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[bookmark: _Hlk67065536]PERSONAL STORY AGREEMENT
[Date]

[Name]
[Home Address]

Dear [Name],

Thank you for agreeing to share your [loved one’s] personal story with Chiesi. [If applicable, insert additional context relevant to the situation like more information about the person or their relationship with Chiesi.] This letter will review the important parts of our relationship as we work with you to share your [loved one’s] story with our company. 	Comment by MARGOL Cole: Internal Note: If a minor is participating in this agreement. Please include all italicized language and remove brackets.

By participating in the Patient Voice project, you are agreeing to voluntarily provide your [loved one’s]  story to Chiesi in one or more forms, including in-person interviews, remote video interviews, photography, audio recordings, statements or other related materials. We will call all of these forms “Content” throughout the rest of this letter. Content can also include your [and/or your loved one’s]  name, surname, initials and picture or other reproductions of your [loved one’s] image. Because your [loved one’s] personal story and the content created from it will contain personal data, Chiesi will hold and maintain your [loved one’s] information consistent with its privacy policies in the USA, European Union[, and Canada]. A name, image, and likeness release form and a privacy notice are attached to this letter and provide you [and your loved one] with all relevant details related to the use of the Content. We are required to provide this information to you [and your loved one], and you [and your loved one] agree to read this information carefully.

Any Content that is created as a result of your [loved one’s] participation in this project can be used by Chiesi, including Chiesi’s affiliates in other countries worldwide. Chiesi will own all the Content created in the context of the Patient Voice project and can change the Content at any time after it is created. The Content that is created can be used in any number of places, including websites, emails, promotional materials, and social media platforms, as better described below. If you [or your loved one] change[s] your mind and do not want Chiesi to use the Content that is created about your [loved one’s] story, you can e-mail us at us.privacy@chiesi.com or dpoit@chiesi.com to request that we stop using the Content. Unless otherwise rescinded, your consent [on behalf of your loved one] to use this Content is valid for the period of two (2) years. Prior to expiration of this Agreement, Chiesi will contact you to ask if you’d like to renew your consent [on behalf of your loved one] via signature of an updated Agreement. To learn more, please see Section 3 of the Privacy Notice, below.

By agreeing to tell your [loved one’s] story under this letter, you agree that: 
· you are over 18 years old [and are the parent or the person having the parental responsibility over the minor], and 
· you will tell your [loved one’s] story as accurately, truthfully, and completely as you can.
We thank you for your willingness to share your [loved one’s] story with us, and we look forward to both hearing and sharing your [loved one’s] story with other patients around the world. If you have questions or concerns, please contact grd.patientadvocacy@chiesi.com.  
 


Sincerely,

[Chiesi Representative]
[Title]
[Title]


NAME, IMAGE, AND LIKENESS RELEASE FORM

	First Name …………………………………………………………………………
Surname ……………………………………………………………………
E-mail …………………………………………………………………………
If applicable, as the parent, or the person having the parental responsibility, of the minor:	Comment by FIORMONTI Luca: This part is applicable only in case of minors' participation.

First Name …………………………………………………………………….

Surname …………………………………………………………………….



