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The National Dialogue On Dementia

Dementia Strategy Consultation

Response from the Parkinson’s Disease Society

1. Overview

The Parkinson’s Disease Society (PDS) welcomes the opportunity to respond to the Scottish Government’s proposals for its national dementia strategy. We strongly welcome the development of a strategy to tackle dementia in Scotland, reflecting the impact that dementia has on individuals, families, communities and Scotland as a whole. PDS hopes that the strategy will improve services and support for everyone affected by dementia – including approximately 3,000 people in Scotland who have Parkinson’s Disease with Dementia.

2. Information About Parkinson’s Disease Dementia 

There is growing evidence that the numbers of people affected by Parkinson’s Disease Dementia are higher than has been thought. Around one in three people with Parkinson’s have some form of Parkinson’s Disease Dementia,
 and incidence increases with age and length of time with the condition. About eight in ten people have cognitive impairment ten years after a Parkinson’s diagnosis.
 As more people with Parkinson’s are living longer with the condition, the numbers affected by Parkinson’s Disease Dementia is expected to increase.

Parkinson’s Disease Dementia has similar pathological characteristics and symptoms to Dementia with Lewy’s Bodies. These are often very different to those associated with more common forms of dementia, and can progress more rapidly. People with Parkinson’s Disease Dementia do not always experience memory problems in the early stages of the condition, which can lead to failure to recognise the condition. 

Many health and care professionals have very limited awareness of Parkinson’s Disease Dementia. 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.

PDS Scotland work with health professionals reveals concerns that Parkinson’s Disease Dementia is underdiagnosed and undertreated, with postcode lotteries in the provision of medication and access to appropriate assessment, care and support. 

People with Parkinson’s Disease Dementia have a range of needs arising from: 

· fluctuations in symptoms, including periods of lucidity 

· executive dysfunction

· challenging behaviours

· hallucinations

· depression and other mental health problems 

· communication problems caused by Parkinson’s 

· a wide range of other Parkinson’s symptoms and medication side effects which can lead to significant additional care needs

3. General comments on the Dementia Strategy 

3.a Defining Dementia

PDS would like to emphasise the need for the strategy to recognise less-common types of dementia. We recognise that all types of dementia present some common issues for individuals and families, and believe that a social model of dementia can help to plan such services. However, the current model often seems to emphasise the medical features of the commonest forms of dementia while excluding aspects commonly associated with less typical experiences and symptoms. 

There is a tendency amongst policy makers, professionals and the public to elide “dementia” with “Alzheimer’s”. This is unhelpful, because it can mean that people whose dementia presents with different symptoms may find it harder to access services and support. This is exacerbated if professional training and public awareness initiatives focus on symptoms such as memory loss, which are not always prominent in the early stages of less common forms of dementia such as Parkinson’s Disease Dementia. In addition, some people affected by Parkinson’s Disease Dementia report a perceived barrier to accessing services if they are branded as Alzheimer’s services.

3.b Dementia Strategy Development 

PDS believes that the Dementia Strategy is vital, and we have welcomed the opportunity to contribute to its development. However, we have some concerns that the process of strategy is being rushed to meet the Spring 2010 deadline, which may cause problems. The use of parallel processes in the workstreams and the current consultation may give rise to a perception that the consultation is marginal to the “main action” of strategy development.  

There has been little opportunity for organisations or the Scottish Government to engage people, including people living with dementia. The consultation document was not framed in a dementia-friendly way, and this combined with the short timescale for responses to make it much more challenging to respond. 

In order to allow people to feed back more fully, it would be helpful to publish the strategy in draft in Spring 2010 with a full consultation to follow. 

3.c Resources  

It is unclear what resources will be attached to implementing the strategy. PDS supports Alzheimer’s Scotland’s view that there should be a Change Fund of £15 million over 5 years to support local needs for service improvement. 

4. Issues yet to be included in the workstreams and strategy 

It is very difficult to comment on the work being undertaken within the five workstreams without having knowing more about the work that they are doing in their broad areas. However, PDS has some concerns that appear not to have been given sufficient recognition yet.

4.a Lack of Care Pathways for people with PDD and other neurological conditions 

PDS’s work with health professionals, including during the development of the NHS QIS Clinical Standards for Neurological Health Services, makes clear that there are significant issues in accessing mental health assessment and services in many parts of Scotland. 

