
 
From: <[redacted]@dystonia.org.uk>  
Sent: 07 June 2020 20:36 
To: <[redacted]@gov.scot>; <[redacted]@gov.scot> 
Subject: RE: Shielding - next steps- question set for stakeholder organisations 
 
Dear [redacted] 
 
I write to you from Dystonia UK, a national patient organisation supporting patients with the 
neurological movement disorder, dystonia. We have been advised of your latest email as members 
of the Scottish Neurological Alliance. Below I have included answers to the questions you provided 
regarding shielding. 
 
Questions for stakeholders regarding Shielding.  
  

1. There are several types of dystonia some of which affect swallowing or respiratory function 
and so we are aware that some patients with dystonia have been requested to shield. 
Dystonia is a not a life limiting condition, so there are also a number of patients who have 
been requested to shield because of other comorbidities or frailty that also have dystonia. 
Our support at the moment is mostly based around providing information and advice. 
Normally we have regional support group meetings across the country - these are 
temporarily closed. 
  

2. N/A 
  

3. I have attached an informal report on the impact of covid-19 on the dystonia community. 
We are concerned about physical health, mental health, isolation, welfare and benefits and 
ongoing neurology plans. 
  

4. The dystonia community requires: 
a. Clear communication. 
b. Re-opening of clinics as quickly as possible. 
c. Mental health support. 
d. Access to fair welfare assessments. 
e. Funding for neurology departments. 

  
5. Yes if they are provided clear information on which to base the decision. Dystonia patients 

are often very involved in their treatment plans and self-management of the condition so we 
think this would be widely well received. 

 
In order for us to best support patients with dystonia we need better, clearer communication. As 
mentioned in the report, the communication as we entered lockdown was unclear, and we are 
seeing similar issues as lockdown lifts across the country. Many people with dystonia come to us 
because they want to know the affects of their dystonia for their decision making. We cannot offer 
guidance if we haven’t been provided clear information in the first place. 
 
We’re especially concerned about those shielding who normally receive botulinum toxin injections. 
Most clinics that we have spoken to so far are not understandably not inviting these patients back in 
as they start reopening their clinics. This will not be a suitable long term solution. 
 
Thank you very much for reaching out at this time, and hope the information above helps you when 
considering what guidance and advice to issue. Please do not hesitate to get in touch if you have any 



further questions. 
 
Best wishes, 
[redacted]  
 



From: <[redacted]@gov.scot> On Behalf Of Health Condition Covid Enquiries 
Sent: 05 June 2020 08:42 
To: Health Condition Covid Enquiries <HealthConditionCovidEnquiries@gov.scot> 
Subject: Shielding - next steps- question set for stakeholder organisations 
 
Dear Colleague 
 
As I’m sure you are aware, the First Minister committed to providing an update to those who 
are currently advised to shield before the 18 June.  We will be setting out the next steps and 
writing to shielded people to update them soon and we will share further details on this with 
you as soon as possible.   
 
If you would like to discuss the next steps for shielding with our policy team then do let us 
know and we will set that up for you. 
 
It would also be helpful for us to understand what advice or guidance we can provide you 
with that will help you to continue to support those who are shielding.  If you have any 
immediate questions then please contact [redacted]@gov.scot.  
 
We understand that the challenges of shielding are enormous, and as we start to update the 
guidance for those shielding we want to better understand the specific challenges of different 
groups within the larger shielded community.    
 
We have been looking at this issue very closely with our clinical advisors for some time, with 
the aim of giving advice to people in this group to try and improve their quality of life, taking 
into account the risks that they face. But we also want to better understand the wider 
health/wellbeing, social, and economic challenges they face. With this in mind, one of our 
analytical teams have drawn up the following short question set.  
 
We would appreciate if you could provide any observations / evidence or opinions you have 
with regard to these questions and indicate where possible where your responses draw on 
research and evidence.  
 
As I am sure you appreciate we are working within a very limited timeframe and we would 
welcome your responses by Friday 12th June at the latest.  
 
Questions for stakeholders regarding Shielding.  
 

1. Please briefly describe how your organisation’s work is connected with 
Shielding.  (i.e.  are you involved with one or more of the specific clinical 
categories?  Or a specific demographic of people within the shielded 
group?  What kinds of support do you provide?) 
 

2. Do you have any data or information about the sociodemographic make-up of 
your shielding client group? (We are particularly interested in numbers of 
people likely to return to work; numbers of shielding children or families with 
children in the household; numbers of people living alone; numbers who may 
rely on carers for support.) 
 

