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Cystinosis Support Network Europe 
(A Company Limited by Guarantee and not having Share Capital) 

 
Directors report 

 
 
 

The directors present their annual report and the audited financial statements of the company for the 
financial period ended 31 December 2022. 
 
Directors and Secretary 
The names of the persons who at any time during the financial year were directors of the company are 
as follows: 
 
Directors 
Anne Marie O’Dowd 
Claudia Sproedt 
Marjolein Bos 
Niamh O’Brien (Resigned 20 March 2023) 
Eibhlis Shanahan (Appointed 27 September 2022) 
 
Secretary 
Denise Dunne 
 
Principal activities 
The Company is dedicated to supporting people with cystinosis, by bringing together the international 
network of national patient organisations across Europe, US, Australia, South Africa, Mexico, Turkey 
and Russia. Cystinosis Support Network Europe (CNE) has two primary objectives: hosting the CNE 
International Cystinosis Conference every two years and working with researchers at all stages of the 
development of their research processes through the Community Advisory Board (CAB). The aim of 
the CAB is to promote research relevant to the patient community and to support research that will 
deliver real therapeutic impact for people living with this condition. 
 
Cystinosis is a rare, genetic disease, which is mostly diagnosed early in childhood, usually before the 
age of two. It is autosomal recessive, which means that it is inherited when a child receives two copies 
of an abnormal gene, one copy from each parent. Because the parents each have only one abnormal 
gene, they are not affected. It is estimated that cystinosis occurs in somewhere between 1 in 100,000 
to 1 in 200,000 live births. There are 10 to 15 new cases of cystinosis diagnosed each year in Europe. 
 
Cystinosis causes an increase of an amino acid called cystine in all of the cells of the body. This build 
up causes cystine crystals to form. These crystals form firstly in the kidneys and the eyes and later 
complications can occur in muscles, pancreas, thyroid gland and in other parts of the body. There is a 
specific treatment for Cystinosis, but there is no cure. Children with cystinosis are experiencing much 
better outcomes and many young adults are living happy and active lives but patient organisations are 
working towards a time when better treatments and possibly a cure are available. 
 
Cystinosis Support Network Europe exists to support people with the condition and their families and 
to improve the ways in which national organisations work together to achieve these aims. We do this 
by networking with national organisations around the world to build capacity, share learning and provide 
peer support through the International Cystinosis Conference every two years; and to improve the 
research being done at all levels through the engagement of the Community Advisory Board. As an 
organisation, we are committed to maintaining the highest ethical and transparency standards. 
 
Cystinosis Support Network Europe does not have any paid staff and all board members and national 
representatives are volunteers. It is hosted by the generosity of Cystinosis Ireland which provides in 
kind support through the work of their Operations Manager and registered address. 
 
Cystinosis Support Network Europe would like to sincerely thank Cystinosis Ireland for the ongoing 
support it provides both in time and expertise shared. 
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Cystinosis Support Network Europe 
(A Company Limited by Guarantee and not having Share Capital) 

 
Directors report (continued) 

 
 
 

Development and performance 
In 2022 the world began to emerge from covid restrictions and open up again.  People living with 
cystinosis continued to be cautious but returned to their more normal lives.  The work of CNE continued 
to support our national organisation members, organisations and individuals which are not members, 
and the wider community.  
  
In July, the Dutch-Flemish cystinosis organisation hosted the 3rd International CNE Conference in 
Leuven, Belgium.  The conference was a scientific and family meeting with more than 140 people 
attending in person.  Due to lingering concerns about covid, the attendee numbers were smaller than 
hoped, but nonetheless the meeting was a huge success with strong engagement from all sectors of 
the community.   
 
