
Summary 
 
 
 
Survey I 

Health-related quality of life in patients with myeloproliferative neoplasms –                                
a nationwide population-based cross-sectional survey (MPNhealthSurvey) 
 

Aims during the PhD study 
 
�     Investigating functioning, total symptom burden, symptom profile, quality of life (QoL),  

      comorbidity, and lifestyle in the Danish Philadelphia-negative myeloproliferative neoplasm  

      (MPN) population 

�     Characterizing fatigue in the Danish Philadelphia-negative MPN population 

�     Investigating the prevalence of anxiety and depression, and the factors associated with these  

      conditions, in the Danish Philadelphia-negative MPN population 

�     Investigating potential differences in health-related quality of life (HRQoL) between subgroups  

      of participants with different MPN subtypes in the Danish Philadelphia-negative MPN  

      population and the general population  

�     Investigating differences in HRQoL across subgroups of participants with different  

      subtypes in the Danish Philadelphia-negative MPN population 

�     Creating a MPN HRQoL mainstay for future research  

 
 
Survey design, response rate, and characteristics of respondents and nonrespondents     
 
This is a combined register and observational, cross-sectional survey. Individuals living in 

Denmark, registered in the National Patient Register (NPR) with a diagnosis of essential 

thrombocythaemia (ET), polycythaemia vera (PV), myelofibrosis (MF), chronic myeloid leukaemia 

(CML), or MPN unclassified (MPN-U), and who met all inclusion criteria were invited to 

participate in the survey. An invitation letter was mailed on September 11, 2013, and the survey 

ended December 31, 2013. A mixed-mode approach was used to collect data. The respondents 

could either complete a survey booklet and return it in the envelope provided or answer the 

questions online. The patients were asked to complete the following questionnaires: short form - 36 

health survey (SF-36), European Organization for Research and Treatment of Cancer Quality of 

Life Questionnaire Core - 30 (EORTC QLQ C-30), MPN - Symptom Assessment Form (MPN-



SAF), Brief Fatigue Inventory (BFI), Multidimensional Fatigue Inventory - 20 (MFI-20), and 

Hospital Anxiety and Depression Scale (HADS). Additional questions in the survey covered 

lifestyle including physical activity, smoking and alcohol habits, and height and weight for 

calculation of Body Mass Index (BMI). Finally, the respondents were able to write additional 

comments in a textbox. Characteristics of respondents and nonrespondents were found using the 

register for Civil Personal Registrations and Statistics Denmark.  

 
This is the first nationwide and population-based, and the most comprehensive HRQoL survey of 

the largest MPN population to date. A total of 2,613 patients responded to the survey (62%). 

Patients who were younger, lived alone, had a lower level of education, and were of a non-Western 

ethnicity were underrepresented compared to patients who were elderly, lived with someone, had a 

higher education, and were of a Danish/Western ethnicity. 

 

Health-related quality of life in patients with Philadelphia-negative myeloproliferative 
neoplasms  
 
In total, 2228 Philadelphia-negative MPN patients (61%) responded to the survey. The differences 

in HRQoL between the participants with different MPN subtypes and the general population were 

minor. Differences in HRQoL across groups of participants with different MPN subtypes were 

trivial. Among ET, PV, and MPN-U participants, fatigue was the most prevalent symptom. Among 

MF participants sexual problems were the most prevalent. Sexual problems were prevalent among 

ET, PV, and MPN-U participants, and fatigue was prevalent among MF participants, as well. 

Participants reported a slightly healthier lifestyle compared to the general population.  

 
 
Anxiety and depression in patients with Philadelphia-negative myeloproliferative neoplasms  
 
In all, 2118 of the Philadephia-negative patients responding to the survey completed the HADS 

questionnaire. About one fifth of the participants were categorized as being anxious, and one tenth 

as having depression based on the answers to the questionnaire. There were no significant 

differences in the prevalence of anxiety and depression across participants with different MPN 

subtypes. Most participants who reported anxiety and/or depression categorized it as mild. A high 

symptom burden was associated with remarkably higher odds of anxiety and depression compared 

to a moderate symptom burden.  

 



Survey II 

Health-related quality of life in patients with myeloproliferative neoplasms –                                
a single-centre prospective survey in Denmark 
 

Aims during the PhD study 
 
�    Enrolling MPN patients in a prospective HRQoL survey 

�    Conducting a pilot-test for a new Internet-based tool for reporting and analysing patient-reported  

     outcomes (PROs) from MPN patients 

�    Investigating the feasibility of using the new Internet-based tool and regular collection of   

     PROs from MPN patients enrolled in the prospective HRQoL survey 

 

Status for the prospective survey of health-related quality of life  
 
A total of 162 ET, PV, MF, CML, and MPN-U patients from the outpatient clinic at Department of 

Haematology at Zealand University Hospital participated. The participants were asked to respond to 

the questionnaire SF-36, EORTC QLQ C-30, and MPN-SAF co-administered with BFI once a 

month for two years. The survey ended in September 2016. The analysis of HRQoL will follow. 

 
 
A new Internet-based tool for reporting and analysing patient-reported outcomes and the 
feasibility of repeated collection of patient-reported outcomes from patients with 
myeloproliferative neoplasms  
 
An Internet-based tool for collecting and analysing PROs from MPN patients has been developed 

for implementation in the clinic and in clinical research settings. The tool has been pilot-tested for 

use in the prospective HRQoL survey. In a feasibility study based on participants and their PROs 

from the prospective HRQoL survey, the majority of the participants were willing and able to 

submit questionnaires repeatedly and online. 


