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About Immunodeficiency UK

Immunodeficiency UK was registered as a charity on 20 January 2021 as a continuum of the work
of Primary Immunodeficiency UK (PID UK) in representing and supporting individuals and families
affected by primary immunodeficiency in the UK. From 2013 to the launch of Immunodeficiency
UK, PID UK operated as a division of Genetic Disorders UK (company registration number 07554771
and registered charity number 1141583).  

The charity officially launched on 1 April 2021 following the transfer of all assets belonging to PID UK
to Immunodeficiency UK, through a Deed of Transfer agreement approved by Board resolution
from Genetic Disorders UK’s trustees, taking effect at 23:59 on 31 March 2021.  
Building on the work of PID UK, Immunodeficiency UK supports people affected by primary and
secondary immunodeficiencies. 
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Immunodeficiency UK plays a vital role in supporting and representing
people affected by primary and secondary immunodeficiencies 
Primary immunodeficiencies (PIDs) are a group of over 400 different conditions that affect how
the body’s immune system works because some parts are missing or not functioning. Most people
with PIDs are born with the condition. PIDs are mainly genetic disorders, meaning they are
inherited and can be passed on from one generation to the next. Because PIDs are rare, some
people remain undiagnosed for many years, resulting in organ damage and even disability. 

Secondary immunodeficiency (SID) occurs when the immune system is weakened by a
treatment or another illness. There are many potential causes of SID but the most common
examples are blood or bone marrow disorders, and certain drugs and treatment for cancer. Some
cancers can be responsible for SID, too. 

Having a PID or SID means having reduced or no natural defence against germs, such as bacteria,
fungi and viruses, which surround us every day. So, people with PID and SID get infections more
often than is normal; they can take longer to get better when they have antibiotic treatment and,
even then, the infections can keep coming back. 

A large proportion of people affected by a PID or SID have immunoglobulin replacement therapy,
which is produced from donated plasma. This therapy, along with antibiotics and other
antimicrobial medicines can help keep those with immunodeficiency free from infection. More
specialised treatments and potential cures for PID include haematopoietic stem cell transplant,
enzyme replacement therapy and gene therapy. 

COVID-19 has made life extremely challenging for people with PID and SID 

Due to their underlying health conditions, some people with PID and SID cannot make an effective
immune response against COVID-19.  They may have had seven or more COVID-19 vaccinations
but, unlike most people, these may have given them little or no protection against infection. So,
they can be at the highest risk of becoming seriously ill from COVID-19. 



About Immunodeficiency UK
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Immunodeficiency UK is the voice of people affected by PID and SID 

Our mission and strategy 

We work with patients, healthcare professionals and other relevant organisations to ensure that
those affected by primary or secondary immunodeficiency have the knowledge needed to
manage their condition effectively and to ensure that their health needs are understood and
addressed by those involved in policy and delivery of healthcare.  

To help Immunodeficiency UK in its work, we are a member of several umbrella groups, including
Genetic Alliance UK, the Specialised Healthcare Alliance, Benefits and Work, The National Council
for Voluntary Organisations and The Foundation for Social Improvement. We are the UK national
member of the International Patient Organisation for Primary Immunodeficiencies (IPOPI).  

Our main strategic priorities are:  

To provide assistance, advice or guidance in relation to the diagnosis, management and
treatments for primary and secondary immunodeficiencies, and to improve quality of life for
those affected 
To promote awareness and understanding of primary and secondary immunodeficiency, and
the impact on those affected, among the general public and within the medical profession  
To provide a helpline service, events, practical support and advice 
To encourage and support research into the causes, treatments, prevention and cures for
primary and secondary immunodeficiency, and to publish the useful results of that research. 

Our trustees

Dr Matthew Buckland – Chair (appointed 20-1-21)   
Hannah Bruce (appointed 20-1-21)    
Valerie Brisse-Uhlig (appointed 21-3-22)  
Tamara Moubazbaz (appointed 18-10-22) 

Lisa Gagliani MBE (retired 17-1-23) 
Diane Hammond (appointed 21-3-22) 
Jane Shepard (appointed 21-3-22) 

Our staff

Dr Susan Walsh - Chief Executive Officer (CEO)  
Fay Fagon - Digital Communications, Marketing and Fundraising Assistant 

Our Advisory Panels 

Immunodeficiency UK is extremely grateful for the support of our patient representative and
medical advisory panels. 



