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A message from our 
Chair and Chief Executive
Welcome to our Impact Report. A year in which we 
have rallied our community so that everyone with a 
muscle-wasting and weakening condition can get 
the healthcare, support and treatments needed to 
feel stronger, both mentally and physically.

The Covid-19 pandemic required 

which continued into 2022/23. 

focus and the amazing support 

research projects this year, 

grants to 43 projects and our 
current commitments to £6m. 

community, with an increased 
demand coming through our 

service - greater than during  

The main area for which 

navigating the PIP system. We 
provide information, advice, 
and advocacy support in this 
area and in the year ahead 

issues that our community 
experience. The investment 

unrestricted reserves, which we 

numerous other community 
fundraising activities. There are 

supporting our community 
both today and tomorrow.

research commitments; more 
effective communications, so 
we can reach a greater number 

our support; and a continued 

access to new treatments.

of the access journey in 

we began the push for this 
treatment in 2016, great strides 
have been made in treatment 

reporting year we were working 
on access to 12 treatments for 

more must be done, and we are 

funding partnerships.

better society. This year we 

community a voice across 

ago, and we are determined 
to go even further and faster. 
Our community makes us 
stronger and that’s why we 
worked together to refresh our 

Thank you to our dedicated 

giving your time and money 
throughout the year. And 

President, trustees, and staff 
team – thank you! The support 

weakening conditions. We are  

we are stronger.

Thank you to 
our dedicated 
community 
for graciously 
giving your time 
and money 
throughout the 
year. And to 
the scientists, 
healthcare 
professionals, 
our dedicated 
President, 
trustees, and 
staff team.”

Catherine Woodhead 
Chief Executive

Professor Michael Hanna 
Chair
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Tiffany’s story
Tiffany shares her journey so far, and why being an 
Equality, Diversity and Inclusion Ambassador is so 
important to her.
“My son Roman, aged three, 

 
of one. Getting the news was 

 

wasting conditions.

everyone who meets him.

 
our feet. But it can be a very 

been through an experience 

support Roman needs with 
his condition, in a way that 
is easy to understand. It’s 

representation.

conditions are so rare, we want 
Roman to know there are other 

understand what he is going 
through. That is why it is so 
important for us to raise our voice 

“I’ve been appointed as an 

connecting, representing and 

working group and is working 
to improve its diversity.

 
use my voice to make a 

I’ve been 
appointed as 
an ambassador 
for Muscular 
Dystrophy UK, 
and I’m excited 
to say I’ll be 

focused on 
connecting, 
representing 
and expanding 
the Black 
muscle-wasting 
community.”

About us
We’re the leading charity for over 110,000 people in the 
UK living with one of over 60 muscle-wasting and 
weakening conditions.
We connect our community of 

 

 
 

Our mission
• We share expert advice and 

• We fund groundbreaking research 
to understand the different 

new treatments.

• 

• Together, we campaign 

 
and access to treatments.

Our values
• Stronger together. 

the power of community. That the 
 

its parts. Because the more of us 
who come together, the greater 

• Forward thinking. We’re here for 

Wherever you’re from. You are our 

targets and measure our impact.

• Here for you. We are here for 
everyone, but we know support isn’t 

• Never Stop. 

we are determined to go even 
further and faster.

Objects of Muscular Dystrophy UK 

awareness and care for those 

We do it:

• to promote research

• to promote the provision of care 
and treatment

• to assist those who care for 
persons affected by the conditions

• to provide education and training 
to persons affected

• to raise the awareness of the 
 

the Charity’s objects

The charity Trustees consider that 

in section 17 of the Charities Act 2011 

that the charity provides are not 
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The year in numbers

£1.3m
awarded for research including 
14 new grants, bringing the live 
portfolio to 43 active research 
grants being supported, with a 
total cost commitment of £6m

£8.2m
income generated

2,663
people living with, or affected 
by, a muscle-wasting condition 
supported through our phone 
and email support service

10
treatment appraisals on 
which we were active, with two 
treatments recommended by 
NICE for NHS use

99,103
visits to the care and support 
sections of our website

15,696
unique page views to our 
online forum allowing people 
to share experiences and 
support each other

3,973
online views of our muscles 
matter seminars

1,857
views of the Standards of Care 
for Adults with Duchenne 
muscular dystrophy videos

470
attendees at our Allied Health 
Professional upskilling 
webinars

80
participants at our 
Physiotherapy Conference

Looking back on
what we achieved
This year’s achievements and performance measured 
against our 2021/22 objectives.

