
 
(For official use only) 
PUBLIC PETITION NO. PE1331 

 
1. Name of petitioner 
Tanith Muller, on behalf of Parkinson’s UK   
2. Petition title  
Parkinson’s medication – Get it on time, every time 
3. Petition text  
Calling on the Scottish Parliament to urge the Scottish Government to take action to 
ensure that NHS boards support people with Parkinson’s to get their medication on 
time, every time, in hospital and at home. 
4. Action taken to resolve issues of concern before submitting the petition 
Parkinson’s UK has worked with people with Parkinson’s and their families, as well 
as health professionals including the Alliance of Scottish Parkinson’s Disease Nurse 
Specialists to publicise the need for people with Parkinson’s to receive their 
medication on time. We have: 
 

- Produced and circulated information, audits and checklists for health 
professionals – including audit materials for hospital pharmacists  and training 
and information materials for health professionals, including a training DVD 
which will be circulated to all hospitals and care homes in Scotland in 2010 

- Produced materials to support people with Parkinson’s to get their medication 
on time in hospital, such as our “washbag”, including tips, advice and practical 
materials such as medication records 

- Encouraged local groups and trained “local champions” with Parkinson’s to 
publicise the campaign locally, through initiatives such as ward packs and 
folders 

- Included information about medication in education and training sessions 
offered to GP practices and care homes across Scotland. Since 2007, we 
have offered training to more than half of all care homes in Scotland 

- Offered pump prime funding, training and support for Parkinson’s specialist 
nurses, who can educate professional colleagues and support people with 
Parkinson’s living at home. 

 
In November 2008, we held a successful lobby at the Scottish Parliament, which was 
attended by over 45 MSPs and around 80 people affected by Parkinson’s from 
across Scotland. This coincided with a Member’s Business debate on the topic, 
sponsored by James Kelly MSP. The Minister for Public Health and Sport referred to 
the NICE Guideline on Parkinson’s Disease, and the NHS QIS Clinical Standards for 
Neurological Health Services, which were being developed. She emphasised the 
Scottish Government’s expectation that professionals would implement this guidance, 
including timely implementation of medication and self-administration in hospital.  
 
Parkinson’s UK has also worked with health professional colleagues to make sure 
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that the NHS QIS Clinical Standards for Neurological Health Services (2010) reflect 
the need for people with Parkinson’s to get their medication on time in hospitals, care 
homes and at home.  
 
We are currently working with NHS Education for Scotland to develop an accredited 
training session for GPs including the Get it on Time message, and with the Care 
Commission on ways to ensure that care home residents with Parkinson’s get their 
medication on time.  
5. Petition background information  
We have made a short film to support the petition. People with Parkinson’s and their 
carers talk about why it is important to get medication on time, and their experiences 
in hospitals in Scotland or see our website parkinsons.org.uk/getitontimescotland  
 
Getting medication on time is particularly important for people with Parkinson’s. Many 
people find that they don’t get their medication on time when they are admitted to 
hospital. It has serious consequences for the individual and their family. It also costs 
the NHS money in extended hospital stays and additional treatment. 
 
People living at home may need additional support to make sure that they are able to 
take their medication on time. If they do not receive this support, they are at higher 
risk of being admitted to hospitals or care homes.   
 
The NHS QIS Clinical Standards for Neurological Health Services states: 
 
“Effective management of medicines is essential to the treatment of Parkinson’s 
disease. Failure to take the correct dosage of medication at the time needed can 
have significant consequences for the patient that may take time and resources to 
resolve. Patients with Parkinson’s disease and their carers have an important role to 
play in this task and should be encouraged to manage their own medication where 
they are willing and able to do so. This remains true wherever the patient is receiving 
care – in their own home, in hospital, or in a care home.” 
 
The Standards say that people should get their medication on time and should be 
given the opportunity to self-manage their medication in hospital. The Scottish Patient 
Safety Programme also states that people should “self administer medicines during 
hospital stay when appropriate”. Yet despite these successes, people with 
Parkinson’s and their families consistently tell us that they don’t get their medication 
on time.  
 
Why do people with Parkinson’s need to get their medication on time?  
The main treatment for Parkinson’s is medication. Medication can help to manage 
symptoms but does not stop the underlying progression of the condition.  
 
When people with Parkinson’s don't get their medication on time their symptoms 
become uncontrolled and they can become very ill. If a person with Parkinson’s is 
unable to take their prescribed medication at the right time, the balance of chemicals 
in their brains can become severely disrupted – leading to the symptoms of the 
condition becoming uncontrolled. Uncontrolled symptoms can include: 
 

• being unable to move, speak, eat or swallow 
• uncontrolled movements 
• distressing psychotic symptoms 
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It can take weeks to restore effective symptom control. The costs of delays and 
changes in drug regimes include: 
 

• additional interventions to stabilise symptoms 
• higher levels of nursing and medical support while people recover 
• extended hospital stays and  
• high levels of anxiety for people with Parkinson’s and their carers 

 
How big an issue is it?  
There are about 10,000 people with Parkinson’s in Scotland. More than a quarter of 
them are admitted to hospital in Scotland each year – many of them on more than 
one occasion. People are often not admitted because of their Parkinson’s. Common 
reasons include falls, urinary disorders, heart and lung problems.  
 
They are admitted to medical wards where staff do not have specialist knowledge of 
Parkinson’s or understand why getting medication on time is a particular issue for 
people with this condition.  
 
