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1. Overview of Patient-Reported Outcomes (PROs) and Caregiver-
Reported Outcomes (CROs) 

 
FACIT (Functional Assessment of Chronic Illness Therapy): 
Link: https://www.facit.org/  
 
Group-Evaluated Measures database (formally called Grid Enabled Measures Database): 
Link: https://cancercontrol.cancer.gov/brp/research/grid-enabled-measures-database 
 
Distress Thermometer: 
Link: https://www.nccn.org/docs/default-source/patient-resources/nccn_distress_thermometer.pdf 
 
PROMIS, Neuro-QOL, NIH Toolbox, ASCQ-Me: 
Link: https://www.healthmeasures.net/  
 
M3EWB: 
Link: https://m3ewb.research.uconn.edu/  
 
PROQOLID: 
Link: https://www.qolid.org/  
 
PHENX: 
Link: https://www.phenxtoolkit.org/  
 
NCI Research Resources and Tools: 
Link: https://cancercontrol.cancer.gov/brp/research  
 
NIH/NIEHS COVID-19 surveys and questionnaires: 
Link: https://tools.niehs.nih.gov/dr2/index.cfm/main/related  
 
 

https://www.facit.org/
https://cancercontrol.cancer.gov/brp/research/grid-enabled-measures-database
https://www.nccn.org/docs/default-source/patient-resources/nccn_distress_thermometer.pdf
https://www.healthmeasures.net/
https://m3ewb.research.uconn.edu/
https://www.qolid.org/
https://www.phenxtoolkit.org/
https://cancercontrol.cancer.gov/brp/research
https://tools.niehs.nih.gov/dr2/index.cfm/main/related
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UCSF Stress Measurement Network: 
Link: https://www.stressmeasurement.org/  
 
Reviews Of Instruments: Prue et al., Psycho-oncology, 2015 
https://pubmed.ncbi.nlm.nih.gov/24930811/  
 

 

https://www.stressmeasurement.org/
https://pubmed.ncbi.nlm.nih.gov/24930811/
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2. PROs in Research 
International Society of Pharmacoepidemiology and Outcomes Research (ISPOR): 
Link: https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/clinical-outcomes 
 
PROMIS integration in research: 
Link: https://www.healthmeasures.net/implement-healthmeasures/implement-in-research  
 
COSMIN (COnsensus-based Standards for the selection of health Measurement Instruments): 
Link: https://www.cosmin.nl/  
 
Methodological and Statistical Research: 
Link: https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/methodological-
statistical-research  
 
Patient-Centered Research: 
Link: https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/patient-centered-
research  
 
PRO Extension to CONSORT Statement for reporting results of clinical trials with PRO endpoints: 
Link: https://pubmed.ncbi.nlm.nih.gov/23443445/ 
 
PRO Extension to SPIRIT guidelines for developing clinical trial protocols with PRO endpoints: 
Link: https://pubmed.ncbi.nlm.nih.gov/29411037/ 
 
SPIRIT-PRO Extension to EQUATOR: 
Link: https://jamanetwork.com/journals/jama/article-abstract/2671472  
 
Montreal Accord: 
Link: https://www.jclinepi.com/content/jce-Montreal-Accord-on-Patient-Reported-Outcomes-Use-Series  
 
SISAQOL (Standards in Analyzing Patient-Reported Outcomes and Quality of Life Endpoints Data): 
Link: https://qol.eortc.org/projectqol/sisaqol/  
 
PROTEUS (Patient-Reported Outcomes Tools: Engaging Users & Stakeholders): 
Link 1: https://more.bham.ac.uk/proteus/  
Link 2: https://more.bham.ac.uk/proteus/tools-and-resources-for-using-pros-in-clinical-trials/ 
 
FDA PRO Guidance: 
Link: https://www.fda.gov/regulatory-information/search-fda-guidance-documents/patient-reported-outcome-
measures-use-medical-product-development-support-labeling-claims  
 
