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Independent Budget Review

Submission from Parkinson’s UK 

Parkinson’s UK welcomes the opportunity to respond to this consultation, although we have some concerns about the short timescale allocated for responses, given the importance of this review for people who use public services. We believe that people who need and use services should be at the heart of planning to deal with the projected financial deficit, and hope that their voices will be heard. 

(a) Assuming a public expenditure reduction on the scale envisaged, what would be the impact upon your organisation or sector, and upon its capacity to maintain service levels and quality of outcomes for service users?
Defining “vulnerability” and risks to preventative services

Parkinson’s UK is extremely concerned about the implications that reductions in public spending would have for people with Parkinson’s and their families, who typically require increasing support as their condition progresses. We believe that service cuts in the statutory and voluntary care sector will have a disproportionate impact on people living with Parkinson’s and other long term conditions and disabilities, despite the Review’s remit to consider the impact of measures on what are defined as “vulnerable people”. We have strong concerns about how vulnerability will be defined in this context, and the impact that this focus may have on supporting people to stay well.
The proposed focus on the most vulnerable is extremely problematic, because there is a strong risk that services that are not seen as emergency interventions will be cut. This is a false economy. Evidence gathered from a range of local authorities in England showed that for every £1 spent on measures to support older people’s health, well-being and independence in social care, £1.20 was saved in emergency bed costs, with additional savings to other parts of the NHS.
 Investment in relatively low cost preventive services, such as equipment and adaptations, or input from physiotherapists, speech therapists and occupational therapists can help to keep people in their own homes for longer, and out of more expensive hospital and care home settings. 

Eligibility criteria give some indication of the dangers of restricting services to people defined as most vulnerable. Many people with Parkinson’s do not meet the current eligibility criteria for social care intervention, because their condition is long-term and fluctuating. The eligibility criteria typically do not take account of the long-term impact of a condition, and can limit service provision to crisis interventions. People with Parkinson’s report that in some areas of Scotland preventative services and early interventions that would enable them to receive care at home are not being funded. In some parts of Scotland, this is combined with long waiting lists once the criteria have been met, with an enormous impact on people and their families. We are extremely concerned that this situation will be exacerbated as the projected funding cuts bite. 

In addition, Age Scotland
 reports that people who are receiving social care support at home are facing dramatic reductions in services already, with inappropriately timed visits meaning that people who need support to get up and be put to bed are sometimes not receiving wake-up visits until noon or are being put to bed at 7pm. This is clearly sub-optimal care, and very distressing for families. We are concerned that these practices are likely to spread if care services are put under additional pressure. 

Carers’ support 

Unpaid carers make an immense contribution to reducing costs by providing care. In Scotland, nearly two thirds of carers for people with Parkinson’s are providing care for more than 50 hours a week, and the majority of all carers report that their own health has deteriorated since they started to provide care.
 Carers need support to enable them to keep on providing care at home and to protect their own health. We are already hearing about support for carers being withdrawn in response to local authority efficiency savings, with people being very concerned about the future if there are further cuts to carers’ support. If unpaid carers are no longer able to provide care, outcomes for people with Parkinson’s will be much poorer, with care needs being met in hospitals and care homes to the detriment of individual’s quality of life and public budgets. The alternative may be that people’s care needs are not met at all, this would have a disastrous impact on outcomes, and could even lead to increased mortality. 

Charging for services 

We note that the Review will consider introducing charging mechanisms for public services, and that this may include the current prevision for Free Personal and Nursing Care. We believe that people who need support should not be deterred from receiving it because of cost. Data collected by Parkinson’s UK shows that many people with Parkinson’s in Scotland are already meeting additional costs associated with their condition – with nearly half paying for domestic help and one fifth paying for their own equipment and adaptations. In the UK, one third of people with Parkinson’s report that they are “just getting by” financially, and 5% are in financial difficulties, so the imposition of additional costs is likely to have a devastating impact on these groups.

