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Scottish Government Carers’ Strategy Consultation

Response by the Parkinson’s Disease Society 

Introduction 

About Parkinson’s  

About 10,000 people in Scotland people have Parkinson’s. 

Parkinson’s is a progressive, neurological disorder, with no known cure.  The three main physical symptoms associated with Parkinson’s are tremor, muscle rigidity and slowness of movement.  However not everyone will experience all three.  

Non-motor symptoms and medication side effects can also cause sleep disturbance, difficulties with balance, incontinence, problems with altered posture, speech and swallowing difficulties, pain and mental health problems such as dementia, hallucination and depression.  
Parkinson’s affects people from all social and ethnic backgrounds and age groups. The average age of onset of Parkinson’s is between 50-60 years of age, though one in seven will be diagnosed before the age of 50 and one in twenty will be diagnosed before the age of 40.  
Parkinson’s and Carers

A number of factors combine to make the carers of people with Parkinson’s specifically vulnerable. 

Most people with Parkinson’s can expect to have a near-normal life expectancy, which means that their partners, family members and other unpaid carers often provide care for many years. People with Parkinson’s have increasingly complex needs as the condition progresses. 

Because Parkinson’s is most common in older people, carers are frequently also older, and living with personal health issues and disabilities. 

The largest ever UK survey of people with Parkinson’s and their carers
 highlighted considerable variation in the support provided to people with Parkinson’s across the UK: 

· Over a quarter (28%) of those who needed home help services had not received these

· One in five people who needed personal care were not receiving it 

· Many people with Parkinson’s do not have the equipment they need to live at home.  One in ten said their current accommodation needed adaptations
The survey also highlighted the lack of support being provided to carers. Across the UK:

· Over half of carers (51%) reported health problems of their own

· Only 11% of carers received help from social services

· Less than half of carers (47%) who needed a break were getting one
Nearly three quarters of carers in Scotland were unaware of their right to a carer’s assessment, and fewer than one in five were receiving carers’ allowance
What priorities should the Carers’ Strategy address?
Resources 

In light of the current financial situation and projections of reductions in public spending, it is essential that the Strategy addresses resource issues, both in the statutory and voluntary sectors. 

The projected public spending cuts will lead to major reductions in services across Scotland. It is clear that extensive service redesign will be needed to minimise the impact on frontline services, which are already oversubscribed, and those who need them.  

Local authority funding cuts to voluntary sector organisations that provide support to carers and people that they care for are already having a major impact. These services have a strong preventative effect at low cost and removing them will increase demand for more intensive and costly intervention, as carers cannot cope. Voluntary sector organisations that provide services paid for by donations are also facing falling income as people have less money to donate. 

Access to services 

There are consistently long waiting lists for services. Incentives should be introduced for local authorities to minimise waiting lists for aids and adaptations.

There are also significant issues for people with Parkinson’s who do not meet the eligibility criteria for intervention, because their condition is long-term and fluctuating. The eligibility criteria do not take account of the long-term impact of a condition, and limit service provision to crisis intervention. 
This means that preventative services and early interventions that would enable people to continue providing care at home and would save money in the long term are not being funded. 

A review of the use of eligibility criteria is needed.  The new criteria need to take account of the needs of people with a long term condition. They would establish a universal minimum standard of care, including a clear description of the needs that qualify people to receive social care provision, and a guarantee that services will be in place to meet those needs.  
Carers’ assessments 

Awareness of carers’ assessments remain low among carers and professionals. There is also a lack of knowledge about carers’ rights to re-assessment which should be addressed, and is particularly important in progressive conditions such as Parkinson’s.

When assessing carers, it is important that to note that many carers for people with Parkinson’s often occupy multiple vulnerable groups. 

The Quality Outcomes Framework (QOF) provides one lever to deliver more carers’ assessments, and is important in light of the increased risk of ill health amongst carers. However, carers’ support accounts for only 3 QOF points, so carers’ support is not seen as an important priority within QOF. Where GPs have registered carers, the benefits can be immense, with the carer receiving regular health checks of their own, enabling them to protect their health and carry on caring. . 

