
 

May 2020 

Dear PID UK supporter, 

The world has obviously changed since our last newsletter. The COVID-19 pandemic poses unprecedented 

risks to all, including the PID community. PID UK is determined to do everything we can to make sure that 

you are supported and kept up to date during this uncertain time.  Remember, you are not alone.   

This bumper issue has a mixture of COVID and non-COVID news that we hope you will find helpful, and as 

always, if there is anything that we can support you with, please just let us know.   

COVID-19 research update 

Vaccine development  
 

 
 

 
The RECOVERY project  
 
This UK project aims to help identify the best treatments for COVID-19 through large randomised 

controlled trials. Treatments that are being looked at include: Hydroxychloroquine; Azithromycin; Kaletra 

and Tocilizumab. You can read more about the RECOVERY programme at 

https://www.gov.uk/government/news/worlds-largest-trial-of-potential-coronavirus-treatments-rolled-

out-across-the-uk 

Trials of ‘convalescent’ plasma treatment  

Dr Matthew Buckland, Chair of PID UK’s Medical Advisory Panel says ‘Plasma 

treatment for COVID is being considered based on a few promising cases in China 

and past experience with Severe acute respiratory syndrome coronavirus (SARS). 

Plasma from people who have cleared infection appears to help those who are sick 

clear infection more quickly. Trials are needed to see if it really helps people get 

out of hospital more quickly too. There have been lots of offers from people to 

donate. If it works it may be an option for PID patients who don’t make antibodies 

to get some passive protection or treatment.’ 

 

 

We all know how much a vaccine against COVID-19 is needed. This 

great article from the Wellcome Trust gives an insight into the stages 

involved and how the timescales of usual development are being 

dramatically speeded up to address the urgent need.  Thankfully, 

initiatives at Imperial College London and Oxford University are 

leading efforts to develop a vaccine and collaborative partnerships are 

being struck with pharmaceutical companies to ensure that 

infrastructure is in place for large-scale production if an effective 

vaccine is found.   

 

 

https://www.gov.uk/government/news/worlds-largest-trial-of-potential-coronavirus-treatments-rolled-out-across-the-uk
https://www.gov.uk/government/news/worlds-largest-trial-of-potential-coronavirus-treatments-rolled-out-across-the-uk
http://www.worldpiweek.org/
https://wellcome.ac.uk/news/how-can-we-develop-covid-19-vaccine-quickly


 

The NHS is calling on people who have recovered from COVID-19 to donate blood plasma, as part of a 

clinical trial to help work out how effective convalescent plasma is for treatment coronavirus patients.  

Specific eligibility criteria apply and volunteers need to live near a donation centre.  Please encourage 

friends and family who have had COVID-19 and recovered to take part. Find out more at  

https://www.nhsbt.nhs.uk/how-you-can-help/convalescent-plasma-clinical-trial/  

Anti-viral drug trials 

The anti-viral drug Remdesivir is showing promise in the treatment of COVID-19. The results from the 

National Institutes of Health trial showed that the drug resulted in a faster time to recovery and a small 

reduction in death rate.  More trials are needed to fully confirm the data but very recently the Food and 

Drug Administration (FDA) in the USA has granted Remdesivir emergency use status.  

The anti-viral drug Favipiravir has also shown promise in an early study reducing the time to viral clearance.  

Further trials are planned: https://www.sciencedirect.com/science/article/pii/S2095809920300631 

 

There are currently 289 worldwide interventional studies on COVID (that is trials that involve a drug or 

procedure to treat patients) and in total there are more than 1000 active trials of all types ongoing, trying 

to improve the data and our understanding of this new disease.  That is a huge research effort built up in a 

very short time.  

Two important COVID-19 research studies you can get involved with 

 

 

 

The study will involve filling in an on-line questionnaire to collect information about your lifestyle, diet, 

longstanding conditions and prescribed treatment. Completion takes 30-60 minutes. After that, you will be 

contacted monthly via email to report possible symptoms of coronavirus disease. The data you provide will 

be linked to your medical records, to allow the study team to investigate whether coronavirus infection 

may affect long-term health.  For further information, please visit the study website: 

www.qmul.ac.uk/covidence. 

COVIDENCE UK study 

Researchers from Barts and The London Medical School and other universities in 

London, Edinburgh, Swansea and Belfast would like to recruit people aged 16 years or 

older to take part in a national research study called COVIDENCE UK. This research is 

designed to find out whether people with conditions such as PID may be at increased 

risk of coronavirus disease. The researchers are looking to recruit a broad mix of 

people from all over the UK, including those who have NOT had coronavirus infection, 

and those who HAVE already had proven or suspected coronavirus infection.  

 

DNA studies 

The store of DNA in the UK Biobank is being used to study why the severity of 
symptoms for COVID-19 varies so much between affected individuals.  Read 
more at: https://www.bbc.co.uk/news/health-52243605 

 

https://www.nhsbt.nhs.uk/how-you-can-help/convalescent-plasma-clinical-trial/
https://www.nih.gov/news-events/news-releases/nih-clinical-trial-shows-remdesivir-accelerates-recovery-advanced-covid-19
https://www.sciencedirect.com/science/article/pii/S2095809920300631
http://www.qmul.ac.uk/covidence
https://www.bbc.co.uk/news/health-52243605


 

COVID App study 

You can take part in important research to improve the understanding of the spread of infection and its 

impact on the PID community. The App, supported by UKPIN, working with PID UK, is part of a national 

programme and has been set up so that information about PID patients can be collected specifically. 

The App can be downloaded from this website: https://twinsuk.ac.uk/our-research/ covid-19/. You must 

register with your postcode and email address.  Please let PID UK know you have registered by sending us 

an email, with your full name and postcode, so that the relevant information can be pulled together at a 

later date.   