Introducing additional charging will inevitably impact on take-up of services, and is likely to reduce the take-up of preventative services, especially amongst those with low incomes. Any system for charging must also be transparent, and consistent across local authorities. It should not place undue strain on those with conditions like Parkinson’s where people are expected to require support on a long-term basis.
Prescription Charges 

Parkinson’s UK also understands that the focus on universal benefits may mean that current Government policies such as the phasing out of prescription charges may be reviewed. People with Parkinson’s are commonly prescribed multiple medications to be taken several times a day, and Parkinson’s is one of a number of conditions that is not currently exempt from prescription charges. More than one in seven people with Parkinson’s currently pay prescription charges in Scotland.
 Paying prescription charges causes significant hardship amongst people with Parkinson’s on low incomes who may not be able to pay the upfront costs of prepayment certificates from limited income. People who are just above the threshold of the NHS Low Income Scheme are at particular risk, as their disposable income after meeting the additional costs associated with Parkinson’s is very low. This can prevent people on low incomes from taking all the medication they need to manage their condition effectively, to the detriment of their health. In the event that the Review considers recommending that prescription charges be paid for, people with long-term conditions like Parkinson’s should be exempt from paying charges.

NHS Spending 

Within the NHS, we are concerned that the pressure on budgets will lead to reductions in the essential NHS support that people with Parkinson’s receive. An independent review has found that NHS services for people with neurological conditions like Parkinson’s are already compromised, despite the high personal and social impact of neurological conditions, which are estimated to affect one million people in Scotland and are a leading cause of disability. The review found that services were:

“fragmented and piecemeal. Service provision was found to vary significantly between and within health boards… The review did not find evidence of any existing strategic plans for neurological service provision …A concern was identified that neurological conditions (excluding stroke) have not been regarded as a priority for NHS Scotland nationally. It was considered by the majority of the respondents to this review that neurological services were not given sufficient resource prioritisation.”

This review resulted in the recent publication of NHS QIS Clinical Standards for Neurological Health Services,
 which lay out evidence-based standards that must be reached in providing NHS Services for people with suspected and confirmed neurological conditions. We are concerned that, although these standards must be met to improve care, NHS Boards will use the financial context as a reason not to redesign services to better meet people’s needs, and will further disadvantage people with neurological conditions. 

Although we support the principles of shifting the balance of care from acute hospitals to the community, it is very important to recognise the importance of specialist services in managing complex conditions such as Parkinson’s. The recent SIGN Guideline on the Diagnosis and Pharmacological Management of Parkinson’s Disease
 and the NHS Clinical Standards
 both outline the evidence that Parkinson’s needs to be diagnosed and complicated medication regimens kept under regular review by doctors and/or specialist nurses with expertise in Parkinson’s. If this does not happen, rates of misdiagnosis and wrong treatment are much higher. People may be given expensive medication with significant side effects that they do not need, while others will not receive the treatment they need to relieve their symptoms and may be at risk of emergency admission as a result. The use of generic community services without input from specialists puts people at significant risk, and is a false economy. 

We also note that specialist nurses have been assessed as vulnerable to service cuts by the Royal College of Nursing.
 The NHS Clinical Standards say that ongoing support from a Parkinson’s Nurse Specialist is required for people with Parkinson’s. This recognises the evidence that nurses can save millions of pounds from health and social care budgets by reducing consultants’ workloads, cutting waiting times, reducing complications and hospital readmissions and providing expert long term management and support that can help people to manage their condition well. Reductions in specialist nurses will cost more money in other parts of the health and care system. 

Indirect Impacts – Voluntary Sector 

The impact of funding cuts to voluntary sector organisations that provide support in the community must also be considered. Parkinson’s UK is not funded in this way, but people with Parkinson’s and their carers rely heavily on voluntary sector organisations for support in a range of ways including advocacy, information, short breaks, carers’ support and self-management support. We are concerned that these services are under specific threat across Scotland, and are starting to hear of valuable services closing in some areas. Voluntary sector organisations that provide services paid for by donations are also facing falling income as people have less money to donate. 
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.  

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
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