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Welcome to the
PoTS UK

Fundraising Pack

/ We would like to say a
massive thank you for choosing
to fundraise for PoTS UK.
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Postural Tachycardia Syndrome affects We also support patients in several ways
many people across the UK yet it is still through their PoTS journey, offering the
vastly under diagnosed. With symptoms most up to date information on diagnosis
ranging from mild and manageable to and treatment options. We support
severe and disabling, it can be very patients through our evidence based
distressing for patients and their families website, by providing online peer support
to suffer without the correct diagnosis, groups, email support, regular social
support, and treatment options. media updates and our newsletter.

There is no “cure” for PoTS, but with
appropriate management and support,
some patients are able to return to a
relatively normal level of function. For
others, it leaves them requiring a
wheelchair to mobilise or in severe cases,
housebound.

Here at PoTS UK, we work hard to raise
awareness within the medical sector by
holding and presenting at regular events.
We teach GP's, hospital doctors, and
other healthcare professionals about
PoTS and how to recognise the signs in
patients presenting in their clinics.

This will mean patients can be referred
through the correct channels for further
testing more quickly and can then be
better supported through their journey.




Matt says:

What is PoTS?

Postural Tachycardia Syndrome (PoTS) can be
a life altering and debilitating chronic health
condition.

Simply standing up can be a challenge for people with
PoTS as their body is unable to adjust to gravity. This is
due to a dysfunction of the autonomic nervous system.
Symptoms include headaches, fatigue, palpitations,
sweating, nausea, fainting and dizziness. All are
associated with a persistent increase in heart rate on
standing of greater than 30 beats per minute.

A diagnosis of PoTS can be life changing. Often sufferers
are left unable to work full time or attend school on a
regular basis. Some have to give up work altogether and
become isolated by their condition. In severe cases, the
patient will require a wheelchair to mobilise or become
bed bound due to their symptoms.

Laura says:

"l think the most upsetting thing about having PoTS
and other chronic ilinesses is other people’s
perceptions, especially those who are non-disabled.
I’'m slowly managing to understand how | can manage
my PoTS but it does take a while as you need to make
some life changes to adapt."

"The biggest help was receiving a diagnosis, finally
having an explanation for why | felt the way | did and
having my feelings and experiences validated."




Stories about PoTS

Hi, my name is Kara and | am 22 years old. My PoTS symptoms began
around the age of 13 while | was at school.

Every day became a struggle, however, | put it down to being a teenager and going through
puberty. It wasn't until | first fainted outside my cookery lesson at the age of 14 that | knew
something was really wrong. | remember feeling so scared and confused as | woke up on
the ground with everyone staring at me, nothing like this had ever happened before!

Months and months of fainting daily and being told it was all in my head | was eventually
admitted to hospital for further tests. | finally had a tilt table test and the consultant told me |
had PoTS.

My advice to anyone going through a similar situation is to never give up. | know how
difficult it is to go through education with a chronic illness but you will get there!

My name is Lauren and | am 25 years old.

My PoTS journey started in March 2022. After | had been rushed to hospital multiple
times, | finally started to be taken seriously.

It took me around 9 months to get my final diagnosis — PoTS and postural hypotension. |
still have my bad days but I'm finding it easier to control my symptoms.

My advice for anyone out there waiting for a diagnosis or have already been diagnosed,
would be — KEEP GOING, you can do this!

If you saw me walking down the street, you’d think | look relatively
“normal”. And that is because | am “normal”.

Primarily | have PoTS, and this apparently, is the cause of my many other challenging
conditions.

| have chosen to get on with life however, calmly accepting what | have, keeping things in
perspective & adapting to achieve a quality of life. | see this as a journey and so look at what
| can do, not what | can’t. | look for positive things | can do each day, striving for a quality of
life by looking after myself.

I’'m married with two children and even though parenting can be challenging, | put a lot into
it and spend as much time as possible with them —it's the best choice | ever made!

My name is Cat and | am 23 years old. My symptoms first started as a
teenager in secondary school.

Following emergency surgery and a post operative infection | was left feeling tired all of
the time and was eventually diagnosed with ME (Myalgic Encephalomyelitis).

In June 2016, after a years of multiple tests, scans and holter monitors, | had an
implantable loop recorder inserted. In March 2020, | was eventually diagnosed with PoTS.

The biggest challenge for me has been trying to maintain my job and social life alongside
my illness, and adjusting to new ways of doing things since my PoTS became so severe.

PoTS can be life changing, but having the right diagnosis enables patients to make the
necessary lifestyle changes to manage their symptoms and receive further treatment
when needed.