 

Patient representative panel 

Our patient representatives are dedicated volunteers who act as advisers, ambassadors and 
spokespeople for Immunodeficiency UK. They are either directly affected or have a family member
affected with an immunodeficiency. 

Marian Armstrong (Cumbria and Lancashire)  
Margaret Bennett (West Midlands) 
Hannah Bruce, (South-East) 
Hannah Butler (London)  
Samuel Davis
Clare Dyer (South Wales) 
Alison Fox (London) 
Stacey Garrity (Manchester) 
Carolyn Grundy (North Wales)
Patricia Hamilton (appointed August 2022)
Michael Ingleston (Northern Ireland) 
Rae McNairney (Scotland) 
Drew Tyne (London) 
Fiona Watt (Scotland) 

Medical advisory panel 

The Medical Advisory Panel reviews the content of our patient information to make sure that it is of
high quality, clinically and scientifically. The panel provides updates to the charity on advances in
immunodeficiency, scrutinises new projects and ensures that Immunodeficiency UK is engaged in
activities that are medically sound and based on up-to-date science.

Dr Peter Arkwright, Consultant Immunologist, Dept of Paediatric Allergy and Immunology, Royal
Manchester Children’s Hospital, Manchester 
Dr Claire Bethune, Consultant Immunologist, Derriford Hospital, Plymouth (retired 12-12-22)
Dr Matthew Buckland (Chair), Consultant Immunologist, Great Ormond Street Hospital and Barts
Health NHS Trust, London 
Dr Mari Campbell, Clinical Psychologist, Royal Free London NHS Foundation Trust and Honorary
Associate Professor, University College London 
Emily Carne, Advanced Nurse Practitioner, Dept of Immunology, University Hospital Wales, Cardiff  
Professor Helen Chapel, Professor of Clinical Immunology, John Radcliffe Hospital, Oxford 
Lucy Common, Immunology and Allergy Advanced Clinical Nurse Specialist, Salford Royal Hospital 
Dr Lisa Devlin, Consultant Immunologist, Regional Immunology Service, Belfast 
Dr Tariq El-Shanawany, Consultant Clinical Immunologist, University Hospital Wales, Cardiff  
Dr Tomaz Garcez, Consultant Immunologist, Central Manchester University Hospitals, Manchester 
Dr Aarn Huissoon, Consultant Immunologist, University Hospitals Birmingham 
Dr Tasneem Rahman, Consultant Immunologist, Epsom & St Helier University Hospitals 
NHS Trust in South London and Surrey 

 

About Immunodeficiency UK
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Statement of Trustees’ responsibilities

Structure, governance and management

Governing document  
Immunodeficiency UK is a registered charity and governed by its constitution dated 20 January
2021.  
 
Trustees  
The board of trustees is responsible for the overall governance, policy and strategic direction of
Immunodeficiency UK. The trustees have the legal responsibility for charity operations and the
use of resources in accordance with the objects of the charity. During the period 1 April 2022 to
31 March 2023, the trustees met a total of 7 times. 

Public benefit  
The trustees confirm that they have complied with the duty in section 17(5) of the Charities Act
2011 to have due regard to the guidance issued by the Charity Commission on public benefit.  
 
Executive management  
The executive organisation is led by the CEO, who reports to the Board of Trustees. The CEO
publishes reports and performance indicators for each trustee meeting which are then used by
trustees to judge progress against priorities for the year.  
 
Risk management 
The trustees have overall responsibility for ensuring that Immunodeficiency UK is managing risk
in a professional, responsible and constructive manner. The trustees seek to ensure that all
internal controls, and in particular financial controls, comply in all respects with best practice
and the guidelines issued by the Charity Commission. 

Financial overview 
Total income for the year was £131,269. For our first year of operation from 20/1/21 to 31/3/22
income was £100,450. This year the expenditure was £116,426. For our first year of operation
from 20/1/21 to 31/3/22 expenditure was £122,240. 

