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WHAT WE ACHIEVED IN 2020/2021

The past 12 months have been a challenge for 
everyone. Despite this, our amazing supporters and 
volunteers have stepped up to donate, run, walk, 
cycle, bake and swim to raise funds for PSPA so we 
can continue to develop and deliver information and 
support, raise awareness and fund research.

Thanks to these funds, you have helped us launch 
new information and support services. These include 

Every day, PSPA supporters do amazing things to help us continue our vital 
work in the PSP & CBD community…and beyond.

the PSPA Support Grants, Newly Diagnosed, Youth 
and CBD Groups, funding for SpeakUnique voice 
banking services and a PSPA Podcast for carers.
Thank you for everything you do for PSPA and the 
difference you help us make in the lives of everyone 
affected by PSP & CBD.

Here is just a few of the things you’ve helped us 
to achieve in the past year:

Helpline calls 
and emails

4800 
We’ve responded to 

Support Grants 
amounting to £4800 and 
have responded to 240 
enquiries and follow ups

23 PSPA 
We’ve awarded

We’ve provided 
funding for six people 
to bank their voice 
with SpeakUnique 
amounting to 

£1500 

We held 

and answered 
64 enquiries

192
Local Group 
meetings 
via Zoom

We supported 

60 people living 
with PSP & 

CBD along with 45 
carers at our monthly 
Newly Diagnosed 
Group meetings

We also brought 
together 

56
people and their 
carers at our new 
CBD Group meetings

Engage with 
more than 

14,500 
followers on 
social media

We host 

7,460 
members on 
HealthUnlocked

1020
new people have 
joined the PSPA 
community in 
the last year

Share personal 
experiences with 

10,648 
PSPA Matters 
subscribers

Provide information to 

43,707 
web visitors

We now have 

191
volunteers thanks to 
people coming 
forward in the past year

healthcare 
professionals

102
We’ve sent publications 
to help support 

people living with PSP & CBD, 
carers and family members

We’ve supported

5400
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S BOLD NEW IDENTITY AND WEBSITE

“Fab colours, so bold and strong. Looking 

forward to running in them!” 

Supporter Charlotte Harmon

It in
volved a year of preparation and 

consultation, but fin
ally in September we 

launched our new brand identity.  

Branding can be an expensive business for 

charitie
s, often costing many thousands of 

pounds. Last year we secured the free services 

of leading branding consultancy, Brandpie, 

through its charitable foundation. Brandpie 

spoke to a number of people affected by PSP 

& CBD, and, based on the feedback, created 

a dynamic and optimistic brand, made up of 

bold colours and a new strapline, “S
tarts here”.

One of our greatest challenges is raising 

awareness, with around half of people 

misdiagnosed initially, and many health 

professionals unaware of PSP & CBD. To 

face these challenges, we need to build a 

strong brand that unites and brings together 

everyone affected by PSP & CBD. We hope our 

new brand will h
elp us with our plans to bring 

more attention to PSP & CBD, secure better 

care and invest more in research.

The more people who join our community, the 

stronger we will b
e against th

e challenges we 

face. Thank you for your support. W
e can’t w

ait 

to see many of you wearing our new colours 

this year! 

OUR NEW WEBSITE

To coincide with the launch of our new 

identity we have created a website 

www.pspassociation.org.uk Designed to 

look as good on a phone as it d
oes on a 

laptop, the new website clearly separates our 

key areas of work, allowing people affected 

by PSP & CBD to access information easily. 

Our work on developing the website 

continues. It i
s really important we get 

any feedback you have on it a
nd how it 

works. We will b
e collating all fe

edback and 

working with developers on improvements. 

Please email your comments to 

info@pspassociation.org.uk

ANNUAL REVIEW 

Our review follows the journey of a single 

pound through the charity, so you can 

see where the money you raise goes. In 

2017/18 thousands of you, our PSP & CBD 

community, turned your personal experience 

into action and raised over £1.188m for PSPA. 

Our annual report, d
etails how the money 

you raised was spent in 2017/18 and what 

we did to support p
eople affected by PSP & 

CBD. You can read our annual review on our 

website in the About Us section.

PLEASE TELL US WHAT YOU 

THINK

There have been a number of big 

changes recently. We would really 

like to know what you think to our 

new look annual report, a
s well as 

our new brand. Please could you 

spare three minutes by visiting 

our website and completing the 

questions in the About Us/Annual 

Report section.

