those with degenerative conditions is still a huge issue.  Many people are turning to hospices, as they are more dignified that dying in hospital.  Hospices have their place but more training and awareness raising of patients needs and rights for staff within the NHS is urgently required.
Right to safe and effective care 

Question 3:  Do you agree with the inclusion of these entitlements and responsibilities? Is there anything you would like to add to the right to Safe and Effective Care? What do patients and/ or the NHS need to do to make this happen?
5.1  
Inclusion Scotland has very definite concerns about patients being responsible for complying with medical advice.  How can a patient both have the right to refuse medical treatment and yet be required to comply with medical advice?  Surely all that patients should be required to do is to be aware of the potential consequences of not following advice on medication and treatment.  Only those with mental health issues can currently be compelled to take medication related to their condition. 
5.2
Inclusion Scotland believes that the responsibility to follow medical advice should probably not be included as currently framed.  It could result in the NHS claiming at some future point to have a legal right to withhold treatment because a patient has not met their ‘responsibility’ to adhere to earlier medical  advice  – e.g. to take certain medications or stop smoking or lose weight.

5.3
It is also fundamental that all those with communication difficulties  - whether  related to sensory impairments, their mental health, learning difficulties or cognitive functions – must have access to advocacy and communication support otherwise the requirement placed on them to raise concerns about their care is not only meaningless but an impossible burden.
5.4 
Several other countries have better ways of doing things regarding aspects of patient care and we believe that these should be investigated and adopted as “best practice” where appropriate.
Right to clear, accessible and appropriate communication
Question 4: Do you agree with the inclusion of these entitlements and responsibilities? Is there anything you would like to add to the right to Communication? What do patients and/or the NHS need to do to make this happen?

6.1
Being “entitled to” something is quite different to being provided with it. For example 30% of those entitled to Working Families Tax Credits do not claim them. Access to clear accessible information in an appropriate format, BSL interpreters and independent advocacy are all useless “entitlements” if they rely on disabled people having to be aware of their rights rather than being informed of them by NHS staff.
6.2 
Secondly though Inclusion Scotland welcomes the introduction of a right to BSL interpreters and independent advocacy we are worried about the resources available to meet this commitment.  
At present there are just 50 fully qualified BSL interpreters in the whole of Scotland but only 30 or so actually work as interpreters. To ensure a sufficient number are available to provide the service within the NHS will need to see many more being professionally trained. Will the NHS fund BSL interpreters training and the provision of the service within primary and secondary care? There is a similar lack of Deafblind interpreters for those with very specialised communication needs.  
6.4
The experience of Inclusion Scotland consultees in not having their communication needs addressed by the NHS currently belies the assurances contained in the consultation paper. For example the first point of contact with the NHS for most patients is their GP.  Yet it is often becoming more for those with sensory or physical impairments to access these services.  
6.5
Many surgeries now insist on patients phoning for appointments yet those with speaking difficulties (e.g. those with aphasia) sensory impairments (e.g. deaf, deafblind) or memory issues (e.g. those with dementia) can find this very difficult yet no alternative is offered to them. Conversely other surgeries insist on patients physically queuing for appointments and do not offer alternatives to wheelchair users and others with profound physical impairments.
6.6
Appointment letters are almost never supplied in alternative accessible formats regardless of patients’ known impairments. Inclusion Scotland are also aware of at least one health board (NHS Lothian) which has point blank refused to communicate appointments with a blind patient via e-mail because of e-security issues - despite this being the only way that she can read them herself and thus avoid compromising her privacy. Finally better signage is required in many NHS locations such as doctor’s surgeries and hospitals, particularly for people with visual impairments.  

Right to information about the services used and the treatment and care options available.
Question 5: Do you agree with the inclusion of these entitlements and responsibilities? Is there anything you would like to add to the right to Information? What do patients and/or the NHS need to do to make this happen?
7.1
As with the other rights contained in the document we would emphasise that  “entitled to” is different in meaning from “provided with”.  For example it remains unclear how the NHS will identify patients’ communication needs. This is far from straightforward if those needs are not known when they arrive for treatment.
7.2 
As stated earlier the commitment to providing interpreters, communication support and advocacy is very much welcomed but more needs to be spelt out about how current weaknesses in such service provision will be addressed by the NHS.
7.3 
Some patients, particularly those with dementia or other cognitive impairments have great difficulty in recalling GP/Consultants’ oral advice.  These patients should be provided with summary of the advice provided.  This makes it clearer for the patient to understand their condition.  
7.4 
Some patients being informed of serious, life threatening or life-changing, conditions would benefit from the provision of counselling services by GPs and within hospitals to help them understand, adjust and cope with their new circumstances. Patients’ mental resilience would be strengthened by such support and this has proven benefits in recovery.
7.5
More needs to be done by GPs to convey to patients what services are on offer through their surgeries or via referral. There are service agreements between GPs and the NHS about the level and types of service which will be made available.  These should be made available to patients so that they can judge whether the services on offer are in line with their needs.