FDA COA Guidance: 
Link: https://www.fda.gov/about-fda/cdrh-patient-science-and-engagement-program/clinical-outcome-
assessments-coas-medical-device-decision-making  
 

https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/clinical-outcomes
https://www.healthmeasures.net/implement-healthmeasures/implement-in-research
https://www.cosmin.nl/
https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/methodological-statistical-research
https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/methodological-statistical-research
https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/patient-centered-research
https://www.ispor.org/heor-resources/good-practices/report/-in-category/categories/patient-centered-research
https://pubmed.ncbi.nlm.nih.gov/23443445/
https://pubmed.ncbi.nlm.nih.gov/29411037/
https://jamanetwork.com/journals/jama/article-abstract/2671472
https://www.jclinepi.com/content/jce-Montreal-Accord-on-Patient-Reported-Outcomes-Use-Series
https://qol.eortc.org/projectqol/sisaqol/
https://more.bham.ac.uk/proteus/
https://more.bham.ac.uk/proteus/tools-and-resources-for-using-pros-in-clinical-trials/
https://www.fda.gov/regulatory-information/search-fda-guidance-documents/patient-reported-outcome-measures-use-medical-product-development-support-labeling-claims
https://www.fda.gov/regulatory-information/search-fda-guidance-documents/patient-reported-outcome-measures-use-medical-product-development-support-labeling-claims
https://www.fda.gov/about-fda/cdrh-patient-science-and-engagement-program/clinical-outcome-assessments-coas-medical-device-decision-making
https://www.fda.gov/about-fda/cdrh-patient-science-and-engagement-program/clinical-outcome-assessments-coas-medical-device-decision-making
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PRECIS-2: 
Link: https://www.precis-2.org/  

https://www.precis-2.org/


3. PROs in Clinical Care 
PROMIS integration into clinical care:  
Link: https://www.healthmeasures.net/implement-healthmeasures/implement-for-patient-care  
 
Editorial providing overview of issues related to PRO use in clinical care:  
Link: https://onlinelibrary.wiley.com/doi/10.1002/jmrs.484#.YKS1OY4zOoM.twitter  
 
Review of barriers to PRO use in clinical care: 
Link: https://onlinelibrary.wiley.com/doi/10.1002/jmrs.421  
 
ASCO Guidelines for Depression and Anxiety Screening in Cancer Care: 
Link: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4090422/  
 
PROs in Cancer Care:  
Link: https://jpro.springeropen.com/articles/10.1186/s41687-020-00270-1  
 
Review on PRO use in Cancer Care:  
Link 1: https://link.springer.com/content/pdf/10.1007/s11764-022-01216-w.pdf  
Link 2: https://link.springer.com/article/10.1007/s11764-022-01216-w   
Link 3: https://pubmed.ncbi.nlm.nih.gov/35599269/  
 
Measurement-based care review:  
Link: https://pubmed.ncbi.nlm.nih.gov/27582237/  
 
Measurement-based care review:  
Link: https://pubmed.ncbi.nlm.nih.gov/30566197/  
 
Older measurement-based care review:  
Link: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4910387/  
 
Barriers to PRO use:  
Link: https://link.springer.com/article/10.1007/s10389-021-01580-4  
 
Realist synthesis of PRO use in clinical care:  
Link: https://www.journalslibrary.nihr.ac.uk/hsdr/hsdr05020/#/abstract  
 
PRO use in clinical care:  
Link: https://www.bmj.com/content/350/bmj.g7818  
 
PRO use in oncology:  
Link: https://ascopubs.org/doi/10.1200/JCO.2017.35.8_suppl.81  

