
Summary  

This thesis is on patient’s own reporting of symptoms during cancer treatment. Surveillance 

of symptomatic toxicities is an important component of cancer treatment management. 

Adverse events from cancer therapy are registered by the oncologists using the U.S. National 

Cancer Institute’s (NCI) Common Terminology Criteria for Adverse Events (CTCAE) in 

clinical cancer trials and in routine oncology treatment. However, research has shown 

discrepancies between patients’ and oncologists’ reporting of symptomatic toxicities from 

cancer treatment. Therefore, NCI has developed a patient version of CTCAE called the 

Patient-Reported Outcomes version of Common Terminology Criteria for Adverse Events 

(PRO-CTCAE) to incorporate patient-reporting of symptomatic adverse events. We translated 

the PRO-CTCAE into Danish language and linguistically validated it in 56 Danish cancer 

patients in different age, educational and diagnosis groups to ensure common understanding 

of the symptom items. 

We combined the PRO-CTCAE items with a software developed for patient-reporting and 

tested its feasibility and acceptability among metastatic prostate cancer patients, oncologists 

and oncology nurses in the clinic. We found high acceptability among both patients and health 

care professionals and the use of electronic patient-reported outcomes (PRO) was found to 

improve communication between patient and oncologist. Patients found the electronic tool 

easy to use and stated that it served as preparation for the consultation with the oncologists.  

After testing the feasibility of electronic PRO (ePRO), we planned a cluster randomized trial 

in breast cancer patients receiving adjuvant chemotherapy to examine the impact on clinical 

outcomes. We hypothesized that the use of electronic symptom reporting would result in a 

more comprehensive communication about side effects resulting in better management of side 

effects and less treatment adjustments and hospitalizations. Our study did not show any 

statistically significant effect of ePRO on the clinical outcomes, but we investigated the 

impact of ePRO on documentation in medical records, and found that patients in the ePRO 

arm had more documentations on counselling for self-management of symptoms. Evaluating 

patients’ experiences with communication and handling of symptomatic adverse events, 

showed high satisfaction among patients in both study arms and revealed a need for a more 

comprehensive symptom questionnaire than the one being used in usual care today. With 

these results more knowledge has been added to the research field of ePRO during cancer 

therapy. 


