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Response to Scottish Government Stakeholder Enquiry - Shielding 

About Dementia is a five-year project, funded by Life Changes Trust and hosted by Age Scotland. We 
bring together people affected by dementia with professionals in the public and third sectors to 
influence change around policy and practice in Scotland. This response relates to the following points: 

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?) 

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? 
 
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?) 

 
About Dementia works with people affected by dementia to influence change in policy and practice on a 
national and local level. While not currently included in the list of conditions for which shielding is 
advised, the current crisis has had an unprecedented impact on people living with dementia and they, 
along with unpaid carers and family members, are understandably concerned about the implications of 
this for the future. According to the National Records of Scotland 31% of those with pre-existing 
conditions who have died of Covid19 were living with dementia (National Records of Scotland 2020a). 
From conversations with unpaid carers and people living with dementia we understand that are 
currently behaving as though shielding, but without the support that comes with that status. [redacted]  
 
The association between Covid-19 and dementia is not yet well understood. The increased risk may be 
due to the greater likelihood of residing in a care home where it is estimated that people living with 
dementia make up 62% of residents in Scotland (Scottish Government 2018). Care homes have been 
particularly heavily hit by Covid-19, making up 60% of registered deaths at the peak of the crisis 
(National Records of Scotland 2020b). People living with dementia may also find it harder to 
understand and need additional support to enable them to comply with physical distancing, putting 
them at further risk of contracting the disease (Alzheimer Disease International 2020). Research has 
demonstrated that they may also be prone to deterioration of dementia symptoms following viral 
infections (Holmes et al 2009 & 2011). A recent study has pointed to a potential increased risk for 
people living with dementia who contract Covid-19 (Kuo et al 2020). Kuo et al found that the risk of 
dying from the disease was 39% for those with dementia, compared to 19% with COPD for instance. The 
investigation has also suggested an association between the gene believed to predispose individuals to 
Alzheimer’s, and a predisposition to Covid-19. These are early findings and more research is needed 
into the association between Dementia and Covid-19 outcomes.  

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.)? 

A big debate among people living with dementia and unpaid carers has been whether dementia should 
have been included in shielding advice given the impacts on this community. People affected by 



dementia have expressed a range of views in relation to this. On the one hand, some of our members 
have argued that inclusion in this list may benefit them by enabling access services that come with 
shielding status.  This is an understandable concern when many are living as though shielding, and 
many more have lost the support of services on which they usually depend. We are aware that Health 
and Social Care Partnerships (HSCP) across Scotland have withdrawn or scaled back home care 
provision in response to staff absences and increased demand on social care as a result of Covid-19 
(BBC Disclosure 2020). Prior to the lockdown many reported struggling to access the social care 
support they need until after they have reached crisis point. This has been compounded under lockdown 
where community care has been scaled back, and there has been a marked reduction in both generic 
and dementia specific community-based activities. The disproportionate impact of Covid-19 on people 
living with dementia has been an understandable source of fear and anxiety for those with a diagnosis 
and their families. The additional support and guidance available to those who are shielding would 
therefore appear to be an attractive prospect to many of those who are worried about their prognosis if 
they contract the disease.  

On the other hand, shielding may compound the experience of isolation that many have experienced 
already during lockdown. The third sector has demonstrated incredible resilience in the face of this 
crisis, providing food and medicine delivery services, using the telephone and where possible online 
communications to continue contact with the people they support. However, given the high levels of 
digital exclusion among the older population in Scotland (Citizens Advice Scotland 2018), and the 
practicalities of physical, distancing this will not be a solution for everyone. Organisations working with 
people affected by dementia have reported a significant rise in loneliness and isolation since the 
introduction of lockdown. A recent investigation by Newsnight (BBC Newsnight 2020) also found that 
increased isolation during lockdown may be a contributory factor to the high mortality rate for people 
living with dementia where Covid-19 has not been noted. While the programme focused on data from 
England and Wales, people living with dementia in scotland have also experienced higher rates of 
mortality than in previous years towards the start of the crisis (though this trend has reversed in recent 
weeks National Records of Scotland 2020c). [redacted] There are real fears that inclusion in the 
shielding list could compound this isolation, further distancing people affected by dementia from the 
rest of society and negatively impacting on their human rights (Buchannan 2020).  