If you would like to read these stories and others you can find them on the

PoTS UK website www.potsuk.org/stories



https://www.potsuk.org/stories/
https://www.potsuk.org/stories/




How your fundraising helps
PoTS UK

Without generous people like you helping us to raise
funds for the charity, we would simply not be able to continue the
work that we do for PoTS patients.
Speaking on behalf of all the PoTS UK team and every
PoTS patient in the UK, THANK YOU.

Every single penny that we receive will be used carefully.
Here are some examples of how we use our donations:
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¢ Online peer support groups
e Salary for our part-time administrators
e Producing our PoTS booklet for hospital clinics
e PoTS leaflets
¢ Running costs for our regular newsletter
¢ Educational events for healthcare professionals
' * |International speaker fund - to bring experts to
the UK to share knowledge.
1 * Expenses for our volunteers e.g travel
. » Patient support and educational meetings
. ¢ To develop UK PoTS guidelines
e Lobbying to improve patient services
e Trustee, staff and volunteer training

We hope you have fun and really enjoy your fundraising
event. If we can support you further in any other way please
don’t hesitate to contact a member of our team at
fundraising@potsuk.org.

Best wishes and good luck with your event.


mailto:fundraising@potsuk.org

A-Z of fundraising ideas

A

Ask for donations = you’ll
never know if you don’t!

Art - ask friends who are
artists or photographers to
donate their work, or
approach local artists. Stage
an exhibition and charge
entrance fee and commission
Auction - auction items of
experiences and donate the
proceeds

D

Donations — ask companies
to donate prizes or provide a
venue for your fundraising
event

Darts evening
Dance-a-thon, set a theme
and a time duration, charge
for entry and ask for
sponsorship

Dog walking - charge your
neighbours and friends for
the service

Drawing competition

Dress down day at work

€

Games - twister, Jenga,
Team trivial pursuit. Pay to
enter, donated prizes
Garden party - sell tickets or
invite guest to make a
donation

Gardening — offer your
gardening services to friends
and family

Greeting cards — make and
sell cards for every occasion
Guess the number - e.g.
guess how many sweets in
the jar or how many pies you
can eat!

Bad tie day — charge yodr
colleagues to come in
wearing their loudest tie.
Bingo - hold a one-off or
regular sessions

Book sale - sell old books,
collected from everyone you
know.

Bring and buy sale

=

o Email all your friends and get

them involved; set up a
JustGiving page to enable
them to donate easily online!
Expert talks — ask people to
donate their time and
expertise

H

+ Hair - cut your hair, shave

your head and/or get
someone to shave off a
treasured beard!

Horse racing — sweepstake at
work

Healthy habit — be sponsored
by taking up a new habit and
swap those bad habits for
good ones!

 International themed evening

— a buffet dinner, with each
friend bringing a dish from a
different culture

Ironing — offer your ironing
services

C

Cake stall - hold a cake stand
at fairs, your workplace or
local events

Cake baking contest or
baking and selling cakes to
friends/colleagues

Car boot sale - cash in your
old belongings

Car wash - wash cars at
shopping centres, office car
parks or your neighbours
Coffee morning

Come dine with me - hold a
come dine with me style
dinner, and charge your
friends for taking part

Cycle - set yourself a cycling
challenge and ask your
supporters to donate to
PoTS UK JustGiving

F

Face painting

Fashion show

Fancy dress party — pay and
win prizes

Film evening - recreate an
evening of vintage cinema by
showing classic films and
musicals and charge an
entrance fee

Football — hold a tournament
in your local area or a
sweepstake.

Facebook birthday
fundraisers

J

Join in with an existing event
in your community and run a
stall or activity

Jewellery making — buy your

own beads and sell at a craft
market or fete

Jumble sale




A-Z of fundraising ideas
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» Marathon - get sponsored to
run or walk 26.2 miles or less

« Karaoke night « Let's lunch - hold a lunéh for

» Knitting - sell scarves, hats,
ponchos. Hold a sponsored
knit

your friends and ask them to
donate

Loose change collection - ask
people to donate any loose
change they have

» Massage — charge friends

and family

e Murder mystery night — dress

the part to make it more fun!