7.6
 Finally the needs of disabled children, particularly infants are inadequately addressed by the NHS at present. An on-going study of families with disabled babies by Capability Scotland has found that they and their families suffer from a lack of support. Parents can go home from hospital feeling very isolated and not  knowing how to access all the different services their child needs. The information and support needs of parents of disabled children must also be addressed.
Right to be involved in making decisions about care & services used
Question 6:  Do you agree with the inclusion of these entitlements and responsibilities? Is there anything you would like to add to the right to Participation? What do patients and/or the NHS need to do to make this happen?

8.1
In general Inclusion Scotland agrees in principle with the inclusion of these entitlements and responsibilities. However access to entitlements in regard to decision making and the ability to meet responsibilities are very much dependent on the communication support and advocacy services available to the patient.

8.2 
Inclusion Scotland believes that the NHS must develop adequate communication advocacy services within health service premises to make this level of patient participation (and responsibility) possible.  Without immediate access to such services some patients’ ability to give informed consent or refuse treatment will be distinctly limited.
8.3
Those responding to our consultation on the proposals emphasized that at present there is very poor communication between NHS and Social Work.  This makes it difficult to access services and to get involved in decisions about care.  
8.4
People do want to advise on their care and give comments.  However the only way to do this at present tends to be by putting in complaints.  Many patients and their relatives are reluctant to do this as they have fears that they might receive even poorer service or be struck of their GP’s list for doing so. Inclusion Scotland believes that there should instead be a user satisfaction form available in all surgeries and hospitals which would allow patients and their families/carers  to feedback anonymously about the good and bad points of the service they received/observed.  
8.5
Disabled people report that the, ‘Does he take sugar?’ syndrome is still very prevalent within the NHS. Disabled people must be involved in and take charge of their own care decisions rather than have someone do it for them.  

Right to privacy and confidentiality
Question 7: Do you agree with the inclusion of these entitlements & responsibilities? Is there anything you would like to add to the right to Privacy? What do patients and/or the NHS need to do to make this happen?

9.1
In general Inclusion Scotland agrees with the inclusion of these rights.  However there are issues around receptionists and other medical staff asking what the problem is when speaking to patients about their condition. Often receptionists raise their voice when speaking to those with hearing impairments or learning difficulties.  This compromises these patients privacy.  Medical receptionists should be given training to help avoid such situations arising.
Independent Support & Redress: Right to comment about care and have concerns addressed

Question 8: Do you agree with the inclusion of these entitlements & responsibilities? Is there anything you would like to add to this right to Independent Support & Redress? What do patients and/or the NHS need to do to make this happen?

10.1
Inclusion Scotland believes that the rights set out here are less than is required to ensure effective redress. In particular we have severe doubts as to the true extent of the “independence” of the Independent support and advocacy service currently provided.  We believe there was far greater independence and subsequently better advocacy on behalf of patients under the old Health Councils system. 
10.2
Without a genuinely independent support and advocacy service it is far more likely that complaints which could, and should, be resolved at a Health Board level end up being sent to the Ombudsman or litigated on. 

10.3
It is therefore crucial that the current lack of independence of patient advocacy services is addressed otherwise the redress system will be over-burdened with cases which could be resolved before they reach a higher level.  If they are over-burdened that in turn will result in delays in effective remedy for those with more serious redress issues and justice delayed is justice denied.
Question 9:  Are there any other key rights, which you think should be included in the Patients’ Rights Bill? What do patients and/or the NHS need to do to make this happen?
11.1
An issue which is not addressed within the consultation is the ability of disabled people to be accompanied and assisted by their own personal assistants whilst in hospital.  This is currently prohibited in most NHS establishments.  Yet these assistants are adept in communicating with their employers, conveying their needs and attending to them.  

11.2
Similarly wheelchair users are currently prevented from using their own wheelchairs whilst they are in-patients in hospital.  This can effectively imprison them in their beds throughout their stay resulting in boredom and worse (e.g. bedsores). Inclusion Scotland believes that issues such as the use of personal assistants and wheelchairs, which are at the heart of some disabled people’s needs, should be addressed in the final bill.
11.3
Having certain impairments can make it more difficult for some disabled people to keep themselves clean. If they then have further difficulties created by being required to use inaccessible showers and bathrooms they could be subjected to a risk of contracting Hospital Acquired Infections (HAI).  All patients should be able to expect to be provided with infection free washing and bathroom facilities relevant to their needs whilst in NHS care and this right should be included in the final bill. 
 

 11.4
There remain huge issues surrounding patients right to adequate nutrition whilst in hospital.
Inclusion Scotland members report that they have witnessed, or themselves experienced, the difficulties in communicating that patients need help at mealtimes.  In some cases meal trays have been left on a side table where the disabled person is unable to reach them and when not eaten simply taken away by staff who thought that the patient was not hungry. Some disabled patients are even denied hot meals throughout their stay in hospital on the grounds that no one is available to assist them and therefore they could be at risk of injury feeding themselves.
11.5
Others report an assumption that family/carers will undertake this task when they may not even have been made aware by staff that the patient needs assistance. Others report having missed meals due to being off the ward for tests at the set meal time and not being supplied with any food to replace the meal(s) that they have missed. 
11.6
Inclusion Scotland believes that adequate nutrition is essential to maintaining good health and recovering from illness and that  patients should have a fundamental right to have their nutrition needs addressed and met. A meals initiative should be introduced, whether using volunteers or staff, to ensure that patients who require help in feeding themselves are given this assistance.  

 

