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Consultation on Proposed Patient Rights Bill for users of the NHS In Scotland

The Parkinson’s Disease Society welcomes the opportunity to respond to this important consultation. We have two general points to make. 

Legal basis of Patient Responsibilities 

The legal basis of these responsibilities is unclear. PDS believes that more clarity on this matter is needed. Access to NHS services should not be conditional on people meeting their responsibilities, and people should not be at risk of prosecution unless their behaviour is criminal. 

 Specific issues such as mental health problems, severe and/or fluctuating disability and communication problems can mean that people with Parkinson’s might find it difficult or impossible to meet their defined responsibilities, and these issues are not always well understood by health professionals. In addition, people must not feel coerced into following treatment.

Charter of Mutual Rights 

PDS welcomes the proposal for a Charter of Mutual Rights. We believe that this document is important to clarify some areas of the Scottish Government’s proposals.

The English Department of Health has proposed that the ‘handbook to the NHS constitution’ will be reviewed every five years. PDS believes that should be a commitment to review the Charter of Mutual Rights at similar intervals. 

Question 1: The right to Access

The Parkinson’s Disease Society has major concerns about the proposals around the 12 week inpatient and day case waiting time. 

For people with Parkinson’s the “most important part of the patient journey” is not inpatient and day case treatment.  We are concerned about the unintended consequences of focussing on these areas at the expense of outpatient clinics, and rehabilitation support.  These issues are also likely to be relevant for people with other long term conditions that require ongoing management from specialist teams. 

Good care for Parkinson’s depends on regular support from multi-disciplinary teams with a specific interest in Parkinson’s. As the current draft NHS QIS Clinical Standards for Neurological Services make clear, people with Parkinson’s require regular medication review (at least every 6-12 months) from a consultant with a specific interest in Parkinson’s or from a Parkinson’s Disease Nurse Specialist (PDNS).
 This will normally take place in out-patient clinics. 

In addition, rehabilitation support is essential to effective management of Parkinson’s symptoms. However, a recent survey showed that of people with Parkinson’s in Scotland:

· More than one in three have had no contact with physiotherapy services

· More than half have had no contact with speech and language therapy services

· More than half have had no contact with occupational therapy services

There is a very real danger that a legally enforced 12 week target for all inpatient and day cases will distort clinical priorities. This could reduce access to essential clinical support, and further reduce access to rehabilitation. 

The 12 week waiting time guarantee should be extended to cover access all parts of the patient journey. Priorities for people with Parkinson’s could include access to a Parkinson’s Disease Nurse Specialist (PDNS), outpatient appointments with a consultant and treatment from Allied Health Professionals when needed.  

PDS believes that the right to access should be extended to include a specific right to access evidence-based care appropriate for their condition, as laid out in national guidance. This would mean treatment in line with NHS QIS Clinical Standards and medications approved by the Scottish Medicines Consortium where this guidance exists. 

The difficulties of attending appointments must be recognised. Because Parkinson’s is a fluctuating condition, people may find themselves unexpectedly unable to attend an appointment due to their symptoms. People in this situation must not be penalised.  

Question 2: The right to Respect

The PDS welcomes the rights to respect that are outline in this section. The right to palliative care support is particularly welcome, in the light of the pressing need for additional palliative care support for people with Parkinson’s and other neurological conditions.

 

PDS strongly agrees that NHS staff should be treated with dignity and respect and should not be physically or verbally abused. However, the way in which this responsibility is framed in legislation is very important. 

We are concerned that it could result in a person with a mental health condition or behavioural problems being prosecuted or having treatment withdrawn. Approximately a third of people with Parkinson’s have some form of Parkinson’s disease dementia, which may result in behavioural problems. Mental health problems including compulsive behaviours, depression and psychotic symptoms are also common. However, the mental health aspects of Parkinson’s are often overlooked, which could lead to vulnerable people being penalised for being in breach of their responsibilities.

Question 3: The right to Safe and Effective Care
PDS strongly welcomes the commitment to safe and effective care. There are serious patient safety issues around mediation for people with Parkinson’s when they are admitted to hospital, and we believe that this section of the Bill has potential to improve the situation. 

The main treatment for Parkinson’s is medication.  Anti-Parkinsonian drugs can help to manage the symptoms of Parkinson’s, but do not stop the underlying progression of the condition. Doses and timings need to be precisely controlled to maximise the benefits and minimise the side effects of these powerful drugs. When people with Parkinson’s don't get their medication on time their Parkinson's symptoms become uncontrolled and they can become very ill. 

Uncontrolled symptoms can include:

· being unable to move, speak, eat or swallow

· uncontrolled movements

· distressing psychotic symptoms

It can take weeks to restore effective symptom control.  

Hospital Audits
 of the medicines management for people with Parkinson’s consistently report serious problems, including:

· incorrect recording of the Parkinson’s medication regimen, including timings, on admission

· significant delay in administration of the first Parkinson’s medication, and ongoing missed and delayed doses

· lack of availability of Parkinson’s medication out of hours

· changes to medication made without consultation

· prescribing of contraindicated drugs

· absence of self medication and policies and procedures

Members of PDS from throughout Scotland report that getting their medication on time in hospital is a major problem. 

