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1. Agenda 

• AGM  
• The first guest speaker is Professor Adrian Edwards Director of Wales Covid 19 

Evidence Centre.  
• The second speaker is Ceri Williams of Wales TUC who will provide an update on 

employment matters relating to long covid.  
• Long Covid Wales will provide the secretariat.  
• Review of the letter that was sent to the Health Minister – Copy to be made 

available to participants. 
  

2. AGM   
Rhun Ap Iorwerth appointed as joint chair  
Proposed: Hefin David 
Seconded: Delyth Jewell 

 
Hefin David appointed as joint chair  
Proposed: Delyth Jewell 
Seconded: Rhun Ap Iorwerth 

  
   Hefin David - Long Covid Wales reappointed as secretariat for the group  
  
             

Members welcomed to the group.  
 



3. Wales Covid 19 Evidence Centre – Long Covid Update July 2022 – delivered by 
Professor Adrian Edwards 
 

Professor Adrian Edwards and Micela Gal lead on what they call knowledge mobilisation, 
focusing on transferring knowledge and evidence into policies. Wales Covid 19 Evidence 
Centre was funded from March 2021 by Welsh Government through Health and Care 
Research Wales to support the use of research and evidence in managing the pandemic 
and establishing the recovery period.  
  
One of the roles of Wales Covid 19 Evidence Centre is to summarise the huge amount of 
research that is available into relevant summaries of evidence that will help 
policymakers use it in practice.  
 
Professor Edwards outlined the process that is undertaken by the Centre – Prioritisation 
of evidence, rapid evidence summary (1-2 weeks), rapid review (months) ending in 
knowledge mobilisation. Examples of these studies are: 
• LOCOMOTION Study (Leeds University) evaluating the long covid services in 10 

centres around the UK.  
• LISTEN Study (St Georges Hospital Long & Cardiff University) developing and 

evaluating self-management support plans for people with Long Covid. 
  

Currently, the team are reviewing the evidence on Long Covid with Bangor University, 
the priorities are: What is the cost impact of demands due to Long Covid on NHS and 
Social Care? and What is the cost impact of Long Covid on employment and caring 
responsibilities? Unfortunately, there is not much evidence yet due to limited material 
available so it would be unwise to proceed to a full review at this time. This will be 
reviewed in a few months. The third priority review which is currently underway is: 
What is the long-term impact of Covid 19 on health-related quality of life in individuals 
after mild symptoms (not hospitalised)? This is likely progress to looking in more detail 
at what support there is for people suffering from Long Covid.  

  
The new research studies need to look at what is required in Wales and what can be 
undertaken rapidly to help policymakers. Wales Covid 19 Evidence Centre is currently 
funded until March 2023. Examples of primary research include Dr Helen Davies (Cardiff 
& Vale) Examining the use of MRI Scanning on the brain and brains stems, looking for 
the difference between people with long covid and people without long covid as well as 
research into antivirals treatments, vaccination attitudes, the mental health of key 
workers, cancer referral behaviour in GPs in Wales and CO2 monitors in schools.  

  
National Institute for Health and Care Research (NIHR) - £50 million committed to covid 
research looking at prevalence, symptoms, diagnosis, immunology, recovery and 
rehabilitation. NIHR has produced 3 reviews to date on Covid 19.  

  
  
 
 
 



Q&A 
How important is it to gather evidence directly from the NHS on the assessment of 
patients with long covid symptoms – people are not feeling that they have been assessed 
in the NHS and have had to go private.  

There are lots of studies by the NHIR which are examining thousands of patients that 
should tell us about the range of symptoms. These studies should help with giving us 
the range of symptoms, but there may be different conditions within the condition 
of long covid such as inflammatory problems, immunology problems, chronic fatigue 
problems, blood clots problems etc. The LOCOMOTION study only looks at patients 
who are referred to the Long Covid Clinics only. The lack of services in Wales was 
highlighted.  

  
The disease has different manifestations – should the priority be a diagnostic test? What 
work is proposed in Wales to look at the effects of anticoagulation on Long Covid?  

The Heal Covid Platform is undertaking research into therapeutics in Long Covid. 
There are researchers in Wales who are keen to work on therapeutics which can be 
funded by the NIHR but Wales Covid 19 Evidence Centre are keen to undertake 
research that has a Welsh context.  

  
Is there any research that can prove that people have caught covid at work? 

