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11 January 2024 

 

Dear Lene, 

 

2023-0079 Confirmation of Charitable Contribution 

 

Thank you for your request for funding for Sjældne Diagnoser. Amicus Therapeutics UK Limited (“Amicus”) is 

pleased to confirm funding of 35,000 DKK to support Sjældne Diagnoser’s Rare Disease Day campaign in 

2024 which includes disease awareness and policy activities throughout the month of February. In 2024, 

focus will be on the importance of the small voluntary rare associations for community. Activities include: 

 Campaign activities in social media during February 2024 

 Events on Rare Disease Day, February 29 2024 

 Rare Prize 2024 

 

For clarity, Sjældne Diagnoser will be solely responsible for organising and implementing the activities 

outlined in the request letter. Amicus will have no influence over the content and will have no commercial 

interest or gain from the funding provided for this activity and any materials generated and distributed as a 

result of this charitable contribution. Final editorial control and responsibility for the Rare Disease Day 

campaign organised by Sjældne Diagnoser always strictly remains with Sjældne Diagnoser. 

 
Sjældne Diagnoser agrees that all activities conducted by the organisation that are funded by Amicus will be 

conducted in line with local regulations and codes. The funding is not for any activities or materials that 

mention any branded products or product names. In addition, since Amicus is based in UK it must comply 

with Association of the British Pharmaceutical Industry (ABPI) Code of Practice (full details can be found here 

https: //https://www.abpi.org.uk/reputation/abpi-2021-code-of-practice).    

 

As required by the ABPI Code and any local Codes, Amicus will ensure any funding provided is acknowledged 

and publicly declared, along with the nature of the company’s involvement. We request all patient 

organisations we work with report their funding sources as required and include funding received from 

Amicus.   

 

To avoid any potential conflicts of interest, Sjældne Diagnoser must notify Amicus if any Officer or 

Beneficiaries of your organisation are working or involved in any organisation that is part of the government, 
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providing a government service or in any organisation working or involved in a government agency.  This 

includes any role making decisions on advising government of the regulation of medicines or prescribing 

policy or funding/provision of healthcare at a national or international level. 

 

Amicus will not make use of Sjældne Diagnoser’s logo or equivalent without your prior agreement. Likewise, 

any use of the Amicus logo by your organisation must be agreed beforehand and be in line with Amicus 

branding guidelines that will accompany the logo.  Since the Rare Disease Day campaign will be delivered as 

a result of partial funding/support from Amicus, we request the following declaration is clearly stated and 

visible on materials from the outset: ‘This campaign is supported by funding from Amicus Therapeutics UK 

Limited who have had no input into the organisation or the content of activity.’  

 

Please sign and return a copy of this letter and send an invoice addressed to: Amicus Therapeutics UK, One 

Globeside, Fieldhouse Lane, Marlow, Bucks, SL7 1HZ, UK. Please ensure the invoice includes: PO number 

4089 which is unique to this request, the bank account information such as SWIFT code, account number, 

transit number.  If you have any questions relating to this please contact 

patientadvocacyintl@amicusrx.com.  

 

With kind regards, 

 

 

David Lewis       Adam Jones 

General Manager, UK, Ireland and Nordics   Vice President, Medical Affairs  
 

 

By signing below, Sjældne Diagnoser acknowledges receipt of this letter and accepts the terms of the 

financial contribution described above. 

 

For and on behalf of Sjældne Diagnoser 

Duly authorised by: Lene Jensen 
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ELECTRONIC RECORD AND SIGNATURE DISCLOSURE  

From time to time, Amicus Therapeutics (we, us or Company) may be required by law to provide 

to you certain written notices or disclosures. Described below are the terms and conditions for 

providing to you such notices and disclosures electronically through the DocuSign system. 

Please read the information below carefully and thoroughly, and if you can access this 

information electronically to your satisfaction and agree to this Electronic Record and Signature 

Disclosure (ERSD), please confirm your agreement by selecting the check-box next to ‘I agree to 

use electronic records and signatures’ before clicking ‘CONTINUE’ within the DocuSign 

system. 

 

Getting paper copies  

At any time, you may request from us a paper copy of any record provided or made available 

electronically to you by us. You will have the ability to download and print documents we send 

to you through the DocuSign system during and immediately after the signing session and, if you 

elect to create a DocuSign account, you may access the documents for a limited period of time 

(usually 30 days) after such documents are first sent to you. After such time, if you wish for us to 

send you paper copies of any such documents from our office to you, you will be charged a 

$0.00 per-page fee. You may request delivery of such paper copies from us by following the 

procedure described below. 

