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NHS QIS Clinical Standards for Neurological Conditions 

Consultation response from the Parkinson’s Disease Society 

Introduction 

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 lifelong, degenerative condition with no known cure 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 (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 provides a range of services, including information and support for people living with Parkinson’s and education for professionals, but does not provide care services. Almost all of the Society’s income comes from charitable donations.

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.

Overview of the Standards

The Scott Moncrieff report showed profound issues with neurological services across Scotland, including significant problems with resources and strategic planning, unacceptable variation in services, and limited access to specialist nurses.
 It is clear that action is needed to address these problems. 

PDS endorses the view of the project group that specialist services offered by multidisciplinary teams should be the model for managing long-term neurological conditions. There are many differences between these conditions, but what they have in common is that they typically give rise to complex needs, and come to affect every aspect of people’s daily lives with a huge impact on their carers and families. Access to the full range of health and social care support is very important at every stage from diagnosis to the end of life, especially as support needs may differ considerably at different stages of the condition. 

The specialist MDT approach is already recommended for Parkinson’s in Scotland, through the Patient Pathway on Parkinson’s +/- tremor disorder,
 is expected to be supported in the forthcoming SIGN Guideline on the Diagnosis and Pharmacological Management of Parkinson’s Disease, and is also endorsed by the NICE Guideline on Parkinson’s.
 

In addition, the view from people with Parkinson’s is very clear  - those who receive care in multi disciplinary teams report much better experiences of care than those who do not. The recent PDS Members’ survey
 showed significant gaps in existing services in Scotland: 

· About one in three have never spoken to a Parkinson’s Disease Nurse Specialist 

· 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

Recommendations on specialist multi disciplinary teams are a fundamental strength of these standards. It would be a major step backwards if these recommendations were to be removed or diluted. 

People affected by Parkinson’s – either because they have the condition, or because they have a family member or friend with the condition – are very supportive of the Clinical standards in principle. They see the potential of these standards to drive much-needed improvements in service provision and equity. However, in order to achieve this, the standards as must be backed with adequate resources and buy-in from NHS managers and professionals.

PDS welcomes the extensive opportunities for people with neurological conditions to comment on the draft standards during this extended consultation period. However, we believe that QIS should consider doing more to engage people with neurological conditions at the planning stage. As it is, people with neurological conditions have been asked to comment on standards drawn up in groups dominated by health professionals, and the opportunity to start from the perspective of people with neurological conditions has been lost. We believe that QIS should consider how it captures people’s experiences and views when developing future standards. 

Detailed Comments 

Standard 1 

1.1 – 1.2  Data collection 

More effective data collection on neurological conditions is essential, as the lack of accurate data about neurological conditions makes it very difficult for NHS Boards to develop and plan services for neurological conditions. 

However, the process of collecting robust and representative data is a big challenge. The following issues would have to be addressed: 

· data collection must capture contacts outwith neurology departments. In the case of Parkinson’s, this would typically include both care of the elderly services and general practice, as well as A&E and other general admissions

· contacts with all health professionals must be measured. In particular, nurse specialist contacts must be included as well as consultant contacts. 

We note with dismay that the standards may not be able to mandate NHS Scotland or the Scottish Government Health Department to invest the resources necessary to manage such a project, as outlined in Standard 1.1, and hope that other channels can be used to ensure that this matter is addressed. 

In the meantime, Standard 1.2 provides a good basis for cooperation between on data collection between NHS Boards. Strong national coordination will be needed to maximise the benefits from this.

1.3  Provision of information 

PDS was delighted to see a Standard that people receive nationally consistent information about their condition, and that this is sustained throughout the course of their condition. 

The evidence is clear that even for a relatively common condition like Parkinson’s, the information that is provided at diagnosis and throughout the condition is often very limited.

The recent PDS Members’ Survey
 gives a clear picture about the situation in Scotland:

· four in ten say that they were not given clear information about their condition and medication at diagnosis

· four in ten feel that they currently need more information about the condition 

This Standard should also apply to carers, who also need to be informed about the condition and medication. 

