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https://www.zorginzicht.nl/ondersteuning/prom-toolbox-summary-in-english#what-is-the-prom-guide
https://www.zorginzicht.nl/binaries/content/assets/zorginzicht/algemeen-ondersteuning/literature-review-on-the-use-of-proms.pdf
https://www.zorginzicht.nl/ondersteuning/prom-toolbox-summary-in-english#what-is-the-prom-cycle
https://www.zorginzicht.nl/binaries/content/assets/zorginzicht/algemeen-ondersteuning/generic-proms-menu---advice---linnean.pdf
https://www.htx-h2020.eu/wp-content/uploads/2021/06/PROM_toolbox_new.pdf
https://commonfund.nih.gov/promis/index
https://www.zorginzicht.nl/ondersteuning/prom-toolbox-summary-in-english
https://onlinelibrary.wiley.com/doi/full/10.1111/hex.12442
https://www.zorginzicht.nl/ontwikkeltools/prom-toolbox/index
https://jpro.springeropen.com/articles/10.1186/s41687-019-0171-9
https://www.healthmeasures.net/explore-measurement-systems/promis
https://www.ichom.org/
https://www.qualityforum.org/Projects/n-r/Patient-Reported_Outcomes/Commissioned_Paper_1.aspx
https://database.cosmin.nl/
https://www.comet-initiative.org/
https://www.psychtools.info/
https://www.ebsco.com/products/research-databases/health-and-psychosocial-instruments-hapi
http://researchrom.com/masterlist
https://www.sralab.org/rehabilitation-measures
https://eprovide.mapi-trust.org/catalog
https://www.zorginzicht.nl/ondersteuning/prom-wijzer/over-de-prom-wijzer
https://www.cochranelibrary.com
https://www.zorginstituutnederland.nl/publicaties/rapport/2018/10/26/proms-in-de-spreekkamer-succesfactoren-en-faalfactoren-en-lessen-voor-implementatie
https://www.zorginzicht.nl/ondersteuning/prom-cyclus/over-de-prom-cyclus
https://www.overkwaliteitvanzorg.nl/2017/10/patientgerapporteerde-uitkomsten-zorg-prom-toolbox-biedt-hulp/
https://www.linnean.nl/inspiratie/praktijkvoorbeelden/1516649.aspx
https://www.cochranelibrary.com
https://www.cochranelibrary.com
https://meetinstrumentenzorg.nl/wp-content/themes/v4-meetinstrumenten/bronnen/bronnen-meetinstr-april-2021-engels.pdf
https://www.cochranelibrary.com
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http://www.dutchflemishpromis.nl/
https://www.isoqol.org/resource-center/
https://www.cms.gov/files/document/blueprint-patient-reported-outcome-measures.pdf
https://public.tableau.com/profile/kemta#!/vizhome/Kwaliteitvanlevenengezondheid_190912_15682885112130/Instrument
https://meetinstrumentenzorg.nl/instrumenten/
https://www.isoqol.org/wp-content/uploads/2019/09/Users-Guide-11.11.pdf
https://jpro.springeropen.com/articles/10.1186/s41687-018-0043-8
https://jpro.springeropen.com/articles/10.1186/s41687-018-0035-8
https://www.isoqol.org/wp-content/uploads/2019/09/Users-Guide-11.11.pdf
https://www.cambridge.org/core/services/aop-cambridge-core/content/view/7ADF039B83E0202DB21218F0721AAEE3/S2059866120000370a.pdf/planning_for_patientreported_outcome_implementation_development_of_decision_tools_and_practical_experience_across_four_clinics.pdf
https://www.isoqol.org/wp-content/uploads/2019/09/ISOQOL-Companion-Guide-FINAL.pdf
http://www.kmin-vumc.nl/measurement-instruments_7_0.html
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
http://www.kmin-vumc.nl/index.php?change=1&group=7&id=0&lang=en
https://www.netqhealthcare.nl/vragenlijsten-2/patient-reported-outcome-measures/
https://doi.org/10.1787/51134dc8-en
https://www.rijksoverheid.nl/binaries/rijksoverheid/documenten/rapporten/2019/07/05/nulmeting-beleidsevaluatie-programma-uitkomstgerichte-zorg-2018-2022/nulmeting-beleidsevaluatie-programma-uitkomstgerichte-zorg-2018-2022.pdf
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Next Generation Health Technology Assessment to support patient-centred, societally oriented, real-time
decision-making on access to and reimbursement for health technologies throughout Europe.
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Case study 1 Head and Neck cancer

EORTC

Case study 2 Diabetes Mellitus

The PROMs that we are considering in this case study are either diabetes specific and generic
ones. Concerning the RWD that we will access in this case study, the available PROMS are
SF36 and - EuroQol- EQ-5D.