For people who are well enough to administer their own medication, and wish to do so, self-administration of anti-Parkinsonian medication can help to reduce these problems. However, across the UK, the majority of people with Parkinson’s were not allowed to self administer during their last stay in hospital.  Nearly two thirds of these people did not receive their medication on time.
 Although there are specific issues affecting people with Parkinson’s, the principle of self-administration in hospital is also an issue for people with other conditions. 

PDS believes that there should also be a specific right for people to be supported to self-administer their existing medication when they are well enough, and wish to do so.

PDS recognises the need for patients to take responsibility for adhering to their agreed treatment programme. However, we believe that the language of compliance is unhelpful, and should reflect an agreement between the patient and the prescriber. Wording as follows would be more appropriate “patients will be responsible for maintaining the medication and treatment that they have agreed with their health professionals”

Question 4: The right to Communication
PDS strongly supports the rights outlined in this section, particularly the right to independent advocacy. Parkinson’s can affect communication skills, cognitive function and mental health. People with highly complex needs are particularly likely to require additional support to make or communicate their choices about their care and navigate their way through the health system. We believe that this right must be available to all, including those who have support from family members or other carers. However, in order to allow people to take up their right to advocacy support, additional resources will be required. Without a commitment to extend the provision of advocacy services, it is very unlikely that people will be able to take up this right.

This section could be significantly strengthened by having an additional “right to be listened to”. The current draft suggests that communication is about health professionals communicating with patients – there is nothing to remind professionals that patients have a right to be listened to in respect to their care. 
Question 5: The right to Information

Four in every ten people with Parkinson’s in Scotland say that they were not given clear information about the condition and medication when they were diagnosed.
  We would support measures that would improve the provision of information throughout the patient journey, as indicated in the proposals.

The legislation should reflect the important role of voluntary sector organisations in producing information.

Question 6: The right to Participation

PDS believes that all users of NHS services should be empowered to participate actively in their care. 

PDS strongly supports the right for NHS service users to involve family members, carers or other supporters in decisions about their care. Many carers and families feel that they are not treated with respect or listened to by health professionals. It would be helpful to state that patients’ nominated supporters are entitled to the same rights as the patient themselves. There are also additional rights that should be introduced for carers (see question 9).

We reiterate the need for independent advocacy and information services to be adequately resourced.

Question 7: The right to Privacy

PDS supports these provisions.
Question 8: The right to Independent Support and Redress

PDS particularly welcomes this section. PDS has produced materials to support people with Parkinson’s and their families who need to complain when things go wrong with people’s care. 

In order to make it possible for people to seek redress, it will be necessary to change attitudes to complaints, and ensure that people feel protected. Many people fear that complaining could have a detrimental impact on their future care. People with Parkinson’s often need to return repeatedly for appointments with the same healthcare professionals over a period of many years, and feel that making a complaint could damage this vital relationship.

Again, adequately resourced independent advocacy services are vital to realising these rights.  

Question 9: Other Rights

PDS believes that this Bill also provides an important opportunity to address rights for carers. These include a right to ensure that hospital staff have established that a hospital discharge is safe, taking into account the circumstances at home, and to ensure that support services are in place. 

Carers should also be entitled to an assurance that the NHS will cooperate with local authorities to provide health and welfare services, including  support services for a carer.

Please see previous questions, outlining suggestions for:

· a specific right to access evidence-based care appropriate for their condition, as laid out in national guidance
· a specific right for those who are able and wish to do so to be supported to administer their own medication
· a specific right to be listened to
About Parkinson’s 

About 10,000 people in Scotland have Parkinson’s.  It is a progressive fluctuating neurological disorder, which affects all aspects of daily living including talking, walking, swallowing and writing.  It is a life-threatening condition that can be managed through specialist care.  

Parkinson’s affects people from all social and ethnic backgrounds and age groups.  Most people are diagnosed over the age of 60. However one in 20 people with Parkinson’s are diagnosed before they are 40. 

About the Parkinson’s Disease Society

The Parkinson's Disease Society of the United Kingdom (PDS) provides support, advice and information to people with Parkinson's, their carers, families and friends. It also provides information and professional development opportunities to health and social services professionals involved in their management and care. 

This year, the Society is expected to spend nearly £5 million on research into Parkinson's Disease.  The Society also develops models of good practice in service provision, such as Parkinson's Disease Nurse Specialists, community support, and campaigns for changes that will improve the lives of people affected by Parkinson's. The Society is not a service provider.

The Parkinson’s Disease Society would be glad to explore any of the details of the consultation response in further depth. Please direct any questions or comments to: Tanith Muller, Parliamentary and Campaigns Officer, email tmuller@parkinsons.org.uk , tel: 0141 423 1518.
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