Performance Indicator Our achievements

Fund high-quality 

treatments, and 
ultimately identify cures 
for all muscle-wasting 
conditions

Funded 14 new research projects, 

grants; seven two-year project grants; 
two 12-month grants; and two four-year

a further two 
year’s funding for both the paediatric 

Ensure everyone has 
access to specialist 
NHS care from a 
multidisciplinary team

weakening conditions.

Two treatments recommended by

weakening conditions.

80 attendees at our Physiotherapy 
Conference.

42 attendees at our Care Advisor 
Conference.

470 attendees

20-50 monthly enrolments on our 

an Expression of Interest to our audit of 

Four cross-party parliament and 
assembly groups 
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This year’s achievements and performance measured 
against our 2021/22 objectives - Continued Our research advances

High-quality research plays a key role in our ambition to improve the lives of people 
living with a neuromuscular condition, helping us to better understand these 
conditions and maximise treatment improvements.
Our three-year research strategy, 

research’, remains the driving 
force for our research activity. We 

research that deepens our 

conditions and support studies 

Our grant awards

award grants to researchers 
with no prior history with the 
charity demonstrating our 
continued journey to encourage 
new researchers into the 

was opened further than the 

conditions supported by us. 

which were subjected to a 

Of the grants we funded, 

conditions: Charcot-Marie-

that we have supported new 

The European neuromuscular 
centre
We continue to be an executive 
member of the European 

research charities from 
across Europe who bring 

in-person workshops this year 

with previous years, many of 

researchers and patient 

have happened without our 

Our Research Line
We continue to ensure patients 

new studies, treatments, and 

Research Line.

Supporting the PREFER project
This year saw the end of the 
six-year PREFER project for 
which we provided support. The 

of using patient preferences 

this six-year project PREFER 

approach to drug discovery 

marketing, factoring in patient 

evidence-based data.

Improving 
lives today and 
transforming 
lives in the 
future.”
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Performance Indicator Our achievements

Provide services and 
promote opportunities 
to enable each affected 
individual to live as 
independent a life as 
they wish

Handled 2,663 requests for support,  
a 22% increase on the previous year.

99,103 visits to our website’s care and 
support areas, a growth of 15 percent on 
2021/22.

15,696 people used our online forum 
to share experiences and support 
each other.

169 people supported through our 
advocacy service.

24 equipment grants provided through 
our JPT programme.

389 bookings,

Matter seminar series.

78 people attended our two face-to-
face information days.

conditions, accessed 2,615 times.

 

Condition, which was mentioned in 

177 Changing Places toilets registered.

Generate income to 
continue supporting the 
community

£8.2m total income generated this year, 
an 11% increase from 2021/22.

Merged two teams with a view to 
cementing the fundraising strategies of 
both teams to maximise income from 

£2.9m legacy income, up from £1.65k 
in 2021/22.
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Highlights of our research funding
Research projects take time to deliver impact. Here are 
some highlights from grants that were active in 2022/23 
that we awarded in previous years:

Research into causes of muscle 
weakening in SMA
We funded research carried 

mechanisms that drive 

enhance existing treatments 

 
neck movement, breathing 

Research to help predict the 
severity and progression of 
Duchenne muscular dystrophy

to understanding why the 

dystrophy symptoms varies 

prognosis and future research in 

Research to better understand 
the cause of myotonic 
dystrophy type 1

myotonic dystrophy type 1 to 
an issue with the mechanism 

understanding of the root 

and effective therapies and 
treatments. Myotonic dystrophy 
is a genetic condition that 

weakness and wasting.