 

https://www.healthmeasures.net/implement-healthmeasures/implement-for-patient-care
https://onlinelibrary.wiley.com/doi/10.1002/jmrs.484#.YKS1OY4zOoM.twitter
https://onlinelibrary.wiley.com/doi/10.1002/jmrs.421
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4090422/
https://jpro.springeropen.com/articles/10.1186/s41687-020-00270-1
https://link.springer.com/content/pdf/10.1007/s11764-022-01216-w.pdf
https://link.springer.com/article/10.1007/s11764-022-01216-w
https://pubmed.ncbi.nlm.nih.gov/35599269/
https://pubmed.ncbi.nlm.nih.gov/27582237/
https://pubmed.ncbi.nlm.nih.gov/30566197/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4910387/
https://link.springer.com/article/10.1007/s10389-021-01580-4
https://www.journalslibrary.nihr.ac.uk/hsdr/hsdr05020/#/abstract
https://www.bmj.com/content/350/bmj.g7818
https://ascopubs.org/doi/10.1200/JCO.2017.35.8_suppl.81
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4. Special Considerations 
ISPOR Presentations Database:  
Link: https://www.ispor.org/heor-resources/presentations-database/search  
 
ISOQOL (click on ‘Guides’): 
Link: https://www.isoqol.org/resource-center/  
 
ISOQOL and NCI webinars (search for Patient-Reported Outcomes): 
Link: https://prevention.cancer.gov/news-and-events/videos-and-webinars  
 
ISOQOL PRO Language Translation Standards: 
Link: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5934912/  
 
ISPOR PRO Language Translation Standards: 
Link: https://www.sciencedirect.com/science/article/pii/S1098301510602525?via%3Dihub 
  
Matrix of Evidence for Validity Argumentation, supporting equitable use of assessments (including PROs): 
Link: https://www.frontiersin.org/articles/10.3389/feduc.2019.00043/full  
 
Bias in Research Instruments (including PROs): 
Link: https://evalu-ate.org/blog/hagan-cintron2021/  

https://www.ispor.org/heor-resources/presentations-database/search
https://www.isoqol.org/resource-center/
https://prevention.cancer.gov/news-and-events/videos-and-webinars
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5934912/
https://www.sciencedirect.com/science/article/pii/S1098301510602525?via%3Dihub
https://www.frontiersin.org/articles/10.3389/feduc.2019.00043/full
https://evalu-ate.org/blog/hagan-cintron2021/
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5. Digital PRO resources 
 
Digital Disparities on PROs during the COVID-19 pandemic:  
Link: https://pubmed.ncbi.nlm.nih.gov/34244760/  
 
Playbook for Digital Clinical Measures. 
Link: https://playbook.dimesociety.org/ 
 
The DiMe Diversity, Equity, and Inclusion in Digitized Clinical Trials project 
Link: https://dimesociety.org/access-resources/diversity-equity-inclusion/ 
 
Digital Health Measurement Collaborative Community (DATAcc) 
Link: https://datacc.dimesociety.org/ 
 
 3Ps of Digital EndpointValue  
Link: https://datacc.dimesociety.org/3ps-of-digital-endpoint-value/  
 
HumanFirst: 
Link: https://www.gohumanfirst.com/solutions/pharma-biotech  
 
Vibrent Health:  
Link: https://www.vibrenthealth.com/  
Link: https://vimeo.com/794572179  
 
Chemowave/Immunowave: 
Link: https://chemowave.com/  
 
FastTest:  
Link: https://assess.com/fasttest/  

https://pubmed.ncbi.nlm.nih.gov/34244760/
https://playbook.dimesociety.org/
https://dimesociety.org/access-resources/diversity-equity-inclusion/
https://datacc.dimesociety.org/
https://urldefense.proofpoint.com/v2/url?u=https-3A__www.dimesociety.org_tours-2Dof-2Dduty_3ps-2Dof-2Ddigital-2Dendpoint-2Dvalue_&d=DwMFaQ&c=eRAMFD45gAfqt84VtBcfhfEazhEXT91ASHynm_9f1N0&r=DbKhw184lq0qA_N6knU59kdnArK19Hp8fXLLGFsOd1s&m=uiI2_rrPCkS6qqRtfnPXoUhLTuHqQuaYqSSfCSILD-O_jRK81bzTZCw4H-aWJBik&s=pi53skFMp3mtLuw9VencH0uKzm3P8iQPpukG2H9uFjk&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__www.dimesociety.org_tours-2Dof-2Dduty_3ps-2Dof-2Ddigital-2Dendpoint-2Dvalue_&d=DwMFaQ&c=eRAMFD45gAfqt84VtBcfhfEazhEXT91ASHynm_9f1N0&r=DbKhw184lq0qA_N6knU59kdnArK19Hp8fXLLGFsOd1s&m=uiI2_rrPCkS6qqRtfnPXoUhLTuHqQuaYqSSfCSILD-O_jRK81bzTZCw4H-aWJBik&s=pi53skFMp3mtLuw9VencH0uKzm3P8iQPpukG2H9uFjk&e=
https://datacc.dimesociety.org/3ps-of-digital-endpoint-value/
https://www.gohumanfirst.com/solutions/pharma-biotech
https://www.vibrenthealth.com/
https://vimeo.com/794572179
https://chemowave.com/
https://assess.com/fasttest/
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6. Caregiver Resources 
 
