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SOCIAL SECURITY COMMITTEE 

SOCIAL SECURITY ADMINISTRATION AND TRIBUNAL MEMBERSHIP 

(SCOTLAND) BILL 

SUBMISSION FROM: Parkinson’s UK Scotland, PSPA and the MSA Trust 

 

Introduction 

This response has been submitted jointly by three charities that work with people with 

progressive neurological conditions: Parkinson’s UK Scotland - which works with people 

with Parkinson’s,  PSPA - which works with people with PSP (progressive supranuclear 

palsy) and CBD (cortico-basal degeneration) and the MSA Trust - which works with 

people with MSA (multiple system atrophy).  

 

About 12,400 people in Scotland have Parkinson’s. It is a progressive, fluctuating 

neurological disorder, which affects every area of daily living including talking, walking, 

swallowing and writing. There are more than 40 different recognised Parkinson’s 

symptoms, and everyone is affected differently. There is no cure, and no current 

treatment can slow or reverse its progression.  

 

PSP is a neurological condition caused by the premature loss of nerve cells in certain 

parts of the brain. There are believed to be more than 4,000 people living with PSP in 

the UK at any one time. It steadily worsens over time, and there is no cure.  

 

CBD is a degenerative brain disease that affects people from the age of 40 onwards. As 

with PSP, there are currently no treatments for CBD but there are a number of 

interventions that can help manage the symptoms. It is estimated to affect at least 5 

people per 100,000 in the general population.  

 

Multiple system atrophy (MSA) is a progressive neurological disorder that affects adult 

men and women. It is caused by degeneration or atrophy (shrinking) of nerve cells in 

several (or multiple) areas of the brain. This can result in problems with multiple bodily 

functions such as speech, movement, balance and blood pressure control. No two 

people are the same and every person’s experience of MSA will be different.  

 

MSA affects about 4.4 people per 100,000 so that at any one time there are almost 

3,300 people living with MSA in the UK.  

 

Although these conditions are different, Parkinson’s, PSP, CBD and MSA are 

sometimes managed within Parkinson’s services in Scotland, with support from 

Parkinson’s specialist nurses, consultants with an interest in movement disorders and in 
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some cases, access to support from allied health professionals including  

physiotherapists, speech and language therapists and occupational therapists.  

 

1. Consultation and Engagement 

There has been no formal public consultation on this bill, the Scottish Child Payment 

regulations or the terminal illness guidance. 

 

Have you engaged with the Scottish Government on the issues addressed in this 

bill? If so, how have you been engaged with the Government? 

While we are supportive of the aims and objectives of this legislation, as a matter of 

principle the decision not to consult widely on this legislation is of concern to us.  

 

Parkinson’s UK Scotland contributed to the initial Social Security Bill consultation, where 

we asked for automatic entitlement to be considered for people with clinical markers of 

advanced Parkinson’s, and those with a diagnosis of PSP and MSA. As smaller 

charities, neither PSPA nor the MSA Trust had capacity to respond to the consultation 

at this time.  

 

Parkinson’s UK Scotland later encouraged the Parkinson’s community to support the 

amendment to the terminal illness guidance developed by our third sector colleagues 

Marie Curie Scotland and MND Scotland.  

 

Parkinson’s UK Scotland was subsequently invited to be represented on the Scottish 

Government’s Stakeholder Reference Group, and participated in a number of meetings. 

As a result, Parkinson’s UK Scotland was able to take part in a “managed consultation” 

on the draft CMO’s “Guidance on the definition of terminal illness for the purpose 

of disability assistance.”  

 

As part of this work, Parkinson’s UK Scotland consulted informally with staff from PSPA 

and MSA Trust, to try and make sure that specific issues that were relevant to people 

living with these conditions were included, but these charities were not invited to 

contribute in their own right. If Parkinson’s UK Scotland had not been directly involved, 

we would not have found out about the consultation or been able to take part.  

 

We have concerns about the lack of widespread consultation on the legislation and 

particularly the Scottish Government’s apparently increasing use of “managed 

consultations” which are not advertised publicly.  The risk with these processes is that 

the range of stakeholders approached is predetermined - which can exclude important 

voices from influencing policy and legislation that affects their communities of interest. 

In the case of the terminal illness guidance, Parkinson’s UK Scotland was formally 
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identified as a stakeholder while PSPA and MSA Trust were not. This is despite Scottish 

government contributing to the current year’s funding of the PSPA Scotland Country 

Manager. 

 

There are other areas of Scottish Government policy where none of our organisations 

have been invited to contribute to managed consultations because officials have not 

been aware of us, or that our communities are directly affected by the policy area 

concerned - for example, policy around social care, carers and dementia (the latter of 

these for Parkinson’s UK Scotland and PSPA only).  

 

In a managed consultation, groups that are not known by officials - and have therefore 

not already been involved in developing policy - are effectively excluded from 

scrutinising it, contributing their expertise or making officials aware of unmet needs or 

relevant issues from their communities.  