Reviews
Diabetes - Diabetes - 3.pdf  Bulgarian version of Diabetes-1.pdf Diabetes -5.pdf Diabetes - 6.pdf
4.1007_2Fs13300-01¢ the Audit of Diabetes
Scoping Income
Review Review
2020 2020
~ =
Review U;ed by CS2 ADDQoL DQoL DHP
Gibbons They
Ox.uk'09 recommend:
Str.Sys. This review WHO-5 PHQ-9 PAID
Review recommends:
Nano ‘20
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7261342/pdf/JDR2020-5419298.pdf
https://www.ndph.ox.ac.uk/publications/350430
https://www.healthpsychologyresearch.com/find-a-questionnaire?search_api_views_fulltext=addqol
http://apntoolkit.mcmaster.ca/index.php?view=article&id=270:diabetes-quality-of-life-dqol-questionnaire&format=pdf&option=com_content
https://innovation.ox.ac.uk/outcome-measures/diabetes-health-profile-dhp/#:~:text=The%20Diabetes%20Health%20Profile%20%28DHP%29%20is%20a%20multidimensional%2C,licensed%20to%20grant%20permissions%20to%20use%20the%20DHP.
https://www.psykiatri-regionh.dk/who-5/who-5-questionnaires/Pages/default.aspx
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7810280/pdf/pone.0245269.pdf
https://www.htx-h2020.eu/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7261342/pdf/JDR2020-5419298.pdf
https://www.psykiatri-regionh.dk/who-5/who-5-questionnaires/Pages/default.aspx
https://www.phqscreeners.com/images/sites/g/files/g10060481/f/201412/PHQ9_English%20for%20the%20UK.pdf
https://www.adea.com.au/wp-content/uploads/2014/11/PAID_problem_areas_in_diabetes_questionnaire.pdf

Case study 3 Multiple Sclerosis

Next Generation Health Technology Assessment

Cochrane
MS

PRO MS

Cochrane
library

MS
society

Case study 4 MyeloDysplastic Syndrome

Please find below a paper that came out of our MDS-RIGHT project, describing
PROMS for low-risk MDS patients. This is relevant to case study 4.

In our dataset, we have EQ-5D and survival.

Review

CS4 MDS
Review &
Scope
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Used by CS4: EQ-5D

EQ-5D



https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7217037/
https://euroqol.org/eq-5d-instruments/
https://ms.cochrane.org/
https://www.charcot-ms.org/initiatives/proms
https://www.cochranelibrary.com
https://www.nationalmssociety.org/
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Other useful links

Eenvoudig vragenlijsten & ePROs uitvragen voor medisch onderzoek | Open HealthHub

Prism | Institute for Health Informatics (umn.edu)

Patient Reported Outcome Measures (PROMSs) — National Council for Osteopathic Research (ncor.org.uk)

Electronic Patient Reported Outcomes Collection | Buddy Healthcare

Data collection App for Patient-reported Outcomes | PROMSs, ePRO (teamscopeapp.com)

Patient Reported Outcome Measures (cms.gov)

Patient-Reported Outcome Measures (PROMs) — The Clinician

Hip knee: Patient-reported outcome measures (PROMSs) | CIHI

Werken aan zorgkwaliteit met PROMs.pdf (netghealthcare.nl)

JMIR Research Protocols - The Smartphone App haMSter for Tracking Patient-Reported Outcomes in People With Multiple
Sclerosis: Protocol for a Pilot Study

https://meetinstrumentenzorg.nl/wp-content/themes/v4-meetinstrumenten/bronnen/bronnen-meetinstr-
april-2021-engels.pdf

Dr. Elise H. Quik

The National Health Care Institute

Willem Dudokhof 1

1112 ZA Diemen

The Netherlands

Contact: EQuik@zinl.nl

PROM toolbox: PROM-toolbox: PROM-wijzer en PROM-cyclus | Zorginzicht

HTx project: www.htx-h2020.eu; PROM toolbox: HTx Project | Publications (htx-h2020.eu)
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https://www.openhealthhub.com/nl/vragenlijsten-epro/
https://healthinformatics.umn.edu/research/research-projects/prism
https://www.ncor.org.uk/practitioners/patient-reported-outcomes/
https://www.buddyhealthcare.com/en/electronic-patient-reported-outcomes-collection
https://www.teamscopeapp.com/use-cases/patient-reported-outcomes
https://www.cms.gov/files/document/blueprint-patient-reported-outcome-measures.pdf
https://theclinician.com/proms
https://www.cihi.ca/en/patient-reported-outcome-measures-proms
https://marketing.netqhealthcare.nl/acton/attachment/16108/f-00cc/1/-/-/-/-/Werken%20aan%20zorgkwaliteit%20met%20PROMs.pdf?sid=TV2:GRpajovSe
https://www.researchprotocols.org/2021/5/e25011/
https://www.researchprotocols.org/2021/5/e25011/
https://meetinstrumentenzorg.nl/wp-content/themes/v4-meetinstrumenten/bronnen/bronnen-meetinstr-april-2021-engels.pdf
https://meetinstrumentenzorg.nl/wp-content/themes/v4-meetinstrumenten/bronnen/bronnen-meetinstr-april-2021-engels.pdf
mailto:EQuik@zinl.nl
https://www.htx-h2020.eu/wp-content/uploads/2021/06/PROM_toolbox_new.pdf
https://www.zorginzicht.nl/ondersteuning/prom-toolbox-prom-wijzer-en-prom-cyclus
http://www.htx-h2020.eu/
https://www.htx-h2020.eu/wp-content/uploads/2021/06/PROM_toolbox_new.pdf
https://www.htx-h2020.eu/publications/
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Funding statement

HTx is a Horizon 2020 project supported by the European Union lasting for 5 years from January 2019. The main
aim of HTx is to create a framework for the Next Generation Health Technology Assessment (HTA) to support
patient-centered, societally oriented, real-time decision-making on access to and reimbursement for health

technologies throughout Europe.

The HTx project has received funding from the European Union’s Horizon 2020 research and innovation
programme under grant agreement N° 825162. This dissemination reflects only the author's view and the
Commission is not responsible for any use that may be made of the information it contains.

HTx consortium map on the HTx site
- ldea: coloured dots per CS data available in HTx and when you click on them show PROMs available in the data.

= ldea: Per country, when you click on the country show PROMs translated/validated for that country/language.
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