The impact of lockdown on unpaid carers is also important to consider. Our recent Human Rights of 
Unpaid Carers virtual meeting (28th May 2020 N=15) highlighted the profound impact lockdown has 
had on their physical and emotional wellbeing following the sudden and exponential expansion of their 
roles. Carers reported the loss of services such as home care and respite care, as well as voluntary 
provision and peer support. This is made harder still for those struggling to retain employment during 
the lockdown, or managing health conditions of their own. The challenges of caring under lockdown 
have been further complicated for those who do not live with the person for whom they care. Carers have 
expressed fear of being stopped by police, and anxiety at needing to prove the validity of their status. 
The inclusion of people living with dementia in shielding may further isolate unpaid carers who co-habit 
with the person they care for, or make providing care impossible for those who live elsewhere.  

We urge the Scottish Government to give careful consideration of the psycho-social impacts of shielding 
as well as the bio-medical when making a decision on whether people living with dementia should be 
included in updated shielding advice, as well as the impacts of this decision on unpaid carers. People 
affected by dementia should be viewed as citizens and rights holders (Buchannan 2020).  

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? 

The introduction of lockdown in Scotland has resulted in considerable uncertainty for people affected 
by dementia, and the wider population of older people in Scotland. The Age Scotland helpline received 
the equivalent of a year’s worth of calls in the first four months of this year, many of which were requests 
for advice on how to respond to the regulations. The clarity of information and advice will be vital to 
ensuring observance of guidelines as lockdown eases. We urge the Scottish Government and other 
public bodies to produce information and advice in a clear and accessible format. While we understand 
that guidance must be standardised and applicable to the whole population, this can make it harder to 
interpret if it does not reflect people’s lived realities. We welcomed concessions given to individuals 
with mental health problems and those with learning disabilities to enable them to maintain routines 
safely, and would urge dementia to be considered in any further guidance. There is much to be learned 
from lived experiences of the Covid-19 pandemic, and it is important that this learning is swiftly 
integrated into existing practice. We would welcome the involvement of people affected by dementia in 
the production of tailored rights-based and person-centred guidance on supporting people affected by 
dementia during lockdown.  
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From: <[redacted]@agescotland.org.uk>  
Sent: 12 June 2020 14:56 
To: Health Condition Covid Enquiries <HealthConditionCovidEnquiries@gov.scot> 
Cc: <[redacted]@gov.scot> 
Subject: RE: Shielding - next steps- question set for stakeholder organisations 
 
Thank you for your below email inviting commentary on the issue of Shielding. Please find 
attached a submission on behalf of the About Dementia project at Age Scotland in relation to 
these questions.  
 
Kind regards, 
 
[redacted] 
 
Age Scotland, Causewayside House, 160 Causewayside, Edinburgh EH9 1PR 
 

             
 

 
_________ 



 
From: <[redacted]@auk-blf.org.uk>  
Sent: Monday, 8 June 2020 11:48 
To: <[redacted] @gov.scot> 
Cc: <[redacted]@auk-blf.org.uk>; <[redacted]@gov.scot> 
Subject: RE: Shielding - Next Steps 
 
Dear [redacted],  Please find below the answers to your questions the other day. Thanks [redacted] 
 
Questions for stakeholders regarding Shielding.  
 
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?) 

 
We are involved within two of the shielding categories as a respiratory charity. Firstly the respiratory 
category and secondly within the rare diseases category where conditions such as Interstitial Lung 
Disease (ILD) and Idiopathic pulmonary fibrosis (IPF) sit. Representing around 80,000 people. Our 
helplines and information pages at both Asthma UK and British Lung Foundation provide two crucial 
elements of support. We share with beneficiaries the various guidance issued by all governments 
across the UK. We also provide people with information and support to control their condition, 
which helps to reduce exacerbations and front door attendance at our A&E departments.  
 
