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The Directors and Trustees are pleased to present their annual report together 

with the financial statements of the charity for the year ended 30th September 

2022. 

 

The Organisation  

CMT United Kingdom (CMTUK) is a company limited by guarantee and a 

Registered Charity operating as Charcot-Marie-Tooth UK (CMTUK). The 

Directors of the charitable company (‘the charity’) are its Trustees for the 

purpose of charity law and within this report are collectively referred to as the 

Trustees.  

 

Company Information: Registered Company in England No. 05574584 

Registered Charity No. 1112370  

 

Directors and Trustees 2020-2021 

Paul Fleming - Chair 

Anton James - Vice Chair 

Sophie Arnold     Richard Batchelor     

Thomas Henderson     Karin Rodgers     Ruth Slater  
 

Principal Office 

3 Groveley Road  

Christchurch  

Dorset 

BH23 3HB 

 

The charity is incorporated in England 

Company Registration Number 05574584 

Charity Registration Number 1112370 

 

Independent Examiner 

Oak Accounting Ltd  

Independent Examiner  

27 Bascott Road Wallisdown 

Bournemouth Dorset 

BH11 8RJ 



The Trustees, who are directors for the purposes of company law, present the annual report 

together with the financial statements of the charitable company for the year ended 30 

September 2022. 

 

The Directors of the charitable company (the charity) are its Trustees for the purposes of 

charity law and throughout this report are collectively referred to as the Trustees. Their 

responsibilities include all the responsibilities of Directors under the Companies Acts and of 

Trustees under the Charities Act. 

 

The Board of Trustees are satisfied with the performance of the charity during this period 

and with the position at 30th September 2022 and consider that the charity is in a 

reasonable position to continue and expand its activities in the coming year. 

 

Statement from Vice-Chair of the Board: 

 

Dealing with Covid has been a challenge but now we are through the worse, we are 

gradually getting back to normal. Although managing quite well on Zoom etc., we can now 

meet again in person, especially in our local group’s which appear to be flourishing.   

Our fundraising has recovered, and we are looking at a stable financial position. We are 

hoping, that post covid we will see an increase in the great work our fundraisers do and 

hope that by this, we will be able to increase our support of our membership, and 

supporters going forward.  

We have managed to increase our support for research and look forward to helping new 

research in the future.  

I would lastly, like to thank all of the trustees, staff, members and supporters for your 

continued participation in taking the charity forward in order for us to offer help and 

support to all carers of people with, and sufferers, of Charcot Marie Tooth and HNPP. 
 

Anton James 

  



Aims and Objectives 

 

We exist to assist, advise and inform people with Charcot Marie Tooth and HNPP in the UK, 

in addition to this we aim to: 

 

• Improve communication and services for members 

• Increase awareness of Charcot Marie Tooth in the medical profession and the public 

across the UK 

• Generate positive media coverage to help people affected by Charcot Marie Tooth 

• Reach more people with Charcot Marie Tooth through increased membership 

• Support medical research into Charcot Marie Tooth 

• Raise funds to further the above aims 

 

 

 

 

Our objectives are: 

 

• To provide the best possible Information and Support Service to our members by 

phone, email, letter and in person, and to support this with high quality, reputable 

information, regularly reviewed and updated. 

• To help safeguard and strengthen the CMT United Kingdom’s membership and to 

enhance its reputation as a leading charity in this field. 

• To support and promote positive communications within the organization and 

mutually beneficial engagement with members via a website, social media presence, a lively 

full colour magazine, and occasional e newsletter. 

• To encourage members to attend events which give members the opportunity to 

network with each other, and to learn from medical professionals – many of whom are 

leaders in their field. 

• To provide activities for children and young people living with Charcot Marie Tooth. 

• To develop stronger partnerships and mutual understanding with other groups and 

organizations both nationally and internationally. 

• To support medical research which will improve treatment of the condition with the 

ultimate goal of discovering a cure. 

• To attend events and activities, which build on opportunities that are relevant to the 

CMT United Kingdom’s mission. 

• To support the achievement of the above by maintaining high levels of management 

and financial probity.  

  



Summary of the activities and main achievements of the charity during the year. 

 

Covid-19 Pandemic 

As last year we recognise the affect that the Coronavirus Pandemic, and the related 

measures aimed to reduce its impact, has had on the charity during the year. 

Staff returned to working in the office in February. Disruption to the charity and 

its service to members remained minimal but the impact on staff is 

acknowledged.  

 

 

Annual Awareness Campaign  

Although the annual awareness month is October the preparation and run-up started in the 

2020/21 year. Working with Mushroom Marketing and PR to deliver the campaign which 

focused mainly on social media.  

Mary Reilly Q&A As part of the campaign we were delighted that Professor Reilly 

again agreed to taking part in an on-line Q&A session. This session gave members to 

submit questions on any aspect of CMT and Mary answered as many as time 

allowed.   

      

 

Regional Support Groups 

Regional Support Groups have continue meeting throughout the year both on zoom and in 

person. CMTUK have continued to offer the facility to host meetings online with groups able 

to use whichever format suits their members, including a mix of in person and online.  

Growing the network of Regional Support Groups is identified as an important target. 

  

 

Annual General Meeting 

The AGM was held on 6th May 2022 for the second time using the Airmeet Platform. The 

meeting agreed the accounts, treasurers report and the re-election of two trustees: Thomas 



Henderson and Ruth Slater. Two trustees Debbie Delves and Alan MacDonald resigned from 

the board and were thanked for their efforts and support. The 2023 AGM will be held online 

on the 21st April. 

