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    Need an Account?

    
        To request an account, please go to our registration page. Contact mapmecfs@rti.org for assistance. For more information, see the About page.
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    The form contains invalid entries:

    	Login failed. Incorrect username or password.
	Invalid code, please try again.
	An unknown error occurred.
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              mapMECFS Data Use Agreement


  
    I request access to data provided by mapMECFS for the purpose of scientific investigation or the planning of clinical research studies and agree to the following terms.
  

  	
      I will receive access to de-identified data and will not attempt to establish the identity of any of the ME/CFS research participants from this data including myself. Furthermore, I will not attempt to contact any research participants, their physicians, or their family members.
    
	
      I will not attempt to make direct contact with ME/CFS investigators or staff at sites concerning additional information regarding individual participants. 
    
	
      I will not further disclose these data beyond the uses outlined in this agreement and my data use application and understand that redistribution of data in any manner is prohibited.
    
	
      I will not share data with anyone on my team, at my institution, unless they have registered with mapMECFS and, by doing so, agreed to this agreement.
    
	
      I will respond promptly and accurately to requests to update information regarding the unpublished results and publications arising from use of this data. 
    
	
      I will comply with applicable rules and regulations, including those that might be imposed by my institution and its institutional review board, in requesting these data.
    
	
      I will make only lawful use of the data, and will only use it in compliance with all applicable federal, state, and local laws and regulations, and with this agreement.  I will not use the data in any way to violate someone's rights, including copyright, trademark, trade secret, right of privacy, right of publicity or other rights.
    
	
      I understand that data that I download is offered “as is”, and that no representations or warranties on the accuracy or completeness of the data are made.
    
	
      If I publish abstracts using data provided under this agreement, I will cite the original data and funding sources in the abstract as space allows.
    
	
      If I publish manuscripts using data provided under this agreement, I will cite the original data source and, if available, the corresponding publication. I agree to add mapMECFS to the Acknowledgements section.
    
	
      I will utilize administrative, physical and technical safeguards similar to those used for other data in my organization to prevent unintentional disclosure or use of the data other than a provided for by this agreement.  
    
	
      I will report any use or disclosure of the data not provided for by this agreement of which I become aware to mapmecfs@rti.org within five (5) days of becoming aware of such use or disclosure.
    
	
      All public announcements of research to be done with this data (e.g., press releases, social media discussions) will acknowledge the original data source and, if available, the corresponding publication, and mapMECFS, as is appropriate.
    
	
      I understand that any processed data that I download might be preliminary and that results may change as new methods of analysis are implemented. 
    
	
      If I download data for the purposes of analysis and future publication in the form of abstracts and/or publications, I will note any defined version of the data I download, and I will do due diligence to check the database to determine if updated data has been provided prior to submission of any material for publication.
    
	
      I agree that no data or analyses will be used for human diagnostic purposes, for informing treatment decisions, or for other clinical or medical purposes.
    


  
    If I upload data to mapMECFS for the purpose of enabling access to it for scientific investigation, teaching or the planning of clinical research studies, then I agree to the following terms.
  

  	
      I have all necessary rights in the data to provide it for upload, and I am authorized by the institution with which I am affiliated and/or employed to upload the data and accept these terms.
    
	
      I make no representations with respect to the accuracy or completeness of the uploaded data, and the data is offered “as is”.  If errors with the provided data are identified at a later date, I agree to update the uploaded for accuracy.
    
	
      Nothing that I upload, post, transmit, distribute, or otherwise publish will contain a software virus or other harmful component to the best of my knowledge.
    
	
      The data that I upload may be shared on mapMECFS with anyone who has agreed to the terms above for downloading the data, provided, however, that I or the institution with which I am affiliated and/or employed retains the ownership of the data.  I acknowledge that Research Triangle Institute employees or contractors will be able to see and use the data for the purposes of administering the site and the data repository.
    
	
      The data will not contain protected health information or "PHI" under HIPAA or identifiable personal information or “IPI” under the Common Rule (45 CFR 46), as may be updated from time to time. Data that could be used to identify a single individual will either be suppressed or included in mapMECFS as grouped data.
    





