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Dear PID UK supporter,  

How great does Shahera (pictured above) look in her PID UK T-shirt?  But all is not well for this little girl as 

she has a very rare immunodeficiency and needs a stem cell donor.  All her family members have been 

tested but none of them are a match. Her mum and dad, Amina and Shafin, are asking people from the 

Asian, and particularly Bangladeshi, communities to come forward and be tested.  ‘We want to help 

Shahera and other families in similar circumstances with someone in their family affected by a rare 

disorder or cancer. It’s shocking that there is no match for our daughter and other people from Asian 

backgrounds. Shahera looks well but she is suffering so much because of her illness and she’s not having a 

great childhood.  We just want her to be cured soon so she can live a happy, healthy and long life’.   

There are many other children and young adults in a similar position so PLEASE ask family and friends to 

consider being a stem cell donor.  Here is some information on eligibility, who to contact and what it 

involves: Anthony Nolan charity: https://www.anthonynolan.org/8-ways-you-could-save-life/donate-your-

stem-cells and the DKMS charity: https://www.dkms.org.uk/en/register-now .These organisations have 

seen a sharp fall in registrations during the COVID outbreak.  

If you would you like to raise awareness of PID through our T-shirts and running vests at the same time as 

supporting PID UK then visit our webshop here.  

Alison’s EUPATI training 

Alison, one of our patient representatives, (pictured left) is being 

trained as a patient ambassador at the European Patients’ 

Academy on Therapeutic Innovation (EUPATI).  EUPATI is the only 

dedicated training provider for patients and patient advocates on 

the end-to-end process of medicines research and development.  

Here is what she has to say about the course and her motives for 

wanting to learn.  

‘The 4th Cohort of the EUPATI Expert Training Course kicked off in 

December 2019 and I was fortunate enough to be accepted, thanks 

to the support from PID UK. The course gives patients in-depth 

knowledge so that they can make meaningful contributions to the medical community, help develop better 

medicines for patients and become key expert ambassadors for patient involvement in R&D.  The course 

runs through to 2021, and entails six online learning modules covering drug development, non-clinical 

testing through to clinical trials, and regulatory considerations in getting drugs to market. There are also 

face-to-face conferences where the sixty candidates from across thirty EU countries will hopefully get a 

chance to meet up. Through being on the Genomics England Participant panel, I have learned about 
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genetic screening and diagnosis, but the logical next question becomes how to translate that to drug 

development for ultra-rare diseases, so I am hoping this course will dovetail nicely with that work.  We are 

also always pushing for more patient involvement in the research environment in order to get diagnoses 

for those that haven’t yet received one, and so learning about best practice in this area will be really 

useful, as well as being able to understand the challenges from the side of the drug companies and 

researchers.    

Finally, I would like to raise awareness of PID and PID UK amongst the network and see what I can learn 

from the wealth of experience of other patient advocates who encompass a wide variety of disease areas, 

to enable more patient focused research in our field.  So far I am finding the course really interesting, it has 

started with the process behind discovering new drug candidates and is very engaging with lots of real life 

examples, many drugs/conditions that I am familiar with (typical PID patient having lots of related 

problems!).  It is of course especially topical to learn about the process of clinical trials and vaccines right 

now! I’m really looking forward to meeting the cohort in person next year (fingers crossed), and until then 

it’s back to studying!’ 

Good luck with your studies Alison! 

Get involved – BMT research engagement 

The European Society for Blood and Marrow Transplantation 

(EBMT) is currently running a survey to better understand how 

to better involve patients within their work. If  you have had a 

BMT or been involved as a care giver for someone who has, 

then please take part in this short survey so the EBMT can 

understand better patient views on engaging in research.    

 

New funding for PID UK 

 PID UK would like to give a BIG thank you to LFB Ltd who recently 

awarded us unrestricted funding to support our work. Thank you so 

much.   

 

Launch of a new booklet 

 

 

 

 

 

We are delighted to launch our new booklet on complement deficiency. It 
is available as a download here or you can contact us at hello@piduk.org 
and we will send you a copy.  

The production of the booklet was kindly sponsored by Amdel Medical Ltd. 