1.4  Collaboration between NHS Boards and the Voluntary Sector 

PDS believes that this standard is urgently needed, because many people are not being informed about the support offered by voluntary sector organisations like the Parkinson’s Disease Society.

It is important that the full scope of support offered by the voluntary sector is recognised –including information, local support groups, advice, helplines and a range of other services complementary to those offered by statutory agencies. Not everybody with a neurological condition will wish to use these services, but they should be given the option to make an informed choice about this.

1.5 – 1.6 Describing and Planning Services 

PDS welcomes these standards. It is appropriate that this should include all services for people with neurological conditions, and not just those provided in neurology. We believe that both the account of designated services and the three-year plan for services should be published. 

Standard 2 
2.1 Meeting demand within existing resources 

Boards will have to make rigorous efforts to meet this Standard, but that this is essential to the improvement of services and provision of equity. It will be hard to measure demand without better data collection, as required by Standard 1.2. 

2.6 Long-term neurological conditions and re-entry to the service 

PDS believes that chronic conditions should be referred to as long-term conditions. Although people with a diagnosis of Parkinson’s should not be discharged from the service because of the need for ongoing review and treatment, the standard should clearly apply to all conditions, so should be redrafted to read “relevant neurology or other service”.   

2.7 24 hour access to telemedicine facilities 

PDS supports the use of telemedicine technology to help to reduce problems associated with shortages of specialist clinicians in remote and rural areas. Telemedicine has already been used in the care of people with Parkinson’s from the neurology centre in Aberdeen, and this approach should be rolled out across the country. Ultimately, telemedicine should be mainstreamed into the care of people with neurological conditions.

Standard 3

PDS endorses the rationale for these standards. The Parkinson’s service at the Mansionhouse Clinic in Glasgow has received the government’s Charter Mark for continuous service improvement. The Charter Mark criteria are more stringent than those set out in these standards, but it is very clear that people who use the service value it extremely highly. 

Parkinson’s services are delivered in a variety of ways across Scotland, and there are excellent services which do not duplicate the Mansionhouse model. However, people with Parkinson’s and their carers are most enthusiastic about services which seek to engage directly with people as individuals and respond to their needs. In contrast, those services where people feel that they are seen as passive recipients of care were not so highly valued. 

3.2a- b Collection of Patient and Clinician Feedback  

It is particularly important that the Board appreciates that these standards apply to all neurological health services, and not just to neurology departments. On the issue of patient feedback, it is important to recognise that people often find it very difficult to complain. Feedback should be collected in such a way as to encourage people to be honest about their experiences. This might mean asking for “areas for improvement” in addition to, or rather than “complaints”. 

3.3 Communication skills training for all staff 

PDS welcomes the inclusion of a standard about communication skills, because this is absolutely crucial to people’s experience of care. 

Feedback from people with Parkinson’s and carers suggests that there can be significant shortfalls in communication from professionals. Some people report incidents of insensitivity which still make them angry or upset years later, others feel uncomfortable about asking questions, or don’t understand the information given. Despite the negative impact on the people involved, and their care, it is extremely rare for people to complain. 

PDS supports the commitment to regular review of communication skills for all staff, including those not employed in health professional roles. However, we are not convinced that mandatory training for all will deliver the changes required. Alternatively, Boards could use their feedback systems to collect data, and also have an anonymous system for collecting comments from people using services. There should also be a system allowing staff teams to raise examples of poor communication so that these can be addressed.  

3.4 Waiting times in clinic 

PDS welcomes the inclusion of this Standard. It is important to note that most people with Parkinson’s appreciate that clinics can run late, and would rather wait a little longer, with good explanations about late running, than feel rushed in their appointments. 

3.7a-c Appointment times 

These appointment time schedules are welcome, as many people with report that they find that their appointments are very short, with insufficient time to ask questions, or to explain how they are feeling. 

Parkinson’s can be complex, and review cases revising medication or addressing particularly difficult symptoms may take longer than 15 minutes, so the ability to schedule additional time is particularly welcome. The communication issues associated with Parkinson’s may require longer appointments than those for people without communication issues. 