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.) 
 
I attach our latest survey of lung disease patients in Scotland, which would be the best data we hold 
currently.  
 
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.)? 
 
The most significant challenge to our beneficiaries during lock down will be the lack of physical 
exercise. Given the qualification criteria to be considered within the shielding category, many of our 
beneficiaries such as those with COPD would in normal times be accessing Pulmonary rehabilitation 
(PR). This for many has stopped entirely however some people do have access to digital PR and as a 
charity we would like to see the Scottish Government ensuring that everyone can access digital PR if 
they require it.  
 
Additionally those with ILD but predominately IPF may have been considered for one of only two 
anti-fibrotic drugs are available (pirfenidone and nintedanib) but cannot access this support at the 
moment. We enclose below a section of a letter to the Minister for Public Health, Sport and 
Wellbeing on this issue.  
 
we know that many of the day to day respiratory diagnosis activity such as lung function testing is on 
hold for the understandable reason of possible virus transmission. Indeed, this is just one of the 
things we hope can be addressed by reviewing the Respiratory Care Action Plan for Scotland. 
However, for many people living with lung conditions such as Idiopathic Pulmonary Fibrosis (IPF) they 
cannot wait for lung function testing to be made safe. Although there is no cure, two anti-fibrotic 



drugs are available (pirfenidone and nintedanib) which have been shown to slow progression and 
extend life. Under current SMC rules these medicines may only be prescribed to patients with a lung 
function (Forced Vital Capacity or FVC) of 80%-50% of the predicted value based primarily on health 
economic analysis.   
 
Understandably we cannot currently in most cases measure a patients FVC at this current time. So, 
we are therefore asking that you and your clinical advisors consider suspending, for a period of 12 
months, the SMC requirement for a lung function test for a specific cohort of IPF patients. Namely 
those whose start on anti-fibrotic treatment will be delayed because of reduced lung function testing 
capacity due to the COVID-19 outbreak. 
 
We would also ask that the Scottish Government discusses with its clinical advisers about the risk of 
catching the virus and having complications with it for people living with Bronchiectasis a long-term 
condition where the airways of the lungs become abnormally widened, leading to a build-up of 
excess mucus that can make the lungs more vulnerable to infection. This is a patient group with 
heightened anxiety to catching respiratory infections.  
 
For those living with asthma or severe asthma shielding will be having an impact on their physical 
health, especially if they usually require a lot of clinical intervention. We believe that as we learn to 
live with this virus that we should increase the digital care for this group and when possible for other 
respiratory conditions too. This could be done by more access to apps such as MyCOPD for COPD 
and for both utilising digital/smart peak flows and inhalers.  
 
Finally on the economic harm to this group. It is very difficult to forecast how economically harmed 
the respiratory community will be during this pandemic. It is difficult because of the significant 
numbers of people living with lung disease in Scotland. Whilst for conditions such as COPD and IPF 
the patient cohort is generally older and post retirement age, it is not exclusively the case that this 
group will not be of working age. Asthma too has a very wide age demographic affection children 
and adults alike. For the 80,000 people shielding with lung disease there will be a sizable proportion 
who will be working and as a result with be feeling economic harm.  
 
What support needs do you think your client group will have as lockdown eases?  
 

 We think that the Scottish Government approach of providing more information to the 
shielded group is vital. It allows people to be informed of the risks to them.  

 We would ask that there is a strong public message regarding the use of face coverings, 
stating that for some with a respiratory condition they cannot wear them.  We would 
welcome the opportunity to discuss these exemptions to any mandatory policy and also to 
discuss how people could prove to bus drivers, police officers etc that they are exempt.  

 We think that the Scottish Government could look at dispensing hand sanitiser to the 
shielded groups as they start to go outside more. You will know that this is a very difficult 
item to procure at the moment and even more so if you are unable to visit the shops.  

 We think that there should be signposting to organisations like ourselves to combat fake 
news and to help protect the NHS by offering people advice on how to live well with their 
lung disease.  

 There should be more and better access to digital care for those within the respiratory 
category of shielding.  

