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I. FINANCIAL REPORT 

 

1. INTRODUCTION 

1.1. Introduction of the Foundation 

The Foundation is a non-profit, charitable organisation in the field of health and rare diseases. Its purpose is 

of general benefit and lasting, aimed at improving the quality of life of individuals with SATB2 syndrome and 

their families by enabling research for the discovery and development of targeted treatments  and by providing 

better medical and rehabilitation care in the European Healthcare System. 

 

1.2. Development of the Foundation 

The idea for the Foundation was born in January 2021, during the first virtual meeting of three families who 

have a child with SATB2 syndrome. This was followed by the strategic plan and everything needed to set up 

the Foundation at the relevant Slovenian Ministry - Ministry of Health and the registration in the Register of 

Foundations on 21 July 2021. At the same time, we informed European families about our vision and had 

meetings with 18 European countries as well as the USA and Australia. We have created a website (temporary) 

and everything we need to start our business.  

 

1.3. Leadership 

The Board of Directors is composed of , namely Erika Stariha (Chairperson of the Board, Slovenia), Jenny Li 

Örsell (Board Member, Sweden), Paul Maksys (Board Member, Austria). We manage the Foundation in 

accordance with our internal rules. Currently, the President, with the help of a board member (Paul Maksys), 
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also takes care of the financial part, the administrative work and the communication with the target audience. 

All board members as well as other staff members work on a voluntary and unpaid basis. 

 

1.4. Committees - Initiatives 

The Foundation has 2 main initiatives, CareSATB2 and CureSATB2, the first with the aim of improving medical 

and rehabilitation care within the European Health System and the second with the aim of promoting and 

facilitating research to expand knowledge and treatment of SATB2 syndrome. The CareSATB2 initiative is led 

by Erika Stariha and CureSATB2 by Jenny Li Örsell. Within each initiative, individuals from different countries 

are involved and the team is still forming. 

 

1.5 Overview of activities 

The Foundation has four main areas of activity: 

- Promoting and facilitating research into the understanding and treatment of SATB2 syndrome. 

- Improving the rehabilitation, care and healthcare of individuals with SATB2 syndrome within the European 
healthcare system. 

- Providing resources to help and support families who have children or adults with SATB2 syndrome. 

- Raising awareness of SATB2 syndrome among the scientific, medical, rehabilitation, educational and general 
public. 

Accordingly, we carry out the following activities: 

- Organisation of professional events, meetings and other educational activities. 

- Networking between researchers, doctors, parents and other organisations or companies in the field. 

- Networking between doctors and clinics in Europe and promoting the establishment of reference centres for 
SATB2 syndrome patients and clinical guidelines for the diagnosis and treatment of SATB2 syndrome. 

- Help and support families who have children or adults with SATB2 syndrome, in particular by raising 
awareness and providing information on activities and new developments in this field. 

- Raising awareness of SATB2 syndrome among the scientific, medical, rehabilitation, educational and general 
public. 

- Raising funds, in particular donations from individuals and legal entities, applying for grants to carry out the 
purpose of the Foundation. 
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1.6. Environmental impact 

SATB2 syndrome is a rare neurodevelopmental disorder. Currently, there are about 600 diagnosed patients in 

the world (about half of them are from Europe). The facts described above show that it is essential to work 

internationally if we are to be successful in achieving our goals. In 2021, there were only 5 national associations 

in Europe (2 of which were founded in 2021 year), and the other countries have no formal associations, so we 

have set up the European Foundation to help those who do not have a national association and to be a strong 

partner in discussions with organisations outside Europe. 

 

2. PROGRAMME  

2.1. Achieving the plan for 2021 

We have set realistic targets and have largely achieved them.  

2.1.1. Core business 

We have launched a website, email addresses, an online newsletter, an online donation facility, gained 

membership of Eurordis and recruited 5 staff members in addition to the Board. 

2.1.2. CareSATB2 initiative 

In this initiative, we gathered information from parents about their children's treating physicians across 

Europe and then successfully connected 10 clinical geneticists who are familiar with SATB2 syndrome and 

interested in research in this field.  

2.1.3. The CureSATB2 initiative 

We organised the first virtual roundtable of 13 researchers working on the SATB2 gene/protein or syndrome. 

The virtual roundtable was attended by 117 participants from 23 countries.  

 

II. FINANCIAL STATEMENTS 

1. Notes to the financial statements 

The basis on which the Annual Report of the Foundation is based is the Accounting Act. It refers to the 

Slovenian Accounting Standards (2016) , in particular to the Slovenian Accounting Standard 34 - Accounting 

solutions in non-profit organisations - legal entities governed by private law. The Uniform Chart of Accounts is 

also taken into account. In accordance with Article 11 of the Accounting Act, the financial statements and the 

report on the Foundation's operations are drawn up for the financial year, which is the same as the calendar 

year. The assets and liabilities are reported as at 31 December. The income, expenditure and surplus or deficit 

for the period from 1 January to 31 December are shown in the income and expenditure account and the 

financial statements include information for the current and the previous accounting period. The accounts 

shall be kept in such a way as to permit the necessary information to be presented for the preparation of the 
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annual balance sheet and the economic outturn account. The accounts shall be kept on the double-entry basis. 

As regards the separate keeping of accounts for profit-making and non-profit-making activities, revenue shall 

be recorded according to the type of activity and the proportion relating to profit-making activities shall be 

calculated. This calculated proportion is then used to separate the costs into a profit and a non-profit part. 

When submitting the annual report to the Agency of the Republic of Slovenia for Public Records and Services, 

the Instruction on the submission of annual and final reports and other data of business entities shall be 

followed. The deadline for submitting the annual report shall be the last day of February of the current year 

for the preceding calendar year. 

 

2. Balance sheet 

 Assets  (EUR) Liabilities (EUR) 

Cash 1.854,82   

Founding input   1.200,00 

Current year's surplus of revenue over 
expenditure   654,82 

Total 1.854,82 1.854,82 

 

3. Notes to the balance sheet 

 

Cash is represented by the cash in the transaction account opened with Unicredit bank and the Pay pal 

account totalling EUR 1.854,82. The founding input amounts to EUR 1.200,00. 

The balance sheet shows a surplus of revenue over expenditure for the current year (2021) of EUR 654,82. 
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4. Notes to the Income and Expenditure Account 

Revenue and expenses are recognised on an accruals basis and are recorded in the accounting period to which 

they relate (5 months of operating business). Revenue includes income from donations amounting to EUR 720. 

Cost of goods, materials and services includes service charges and payment and banking costs amounting to 

EUR 65,18. As revenue exceeds expenditure, a revenue surplus for the period of EUR 654,82 has been 

identified. All revenue is from non-profit activities, and therefore all expenses are also from non-profit 

activities. 

 

 

III. CONCLUSION 

 

The report was drawn up by the President of the Board and presented at the virtual Board meeting on 

24.2.2022, where it was unanimously adopted. 

 

The signatory is the official representative of the Foundation and the Board president, Erika Stariha. 

 

In Šentjošt nad Horjulom, 24.2.2022 

 

 

                                                                                                                               Erika Stariha 
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