
The Fragile X Society: 12th Annual General Meeting of the Incorporated Company No. 6724061  

Held remotely at 7.30, September 22nd 2020 
 
Board members present: Pete Richardson (PR), Kirsten Johnson (KJ), Marie Williams, Rachel 
Instone, Rosie Martin, Tim Eccleshall, Andy Clarke, Mark Smith, Gaia Scerif 
 
Others present: Approximately 31 ordinary members online 
 
Apologies:  K Tonks, PJ Kent, Susan Ann Boardman, Susan Schrieber, Katherine Zwink, Mrs MA 
Dunne 
 
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 on 7th September in Birmingham 
Minutes were formally received. There were no corrections or matters arising.  
Minutes were approved by the meeting via electronic poll. 

 
3. Approval of changes in wording to Memorandum and Articles of Association 

A paper setting out the proposed changes was circulated in advance of the AGM with the meeting 
agenda.  KJ explained that the first 3 set of changes have been suggested in order to make the 
wording more inclusive and helpful and to include associated conditions.   
Referring to other proposed changes, KJ told the meeting that in the original document there were 
several different categories and tiers of membership.  Governance Committee and Board of 
Directors agreed to the changing `fellows’ and ‘Fellowship’ to ‘Members’ and ‘Membership’ 
throughout the document.   
In addition, all brackets [ ] have been removed throughout the document. 
Lastly, KJ highlighted the change of the number of people required to nominate a person to 
become a director from four to two.  

      1.1 Delete ‘To preserve and protect the health’ and instead change to ‘To advance the 
health and well being’of individuals affected by the genetic condition known as the Fragile X 
Syndrome...1.1Insert ‘and associated conditions’ 1.3 Add ‘in order to help improve the 
environment, conditions and services offered to people with Fragile X and associated conditions, 
and their families.’ 
 
1.1 et al. Change ‘Fellows’ and ‘Fellowship’ to ‘Members’ and ‘Membership’ throughout the 
document. 
1.1Under both ‘Associate Member’ and ‘Family Member’ insert ‘if any’ for clarification 
1.1 Original ‘Member’ category deleted as N/A after changing all Fellows to Members, covered in 
Members definition above  
Delete 4.1 “For the purposes of the Act, the Members shall be limited to Family Fellows.” 
4.2 ‘Membership is not transferable.’ Becomes 3.6 
4.3 ‘The Charity shall maintain a register of Members.’ Becomes 3.7 
Original Article 5 now renumbered as Article 4, as original Article 4 has been incorporated into 
Article 3. 
7.2.1 and 7.2.2 [now 6.2.1 and 6.2.2] In both clauses, delete ‘having the right to attend and vote 
at general meetings’ 
8.1 [now 7.1] deleted /[21] 
9.3 and 9.4 [now 8.3 and 8.4] changed ‘him’ to ‘them’ 



15.1.1[now14.1.1]  Change the number of people required to nominate a person  
to become a Director to two.  “No person shall be appointed as a Director at any 
general meeting unless at least twenty-eight days before the date appointed for the 
meeting, notice is given to the Charity: 
15.1.1 executed by at least four two Members qualified to vote at the meeting. 
15.3 [now 14.3] deleted/[21] 
Delete ’33.1.1 the rights and privileges of Fellows and the conditions of fellowship’ as the term 
Fellowship is no longer used 
Renumber original 33.1.1 – 33.1.6 clauses as 32.1.1 – 32.1.5 
Delete extra [ ] markings throughout document. 
All changes were approved by the meeting via electronic poll 

 
4. Annual Review: This is now available online, though limited hard copies are available should 

members prefer this format.  Annual Review is a shorter version of the Annual Report. 
KJ registered thanks to many people:   Directors, staff and especial thanks to Becky Hardiman for 
her work as CEO of the Society for nearly 6 years. She contributed far beyond the requirements of 
her job description.  KJ noted with pleasure that Becky is staying involved and has agreed to serve 
on the Society’s Research Sub-committee and to become an honorary adviser.  KJ also registered 
thanks to Tim Potter who was our CEO and then became bookkeeper.  Tim retired at the end of 
March but helped the society in a voluntary capacity during the recent changes of personnel.  KJ 
also registered thanks to the society’s honorary advisers, who provide invaluable advice on the 
latest research.  KJ asked members to pass on names of any professionals who might be 
interested in becoming special advisers. 
Regarding page 5 of the Annual Report – our aims for 2020/21.  She highlighted the recruitment of 
Pete Richardson and how successful his first few months as Managing Director have been. 
Page 10 of Annual Report:  KJ registered thanks to the trusts that have supported us over the years.  
Throughout the Covid crisis the society has been able to provide all necessary services thanks to the 
support of trusts and members. 
The Directors’ Report was received and approved by the meeting via electronic poll. 
 