Parkinson’s specialists report that it can be difficult to make appropriate referrals, with some mental health professionals and services apparently unwilling to take on people with Parkinson’s Disease Dementia, while specialist Parkinson’s services frequently perceive that they lack the support they need to manage PDD appropriately.

There are substantial challenges in treating dementia in people with a range of non-motor and motor symptoms, and complicated treatment regimes which include medication with side effects that can cause mental health symptoms. In light of these complexities, joint working between Parkinson’s and mental health services can be very helpful. In West Glasgow, joint clinics between the Movement Disorder service and old age psychiatrists have led to more efficient use of mental health services, and increased confidence in managing mental health symptoms, including dementia and cognitive impairment effectively.
 

4.b Impact of physical disability on service provision

Many services for people with dementia are not adapted to manage other forms of disability, including physical disability, communication support needs and sensory disability. This may contribute to the reported lack of willingness for mainstream services to “take on” people with Parkinson’s Disease Dementia. 

In addition, PDS is concerned that mental health needs in people with severe physical disability may not picked up. There is a particular risk that people with a combination of communication support needs and compromised mobility do not have their dementia identified or addressed, which increases distress for individuals and their families. 

4.c Social care

Much of the work outlined in the programme to date addresses NHS services alone. More work is needed to introduce aspects that apply to local authority-funded services, including care home places, personal care at home. Dementia services are primarily provided outwith the NHS, yet the majority of the policy levers identified only exist in the NHS.

There are major issues to be addressed in local authority funded provision. These include access to appropriate accommodation to allow short breaks for carers, and funding for essential support such as information, and independent advocacy.

4.d Allied Health Professional Support
PDS hopes that the Workstream 2 will address the major benefits that Allied Health Professionals can provide for people affected by dementia, as we do not believe that NHS Boards and Local authorities currently recognise the importance of support from speech and language therapists, physiotherapists, occupational therapists, dieticians and other health professionals. 

We are particularly keen to highlight the essential role played by Speech and Language Therapists in supporting individuals with language difficulties and communication support needs, and their families and carers, as well as helping people with swallowing difficulties. These are common for people with all types of dementia, but this kind of support is frequently not prioritised. The Royal College of Speech and Language Therapists suggests that more resources will be needed to ensure that teams can meet such adult support needs in Scotland.

4.e Research 

It is disappointing that the strategy work to date has not included research into aspects of dementia, including Scottish initiatives as well as UK and international collaborations. We recognise that the strategy will inevitably focus on care and support, but would like the Strategy to refer to the importance of research in driving better care and treatment. 

5. Timescales for recommendations

It is very clear that we need to include short and medium term objectives, with measurable outcomes to ensure that momentum for change is maintained. However, longer term objectives are also needed to drive lasting improvements. PDS would support a Strategy that looked to drive change over the next five to seven years.

6. What the Parkinson’s Disease Society can offer 

The Parkinson’s Disease Society is committed to:

· raising awareness of the impact of Parkinson’s Disease Dementia in Scotland, through our campaigning, media and service development work

· providing information and support to individuals and families – we employ Information and Support Workers in every mainland Health Board in Scotland, operate a freephone helpline, and provide printed and web-based information resources. People affected by Parkinson’s Disease Dementia can also find peer support through our network of more than 30 Branches and Support Groups throughout Scotland.

· Supporting research into the causes and better treatment for Parkinson’s Disease Dementia. We are a major UK research charity, spending over £4million a year on research into all aspects of Parkinson’s. Our work on Parkinson’s Disease Dementia includes a £1.2 million project at Newcastle University, investigating how to predict the development of dementia in people with Parkinson’s

· Working with health and care professionals to improve the support available. We have a dedicated education and training officer providing tailored training to health and care professionals working in general settings (currently focussing on care home workers and GPs). We also work with health professionals specialising in Parkinson’s in a number of ways, including the Scottish Parkinson’s Specialists Forum. We also support the development of more effective Parkinson’s services in individual health boards, and provide pump-primed funding and some training courses for Parkinson’s Disease Nurse Specialists. 

The Parkinson’s Disease Society would be delighted to continue to support the development of the Dementia Strategy. Please contact the Parliamentary and Campaigns Officer, Tanith Muller, email: tmuller@parkinsons.org.uk, telephone 0844 225 3726. More information about the Parkinson’s Disease Society can be seen on our website: www.parkinsons.org.uk. 
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