It would also be helpful to include scheduled times for appointments with other health professionals, so that sufficient time is allocated for Nurse-led clinics and AHP consultations. 

Standard 4 

PDS welcomes the inclusion of a standard that attempts to capture the long-term impacts of many neurological conditions, and particularly the mental health issues that can accompany them.

However, there are some significant omissions from this section, notably the failure to ensure that there are services for people who have cognitive impairment and dementia as a result of their neurological condition. There are a number of conditions in which there is a high risk of developing cognitive problems. These needs are not well captured in the existing Standard. 

4.1 Provision of a typed written plan after first consultation 

The Parkinson’s Disease Society strongly supports this Standard. The process of diagnosing many neurological conditions can be complex, and it is difficult for people to absorb and process complex information about tests, conditions and medications. It is helpful for people to have written information to which they and their families can refer after the consultation, even if the diagnosis remains unclear. Templates and proformas should be developed to support this. 

4.4a – b Psychological and psychiatric support 

PDS believes that these standards are particularly important in light of the extremely detrimental impact of mental health problems on quality of life. 

However, we are not convinced that these standards capture the needs of people with Parkinson’s for whom mental health symptoms are common. Depression affects up to half of all people with Parkinson’s,
 and psychotic symptoms and compulsive behaviours frequently occur caused both by the condition itself and as side effects of the medications used to manage it. These are not co-morbidities, but key aspects of the condition and its treatment. PDS believes that these needs should be addressed separately in the Parkinson’s standards. 

4.6 Palliative care provision

It is essential that palliative care needs are addressed in the standards. Recent findings from Audit Scotland indicate that that palliative care needs of people with neurological conditions are less likely to be met than those of people with cancer or organ failure, and that the needs of older people (aged over 75) are also less likely to be met. There is also a significant variation between health boards in terms of specialist palliative care services, with particular issues in remote and rural areas.
 

However, this Standard is quite vague. Palliative care needs are much broader than purely providing specialist end of life support. PDS believes that this Standard should reflect the WHO’s definition of palliative care below:

"The active total care of patients whose disease is not responsive to curative treatment. Control of pain, of other symptoms and of psychological, social and spiritual problems is paramount. The goal of palliative care is the achievement of the best quality of life for patients and their families. Many aspects of palliative care are also applicable earlier in the course of the illness in conjunction with … treatment."

This means that neurological health services providing care for people with progressive, incurable neurological conditions should mainstream general palliative care principles into their work from the point of diagnosis onwards. This could include acknowledging and supporting the impact that a diagnosis of these conditions has on all aspects of people’s lives, and ensuring that people are adequately and sensitively prepared for changes in their condition. 

4.7 Contact with CHPs 

We believe that neurological health services (not just neurology departments) should work with CHPs (and equivalent bodies) to ensure that care is managed in the community. However, real relationships are required, rather than just “identified contacts”. 

Standard 17 
PDS endorses the approach taken in the whole of Standard 17. It is important for people with Parkinson’s that multi-disciplinary support is available locally, because travel can be difficult. In remote and rural areas, there are pre-existing models of peripatetic MDT clinics which are highly valued by people with Parkinson’s, such as those provided by NHS Fife. 

It is important to recognise that people with Parkinson’s say that they are willing to travel to receive the most appropriate care. If asked to prioritise, most people with Parkinson’s would prefer a specialist service at a greater distance to a non-specialist service offered more locally. 

PDS strongly supports the decision to include support for people who receive a diagnosis of PSP or MSA in the service. However, there is a gap regarding the management of people with a diagnosis of Dementia with Lewy Bodies (DLB), who also experience Parkinsonism symptoms. There is a very blurred line between a diagnosis of Lewy body dementia and a diagnosis of Parkinson’s Disease with Dementia. PDS believes that the standards should also cover people with dementia with Lewy bodies who need to receive care for their Parkinsonism symptoms. 

