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User agreement

Special Terms

Mapi Research Trust, a non-for-profit organisation subject to the terms of the French law of 1st July 1901, registered in 
Carpentras under number 453 979 346, whose business address is 27 rue de la Villette, 69003 Lyon, France, hereafter referred 
to as “MRT” and the User, as defined herein, (each referred to singularly as a “Party” and/or collectively as the “Parties”), do 
hereby agree to the following User Agreement Special and General Terms:

Mapi Research Trust
PROVIDE™
27 rue de la Villette
69003 Lyon
France
Phone: +33 (0)4 72 13 66 66

Recitals

The User acknowledges that it is subject to these Special Terms and to the General Terms of the Agreement, which are included 
in Appendix 1 to these Special Terms and fully incorporated herein by reference.  Under the Agreement, the Questionnaire 
referenced herein is licensed, not sold, to the User by MRT for use only in accordance with the terms and conditions defined 
herein.  MRT reserves all rights not expressly granted to the User. 

The Parties, in these Special Terms, intend to detail the special conditions of their partnership.

The Parties intend that all capitalized terms in the Special Terms have the same definitions as those given in article 1 of the 
General Terms included in Appendix 1.

In this respect, the Parties have agreed as follows:

 

Article 1. Conditions Specific to the User

        Section 1.01      Identification of the User

User Name Deepa Bhat

Legal Form University/Hospital

Address Associate Professor Department of Anatomy JSS Medical College Bannimantap 
570015 Mysore 

Country India

Email address deepavijaybhat@gmail.com

Telephone number 9448413277

        Section 1.02       Identification of the Questionnaire

Title Pediatric Quality of Life Inventory™ (PedsQL™) 
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Author(s) Varni James W 

Owner
Varni James W, PhD

Copyright Copyright © 1998 JW Varni, Ph.D. All rights reserved

Original bibliographic references See Appendix 2

 

Article 2. Rights to Use

        Section 2.01      Context of the Use of the Questionnaire

The User undertakes to only use the Questionnaire in the context of the Study as defined hereafter.

Context of Use Clinical project or study

Title Study of quality of life and coping strategies among parents with Downs child in Indian 
context

Disease or condition Downs syndrome

Type of research Epidemiologic/Observational 

Questionnaire used as primary 
endpoint

Yes 

Number of patients expected 50

Number of submissions to the 
questionnaire for each patient

01

Term of clinical follow-up for each 
patient

1 year

Start 01/2018

End 12/2018

Mode of administration Paper administration

        Section 2.02      Conditions for Use

The User undertakes to use the Questionnaire in accordance with the conditions for use defined hereafter.

(a)     Rights transferred
Acting in the Owner’s name, MRT transfers the following limited, non-exclusive rights, to the User (the “Limited Rights”)
              (i) to use the Questionnaire, only as part of the Study; this right is made up exclusively of the right to communicate 
it to the Beneficiaries only, free of charge, by any means of communication and by any means of remote distribution known or 
unknown to date, subject to respecting the conditions for use described hereafter; and

              (ii) to reproduce the Questionnaire, only as part of the Study; this right is made up exclusively of the right to 
physically establish the Questionnaire or to have it physically established, on any paper, electronic, analog or digital medium, and 
in particular documents, articles, studies, observations, publications, websites whether or not protected by restricted access, CD, 
DVD, CD-ROM, hard disk, USB flash drive, for the Beneficiaries only and subject to respecting the conditions for use described 
hereafter; and

              (iii) Should the Questionnaire not already have been translated into the language requested, the User is entitled to 
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translate the Questionnaire or have it translated in this language, subject to informing MRT of the same beforehand by the 
signature of a Translation Agreement indicating the terms of it and to providing a copy of the translation thus obtained as soon 
as possible to MRT.

The User acknowledges and accepts that it is not entitled to amend, modify, condense, adapt, reorganise the Questionnaire on 
any medium whatsoever, in any way whatsoever, even minor, without MRT’s prior specific written consent.

(b)     Specific conditions for the Owner

The Owner has intended to transfer a part of the copyright on the Questionnaire and/or the Documentation to MRT in order to 
enable MRT to make it available to the User for the purpose of the Study, subject to the User respecting the following conditions:

User shall not modify, abridge, condense, translate, adapt, recast or transform the Questionnaire in any manner or form, 
including but not limited to any minor or significant change in wordings or organisation in the Questionnaire, without the prior 
written agreement of the Owner.  If permission is granted, any improvements, modifications, or enhancements to the 
Questionnaire which may be conceived or developed, including translations and modules, shall become the property of the 
Owner.