 

Annual Conference  

The CMTUK Annual Conference was held on 6th and 7th May 2021 using the 

Airmeet Platform and working with Mushroom Marketing. 

 

Paul Fleming open the conference and introduced Professor Mary Reilly, Patron of CMTUK.  

The sessions cover a range of areas: 

Professor Mary Reilly – Patron of CMTUK. Update on what’s happening with CMT 
 

Tom Wood - Orthotics  
 

Ed Cvijan – Pain Clinic 
 

Karin Rodgers – CMTUK Kids Update 
 

Gita Ramdharry-Jackson 
 

Ed Sum - Occupational Therapist 
 

Hydrotherapy – Liz Davies 
 

Research Committee – Alan Macdonald 
 

Sponsors’ Session 
 

 

The second on-line conference, using the Airmeet platform, went well. An on-line 

conference, although lacking some of the human connection that an in person one allows, 

does give more scope for having speakers from further afield or with limited time. We 

would not have had, for example, Professor Kennerson who kindly gave up an evening to 

give her presentation from Sydney or the attendees from a number of countries. 

 

We were grateful to our sponsors: Dorset Orthopaedics, Talarmade, ShoeMed and Special 

Kids Company as well to Pharnext for supporting our work through an educational Grant. 

 

 

 

“Thank you for organinsing a great event – I 

learned a lot.” CMTUK Member 



 

Research 

In 2020/21 CMTUK awarded a grant to a team from Royal National Orthopaedic Hospital 

(RNOH), Stanmore and their research project to establish whether Artificial Intelligence (AI) 

can be used as a method to reproducibly define forefoot deformity in complex pes cavovarus 

feet in Charcot Marie Tooth (CMT) Disease. 

“We feel this will revolutionise understanding and treatment of complex foot deformity in 

the CMT foot.” Mr Welck 

We received an update at the conference. 

In 2021/22 a further grant was awarded in order to renew the software required to 

continue this project that is already having an impact. 

Two papers have so far been published from the research:  

https://www.sciencedirect.com/science/article/pii/S1268773122002351 

This uses a novel technique to look at normal feet and map out what the normal values are - 

we have already used this to help virtually correct the cavus foot in CMT patients and we are 

trying to classify these 

https://pubmed.ncbi.nlm.nih.gov/35403476/ 

This paper looked at the differences between our technique with automated measurements 

to determine that the newer methods we use are more accurate than the old manual 

measurements, and this has uncovered an interesting fact about where the deformity 

occurs in CMT cavus feet - this will also be used to help classify feet 

Two other grants were awarded in 2021/22:  

Developing a national patient registry for CMT  

A mixed methods investigation into barriers and facilitators of healthy eating in Charcot 

Marie Tooth disease. 

Updates on these will be given. 

 

 

“The 2021 Online CMTUK Conference was 

fantastic, so well organised and very 

informative. Something to consider for the 

future for those who can’t attend in person. 

Thank you to all the speakers and sponsors for 

giving up your time.” CMTUK Member 



 

ECMTF 

CMTUK has continued to be an active member of the European Charcot Marie Tooth 

Federation. The federation continues to grow and to link with other European 

CMT patient organisations, as well as having associate members from further 

afield (ecmtf.org). 

Currently there are 18 member organisations (11 full members and 7 

associates). 

In June 2023 the federation will host the 1st European CMT Specialists Conference in 

Paris. 

LIVING WITH CMT ART COMPETITION  

 

To mark Rare Disease Day 2022, the “Living with  

CMT” Art Competition was launched by The  

European Charcot-Marie-Tooth Federation (ECMTF),  

The Hereditary Neuropathy Foundation (HNF) and  

The Charcot-Marie-Tooth USA Association (CMTA),  

supported by Pharnext, to raise awareness of the  

challenges of living with Charcot-Marie-Tooth disease  

(CMT) and the strategies used by individuals to  

overcome them. 

 

The competition was open to everyone around the world, for those  

with CMT or those living alongside someone with CMT. We were  

delighted by the level of response from all areas of the world and  

were inspired by the submissions and stories we’ve read. We want to  

thank you all for your participation and helping us spread awareness  

of this disease. To celebrate everyone’s participation, we’ve published  

all of the creative, impactful and heartfelt submissions in our digital  

book. Many congratulations to Elainah, Fabiana and Tina in the over  

16 years category, and Tanuj, Elizabeth and Skanda in the under 16  

years category on coming first, second and third and from all of us at  

ECMTF, HNF, CMTA and Pharnext, thank you to all who participated  

and helped with the event. 

 

     
Under 16 Winner Tanuj Samaddar (India) Over 16 Winner Elainah (UK) 



Comment 

ComMenT continued to make use of the digital options with videoed interviews featuring 

Bren Maude (Racing Driver), Karin Rodgers and Sam Baller (CMT Kids), and Dr Gita 

Ramdharry (Consultant Allied Health Professional and Clinical Academic) along with articles 

on fundraising, awareness month, the conference, and a range of other content. The 

magazine is available in both digital and print format. 

Katie Randall has continued in the role of Editor, on a voluntary basis, and has been doing an 

excellent job. 

 

                                 

 

 The Team 

The office staff team remained unchanged:  

Simon Bull - Chief Executive, Lisa Yeates – Accounts Manager, Kim Shires – Information and 

Support Officer, and Chris Smith – Administrator. 

 

Health and Wellbeing Sessions 

CMTUK is aiming to host a number of Health and Wellbeing sessions across the UK and is 

currently working on the content and locations for these. 
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