However, it is also important to note that assessment must be linked to service provision. Carers from across Scotland report that they have been assessed as needing support, but that resources are not available to provide them. People are facing long waiting lists or being told that the services are not available. This puts people under immense pressure to use their own money, increasing financial hardship for many and additional stress. People who are unable to afford this support are going without. 

Information 

People who care for people with Parkinson’s consistently tell us that they do not know about the support available to them. There remain significant issues with professionals failing to provide the information that people need, from rights to a carers’ assessment to signposting to statutory and voluntary sector sources of support. 

In addition, local authority information should be improved. The Parkinson’s Disease Society recently undertook a survey of online information for carers across the UK.  We found that the overall provision of online information for carers was much better in English authorities than in Scotland. None of the Scottish authorities surveyed had a separate information section for carers, and two of them did not mention carer’s assessments or respite care.  

The funding situation for many voluntary sector and community organisations is of concern, as local government seeks to make cuts to budgets. The Strategy needs to ensure that these services are seen as a priority and are not subject to cuts.

Short breaks 

The shortage of appropriate respite facilities remains a significant issue in Scotland, in spite of the Concordat’s target of increasing the hours of respite available. For complex conditions like Parkinson’s, there remains a shortage of appropriate respite facilities, especially for younger people with the condition. 

However, the quality of care provided in respite facilities must also be addressed. Many carers report that they do not trust respite providers to provide good quality, safe care. This is particularly important for people with Parkinson’s, who need to get their medication on time to manage their symptoms and whose condition may not be well understood by staff and managers. This lack of confidence in respite facilities is an important barrier to carers getting the support that they need.

People also need access to emergency facilities when these are needed. 
Support for employed carers 

For carers who undertake paid work in addition to caring responsibilities, the support of their employers is essential. While recognising that the rights of carers of children are recognised in law, the lack of a similar right for those who care for adults is of concern. This is a reserved matter, but it remains an important area to be raised with the UK government.

Within Scotland, the government can be working with employers to increase understanding of the needs that carers might have and suggestions about how employer flexibility can help to retain committed staff with caring responsibilities outside work. 

Meeting the needs of carers who live in remote and rural communities 

The specific needs of carers in sparsely populated areas can include isolation from sources of support and information, limited public and patient transport options, which can mean that the carer is unable to attend medical appointments with the person receiving care, and limited access to work, training and leisure services.

These challenges could be met in a range of ways, including telehealth approaches, the promotion of direct payments to address carers’ needs in innovative ways, such as contributing to the costs of driving lessons or petrol; or for employing a trusted neighbour to provide support. Online information provision that can be accessed though community facilities as well as in people’s own homes can be very beneficial within communities.   

2. What needs to happen so that all partners work more effectively together?

Poor integration between health and social care services remains a significant issue, with carers consistently reporting poor signposting and limited use of shared assessments.  

The uneven development of Community Health Partnerships (CHPs) across Scotland means that areas where these are relatively undeveloped do not undertake joint working. 

The HEAT targets and and MLOI that refer to reducing emergency hospital admissions and increasing care provided at home are important mechanisms for prioritising preventive care and support, However, we have some concerns that there may be unintended consequences if support services are cut, and that people may be coerced into staying at home without the support structures needed for this to happen. Carers should not be the resource that allows these targets to be reached. This danger is exacerbated by the fact that local authority budgets and NHS budgets are not linked.  

It is also important to increase understanding about how the content of single outcome agreements are driving local service provision. The lack of monitoring and assessment of SOAs, and the considerable variation between local authorities, one quarter of which do not directly reference carers
, makes it difficult to see how effectively they are protecting carers interests and promoting joint working between local authorities, the NHS and voluntary sectors. 

3. What do carers need to sustain caring and enjoy a good quality of life outwith caring?

The Parkinson’s Disease Society hosted a focus group for carers in Fife in 2008. Carers identified a number of important factors in their caring roles. 

