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These website links will help you keep up to date:

Scotland - https://www.gov.scot/coronavirus-covid-19/

Wales https://gov.wales/local-lockdown

Northern Ireland https://www.nidirect.gov.uk/articles/coronavirus-covid-19-regulations-
and-localised-restrictions

England https://www.gov.uk/find-coronavirus-local-restrictions?priority-taxon=774cee22-
d896-44c1-a611-e3109cce8eae

Three different tier levels of risk have been introduced in England and a new five-level
system (level 0 to level 4) of local COVID restrictions comes into force on 2 November in
Scotland and each of Scotland's 32 local authorities assigned will be assigned to one of
the tiers. 

Shielding has not been introduced to date in any of the four nations, but tier specific
advice for people who were asked to shield previously in England is available here and
on the PIDUK website. 

We know full well how hard it is to be upbeat and optimistic as the world is cloaked in
the collective fear of COVID but we will get through this together.  Keep strong and stay
safe and we are here for you. 

      LIVING WITH WORRY AND ANXIETY ADMIST GLOBAL
UNCERTAINTY

This self-help booklet is worth a read. 

Susan, our Director, says ‘The stress of how to cope with the current COVID situation

and worries about what the future holds can be paralysing. 

I’m not normally a fan of self-help books but I found this guide short, practical, easy to

read and most importantly it helped change, sort of reset, my way of thinking of how to

deal with the sombre thoughts I have, and that we are all probably experiencing at the

moment.  I found particularly useful the decision tree and the concept of postponing and

parcelling up worry time’. 

You can download a copy at http://www.piduk.org/sta…/media/

…/dealingwithuncertainty.pdf

GENE EDITING PIONEERS WIN THE NOBEL CHEMISTRY PRIZE FOR 'GENETIC
SCISSORS' (CRISPR-CAS9 TECHNOLOGY)

Gene editing may be the treatment option of the future for people with primary
immunodeficiency, so we send hearty thanks and congratulations to the two female

scientists, Professors Emmanuelle Charpentier and Jennifer Doudna who spearheaded
this work.  

COVID NEWS SNIPPETS

NHS urges recovered COVID-19 patients to give blood plasma.  The NHS is opening 14
new blood plasma donation centres to collect plasma for corona virus treatment trials.
This link tells you how people can get involved.

Confused about the different types of test for COVID and their uses and limitations?
Then this article is for you. 

 

   

   

OCTOBER NEWSLETTER

Dear PID UK member, 

As the second wave of COVID takes hold we know many of you are

making personal decisions about how to best manage infection risk in

going about your daily life.  

‘Knowledge is power’ in managing your risk so please do keep up to date

with what is happening in your area regarding local/national restrictions

to inform your decision making.  Messaging of the ‘rules’ and guidance

can be confusing and can change quite quickly but the absolute

fundamentals for you and your family are on the FACTS poster below. 

   

   

   

CSL Behring and Seattle Children’s Research Institute partner to advance

gene therapy treatments for primary immunodeficiency diseases. 

Initially, the alliance will develop treatment options for patients with Wiskott-Aldrich

Syndrome (WAS) and X-linked Agammaglobulinemia (XLA).  Read more here.
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Development of coronavirus vaccines. You can find out how the trials are progressing
worldwide using this New York Times COVID vaccine tracker. This BBC film is also helpful
in explaining the process of vaccine development and how close we are to a vaccine
being launched. 

UK plan to be first to run human challenge COVID trials. The UK is pushing ahead to be
the first nation tocarry out "human challenge" studies where up to 90 healthy people
will be deliberately exposed to COVID to test if COVID vaccine candidates work.  

   

New-born SCID screening evaluation in England delayed due to COVID. 

The project which was due to start this year has now been postponed until September
2021. This is extremely disappointing news for the PID community as the UK already
lags significantly behind many European countries in implementing a screening
programme for these life-threatening disorders.  Read more about the decision and what
work has been done to date.

   

NEW FUNDING FOR PID UK

We are so happy to have been awarded funding from the Coronovirus Community
Support Fund, distributed by The National Lottery Community Fund, to run our

dedicated helpline for 6 months.  Thanks to the Government for making this possible.
The National Lottery Community Fund, Department for Digital, Culture, Media and

Sport #CommunitiesCan.

Susan, our Director, attended the following virtual meetings: Improving patient access
to rare disease treatments – realising the opportunities of the NICE Methods Review and
the Innovation Medicines Fund (byinvitation from Alexion); IPOPI meeting 14th PID
Forum on COVID-19 and Pandemics Management; NHS England Immunoglobulin pre-
tender stakeholder meeting and a NICE scoping meeting on the use of Remdesivir for
the treatment of COVID.  

HARLAN'S STORY

“Our journey to diagnosis was along and winding road.” Having a child with a PID
can be extremely hard. Harlan’s mum recently shared their story from receiving his
diagnosis, to what life is like now. You can read their full story on our website here.

If you would like to share your story please email
emma.bracegirdle@geneticdisordersuk.org.

VIRTUAL 10K SUCCESS

This September we ran our first ever PID UK Virtual 10k. We had so many wonderful
supporters take part in the event by walking and running their 10k. 
Some did it on their own and some did it as part of a small group. 

Rebecca, who took part said, “When I saw this opportunity I couldn’t resist as it seems
to be the perfect mix of motivation to keep up the new fitness regime of running whilst
supporting a charity that has been so helpful to Hannah over the years. PID UK has been
an essential form of support for her and so many individuals and families living with a
similar condition.”

The event has raised an incredible £4960 which will make a huge difference to our work
in helping the PID community. Thank you to everyone who has supported and taken
part. Same time next year?

https://www.justgiving.com/campaign/PIDUK10K
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PID UK ACTIVITIES 

   

   

   

OUR NEWSLETTER SURVEY

Thank you to everyone who completed the survey we recently sent out to
get feedback about our newsletter. Having your input on the newsletter

content and frequency is so important to us. If you haven't had the chance
to complete it yet, you can do so by clicking here and it only takes a few

minutes. 
   

   

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.
   

Donate

   

About   |  Terms Of Use   |   Privacy   | 

You can unsubscribe form this email.
   

   

$[HF:ORGADDRESS]$

https://www.nytimes.com/interactive/2020/science/coronavirus-vaccine-tracker.html
https://www.bbc.co.uk/iplayer/episode/p08m4g43/the-news-explained-coronavirus-vaccine-how-close-are-we
https://www.bbc.com/news/health-54612293
https://phescreening.blog.gov.uk/2020/10/02/new-start-date-for-nhs-scid-screening-evaluation-in-england/
https://www.facebook.com/TNLCommunityFund/?fref=mentions&__tn__=K-R
https://www.facebook.com/dcmsgovuk/?fref=mentions&__tn__=K-R
https://www.facebook.com/hashtag/communitiescan?__eep__=6&source=feed_text&epa=HASHTAG&__tn__=*NK-R#_=_
http://www.piduk.org/whatarepids/patientstories/parentandchildrenstories/harlansstory
https://www.justgiving.com/campaign/PIDUK10K
https://www.surveymonkey.com/r/32VRQNG
http://www.piduk.org/donate
https://www.facebook.com/pages/Primary-Immunodeficiency-UK-PIDUK/252634921549401?ref=hl
https://www.facebook.com/pages/Primary-Immunodeficiency-UK-PIDUK/252634921549401?ref=hl
https://twitter.com/primaryimmuneuk
https://twitter.com/primaryimmuneuk
http://www.piduk.org/aboutus
http://www.piduk.org/terms.aspx
http://www.piduk.org/privacy.aspx