Reserves policy 
The trustees consider that it is both prudent and appropriate as part of their risk management
policy to maintain a minimum level of contingency within free reserves to provide against any
unforeseen changes in income and/or expenditure. On the 31st March 2023 free unrestricted
reserves totalled £81,296 equating to nearly seven months of operating costs and is therefore in
keeping with the reserves policy of holding free reserves equal to a minimum of 6-8 months
operating costs (presently £12K per month).  

 

The trustees are responsible for preparing the trustees’ report and the financial statements in
accordance with applicable law and regulations. Under company law, the trustees must not
approve the financial statements unless they are satisfied that they give a true and fair view of
the state of affairs of the charity and of the net incoming resources for that period.  
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Dr Matthew Buckland  
Chair of Trustees 

Trustees’ report

The trustees present their report for the period 1 April 2022 to 31 March 2023 under the
Charities Act 2011, together with the financial statements for that period. The financial
statements comply with the Companies Act 2006, the charity’s governing document and the
relevant Statement of Recommended Practice (the Charities SORP [FRS 102]).  
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I am delighted to contribute to the second annual report for Immunodeficiency UK. 

The presentation of the annual report is a fantastic opportunity to see what Immunodeficiency
UK achieved in the past year. For us, 2022–23 was a busy and productive time.

As the fear of the COVID-19 pandemic receded for many, individuals living with
immunodeficiency – and their families supporting them – continued to cope with the fear of
infection and its complications. We provided a lot of support for our members and lobbied
decision-makers to ensure that appropriate care pathways were available.
 
Supporting our membership was a main objective. This reporting period coincides with the
cost-of-living crisis, and Immunodeficiency UK provided hardship grants to help patients and
their families during this time. Distributed via clinical nurse specialists in immunology, the grants
provided financial assistance to patients who otherwise would not have been able to afford to
travel to a centre for ongoing care. 

I am delighted that we welcomed a new trustee to the board, which further strengthens the skill
set that is available to support the charity.
 
As our membership has continued to grow, so have the projects that we have supported: from
consultations on new medicines in rare diseases, through support for new diagnostic initiatives
(such as newborn screening for SCID) to developing and updating patient information and
providing psychological support for patients and their families.
 
Immunodeficiency UK is committed to ensuring that patients and their families remain the focus
of healthcare services in all four home nations, but especially following the transition of
healthcare provision to integrated care boards in England.   



Summer Highlight

people were supported through our
phone and email helpline service. 

250+

12 newsletters were sent to
our members keeping them
updated on research,
treatments, our activities
and fundraising.  

information
booklets sent to
immunology
centres and
individuals. 

4150

We gave practical and
emotional support
through the COVID-19
pandemic. 

We raised awareness of
immunodeficiency
through campaigns and
people stories. 

Our achievements at a glance
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We helped fund a clinical
psychology service for
the immunology clinics at
University Hospitals,
Birmingham.



Summer Highlight

We reached 30,582 people

through our Facebook page;

gained new followers on Twitter

bringing the total to 1,836; and

continued to grow our Instagram

account which now has 471

followers. 

We provided advice and
practical support for living
with COVID-19. We sent
out 400+ COVID-19 lateral
flow tests.

We advocated for the immunodeficiency community
through responses to consultations and alliances with

other charities to highlight the needs of people who are
immunocompromised.

We awarded 13
hardship grants to
help ease the burden
of access to
healthcare during the
cost of living crisis.

Our achievements at a glance
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Living with immunodeficiency 
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Jamie’s story about
having APDS

I am Jamie and I have the ultra-rare condition
called activated phospoinositide 3-kinase
delta syndrome (APDS). I was diagnosed when
I was 2 years old. I am 17 now and a student
with a part-time job.

The challenges of living with APDS

My symptoms tend to affect my chest and
bowels. I am prone to getting chest infections
and, in the case of my bowels, and often one
day in every week I will feel ill and have
diarrhoea. Many of the challenges I have faced
are mostly to do with trying to live a normal life
– combining school, work and socialising with
hospital visits, spending months at a time in
hospital and being poked and prodded with
needles. APDS has affected me a lot; it still
does. Luckily people are very kind and will give
me a pass if I miss a day owing to illness or if I
have a hospital appointment.