You access all our educational resources at 
http://www.piduk.org/resourcesforpatientscarersandprofessionals 
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COVID-19 update 

COVID vaccine – promising early results 

The coronavirus vaccine (ChAdOx1 nCoV-19) being developed University of Oxford 
appears safe and triggers an immune response.  The trials have involved 1,077 people 
and showed antibody and T-cells responses that can fight coronavirus. However, it is 
too soon to know if the vaccine offers a protection against COVID infection. Read 
more here.  Whilst the vaccine may not benefit many PID patients directly reducing 
the overall level of COVID in the community, especially in family or work and school 
contacts will have a major impact on patients living with a PID. 
 

Monitoring on going health problems after COVID-19 

NHS England is launching a new service for people with ongoing health problems after having coronavirus 
to help deal with the sometimes-longer term impact of having had COVID-19. "Your Covid Recovery" will 
be an online portal for people in England to access tutorials, contact healthcare workers and track their 
progress. The web portal will be launched later this month and will only be accessible via a personal log-in 
and will be available to virus patients who had to be treated in hospital, as well as to those who managed 
their illness at home. Read more at https://www.bbc.co.uk/news/health-53291925 

 

Interferon beta treatment for COVID-19 

The preliminary results of a clinical trial suggest that interferon beta 
reduces the number of COVID-19 patients needing intensive care.  
The new drug called Synairgen is a special formulation of interferon 
beta delivered directly to the airways via a nebuliser, which delivers 
the drug via an aerosol. 
 

The trial, part of the ACCORD scheme of COVID trials, involved just over 100 participants with the drug 
showing a 79% reduction in disease severity.  Although these are promising results the full data set has yet 
to be peer reviewed and published. Read more here.   
 

Fifi the llama and nanobodies 

Scientists at the UK's Rosalind Franklin Institute have used the specially evolved antibodies from a llama 
called Fifi to make an immune-boosting therapy to fight COVID. The development has been published in 
Nature Structural and Molecular Biology.  The work involved "engineering" llama antibodies, which are 
smaller and more simply structured than the antibodies in human blood. That size and structure means 
they can be "redesigned" in the lab to form ‘nanobodies’ that can be used to neutralise COVID- 19. Read 
more here.   
 
What a great name for a llama! 
 

Wearing face coverings 

As we move towards the compulsory wearing of face coverings in shops and other confined public spaces 

this useful guide gives you all the do’s and don’ts: https://www.bbc.co.uk/news/uk-53395513 .  

 

 

 

 

https://www.bbc.co.uk/news/uk-53469839
https://www.bbc.co.uk/news/health-53291925
https://www.bbc.co.uk/news/health-53467022
https://www.nature.com/articles/s41594-020-0469-6
https://www.nature.com/articles/s41594-020-0469-6
https://www.bbc.co.uk/news/science-environment-53369103
https://www.bbc.co.uk/news/uk-53395513


GP systems and COVID 

COVID-19 test results are now being automatically sent to GP systems as well as being communicated to 

the individual, giving GPs visibility of which of their patients have had COVID-19 tests and whether they 

have tested positive or negative. Read more here.  

Frequently asked questions 

Q. Do I have to wear a mask if I have breathing problems?  

A. If you have a lung condition that makes you breathless and find wearing a face 
covering makes you feel too breathless, the governments in all nations have said 
you don’t have to wear one, whatever the situation.  
We also know that many bus and train companies are offering their own 
exemption card which you can print and take with you or have said customers 
using their service will not need to prove they are exempt. For example: 
 

 

• Arriva exemption card 
• First Bus/First Group exemption card 
• Nexus journey assistance card 
• Stagecoach face covering journey assistance card  
• Transport for London exemption card 

 
Do get in touch with your transport provider in advance of your journey to discuss your options. 

Q. Is there any information on how to buy a mask that has been 

certified/approved to say it is of a good standard? 

A. At present there isn’t a standard, but the idea is that face coverings are 
there to protect others, not you, so the main thing is that they are 
washable to make them practical and economical and that they cover your 
mouth and nose.  They can be made from tightly woven cotton fabric and T 
shirt material and you can find various patterns and instructions by 
searching on the web. This is the Government’s guidelines: 
https://www.gov.uk/government/publications/how-to-wear-and-make-a-
cloth-face-covering/how-to-wear-and-make-a-cloth-face-covering. Make 

sure you wash your hands before putting them on and taking them off. Cloth coverings should be washed 
often, and disposable masks disposed of responsibly.  

