Fergus Cochrane 

Clerk to the Public Petitions Committee

TG.01

The Scottish Parliament,  

Edinburgh

EH99 1SP

13 September 2010

Dear Fergus, 

Scottish Parliament Petition 1331 – Parkinson’s Medication – Get it on Time Every Time 

Parkinson’s UK is delighted to have the opportunity to respond to the submissions that the Petitions Committee has received about our petition. We are particularly pleased to see that the Royal Pharmaceutical Society of Scotland, Queen Margaret University and the Association of British Neurologists endorse our petition, and emphasise the importance of people with Parkinson’s receiving their medication on time.

The submissions illustrate examples of excellent practice – ranging from the development of effective strategic plans for the self-administration of medication, and the effective deployment of Parkinson’s Nurse Specialists and clinical pharmacists with an interest in Parkinson’s. We are also delighted that medication management in Parkinson’s is a major strand in NHS Education for Scotland (NES) training for pharmacists in 2010. We would also like to highlight the potential of telecare to assist people living at home to get their medication on time, as NHS Highland and the Scottish Government have done. 

However, overall the submissions demonstrate some of the problems that we identified in our original petition, and present ongoing cause for concern. We would like the Petitions Committee to continue to investigate these, or to refer 

the matter to the Health and Sport Committee. 

Our ongoing concerns are as follows:

1. there are large gaps between policy and practice - with strategic work taking place in Government and health boards bearing little relation to what is happening on the ground

2. there is considerable variation between and within different NHS Board and local authorities with regard to levels of support for people with Parkinson’s to get their medication on time, every time, in hospital and at home. For example, in NHS Highland, the Parkinson’s Nurse Specialist provides an excellent and highly valued service in Inverness and the surrounding area, but is unable to provide a similar service in Argyll. The response from the Scottish Government highlights the considerable variation in applying guidance between different local authorities in Scotland

3. there is a tendency for NHS Boards to rely on individuals rather than systems to ensure that people with Parkinson’s get their medication on time. For example, NHS Highland’s submission highlights the valuable work undertaken by a pharmacist based in the Lorne hospital. Unfortunately, this individual has now changed job, and there is no replacement for that service. 

4. there are significant issues around the failure of Boards to provide suitable lockable medication cabinets which would allow for people to self-administer their medication, and are a requirement of the NES Self administration toolkit
.  Staffing is also a major issue, and staff shortages make it difficult for medication to be delivered outwith standard drug rounds. We are particularly disappointed that the response from NHS Greater Glasgow and Clyde does not appear to view these issues as priorities for change, despite the National Patient Safety Agency (NPSA) guidance,
 which highlights two cases where people with Parkinson’s suffered “moderate harm” after missing their medication. We note that NHS Highland is responding to the NPSA alert. We are concerned that the pressure on public sector budgets will result in reduced progress towards meeting these needs.

5. the very high rate of medication issues reported to us by people living with Parkinson’s is not reflected in the official records of adverse events, which are said to be “very low”. We believe that many adverse events are not being reported. This may reflect a lack of knowledge about the importance of the timing of Parkinson’s medication amongst professionals who would need to make the reports under this system. It is possible that adverse events are not being identified.

6. there are no specific plans to audit whether or not people with Parkinson’s receive their medication on time in NHS Highland or NHS Greater Glasgow and Clyde. Parkinson’s UK has produced a medication audit, which is free to use for NHS Boards to audit their practice, and we would like to encourage Boards to use it.
 

7. evidence from people with Parkinson’s suggests that existing systems, including access to emergency care summaries, do not ensure that people with Parkinson’s get their medication on time in hospital. We understand that NHS Greater Glasgow and Clyde has concerns about confidentiality if files are clearly labelled and wonder what arrangements apply to people with Type 1 diabetes, and how concerns about confidentiality are overcome. 

8. the inclusion of get it on time messaging within the NHS QIS Clinical Standards on Neurological Health Services is encouraging, but we have to be aware that the implementation of the generic standards have been prioritised for implementation over the next two years, with the condition-specific standards (including those relating to Parkinson’s) to follow. We are concerned that without additional pressure being brought to bear, we will see little action to meet these essential standards in the short to medium term. 

9. with the exception of NES Pharmacy training, and the education work undertaken by Parkinson’s Nurse Specialists, the approach to staff training on Parkinson’s is very general. None of the responses suggests that there is a need to highlight the issues relating to Parkinson’s medication specifically. We have grave concerns that this approach will not ensure that health and care professionals will get the message that medication timings are essential in Parkinson’s, in the light of the fact that most people with Parkinson’s are admitted to general wards. 

10. Parkinson’s Nurse Specialist provision remains patchy across Scotland. Where these nurses are in place, they have an essential role to play in educating their fellow professionals and advocating for people with Parkinson’s to receive their medication on time. There are a number of NHS Boards where the Parkinson’s Nurse Specialist has a caseload that significantly exceeds 300 people, as recommended by NICE in England, and there can be a postcode lottery on access within NHS Boards. A recent survey showed that one in three people with Parkinson’s in Scotland had never met a Parkinson’s Nurse Specialist.

What further action can the committee take:

We would like the committee to take further action, either in its own right, or by referring the matter to the Health and Sport committee. We would like to suggest that further evidence is sought, in writing or verbally, from the following organisations:

· The Royal Pharmaceutical Society – on professional matters relating to self administration and pharmacy support in the community 

· The British Geriatrics Society – on the work being undertaken by care of the elderly specialists to help people to get their medication on time

· The Scottish Patient Safety Initiative – to address points 4,5,6,7,8.