My condition can leave me exhausted,
drained, both mentally and physically

Growing up with APDS made me feel alone and
it felt like I couldn’t talk to anyone about it.
Now I know there are other people affected, so
that makes me feel less isolated.
The condition saps my energy, both mentally
and physically. I think it also has an impact on
my diet because when I eat something with
‘bad’ calories, my bowel is immediately
affected. It’s like my body is trying to get rid of
the bad nutrients. APDS has kept me
underweight for many years.

My treatment is called immunoglobulin, which
means I’m given antibodies every three weeks. But
I have had many tests and treatments over the
years – too many to count or name. When I was
young, my mum used to bribe me by saying things
like, ‘I will get you a hot chocolate if you’re a brave
boy’, to help divert my attention away from the
treatment towards the prize. It sounds stupid but
it worked.

My condition is a thing, I think, that ruins
relationships because I feel like any partner would
have to watch me suffer through pain and deal
with a lot of stress. This means I try to avoid
relationships as much as possible. My condition
means I have to use the toilet a lot, so it would
hold people up when leaving a restaurant or a
cafe.

Explaining APDS to other people

I explain my condition to other people as simply
as I can. I tell them that I have no antibodies, so I
am prone to getting a lot of infections.

My wish is to reach out to people who have APDS;
to build a community where people with the
condition could talk and share tips about dealing
with pain or the symptoms. 



  

Supporting the immunodeficiency
community
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53.9% open rate 28.8% click-through rate

‘The information and help provided by Immunodeficiency UK is
extremely professional and answers all your questions. I like to be told
things in a straightforward way, and the information on their website has
been invaluable in helping me and my family understand what I am living
with and how my quality of life will improve in the future. It has also
helped me to explain CVID to my friends, so that they understand the
condition too. It’s difficult trying to summarise CVID in a short sentence
or to describe it when it pops up in conversation.’ 

From Mitch, who has common variable immunodeficiency (CVID). 

Our e-newsletters  

Our monthly e-newsletters highlighted community news and our fundraisers, and
featured health information, latest developments in treatment, research findings, and
opportunities for clinical trial involvement. The average open rate was 53.9% (range
47.2% to 61.6%). These figures are above the average open rates quoted for non-
profit communications.

Over the last year, our work focussed on five key areas:

Supporting our community through authoritative information published on our
website, in printer booklets and e-newsletters.
Providing practical and emotional support through our email and telephone
service.
Raising awareness of immunodeficiency.
Supporting better mental health.
Campaigning and advocating on behalf of individuals and families affected by
immunodeficiency to improve healthcare delivery and access to treatments.
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Supporting the community through our
helpline services 

Enquiry 
method

Enquirer

Support offered

COVID-19 related enquiries

This has been very helpful
information so I would like to
say thank you for this.

Advice on the Equality 
Act 2010 to Chris, 
affected by a 

252
Number of new

enquiries 

63
Number of re-

contact enquiries 

321
Emails 
sent

The demand for our online and telephone helpline services remained high. In
this period, we received 252 new enquiries. Of these 75 (29%) were related to
providing COVID-19 support. We were there as a listening ear and a provider of
trusted information, signposting to services and dealing with issues relating to
diagnosis, access to treatments and care, benefit entitlement and employment
related issues.

‘This is just so helpful thank you. I really appreciate your swift reply. It's
good to know there is a point of contact.’  Jane, newly diagnosed with CVID.

We also dealt with over 400 email requests 
for free COVID-19 LFTs.

Phone &
Email

18

secondary immunodeficiency 
and who was experiencing
discrimination at work.

New enquiries



Thanks to a donation of COVID-19 testing kits (LFTs) from 2San,
Immunodeficiency UK distributed over 400 boxes of LFTs to our
members. This was at the time when LFTs were no longer available free to
family members of the immunocompromised or the general public.
 
This service demonstrated our unwavering commitment to the health and
well-being of our community, ensuring easy access to essential resources
during challenging times. The kits allowed people with immunodeficiency
the chance to socialise by providing LFTs that they could give to friends
and family so that they could test before meeting the
immunocompromised.  

