Postural Tachycardia
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MISSION

To provide accessible evidence, informed support, education and
awareness for our growing community.

VISION

To optimise the health and quality of life of everyone impacted
by PoTS.

VALUES
We are committed to supporting the PoTS community by:

e Ensuring PoTS is universally known.

¢ Promoting fair and equitable access to healthcare.

¢ Facilitating ongoing advancement of our understanding of the
condition and its management of PoTS.

¢ Providing trusted and evidenced-informed resources.

¢ Challenging ourselves to be more inclusive, sustainable, and
connected.

¢ Leading the change for a compassionate and open mindset.

¢ Collaborating with others who share our ambitions.



Welcome from our Chair
Dr Lesley Kavi

| value the opportunity each year to open our impact report,
taking time to reflect on what we have achieved over the past
twelve months. 2025 was an exceptionally busy year, but it
was also one marked by meaningful progress. We saw several significant
developments emerge from our parliamentary campaigning and, as ever, the PoTS
UK community demonstrated extraordinary strength and determination in its
commitment to improving services for those living with PoTS.

Our national campaign was relaunched in January 2025 with the launch of the
GOV.UK petition. While we were disappointed by the response from the
Department of Health and Social Care, the petition itself reached over 21,000
signatures - an achievement that should not be underestimated. Every signature
or survey completed, every conversation, every letter or email sent, every piece of
media coverage about PoTS increases awareness and strengthens our case.
Together, these efforts send a clear message: people with PoTS require equitable
access to care and this issue is not going away.

We welcomed the opportunity to meet with MPs at the parliamentary drop-in
session in March, where we were encouraged to hear from one MP that our
campaign had generated more emails on a single issue than they had ever
experienced before. This is no small feat and is something we should be
immensely proud of.

Thanks to the determination and commitment of Cat Smith MP, we secured a
Westminster Hall debate in October. During this debate, Ashleigh Dalton MP
committed to meeting with PoTS experts to discuss the challenges facing patients
and providing services. PoTS UK continues to press for this meeting to take place
as soon as possible.

Alongside our parliamentary campaign, we funded a project to write to all ICBs
and Health Boards (the people who buy NHS services for patients) across the UK,
holding them to account for inadequate services using the findings from our
earlier Freedom of Information requests and Access to Services survey. Both
bodies of work highlighted the absence of dedicated services and care pathways.
We have and will continue to offer our support and expertise to help develop
services.

Another project launched in 2025 was the development of a series of educational
videos designed to support patients awaiting their first clinical appointment. We
have produced a series of 12-videos and this programme is in the early stages of
being trialled at Hammersmith Hospital. We hope it may lead to a national roll
out of a programme of this nature in 2026.


http://gov.uk/

Towards the end of 2025, a working party came
together to begin development of a PoTS passport.
This is something that we will be piloting in 2026.

| have enjoyed seeing the development of our online
peer support groups with new topic groups and craft
groups being introduced - all designed to offer support
and foster a sense of community.

| am mindful that there are many more projects and
pieces of work that | would like to highlight and
celebrate - | encourage you to read our impact report in
full for more information.

As a charity, we fully recognise the immense pressure the NHS is under. We do
not wish to be part of the problem - we want to be part of the solution. PoTS UK
may be small, but we are resolute in our determination to ensure that Integrated
Care Boards, Health Boards, and the UK Government take this condition seriously
and work towards meaningful improvements in services.

Looking ahead, we are excited to deliver our PoTS Masterclass for healthcare
professionals in May - an educational day for any HCPs with an interest in PoTS.
With the generous support of Historic Royal Palaces, we also look forward to
hosting a special event for children and young people at Hampton Court Palace in
April. Further plans for the year include the launch of new website content, the
continued development of our online peer support groups, and the introduction of
a new podcast series.

None of this would be possible without the wonderful team | have the privilege of
working alongside — trustees, staff and volunteers alike. Our wider team has
grown significantly once again this year. With just 1 FTE equivalent member of
paid staff in 2025, it highlights how essential our committed volunteers are. It has
been a joy to welcome so many new people with diverse skills, experiences and
backgrounds, all helping to shape our direction as we move into 2026.

Finally, a thank you to our donors and fundraisers. As a small charity, every single
donation and fundraiser genuinely makes a difference. We value your generosity
and dedication greatly. Applications for grants is extremely competitive and to
date PoTS has not been seen as a priority.

We are working on this, but in the meantime every penny generated by our
fundraising community is essential to ensure the charity can continue doing the
work that we do.