By signing this name, image, and likeness release form (“Release”), I hereby expressly authorize:
(1) Chiesi Farmaceutici S.p.A., with registered office in Via Palermo 26/A – 43122, Parma, Italy, and 
(2) Chiesi USA, Inc., with registered office at 175 Regency Woods Place, Suite 600, Cary, NC 27518, USA (jointly referred to as “Chiesi”), to:
· film, photograph, videotape, interview and otherwise record me and my voice, image, likeness, conversations, and sounds; and 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"
· reproduce, display, publish, broadcast, communicate, create derivative works of, distribute and/or otherwise use and reuse motion pictures of me and my photograph (including stills of video), likeness, image, appearance, name, surname, initials, biographical information, voice, statements, testimonials, opinions and answers in any manner (collectively, “Content”), in whole, or in part, composite or distorted, alone or accompanied by other material, including, without limitation, a fictitious name or my own name and other biographical material, through any communication channels, now existing or in the future invented or developed. 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"of minor and minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"
This authorization is granted to Chiesi, and its affiliated companies, successors, assigns, distributors, contractors, and licensees (all, “Licensees”), in the context of our Storytelling project, a project aimed at collecting and sharing videos, photos, interviews, quotes, and written stories of patients impacted by rare disease to create awareness of the disease prevention and treatment, as well as to witness the patient care journey (“Initiative”). 	Comment by WHITE Donna: Chiesi Internal – please modify to match project aim or call by title, when appropriate. If using a defined term other than “Initiative” for the project, ensure that all instances of “Initiative” are updated to use the term you are using to define the project.
This authorization is valid throughout the world for the following communication channels: 	Comment by TOTA Andrea: “Chiesi Internal” – Please ensure the patient is aware of the channels on which we will publish the content. 
If the patient is not confident with the external use of the story, you may want to delete the second bullet point.
· Chiesi internal communication channels such as Chiesi corporate newsletters, intranet, and/or screens located in corporate premises (i.e., internal communication purposes);
· Chiesi public corporate website, public websites dedicated to the Initiative, public corporate social network profiles (including LinkedIn, Instagram, Facebook, and/or YouTube), public events and congresses, also virtual (i.e., external communication purposes).
By signing this Release, I also agree that:
· I have the right to enter into this Release and grant all of the rights and assume all of the obligations set forth herein, and that the use of the Content by Chiesi or the Licensees will not conflict with any obligations I have with any third party; 
· I am signing this Release freely and voluntarily;
· I waive any right to inspect or approve the results of the uses of the Content performed by Chiesi and/or Licensees;
· I have obtained express informed consent of any third party (including family members) eventually depicted, described, or in any manner represented in the Content;
· The Content, and Chiesi’s and Licensees’ authorized use thereof, will not violate, infringe, or misappropriate any contractual, intellectual property, privacy, or other rights of any third party;
· I will not hold Chiesi or those acting under its permission, including the Licensees, responsible for any claim or liability resulting from the use of the Content in accordance with the terms hereof, including, but not limited to, claims in the nature of copyright infringement, defamation, invasion of privacy or publicity, breach of data protection rights; 
· [bookmark: _Hlk103965344][bookmark: _Hlk67066290]I acknowledge the sufficiency and receipt of [●] US Dollars as compensation] OR [I expressly waive any compensation or reimbursement] from Chiesi for the use of the Content by Chiesi and/or the Licensees as described in this Release (California Residents: Please note our California Notice of Financial Incentive is available at www.chiesiusa.com/privacy);	Comment by TOTA Andrea: “Chiesi Internal” – Please select the appropriate option and delete the non-applicable one.  If paying through CUSA, ensure the amount is in USD.	Comment by MARGOL Cole: Internal Note: Please remove if we are not providing compensation.
· I have read and understood the privacy notice provided below.

	By signing this Release, I give my consent:
	for the processing of my personal data by Chiesi for the purposes described in the Release and in the privacy notice,	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
	for the processing of my special categories of personal data, including my health data,	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
	for the communication of my personal data to the Licensees, in the context of the Initiative. 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
Date …………………………………………………………………
Signature …………………………………………………………