3. What challenges are your client group likely to be experiencing as a result of 
shielding (physical health, mental health, wider social and economic 
challenges, etc.)? 

 



4. What support needs do you think your client group will have as lockdown 
eases?  
 

5. Do you think your shielding client group would welcome increased flexibility in 
the shielding guidance so that they could better decide for themselves which 
measures to follow? 

 
Thank you  
 
[redacted] 
 



From: <[redacted]@erskine.org.uk>  
Sent: Tuesday, 9 June 2020 16:31 
To: <[redacted]@gov.scot> 
Subject: RE: Shielding - next steps- question set for stakeholder organisations 
 
Hi [redacted] 
 
The below answers are in respect of staff who are shielding, or living with someone 
who is shielding 
 

1. What challenges are your client group likely to be experiencing as a result of 
shielding (physical health, mental health, wider social and economic 
challenges, etc.)? I have spoken to the staff I am responsible for who are 
shielding and they have said that they are struggling to maintain a positive 
outlook as the guidance was given so long ago with no official updates 
coming as the end date approaches. With current government guidelines, and 
little support from local GPs, staff feel they are left to make the decision on 
their fitness to return to work themselves. They are worried that, if the 
guidance changes and they are forced to make a decision over their health 
and their financial situation this would have an effect on their wellbeing.   

 
2. What support needs do you think your client group will have as lockdown 

eases?  They are satisfied that they have line manager support as well as 
occupational health support.  They would possibly require support from their 
local community to reassure them of their safety when carrying out essential 
outdoor tasks such as shopping or travelling on public transport.  However, 
apart from the measure currently available through major supermarket chains 
for their specific access times I am not sure what else would be practical. 
 

3. Do you think your shielding client group would welcome increased flexibility in 
the shielding guidance so that they could better decide for themselves which 
measures to follow? The staff I spoke to would rather the guidance remained 
specific to prevent any ambiguity around fitness to work etc.  That way, they 
feel, they would feel less pressured to return to work when it wasn’t safe. 

 
Kind regards 
 
[redacted] 
 



 
From: <[redacted]@geneticalliance.org.uk>  
Sent: 11 June 2020 11:41 
To: Health Condition Covid Enquiries <HealthConditionCovidEnquiries@gov.scot> 
Cc: <[redacted]@gov.scot>; <[redacted]@gov.scot> 
Subject: Re: Shielding - next steps- question set for stakeholder organisations 
 
Good Morning, 
 
Many thanks for the opportunity to contribute below.  
 
I have noted some preliminary answers to the 5 questions in your email below. I would be 
more than happy to discuss this further with you.  
 
On Monday 15 June (2-3.30pm), Genetic Alliance UK will be holding a zoom meeting with 
patients/patient organisations in Scotland to discuss experiences of shielding so far, and 
consider what a future for those shielding should look like. 
 
I understand that this falls after your deadline, but I would be happy to provide details of that 
discussion if that would be helpful? In fact, and I appreciate that it is short notice, we would 
be happy to welcome involvement from Scottish Government in that meeting- either to 
observe the meeting, or better still, to perhaps explain a little about Scottish Government's 
approach to reviewing the guidance. Please do let me know if that would be of interest. 
 
I should also note that Genetic Alliance UK have shared the Publuc Health Scotland survey 
widely with our Scottish community and we continue to gather experiences through our 
Covid19 Hub and #stillsheilding campaign. 
 
Many thanks again for the opportunity to contribute to this work and I'd be happy to discuss 
further.  
 
Kind regards  
 
[Redacted] 
 
On Fri, 5 Jun 2020, 08:42 , <HealthConditionCovidEnquiries@gov.scot> wrote: 

Dear Colleague 

  

As I’m sure you are aware, the First Minister committed to providing an update to 
those who are currently advised to shield before the 18 June.  We will be setting out 
the next steps and writing to shielded people to update them soon and we will share 
further details on this with you as soon as possible.   

  

If you would like to discuss the next steps for shielding with our policy team then do 
let us know and we will set that up for you. 



  

It would also be helpful for us to understand what advice or guidance we can provide 
you with that will help you to continue to support those who are shielding.  If you 
have any immediate questions then please contact [redacted]@gov.scot.  

  

We understand that the challenges of shielding are enormous, and as we start to 
update the guidance for those shielding we want to better understand the specific 
challenges of different groups within the larger shielded community.    

