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PLEASE BOOK A FLU JAB

We urge all PID patients; their family members and those they have regular contact with at work or

school to have the flu vaccine.

Here is a statement from Dr Matthew Buckland, Chair of our Medical Advisory Panel:

'Throughout the COVID pandemic we have seen a lot of press coverage on the hopes for a vaccine to

prevent transmission and reduce clinical severity of the illness.  As we head into Autumn, this is the

time that influenza vaccination is offered to those considered “vulnerable”.  We now have decades of

experience with influenza vaccines and we know they are safe. We also know that influenza

vaccination is not 100% effective and so to achieve “herd” immunity we need as many people as

possible to be vaccinated. 

Patients with PID will have anything from a “good” protective response to minimal impact, but

nonetheless the influenza vaccine could help reduce the likelihood that you or your family get

seasonal flu.  

PID patients being vaccinated also serves as a reminder to all those around you, at work or home, to

get themselves vaccinated too.  Just like wearing a mask during COVID is a sign you are protecting

others, so is flu vaccination.

Children with a PID who might be offered the live nasal vaccine should check with their immunology

centre if this is appropriate for them or if they are safer having the inactivated injected vaccine

instead.’

Please be proactive and book your immunisation as soon as possible. 

      COVID NEWS SNIPPETS
The Oxford COVID vaccine trial has resumed -  following a short pause when one participant, out

of many thousands involved in the trial, fell ill with an inflammatory syndrome.

  https://www.bbc.co.uk/news/uk-54132066

UK researchers are to begin trials of inhaled coronavirus vaccines -  based on the rationale

that delivering doses directly to the lungs might give a better immune response. 

https://www.bbc.co.uk/news/health-54147607

Who would get a coronavirus vaccine first? This is an interesting article exploring the decisions

that need to be made.

https://www.bbc.co.uk/news/health-54027269

The drug Ruconest is being trialled as a treatment for COVID-19

https://stockhouse.com/news/press-releases/2020/08/10/pharming-announces-enrolment-of-first-

patient-in-multinational-clinical-trial

 A new UK trial using laboratory-made COVID neutralising antibodies is to start. The aim is to recruit

about 2,000 people to see if this is an effective treatment against coronavirus. 

https://www.bbc.co.uk/news/health-54120753

Mental health: We know from our helpline how much this pandemic is impacting you, your children’s

mental well-being. Here is a self-help site that may help. Remember to reach out if you are really

struggling. https://www.nhs.uk/oneyou/every-mind-matters/  

COVID risk assessments at work:  Have a look at this occupational health resource

https://alama.org.uk/covid-19-medical-risk-assessment/ as an aid to help decision making with your

employer for your workplace. 

New payment for people self-isolating in highest risk areas .  People on low incomes who need

to self-isolate and are unable to work from home in areas with high incidence of COVID-19 will benefit

from a new payment scheme. 

https://www.gov.uk/government/news/new-payment-for-people-self-isolating-in-highest-risk-areas

Takeda-led COVID-19 plasma product to begin trial this month . As part of an alliance with

other plasma companies this treatment, derived from convalescent plasma from people who have

recovered from COVID infection offers a standardized dose of antibodies and does not need to be

limited to patients with matching blood types. 

https://www.reuters.com/article/us-health-coronavirus-takeda-pharma-plas-idUSKBN2681CD 

ALISON'S STORY

“I would like the PID community to know that having a primary immunodeficiency should

not rule your life. Accept your condition and you will learn to lead a normal life.” 

Alison has IgA deficiency and DiGeorge syndrome (22q 11 deletion). You can read her full story,

including her journey to diagnosis on our website here. 

We would love to hear your story! If you would like to share your experience, please email

emma.bracegirdle@geneticdisordersuk.org.

FACEMASK EXEMPTION CARD

Do you struggle to wear a facemask and would like to make other’s aware that you are exempt from

wearing one? 

We have produced double sided cards that explain that you are exempt from wearing a mask due to a

medical condition. If you would like to order a card, we ask that you make a small donation via our

website here to cover our admin costs.  Once you have made your kind donation, please email

emma.bracegirdle@geneticdisordersuk.org with your address. 

For some people, donating might not be affordable at the moment, if so, please do get in touch and

we can arrange something.

