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Welcome to the May Immunodeficiency UK newsletter!
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As lockdown restrictions are being eased and COVID-19 becomes more under
control many of you may have mixed feelings. Some of you have told us you
feel left behind as the world begins to open up, and lots of you are wondering if

and to what extent the vaccine will work for you.

Please remember we are always here offer support and provide updated
information as the situation develops. This week we shared the following articles

on social media, which you may find helpful:

e BBC - Covid: How should | protect myself now?

* BBC - Five ways to make hugging_safer

e Young Minds — Tips for going_from shielding_to lockdown easing

Returning to Work

The thought of returning to your work
environment after shielding is likely to
affect people in different ways. Some
of you may feel relief in being able to
go back to some sense of normality
and to see people, or you may feel
anxious and apprehensive to go
outside and into the workplace again.
Remember whatever you are feeling
is OK.

Our supportive guide is designed to help you to transition back into the
workplace in a safe and comfortable way and arm you with information

concerning your rights in returning to work.

Read ‘Going back to work after shielding’

We've also created a guide for employers, to help them welcome back
colleagues who have been shielding because of an underlying health condition

that makes them more vulnerable than most people to COVID-19.

Read ‘Helping people return to work after

shielding'

Immunoglobulin availability - impact of COVID

Lockdowns and restrictions during the
COVID-19 pandemic have led to
reduced plasma donations worldwide.
Companies are reporting an
approximate 20% drop in plasma
donations in 2020 as compared to the
previous year. It takes between 6-9
months for plasma to be converted
into immunoglobulin (IG) products so
the global reduction in plasma

donation is now starting to be felt on

the supply of IG in all countries.

What impact will there be on patients in the next few months?

Immunodeficiency UK understands there will be limited availability of brands of
10% intravenous IG (IVIG) product. The NHS has informed homecare providers
to restrict the usual supply of IVIG from 12 weeks to 4 weeks supply. If you are
affected by this change you should receive a letter from your homecare provider.

These steps have been taken in effort to manage stock levels and to ensure the
available stock is evenly distributed across the country and this will apply until
late July 2021. The NHS has indicated that this should not impact on your
overall supply or care.

Should patients with immunodeficiency in the UK who are currently on IG
therapy be worried by the world plasma shortage and any reduction in IG
supplies that may follow?

Regardless of where you live in the UK, patients should not be concerned that
they will be unable to have IG therapy. In times of shortage of IG there are
mechanisms in place to ensure patients continue to receive the treatment they
need.

Please read our statement bringing you up to date on this matter.

Immunoglobulin availability - impact of COVID

The information we are providing is based on our current knowledge of the
situation and we will continue to update you with information as we learn more
from the NHS.

Support and Awareness

The increase in enquires to

48% our support helpline over
the last year.

The number of educational

booklets we’ve sent out to 3 O 74

immunology centres.

This is only possible with your support. Please consider making a donation to
Immunodeficiency UK, so we can continue to support those living with
immunodeficiency, advocate on behalf of the community and raise awareness of

immunodeficiency and the importance of diagnosis.

Make a donation



http://www.immunodeficiencyuk.org/aboutus
http://www.immunodeficiencyuk.org/donate
http://www.immunodeficiencyuk.org/getinvolved
https://www.bbc.co.uk/news/health-57087517
https://www.bbc.co.uk/news/uk-57083571
https://youngminds.org.uk/blog/tips-for-going-from-shielding-to-lockdown-easing/
http://www.immunodeficiencyuk.org/livingwithimmunodeficiency/affectedadultswithpids/returningtowork
http://www.immunodeficiencyuk.org/livingwithimmunodeficiency/affectedadultswithpids/helpingpeoplereturntoworkaftershielding
http://www.immunodeficiencyuk.org/whatarepids/treatment/immunoglobulinreplacementtherapy/igavailabiity
http://www.immunodeficiencyuk.org/donate

Welcome to Lucy - a new member of our
Medical Advisory Panel

Immunodeficiency UK is delighted to
welcome Lucy Common to our Medical
Advisory Panel. Lucy is an Advanced
Clinical Nurse Specialist in Immunology
at Salford Royal Hospital. Lucy says
‘Thank-you for asking me to join the
Immunodeficiency UK expert panel, |

am delighted and honoured to receive

the request and gladly accept.’

Read more about Lucy

Are you or someone you know living with
secondary immunodeficiency?

We’re looking for individuals and families to share their experiences and help us
create greater understanding about secondary immunodeficiency. These stories
will be added to our new website and help us improve the resources available to
those with secondary immunodeficiency. We'll also share them on our social
media to help raise awareness about diagnosis, treatment and what it's like to

live with a secondary immunodeficiency.

If you've been affected by a secondary immunodeficiency and would like to get

involved, please email Jen at jen.rush@immunodeficienyuk.org.

Remote consultations - your patient perspective
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The information gathered, using your anonymous feedback, will be used to

taken part so far in the Remote

Consultation Survey!

compile a report which we will share with the immunodeficiency community and

immunology service providers.

If you haven’t yet completed the survey and would like toadd your experience,

please follow the link below:

Take part in the survey

We would be so grateful if you take part as it is so important you have a say in

how these services are delivered.

Funding for Immunodeficiency UK

We would like to thank Grifols for their
restricted grant support to the ‘ RI FOLS
development of a new website for

Immunodeficiency UK.
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