Dyadic Analysis Resources 
Link: https://davidakenny.net/DyadR/DyadRweb.htm 
 
Free APIM analysis portal created by David Kenny et al. (small donations appreciated) 
Link: https://davidakenny.shinyapps.io/APIM_MM/ 
 
Selected Caregiver Assessment Measures: Resource Inventory for Practitioners 
Link: https://www.caregiver.org/resource/selected-caregiver-assessment-measures-a-resource-inventory-for-
practitioners-2012/  
 
Review of Patient-Reported Outcome Measures for Cancer Care: Shilling et al., Quality of Life Research, 
2016 
Link: http://www.ncbi.nlm.nih.gov/pubmed/26872911 
 
Standardization of Caregiver Records: Applebaum et al., Journal of Clinical Oncology, 2021 
Link: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8260920/  
 
Palliative Care Research Center, Measurement Core: 
Link: https://palliativecareresearch.org/corescenters/measurement-core  
 
Assessing Caregiver Needs by AARP  
Link: https://www.caregiving.org/wp-content/uploads/2010/11/AARP-caregiver-fact-sheet.pdf 
 
Needs assessment of cancer caregivers: Kim et al., Psycho-Oncology, 2009 
Link: https://onlinelibrary.wiley.com/doi/abs/10.1002/pon.1597 
 
Needs assessment of bereaved cancer caregivers: Kim et al., Annals of Behavioral Medicine, 2020 
Link: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7344228/ 
 
Caregiver Self-Assessment Questionnaire 
Link: https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire 
 
Caregiver Quality of Life: Martin et al., American Journal of Health Promotion, 2021 
Link: https://journals.sagepub.com/doi/10.1177/08901171211030142f 
 
Caregiver Burden: Zarit Burden Interview 
Link: https://www.apa.org/pi/about/publications/caregivers/practice-settings/assessment/tools/zarit 
 
Caregiver Reaction Assessment (Given, et al) 
Link: https://pubmed.ncbi.nlm.nih.gov/1386680/  
 
 

https://davidakenny.net/DyadR/DyadRweb.htm
https://davidakenny.shinyapps.io/APIM_MM/
https://www.caregiver.org/resource/selected-caregiver-assessment-measures-a-resource-inventory-for-practitioners-2012/
https://www.caregiver.org/resource/selected-caregiver-assessment-measures-a-resource-inventory-for-practitioners-2012/
http://www.ncbi.nlm.nih.gov/pubmed/26872911
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8260920/
https://palliativecareresearch.org/corescenters/measurement-core
https://www.caregiving.org/wp-content/uploads/2010/11/AARP-caregiver-fact-sheet.pdf
https://onlinelibrary.wiley.com/doi/abs/10.1002/pon.1597
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7344228/
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://journals.sagepub.com/doi/10.1177/08901171211030142f
https://pubmed.ncbi.nlm.nih.gov/1386680/


9 
 

Cancer caregiving: updated conceptual model based on the stress and coping framework: Fletcher et al., 
European Journal of Oncology Nursing, 2012. 
Link: https://pubmed.ncbi.nlm.nih.gov/22000812/  

https://pubmed.ncbi.nlm.nih.gov/22000812/
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