· NHS Greater Glasgow and Clyde, NHS Highland and potentially other NHS Boards to address all the points 

· The Scottish Government – to address all the points 

· The Association of Scottish Parkinson’s Disease Nurse Specialists – to address all the points
Parkinson’s UK would be delighted to make additional submissions should the committee find this helpful. Please do not hesitate to contact me if you need any further information. 

Yours sincerely, 

Tanith Muller

Petitioner, on behalf of Parkinson’s UK 
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Changes to inpatient rehabilitation services in East Glasgow and the

possible closure of the Lightburn Hospital site

Submission from Parkinson’s UK 

Parkinson’s UK is delighted to have the opportunity to respond to NHS Greater Glasgow and Clyde’s consultation on the possible closure of the Lightburn Hospital site. 

About Parkinson’s

About 10,000 people in Scotland people have Parkinson’s, and around 2,400 of them live in NHS Greater Glasgow and Clyde. 

Parkinson’s is a progressive, fluctuating neurological disorder, which affects all aspects of daily living including talking, walking, swallowing and writing. People with Parkinson’s often find it hard to move freely. Their muscles can become stiff and sometimes they freeze suddenly when moving. There are also other issues such as tiredness, pain, depression, dementia, compulsive behaviours and continence problems which can have a huge impact on peoples’ day-to-day lives. The severity of symptoms can fluctuate, both from day to day and with rapid changes in functionality during the course of the day, including sudden ‘freezing’.

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 are diagnosed before the age of 40.   

Impact of proposals on people with Parkinson’s

As you will be aware, the Board’s proposals have caused particular concern for people with Parkinson’s living in the East End of Glasgow, who currently use services based at the Lightburn Hospital. The Lightburn Support Group has campaigned vigorously against closure, because its members value the service that they currently receive very highly, and strongly believe that the existing service should be retained. Their commitment to retaining services at Lightburn has resulted in a 10,000 signature petition. 

Parkinson’s UK shares the concerns of the Lightburn Parkinson’s Support Group, and believes that the best option would be to retain rehabilitation beds at Lightburn, with a full range of supporting services. This would best be achieved through Options 1 or 3. 

Our concerns are based around the following three issues:

Retention of the current level of service

The Parkinson’s service at Lightburn currently offers access to a multi disciplinary service, for both inpatients and outpatients. This is essential to good Parkinson’s care because the condition is very complex. Parkinson’s has a wide range of motor and non-motor symptoms that can impact on people’s lives and ability to function. 

People with Parkinson’s have onsite access to a consultant with an interest in Parkinson’s, a Parkinson’s Nurse Specialist, and allied health professionals including occupational therapists, physiotherapists and speech and language therapists. The current service provided at Lightburn meet the Parkinson’s-specific standards specified in the recent NHS QIS Clinical Standards for Neurological Health Services,
 against which Boards are currently being assessed. The service allows the consultant or specialist nurse to make same-day, same-site, referrals to colleagues in the multi-disciplinary team. This means that issues are promptly identified and addressed, which can help to prevent emergency admissions. This system also ensures that missed appointments are very rare. It makes it much easier for people with Parkinson’s to get the full range of support that they need. The fluctuating and complex nature of Parkinson’s can make it very difficult to attend appointments on multiple sites and different days. 

In addition, the Parkinson’s Support Group provides high levels of peer support to people with Parkinson’s and has a large and committed membership. The group meets at Lightburn, with monthly meetings scheduled to coincide with clinic days. Group members find that this maximises attendance and enables members with more advanced Parkinson’s to play an active role that they might not otherwise be able to manage. The Support Group is keen to ensure that the scheduling between clinical services and the group is retained.

Parkinson’s UK welcomes the measures that the Board has already taken to reassure members of the Parkinson’s Support Group that current levels of service provision and support for people with Parkinson’s will be provided at the Royal Infirmary in the event that the Board takes the decision to close the Lightburn Hospital. Should the Board decide to close the hospital at Lightburn, it will be very important to ensure that the current level of service is retained, and that people with Parkinson’s are able to access a full multi-disciplinary team, including a consultant with an interest in Parkinson’s, a specialist nurse, and a full range of allied health professionals.  

We are sure that the Board will meet the commitment outlined in the consultation to retain the current levels of staffing, and trust that the hallmarks of the successful, efficient, popular and highly valued Lightburn service will be retained if the hospital is closed.   

Transport and accessibility

People living in the East End of Glasgow have significantly lower rates of car ownership than in Glasgow as a whole. In addition, older people and people with Parkinson’s frequently have to stop driving, which further reduces access to private cars. As the consultation document acknowledges, public transport from parts of the East End to Stobhill can be particularly challenging. For some people with Parkinson’s and their families, multiple bus trips and long journeys can be very hard to manage. Links to the Royal Infirmary are significantly better for most people living in the East End.

There is clear evidence that difficulties in accessing appointments reduce attendance, and contribute to poor symptom management and control. In addition, it is important for carers and families to be able to visit people when they are in hospital. People’s carers, family and friends have an important role to play in supporting reablement and rehabilitation, and this is more difficult if they are unable to attend the hospital.

Recognising the burden of ill health in the East End 

The East End of Glasgow has some of the poorest health indicators in the UK. Rates of heart disease, stroke and cancer are very high. It is of concern that the Board proposes to remove Lightburn’s inpatient and outpatient facilities from the East End of the city. 

About Parkinson’s UK 

For more information, please contact our 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
Tanith Muller

Parliamentary and Campaigns Officer, Scotland

Parkinson’s UK 

� NHS QIS (2009) Clinical Standards for Neurological Health Services, Edinburgh. NHS QIS. 
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