It would be tough to prove. It’s important to try and work it out. Some related issues 
have been looked at such as racism in the NHS. It is important to look at 
occupational exposure. The stakeholder groups can submit requests such as this and 
they would be open to looking at this topic. These requests are assessed by looking 
at the scale of the burden, is it relevant to Wales, is timely and how can it help us 
change something in practice.  

  
Is there any patient input being considered when you make your policy decisions? 

The Wales Covid 19 Evidence Centre appreciated the enormous impact Long Covid 
has had on people’s lives and supports patient representation. Professor Evans is the 
chair of an advisory group for the LOCOMOTION study and he made sure there was a 
public participant in that advisory group. Patients are engaged through patient 
representation groups and public consultations. Since December the Wales Covid 19 
Evidence Centre has established the public partner group which takes user views 
into all areas of the processes as previously discussed. Numerous public interest 
groups have been approached for their views as well.  

  
Is it acceptable to be waiting 27 months post infections to receive treatment? Are there 
any studies or evidence on inflammatory markers (cytokines panels) being undertaken in 
Wales? 

There have been several pieces of work on waiting list management. The Wales 
Covid 19 Evidence Centre haven’t looked at cytokines but would welcome a proposal 
to look at this or other studies that may have already looked at this. 

 
Are they any studies that people in this group could take part in now? 

The LISTEN STUDY is recruiting now. There are public involvement groups where 
people can contribute. 



 
Professor Evans was thanked for his presentation. 
  

4. Covid In The Workplace – Ceri Williams (TUC) & Rhianydd Williams 
  
Ceri thanked the group for the invitation to speak today. Ceri will jointly present with 
Rhianydd Williams.  
 
Ceri informed the group that the Industrial Injury Advisory Council are working on a paper 
that will recommend the prescription of Covid 19 for a restricted number of conditions and 
workers and is limited to certain conditions that are easy to prove and easy to measure. The 
process to get this paper to the UK government was outlined.  
 
Rhianydd discussed equality issues and the development of case law. There is now case law 
that allows us to consider Covid as a disability. This change supports individuals to request 
reasonable adjustments from their employers.  
 
Ceri informed the group of the Covid Safety Pledge. This commits employers to develop a 
plan of protection for staff and the public. Workers can ask their employers to commit to 
this pledge. The TUC actively support workers with Long Covid and is lobbying the 
government to undertake more research on this topic and to support workers fairly.  
  
Rhianydd discussed what reasonable adjustments are for workers. Some organisations have 
good policies in place but there are a lot of organisations that do not have any policies in 
place. The TUC have a toolkit on disability and hidden impairment in the workplace and 
support for individuals with Long Covid which is available on the website.  
 
Q&A 
 
Is this the responsibility of the UK government? 

No, there are areas where the Welsh government could do more especially about 
policies to support workers and support more research in Wales. 
 

Tomorrow the full pay for NHS workers in Wales will end (in Scotland it will end in August) 
where does the TUC stand concerning the continuance of full pay for NHS staff with long 
covid? 

TUC appreciate that these matters have been raised in the Senedd. The unions that 
represent health and care workers are involved in a forum where they are discussing 
this issue regularly. It is the responsibility of the individual unions to press for this. 
The TUC would like to see this continue. Ceri offered to send any more information 
to Rhun and Hefin.  

 
5. Discussion on Actions: 

Links and presentations will be made available to members of the group on request 
Awaiting a response to the questions in Long Covid  
Letter to the minister to discuss children and Long Covid/ services for children with Long 
covid 



Long covid pay in the NHS 
 
  

6. Long Covid Wales Group – Georgia Walby 
 
Members are being referred to long covid services which are found to be unsuitable for 
them due to post-exertional symptoms. They are then referred to a psychologist and then 
back to the GP to ask for another referral. Individuals are also struggling to get tests to rule 
out organ damage.  
 
There is a trial in London STIMULATE ICP Study looking at therapeutics for Long Covid, this 
group would like to see a similar study in Wales. 
 
There is still no route for patient input/representation in Welsh Government policy for long 
covid services.  
 
Encouraged by the ruling on employment law disability 
 
Members of Long Covid Wales Group are still struggling to access health care, social support 
and financial support.  
 

Actions 

Statement of opinion –  
Noting the policy on the Covid Pledge, Long Covid and Covid in the workplace 
  

 
Date of the Next Meeting 
           Meeting in the Autumn – Date and Time TBC 

 


