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About the PIF-QoL 

The PIF-QoL is a patient-reported outcome questionnaire designed to assess quality of life in 
pediatric intestinal failure. Two versions are available: 

• Child self-report 

• Caregiver proxy-report 

These versions are available separately via the REDCap Shared Library and are intended for 
use in research and clinical settings in accordance with the Terms of Use and License 
Agreement (this “Agreement”) below. 

This Agreement governs access to, download of, and use of the PIF-QoL made available 
through the REDCap Shared Library by or on behalf of the authors of the PIF-QoL (collectively, 
the “Copyright Owner”). By downloading, accessing, copying, using, administering, reproducing, 
or distributing the PIF-QoL, the user (the “User”) agrees to be bound by this Agreement. If the 
User does not agree to this Agreement, the User shall not download, access, or use the PIF-
QoL. 

 

1.  User Information Form 

All users must complete the PIF-QoL User Information Form prior to use. The form collects 
basic information about the context of use and contact details. This information helps the 
Copyright Owner track usage and, at the Copyright Owner’s sole discretion from time-to-time, 
inform users about relevant research collaborations. Use of the PIF-QoL without completing the 
User Information Form is prohibited. 

2.  Ownership 

The PIF-QoL, including all questions, instructions, scoring materials, formatting, compilation, 
revisions, adaptations, related documentation, and all copyrights and other intellectual property 
rights therein and thereto, are and shall remain the sole and exclusive property of the Copyright 
Owner. No ownership rights are transferred under this Agreement. All rights not expressly 
granted herein are reserved. 

3. License; Permitted Use 

Subject to the terms, conditions, and restrictions of this Agreement, the Copyright Owner grants 
to the User a limited, revocable, non-exclusive, non-transferable, non-sublicensable license to 
download and use the PIF-QoL solely for the User’s own non-commercial academic research, 
educational purposes, and clinical practice. The PIF-QoL is available free of charge for non-
commercial academic research, educational purposes, and clinical practice. Use is “non-
commercial” if its primary purpose is not the generation of revenue or direct financial benefit to 
the User or the User’s organization, regardless of whether the User’s organization is a for-profit 
entity. 



4.  Commercial Use and Industry-Sponsored Research 

Any use for which the primary purpose is commercial gain, including incorporation into for-profit 
products or services, use in industry-sponsored clinical trials, or use under contract with a for-
profit sponsor for revenue-generating purposes, is not permitted under this Agreement and 
requires a separate paid licensing agreement with the Copyright Owner's prior written 
permission. To request a commercial use license, contact the corresponding author at the 
address below. 

5.  Implementation and Restrictions on Modification 

The PIF-QoL must be used in its original, unmodified form. Because scoring functionality is 
embedded in the instrument’s electronic format, use is restricted to the electronic format only.  
Implementation in paper form is not permitted. Modification, adaptation, translation, 
abbreviation, creation of derivative works, or alteration of items, structure, or embedded scoring 
functionality is prohibited without prior written permission from the Copyright Owner. User shall 
not remove, obscure, or alter any copyright notice, trademark, proprietary legend, attribution, 
disclaimer, or other notice appearing on the PIF-QoL. 

6.  Attribution 

Appropriate scholarly credit must be given in all publications, presentations, and reports. 
Suggested citation: 

Neumann, M. L., Ladner, A., Allen, J. Y., Kakani, S., Rauen, M. H., & Mercer, D. F. 
(2025). Measuring disease-specific quality of life in pediatric intestinal failure: 
Development and validation of the PIF-QoL. Intestinal Failure, 8, 100324. 

User shall not state or imply that Copyright Owner, the Board of Regents of the University of 
Nebraska, or the University of Nebraska Medical Center endorses the User’s study, findings, 
institution, or conclusion. 

7.  Distribution 

The PIF-QoL may not be redistributed, sublicensed, or made publicly available in whole or in 
part including, but not limited to, in any publication, presentation or report without prior written 
permission from the Copyright Owner. Without limiting the foregoing, the User shall not 
incorporate the PIF-QoL into any database, repository, website, platform, artificial intelligence 
model, machine learning dataset, assessment library, or other collection intended for 
redistribution, shared access, or repeated third-party use.  If the User is conducting a multi-
investigator or multi-site study, each investigator or site that wishes to access or use the PIF-
QoL must separately agree to this Agreement unless the Copyright Owner agrees otherwise in 
advance and in writing. 

8.  Updates and Version Control 

The Copyright Owner may update the PIF-QoL instrument or this Agreement at any time without 
notice to the User. Users must comply with the Terms of Use and License Agreement provided 
with the version of the PIF-QoL downloaded at the time of use. Use of the most recent version 
of the PIF-QoL is recommended to ensure consistency and validity in research and clinical 
applications. 



9.  Compliance with Law 

The User shall not use the PIF-QoL in any manner that violates applicable law, regulation, 
ethical approval requirements, institutional policy, or the rights of any third party. The User is 
responsible for ensuring User’s use complies with all applicable data privacy and security laws 
including, but not limited to, HIPAA, where applicable. 

10. Term; Termination 

This Agreement is effective upon the User’s first access to, download of, or use of the PIF-QoL 
and shall continue until terminated. Rights to use the PIF-QoL may be revoked upon written 
notice if the User is found to be in violation of this Agreement. Upon receipt of a notice of 
revocation, the User shall promptly cease all use of the PIF-QoL and, upon request, destroy or 
return any copies in their possession. 

11.  Disclaimer 

The PIF-QoL has demonstrated evidence of validity and reliability in studied contexts; however, 
no warranty is made that such properties will generalize to all populations or uses. The user is 
responsible for determining appropriateness for their specific application. The PIF-QoL is 
provided “as is” and “as available” without warranties of any kind, express or implied, including 
but not limited to warranties of merchantability, accuracy, completeness, fitness for a particular 
purpose, title, or non-infringement. The Copyright Owner makes no representations regarding 
the suitability of the PIF-QoL for any specific clinical or research application. The User assumes 
sole responsibility for determining whether the PIF-QoL is appropriate for the User’s intended 
purposes and for all decisions, actions, analyses, interpretations, and conclusions based on the 
PIF-QoL. When downloaded for clinical use, the PIF-QoL serves as a supplemental clinical aid 
and does not provide diagnostic or treatment recommendations. Use of the PIF-QoL does not 
establish a patient-provider relationship with the authors, the Copyright Owner, the Board of 
Regents of the University of Nebraska, or the University of Nebraska Medical Center.  

12.  Limitation of Liability 

To the fullest extent permitted by applicable law, the authors, the Copyright Owner, the Board of 
Regents of the University of Nebraska, the University of Nebraska Medical Center, and their 
respective affiliates, officers, employees, and agents shall not be liable for any claims, losses, 
damages, or expenses, including but not limited to direct, indirect, incidental, consequential, or 
punitive damages, arising out of or related to the use or misuse of the PIF-QoL in any context. 

13.  Governing Law 

This Agreement shall be governed by and construed in accordance with the laws of the State of 
Nebraska, without regard to its conflict of laws principles. 

14.  General 

If any provision of this Agreement is found to be unenforceable, the remaining provisions shall 
continue in full force and effect. This Agreement constitutes the entire agreement between the 
User and the Copyright Owner with respect to the use of the PIF-QoL and supersedes any prior 
representations or understandings. 

 

For permissions or commercial use inquiries, contact:  

Marie Neumann, Assistant Professor, Department of Surgery 



University of Nebraska Medical Center  

988285 Nebraska Medical Center 

Omaha, NE 68198 

402.559.3935   

marie.neumann@unmc.edu   


