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2020 was a big year for everyone.  A global pandemic creating chaos, and many people

shifting what their sense of normal was, creating the new normal of working, schooling

and even telemedicine from their homes. 

In the middle of this disruption, we launched the first TAPS-centric foundation, dedicated

to raising funds for continuing research into Twin Anemia Polycythemia Sequence, as well

as connecting families with each other, and with the latest research.  

While we officially registered and completed the legal work in June, it wasn't until August

18th when we announced to the world we had arrived.

However, in our wildest dreams did we anticipate the positive reception, and the interest

in our small foundation.

Our main goal in 2020 was to let the world know we had arrived, and work towards a goal

of increasing awareness and project planning.

Instead, we hit the ground running, with research project proposals being discussed and

voted on, and many ideas for patient focussed projects being worked on.

As we enter 2021, we are looking forward to officially celebrating 15 years of TAPS, along

with awareness campaigns and working with our advisors to bring you updates on research.  

We are also starting our first fundraising for a research project from the LUMC, specifically

looking at TAPS donors at birth, and how they can be better assisted. 

We are planning on extending our network, and investigating future partnerships always. 

Our primary focus remains as always to connect families affected by TAPS, and to make

sure they don't feel alone in their diagnosis.

After all, TAPS is real to every family affected by it. 

2020 Overview

What our plans were, and our future vision.
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Stephanie Ernst
TAPS Nerd and Founder

https://www.stichtingtapssupport.com/news/stichting-taps-support/
https://www.stichtingtapssupport.com/projects/
https://www.stichtingtapssupport.com/twin-anemia-polycythemia-sequence-taps-day/
https://www.facebook.com/groups/tapssupport


During 2020, our focus was primarily on getting our name out there. Fundraising was in the

background, as we were working on first of all raising awareness and showing the world that The

TAPS Support Foundation was here.  

We did officially open donations up in October, and this helped us take in our first contributions. 

Our Facebook group members did several fundraising campaigns. One family also chose us as their

source of donations for their twins' birthday.  We are grateful for these contributions.  Our only

targeted fundraising for the year was setting ourselves a goal of €500 in 5 days on Giving Tuesday. 

 To our delight, we passed this and doubled our goal. 

In 2021, our focus is become much more centered on specific fundraising for targets. Our first major

fundraiser will kick off in March, with more details to follow shortly. 

We have some minor projects that will also be funded in 2021 and aim to raise funds for these on an

as-needed basis.

2020 Financial Summary
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https://www.stichtingtapssupport.com/donate/
https://www.facebook.com/groups/tapssupport


Where funds came from: 
 

Facebook: €1950.89
Online Platform: €576.37

PayPal:  €306.06
Direct Deposits: €1055

 
Total Raised: €3888.32

Income Summary 2020
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Facebook

50.2%

Direct Deposits

27.1%

Online payments

14.8%

Paypal

7.9%



Expense Summary 2020
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Administration: €7.52
Website costs: €43.81
Professional Memberships:  €95.22
Banking Fees: €81.00
Sundry Expenses: €53.75
Wages/Salary:  €0

Total Expenditure: €281.30

Memberships

33.8%

Bank Fees

28.8%

Sundry

19.1%
Website costs

15.6%

Administration

2.7%

How we spent your donations:



Distribution of Funds

How do we allocate your funds?
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We have specifically allocated our funds into 3 accounts - these are known as our working
account, our flex fund, and our research accounts.  