PRIVACY NOTICE 
This privacy notice is provided by Chiesi Farmaceutici S.p.A., with registered office in Via Palermo 26/A – 43122, Parma (Italy) (“Chiesi SPA”) and Chiesi USA, Inc. with registered office at 175 Regency Woods Place, Suite 600, Cary, NC 27518 (US) (“Chiesi USA”), in compliance with the provisions of the European General Data Protection Regulation no. 2016/679 ("GDPR"), the California Consumer Privacy Act of 2018 (“CCPA”), as amended by the California Privacy Rights Act of 2020 (“CPRA”), the Virginia Consumer Data Protection Act (“VCDPA”), the Colorado Privacy Act (“CPA”), the Connecticut Personal Data Privacy and Online Monitoring Act, the Iowa Consumer Data Protection Act, and the Utah Consumer Privacy Act; and the other applicable privacy and data protection laws (all, the “Data Protection Laws”), to inform you that the personal data you decide to provide will be processed by Chiesi SPA and Chiesi USA as joint controllers (jointly referred to as “Chiesi”) in compliance with the aforementioned Data Protection Laws. 
(1) How Chiesi collects and uses your personal data
Purposes. 
Chiesi processes your personal data to allow you to participate in the Initiative, as described in the Release above, to perform all related activities, including administrative and management ones, and to perform the communication activities accurately described in the Release above, based on the preferences you expressed in the Release.	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part with the following:
"To allow the minor to participate in the Initiative,"
Please note that, based on each different use case, your videos, photos, interviews, quotes, and written stories may include a specific reference to your name and/or surname or to your initials, as well as be used in a pseudonymized form (e.g., by using a name changed for anonymity). 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"
More information regarding how and in which contexts Chiesi will use the Content, as described in the Release, is specified in the Release above.
Personal data.
Chiesi processes the following categories of personal data:
· identifying data such as name, surname, initials, e-mail address, and any additional data voluntarily shared by you in connection with your participation in the Initiative; 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add the following:
" – or directly by the minor – " 
· pictures, photographs, audio and/or video recordings, and digital images shared in connection with the Initiative.
Chiesi also processes the following special categories of personal data:
· health data including your diagnosis, treatment, symptoms, and your experience with the disease;	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please replace this part as follows:
"minor's"
Furthermore, if you provide third parties’ personal data (e.g., by including a member of your family in the Content you decide to share), you must first inform them and obtain their express consent. In any case, you agree to hold Chiesi harmless from any dispute, claim or request that may arise due to the communication of such personal data without their consent or another appropriate lawful basis. 
Legal basis of the processing.
Chiesi processes your personal data based on your consent, which can be freely given by filling and signing the consent form provided herein above. Chiesi also processes your personal data to comply with the applicable laws and regulations, to fulfil the requests of the supervisory and controlling authorities, as well as to pursue its legitimate interest to protect its rights in case of disputes. 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
(2)  How Chiesi shares and protects your personal data
Joint controllership.
Chiesi SPA and Chiesi USA entered into a joint controllership agreement under which they agreed to:
· jointly determine certain purposes and means of the personal data processing;
· jointly determine, in a clear and transparent way, the procedures to give you a prompt response if you wish to exercise your rights;	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
· jointly define the paragraphs of this privacy notice that are of common interest providing for all the information and details required by the Data Protection Laws.
How Chiesi shares your personal data.
As stated in the Release, by participating in the Initiative you accept that your personal data may be shared by Chiesi with:	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
· its affiliated companies, successors, assigns, distributors, contractors, and licensees which may use it for the same purposes described in the Release;
· third parties such as supervisory and controlling authorities, governmental agencies, regulators, and courts in accordance with the applicable laws, to handle legal disputes or requests;
· third party companies providing services and support to Chiesi (service providers); in such a case, Chiesi will ensure the lawfulness of the processing by entering into an appropriate data processing agreement with the relevant stakeholders and all the service providers acting as data processors shall therefore comply with the Data Protection Laws and implement appropriate technical security measures;
· viewers who view the Content in the communication channels described in the Release.
International data transfers.
Your personal data may be transferred to other affiliated companies of the Chiesi Group based in other countries, including non-EU ones. Chiesi assessed the impact of international transfers falling within the scope of this notice and implemented appropriate safeguards, including signing the EU standard contractual clauses with the relevant stakeholders. Chiesi Group companies also entered into an intercompany agreement ruling transfers among Chiesi US and European affiliates. 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
How Chiesi protects your personal data.	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
Chiesi implements security measures designed to safeguard your personal data against unauthorized access, disclosure, or loss, including:	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
· reasonable measures to ensure that personal data is collected in compliance with the minimization and purpose limitation principles. Chiesi retains your personal data for a limited time as specified in the following section unless an extension of the retention period is required or permitted by law;	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
· a range of technologies designed to ensure the confidentiality of personal data, ranging from encryption, strong passwords, and two-factor authentication, to firewalls and dedicated software to protect servers from external attacks;
· selection of our business partners and service providers based on strict qualification criteria and obligation to comply with our data protection standards secured through specific contractually binding provisions. In addition, Chiesi performs audits or other assessments to verify their compliance with the above requirements;
· privacy and data protection training tests to verify knowledge, and other activities to improve the awareness of privacy matters among employees and contractors.

(3)  Retention period of your personal data
Your personal data is stored on the servers of Chiesi or the servers of the suppliers (specifically appointed as data processors) located in Italy or within the European Union. Your personal data – including content listed above – may also be processed by Chiesi Group companies based outside the EU consistent with the purposes of the Initiative. In such a case, Chiesi will take all the necessary measures to help assure your personal data will be adequately protected.	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
As mentioned on page one, we keep your personal data until the completion of the Initiative and in any case for no more than two (2) years from its collection, or for a shorter period if you decide to exercise one of the rights listed in the following section below. After this period, your personal data will be deleted or made anonymous, unless otherwise provided for by law and unless you provide new consent to process your personal data. 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
(4) Your rights 
Under Data Protection Laws, you have the right to:
(1) Access and know the personal data Chiesi maintains about you ;	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and the minor"
(2) Modify, object to, or limit Chiesi’s processing of your personal data;	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
(3) Have your data erased; 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
(4) Revoke your consent for Chiesi’s processing of your personal data in situations specified in the GDPR or other Data Protection Laws; 	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
(5) Have your data moved (portability), if applicable.	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
Please note, Chiesi does not “sell” or “share” your personal data as defined under Data Protection Laws.	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
We invite you to contact the Data Protection Officer (DPO) of Chiesi SPA (dpoit@chiesi.com)  or the Privacy Office of Chiesi USA (us.privacy@chiesi.com) to obtain the list of data processors, the list of parties with whom your data has been shared, the copy of the appropriate safeguards adopted to ensure a safe data transfer or to exercise your rights listed above.	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
If you believe that Chiesi is not processing your personal data in accordance with this notice or applicable law, you may always exercise your rights by lodging a complaint with the competent supervisory authority (if in the EU) or with your State’s Attorney General (if in the US).	Comment by FIORMONTI Luca: Internal note:
In case of minor participants, please add:
"[…] and minor's"
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