
The Fragile X Society: 11th Annual General Meeting of the Incorporated 
Company No. 6724061 

 
Held at 1.15 pm on 7 September 2019 at University of Birmingham Medical 

School, Edgbaston, Birmingham B15 2TH 
 
 
Board Members present: Kirsten Johnson, Lucia Elghali, Rachel Instone, Gaia 
Scerif, Mark Smith, Marie Williams 
 
Others present: approximately 50 ordinary members of the Fragile X Society 
 
Apologies: Rob Dell, Jennifer Keene, Elizabeth Leath, Tally Nothey, Rosie Martin, 
Craig McDonald, Kathryn Silk, Dorcas Slaney 
 
 
Minutes of the meeting 
 
1. Welcome and apologies (KJ) 
KJ opened the meeting by welcoming those present and noting apologies received. 
 
 
2. Minutes of the Annual General Meeting held 29 September 2018 (KJ) 
Minutes were formally received. There were no matters arising.  
 
 
3. Review of Wording of Memorandum and Articles 
The proposals to update the Fragile X Society Memorandum and Articles of 
Association were available to all present with the meeting agenda (see attached). 
They were approved as follows. 
 
Gendered changes: to modernise the Memorandum and Articles of Association, the 
meeting agreed to modify language used from he/his to they/their where indicated. 
 
Examination of accounts: KJ explained that after a review of auditing practices, it 
was concluded that the Society did not meet the criteria triggering the requirement for 
full annual audits of accounts. The meeting agreed a change to the Articles of 
Association to require ‘[…] independent examination of accounts (including full audit 
when required) […]’ to reflect this, allowing greater flexibility in line with company and 
charity law. 
 
Giving notice of intention to hold AGM: KJ explained that the proposed changes 
allowing use of electronic communications to give notice were modernising and cost-
saving measures. The meeting agreed to the required changes to the Articles of 
Association to allow this. 
 
Proposed by: Jane Turnbull 
Seconded by: Gaia Scerif 
 
 
4. Receipt of Report of the Directors (KJ) 
Copies of the ‘Annual Review 2018-2019’ were distributed and available to the 
meeting. KJ gave a presentation, to provide a brief overview of the report. 
  



 
Key points from the past year 

• Current total membership stands at 2,307 (members and associates in UK 
and overseas). 

• Families and professional advisors responded to 967 enquiries via national 
helpline service. Caroline Pringle had joined the team following Wendy 
Bowler’s retirement earlier in the year. 

• Raising awareness with professionals/wider public 158 enquiries from 
professionals and 57 professionals trained via eLearning course. 

• Scottish project ended due to grant ending this year, though this will 
continue to make a positive impact for the community beyond its end. 

• Supporting research into Fragile X conditions remains a key objective. 
95% of UK members agree this is an important function and 80% have 
agreed to be contacted about taking part in research: a vital resource for 
researchers. 14 research projects have been supported by the Society this 
year (total over time now more than 100). 

• Finances reflect a challenging environment for grant funding, which has 
reduced as proportion of funds raised, though donations have increased this 
year. As a small charity, the Society receives no Government funding. The 
Society is currently reviewing fundraising strategy and has taken action to 
achieve a balanced budget, which should be more sustainable going forward. 

• Online presence continues to grow, particularly on Facebook. 

• Future plans include creating additional eLearning resources as a possible 
income stream, consulting the membership via a survey and events (e.g. 
Thomley, Awareness day). 

• KJ thanked Noel Cowley and wished him well as he leaves the Society 
shortly for a new role. Becky Hardiman (CEO) has given notice and 
recruitment was underway for a new CEO for the Society. KJ explained that 
Becky has kindly agreed to continue longer than originally planned in the role 
during this period. 

 
 
5. Receipt of the Independently Examined Accounts (year to 28.02.19) and the 

Auditors’ Report (KJ) 

• Balance of funds (at 28.02.19) was £92,947. 

• Total income was £178,381. 

• Total expenditure was £212,505 (direct charitable expenditure £171,609). 

• Family fundraising increased on last year, while grant funding had reduced. 
 
 
6. Election of up to five members to the Board of Directors (KJ) 
Five directors reached the end of a three-year term and stood for re-election: 

• Lucia Elghali 

• Kirsten Johnson 

• Talvinder Nothey 

• Gaia Scerif 

• Marie Williams 
 
Two new candidates stood for election and gave a short talk to the meeting: 

• Andrew Clark 

• Alex Case 
 
These seven directors standing for election were all appointed to the Board of 
Directors. All present were in favour and none against the appointments. 



Three members of the Board of Directors retired: 

• Elizabeth Leath 

• Craig McDonald 

• Kathryn Silk 
 
KJ thanked all the Board Directors, past and present, for volunteering their time and 
expertise to help lead the Society. 
 
KJ explained that there were still vacancies on the Board of Directors and that the 
Society was currently advertising for a Treasurer (voluntary role). KJ encouraged 
interested applicants to get in touch.  
 
 
7. Appointment of Independent Examiners (Accounts) 
KJ made the case to appoint Critchleys Audit LLP as the Independent Examiners 
going forward, which together with changes made to auditing practice (as discussed 
earlier) would reduce outlay from approx. £4k to £2k per annum. 
 
Proposed by: Mark Smith 
Seconded by: Sally Hicks 
 
 
8. Any other business 
There was no other business tabled. The meeting closed at 2 pm. 