Research targeting the cell’s 
energy system as a potential 
treatment for FSHD
We funded research carried 
out by Professor Peter Zammit 

London to investigate how the 

mitochondria. The project 

symptoms and be combined 
with other effective treatment 

is the third most common 
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Driving change for 
access to specialist 
care and support

wasting and weakening conditions. At the same time, 

received appropriate attention from commissioners 
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10
which we were active

2
treatments recommended 

42
attendees at our Care 
Advisor conference focusing 

20-50

Our role in treatment recommendations and appraisals

Duchenne muscular dystrophy

in January 2023 when the 

recommended Translarna 
ataluren

in the dystrophin gene. We 

groups - co-ordinating a wide 

meetings.

process of appraising 
vamorolone, a treatment for the 

corticosteroids 
and evidence suggests it may 
have fewer acute side-effects. 
In October 2022, we took part 

made a joint submission to this 

fordadistrogene movaparvovec 

 
we have begun preparations 
to engage in this process 
in 2023/24.

Pompe disease

recommendation of 
avalglucosidase alfa as a 
treatment option for Pompe 
disease in August 2022. We 

Life President Baroness 
Thomas of Winchester, who 

committee that appraised the 

recommendation. In October 

disease, cipaglucosidase alfa 
with miglustat.

Spinal muscular atrophy

treatments this year. Two of 
the treatments - Evrysdi

risdiplam Spinraza 
nusinersen

Managed Access Agreements 

Managed Access Oversight 

 

response to the scoping stage of 
Zolgensma 

onasemnogene 
abeparvovec

recommended onasemnogene 
abeparvovec for pre-
symptomatic babies.

Myasthenia gravis
In May 2022, we participated 

gravis treatments ravulizumab 
and efgartigimod. We then 
submitted a joint response to 

in 2023/24. In March 2023, we 

and nominations to the 

FSHD survey
In May 2022, we promoted 

from any one country.

Muscular Dystrophy UK Impact Report | 15

We have been 

for access to 
Translarna.”
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Connecting and 
upskilling health 
professionals
Our conferences
This year saw the return of 

conferences for two key groups 

best practice and network.

The MDUK Neuromuscular 
Physiotherapy Conference took 

physiotherapist participants 

Our Care Advisor Conference 
 

with 42 attendees, with a focus 

Virtual upskilling and 
networking opportunities

conditions with a combined 

Our regional neuromuscular 
networks

networks and engaged with 

information events. These 
networks are an important 

can be brought together to 
identify and address gaps and 

This year major changes 
in the commissioning of 

in a series of engagements with 
Integrated Care Boards and 

 
 

the new commissioning 
 

assist community services  

 

wasting conditions.

Our Centres of Excellence 
Awards
One of the ways we identify 

every three years but due to 

began major work to update the 
process we use so that it is more 

of new treatments and 

an Expression of Interest to 
participate in the 2023 audit.

Parliamentary 
Work
Support to muscular dystrophy 
parliamentary groups
We continue to support 
cross-party groups on 

number of meetings across 

 

 
weakening conditions.

Joint secretariat of UK SMA 
Newborn Screening Alliance

screening for rare conditions.

Muscular Dystrophy UK Impact Report | 17
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Living well
Being diagnosed with a muscle-wasting condition means 
adjusting to a new, unexpected, and ever-changing reality.

the information and support 
they require throughout their 

free, expert information 

support, covering every topic 

 

Our helpline service

contacted us most about this 

and adaptations advice, and 

responded to these requests 

and support areas and used 

experiences and to support 
one another.

Our advocacy service
Our advocacy service supports 

to get the care and services 

providing advice or acting on 

 

own needs.

Providing grants

our grant-giving arm the Joseph 

 

wasting and weakening 
conditions this year.

Muscle group sessions and 
Muscles Matter seminars
We continued to bring our 
community together through 

seminar series. 

The programme of seminars 

 

two face-to-face information 
days in London and York, and 

 
to-face events in the summer 

autumn and spring.

Living well resources

wasting and weakening 
conditions, we produced two 
major resources this year. 

of videos to accompany the 

Organisation. The videos 
provide a summary of each 
section of the standards of 
care document with a focus 
on the key points a person 

supporting their conversations 

 
were accessed 1,857 times.

on managing fatigue for 

 
across the year.
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living with a muscle-wasting condition 
for me and it has taken over my life. 
MDUK’s new fatigue management 
resource is vital to increasing awareness. 
It covers so many aspects of fatigue and 
signposts for further advice, which is of 
enormous help to those affected.”