17.1 – 17.2 Parkinson’s service delivered through an MDT

As outlined in the overview, PDS believes that a defined Parkinson’s service provides the best quality care for people with Parkinson’s. The MDT must include both a doctor who specialises in Parkinson’s and a Parkinson’s Disease Nurse Specialist (PDNS). 

People with Parkinson’s regularly report that they receive better support when they are seen by a doctor who has a special interest in Parkinson’s, whether they are a neurologist, a care of the elderly specialist, or a GP with a Special Interest. In contrast, people tend to feel less happy with their care if they are seen by a general neurologists, a general care of the elderly consultants, or a GP. The NHS Scotland Patient Pathway already identifies that support should come from doctors with a defined special interest in Parkinson’s.
 PDS would be concerned if this aspect of the standards were to be lost. We feel that the interests of the majority of people with Parkinson’s are best served by being diagnosed and reviewed by a consultant with a special interest in Parkinson’s. 

Access to a PDNS is also vital. People with Parkinson’s and their families frequently identify their PDNS as the single most important health professional in their lives. As the Scott Moncrieff report identified:  

“A major impact of the specialist nurses has been improvement in the quality, as opposed to quantity, of care. The specialist nurses provide information, can see the family at home, and … can be a consistent contact for advice and support.”
 

Parkinson’s Disease Nurse Specialists are also recommended by the recent Patient Pathway for people with Parkinson’s in Scotland
 and by NICE.
 

It is particularly important to ensure that AHP support is appropriate to the needs of people with Parkinson’s. For example physiotherapists whose focus is on musculo-skeletal systems may not be aware of the full issues in Parkinson’s and other neurological conditions. It is particularly beneficial for SALTS to have training in evidence-based approaches to vocal techniques in Parkinson’s, such as Lee Silverman Vocal Training, as well as in managing swallowing problems. 

With regard to Occupational Therapy support, it is also important to ensure that people have access to appropriate aids and adaptations, as outlined for people with MS in Standard 16.3. 

It is also important to recognise that there is flexibility in the configuration of this MDT, and to make clear that people are not expected to work full time on Parkinson’s.

PDS believes that the MDT should also include access to mental health services, to support the very high numbers of people with Parkinson’s who experience mental health problems, such as depression, psychotic symptoms and compulsive behaviours, which are caused caused both by the condition itself and as side effects of the medications used to manage it. 

In addition, there is evidence that dementia is very common in Parkinson’s. Between 24% and 31% of people with Parkinson’s have dementia
 and up to 80% of people may develop dementia in the course of their condition.
 In a recent training needs analysis, some seven in ten UK health and social care professionals said that they needed training on Parkinson’s Disease dementia.
 The Parkinson’s standards should include measures to improve links between Parkinson’s teams and dementia services, to ensure that people with dementia are identified and given appropriate support. 

. 

Standard 18 

PDS strongly supports the contents of this Standard and will be very disappointed if it is removed or watered down. The commitment to ensure that this support is provided throughout the condition is extremely important. PDS suggests redrafting 18.2a and 18.2b to make sure that it is clear that access to a PDNS and to AHPs is not just available at diagnosis, but throughout the course of the condition. 

Standard 19

Maintaining the timing and dosage of anti-Parkinsonian medication is vital, and people with Parkinson’s may need support in a range of settings at different points in their condition. It is inessential that this includes both acute care settings and care within the community. Support to get medication on time at home could make the difference between being able to stay at home and being admitted to a hospital or care home, with big impacts of quality of life for the person and their family.  

In addition to the important provisions in this Standard, relating to getting medication on time, it is important to ensure that hospital pharmacies stock anti-Parkinsonian medication. A new Standard should be added to ensure that hospital pharmacists audit of prescribing and administration of Parkinson’s medication to highlight any problems with access to the appropriate medication.

19.6 Guidance and support throughout the course of the condition 

PDS believes that this is essential, but would welcome more detail on this Standard. It would be helpful to include reference to the fact that needs may change considerably throughout the course of the condition. It might be helpful to note the diagnosis, maintenance, complex and palliative phases of the condition. 
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