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Focusing in 
• Patient Generated Data – PROM, IoT, patient facing apps

– Standardized and unstructured data complement expanding repositories
Observations in Daily Living and Patient Reported Outcomes

– Data Science analytics, NLP, ML 

• Meaningful Health Data Use – Real World Data / Trial 
– Innovation supported by real evidence or high expectations ? 
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Types of PROM 
Generic - illness (diagnosis)

(Faithfull 2015), Credit Dr. GL Astrup, OUS
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Examples  – patient reported data 

• Symptom management
– Palliative Home Care – ESAS 

• R-Outcomes: howRU and wellbeing  
– credit Tim Benson,

• Citizen empowerment - CAPABLE 
“Empower citizens to active use of their health information”
– Medication List 
– Sleep Diary 
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Remote monitoring – palliative care 
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• ESAS 
Edmonton Symptom Assessement 
Scale 

• Person rate their symptoms

• Change over time
• Personalize care, symptom 

mgt
• System level improvement 
Reference: 
Steindal, S. A., Nes, A. A. G., Godskesen, T. E., Dihle, A., Lind, S., Winger, A., & Klarare, A. (2020). Patients’ Experiences of 
Telehealth in Palliative Home Care: Scoping Review. J Med Internet Res, 22(5), 
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Measure what we want Tim Benson (UK)
Quality of Life Individual Care Community Care Provided Provider 
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Reported by: Patients, Staff, Both
Reference: 
Benson T. Measure what we want: a taxonomy of short generic person-reported outcome and experience 
measures (PROMs and PREMs). BMJ Open Quality 2020; 9: e000789
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Format

Measures have a common layout with 4 items and 4 options using coloured emojis. Positive wording. 
Results on 0-100 scale. Item and summary scores. High scores are good.

https://r-outcomes.com/r-measures/all-measures0721//Moen
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Patient reported data, ongoing trial  

Reference: 
Thorshov, T.C et.al (2020) “Jeg får ikke sove”, Poster, 
eHelsekonferansen 2020, Oslo
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PROM resources 
• Calvert, M., Brundage, M., Jacobsen, P.B. et al. The CONSORT Patient-

Reported Outcome (PRO) extension: implications for clinical trials and 
practice. Health Qual Life Outcomes 11, 184 (2013). 

• Calvert M, et.al. Guidelines for Inclusion of Patient-Reported Outcomes in 
Clinical Trial Protocols: The SPIRIT-PRO Extension. JAMA. 2018 Feb 
6;319(5):483-494. PMID: 29411037.

• Hamilton DF, Giesinger JM, Giesinger K. Technological developments 
enable measuring and using patient-reported outcomes data in orthopaedic 
clinical practice. World J Orthop. 2020 Dec 18;11(12):584-594 PMID: 
33362994

• Hertler C, Seiler A, Gramatzki D, Schettle M, Blum D. Sex-specific and 
gender-specific aspects in patient-reported outcomes. ESMO Open. 2020 
Nov;5(Suppl 4):e000837. PMID: 33184099; 
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Real World Data collection – references 
• Makady A, de Boer A, Hillege H, Klungel O, Goettsch W; (on behalf of 

GetReal Work Package 1). What Is Real-World Data? A Review of 
Definitions Based on Literature and Stakeholder Interviews. Value Health. 
2017 Jul-Aug;20(7):858-865. PMID: 28712614.

• Wise J, Möller A, Christie D, Kalra D, Brodsky E, Georgieva E, Jones G, 
Smith I, Greiffenberg L, McCarthy M, Arend M, Luttringer O, Kloss S, 
Arlington S. The positive impacts of Real-World Data on the challenges 
facing the evolution of biopharma. Drug Discovery Today 2018 (23), 
4, April 2018, pp 788-80. https://doi.org/10.1016/j.drudis.2018.01.034

• Collins R, Bowman L, Landray M, Peto R. The Magic of Randomization 
versus the Myth of Real-World Evidence. N Engl J Med. 2020 Feb 
13;382(7):674-678. PMID: 32053307.
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