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Christmas is speeding its way towards us and we know some of you are going to have to make some
hard choices about the how, where, and with whom you spend your Christmas safe from COVID, whilst
trying to enjoy the festivities. This BBC article gives some useful tips to keep Christmas as safe as
possible for you and your family. 
https://www.bbc.com/news/explainers-55017034

An international study has shown that patients with PID are at an increased risk of severe COVID-19
disease.  The study was led by Prof. Meyts, from the University Hospitals Leuven and Prof. Tangye,
from the Garvan Institute of Medical Research, Australia and is significant as it is the first global and
large-scale one looking at the impact of the COVID-19 virus on this high-risk patient population. 

Reports were received for 94 patients with primary immunodeficiency (PID) and who had been
infected by COVID-19 through a web-based survey sent to many scientific, medical, and patient
organisations involved in the management of PID patients.  Countries involved were the USA, UK,
France, Spain, Italy, Germany, Netherlands, Chile, Belgium, Mexico, Brazil, and Argentina.  With
regards to age, approximately one third of patients were less than 18 years old.  The average (median)
patient age group was 25-34 years old and the study ran between 16 March 2020 and 30 June 2020. 

You can find more detail on the results at PIDUK - Impact of COVID on PID patients

Collecting more data on how COVID has affected the UK immunodeficiency community is so
important.  If you have you had COVID, or suspect that you have had COVID, however mild the
symptoms, then we encourage you to contact your immunologist to inform them.

UKPIN launch COVID-19 home testing project for primary and secondary immunodeficiency patients

UKPIN, in collaboration with the charity Saving Lives, the University of Birmingham and University
Hospitals Birmingham NHS Foundation Trust, have a national pilot programme to help
immunodeficiency patients access home testing kits for COVID-19.  People showing symptoms of
COVID-19 infection should contact their immunology centre. The centre will then request a test kit,
through the website TakeATestUK, which will be sent by post to the affected patient.  The patient will
then take a self-sampled swab, using the test kit instructions, and then post the swab back to the
laboratory, using regular post.  Read more at PIDUK - UKPIN launch COVID-19 home testing project for
primary and secondary immunodeficiency patients.

COVID vaccine update and frequently asked questions

In case you have missed it PID UK has issued a statement about COVID vaccines and their use for

people with PID. This statement has now been endorsed by the United Kingdom Primary

Immunodeficiency Network (UK PIN), the professional body for United Kingdom Immunologists,

Specialist Nurses and Healthcare/Academic Scientists.
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Whilst Christmas is thought of as the season to be merry and bright, it can also be a time of loneliness
and feelings of being over-whelmed to live up to the huge pressure to have a ‘good time’.  Due to
COVID you may be unable to visit or see your loved ones in the usual way. Many people do find
Christmas difficult even in the absence of the worry of COVID; so, do look after your mental wellbeing.  

If you are spending Christmas alone, have a think about what you want to do beforehand and plan the
day doing things that you most enjoy. You may decide to curl up with a favourite movie, do something
creative, or get outside for a walk.  Just be gentle and easy with yourself.  If you are worried, sad, or
simply overwhelmed, under pressure about Christmas, don’t be afraid to talk to someone about it.
Have a chat to someone you trust.  Read some useful articles from the mental health charity MIND on
how to cope at Christmas.

Accessing care

It is important you know how to access care over the holiday period.  People with ongoing active
health problems should have a plan from their clinician for accessing care over the longer bank
holidays.  This may include specific advice in case of worsening health and what the threshold of
concern should be in certain circumstances, and who to contact.  If you have back up antibiotics you
should be given guidance about when to start them again and under what circumstances. 

Plan ahead - think about medicines you might need and make sure you have an adequate supply. 

Your GP should always first port of call and your immunology centres should have out of hours contact
information.  

In an emergency call 999, if you are unwell but not critical, and need advice, call NHS 111.  If you are
not sure call 999, and they will triage.

   

‘International study reports on the impact of COVID-19 in patients with primary
immunodeficiencies’

Key findings

· 10 (11%) patients did not have any symptoms  of COVID-19 (they were asymptomatic)
· 24 (25%) patients suffered from mild COVID-19 disease and did not have to be admitted to
    hospital (outpatient treatment)
· 59 (63%)patients were hospitalised. Of those hospitalised:  
        - 28 patients did not require treatment in intensive care unit (ICU) or
breathing assistance (ventilation) 
        - 18 patients were admitted to ICU
· 9 patients died (7 adults and 2 children); all had   other medical conditions(comorbidities)
· The patients received a variety of treatments, quite different across the many countries
involved in the study.

Summary and conclusions

· A large proportion of patients with PIDs and COVID-19 infection had mild disease or were
asymptomatic.
· Some of the risk factors for severe disease and mortality were in line with the general
population. 
· However, the study revealed that the disease was more severe in younger patients with
PIDs and led to increased ICU admissions compared to the general population.
· Therefore, it is important to recommend strict measures to protect the more susceptible
PID population.
· There is a need to conduct further studies to continue learning about the types of PID
patients at increased risk of severe COVID-19 disease. Future studies should also look at the
long-term impact of the disease, including in recovering patients.

   

   

The Oxford/AstraZeneca COVID vaccine: results have been published in the journal
The Lancet. 