  

We have been looking at this issue very closely with our clinical advisors for some 
time, with the aim of giving advice to people in this group to try and improve their 
quality of life, taking into account the risks that they face. But we also want to better 
understand the wider health/wellbeing, social, and economic challenges they face. 
With this in mind, one of our analytical teams have drawn up the following short 
question set.  

  

We would appreciate if you could provide any observations / evidence or opinions 
you have with regard to these questions and indicate where possible where your 
responses draw on research and evidence.  

  

As I am sure you appreciate we are working within a very limited timeframe and we 
would welcome your responses by Friday 12th June at the latest.  

  

Questions for stakeholders regarding Shielding.  

  

1.    Please briefly describe how your organisation’s work is connected with 
Shielding.  (i.e.  are you involved with one or more of the specific clinical 
categories?  Or a specific demographic of people within the shielded group?  What 
kinds of support do you provide?) 

Genetic Alliance UK is the national charity supporting people with rare, genetic and 
undiagnosed conditions. We are a membership organisation, with over 200 patients 
organisation members.  During this time, Genetic Alliance UK is providing 
information and support to our member organisations through our Covid19 Hub and 
regular online community meetings. A significant part of this work has been ensuring 
that members are aware and informed of differences in the policies, guidelines and 



support available in different parts of the UK. Shielding has been one of the most 
discussed and enquired about topics.  

 

Through our Covid19 Hub and our closed facebook groups, we are also supporting 
families by providing information and signposting to those experiencing difficulties as 
a result of having to shield, support someone who is shielding or being considered 
vulnerable to Covid19.  

 

Rare, genetic and undiagnosed conditions are a broad spectrum of conditions which 
vary in severity. They also effect people at different stages in their life - many of 
those we are supporting are families with a child with a rare, genetic or undiagnosed 
condition, however there are also many who are adults living with a condition.   

 

Many of those who we have been in contact with me regarding Covid19 are formally 
shielding and in receipt of a letter from the CMO. Many are shielding by virtue of a 
rare disease that they have, but should be noted that there can be overlap between 
the different criteria for shielding - for example, a person may have a rare disease 
but is shielding because they have recently had an organ transplant, or part of their 
rare disease involves significant respiratory problems. 

I should also note that many are choosing to shield without being in receipt of a CMO 
letter. This may be because they have advised to do so by a specialist outwith 
Scotland, or by the charity that supports them. For some, they are considered to be 
at increased risk so are shielding through choice. For a number of people we have 
been in contact with, particularly parents of children with complex and rare diseases 
who have not recieved a CMO letter, they have taken the decision to shield because 
they are concerned of the risk to their child given the uncertainty and unknowns 
around both their child's condition and Covid19. 

Our work is UK wide, however we are tailoring support for those in Scotland through 
dedicated Covid19 Hub pages, Scottish groups on Facebook and virtual community 
events for Scottish families and/or charities. 

2.    Do you have any data or information about the sociodemographic make-up of 
your shielding client group? (We are particularly interested in numbers of people 
likely to return to work; numbers of shielding children or families with children in the 
household; numbers of people living alone; numbers who may rely on carers for 
support.) 

 
At present, we do not hold this data. However, the groups and families we represent cut 
across all the categories mentioned above.  
 



  

3.    What challenges are your client group likely to be experiencing as a result of 
shielding (physical health, mental health, wider social and economic challenges, 
etc.)? 

Physical health - we have recieved correspondence highlighting that people are 
concerned about missing important appointments, not accessing routine healthcare 
and not having access to safe exercise space. There is concern about impact on 
health outcomes, particularly for those requiring regular health interventions (for 
example physiotherapy), access to clinical trials or regular exercise to slow 
deterioration of a condition (for example those with muscle.wasting conditions). 

Mental Health - we have heard a great deal about families struggling to provide 
support to those shielding 24/7 without being supported themselves. Shielding has 
put incredible pressure on many carers/parent carers. We have had reports of 
people feeling overwhelmed, isolated, being unable to sleep, feeling anxious and 
frightened for the future. 

For many living with, and caring for, those with complex behavioural needs, there 
has been a varied response - some say that the person they are caring for is thriving 
due to new routines etc, others are noticing a great deal of deterioration as a result 
of perhaps not having access to social environments, specialist care or learning 
environments. 

To date, we have been aware of a lot of anxiety relating to the easing/ending of 
lockdown. A widespread number of issues relating to employment, education, social 
life and support. 

Examples include (this is by no means an exhaustive list): 

Employment: My child is shielding and I won't be able to go back to work, will I lose 
my job? My partner is shielding and I'm scared about going back to work and putting 
him at risk. I'm vulnerable to Covid19 but my workplace can't put in the required 
safety measures, will I lose my job? I've been told by a charity for my condition that I 
should be shielding, but I don't have a CMO letter and my employer is making me go 
back to work. 