As a team, we will continue to work tirelessly to reach our vision. Thank you to
everyone who contributed their time, energy, and expertise this year. Here’s to
another busy but successful year ahead.

Dr Lesley Kavi



Understanding PoTS:
Why Support Matters

Postural Tachycardia Syndrome (PoTS) is a condition that affects how the

body controls heart rate and blood flow. When someone with PoTS stands

up, their heart rate rises abnormally, leading to a wide range of symptoms
that can make everyday life extremely challenging.

Symptoms include:

e Dizziness or pre-syncope (almost e Visual problems

fainting) ¢ Gut problems (including nausea,
e Palpitations diarrhoea, pain)
e Fatigue e Sweating
» Headaches/migraine ¢ Chest pain
e Brain fog ¢ Poor sleep
e Sense of anxiety ¢ Purplish discolouration of skin due
e Syncope (fainting) to blood pooling in hands and feet
e Shakiness e Bladder problems

PoTS can affect education, employment, mental health, and independence.
Many people look well on the outside but are struggling with debilitating
symptoms. Delays in diagnosis and a lack of awareness among
professionals can leave people feeling isolated, disbelieved, and unsure
where to turn.

Disability caused

%a%g% ~ Up to 85% of POTS
by PoTS is severe.

g??fﬁ G/ o> patients are told that
: their symptoms are ‘all
in their head’.

PoTS is often
misdiagnosed.

g ~ Many healthcare

~ professionals are not
) ) [tis frequently an 'R aware of PoTS.
invisible condition

PoTS can occur at any age
but the most common age
for PoTS to develop is in
young adulthood.
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We held 157 Online Peer Support Groups.

1,576 registered to attend.
90.07% of feedback was strongly positive.

What people said:

“Amazing group”, “So helpful”, “Thank you”, “Lovely supportive group”,
“Fantastic hosts”, “Felt heard and seen”, “People actually understand”,
“My issues are real”

We recruited new volunteers bringing our

total number to:
e 27 Peer Support Volunteers ﬁ
e 2 Social Media Volunteers o
o 27 General Volunteers @

Our Nurse Volunteers responded to hundreds of emails
throughout the year, providing you with invaluable
support and advice.

Our Chair and Trustees volunteered
hundreds of hours of their own time.

They delivered training to GPs, universities, community and
hospital staff, attending meetings and events, assisting with
research....the list goes on!
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Our YouTube channel had

88,024 .. v

our What Is PoTS? video making up the
majority at 62,186 views.

Our PoTS UK Newsletter has 7,386
subscribers, keeping our community
informed, empowered, and connected
with the latest PoTS news, events, and
resources.

764,000 new users interacted with

our website, from all over the world.

Our social media

Our social media channels help us raise awareness of PoTS.
You can help by following us, liking and sharing our posts.

O X006

Facebook Instagram X (Twitter) LinkedIn Tik Tok

29,112 12,038 7335 1309 3994

followers followers followers followers followers



https://www.facebook.com/PoTSUKCharity
https://www.instagram.com/potsuk?fbclid=IwY2xjawIEWLlleHRuA2FlbQIxMAABHZrc3WARnNKn9e92Dso4McoKWz46DRuTfsjRdzDBm6tPeOe4muPjBmtGoA_aem_RzYMuBwe2ASkxC-vpOc8kg
https://x.com/ukpots?fbclid=IwY2xjawIEWSlleHRuA2FlbQIxMAABHdS0AqHoJ_YC4mwBI2LZGzIfLBxyau29h9oRrm-h2w3LL00mxQtvDi_GXg_aem_UBDgczDZk4iMxuTdhohepQ
https://www.tiktok.com/@pots.uk
https://www.facebook.com/PoTSUKCharity
https://www.facebook.com/PoTSUKCharity
https://www.instagram.com/potsuk?fbclid=IwY2xjawIEWLlleHRuA2FlbQIxMAABHZrc3WARnNKn9e92Dso4McoKWz46DRuTfsjRdzDBm6tPeOe4muPjBmtGoA_aem_RzYMuBwe2ASkxC-vpOc8kg
https://www.instagram.com/potsuk?fbclid=IwY2xjawIEWLlleHRuA2FlbQIxMAABHZrc3WARnNKn9e92Dso4McoKWz46DRuTfsjRdzDBm6tPeOe4muPjBmtGoA_aem_RzYMuBwe2ASkxC-vpOc8kg

Over 70 buildings ‘Lit Up In
Purple” on 25th October for our

PoTS Awareness Day. Thank
you for making this happen.