Across the UK, the majority of people with Parkinson’s were not allowed to self-
medicate during their last stay in hospital. Nearly two thirds of these people did not 
receive their medication on time. Hospital audits of the medicines management for 
people with Parkinson’s consistently report serious problems, including: 
 

• Incorrect recording of Parkinson’s medication on admission 
• Significant delay in administration of the first Parkinson’s medication, and 

ongoing missed and delayed doses 
•  Lack of availability of Parkinson’s medication out of hours 
• Changes to medication made without consultation 
• Prescribing of contraindicated drugs 
• Absence of self administration policies  
 

People with Parkinson’s from throughout Scotland report that getting their medication 
on time in hospital is a major problem. Parkinson’s nurse specialists report that some 
vulnerable people with Parkinson’s are admitted to care homes prematurely as a 
result of poor symptom control. With more effective support they would be able to 
maintain their medication regime and remain at home for longer.  
 
This is a particular problem for people with Parkinson’s because of the serious and 
immediate impact when people don’t get their medication on time. However, we 
believe that if health and care services can get it right for people with Parkinson’s, the 
lessons can be applied to people with other long- term conditions.  
  
What are the barriers to getting medication on time? 

• Health and care professionals may not understand or appreciate why it is 
important  

• Some professionals misinterpret “nil by mouth” to include medication 
• People with Parkinson’s and carers are not listened to  
• Personal supplies of medication are confiscated 
• Self administration policies do not exist or are not disseminated  
• Drug rounds do not coincide with people’s medication timings 
• Staff shortages and shift changes disrupt continuity 
• Some pharmacies do not routinely stock Parkinson’s medication 

 3



• Physical barriers such as a lack of lockable cabinets on wards 
• No funding for equipment (eg electronic pill dispensers, telemedicine support) 

or suitable staff to help people maintain their medication regime at home  
 
What actions do we want the Committee to take?  
We recognise that there has been significant progress in recognising the need for 
people with Parkinson’s to get their medication on time, particularly at the strategic 
level. Although there remains a national shortage of Parkinson’s specialist nurses in 
Scotland, there is now at least one nurse specialist in every mainland health board.  
 
However, Parkinson’s UK is concerned that national standards and guidance are not 
being applied consistently by NHS boards, in hospitals, or on wards.  
 
People with Parkinson’s and their families want to know what NHS boards and local 
authorities are doing to ensure that people will get their medication on time. We 
would like the committee to investigate this. Key questions might include: 
 

1. Whether NHS boards have self-administration policies for people in hospital, 
how they publicise them amongst staff, and what mechanisms are in place to 
make sure that they are adhered to in all of a board’s hospitals, departments 
and wards. 

2. How NHS boards assess whether a person is able to self-administer their 
medication. 

3. What procedures are in place for people who are not able to self administer to 
ensure that they get their medication on time 

4. What systems are in places to highlight that people have Parkinson’s on their 
case files  

5. Whether incidents where people need to be stabilised because they have not 
received their medication on time in hospital are recorded by NHS boards, and 
what action has been taken as a result of any such reports 

6. What systems are in place to ensure that hospital pharmacies keep a stock of 
common Parkinson’s drugs, and have rapid access to medications that are not 
in stock 

7. What systems do NHS boards and local authorities have in place to support 
people to take their medication on time at home, and the criteria used to define 
whether people are eligible for this support 

6. Do you wish your petition to be hosted on the Parliament’s website as an e-
petition? 
YES  
7. Closing date for e-petition 
7 June 2010 
8. Comments to stimulate on-line discussion 
There are about 10,000 people with Parkinson’s in Scotland. More than a quarter of 
them are admitted to hospital in Scotland each year – many of them on more than 
one occasion.  
 
Our film shows that when people with Parkinson’s don't get their medication on time 
their symptoms become uncontrolled and they can become very ill. The balance of 
chemicals in their brains can become severely disrupted – leading to the symptoms 
of the condition becoming uncontrolled. This can happen very quickly. You can see 
the film at our website parkinsons.org.uk/getitontimescotland
 
Uncontrolled symptoms can include: 
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• being unable to move, speak, eat or swallow 
• uncontrolled movements 
• distressing psychotic symptoms 

 
It can take weeks to restore effective symptom control. That’s why we developed our 
Get it on Time campaign.  
 
Across the UK, the majority of people with Parkinson’s were not allowed to self-
medicate during their last stay in hospital. Nearly two thirds of these people did not 
receive their medication on time. Other people may face being admitted to care 
homes because they are not being supported to get their medication on time at 
home.  
 
In Scotland, new NHS Clinical Standards for Neurological Conditions, the Scottish 
Patient Safety Initiative and the Minister for Public Health have all endorsed 
measures that will help people get their medication on time in hospital, in care homes 
and at home. Yet many people across Scotland are still not getting their Parkinson’s 
medication on time. 
 
Do you have an experience to share? 
What can we do to help people get their medication on time?  
Is this important for people with conditions other than Parkinson’s? 
 

 5


	 
	Getting medication on time is particularly important for people with Parkinson’s. Many people find that they don’t get their medication on time when they are admitted to hospital. It has serious consequences for the individual and their family. It also costs the NHS money in extended hospital stays and additional treatment. 
	Why do people with Parkinson’s need to get their medication on time?  
	How big an issue is it?  
	What are the barriers to getting medication on time? 