Education: My partner is shielding and we don't want to send our child to school 
incase it puts him at risk. My child has additional support needs, how will they return 
to school? My child is highly vulnerable and shielding, I am worried that their 
education will be effected. I am shielding, will I be able to still go to college? 

Social life: I'm vulnerable and shielding but living alone, will it ever be safe to see my 
friends? My parents help me care for my child, but they are shielding, when will we 
be able to see them? My child needs exercise and we don't have a garden, I'm afraid 
of taking them to a park because they are so busy. I'm getting support from friends 
and family just now, what do I do when they all go back to work?  

4.    What support needs do you think your client group will have as lockdown eases? 



Information - on risk levels, what constitutes safe and unsafe activities, how to get 
support 

Continued support for food delivery, medicines etc 

Access to safe spaces - for exercise, dedicated hours for shopping, spaces to meet 
others in a socially distanced environment 

Access to healthcare services - appointments, clinics, tests, clinical trials and other 
healthcare interventions need to be resumed asap. 

Understanding from others- advice and guidance to general public about being 
understanding and kind to those shielding and vulnerable (I.e wear face masks, be 
respectful if you are having gatherings in your garden but live next to a shielding 
person, look out for neighbours). 

Access considerations - as businesses reopen in a new form must be guidance and 
consideration given to access for those using a wheelchair or walking aids, those 
who are blind or visually impaired. For example, as outdoor eating areas are 
expected to increase, ensure their is plenty of space for wheelchairs to pass - when 
shops reopen, make sure there is sufficient space for people people using walking 
aids or wheelchairs to get in, around and back out safely. 

Guidance for employers, schools etc on how to support those shielding and those 
living with someone who is shielding. 

There must also be consideration to how safe social interactions with family and 
friend can occur. 

  

5.    Do you think your shielding client group would welcome increased flexibility in the 
shielding guidance so that they could better decide for themselves which measures 
to follow? 

 Yes.  

However, we know that many families aren't willing to take even the slightest risk, 
particularly when they have a vulnerable child. There must be steps in place to ensure 
understanding and support for families in this position.  

Thank you  

  

[redacted] 

  

 



******************************************************************
****  
This e-mail (and any files or other attachments transmitted with it) is intended 
solely for the attention of the addressee(s). Unauthorised use, disclosure, storage, 
copying or distribution of any part of this e-mail is not permitted. If you are not the 
intended recipient please destroy the email, remove any copies from your system 
and inform the sender immediately by return. 
Communications with the Scottish Government may be monitored or recorded in 
order to secure the effective operation of the system and for other lawful purposes. 
The views or opinions contained within this e-mail may not necessarily reflect 
those of the Scottish Government. 
 



From:<[redacted]@meassociation.org.uk>  
Sent: Tuesday, 9 June 2020 12:09 
To: <[redacted] @gov.scot> 
Cc: <[redacted]@meassociation.org.uk> 
Subject: ME Association info re Covid19 
 
Like many other health charities, the MEA has been developing its range of information 
specifically for the pandemic. 
 
As the level and nature of post-Covid19 illness emerges, our experience and core messages 
regarding recognition and management of the similar Post Viral Fatigue Syndrome and other 
post-infectious illness, with their propensity to offer an early recognition for or to develop 
into ME & CFS, are seen to be important reference sources and guidance for clinical 
practice. 
 
From the obvious starting issue of the need to treat post-infectious illness with (often 
prolonged) rest and recuperation, not rehabilitation, to the need to remind practitioners 
that stress reactions are not just psychological, and should be considered from an integrated 
medical perspective, our experiences in developing treatment approaches offers much. 
 
Our core information is available from our webpage, but we can offer some further 
information in response to requests. 
https://www.meassociation.org.uk/2020/05/me-association-guidance-reducing-the-risk-of-
covid-19-and-pvfs-me-cfs-19-may-2020/ 

 

ME Association Guidance: Reducing 
the risk of Covid-19 and 
PVFS/ME/CFS | 19 May 2020 : ME 
AssociationME Association 
1. Reducing the risk of Coronavirus infection if you 
have ME. Leaflet Extracts: People with ME/CFS are 
already in a vulnerable/high risk group when it comes 
to catching this infection – mainly because it is highly 
likely to cause an exacerbation of existing symptoms, 
or a more persisting relapse. 
www.meassociation.org.uk 
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