  Data Use Agreement Last Updated: January 26, 2021
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    By checking this box, I certify that I have read and agree to the above Data Use Agreement
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              mapMECFS Privacy Policy


    RTI International (RTI) takes your privacy seriously and is committed to protecting your Personal Information. This Privacy Policy (“Policy”) sets out the ways in which Personal Information provided to us by you is used, disclosed, and kept secure by RTI. This policy applies whenever and wherever we collect your Personal Information through our relationship with you. This includes when you use the mapMECFS website (“site”), electronic services, or other digital platforms, so please read this Policy carefully. By continuing to use this site, you agree to the terms of this Policy. If you do not agree with the terms of this Policy, please do not provide us with your Personal Information or interact with this site. If you have already created an account, you may contact us at mapmecfs@rti.org to remove your information.

    
    About RTI

    RTI is an independent, non-profit research institute dedicated to improving the human condition. We combine scientific rigor and technical expertise in social and laboratory sciences, engineering, and international development to deliver solutions to the critical needs of clients worldwide. This Policy applies to all companies owned by RTI.


    About this Policy

    This Policy explains what Personal Information we collect about you, how we may use it, when we may disclose the information, and the steps we take to ensure that your Personal Information is kept secure. We also explain your rights with respect to your Personal Information.

    Please note that the site may contain links to third-party websites/digital platforms that are provided for your convenience. RTI is only responsible for the privacy practices and security of our own digital platforms. We recommend that you check the privacy and security policies and procedures of each website/digital platform that you visit.


    How to contact us about your Personal Information or this Policy

    If you have any questions about this Policy or about how your Personal Information is used, disclosed, or secured by RTI, please email us at mapmecfs@rti.org or write to us at the following address:
    
Global Privacy Officer
    
RTI International
    
P.O. Box 12194
    
Research Triangle Park, NC 27709
    


    How we use and collect your Personal Information

    Your Personal Information may be collected when you access or use this site, open or respond to our emails, enter your information into a form on this site and submit that form, visit any page online that displays our content, and link to the site via a social networking site.

    RTI defines “Personal Information” as any information that identifies you either directly (such as name, address, email address, telephone number, internet protocol (IP) address, or geolocation) or indirectly (such as gender, race, ethnicity, or location) that, when combined, may identify you. We may also infer your country of location from the IP address you have used to access our digital platforms.

    All Personal Information that we collect about you will be recorded, used, and protected by us in accordance with applicable data protection legislation and this Policy. We may supplement the Personal Information that you provide with information that we obtain from other sources.

    This site will collect the following Personal Information from you:

    	Required: Username, full name, email, password, institution, internet protocol (IP) address
	If provided: Address and phone number
	Any additional information provided in the prompts “Please provide a 2-3 sentence summary explaining how you intend to use the data on the site” and “Describe your ME/CFS-related research goals and provide links to your relevant publications, laboratory website, online bibliography, or a link to your sponsor (PI).”


    We use your Personal Information to:

    	Determine user account eligibility by sharing this information with the National Institutes of Health;
	Operate, maintain, and improve the site; 
	Assess Internet activity, such as your browsing activity on the site, IP address, cookies, and geolocation data;
	Track, manage and audit data access and use in compliance with data use agreements or agreed upon terms of use (only when logged on to specific areas of the site);
	Contact you if we suspect there has been an unintended use or disclosure of personal information, a use of data that you provided to this site that violations agreed upon terms, or that data you downloaded was shared in violation of agreement terms;
	Provide information to you about the site including, but not limited to, site updates, new features, upcoming site-relevant events or proceedings, and to answer direct or indirect questions about the site; and
	Perform analytics including the use of third-party vendors and conduct client research.



    Other site users will also have access to Personal Information that you share to and within the website, such as your username, institution, and email address.


    Collection of Data from Outside the United States

    Please note that RTI is headquartered in the United States of America. If you are outside the United States and provide your data to RTI, we will take proper steps to ensure that your information is protected in accordance with this Policy. 

    In addition, RTI recognizes that the European Union (“EU”) has established a data protection policy effective May 25th, 2018 known as General Data Protection Regulation (“GDPR”). This regulation applies to countries within the EU and governs the transfer of data outside of the EU. GDPR restricts companies in the EU from transferring personal data about individuals to the United States unless there is “adequate protection” for such personal data when it is received in the United States. 