The Community Advisory Board continued to meet on a regular basis online, with an in person meeting 
co-ordinated with the conference in Leuven.  We took the opportunity of meeting in person to plan for 
our year ahead and to meet with AVROBIO, a gene therapy company working to develop a clinical trial 
from the initial research of Dr Stephanie Cherqui in UC San Diego, California.  The CAB also had 
meetings with Recordati Rare Diseases and Chiesi Farmaceutici S.p.A. during the year with ongoing 
contact between meetings.   
 
In 2022 a number of issues around therapy access emerged in various countries, most notably Turkey 
following the natural disaster.  CNE worked with local patient, clinical and healthcare company  
representatives in an effort to ease these roadblocks.  While this was effective in some territories, it was 
less successful in others and the work is ongoing to identify and endeavour to remove the obstacles.   
Following our establishment of CNE as a company and securing our charitable status, the board worked 
hard in 2022 on our governance, policies and processes to ensure we are working to the highest 
standards in all we do.  This work is on-going to ensure we will meet the stringent requirements of 
charitable status in Ireland.  
 
Funding for CNE has come in 2022 from three pharmaceutical companies through unrestricted grants 
and grants for participation in the CAB meetings. The companies who provided funding to CNE in 2022 
were AVROBIO, Chiesi Farmaceutici S.p.A. and Recordati Rare Diseases. Some of this funding was 
specific to the International Conference in Leuven.   
 
The membership of CNE is: Ireland (Chair, board members & secretariat); Germany (board member); 
Netherlands & Belgium (board member); France; Italy; Spain; with Associate members: USA; Australia; 
South Africa; Turkey; Russia and Mexico.  
 
CNE is open to engaging with healthcare companies working in the field of cystinosis to represent the 
needs and priorities of the community to improve quality of life and ultimately secure better treatments 
and therapies for this condition. 
  
Principal risks and uncertainties 
The Directors have identified that the key risks and uncertainties the company faces relate to the risk 
of reduced funding in the future and of the potential increase in compliance requirements in accordance 
with company, health and safety, taxation and other legislation; 
 
The company mitigates these risks as follows: i) The company continually monitors the level of activity, 
prepares and monitors its budgets targets and projections. ii) The company closely monitors emerging 
changes to regulations and legislation on an ongoing basis. 
 
Internal control risks are minimised by the implementation of procedures for authorisation of all 
transactions and projects.  
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Cystinosis Support Network Europe 
(A Company Limited by Guarantee and not having Share Capital) 

 
Directors report (continued) 

 
 
 

Likely future developments 
The company plans continuing the activities outlined above in the forthcoming years subject to 
satisfactory funding arrangements. 
 
Events after the end of the reporting period 
There have been no significant events affecting the charity since the year end. 
 
Accounting records 
The measures taken by the directors to secure compliance with the requirements of sections 281 to 
285 of the Companies Act 2014 with regard to the keeping of accounting records are the implementation 
of necessary policies and procedures for recording transactions, the employment of competent 
accounting personnel with appropriate expertise and the provision of adequate resources to the 
financial function. The accounting records of the company are located at the registered office. 
 
Relevant audit information 
In the case of each of the persons who are directors at the time this report is approved in accordance 
with section 332 of Companies Act 2014: 
• so far as each director is aware, there is no relevant audit information of which the company’s 

statutory auditors are unaware, and 
• each director has taken all the steps that he or she ought to have taken as a director in order to 

make himself or herself aware of any relevant audit information and to establish that the company’s 
statutory auditors are aware of that information. 

 
Auditors 
The auditors, McCloskey & Co, were appointed as auditors to the charity in October 2022. In 
accordance with Section 383 (2) of the Companies Act 2014, McCloskey & Co. have indicated their 
willingness to continue in office. 
 
 
This report was approved by the board of directors on 18 September 2023 and signed on behalf of  
the board by: 
 
 
 Anne Marie O'Dowd                                                                       Marjolein Bos
 
Director        Director 
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Auditor's responsibilities for the audit of the financial statements
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The purpose of our audit work and to whom we owe our responsibilities
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