£70,000 RAISED FOR THE NEXT 

STAGE OF PROSPECT 

Last autumn we asked if y
ou 

would be willin
g to donate to the 

next stage of th
e biggest, m

ost 

ambitious PSP & CBD research 

project to
 date. Thousands of 

you donated and we are thrille
d 

to say our appeal has raised over 

£70,000. Thanks to you, our 

researchers will b
e able to expand 

recruitment to
 involve more 

people with PSP & CBD, analyse 

the huge amount of data gathered 

so far, and better understand 

disease progression and discover 

diagnostic markers. 

PSPA TURNS 25 THIS YEAR 

2019 is a very special year fo
r 

PSPA. It w
as 25 years ago when 

our charity was firs
t set up by 

Michael Koe. Since then it h
as 

grown to a charity supportin
g 

thousands of people living with 

PSP & CBD. This year, to
 mark this 

special anniversary, we plan to 

increase our activity by a factor 

of 25. We aim to support 25% 

more people affected by PSP & 

CBD. We plan to recruit 25 more 

education and support w
orker 

volunteers, and, we are aiming 

to target 25 new neurologists. To 

help us achieve this we need your 

help. If y
ou would like to volunteer 

or are planning to mark our 25th 

birth
day please email 

info@pspassociation.org.uk. 

UNDERSTANDING DISEASE 

PROGRESSION

Our Sara Koe Clinical Research 

Fellow, Dr Edwin Jabbari, h
as 

published the results of his work 

in the journal Annals of Neurology. 

Dr Jabbari originally set out to 

improve understanding of why 

some people with PSP experience 

faster progression than others, and 

his new paper provides part of the 

answer. Ultim
ately, this area of work 

will help neurologists give families 

a more accurate prognosis, as well 

as making clinical tria
l results easier 

to interpret.
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Driven by his own devastating experience of 

watching his wife die from PSP, Michael Koe set up a 

charity from his kitchen table with the single goal of 

helping others affected by the disease.

24 years on PSPA provides vital information and 

support to people living with PSP & CBD and their 

families, alongside educating health and social care 

professionals so they can provide the very best care. 

PSPA also funds research to help find a cure. 

Michael Koe’s work continues thanks to the 

thousands of people who have also seen their lives 

changed forever following a diagnosis of PSP or 

CBD. Sadly, half of these people received the wrong 

diagnosis, before being eventually told they actually 

have PSP or CBD. 

At least 5,00
0 people are living with PSP & CBD in 

the UK, but this number could be more than 10,00
0 

as many are misdiagnosed with other conditions. 

Life expectancy is typically between five to seven 

years, but can be as long as 10 years from onset of 

the symptoms.

YOU ARE TURNING YOUR EXPERIENCE INTO ACTION 

People with PSP & CBD across the UK, their families, friends and colleagues are turning their devastating 

personal experience into action. 

Our community is made up of people with PSP & CBD, their families, friends, neighbours and colleagues, 

alongside health and social care professionals and researchers. We are a movement. We are united in the 

fight against PSP & CBD. 

HERE IS THE STORY ABOUT WHAT 

YOUR ACTION ACHIEVED IN 2017, 

TOLD BY FOLLOWING A SINGLE 

JOURNEY OF A POUND. 

Dr Ja
bbari and colleagues at 

University College London 

looked at th
e genetic differences 

between patients with typical 

PSP compared to patients with 

slower progressing forms of PSP. 

In total they studied 600 PSP 

patients and found that variation 

in a gene called TRIM11 w
as an 

important determinant of th
e 

characteristics of an individual’s 

PSP.  In
terestingly, this gene may 

play an important part in
 the nerve 

cells’ waste disposal system, 

called the ubiquitin proteasome 

system (UPS), w
hich is involved 

in the breakdown of misfolded 

proteins, including tau.

While follow up work needs to 

be done, including looking at 

the impact of th
is gene in other 

neurodegenerative diseases such 

as CBD, it i
s possible that th

e UPS 

could be a target for fu
ture drug 

development.

A significant portio
n of th

e 600 

PSP patients came fro
m our 

PROSPECT-UK study, which so 

many of you have participated 

in; the clinical data and DNA 

samples that you donated were 

central to the success of Dr 

Jabbari’s work. Dr Ja
bbari said: 

“My study wouldn’t have been 

possible without PSPA and all 

of its
 supporters. I’d

 like to say a 

massive thank you to you all!”
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