The User therefore undertakes to respect these special terms.

(c)     Specific conditions for the Questionnaire

Use in Individual clinical practice or Research study / project•

The User undertakes never to duplicate, transfer or publish the Questionnaire without indicating the Copyright Notice.

In the case of use of an electronic version of the Questionnaire in academic studies, the User undertakes to respect the following 
special obligations:

           - In case of use of an IT Company (e-vendor), User shall check with Mapi Research Trust that IT Company has 
signed the necessary License Agreement with Mapi Research Trust before developing the electronic version of the Questionnaire
           - Not modify the questionnaire (items and response scales, including the response scale numbers from 0-4)
           - Cite the reference publications
           - Insert the Owner’s copyright notice on all pages/screens on which the Questionnaire will be presented and insert the 
Trademark information: PedsQL™, Copyright © 1998 JW Varni, Ph.D. All rights reserved.   
           - Mention the following information: “PedsQL™ contact information and permission to use: Mapi Research Trust, 
Lyon, France – Internet: https://eprovide.mapi-trust.org and www.pedsql.org/index.html ”
           - Submit the screenshots of all the Pages where the Questionnaire appears to Dr James W. Varni before release for 
approval and to check that the above-mentioned requirements have been respected.

In the case of use of an electronic version of the Questionnaire in commercial studies / projects, the User undertakes to respect 
the following special obligations:

User shall:

           - In case of use of an IT Company (e-vendor), User shall check with Mapi Research Trust that IT Company has 
signed the necessary License Agreement with Mapi Research Trust before developing the electronic version of the Questionnaire
           - Not modify the questionnaire (items and response scales, including the response scale numbers from 0-4)
           - Cite the reference publications
           - Insert the Owner's copyright notice on all pages/screens on which the Questionnaire will be presented and insert the 
Trademark information: PedsQL™, Copyright © 1998 JW Varni, Ph.D. All rights reserved.
           - Mention the following information: “PedsQL™ contact information and permission to use: Mapi Research Trust, 
Lyon, France – Internet: https://eprovide.mapi-trust.org and www.pedsql.org/index.html”

            - For the first migration of the Questionnaire (generally the original version) into a specific electronic device

https://eprovide.mapi-trust.org
http://www.pedsql.org/index.html
https://eprovide.mapi-trust.org
http://www.pedsql.org/index.html
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                        -  Review of screenshots:

After implementation of the Questionnaire into the device, the user/IT Company will generate screen captures (screenshots) of 
the original questionnaire as displayed in the device. These will be reviewed by Mapi to check that they are consistent with the 
original paper version in terms of presentation, content and completion except for specific instructions related to the electronic 
administration. Corrections that may be needed will be reported to the user/IT Company. In this case, screenshots after 
correction will be generated for another round of review by Mapi until all screenshots are approved.

Dr James W. Varni will review all approved screenshots for a final validation.

                        -  Usability testing:

Usability testing is a methodology which aims to examine whether respondents are able to use a device and associated software 
as intended. Major issues of concern in usability testing typically include device complexity, navigation and response selection for 
example.

The objective of this investigation is to ensure that the electronic version of the questionnaire as included in the device meets 
usability criteria, focusing on functional aspects and respondents’ understanding of instructions. Usability testing consists in 
interviews with patients where patients will complete the electronic version of the Questionnaire on the device and comment on 
their understanding of the instructions, ease of use and handiness of the device. A Usability testing report presenting results will 
be produced. If any changes are recommended, these will be implemented by the user/IT Company. If issues raised by 
respondents are rated as major, the user/IT Company may need to perform additional developments and another round of 
interviews may be needed.

Dr James W. Varni will review the changes suggested, if any, following the interviews.

The review of screenshots is mandatory. The usability testing is highly recommended by Mapi, however should the User and/or 
IT Company decide not to perform this step, Mapi Research Trust shall not be held responsible for any consequence and 
expense associated with this decision which shall remain the User and/or IT Company’s sole liability.

The review of screenshots and usability testing, when and if performed, shall be performed exclusively by Mapi and shall be 
sponsored by the User.