Charge for entry

P.Q R

o Parachute jump - setup a

» Nail art - raise money e o Raffles
: - PoTS UK JustGiving page or
through creating beautiful « Read-a-thon - get sponsored
get sponsored

nail art to read and read!

o Press - tell your local paper
* Needlework sale - create : « Row-a-thon - sponsored row
. . what you are doing and why
some impressive needlework

N,O

* Naughty but nice! - organise
a cream tea

= 1 ’ ’ ’
you can sell Party! - 60’s, 70’s, 80’s.
. 0dd jobs - offer to do odd Dress up and charge an entry
jobs for family, friends and fee_ ) .
e Quiz night » Sponsored silence

neighbours, for a cost!

o Other hand day - if you are
right handed get sponsored
to do everything with your
left hand and vice versa if you
are left handed.

e Swim-a-thon

TAY, T

« University challenge - charge

an entry fee o Taxi your friends around for

» Unwanted gifts — get friends a fee!
to donate items and have a + Talent contest - charge
admission

car boot sale

« Valet service o Tea mornings — put the kettle

on and get baking. Ask for

small prizes and hold a raffle
b W e Treasure hunt - entry fee and
donated prizes
* Wear purple for a day, o Triathlon - Get sponsored to
encourage others and ask for take on one of the ultimate
donations challenges!
 Work - ask your workplace o Ten pin bowling

to match what you fundraise

XY, Z

* Xmas fete

e, S * Your event - if you do not fancy any of our ideas then let us know

B . how you intend to fundraise for PoTS UK

' o Zumba dance marathon — who can Zumba the longest? Don't forget
to charge an entry fee!

competition- check your local
bowling alley, they may offer
discount for a charity




Fundraisers’ Stories

Tony's Tandem Skydive

We met Lucy at Bolton Swimming Club as she was in the same group as our
daughter, and we became friends with Sarah and Tony. We were shocked when
we heard that Lucy had been diagnosed with PoTS, and after | saw lots of the
fundraising that Sarah had been doing, | thought that | would like to do some
thing to help.

Catherine, my wife, had bought me a Tandem Skydive for my 50th birthday, so |
decided that | would ask for sponsorship for doing this, and chose PoTS UK.
Knowing someone that suffers from this condition, and hearing that there is not
a lot known about the condition, it was the right charity to choose.

| was originally meant to do the skydive in March 2022 and we arrived at the
airfield on a beautifully sunny, but very windy day. Unfortunately | was unable
to jump because it was too windy, so had to be-book for August (a part of me
was quite thankful!).

The new date finally came round, and | felt | was ready. It was again a really
sunny day (one of the hottest of the year!), perfect conditions.

| didn’t have to wait around for too long, but when | was actually up in the
plane, the reality of what | was really doing kicked in, along with the nerves.

Everyone was really reassuring and nice, making you feel at ease, and then
when the doors finally opened, | was the first one out, and I'm glad | was!

| was free falling for about 10 seconds, and it was amazing. When the
parachute opened it actually felt really calm, even though you are still falling to
the earth. The adrenalin really kicks in when you land.

I’'m really glad that | did it, and that | have hopefully managed to help PoTS in
some way.
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Tony raised over £1030




Sarah's 5km A Day

On January 1st 2022 | had a crazy fundraising idea that | would walk 5km a day,
every day for a whole year to raise money for PoTS UK!
Most people who know me well, know | am a summer person so for me to
venture out in rain and snow is a huge deal.
| have walked in all seasons and it’s definitely been a challenge with a 14 year
old suffering PoTS including a six week hospital stay, a very hyper, fun loving 6
year old and working full time.
It has been worth every step to be able to support PoTS UK to raise money to
help support others and raise much needed awareness.
| couldn’t have possibly done it without the support of all my family & friends
who are always there to cheer me on with their wonderful words of
encouragement.

Sarah raised £1520

Rebecca's Coffee Evening

| decided to run my coffee evening to raise funds for PoTS after being
diagnosed in November 2020. | arranged to have the coffee evening with
friends and family on the 26th October 2022. We made and brought cakes,
and hired out a hall. Overall, around 75 people turned up.
| was really pleased and grateful with the amount raised and hope
this can be used to find a cure, improve medication and educate people.
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Rebecca raised £2568




Gary ran the Edinburgh Marathon for Beth walked 23 miles when she
PoTS UK in an amazing time of 3hrs completed the Glasgow Kiltwalk. She
41mins. He ran for his daughter Lucy, took on this challenge after being
who had to endure years of diagnosed with PoTS.
symptoms prior to her diagnosis. "We were unlucky with the weather
which made the walk longer feel a lot
longer, but | did it!"

Gary raised
£3837

Jen's Marathon

Jen ran the Manchester Marathon not just to raise money PoTS UK, but also to
raise awareness. She is really aware that PoTS is a remarkably common
condition in females aged 15-50 and often goes undiagnosed or misdiagnosed
due to a lack of knowledge amongst the medical profession.
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Jen raised £720

Thank you, and we hope
you enjoy your event!



How You Can

Support PoTS UK

We have partnered with JustGiving which is an online donations and
fundraiser platform. Donations made on our JustGiving page or
fundraising events set up through JustGiving are easy to manage and
come directly to us here at PoTS UK.