 

   

   

SEPTEMBER NEWSLETTER
Dear PID UK member, 

Welcome to our new look news bulletin. We do hope you managed to enjoy

some kind of normality during the last couple of months. 

As you may be aware case numbers of COVID infections are increasing so

please do stay alert about COVID news in your local area. You should also

be on the look out for any announcements on shielding if the authorities

decide this measure needs to be reintroduced.  We don’t know if this will

happen for certain but it is a possibility.   
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RADIO STAR
Michael, our patient representative for Northern Ireland, pictured right, was interviewed on Radio 5

live about the ease of lockdown measures and the concerns of those people who have been

shielding.   

PID UK made a patient organisation submission to the NICE consultation on SARS-CoV-2 viral detection

point of care tests and serology tests. 

Susan, our Director, attended virtual meetings of NHS Scotland’s National Plasma Products Expert

Advisory Group and Public Health England’s SCID Newborn Screening Committee.    

BE DISTANCE AWARE PACK

Many of the PID community have expressed their concern about going out and people not respecting

the 2m social distance rule. 

We have joined the Be Distance Aware campaign to produce badges and stickers to remind others of

the importance of maintaining a safe distance. Our packs include 1 badge and 2 A5 stickers. 

To order yours, we ask that you make a small donation via our website here to cover our admin costs.

Once you have made your kind donation, please email emma.bracegirdle@geneticdisordersuk.org

with your address. 

For some, making a donation might not be affordable at the moment, if so, please do get in touch and

we can arrange something.

We would like to give our thanks to our patient representative volunteers Stacey and Margaret who

are sending these out for us. 

EWAN’S EPIC FUNDRAISING CHALLENGE FOR PID UK

They made it! Ewan, Julie and Gary completed the Kintrye Way Ultra Marathon at the end of August in

aid of PID UK. 

They took on this 32-mile trail race in memory of Ewan’s mum and to raise awareness of immune

deficiencies. Ewan said “Seven and a half hours of running, 1480 metres of climbing and shin deep

bog but we completed it in high spirits.”

The team have raised an incredible £2,007 for PID UK which is enough for us to be able to run our

essential helpline for 50 hours! We are so grateful, thank you. If you would like to take on a

challengefor PID UK, please email emma.bracegirdle@geneticdisordersuk.org

Thank you so much! 
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DIGITAL APPOINTMENTS - TOP TIPS

Due to COVID many appointments with GPs and immunology centres are being done remotely. Here

are some useful top tips taken from a recent Healthwatch report.

Ask for a timeslot for when your remote consultation will take place.

Let your health provider know how you prefer to talk by phone, video or in in-person. 

Find somewhere quiet and confidential and, if this isn’t possible or is tricky, make this clear

when you are making your appointment. 

Start with a phone call if you’re not confident with video technology. 

Ask for help if you need it and, if possible, do a practice run with a friend. 

Take some time to prepare in advance, consider what you want to say and key questions you

would like to ask.  Take a look at PID UK’s leaflet ‘Making the most of your appointment’ to help

you with this. 

Ask your healthcare provider to summarise the next steps at the end of the appointment. 

Remote consultations can be useful for routine appointments or on-going care with a health care

practitioner but as we know not all appointments are suitable for remote consultations, so if you

would like to see someone in-person please say so.

PID UK ACTIVITIES 

A MESSAGE FROM US 

Sometimes we make mistakes and have to say sorry. A couple of months ago we

asked our supporters if they would consider making a regular gift to PID UK to help us

to continue to be there for the community. 

We had several of you come back to us to let us know that you had had issues with

setting it up via our website. We are sorry for this. It seems that the provider we were

using is not the easiest to use and we know that some of you had to give up. We have

addressed this issue and installed a new provider which is working brilliantly.  

So if you were one of those people who tried to set up a regular gift, firstly thank you

and secondly, it is all working fine now. 

Unfortunately, this new system does not allow you to comment on what compelled

you to make your donation. We love to hear why you decided to support PID UK,so if

you can make a donation, please do email us at hello@piduk.org to let us know what

inspired you. 

   

As always, if there is anything we can help with, please let us know.
Take care and best wishes,

Susan and Emma, the PID UK team.
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