 Government messaging could include respiratory disease symptoms and flare ups as one of 
their if its urgent its urgent messaging.  

 Information not only directed at people who have been shielded about staying safe but also 
information to those who may visit them. Many of these reunions will be very emotionally 



charged and people may need to be reminded that they cannot hug and kiss loved ones for 
example.  

 Stressing the importance of clean air to the rest of the public to try and keep pollution levels 
as low as possible to protect people from suffering an exacerbation of their lung disease.    

 
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 we do, however there are many inherent dangers the virus poses to the respiratory community 
so that must be in mind at all times. Whilst certain activity may carry the same risk of infection as 
someone without lung disease the important message is that should they catch COVID-19 they may 
have a severe reaction to the symptoms. There need to be significant advice about how best not to 
catch the virus. That should include the rejection of bad habits people may have developed such as 
wearing gloves at all times and not hand washing, or the reusing of face coverings.  
 
However we do believe that out beneficiaries would welcome more information and choice and we 
would be happy to work alongside the Scottish Government to reiterate the messages above.  
 
 



 
From: <[redacted]@bhf.org.uk>  
Sent: Wednesday, 17 June 2020 12:38 
To: Health Condition Covid Enquiries <HealthConditionCovidEnquiries@gov.scot> 
Cc: <[redacted]@gov.scot> 
Subject: FW: Shielding - next steps- question set for stakeholder organisations 
 
  
  
___ 
[redacted] 

British Heart Foundation 

The Cube, 43a Leith Street 

Edinburgh | EH1 3AT 

[redacted] 

Help us beat heartbreak forever 
Nothing’s more important than the people you love. We can only continue to fund life saving 
research with your help. Please donate £3 today. 
Find out more at bhf.org.uk 
From: [redacted]  
Sent: 12 June 2020 08:50 
To: HealthConditionCovidEnquiries@gov.scot 
Cc: <[redacted]@bhf.org.uk> 
Subject: RE: Shielding - next steps- question set for stakeholder organisations 
  
Dear [redacted] 
  
Thank you for your engagement on this topic. Please find my responses to the questions below;  
  

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?) 

British Heart Foundation is the nation’s largest independent funder of heart and circulatory disease 
research in the UK. We work alongside partners in Government and the NHS to transform the 
detection, treatment and support for people with heart and circulatory disease.  
  
Two specific groups of people with heart and circulatory disease (transplant recipients, and pregnant 
women with congenital heart disease) are included within the shielding categories and other people 
with heart and circulatory disease may fall in to the sixth category (asked to shield based on clinician 
assessment of risk). Further, a significant proportion of people with heart and circulatory disease are 
choosing to shield because of their own concern about their risk.  
  
In addition to our work funding medical research, we have a patient helpline staffed by cardiac 
nurses (extended opening throughout Covid-19), and significant online resource for people with 
heart disease and health professionals. 

  
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.) 

We don’t have data on the numbers of heart transplant recipients or pregnant women with 
congenital disease living in Scotland as this information is not publicly available. One particular point 
to note is that both are likely to have a large proportion of people who are in younger age groups, 
due to the nature of the condition for which they are shielding. This raises particular issues around 
work and family responsibilities.  
  
Please find attached a document summarising the results of a recent survey we ran on this issue. 
This is a UK wide survey so is representative of the UK population, rather than Scotland specifically. 
It should give an insight into the concerns and priorities but given the sample size in Scotland, 
probably not appropriate to extrapolate the quantitative figures.  
  
A key point to note is that in addition to those who have been requested to shield, a similar 
proportion of people with heart and circulatory disease are choosing to shield. There are particular 
concerns for this group with regards to employment issues. This will be challenging for those who 
fall into the shielded categories but this additional group of people will also be affected. 
  

  
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.)? 

[redacted] 
  
We are particularly concerned about employment issues for those shielding (including those who 
have chosen themselves to shield) if their employer wishes them to return to work. Clear guidance 
on this issue for employers and ensuring that those shielding are clear about their rights under 
employment law in this situation will be important.  
  