During the month of October we:

e hosted 8 webinars, including sessions led
by our volunteers, Mast Cell Action and

the HMSA =
e held weekly online Yoga and Breathwork

sessions “‘6
e shared your videos talklng abou‘t "What

PoTS Looks Like To You’ 7 N =
e shared a PoTS Eact évery daY

W/h at we aﬂb leved

® mcreased vnsnts to ourwebsute and
downloads of trusted resources






Throughout 2025, your incredible

generosity helped raise
almost

£80,000
Thanks to your amazing efforts
3 in 2025, your fundraising
events raised almost

€ & £55,000
Your wonderful support meant
donations exceeded
£20,000 (G
Every item of PoTS merchandise

sold helped raise close to

£6,500

showing the power of our
‘ community coming

together to make an impact.




The money you raise keeps
PoTS UK supporting patients in
ways that really matter,
including...

Website development
and maintenance.

Maintaining our accreditation
with The Patient Information
Forum for being trusted
content creators.

Training for our Peer
Support Volunteers to
keep our online groups
informed, safe and
supportive.

Supporting our
progress in developing
guidelines for adults
and children by working
with our national PoTS
specialists




Creating our PoTS booklet
for hospital clinics, along
with our full range of
informational leaflets.

Participating in events
hosted by other charities
and alliances to raise
awareness and support
those living with PoTS.

Supporting our AGM to help trustees
and staff review the past year, report on
progress, review feedback and ideas
from our community to help us plan for
the year ahead

And so much more!



Thanks to your fundraising and
donations this year, our key
achievement has been...

The ability to drive forward our Parliamentary
Campaign. Your support helped fund the fantastic,
user-friendly software that enabled 2,254 emails to
reach 572 MPs across the country.

In March, we met over 40 MPs at Portcullis House
to highlight inequitable healthcare access for
people with PoTS.

In June, we met Members of the Senedd, at their
market place event, to continue raising awareness.

Our efforts culminated in attending the
Westminster Hall debate on PoTS, led by Cat
Smith, a major step toward improving healthcare
for those living with the condition.
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What people are saying about our
Online Peer Support Groups

These comments are just a small sample of the
incredible feedback we’ve received!

rWas amazing asx Goulous to not

always! Love the feel so alone.

range of topics and Some great hints

how everyone gets & tips from very
heard and shares passionate and

advice. i
N caring volunteers.
rFantastic! j First time
Really helpful. doing this
So much and it was
information really
shared. helpful.
A caring non Genuinely
judgemental gave me a
space. reason to
keep
r‘\ fighting
It was extremely ) hearing
validating to hear others from real
speak and being able to people not
k relate. J statistics.




Stories about
PoTS

E,

rt ohesty and stre
redible amount of

ps://Wwww. pétsu org/ab
}? se and otFr stories a



https://www.potsuk.org/about-pots/stories/

Miriam

After | got diagnosed with PoTS, | started with
lifestyle changes like drinking more than 2
litres of water a day, regular exercise, and then
taking lvabradine, which made a huge
improvement to me.

- Brooke

My symptoms began over 18

| months prior to diagnosis,

| starting with chest pain and
feeling weak and fatigued all the

time.

| have found two main challenges; allowing myself to
slow down and explaining to friends and family how I’'m
feeling, some days I’m more capable than others!

41227 Ellie

\ 1 1 was diagnosed with PoTS in
=r November 2022, and | never

g | hope sharing my story will further
spread awareness and encourage others to still fight for

those dreams.

Anna

professional dancer before | had
: PoTS.

| was constantly dizzy and exhausted
and | had no idea what was happening.




Lastly, your support for us and for
one another has made a real
difference in countless other ways.

y You have liked, commented
on and shared our posts,
while also being there for
others looking for advice and
support.

You have taken part in —y
numerous PoTS surveys, &

helping us shape, improve byt S
and develop the services
we provide to support you. == e

Your feedback on our Peer
Support Groups has been
invaluable, helping our
volunteers better meet your

/ needs..

During Awareness Month, you played an active
role, reaching out to buildings to ‘Light Up’,
sharing our PoTS tips, joining webinars,
creating videos for social media, and spreading
awareness wherever possible.



Everything we do for the PoTS
community is made possible
by your amazing fundraising,

donations and ongoing
support.

We can’t wait to continue this
journey with you through 2026
and beyond.

Thank you!