 

This limits the range of voices and experiences that contribute to public policy 

development in Scotland. It reduces the extent to which the experiences of marginalised 

communities - in our case those with complex progressive neurological conditions and 

their families and friends – can be heard or represented. There is a risk of groupthink as 

those who are regularly consulted and officials are unaware of issues and concerns 

arising in uninvolved groups. This leads to poorer legislation and policy.  

 

Are you content with the expedited timetable for this legislation?  

We are concerned that the expedited timetable may prevent appropriate scrutiny from 

people affected by its contents, and by the Scottish Parliament as a whole.  

 

The Parliamentary and Government focus at the moment is – quite understandably – on 

the impacts of coronavirus and the measures we need to take to manage these. 

However, we are concerned that the expedited timetable may not provide enough time 

for appropriate scrutiny. With implementation of the most challenging devolved benefits 

now delayed as a result of Covid 19, there may be an argument that the legislative 

timetable could be slowed to enable more detailed scrutiny.   

 

2. Terminal Illness 

Parkinson’s UK Scotland, PSPA and the MSA Trust support the change in eligibility for 

benefits under special rules in Scotland, because the UK DWP’s 6 month rule 

discriminates against those who have conditions other than cancer. Non-malignant 

conditions in general - and progressive neurological conditions in particular - often have 

a less predictable disease trajectory and prognostication can be very difficult. Clinicians 
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can be reluctant to assess someone as “definitely” reaching their last six months of life, 

so no application can be made. 

 

People with advanced Parkinson’s, and those with the typically more rapidly 

progressing conditions PSP, CBD and MSA, can find it impossible to access services 

and benefits that depend on a six month prognosis. 

 

Did you engage with the Scottish Government on the terminal illness amendment 

to the Social Security (Scotland) Bill in 2018, and if so, whether at the time they 

were content with the term ‘medical practitioner’, and if so, what has changed? 

Like a number of other patient groups, Parkinson’s UK Scotland was supportive of the 

terminal illness amendment that was proposed during the passage of the Bill. We did 

not engage directly with Scottish Government on this, but did support Marie Curie and 

MND Scotland’s campaigning work and encouraged members of our community to 

support this through social media and other channels and by supporting their briefing for 

MSPs.  

 

Neither PSPA nor the MSA Trust were involved in lobbying over the bill. The PSPA 

Scotland country manager was not in post at this time.  

 

It became clear after the legislation was passed that specialist nurses would not be 

eligible to complete the forms passporting people to disability benefits under special 

rules. Unfortunately, this had simply not been picked up when the legislation was being 

debated in Parliament.   

 

When this was identified, Parkinson’s UK Scotland was extremely concerned. Specialist 

nurses are typically the lead professional dealing with coordinating care and making 

sure that the holistic needs of people with Parkinson’s and their families are met, 

particularly when the condition becomes very advanced. Requiring nurses to defer to 

medical practitioners to certify eligibility introduces an unnecessary additional step – 

and time delay – into the process, and may be an unnecessary barrier to rapid 

assessment. It may also create additional work for consultants who may be less aware 

of the full range of non-medical issues that affect the person and their family.  

 

Where people with PSP, CBD and MSA are being supported by specialist nurses, the 

same issues are very relevant for them. And the more rapid progression of these 

conditions makes timely assessments even more important. People with MSA are at 

higher risk of sudden death as a result of autonomic failure, which means that it is 

extremely important that benefits support is expedited.  
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What training and skills should nurses have in order to act under the terminal 

illness provisions?  

We would recommend that nurses who are recognised as clinical nurse specialists in 

neurological conditions or in specific conditions like Parkinson’s, PSP, CBD or MSA 

should be able to act under these provisions. These should be band 6 nurses or higher.  

 

The MSA Trust directly employs MSA specialist nurses to support individuals and 

families affected by MSA. Similarly, we are aware of other neurological and palliative 

care charities (including hospices) that employ nurses. It will be important to make sure 

that registered nurses employed by third sector organisations are able to act under the 

terminal illness provisions.  

 

Unfortunately, many people with PSP, CBD and MSA do not have regular access to a 

specialist nurse as they have not been referred to this support. It is extremely important 

that people in these situations are not disadvantaged. In these cases, a district nurse or 

palliative care nurse would be an appropriate person to act under the terminal illness 

provisions. 

 

Should health professionals other than registered nurses be included in the 

definition of ‘appropriate healthcare professional’? 

We believe that allied health professionals could be included in this definition. Specialist 

neurophysiotherapists, speech and language therapists and occupational therapists 

may be working with individuals who are reaching the very advanced stages of a 

neurological condition - especially when drug treatments are not effective in managing 

symptoms. These registered professionals will be able to identify that a benefits 

application should be made. Again, in some cases, these professionals may be directly 

employed by third sector organisations and it is important that the definition does not 

exclude those who do not work within the NHS.  

 

Given that some people with progressive neurological conditions have significant 

touchpoints with social work and social care services we believe that social workers 

should also be empowered to act under the terminal illness provisions where someone’s 

care is not being managed by a condition-specific specialist health professional.  

 

 


	1. Consultation and Engagement
	2. Terminal Illness