 
[redacted] Shielding is a significant undertaking, and the mental and physical impacts of that should 
not be taken lightly. People living with long term health conditions are already at increased risk of 
mental health issues, and there is concern that the impact of shielding and a lack of access to health 
care will exacerbate that. It is important that consideration is given to these specific challenges in 
the development of a wider mental health response to Covid-19. 
  
[redacted] The implications of this are interesting to consider in line with the needs of pregnant 
women with congenital heart disease. This is a very high risk group for mental health implications. 
The mental health impact of congenital disease is well documented, as are the mental health 
impacts of pregnancy. In the time of Covid-19, this is likely to be exacerbated.  
  

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

  
Continued support around food/medication 
Improved access to health care 
Support and guidance on employment issues  
Tailored mental health support.  
  



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? 

  
I think that, particularly given that a number of people who are not on the ‘shielding list’ are 
choosing to shield themselves because of concern about their risk, increased understanding of 
personal risk and allowing people to choose how to mitigate that in a way that fits with what 
matters to them will be useful and welcomed. 
  
Kind Regards 
  
___ 
[redacted] 

British Heart Foundation 

The Cube, 43a Leith Street 

Edinburgh | EH1 3AT 

[redacted] 

Help us beat heartbreak forever 
Nothing’s more important than the people you love. We can only continue to fund life saving 
research with your help. Please donate £3 today. 
Find out more at bhf.org.uk 
 



 
From: <[redacted]@britishlivertrust.org.uk>  
Sent: Tuesday, 9 June 2020 09:32 
To: <[redacted]@gov.scot> 
Subject: RE: Shielding - Next Steps 
 
Dear [redacted], 
 
Many thanks for getting in touch – British Liver Trust will be happy to contribute wherever we can be 
of use. 
 
We attended one cross-government meeting last Thursday and have another meeting today with 
senior civil servants and other patient organisations to discuss the shielding policy and reflected on 
the lessons learnt so far. They are  hosted by DHSC comms but include representatives from the 
DHSC shielding policy team, NHSE, MHCLG policy, MHCLG comms, DWP and Defra.  
 
In our consultations to date, we are asking for a long list of concerns to be addressed  including 
clarity about the guidance, the evidence base, employment, finances and benefits, support, ongoing 
interactions with family members as lockdown loosens, reengaging with healthcare and how the 
NHS might meet the ongoing needs of people who are shielding, better communication and disparity 
between the nations.  
 
Our most significant challenge is that lack of a unified approach across the 4 UK nations. This has 
caused enormous concern amongst patients, who are understandably confused about why the 
advice differs depending on where they live. Last month we wrote to each of the CMOs asking that 
any new  guidance is the same across all 4 UK nations and that decompensated liver patients are 
included in the guidance. We received a letter from Northern Ireland CMO stating: The UK CMOs 
have established a panel to advise on the need for shielding in respect of various patient groups. 
Patients with decompensated cirrhosis are under active consideration and a decision on their 
status is imminent.  

Do you see any likelihood for a joined up approach?  

The direction of travel from DHSC is that there will be a more individualised patient centred 
approach with clinicians able to add and remove people from the ‘shielding’ list – for example when 
there are other or multiple risk factors associated with poor outcomes and Covid-19. We have 
stressed that clinicians need adequate guidance, advance notice and resources to administer this. 
We are also working with the leading clinicians at groups including BSG, BASL and NHSBT to review 
the clinical guidelines for those liver patients who shield and the plan is for each of the organisations 
to sign up to the new recommendations and thus deliver as consistent an approach as possible 
across the UK. 
 
Best wishes, 
[redacted] 
 
 



 
From: <[redacted]@cpscot.org.uk>  
Sent: 08 June 2020 17:31 
To: <[redacted]@gov.scot>; Health Condition Covid Enquiries 
<HealthConditionCovidEnquiries@gov.scot>; <[redacted]@gov.scot> 
Subject: RE: Shielding - next steps- question set for stakeholder organisations 
 
Dear [redacted] 
 
Please find below our responses to your questions regarding shielding for people 
with Cerebral Palsy.   
 
