
 

 

Issue 1 January 2020 

Dear PID UK member, 

A hearty welcome to our first newsletter of 2020 bringing you up to date on all our news. 

 

Coronavirus and plasma safety 

The Plasma Protein Therapeutics Association (PPTA) has issued a statement saying 

that the virus is not a concern for the safety of plasma protein therapies 

manufactured by PPTA member companies (this covers all UK suppliers).  The PPTA 

states that ‘Based on strict screening procedures for plasma donors and the 

established processes of virus inactivation and removal during manufacturing of 

plasma-derived products, PPTA concludes that the 2019 Novel Coronavirus (2019-

nCoV) is not a concern for the safety margins of plasma protein therapies 

manufactured by PPTA member companies’. You can read the rationale and full statement at 

https://www.pptaglobal.org/media-and-information/ppta-statements/1055 

New booklets available from PID UK  

IPOPI have produced two new booklets designed to help your gastroenterologist and pulmonologist (lung 

doctor) understand more about primary immunodeficiency.   

 

 
Hot off the press! 
 
It’s official the number of disorders under the PID umbrella is growing.  The new classification of Inborn 

Errors of Immunity/Primary Immunodeficiencies has just been published.  It reports on 404 immunological 

diseases, with 430 known genetic defects identified as causing these conditions.   

 

 

You can download the leaflets 

from our website but If you 

would like to receive printed 

copies then get in touch with us 

at hello@piduk.org telling us 

which leaflet(s) you would like 

and your postal address.  

 

 

https://www.pptaglobal.org/media-and-information/ppta-statements/1055
https://link.springer.com/article/10.1007/s10875-019-00737-x#PID%20disorders
https://link.springer.com/article/10.1007/s10875-019-00737-x#PID%20disorders
http://www.piduk.org/resourcesforpatientscarersandprofessionals?page=2#IPOPI%20booklets
mailto:hello@piduk.org


Please support our wonderful 2020 fundraisers! 

 

Gary, Julie and Ewan (pictured left) are doing the Kintyre Way Ultra 

Marathon in May. This will be a 32-mile run!  They are doing the 

marathon in memory of Ewan’s mother and to raise awareness of 

immune deficiencies. Ewan says, ‘It is exciting but it will be an epic 

challenge, we have done some big runs in the past but this will be the 

furthest for me so I thought I would do it for a good cause.’ Please help 

them smash their fundraising target by donating at 

https://www.justgiving.com/fundraising/ewan-crawford-1    

 
 

 

 

He says ‘10 April 2017 was a day, which changed the lives of so many people. It was the day that we lost my 

youngest brother Paul, a wonderful son, brother, uncle, godson and friend.  Paul's attitude to life was to 

experience it; to travel and see the world, to try new things and to constantly push himself to be better 

whether that be with his work or his lifestyle.   After Paul's passing, my family created the saying WWPD 

(What Would Paul Do) this would remind us that if we were ever facing a difficult situation we would ask 

ourselves, how Paul would tackle it? This would give us the strength to push on.  

In the spirit of this, I have decided to run the London marathon and collect for Primary Immunodeficiency 

UK (PID) a fantastic charity that helped Paul greatly, providing him with care and information which 

enabled him to never miss out on an action packed and incredible life.  

As someone who has only ever ran for the bus, I am sure this will not be a walk in the park! Thinking about 

Paul laughing at me gasping and plodding along will be just what I need to get it done! 

WWPD forever! Please support us at https://uk.virginmoneygiving.com/SimonNicolaides’ 

 

 

 

Simon Nicolaides is taking on the challenge of running the 

2020 London Marathon on Sunday, 26 April.  He is a 

staunch supporter of PID UK and has raised over £3,500 for 

us over the years.  Simon’s reason for choosing to support 

PID UK is his brother.   

 

https://www.justgiving.com/fundraising/ewan-crawford-1
https://uk.virginmoneygiving.com/SimonNicolaides


 
Feeling inspired?  
 
We have all kinds of suggestions for runs and walks to raise money for PID UK, covering distances from 5k 

to 100k on our website.  Just take a look.  

 

 

 

 

 

 

 

Remember you don’t have to be super-sporty to fundraise for PID UK.  Having a cake sale, a jumble sale, 

holding a quiz, putting a collection tin in your local shop are just some of the ways you could help.  For 

inspiration click here and please contact us at hello@piduk.org if you would like help with your fundraising 

idea.  

SCID newborn screening update 

 

 

 

 

 

 

 

PID UK has representation on the PHE oversight committee and the committee developing information for 

parents at all stages of the screening journey, from those considering taking part in the evaluation to more 

in-depth information for families who receive a positive test result.   

New funding for PID UK 
 

PID UK would like to give a big thank you to Biotest Ltd for their recent restricted grant to cover the costs of 

producing our monthly newsletter in 2020.  Thank you so much. 

 

 

 

Fancy taking in the sights of London whilst enjoying the 

camaraderie of thousands of fellow runners and 

supportive crowds then the ASICS London 10K on Sunday 

5th July is for you.  PID UK has reserved some places so if 

you are interested please contact us at hello@piduk.org.  

Our expectations are that you would raise a minimum of 

£400.  We would help support you all the way.   

 

As you may already know, we have been waiting for years for 

newborn screening for the serious and fatal PID condition severe 

combined immunodeficiency (SCID), to happen in the UK.  With 

funding now fully agreed Public Health England (PHE) plan to start a 

two-year evaluation study in September 2020.  Over this period 

more than 800,000 newborn babies in England will be offered 

screening.  The results of the evaluation will decide whether SCID 

screening will form part of the UK national programme.  Find out 

what is being planned in this PHE blog.   

 

 

http://www.piduk.org/getinvolved/getsporty
http://www.piduk.org/getinvolved/supportingyourfundraising
mailto:hello@piduk.org
mailto:hello@piduk.org
https://phescreening.blog.gov.uk/2019/10/29/scid-update-bloodspot-screening/#PHE%20SCID%20Sreening%20blog


 

 
PID UK activities  
 
In December, Susan, our Director, and Marian, one of our patient representatives, (pictured below), 

attended the UK PIN immunology medical professional conference in Liverpool. They had a busy time at 

PID UK’s stand taking orders for our educational materials from nurses and doctors.  

 

 
And finally don’t forget our change of address  
 

 
 

 
Thank you all for your donations over the last couple of months and for your support!  

With best wishes,  

Susan and Kate 

The PID UK Team  

Click to Unsubscribe  

Read our Privacy Policy 

 

 

Our PO Box changed in November.   

Please send all correspondence to: PID UK, PO BOX 12635, 

Colchester, CO7 5AN. 

 

PID UK provided a £500 grant to Royal Infirmary of Edinburgh for 

their 12th December PID patient event.  

Stacey, one of our patient representatives for the North West, 

represented PID UK at the PID UK sponsored patient event at the 

Royal Manchester Children’s Hospital on the 10th December.  

In December and January Susan took part in three PHE meetings 

concerning the SCID newborn screening programme.   

https://twitter.com/primaryimmuneuk
mailto:Claire.Jeffries@piduk.org?subject=Unsubscribe%20from%20the%20PID%20UK%20database%20emails
http://www.piduk.org/privacy.aspx
https://www.facebook.com/primaryimmuneuk/