The Working Account receives general donations, and is where we pay operational costs from.
Funds that are specifically donated as "general" are left in this account, unless our balance
reaches more than €500.  At this point, the board has decided that we will keep a working
balance of between €100 to €200, and transfer funds to our Flex Fund. As at 13/01/2021, the
balance of this account was €110.49

The Flex Fund is where donations labelled "Let the Foundation Decide" are allocated, as well
as surplus from our working account.  This account is used to top up the working account if it
falls below €100, but also to fund projects that may come through that require a quick
turnaround with no specific fundraising required. It will also be used to top up any specific
fundraising requests that may occur, as well as surprise expenses.  As the name suggests,it is
flexible in purpose.  As at 13/01/2020, the balance of this account was €1425.00

Our final account is our Research Account.  Funds specifically designated to TAPS research via
donation platforms and deposits are placed in this account, and will only be used for research
projects.  As at 13/01/2020, the balance of this account was €2071.53

Total Bank Balance as at 13/01/2021 - €3607.02

Research Account

57.4%

Flex Fund

39.5%

Working Account

3.1%



2021 Projected Expenses
What we expect to pay out this year for operational costs.
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Membership Fees:  €100.00
Website Related Expenses: €750.00
Banking Expenses:  €200.00
General Admin Costs: €100.00
Travel Costs: €500.00
Print and Stationary: €500
Gifts: €200.00
Wages & Salaries: €0.00

Total Expenses: €2350.00

Explanations of the costs

Membership fees: We belong to several professional organizations who have mutual goals, and this
benefits our message significantly.  Through these collaborations, our profile is raised and we benefit
from resources and diverse skill sets. 

Website Expenses:  We run 2 websites, and own several domains that are necessary for our existence. 
 The projected cost covers hosting, domain renewals, general maintenance and optimization of the site. 

Banking Expenses: Unfortunately we can't avoid bank fees. The projected costs also cover the costs
involved in our online donation platform, and PayPal account, as well as our monthly bank fees and
service charges. 

General Admin Costs: This covers essentials like legal documentation prints, items from the chamber of
commerce.  It also covers postage.

Travel costs: We cover the costs of commuting to meetings, and to conferences within Europe and the
UK as needed.  We have already invested in travel passes to reduce these costs with discounts.

Print and Stationary:  We are in the process of producing several leaflets for distribution, and this
allocation covers their projected costs. It also covers office printing expenses. 

Gifts:  We show appreciation to those who help us on our journey, which means we often purchase
small gifts like flowers and chocolates.  

Wages:  Our organization is run by true volunteers.  We do not pay a wage to the founder, or any board
members. We put our money into the projects we believe in, like TAPS research, and try to minimize
overheads.  Our committment is to funding research, and reducing our overheads, not lining our own
pockets.



2021 Research Project
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We have been approached by the LUMC in Leiden, the Netherlands to fund a post-
doctoral research project.   The estimated costs are approximately €10,000 for a one day
per week position.  

This estimate includes all payroll taxes and insurances necessary for the postion. 

Launching in late February, this project is vital to continue necessary TAPS research.  At
this stage, we are waiting for a finalized research proposal, which will be published on our
projects page, available for public viewing. 
 
Our commitment to support the continuation of TAPS research is our core mission.  Rare
diseases lack funding and awareness, so we are dedicated to ensuring that the world
knows about TAPS, and that research continues.

Project goal: €10,000.00
Launching February, 2021

https://www.stichtingtapssupport.com/projects/


What comes next?
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If you've made it this far into our financial report, thank you.  One of our core
beliefs is transparency across all aspects of our foundation. We firmly believe that
we are responsible to you, because you trust us to spend your money on our
purpose. 

As part of our ongoing committment to transparency, we will publish our financial
report each year and make it available to download on our website. 

Questions about this financial report can be directed to our treasurer, Katja
Schmitt-Weese at katja@tapssupport.com

Here's to 2021, and raising awareness of TAPS together. 

Stichting TAPS Support/The TAPS Support Foundation
Aalbessenstraat 7
1326HS Almere,
The Netherlands

+31 629 841 203
 

KVK 78249333
 

www.tapssupport.com
www.tapssupportfoundation.com

hello@tapssupport.com

https://www.stichtingtapssupport.com/
https://www.tapssupport.com/
https://www.stichtingtapssupport.com/