 

Withdrawing your consent  

If you decide to receive notices and disclosures from us electronically, you may at any time 

change your mind and tell us that thereafter you want to receive required notices and disclosures 

only in paper format. How you must inform us of your decision to receive future notices and 

disclosure in paper format and withdraw your consent to receive notices and disclosures 

electronically is described below. 

 

Consequences of changing your mind  

If you elect to receive required notices and disclosures only in paper format, it will slow the 

speed at which we can complete certain steps in transactions with you and delivering services to 

you because we will need first to send the required notices or disclosures to you in paper format, 

and then wait until we receive back from you your acknowledgment of your receipt of such 

paper notices or disclosures. Further, you will no longer be able to use the DocuSign system to 

receive required notices and consents electronically from us or to sign electronically documents 

from us. 

 

All notices and disclosures will be sent to you electronically  
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Unless you tell us otherwise in accordance with the procedures described herein, we will provide 

electronically to you through the DocuSign system all required notices, disclosures, 

authorizations, acknowledgements, and other documents that are required to be provided or made 

available to you during the course of our relationship with you. To reduce the chance of you 

inadvertently not receiving any notice or disclosure, we prefer to provide all of the required 

notices and disclosures to you by the same method and to the same address that you have given 

us. Thus, you can receive all the disclosures and notices electronically or in paper format through 

the paper mail delivery system. If you do not agree with this process, please let us know as 

described below. Please also see the paragraph immediately above that describes the 

consequences of your electing not to receive delivery of the notices and disclosures 

electronically from us. 

 

How to contact Amicus Therapeutics:  

You may contact us to let us know of your changes as to how we may contact you electronically, 

to request paper copies of certain information from us, and to withdraw your prior consent to 

receive notices and disclosures electronically as follows: 

To contact us by email send messages to: dataprivacyofficer@amicusrx.com 

To contact us by paper mail, please send correspondence to: 

Amicus Therapeutics 

One Globe Side 

Fieldhouse Lane 

Marlow SL7 1HZ, NJ United Kingdom  

 

To advise Amicus Therapeutics of your new email address  

To let us know of a change in your email address where we should send notices and disclosures 

electronically to you, you must send an email message to us at  and in the body of such request 

you must state: your previous email address, your new email address.    

If you created a DocuSign account, you may update it with your new email address through your 

account preferences.  

 

To request paper copies from Amicus Therapeutics  

To request delivery from us of paper copies of the notices and disclosures previously provided 

by us to you electronically, you must send us an email to  and in the body of such request you 

must state your email address, full name, mailing address, and telephone number.  

 

To withdraw your consent with Amicus Therapeutics  



To inform us that you no longer wish to receive future notices and disclosures in electronic 

format you may: 

i. decline to sign a document from within your signing session, and on the subsequent page, 

select the check-box indicating you wish to withdraw your consent, or you may; 

ii. send us an email to dataprivacyofficer@amicusrx.com and in the body of such request you 

must state your email, full name, mailing address, and telephone number. .  . 

 

Required hardware and software  

The minimum system requirements for using the DocuSign system may change over time. The 

current system requirements are found here: https://support.docusign.com/guides/signer-guide-

signing-system-requirements.  

 

Acknowledging your access and consent to receive and sign documents electronically  

To confirm to us that you can access this information electronically, which will be similar to 

other electronic notices and disclosures that we will provide to you, please confirm that you have 

read this ERSD, and (i) that you are able to print on paper or electronically save this ERSD for 

your future reference and access; or (ii) that you are able to email this ERSD to an email address 

where you will be able to print on paper or save it for your future reference and access. Further, 

if you consent to receiving notices and disclosures exclusively in electronic format as described 

herein, then select the check-box next to ‘I agree to use electronic records and signatures’ before 

clicking ‘CONTINUE’ within the DocuSign system. 

By selecting the check-box next to ‘I agree to use electronic records and signatures’, you confirm 

that: 

 You can access and read this Electronic Record and Signature Disclosure; and 

 You can print on paper this Electronic Record and Signature Disclosure, or save or send 

this Electronic Record and Disclosure to a location where you can print it, for future 

reference and access; and 

 Until or unless you notify Amicus Therapeutics as described above, you consent to 

receive exclusively through electronic means all notices, disclosures, authorizations, 

acknowledgements, and other documents that are required to be provided or made 

available to you by Amicus Therapeutics during the course of your relationship with 

Amicus Therapeutics. 
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