28%
increase on the previous 
year in support requests

169
advocacy service

24
through our Joseph 
Patrick Trust

196
seminars: with 3,973 views 
on YouTube and Facebook

99,103
visits to the care and 
support sections of our 
website; a 15% increase on 
the previous year

15,696
unique page views 

experiences and support 
each other

78
information days in 
London and York



20 | Muscular Dystrophy UK Impact Report

The impact of rising costs on 
people living with a muscle-
wasting condition report

and weakening conditions is 

conducted a survey on the cost 

We used the insights gained 
- combined with our previous 
research and contemporary 

groups - to produce our 
report ‘The impact of rising 

The report sets out why the 

makes key recommendations 
to a number of decision 
makers as to the support our 

the report in October at the 

referencing the report in the 

Our Moving Up programme

programme supported 12 young 

support. Participants were 

how to maximise their chances 

they are aware of what they 

either at interview stage, or when 

Of the 12 participants on 
the programme, nine have 

onto the next stage of their 
education. It was great to see 

to the charity in short term 

who received a promotion to a 

Co-chairing the Changing 
Places Consortium
We are proud to co-chair the 

which is the home of the 

campaign seeks to ensure 

This year, our work has been 

to government programmes 

We continued to administer 
a £2m grant programme in 

increased provision of Changing 

across the A road network.

Our partnership work with the 

for the distribution of £30m 

and to provide advice and 

in receipt of this funding. We 
provided support in managing 
a second round of funding 

in 2022/23, 124 of which 

the government funded 
programmes.

Moving Up is a project supporting young disabled people. It provides 
opportunities to participate in workplace internships to get the 
experience to move up and gain employment. Jack has end-to-end 
experience of the project and since November 2020 has been our 
Moving Up Project Manager.

which had taken a serious hit after years 

the charity in October 2016. I got to work 

The money will 
help ensure that 
every family is able 
to have a day out 
with dignity and 

Having a muscle-
wasting condition 
means there are lots of 
additional costs, which 
other households don’t 
have. For example, my 
electric bill. I’ve got to 
charge my two power 
wheelchairs and an 
electric hoist. I can’t use 
a manual wheelchair 
because the muscle 
weakness in my arms 
means I can’t get out
of it. We worry about 
whether we can look 
after ourselves.”

Muscular Dystrophy UK Impact Report | 21
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Our work in Scotland
We work in each of the four countries of the UK. We are required to provide a report 

£5,600

£4,504
Christmas event

£4,820
raised by two skydivers

361
support requests 
responded to

Over the past year, we continued 
to provide comprehensive  

 

 
 

 
 

been on engagement, outreach, 

to get the care, support, and 
equipment to which they are 

This year we responded to 361 

of which 53 were advocacy 

secretariat to the Cross-Party 

The Scotland Care and Support 
Alliance

system. In response to this, we 

overarching barriers to access 
and to drive forward key 
recommendations on how  

better meet the needs of the 

Neuromuscular wellness 
sessions

wasting conditions. These 
sessions covered a range of 

 
 

 

and posture improvements, 

hoping to run these sessions 

Free training and support 
sessions

free training and support 

exercises and techniques. 

us in producing resources on 

workshops. We held a face-to-
face Muscle Group meeting in 
August alongside the virtual 
ones in Spring and Autumn.

Research
We continued to support 

year. Our grant to Professor 

of Edinburgh ended, but we 

Edinburgh, and Professor  
 

Regional 
development
Family Funds
We continued to grow the 

this year, with Team Thomas 

and taking on a variety 

new year’s dip and a team of 
runners entering into events 
as part of the Edinburgh 

fantastic £5,600.

Supporting community 
fundraising activities

fundraising strategy, we took 

events and invest this time 

their own fundraising 
activities for the wider 

Performing Arts who raised 

2023 events where the hope 

raised to £5,000.