Financial Report: TE reported that the accounts have been signed off by independent examiners. 
There was a decline in income of £64,680 in the last year. This is not unusual and last year the 
society received a large legacy of £20,000 and family events raised a lot of money.  In the future 
trying to ensure a more steady income via e.g. Friends scheme, will help create a more steady 
income.  Expenditure was down, which was positive.  Salary costs are down.   
 From March 2020 on no staff were furloughed and society continued to offer services     as usual.  
Regular donations have increased. We have been successful in applying  for grants – so far 
£43,000 this year.  All credit to the team putting together the applications. 
Independently examined accounts to 26 Feb 2020 and auditors report were received and 
approved by the meeting via electronic poll. 
 

5     Election to Board of Directors:  KJ Two Directors, Jenni Keane and Rob Dell are not 
   standing for re-election and KJ registered thanks to them for their work on behalf of the 
   Society. 

Rachel Instone and Mark Smith are seeking re-election.  Three members have been co-opted during 
the year to fill vacancies and are now seeking election: Steve  Harris, Tim Eccleshall 
(Treasurer), Rosie Martin (Secretary).  
The meeting approved the election and re-election of the above members.Two members have 

applied to join the Board: Craig McDonald and Mary Martin (Northern Ireland).  
The meeting approved the election of the above members 



  
Appointment of Independent examiners  

The meeting approved the appointment of Critchleys as the society’s independent 
examiners 
 

6     Managing Director Presentation:  PR registered enormous appreciation for the 
    welcome and support he has received from everyone involved with the society since             
    taking up his new role.  He expressed thanks for the excellent way the `virtual’             
    handover was handled by Becky Hardiman and the office staff.   

   The society is well governed and managed but Covid 19 has changed the landscape      
   for charities.  PR regrets that he has not been able to travel round the country to meet    
   and get to know people. 
 

      PR reminded the meeting of the key Aims of the society:    

• Information, guidance and support for families.  

• Educating and informing public and professionals about FragileX 
      in order to raise awareness and understanding for the purpose of improving the provision of   
   support and improve the environment – not just to make the public aware of FragileX in its   
   own right but to get our name better known for a specific purpose – e.g. support services. 

• Support research and raise funds.  
 

Information, guidance & support for families: Survey revealed that members are happy to receive 
information via newsletters and social media.  PR aims to increase our use of social media.   
Also increase membership – PR hopes to run a campaign to reach out to BAME communities – 
also difficult to reach communities – areas of social deprivation and isolation in cities and 
countryside.  There are still reports of midwives and GPs in rural areas and in Northern Ireland 
and Scotland who have not heard of FragileX – this needs to be addressed. 
Society will be disseminating information quarterly via newsletter.   Conference will be replaced 
this year by a series of blogs and videos from FragileX experts. This will be on our web pages – 
themes such as `transition from child to adult services’ – sibling support – adult services.  PR 
would like suggestions from members of subjects to be covered. 
PR told the meeting that the society will continue to provide all services without furloughing staff. 
 
Educating the public and professionals: PR has put together a communications plan – highlight is 
focussing on members’ families and develop enough social links to enhance two way 
communication: PR is keen to receive feedback from families – happy to receive emails – phone 
calls to the office.   
Website is to be updated to make it more ‘user friendly’ and enable feedback. 
PR has put together a public relations plan focussing on opinion leaders and politicians. In his 
previous role PR had success with lobbying around Westminster, Stormont, Welsh Assembly and 
Scottish Assembly. Part of PR’s philosophy is to proactively influence top politicians and ministers 
to get FragileX and learning difficulties on the agenda.  
PR aims to create a cohort of family members and donors to speak to press and other media. 
They would be given media training. 
 
Research:  Would like to move this forward – ensure that members can positively influence 
research.  Keen that research is practical, not only abstract and theoretical – welcomes 
participation from families. Will encourage families to take part in research. 
Also would like to develop strong network of researchers.  FragileX is an international   



community so PR would hope to share good practice from around the world. PR would like to 
develop links with biotech companies and pharmaceutical companies in order to become involved 
in early stage drug research. Again, important that we influence the development of medicines and 
make sure they will address the needs of our community. 
 
Raising Funds: Traditional fundraising now not possible.  Aim is to increase monthly giving.  We 
have already accessed grants, including Lottery Fund, which is very important.  Would like 
relationships with donors to be developed.   
PR finished by showing examples of what particular amounts of money can supply in terms of 
support. 
 

KJ thanked those who had attended the meeting and declared the meeting closed. 
 

 

 

 
  
 

 
 
 
 

 

 

 


