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Consultation on Proposed Guidance on the Arrangements for NHS Patients Receiving Private Healthcare

The Parkinson’s Disease Society (PDS) welcomes the opportunity to respond to the Scottish Government’s consultation on the proposed guidance about NHS Patients receiving private healthcare. However, in common with other organisations in the voluntary sector, we have major concerns about the limited timeframe allowed for us to respond to these proposals. The consultation that is underway in England allowed three months to respond to a very similar guidance document. 

PDS is aware of the recent debates on NHS services for people receiving private healthcare, arising from  Parliament’s Public Petitions Committee report into the Availability of NHS Cancer Treatment Drugs. However, the debate in Scotland has typically focussed on funding for cancer medication at the end of life. The proposed Guidance has a much wider remit, covering the all forms of treatment for any condition. We do not believe that the implications of charging for treatment  for non-terminal conditions like Parkinson’s have not yet been sufficiently considered in the debate. 

Parkinson’s is not a terminal illness, but it is progressive and incurable, leading to increasing disability and frailty over time.  There are different issues at stake in asking patients to fund extraordinary treatments over an unforeseeable period of time to achieve more effective symptom control. These people may not be at the end of life, and may have to fund expensive treatments for several years if the NHS refuses to fund the treatment. 

Medication is at the heart of treatment for Parkinson’s. Typically, a person with Parkinson’s takes at least five different medicines and some are prescribed up to fifteen medicines to be taken three or four times a day.  Parkinson’s affects every aspect of a person’s life. Effective symptom control has enormous impacts on quality of life for people and reduced costs to the NHS overall. PDS believes that quality of life measures are particularly important in assessing the effectiveness of medication for people with Parkinson’s, especially in the light of concerns that QALY measurements may disadvantage older people who have lower life expectancy, and the difficulty of establishing a reliable measure of quality of life. We hope that the Scottish Government will soon be in a position to indicate how SMC might take more account of quality of life, in the light of its ongoing participation in the Office for Strategic Coordination of Health Research (OSCHR).

The PDS is concerned that allowing top up payments in a limited number of high cost, highly specialised treatments will be the beginning of a process whereby more and more treatments fall into the non-NHS funded category over time.  We are pleased to see that the guidance makes reference to this, and states that  “the fact that some NHS patients also receive private care separately must not be used as a means of downgrading the level of services that the NHS offers.” However, it is not clear how this can be enforced if a Board refuses to fund a treatment. 
PDS gives a cautious welcome the guidance’s proposed mechanism for addressing medications prescriptions, stating that “clinicians should exhaust all reasonable avenues for securing NHS funding …. including exceptional prescribing arrangements”  before recommending top-up payments. 

However, PDS shares the concerns raised by the Public Petitions Committee, about the transparency of exceptional prescribing arrangements, especially in the light of the fact that the Scottish Government’s proposals to address these concerns are not expected to be published until March 2009. Furthermore, PDS would be concerned if Boards reduced their funding for exceptional prescribing in the light of the decision to allow NHS Patients to co-fund their treatment.

In addition, it is currently unclear what action the Scottish Government will take to address the uncertainty about whether ADTCs are implementing SMC and NICE technology appraisals at local level. There is evidence that ADTCs may not be approving some anti-Parkinsonian medications that have been approved by SMC.
 We welcome the clear guidance to NHS Boards outlined in Annexe B, which reiterates the expectation that drugs approved for use by SMC will be provided on the NHS. However, PDS notes with concern that the Scottish Government’s plans to investigate this appear only to apply cancer drugs. We believe that such data must be collected for treatments for all conditions. 
PDS is not aware of any cases where people with Parkinson’s have made private payments for drugs when funding has been refused. 

Most Parkinson’s medications have been approved by the Scottish Medicines Consortium (SMC). However, two treatments have not been approved. The first of these, rasagiline, is a relatively inexpensive medication, with costs in line with or slightly above some of the alternative medications in other drug categories, and considerably lower than the annual cost of apomorphine, surgery or institutional care necessitated by unmanaged motor complications. There is anecdotal evidence that there is a postcode lottery relating to this medication as a result of the SMC ruling, with different Health Boards having different policies in relation to its use. The use of rasagiline is permitted by NICE for people elsewhere in the UK.

Continuous dopaminergic stimulation using intraduodenal gel levodopa (Duodopa) has been rejected by SMC on cost effectiveness grounds.
 This treatment is designed for use in advanced Parkinson’s with severe motor complications where all other treatments have failed. It costs about £30,000 per year. The manufacturer estimates that up to 90 people in Scotland may be suitable for continuous dopaminergic stimulation. We are concerned that the small number of people who could benefit from continuous dopaminergic stimulation may only be able to access it if they are able to pay for it themselves. In about four out of every five Scottish households, the annual costs of this treatment would be greater than total annual income.
  
There is also the potential for new drugs and therapies to come to the market and therefore any future proposals for patients to pay privately for drugs not funded by the NHS are of concern. 

Furthermore, the guidance is drafted in such a way as to cover non-pharmacological treatment as well as medication, and the policy discussion has not so far addressed these issues.  Deep Brain Stimulation surgery (DBS) is currently subject to discretionary funding from NHS Health Boards for patients who meet strict clinically criteria. PDS is already aware of different policies in different health boards on funding this surgery, and PDS would be extremely concerned if NHS funding for suitable surgery candidates were to be withdrawn and people asked to pay for this privately. 

If the guidance can be implemented without cuts to services, there may be benefits to the new regulations. A small number of people with Parkinson’s in Scotland see a consultant privately, and are currently unable to access support from allied health professionals that is provided by the NHS. The guidance may make it easier for them to access this support.   

However, this is an area where there are already high levels of unmet need. PDS is concerned that NHS Boards may withdraw from providing services where demand outstrips supply. As the existing Patient Pathway on Parkinson’s
 draft NHS QIS Clinical Standards on neurological conditions make clear,
 support from allied health professionals, such as physiotherapists, occupational therapists and speech and language therapists is essential to the treatment of Parkinson’s. Yet the evidence from people with Parkinson’s shows that as many as a third to a half of all people with Parkinson’s are missing out on this support.  
Because NHS Boards are currently failing to fund rehabilitation support as core services for Parkinson’s, PDS is concerned that there may be attempts to claim that they are not core services, and are therefore only available via co-payments. 

If top-up payments are introduced into the NHS, clear safeguards will be needed. PDS welcomes the guidance in Annex B, outlining clinicians’ responsibilities to avoid conflicts of interest when recommending treatments that are not funded by the NHS to potentially vulnerable patients. PDS believes that, where private treatment is recommended, this recommendation should come from a senior clinician who specialises in Parkinson’s.

Also, the quality of patient information needed in order to make informed choices is extremely important. We welcome the recommendation that clinicians engaging in end of life discussions should consider training to deal with this. However, we believe that all clinicians who are recommending treatments that may not be funded by the NHS would benefit from training to develop the skills and competencies needed to assist patients and their families to make complex and emotional decisions of this kind. 
The take up and impact of the policy for all treatments and conditions must be monitored. We believe that a national register would help with this. 

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.

People with Parkinson’s typically live for many years with a condition which requires extensive support from NHS services. Many people also have co-morbidities which require treatment during the course of their condition.  Because of their close contact with a range of services, people with Parkinson’s are very likely to be affected by service change. 

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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