The paper, assessed by independent scientists, sets out full results of over 20,000 people. Most people
in the study were younger than 55, but the results so far indicate it does work well in older people too
and is safe and effective giving good protection. The data also suggest it can reduce spread of COVID,
as well as protect against illness and death. This vaccine has yet to be approved for use by the MHRA.
https://www.thelancet.com/.../PIIS0140-6736(20.../fulltext
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PID UK activities 

Susan, our Director, joined Professor Sophie Hambleton, Consultant Immunologist at the Great North
Children's Hospital, in a presentation to the NHS Genomics Access Review committee on progress
made on the use of genomics in diagnosing and researching the causes of immune disorders. Professor
Hambleton is the immune disorders domain lead and Susan is the patient and public involvement (PPI)
lead on the immune disorders workstream.

Susan took part in an online round table discussion on Europe’s need for more plasma and the
challenges and solutions. The meeting was chaired by MEPs Simona Bonafe and Cesar Luena, and
involved different stakeholders including EU representatives, medical professionals, blood and plasma
collection centres. The PID patient perspective was made by Johan Prevot, CEO of IPOPI. 

Susan was also involved in NHS England discussions on the immunoglobulin tender strategy review,
attended an NHS Scotland’s National Plasma Products Expert Advisory Group (NPPEAG) meeting and
the APPG on Vulnerable Groups to Pandemics webinar on COVID-19 Vaccination Prioritisation for
Vulnerable Groups chaired by Lord Lansley, CBE. 

Are you affected by granulomatous-lymphocytic interstitial lung disease (GLILD)? 

Then please take part in this important survey to give *YOUR* research priorities for GLILD. Your input
will determine the most important research topics on diagnostic evaluation, follow-up, and treatment
of GLILD in CVID and CVID-like diseases.

Patients and carers can take part at Research Prioritisation for GLILD (Granulomatous-Lymphocytic
Interstitial Lung Disease) [English]Survey (surveymonkey.co.uk).  How? Choose up to 10 questions you
think are most important to answer (you can choose less than 10 if you wish). Please note that the
deadline is at the end of 2020. THANK YOU!

The PID UK Merry Quizmas 

Christmas is fast approaching after what for many has been a challenging year. We want to help you
celebrate the festive season by bringing your friends and family together for a ‘Merry Quizmas’ online
quiz.

Our lovely volunteer Kirsty has put together a fantastic quiz for you. There are seven rounds with a
range of topics and something for everyone. If you would like a copy of the quiz to do over Christmas
with your loved ones, email emma.bracegirdle@geneticdisordersuk.org.

If you are able to, please make a £5 donation on our website after receiving your quiz. We will also be
organising a quiz for anyone who wants to take part but doesn't have a team to do it with. Contact us
for more information. 

   

Claire's Story
“Some days I'm exhausted and I try to balance things, but it's hard. I have found a lot of people don't
understand or know much about CVID; more awareness is necessary.”

You can read Claire’s full story on our website here.

 

Here we add to the frequently asked questions about COVID vaccines:

Q. Do allergic reactions to vaccines usually occur?   

A. The Department of Health (DOH) green book (the DOH vaccine reference book) gives the following
statement: 

‘Anaphylaxis 

Anaphylactic [severe allergic] reactions to vaccines are extremely rare but have the potential to be
fatal. Between 1997 and 2003, there were 130 reports to the Medicines and Healthcare products
Regulatory Agency (MHRA) of anaphylaxis or anaphylactic-type reactions following immunisation
(excluding the meningitis C campaign), although no deaths as a result of there action were reported. In
that time, around 117 million doses of all vaccines were supplied to hospitals and GPs. This rate
(approximately one per million vaccine doses) is similar to that reported from other countries (Bohlke
et al., 2003;  Canadian Medical Association, 2002).'

Other reactions are non-anaphylactic vaccine events and they are more common, but can usually be
managed with antihistamines or will go of their own accord.

In the vaccine trials of COVID vaccines, there were no anaphylactic events.  In hospital settings,
healthcare workers are often sensitised to cleaning agents, latex and other compounds to which they
may have inadvertently been re-exposed in their vaccinations.  

The MHRA says that anyone who has previously had a significant allergic reaction to a medicine, food
or anothe rvaccine should not have the Pfizer-BioNTech jab and anyone due to receive their vaccine
should discuss any medical history of serious allergies with their healthcare professional beforehand. 

More information is needed from the regulators and NHS England about the exact causes of the
allergic reactions seen in the two NHS workers who received the Pfizer-BioNTech jab. 

This is a useful article on vaccine safety: Covid vaccine: What you need to know about vaccine safety -
BBC News

Q. Will be the COVID vaccines be appropriate for pregnant women and children under 16 years?

A. Pregnant women should not have the vaccine as there is no data on the safety of use in this group. 
For the under 16 years there is also not yet enough data to make a conclusion on safety or efficacy.
Since most children have mild or asymptomatic disease, they were not prioritised in the first trials, but
Pfizer/BioNtech and Moderna are already recruiting to paediatric studies.

Q. Will carers/immediate family members of clinically extremely vulnerable people be prioritised for
vaccinations as this may protect those most at risk to COVID? 

A. This decision has yet to be made by the Joint-Committee on Vaccination and Immunisation (JCVI)
committee. PID UK had representation at a recent APPG event involving a member of this committee,
Professor Robert Read, and asked this question. We were assured that this is under consideration. The
committee is waiting for the results of studies assessing whether any of the vaccines can prevent
transmission of COVID.  If the data is convincing, they will revisit the vaccine prioritisation programme
to include carers/family members of the clinically vulnerable. We will keep you posted on this.   

   

   

   

   

   

A message to you from Ellie....

If you can support the PID community this Christmas, please make a  donation via our website.

Take care and stay safe and we wish you a Happy Christmas and a Happy New Year.  
Best wishes,

Susan and Emma
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