Specialist information and support

Carers identified the importance of health professionals, and in particular the expert input from Parkinson’s nurse specialists. Good quality care for the person with Parkinson’s is key, because it means that carers don’t feel that they have to provide everything. In addition, professionals who understand Parkinson’s are able to provide condition-specific information that can help carers to understand and deal with difficult symptoms. 

High quality voluntary sector support were also identified. These include the PDS Information and Support Workers in every mainland health board in Scotland, as well as support from carers’ organisations and Citizen’s Advice Bureaux. Many carers reported that they would not have received essential benefits, aids and equipment or other support without help from voluntary sector services. The services identified what they were entitled to and supported them in applying for it. 

Recognition as a person, not just a carer

Carers said that they needed to be seen as a person with an identity beyond caring. For that, they need space and time to pursue their own lives, in employment or leisure activities. 

There were widespread concerns that carers’ health needs were not met, with carers feeling a responsibility to minimise their own needs in order to keep caring for the person with Parkinson’s. There are also external factors  - a lack of emergency planning leads to an inability to access services when carers are experiencing significant ill health or disability. 

Adequate Financial Support

People tell us that poor information about benefit entitlements and complex forms remain a significant issue for people with Parkinson’s and their carers. People are concerned that proposed reforms to benefit will have an impact on their ability to keep caring. One major area of concern is the UK Government’s proposal to abolish attendance allowance and disability living allowance for the over-65s. 

We believe that these are an effective, flexible and popular means of meeting an individual's disability related costs that help to meet costs of disability that are unlikely to be met elsewhere in the care system. PDS is concerned that the impact of these proposals on people living in Scotland – as well as in Wales and Northern Ireland - remains unclear. In particular, there is a lack of clarity about how Carer’s Allowance and other passported benefits would be affected by the UK Government’s proposals

In addition, people currently supported through AA and DLA could lose out as there are currently far more people in receipt of disability benefits than in receipt of social care services.  Unless the eligibility criteria for social care services are set at a lower level, many people who would have been supported will lose out if these benefits are abolished.

While recognising that these are primarily matters for he UK Government, the Scottish strategy has an important role in driving the development of information services for carers, which we strongly support. 

Good example – a course developed and run by carers

The Edinburgh Branch of the Parkinson’s Disease Society has recently developed a six-week course for carers of people with Parkinson’s.
 The course demonstrates the need to balance the needs of the person needing care with the needs of the carer, and to provide a mixture of practical information and discussion of emotional and relationship issues raised by caring. The course covers:

· Information about Parkinson’s and its treatment

· community care structures and benefits

· Discussion of the impact of caring on relationships

· Forms of stress management and fun activities 

Respite cover was provided for participants if they need it to participate. PDS would welcome the provision of courses with similar content elsewhere in Scotland, and believes that centrally provided information resources and training must include both emotional and practical elements. 

Contact

For more information, please contact the Scotland Parliamentary and Campaigns Officer, Tanith Muller, email: tmuller@parkinsons.org.uk, telephone 0844 225 3726. 

Every hour, someone in the UK is told they have Parkinson’s. Because we’re here, no one has to face Parkinson’s alone. We bring people with Parkinson’s, their carers and families together via our network of local groups, our website and free confidential helpline. Specialist nurses, our supporters and staff provide information and training on every aspect of Parkinson’s. As the UK’s Parkinson’s support and research charity we’re leading the work to find a cure, and we’re closer than ever. We also campaign to change attitudes and demand better services. Our work is totally dependent on donations. 
Find out more about us at parkinsons.org.uk
� Parkinson’s Disease Society (2008) Life with Parkisnon’s Today , room for improvement Online at � HYPERLINK "http://www.parkinsons.org.uk/about-us/results-of-the-members-survey.aspx" ��www.parkinsons.org.uk/about-us/results-of-the-members-survey.aspx� 
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