    Transfers of data can also occur when RTI has your consent or the transfer is necessary for RTI to perform requirements under a contract that you have entered into with RTI or secure your information. RTI has implemented appropriate administrative, technical and organizational measures so that the use of your Personal Information  meets the requirements of the GDPR. Under GDPR, individuals located in the EU/EEA are allowed the following protections with respect to your Personal Data:

    The right to access – You have the right to request that RTI provide copies of your personal data. We may charge you a small fee for this service.

    The right to rectification – You have the right to request that RTI correct any information you believe is inaccurate and complete any information you believe is incomplete.

    The right to erasure – You have the right to request that RTI erase your personal data, under certain conditions.

    The right to restrict processing – You have the right to request that RTI restrict the processing of your personal data, under certain conditions.

    The right to object to processing – You have the right to object to RTI’s processing of your personal data, under certain conditions.

    The right to data portability – You have the right to request that RTI transfer the data that we have collected to another organization or directly to you, under certain conditions.

    If you make a request, we have one month to respond to you. If you would like to exercise any of these rights, please contact RTI at our email: mapmecfs@rti.org

    Or write to us at:
    
Global Privacy Officer
    
RTI International
    
P.O. Box 12194
    
Research Triangle Park, NC 27709
    
If you reside in Canada, you may have the right to be provided with access to Personal Information that we have about you and written information about our policies and practices with respect to the transfer of your Personal Information to vendors outside Canada. To find out more, please email us at listen@rti.org.

    Pursuant to Section 1798.83 of the California Civil Code, residents of California can obtain certain information about the types of Personal Information that companies with whom they have an established business relationship have shared with third parties for direct marketing purposes during the preceding calendar year. The law provides that companies must inform consumers about the categories of Personal Information that have been shared with third parties, the names and addresses of those third parties, and examples of the types of services or products marketed by those third parties. To request a copy of the information disclosure provided by RTI pursuant to Section 1798.83 of the California Civil Code, please contact us at listen@rti.org or the address stated above. Please allow thirty (30) days for a response.

    In all instances where we disclose your information to third parties, we will ensure that your information is appropriately protected.


    Notification of a Disclosure of Your Information

    Cookies

    Similar to many other website operators, we use standard technology called “cookies” on our site. Cookies are small pieces of information that are stored by your browser on your computer's hard drive and are used to record how you navigate this site on each visit.

    Security of information

    We take the security of your Personal Information seriously and use commercially reasonable security procedures to protect Personal Information you provide to RTI. When you submit your information to us, we use industry standard Secure Sockets Layer (SSL) encryption technology to guard your information.

    In addition, we have security procedures in place to protect our paper-based systems and computerized databases from loss and misuse. We only allow access to them when it is necessary to do so, and then under strict guidelines as to how the Personal Information may be used.

    Where a password is required to access certain areas of our digital platforms, you are responsible for keeping your password secure and confidential. Please do not share or disclose your password to any other person.

    While RTI believes these security measures to be adequate, no method of transmission over the Internet or method of storage is completely secure. Please know that while we will make every effort keep your information secure, there is still a risk that your Personal Information could be misappropriated, and we cannot guarantee its absolute security.


    Children’s Online Privacy


    RTI does not collect data from children and does not intend that any portion of the site will be accessed or used by children under the age of thirteen (13), and such use is prohibited. This site is designed and intended for use by adults. By using the sites covered by this Policy, you represent that you are at least eighteen (18) years old.


    More about your information—your rights

    You may correct or update your Personal Information at any time by emailing us at mapmecfs@rti.org. Please include your name, username, institution, and email address when you contact us, as this helps us ensure that we accept amendments only from the correct person. We encourage you to promptly update your Personal Information if it changes.


    We will securely retain your information for as long as is reasonably necessary and in accordance with applicable law. If you wish to submit a request that your data be deleted, please email us at mapmecfs@rti.org. You have the right to receive a copy of the Personal Information that we hold about you. Please write to us at the email address above if you wish to exercise this right.


    Changes to this Policy

    We aim to meet high standards, so our policies and procedures are constantly under review. From time to time, we may change this Privacy Policy. Accordingly, we recommend that you check this page periodically to review the latest version.


    Where to make a complaint

    If you have a complaint regarding any aspect of your Personal Information or this Policy, please write or email us at the above addresses. For individuals located in the European Union, you may contact the appointed Data Protection Authority (DPA) for your country.





  Privacy Policy Last Updated: May 24, 2022
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