Outdoor events
With the growth of outdoor 
events, we have continued 
to see new and re-engaged 
supporters taking up 

which has seen increased 
participation and income, 

year, with one supporter even 

Skydives

we had to postpone some 

the process of trying to 

with two skydivers raising a 

Our total fundraising in 
Scotland

by the pandemic, we have 
raised a fantastic £117,000  

and wasting conditions and 
promote more fundraising 

doing, with the aim of 
increasing our targets  
year on year. 
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“I have days that 
I call “Only my 
eyelashes do not 
hurt”. On these 
days I cannot 
physically or 
mentally deal 
with all the 
calls, emails 
and messages. 
Jackie, Muscular 
Dystrophy 
UK Regional 
Information, 
Advocacy and 
Support Manager, 
is right there  
to help.”
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Our President’s Award winners
These annual awards recognise outstanding people doing remarkable things to 
make muscles matter. This year’s winners are...

Alexander and Valerie Patrick Award for 
Carer of the Year

Emma-Jayne Ashley
Emma-Jayne is a dedicated caregiver 

her husband, Peter, she represents the 
myotonic dystrophy community in various 
European research and care organisations.

Volunteer of the Year

Claire Boylan

Early Career Scientist of the Year

Dr Vino Vivekanandam

treatments, improving patient diagnoses, 
and increasing our understanding of rare 

Fundraiser of the Year

The Chubb Family

Peter and Nancy Andrews Community 
Achievement

Tiffany Hesson

representing the charity, and championing 

document.

Richard Attenborough Award for 
Outstanding Achievement

Chloe Ball-Hopkins

has often spoken at our events.
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The difference 
your support made

Our fundraising year 
in numbers:

£36,000
raised at the BGC 

to the appearance 
of Gabby Logan MBE 

£12,000
raised from the 10,000 
participants from 

and communities 
 

took part in our Go 
Bright event

£2.9m

£31,000
won by Gabby Logan 
MBE by appearing 

Catchphrase and 
 

Jimmy Carr

£318,000
raised by the 7,330 
participants who took 

Gown running events
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Highlights of this year’s fundraising
Games Nights

venue where twenty teams 
of six joined us to take part 
in the tournament. We were 

committee and guests had 
so much fun, we decided to 
organise a second games night 

together the games nights 
raised £36,700. Both events 
attracted a new audience of 

very soon.

Microscope Ball

returned for a record-breaking 

A Pose’ and was hosted by the 

with entertainment from the 
 

 

speaker, who’s rousing speech 

captivated the audience and 

history of the event.

Thanks to your amazing generosity, income from gifts, 
grants, and donations, campaigns and events totalled 
£4.4m this year.
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Our challenge 
events
Pedal Paddle Peak 2022
This was the seventh year of our 

took part this year, raising a 
record £107,195.

London Marathon 2022
We had 124 runners in the 
London Marathon this year, 108 

a fantastic £323,194, our highest 
yet for the London Marathon.

Our Family Funds

amaze us with their dedication 
to fundraising, having raised 

the weekend were given the 

activities. With the evening 

with the opportunity to take
the winner’s trophy home!

Supporter led 
events

dystrophy, raised over £27,000. 

Thames River from source to 

London. Eight members of 

awareness of Charcot-Marie 
Tooth disease and raised an 
amazing £3k in the process.

Our volunteers

with their community fundraising 
post pandemic, attending 

running, jumping, dancing, 

Medical Research 
Charity Support 
Fund

the Government. The donation 
has contributed towards six of 
our research grants, furthering 
our understanding of conditions 

interventions and therapies for 

the marathon having trained using the couch to 5k programme, 

the age of four, Brian has been dedicated to fundraising 

wasting and weakening conditions. Over the course of 
more than 35 years, Brian has raised £680,000 for the 

Muscular Dystrophy UK Impact Report | 29

It hurt so much, and I was so tired, but I later felt 
amazing. I was so proud that I was able to run, after 
being told for years, I couldn’t do this…although it 
was very hard and took me just over eight hours the 
day was amazing, and the support was fantastic 
even for us back of the pack runners. “

This year will mark the 25th anniversary of 
Mark’s death so we are taking on the Pedal 
Paddle Peak in his memory and honour…It will 

as he was full of fun and remained cheerful 
throughout his short life.”
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£1£1
£1

£1
£1

How we raised our funds

For every £1 we spent we ensure:

30p Invested in fundraising 
to ensure we maintain a 

to support our community

70p

For every £1 invested in fundraising we raised £4

Total income

£8.2m

17%

Events and promotions 

9%

Direct marketing 

9%

Major Donors and Corporate 

9%

Trusts 

9%

Regional development 

36%

Legacy 

11%

Total expenditure

Other income 

£6.9m
30% Fundraising 

29%

Medical research 

16%
Access to specialist 
care and support 

25%

Independent living 

Total funds

£11.9m 38%

Restricted 

3%

Endowment 

4%

Designated 
55%

General 
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Our future plans
Going forwards, in 2023/24 we will:
• 

in our £1m joint fund with 

dystrophy.
•  Launch a new £1.5m 

programme to pump-prime 
strategic research.

•  Invest £500k into the 
2022/23 new research 
grants programme.

•  Launch a £90k three-
year programme to drive 
innovative research into 

 

weakening conditions.
•  Engage in a range of 

partnerships to begin new 

genetic therapies for rare 
 

 

• 

centres and patient 
viewpoints, through our 

 
audit and Centres of 

• Continue to ensure that 
 

and the needs of our 
community are represented 
in decisions about future 
provision as commissioning 
reforms continue; new 
treatments become 

•  Launch two new initiatives 

Matters work to provide 

community, with the aim of 
providing increased access 

or receiving targeted 

• 

weakening conditions 

support them.
• Provide support to 

 
 

their events.
• 

a Care Adviser conference 
and two Information days in 

Conference in March 2024.

• 

events providing condition 

support.
• 

to treatments and for support 
services to be resourced for 

processes for new treatments 
through to campaigning 

• 
 

 

programme.

• 
through active fundraising 

 

• 

• Maximise the return on 
investment through effective 

continued monitoring and 

of return on investment, 
 

ratio or above.
• Work towards our Patient 

we are a trusted information 
creator through our updated 

A standard our community 
requires.

• Reduce our overhead 
 

•  Launch our refreshed brand, 

strategy to reach more of the 

weakening conditions.
• Continue working on reducing 

•  Remain committed to 
 

the sector, with a continued 
focus on our team’s 
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Thank yous
Our President
• Gabby Logan MBE

Honorary Life Presidents
• 
• Professor Martin Boborw CBE 

Our Patrons
• 
• Ian Corner
• 
• 
• 
• 

Research Vice Presidents
•  

• 
• Professor Patrick Chinnery 

• 

• Professor George 

• 

•  

• Professor Francesco 

• 
• 

•  

• 
• 

• Professor Matthew Wood 

Vice Presidents
• 
• 

• Andrew Graham
• Andrew Weir
• 
• 
• Candida Crewe
• Charity Crewe
• 
• Frances Carey
• 
• Ian Mathieson
• Jeremy Champion
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

Our Trustees
• 

• 
• Ian Gordon
• 

• 

• 
• 
• Martin Cardoe
• Joe Gordon
• 
• 
• 
• 
• 
•  

• Robert Warner 

Senior Leadership Team
• Catherine Woodhead, 

Chief Executive
• 

Research and Innovation
• 

Communications and 

• Emma Jones-Parry,  

• Wojtek B Trzcinski, Finance 
 

• Leanne Thorndyke,  
 

Key Donors
• Frances Carey
• 
• 
• Christopher Bruce-Jones
• Jeremy and Mary Champion
• 

Aberdeen
• 
• Peter and Frances Meyer
• Mayo Marriott
• 
• Tony and Monica Moorwood
• 
• 
• 

• The Q Trust
• 

Corporate Support
• 
• 
• 
• 
• Chimera
• 
• 

Grants Fund

• 
• Marchmont
• 
• 

Trusts and Foundations
• 
• 

• 
• 
• 
• 

Foundation 
• 

Trust 
• The Cranbury Foundation 
• 
• 

Golf Day Committee
• 

Clay Pigeon Shoot Committee
• 
• 
• 

Sports Quiz Committee
• James Pearson
• 
• Martin Cardoe
• 
• 
• Rich Cumbers
• 
• 

Microscope Ball Committee
• 
• Adam Cradick
• Andrew Wedderspoon
• 
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