If you do not want to be responsible for handling cash donations then you can easily set
up a fundraising events page of your own by signing up and creating an account on
JustGiving via Email, Facebook or Twitch. Your sponsors can go online and donate or
sponsor you directly on your page which you can then manage and keep track of in your
online account. You can upload pictures, set a goal, add information about your event
and explain why you’re raising money for PoTS UK.

To donate or fundraise, find us on the JustGiving website and
then follow a few easy steps to get started.

e Go to https://justgiving.com/potsuk

¢ At the top of the page you will see information about PoTS UK
Charity

¢ You can Donate, which can be a one-off donation or you can
Fundraise for us

The website will take you through step by step on how to set up your own online
account for people to donate to your event.
If you have any questions or need more information on how JustGiving works, then
please feel free to contact a member of our team at fundraising@potsuk.org who will be
more than happy to help.

v

| am supporting
PoTS UK

Fundraising logos and
poster

If you would like to use one of our PoTS
logos or our fundraising poster please
email fundraising@potsuk.org

Contact:

www.potsuk.org



https://www.justgiving.com/potsuk
https://www.justgiving.com/potsuk
https://www.potsuk.org/support-pots-uk/
mailto:fundraising@potsuk.org

Text Donations

It couldn’t be easier to help support our charity — you
can instantly donate anything from just £1 to £20

Text POTSUK to 70470 to donate the default
amount of £5 to PoTS UK (standard network rate
message charge may also apply depending on your
" network and price plan).

If you would like to donate a different amount to us then

simply text POTSUK to 70470 plus any number from
1-20 to give that amount in pounds. For example:

POTSUK 1 will donate £1
POTSUK 3 will donate £3
POTSUK 15 will donate £15

And there is no need for card details! It’s literally as simple as sending
a text message — the amount you donate gets added onto your next
mobile phone bill or comes off your Pay As You Go credit.

Monthly Donations

You can make a regular monthly donation of your choice via text:

To donate just £2 per month to PoTS UK text
POTSUKMONTHLY to 70470.

This will cost £2 per month (plus one standard network rate message) which will be added to your
monthly mobile phone bill or taken from your phone credit. This will then automatically be donated
to PoTS UK and you'’ll be supporting our work each month without even thinking about it.

You can donate any amount of money this way each month from £1 to a
maximum of £20 by texting POTSUKMONTHLY followed by the
number of the amount of pounds you would like to donate each month.
For example if you’'d like to donate:
£1 per month - text POTSUKMONTHLY 1 to 70470
£8 per month - text POTSUKMONTHLY 8 to 70470
£20 per month - text POTSUKMONTHLY 20 to 70470 and so on.



Other ways to donate

Give as
you Live

facebOOk When you shop at over 6,000 top
stores including John Lewis, Expedia
You can set up a fundraiser on Facebook and Marks & Spencer via Give as you
by using this link: Live Online, they’ll turn a percentage

www.facebook.com/fundraisers of your spend into free funds for us!

and clicking “raise money” - “charity” - Give as you Live

then searching for POTS UK. So many
people set up birthday fundraisers on our
behalf and we have a fantastic amount of
donations this way!

@PoTSUKCharity

You can make a simple donation to PoTS UK
via PayPal Giving by using the following link
which incurs no fee for either party:

www.paypal.com/gb/fundraiser/
charity/3225605

This is a great option if you have taken cash
donations. You would need to place the
donations into your bank account linked to

By Cheque Or PayPal and then simply donate that
bank transfer amount online.

If you would like to send a cheque or
bank transfer, then please contact a
member of our team who will be happy
to assist you with this

Thank you!

fundraising@potsuk.org
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PoTS Awareness Day
25th October

We, as a team, worked extremely hard to make October 25th the official
Postural Tachycardia Syndrome Awareness Day. We had been acutely
aware for some time that we did not have our place on the map within the
awareness day calendar. Now we do!

Our very first awareness day was a spectacular success — with the support
from several iconic landmarks and organisations across the North West of
England, including the absolutely stunning Blackpool Tower which lit up
the gorgeous central coastline of the town purple for PoTS UK. That is a
moment that many of our team and members who attended the event will
remember for years to come.

October is Dysautonomia Awareness Month so Postural Tachycardia
Syndrome Awareness Day fits perfectly on the 25th of October - raising
even more awareness as the spotlight is already firmly upon autonomic

dysfunction at this time!

Our first year was incredibly successful and we hope this will continue to
run on.into future years, bringing more attention and awareness to PoTS
each October.

You can help!

There are many ways to help support PoTS UK during Dysautonomia
Awareness Month and on our Awareness Day.

It may be that you would like to plan your very own fundraising event. It
would be amazing if you were able to help raise awareness and fundraise
for our charity alongside one another.
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Postural Tachycardia
Syndrome