The performance of the review of screenshots and usability testing will result in a certification of the electronic device original 
version of the Questionnaires by Mapi for future licenses.

 

           - For the migration of other language versions of the Questionnaire on an existing certified specific electronic device

                         -  Update version

After the electronic device original version of the Questionnaire is fully ready, the Questionnaire’s language versions developed 
for paper administration will be updated to reflect the changes in wording of instructions implemented in the electronic device 
original version of the questionnaire.

Native speakers of the languages will reflect the changes made to the electronic device original version of the Questionnaire and 
will provide English equivalents of all changes made for Mapi’s quality control.

                         -  Review of screenshots:
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After implementation of the Questionnaire into the device, the user/IT Company will generate screen captures (screenshots) of 
the original questionnaire as displayed in the device. These will be reviewed by Mapi to check that they are consistent with the 
original paper version in terms of presentation, content and completion except for specific instructions related to the electronic 
administration. Corrections that may be needed will be reported to the user/IT Company. In this case, screenshots after 
correction will be generated for another round of review by Mapi until all screenshots are approved.

The update of version and review of screenshots are mandatory. These steps shall be performed exclusively by Mapi and shall 
be sponsored by the User.

The performance of the update of version and review of screenshots will result in a certification of the electronic device language 
version of the Questionnaires by Mapi for future licenses.

 

Use in a publication:•

In the case of a publication, article, study or observation on paper or electronic format of the Questionnaire, the User undertakes 
to respect the following special obligations:

           - not to include any full copy of the Questionnaire, but a version with the indication “sample copy, do not use without 
permission”
           - to indicate the name and copyright notice of the Owner (PedsQL™, Copyright © 1998 JW Varni, Ph.D. All rights 
reserved)
           - to include the reference publications of the Questionnaire
           - to indicate the details of MRT for any information on the Questionnaire as follows: "PedsQL™ contact information 
and permission to use: Mapi Research Trust, Lyon, France. – Internet: https://eprovide.mapi-trust.org and www.pedsql.org "
           - to provide MRT, as soon as possible, with a copy of any publication regarding the Questionnaire, for information 
purposes
           - to submit the screenshots of all the Pages where the Questionnaire appears to MRT before release to check that the 
above-mentioned requirements have been respected.

Use for dissemination or marketing:•

In the case of use in a dissemination/marketing context:

           - On a website with unrestricted access:

The publication of a copy of the PedsQL™ on a website with unrestricted access is not permitted.

           - On a website with restricted access:

In the case of publication on a website with restricted access, the User may include a version of the Questionnaire that may be 
amended, subject to this version being protected by a sufficiently secure access to only allow the Beneficiaries to access it.

 

Article 3. Term

MRT transfers the Limited Rights to use the Questionnaire as from the date of delivery of the Questionnaire to the User and for 
the whole period of the Study.

Article 4. Beneficiaries

The Parties agree that the User may communicate the Questionnaire in accordance with the conditions defined above to the 
Beneficiaries involved in the Study only, in relation to the Study defined in section 2.01.

https://eprovide.mapi-trust.org
http://www.pedsql.org/
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Article 5. Territories and Languages

MRT transfers the Limited Rights to use the Questionnaire on the following territories and in the languages indicated in the table 
below:

Questionnaire Language

PedsQL™ Family Impact 
module

English for the USA

PedsQL™ General 
Well-Being Scale

English for the USA

PedsQL™ Generic Core 
Scales

English for India

 

Article 6. Price and Payment Terms

The User undertakes in relation to MRT to pay the price owed in return for the availability of the Questionnaire, according to the 
prices set out below, depending on the languages requested and the costs of using the Questionnaire, in accordance with the 
terms and conditions described in section 6.02 of the General Terms included in Appendix 1.

Access to the Questionnaire in non-funded academic research and individual clinical practice is free of charge.

 

Agreed and acknowledged by

Deepa Bhat

13-Dec-2017

  

 

Appendix 1 to the Special Terms: User Agreement General Terms

 

 User has read and accepted the Mapi’s General Terms of the Agreement, which are available on MRT’s website: 
https://eprovide.mapi-trust.org/user-agreement-general-terms

 

Appendix 2 to the Special Terms: References

Generic Core Scales:

https://eprovide.mapi-trust.org/user-agreement-general-terms
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Cerebral Palsy Module:
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