With this initiative, we empowered our members to take proactive steps
in safeguarding their health.   

These tests provided a sense of security for those who are particularly
vulnerable to the virus. With these testing kits, they could make informed
decisions to protect themselves and their loved ones. 

Helping our members to have a safer
time when seeing family and friends 

        As someone who
doesn’t respond to

vaccines and relies on
LFTs for myself and my

family, this will make
Christmas much easier.

     Many thanks                
this is appreciated - it

seems COVID is not going
away & is a constant worry

for those with
compromised 

immunity.

            My granddaughter       
has plasma every 3
weeks to treat her

immunodeficiency &
these tests will help us to
feel safe at Easter when  

family are 
visiting.
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Because of the increased pressure on families during the cost-of-living
crisis, we wanted to do something to help families struggling with the
extra costs that living with immunodeficiency can bring. So we launched a
hardship grant scheme of £100 to help mitigate costs. These grants were
available to people with a diagnosed immunodeficiency, with applications
made by a recognised medical professional.  
 
The grant aimed to help with the extra costs that having an
immunodeficiency can bring, such as help towards the cost of
prescriptions, travel to hospital and access to care.  We awarded 13
hardship grants.

             I'm a full-time carer and
live an hour away from the

closest hospital that provides
treatment for me, and I don't

drive. Although I can claim
back some money for travel I
can't always have the money

upfront to get to 
the hospital.

            It was a massive help to
receive the grant as I was able

to put the money towards
travelling for treatment. I lose a
day's pay and have to pay to
travel 45 miles to my closest

clinic so it's taken the pressure
off a little to have some help

with the costs.

Providing hardship grants to people
living with an immunodeficiency

For four weeks whilst learning the infusion process, I travelled a nearly two
hour round trip which with fuel prices was impacting on fuel use and one's
finances. I now do treatments at home and have telephone appointments

to avoid the journey. I appreciated the grant as a sole earner in the
household, cost of living, elderly father at home it prevented getting into

further debt.
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Our website and information booklets  

In collaboration with clinical experts at Great Ormond Street
Hospital, we developed information on the rare primary immuno-
deficiency Complete DiGeorge Syndrome, and its treatment using
thymus transplantation. Due to the increasing use of genomics
technology within the NHS we updated our information on the use
of genomics for research and diagnosis of primary
immunodeficiency. We continued to update our information on
COVID-19 vaccination programmes and access to lateral flow
tests and COVID-19 treatments. 

Supporting the immunodeficiency
community
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Supporting the community through shared experience

Our work to develop a new website refreshing and improving
content and accessibility continued. However, this project ran
behind schedule due to the need to be reactive to emerging
priorities within a small staff resource. The website remains a high
priority and we are confident that this project will be delivered
within the next period of reporting. 

For those living with
immunodeficiency, learning
about the experiences of
others diagnosed with the
same condition can be a
valuable means of support.

We would like to thank two
parents who shared their
experience of caring for a
child with Complete
DiGeorge syndrome and its
treatment by thymus
transplant, and two adults
who shared their experience
of living with activated PI3K
delta syndrome (APDS).  

Bethany Bryony and Oscar

My wish is that all medical professionals know and
understand what APDS is. The number of times I have had
to explain the condition; it feels as though I am educating
the medical sector. It becomes frustrating because, often,
APDS is a contributory factor to my sickness at the time

and impacts on my treatment plan.

Bethany, who has APDS 



Raising awareness of
immunodeficiency and its impact  

An article on primary
immunodeficiency, its diagnosis
and treatment and challenges for
the future was published in the
Autumn 2022 edition of the RARE
REVOLUTION magazine.  