 
Q. I’ve been advised to stop shielding my child. Is it safe? 
A. This is the advice from Great Ormond Street Hospital: ‘Very few 

children develop severe symptoms of COVID-19, even if they have an 

underlying health condition. The latest guidance from the Government 

suggests that most children and young people no longer need to 

shield, if they follow national guideline for social distancing and 

handwashing. There is a need to protect those who may be extremely 

vulnerable to the virus, but we also know that we need to protect 

children and young people from the negative impact of unnecessary shielding. If you have received a letter 

or text stating your child no longer needs to shield, you should feel comfortable taking this advice’.  
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Q. I am anxious about my child returning to school. Can you advise? 

A. We know many families are anxious about their child returning to 

school. Decisions about how your child accesses education during 

COVID-19 should be made jointly between you and your child’s school. 

If you have questions about your child’s schooling, we encourage you 

to contact the school directly.  

                                                                       Q. I’ve been shielding. What are my rights about going to work?  

A. The Government guidance is that employers must support 

vulnerable and at-risk workers to protect themselves.  PID UK 

cannot advise you about specific employment scenarios, but you 

can find helpful guidance from ACAS about employment issues .   

For NHS key workers who have been shielding see 
 https://www.nhsemployers.org/covid19/health-safety-and-
wellbeing/supporting-our-most-vulnerable-people 

This BBC news article is also helpful ‘Coronavirus: Can my boss force me to go back to work?’  

Remember that if you have a PID you are automatically covered by the definition of disability in the 

Equality Act 2010. It is against the law to discriminate against you directly or indirectly. Please see our 

leaflet on ‘Your employment rights’.  http://www.piduk.org/static/media/up/Youremploymentrights.pdf 

 

Patient stories  

 
 

 

In Memoriam  

Thank you so much to the families of Denis Cleggett and Caroline Wheatcroft for so kindly asking for 

donations in memoriam for their loved ones. It really does mean so much to us that in this difficult time, 

you have thought of how you could help others.  

We hope that it will bring you much comfort knowing that your gift will have a 

lasting impact. Every penny will allow us to continue our work providing vital 

support to those affected by PID, from diagnosis and beyond. Thank you.  

 
Elisabeth’s story 
  
“I was elated when I was finally diagnosed. It was fantastic to 
finally understand what was wrong with me and that I was not 
just imagining things or being weak.” Elisabeth recently shared 
her story of her journey from childhood, to finally being 
diagnosed with mannose-binding lectin deficiency at 38 years 
of age. You can ready Elisabeth’s story here.  Thank you for 
sharing.  
 
If you would like to share your PID journey please contact us at 
hello@piduk.org  
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There is information on our website for anyone considering leaving a gift in their will to PID UK. 

http://www.piduk.org/getinvolved/leaveagiftinyourwill 

Fundraising ideas 

PID UK is dependent on voluntary income to continue to help the community. Here are some ways you 

could help fundraise for PID UK. 

 

  

 

SUPPORT VICKY IN HER HAIR RAISING FUNDRAISING CHALLENGE 
  

 

  

Thank you to everyone who has donated to PID UK over the last month.  If you appreciate the work we do 

or you have been helped recently via our helpline please do consider making a donation.  Any donations, 

however small are so appreciated.   

With best wishes,  

Susan and Emma 

The PID UK Team  

Click to Unsubscribe  

Read our Privacy Policy 

 

VIRTUAL 10K – JOIN THE TEAM!  

There are now 10 members of the PID community signed up to complete a virtual 

10k this September. Run or walk your 10k to your own target. There are plenty 

spaces left.  To join email emma.bracegirdle@geneticdisordersuk.org or join our 

Virtual 10k Facebook group 

https://www.facebook.com/groups/561678837793105/.  

 

Meet our amazing supporter Vicky who will be shaving off all her 

lovely auburn hair on July 25th for donations for PID UK.  You can 

watch Vicky tell us why she is taking on this challenge at 

https://www.youtube.com/watch?v=if74w3570_w&t=3s and you can 

donate to her Just Giving page here 
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