I have also attached our recent report on the research Cerebral Palsy Scotland 
undertook last month, which some of the responses below are based on.  
 
We have shared the updated guidance on shielding published today on our 
website and social media channels and we continue to respond individually to 
the anxiety being felt by people with CP regarding either the fact that they are 
shielding or the fact that they haven’t been officially told to shield but feel they 
should be.  
 
If you would like to discuss any of this further, please do not hesitate to contact 
me. 
 
With kind regards 
[Redacted] 
 
www.cerebralpalsyscotland.org.uk 
 
Cerebral Palsy Scotland, 10 High Craighall Road, Glasgow G4 9UD 
Cerebral Palsy Scotland is a Scottish Charitable Organisation (SCIO) 
Scottish Charity Number SC022695  
 
Cerebral Palsy Scotland staff are currently working remotely. If you need advice or 
support, you can contact us by phone or email on 0141 352 5000 and 
info@CPScot.org.uk  
If you would like to speak to someone for advice, please get in touch and we will arrange 
that as soon as we can. 
 
There will be regular updates and advice on our website and on social media. Please 
have a look at https://cerebralpalsyscotland.org.uk/article/news/coronavirus-and-
cerebral-palsy   
 
From: [redacted]@gov.scot On Behalf Of HealthConditionCovidEnquiries@gov.scot 
Sent: 05 June 2020 08:42 
To: 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?) 
Cerebral Palsy Scotland work with anyone with a primary diagnosis of cerebral 
palsy (CP) across Scotland. People with cerebral palsy were identified as being 
“vulnerable” in March although information and guidance was refined as time 
went on and therefore not everyone with CP required shielding. Simply having 
cerebral palsy does not necessarily put someone at higher risk of getting infected 
with coronavirus but if someone also has an associated condition or treatment that 
affects the immune or respiratory system, it may put them at increased risk. For 
example, some people with cerebral palsy have specific respiratory conditions, 
asthma, or have severe postural difficulties that affect their ability to cough 
well.  There was great confusion amongst our population around whether they 
should or should not be shielding and also around what shielding meant.  
 
Cerebral Palsy Scotland have continued to support people with CP whilst our 
centre in Glasgow is closed in the following ways: 

 We offer “lockdown appointments” with a clinical specialist in CP via NHS 
Attend Anywhere/Near Me 



 We are responding to phone and email queries from families, carers and 
people with CP from everything to employment advice to wellbeing 
resources 

 We have produced virtual demonstrations for families to help them support 
their child’s development when access to community services are restricted 

 We host online virtual get-togethers for adults with CP 
 We produce a weekly CP digest so that our community remains connected 

and up to date with the latest guidance etc. 
 We have consulted with our population to understand the lived experience 

of people with CP and the impact restrictions are having upon them. The 
results of this survey have been shared with the Clinical Priorities Team at 
Scottish Government and with the Neurological Alliance of Scotland.  

 
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.) 
[redacted] Some people have not received a shielding letter but have chosen to 
shield themselves. Others have been advised by their GPs that they should be 
shielding but also may not have received a letter. From the enquiries we have dealt 
with people with children who are shielding are not planning to send either their 
child with CP or their siblings back to school in August.  However, this is having an 
extremely stressful effect on families in that the children are feeling isolated and 
socialisation opportunities and parents are under intense stress having no access 
to their regular support networks.  Families report their concern that the specialist 
health and education provision that is usually provided through school is just not 
happening. [redacted] 
 
[redacted]  Many are relying on family members (often elderly parents) for care 
and we have had request for guidance about what to do if personal assistants are 
vulnerable or have a family member shielding. There is a nervousness amongst 
people who have tried to limit the people they have had in their homes to help 
them about how they re-introduce carers and other health services 
(physiotherapy, OT etc).  
  

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.)? 
The biggest challenge that people with CP are reporting is that they believe the 
current situation is impacting negatively on their physical health.  For adults we 
have seen an increase in enquiries about how to manage pain. With less access to 
community support and carers (some people have had care packages cut) people 
are often being left in their chairs for longer periods than before, they are getting 
stiffer and reporting that they are less able to do many of the things they were 
previously able to.   
 



