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2024 Annual General 
Meeting 

5:30pm Tuesday 19 March
Via zoom

Agenda

Welcome – Gary Fegan, Trustee

CEO Report - Florence Boulton

Treasurer’s Report - Roger Cockerton

Ordinary Resolutions - Roger Cockerton



 
Key achievements in 
2023

Action Duchenne 
Strategy 2024-2027 

Plan and priorities for 
2024/25

CEO’s Report - Florence Boulton





All-Through Support Programme
Achievements for 2023 

● 1625 support contacts made to 847 individuals
● 25 science education workshops delivered across the UK and Ireland
● 48 bitesize science videos 
● 82 newly diagnosed families supported
● 64 young people aged 14-25 years participated in 2 ‘Yes I Can’ programmes
● 17 professional-led online sessions delivered
● 3 Group counselling programmes delivered for 20 individuals
● Dedicated website created with 104 views to end of life and bereavement 

webpages

Plans for 2024
Supporting Parents Through Diagnosis 
Helping Families Make Informed Decisions
Supporting Families 
Supporting Young People Transitioning to Adulthood
Supporting End of Life and Bereavement 





 
Research and Campaign Projects 

Achievements for 2023 
Research -> Continuously seeking innovative and promising research directions

● Three research proposals reviewed in the 2022-2023. A key research strategy of Action Duchenne is supporting projects/research that 
facilitate standards of care. 

● Together with MDUK, we are supporting a project which aims to develop standards of care for monitoring and management of bone 
health for adults with DMD. 

● This project is undertaken by a group at Glasgow university and aims to enhance the Adult NorthStar Network guidelines and develop 
national standards of care of management of osteoporosis in adults with DMD. A common theme that has arisen from this project is to 
tackle the challenges of DXA scanning especially in non-ambulant adults.

Campaign Project -> Action Duchenne in collaboration with MDUK, families, clinicians, and patient groups campaigned for Translarna 
access, engaging in policy, parliamentary activities, and NICE meetings in the UK. Also, we supported European families  after the EMA's 
negative decision.
Action Duchenne stands at the forefront of campaining for access to medicine by being a stakeholder in multiple appraisal in NICE. Since 
August 2023, Action Duchenne is supporting the following HTA appraisals: Vamorolone, Delandistrogene moxeparvovec, Givinostat (starting 
April 2024). 

Plans for 2024
● Actively seek innovative and promising research directions to support by engaging with clinicians and researchers. The main focus will 

be on the standards of care to identify gaps and underinvestigated areas to improve the lives of individuals with Duchenne muscular 
dystrophy.

● Proactively engage with pharmaceutical companies, NIHR, NHS and NICE to support access of promising therapies for the Duchenne 
community.

● How to involve members: surveys, fundraising, be the voice of the community)



 Achievements for 2023

• 323 Registrations with free tickets for those living with Duchenne and 
their families and £150 grant towards travel and accommodation costs

• 60+ expert speakers from around the world
• 26 sessions delivered through 3 parallel streams across 2 days
• Free creche service for 0-10yrs (39 bookings)
• Hangout area for 10-17yrs with opt in activities (26 bookings) 
• Exhibitor area showcasing mobility equipment with equipment
• 250 attendees to the Friday dinner with 3 course meal, band and raffle
• Patron Harry Hill presented an AD Champion Awards to recognise our 

key supports 

2024 International Conference: Fri 8th and Sat 9th Nov 2024 
Register Your Interest now open

Action Duchenne International Conference 



 
Action Duchenne Fundraising Strategy 2024-27

OUR PRIORITIES FOR THE COMING YEAR

- Significantly increase our grants income

- Grow our Community Fundraising

- Expand our membership 

- Focus on High Value Opportunities

- Boost our Volunteer Support



People organising their own events did incredibly well this year - raising over 
£100k. Walks and treks were a very popular way for our supporters to raise 
funds and awareness.  For example, Lion House Dental Practice completed a 
16 mile walk in 5 hours on the hottest day of the year so far! They were 
inspired by Levi, who lives with Duchenne and Levi and his mum Clare greeted 
them at the end of the walk.

In March 2023 the Action Duchenne Dinner Dance organised by Ruth Taylor 
and her amazing team was a huge success raising £54,528.58

Community Fundraising and Events 

Our first AD Champions Awards ceremony, presented by Patron Harry Hill at our conference 
this year, recognised the huge contribution that over 37 individuals made to enable us to 
continue our work. 

RAF Falcon and Duchenne dad Sgt Doug McAll lifted the weight of a C130J Hercules, 
completing 344 deadlifts at 100kg in 53 minutes 17 seconds! He raised £1,046.51! The RAF 
Falcons also had us as a featured charity in their display brochure seen by audiences across 
the UK and Europe and held a special day at RAF Brize Norton for some of our Duchenne 
families.

Moorside Primary School had the amazing idea of combining 
their Holi celebrations with fundraising for Action Duchenne. 
Inspired by pupil Edward who lives with Duchenne, the school 
held a colour run to raise both money and awareness. Their 
moving story was featured on the BBC and we are so grateful 
to everyone involved.





Treasurer’s report - Roger Cockerton

In 2023 the Charity had a net surplus of £131k following a surplus of £202k in the previous year. 

Income was £712k in 2023 - an increase of 26% on the previous year (£562k in 2022). This is mainly due an increase 
of 124% in income from charitable activities.

Expenditure on charitable activities was £545k in 2023 (2022: £285k), including allocated research, supporting families, 
grants payable, campaigning and education, and improved management and medical care costs. This represents 
93.8% of total expenditure spent on charitable activities, compared to 79.1% in the previous year. Of this, £381k was 
spent on research, supporting families and grants payable (2022: £174k). 

In 2023, the Charity repaid the Bounce Bank loan under the Coronavirus government-backed lending scheme in full.

The Charity’s assets will be invested in accordance with the Trustees Act 2000 and the trust instrument. Any 
investments are managed prudently and in such a way as to provide sufficient income to enable the charity out its 
purposes effectively both in the short term and over the longer term.

Unrestricted reserves are £480k in March 2023 up from 420k in March 2022. The Unrestricted reserves exceed the 
minimum required by the Trustees that is based on three months of charity expenditure aimed at providing cover in the 
event of a sudden downturn in income, and to protect ongoing work programme.



Financial overview 

We spend 93.8p in every £1 on, supporting families, scientific education, research and improved 
management and medical care. 

£381k was spent on supporting families, research and grants payable.



 

1. To receive the accounts of the charity for the year ended 31 March 2023

2. To reappoint Mr Mark Silverman as trustee

3. To reappoint Mr Gary Fegan as trustee

4. To appoint Miss Emma Simmonds as trustee

4. To reappointment Simpson Wreford as auditor of the Charity

5. To authorise the trustees to set the auditor’s remuneration.

Ordinary Resolutions - Roger Cockerton



Bringing our whole community together



 

 

                
 

Bringing our Whole Community together

We can come together as a community to help more 
families in the UK and across the world. 

A world where lives are no longer limited by  
Duchenne muscular dystrophy.

We can help to  improve the lives of thousands of 
young people and adults living with Duchenne. 

Thanks to all of our generous supporters. You are the 
driving force behind the charity’s success!

Our vision:

Your support:

Together:

 Thank you!