We collaborated with Orchard Therapeutics to
assess the impact of Wiskott-Aldrich
Syndrome (WAS) on those affected and
caregivers. Following the data-collection
process, our CEO presented the findings at the
International Primary Immunodeficiencies
Congress, in Portugal. The findings underlined
the direct and indirect impact of WAS on
families in terms of reduced quality of life due
to the burden of symptoms and care, the
psychological impact and the economic cost
to those affected. The results highlighted the
need for continued advancement in treatment
options for WAS. 
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During this period, Immunodeficiency UK had representation on NHS
Scotland’s National Plasma Products Expert Advisory Group; the Prion
Surveillance Study working group; the Scottish Parliament Cross-Party Group
on Rare, Genetic and Undiagnosed Conditions and Public Health England’s
Newborn Screening for SCID Pilot Oversight Group.  



The COVID-19 pandemic continued to impact on our community. Evidence gained through our COVID-19
patient experience survey, carried out in August 2022, indicated that 28% of 448 respondents with primary or
secondary immunodeficiency in our community were continuing to shield to protect themselves from getting
COVID-19, with subsequent negative effects on quality of life and mental health.  
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Supporting the immunodeficiency
community

Our advocacy work

Responding to consultations 

Access to anti-COVID-19 treatments, such as antivirals
and monoclonal antibodies, following a positive
COVID-19 test is a vital safety-net to people who are
immunocompromised. Therefore, we submitted a
consultation submission to the National Institute for
Health and Care Excellence on the multiple technology
appraisal for COVID-19 treatments: nirmatrelvir plus
ritonavir (Paxlovid), sotrovimab (Xevudy), remdesivir
(Veklury), molnupiravir (Lagevrio) and tixagevimab plus
cilgavimab (Evusheld). 

As part of the COVID-19 high risk stakeholder group, Immunodeficiency UK took part in meetings
with NHS England and the UK Health Security Agency (UKHSA) concerning the roll-out of the
COVID-19 vaccination, changes in access to COVID-19 tests and COVID-19 medicines, and the
ongoing surveillance of the COVID-19 pandemic. This provided an opportunity to share our
community’s experience and seek shared solutions to the problems encountered.

From Emma
‘I had my tonsils removed when I was 16, owing to the
continuous infections I had throughout my childhood
that wouldn’t shift with antibiotics. Then, I contracted
pneumonia, which is rare at that age, but I was fortunate
to be seen by an immunology specialist at the hospital.
After a series of tests, I was diagnosed with common
variable immune deficiency (CVID). My life had changed
forever.

I’m so grateful for the support of my family and friends,
and to people in a similar situation who have shared their
experiences on the Immunodeficiency UK website. Talk
openly to your friends and family, and visit the
Immunodeficiency UK website for advice and guidance 
– you’ll find a great online community there.’



World Primary Immunodeficiency Week (WPIW)
2022

In the pursuit of raising awareness and fostering a sense
of global community, Immunodeficiency UK took part in
World Primary Immunodeficiency Week (WPIW) 2022. 

This annual event serves as a cornerstone for the
international primary immunodeficiency community,
bringing together organisations, healthcare
professionals, and individuals affected by these
conditions.

Our social media platforms became vibrant hubs of
information and support during WPIW 2022. Through
impactful graphics, personal stories, and educational
content, we reached a wider audience, sparking
conversations and building a sense of community
among those affected by immunodeficiencies. 

International Plasma Awareness Week 2022

Immunodeficiency UK raised awareness of the critical
importance of plasma donations. Through patient
stories and shared experiences, we underscored the
life-saving potential of plasma-derived therapies. 

Participation in International Plasma Awareness Week
provided Immunodeficiency UK with a platform to
engage the public, encourage plasma donations, and
emphasise the positive outcomes for individuals with
immunodeficiency disorders. 

219 post clicksreach c7,900 people

reach c3,000 people 112 post clicks
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Supporting the immunodeficiency
community

Raising awareness of immunodeficiency 
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Supporting the immunodeficiency
community

We worked with NHS Blood and Transplant (NHSBT) in its campaign to encourage people in
the UK to donate plasma. Plasma is essential to make life-saving immunoglobulin therapy
which helps protect people with immunodeficiency from infection. We shared NHSBT’s
publicity assets, and provided case studies to emphasise the importance of plasma-derived
therapies for people with immunodeficiency.



Joining the #Forgotten500k
campaign 

Our COVID-19 patient experience survey
highlighted the need for an alternative
protection strategy as some people with
immunodeficiency are unable to mount a full
vaccination response due to having an impaired
immune system.
 