For children, parents are worried about their physical development. We have had 
enquiries from people whose children have grown out of equipment (eg splints or 
chairs) rendering the equipment useless at best and potentially harmful.  
 
[redacted] 
 
People with CP can also find it hard to judge distance so there is concern about 
being able to judge how to keep 2 metres apart to be able to stay socially 
distanced or being able to manoeuvre or get out of someone’s way in time. This 
has led to increased anxiety about going outside and taking physical exercise 
outside the home, which in turn has fed into the reported decline in physical 
wellbeing for people.  
 
Wearing a mask has also led to anxiety.  Some people with CP have difficulty 
breathing and this is exacerbated by wearing a face covering.  

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

eases?  
The most important thing will be clear guidance.  People are asking how the 
guidance relates to them and to their condition. We have been ensuring that the 
advice and information we have been publishing has been CP specific. Ensuring 
that people know where to get condition specific advice is therefore 
important.  Secondly, priority access to rehabilitation, physiotherapy, speech and 
language therapy and occupational therapy as well as other services like podiatry, 
orthotics and dental services will be important for people with CP to ensure that 
they can maintain functional skills that they are reporting being concerned about 
losing during lockdown. Many will need additional help to get them back to where 
they were before.  (This is where organisations like Cerebral Palsy Scotland who 
can provide clinical services can assist, but not without funding).  
  

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, as long they are able to access condition specific information so that they are 
able to make informed choices about what will keep them well.  There is a great 
deal of anxiety for people with CP, especially since the condition was specifically 
referred to as causing people to be vulnerable.  For many of our population, the 
impact of not being able to access services may well have a longer term impact on 
their health and wellbeing than the risk of contracting Covid.   

 
 
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]@childrenshealthscotland.org>  
Sent: 11 June 2020 17:10 
To: Health Condition Covid Enquiries <HealthConditionCovidEnquiries@gov.scot> 
Cc: <[redacted]@gov.scot>; <[redacted]@childrenshealthscotland.org>; 
<[redacted]@childrenshealthscotland.org> 
Subject: RE: Shielding - next steps- question set for stakeholder organisations 
 
Good afternoon 
Thank you for your email. In relation to the questions detailed below we can provide 
the following responses that we have drawn from our research and evidence.  If we 
can be of further assistance please let us know.  

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?) 

Children’s Health Scotland supports Kinship Carers, some of whom are shielding, 
Even if they are not in receipt of the formal government letter many of them will have 
decided to self-isolate and shield on account of their age and underlying health 
conditions. The Kinship Carers mostly fall into an older bracket, often from a more 
vulnerable sociodemographic and with underlying health conditions arising often 
from health inequalities due to said demographic. Ordinarily we provide face to face 
workshops on various health related matters. Currently under COVID-19, this has 
been adapted to include ‘Kindness’ and 1:1 calls on health enquiries, Q and A 
sessions and webinars to deliver the health topic workshops (bite-sized). Enquiries 
have largely centred on concerns around the children’s mental health and emotional 
wellbeing including distressed and disturbed behaviours due to the traumatising 
effect of the pandemic.     

In relation to our Children’s Health and Wellbeing Service we are now carrying out 
regular ‘Kindness’ and 1:1 calls with children, young people and families.  All the 
families that we are connecting with have a child or young person living with a long-
term health condition and many are shielding. These children and young people 
have been referred in the past to our Self-Management Service – a workshop 
programme aiming to support children and young people to cope better with their 
health conditions by building confidence, self-esteem, communication skills and peer 
connections.  

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.) 

The children and young people in contact with our Self-Management Service are all 
aged between 10 and 17, but we do not record or store the additional data that you 
detail above. 