Thanks so much to those people who have already been in touch with us about their participation.  

 

Benefits update 

 

 

COVID-19 information and support 
We understand what a worrying time this is for the PID community so don’t forget we have a range of 

support materials on our website at http://www.piduk.org/whatarepids/management 

We now have more local information for those living in Wales, Scotland and Northern Ireland.  

 

 

 

PID UK activities

 

 

PIP telephone assessments are now being used during the lockdown 

period and are likely to be used for the foreseeable future.  PID UK 

now has access to an updated PIP guide that covers additionally 

telephone assessments. It covers topics such as the legal notice 

period, how to prepare, what you will be asked and recording an 

assessment.  Please get in touch with us at hello@piduk.org if you 

would like a copy. 

 

Even though we have been dealing with the COVID-19 pandemic we have 

been involved in a number of advocacy activities.  Here are just some: PID UK 

co-signed a letter to The Times newspaper calling on NICE and NHS England to 

update their processes so people with rare conditions have fair and equal 

access to new drugs; PID UK wrote to the Medicines and Healthcare Products 

Regulatory Agency (MHRA) concerning the need for a rapid review of the 

policy concerning the routine use of UK plasma and Susan, our Director, took 

part in several Public Health England SCID New Born Screening meetings. 

https://twinsuk.ac.uk/our-research/%20covid-19/
mailto:hello@piduk.org
http://www.piduk.org/whatarepids/management
http://www.piduk.org/whatarepids/management/covidwales
http://www.piduk.org/whatarepids/management/covidscotland
http://www.piduk.org/whatarepids/management/covidnorthernireland
mailto:hello@piduk.org


  

Donations and fundraising 

 

 

New fundraisers for PID UK 

Meet our brilliant fundraiser Mark  

“My wife Claire was diagnosed with CVID back when she 

was a child aged 9. We met 10 years ago and at first it was 

hard for Claire to explain what CVID was, but over time I 

got to understand and be able to manage it with her. Claire 

explained how from the age of 1 she was prone to 

infections. 

During pregnancy she as unwell due to the effects of CVID, 

but we have a beautiful daughter, Amelia. I find the help 

and advice that PID UK give, is invaluable.” 

Mark is running the Manchester Half Marathon in Manchester for PID UK. You can support his JustGiving 

page here. Contact us at hello@piduk.org if you would like to take on a fundraising challenge for PID UK. 

Spreading the word with a home for a bird 

  

Trudy and Mark Walker are making bird boxes to raise awareness of PID 

and raise funds for PID UK.  They say ‘Due to loss of species’ habitats by 

human practices, both in urban and rural areas; it is vital to offer places to birds to help them maintain 

their numbers. We are making nest boxes from waste materials for friends, family, colleagues etc. to create 

a home for nesting birds However, don't worry too much about missing the breeding season this year they 

will also serve as a safe and dry roosting place to get birds through the long cold nights. We hope you will 

get a much-welcomed resident’.  Visit their just giving page at 

https://www.justgiving.com/fundraising/spreadingthewordwithanhomeforabird 

Thank you to everyone who has donated to 

PID UK recently. NEVER has your support 

been needed so much as we face a 

downturn in income from cancelled 

fundraising events such as marathons, fun 

runs, cycling events etc.  We just couldn’t 

provide the service and support we offer 

without your help, so please do consider 

making a donation.  Remember if you tick 

the gift aid box we can claim an extra 25%.  

 

https://www.justgiving.com/fundraising/mark-douglas25?fbclid=IwAR2qJ9w6MITq5Ksm2a0bI3XHC4M_P_TB1SSilvMbksoO1b9Eltqv5gSyE6w
mailto:hello@piduk.org
https://www.justgiving.com/fundraising/spreadingthewordwithanhomeforabird
http://www.piduk.org/donate


 

Let’s celebrate #WorldPIWeek 

This year #WorldPIWeek is running for an incredible 10 weeks. Together, with the PID Community, we will 

be using this time to celebrate our wonderful community and the amazing people who are affected by PID.  

Our brilliant supporter Scott has shared his story. Watch his 

inspiring video, describing his journey, what he has learnt 

along the way and how he wants to help others. Thank you 

for sharing Scott. https://youtu.be/vknIwXgB1gQ 

We would love to hear your story, please share with us and 

help to bring strength to others. Email hello@piduk.org  

 
 
New funding for PID UK 
 

 
 

Thank you to our supporters, the Medical Panel and the Patient Representative Panel for their help during 

the Coronavirus crisis. Your help has been invaluable. 

Keep well, stay safe and we will get through this together.  

With best wishes,  

Susan and Emma 

The PID UK Team  

Click to Unsubscribe  

Read our Privacy Policy 

 

 

PID UK would like to give a HUGE thank you to Amdel 

Medical Ltd who have pledged a grant over three years to 

help PID UK part fund a PID psychology service at 

Heartland’s Hospital in Birmingham.  Thank you so much.  

We will be bringing you more news on this initiative when 

the position is filled.   

 

https://twitter.com/primaryimmuneuk
https://youtu.be/vknIwXgB1gQ?fbclid=IwAR0gyFtCxSY4hpTIJBEWsHRFWYCEq5x_lelZE7cyzKPfCP0CCNKWd2bLIN4
mailto:hello@piduk.org
mailto:emma.bracegirdle@geneticdisordersuk.org?subject=Unsubscribe%20from%20the%20PID%20UK%20database%20emails
http://www.piduk.org/privacy.aspx
https://www.facebook.com/primaryimmuneuk/