To raise awareness of the immunocompromised
and the need for continued support for people
at high risk of becoming seriously ill from
COVID-19, we joined the #Forgotten500k
campaign, alongside many other charities
representing immunocompromised groups.  

As COVID-19 surveillance programmes were
scaled back we urged the UKHSA, through jointly
signed letters, to continue its monitoring
programmes. These programmes are a valuable
source of information to help people manage
risk when living with the threat of COVID-19.
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Supporting the immunodeficiency
community

Our aims for the next year  

To continue to raise awareness of primary and secondary immunodeficiency and
provide support services for those affected.  
To continue to give hardship grants to affected individuals in need. 
To continue to review our information and add new information as needed. 
To launch a new website with improved accessibility and develop and increase our
social media presence.  
To continue to campaign and advocate on issues affecting our community.  
To work with our community to define what needs to be done and to make the case for
funding.  
To broaden income streams to include fundraising from trusts and foundations,
improved promotion of regular giving and building legacy-giving.  
To establish a larger Board of trustees to facilitate succession planning. 



£4,600 was raised in memory of Jezz
21

Our incredible fundraisers

Gateshead Rugby Club Fundraiser 

In October of 2021, Steve lost his kind and fun-loving son Jezz after having two stem cell
transplants to treat his immunodeficiency.

‘Jezz passed away last October and left a great hole in all our lives. In his 26 years he did a lot, not
just achieving for himself but in the wonderful effect he had on other people’, says Steve.

To celebrate Steve’s life and to help raise funds for Immunodeficiency UK the family along with
Gateshead Rugby Club Beer Festival hosted a fundraiser. Jezz was a member of Gateshead
Rugby Club and he was known as T Rex due to his running style.

The event raised £3,350 bringing the total raised to over £4,600 for Immunodeficiency UK and
we couldn’t be more grateful. This donation will go toward helping us to support more people
living with primary or secondary immunodeficiencies nationwide. 



£900 was raised
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Our incredible fundraisers

Sponsored 3-hour Zumbathon

Karen Henderson is an immunology clinical nurse specialist at Addenbrookes and a long-term
supporter and often signposts patients to our services. 

She says ‘I have over two decades experience within Immunology as a specialist nurse
working with individuals and families with primary immunodeficiency and secondary
antibody deficiency. I have signposted many patients to your excellent charity over the
years and hope that our contribution helps with all the excellent support you provide.’ 

Karen organised a sponsored 3-hour Zumbathon alongside Katrina Hyland of fitness studio KFit in
St Neots, Cambridgeshire.

A great bunch of amazing and charitable people got involved (pictured above). The event raised
over £900 for Immunodeficiency UK. 
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Our incredible fundraisers

Diane’s Olympic Triathlon

Immunodeficiency UK trustee Diane
completed an Olympic triathlon on August
28th – this consisted of swimming 1.5km,
cycling 40km and running 10km – to raise
funds for our helpline.

Both Diane and her daughter Rachel are
affected by an immunodeficiency so this is a
cause close to her heart. The pandemic has
been a particularly difficult time for people
who are especially vulnerable to COVID many
of whom, like her daughter Rachel, don’t get a
full protective response from the vaccines,
with some people still shielding.

Immunodeficiency UK has advocated for
these patients, keeping them informed and
supported in many ways, but especially
through its helpline and Diane’s fundraising
was to further support this work. Many find it
to be a lifeline for advice, guidance and
emotional support.

Diane has raised over £1,500 for the helpline.

was raised through public
donations

£39,359
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Thank you to all our members, fundraisers, volunteers,
staff, trustees, sponsors and members of our medical and
patient representative panel for their continued support.

We couldn’t do what we do without you.
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Thank you

www.immunodeficiencyuk.org
hello@immunodeficiencyuk.org

0800 987 8986

To make a donation, please go to
http://www.immunodeficiencyuk.org/donate

http://www.immunodeficiencyuk.org/
mailto:hello@immunodeficiencyuk.org
http://www.immunodeficiencyuk.org/
http://www.immunodeficiencyuk.org/donate