The Kinship Carers fall into an older age bracket, often from a more vulnerable 
sociodemographic and often with underlying health conditions arising from health 
inequalities due to said demographic. It is quite difficult to provide hard numbers as 
Kinship Carers will often perceive themselves to be shielding when they have not 
actually received the government letter. In a few cases, we advised they return to 
their GP for advice on this. One grandfather had been told by a condition support 
group and specialist clinician, that he should have received a letter when he had not. 
Another grandmother was shielding in a very high-risk category where the child was 
also shielding. These Kinship Carers are the carers of their grandchildren where the 
birth parent is incapable of looking after their own children. CHS has heard of cases 
where because of COVID-19, the grandparent has also had to resume care of the 
adult birth parent as well as the grandchild. Equally there have been cases where 
the birth parent having previously been incapable, will step up to the plate to help 
where the grandparent is struggling to continue to care for their grandchildren.    

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.)? 

The families that we are supporting via our Children’s Health and Wellbeing Services 
and our Self-Management Service have reported that shielded children are 
struggling with both their physical and mental health. They are no longer able to 
access community-based therapies and activities and feel that their physical health 
has suffered because of this. We have had families report that community 
rehabilitation therapies have stopped and not been offered remotely. This group of 
children and young people are already socially isolated and are reporting increased 
feelings of loneliness, anxiety and low mood.  

In relation to Kinship Carers, their physical health was the driver which caused them 
to shield in the first place. Their mental health has certainly been affected both in 
regard to their own anxieties around the uncertainty of the current situation but also 
now experiencing the effect on their grandchildren of anxiety, fear, lack of school and 
access to peers, social isolation, “pressure cooker” effect of lockdown and feeling of 
being traumatised (many of the issues under COVID-19 trigger trauma memories of 
the children’s adverse childhood experiences) and almost the greatest of the lot - the 
children’s fear that they will lose their grandparent, the person on whom they rely on 
the most.   

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

Some children and young people have reported to us that they feel more anxious 
about shielding now that lockdown is easing as they begin to see peers returning to 
social activities and planning for a return to school in August. They feel unsure 
about what shielding means for them over the Summer and heading towards the 
next school term. Parents and carers also report confusion around what the 
shielding guidance means for their other children, and whether the shielding child’s 
siblings should be returning to school.  

We are: 



 Working to provide mental health and wellbeing support to families at home 
to meet this increased need. This will include ‘Home Health & Wellbeing 
Packs’ with guidance, activities and resources. 

 Adapting our Self-Management Service to be delivered and accessed online 
so that we can support children and young people to connect with one 
another.  

 Offering online Health and Wellbeing activities to schools to support children 
and young people’s home-learning.  

As lockdown eases we have already been hearing from Kinship Carers about how 
nervous they are about children going back into school with greater numbers of 
children than are there at present with the associated risks of children returning 
home from school with the virus. This may or may not be valid but does not alter the 
carers’ fears. They would need scientific assurance and a clear and robust plan that 
their child was not at risk of becoming a carrier or “asymptomatic shedder”. With 
shielding now being continued until the end of July, there will be a brief 11 day 
window before the schools go back unless a scheme is introduced whereby children 
of shielding Kinship Carers are phased back later than 11th August.   

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? 

From our discussions with shielding families, the majority have said they feel anxious 
about decisions being ‘pushed back’ to them as they would feel guilty if their child 
then became ill, and feel it is a heavy responsibility to bear.  They have said they 
would prefer Guidance from their child’s lead clinical team – where individual risks 
could be balanced against possible benefits.  

In relation to Kinship Carers the increased flexibility in the Guidance has tended to 
promote confusion in the minds of carers who may need support “to better decide for 
themselves which measures to follow”. 

Children’s Health Scotland has had to interpret the existing Guidance which may say 
that a child can safely attend school providing the social distancing and hygiene 
measures are adhered to. In the end, it has come down to balancing one risk against 
another i.e. the health of the Kinship Carer against the long-term adverse impact on 
the mental health and wellbeing of the child. However, we know of cases where 
armed with our interpretation, carers have requested a risk assessment with school 
and social work as per the advice in the Guidance.  

The bottom line is that carers are “frankly terrified of catching it – as then who will 
look after my grandkids?” Some have even made Guardianship arrangements 
against their feared worst outcome.     

Kind regards 
[redacted] 
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