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SUMMARY 

 

Cancer has become a leading cause of disease worldwide. Thanks to improved screening and 

treatment, the population of survivors continues to increase. The growing strain of cancer 

follow-up on healthcare systems and the rising awareness of psychosocial survivorship needs 

have increased attention given to the potentials of patient-centered care, where patients 

receive more influence and responsibility in self-managing and initiating treatment in cancer 

follow-up. Correspondingly, the role of informal caregivers and support persons, such as the 

partner, have become more important.  

However, there remains sparse evidence for optimal and sustainable follow-up care after 

cancer and the tools needed for the patient to share more responsibility for their care. Also, 

the involvement of patients in cancer research is still in its infancy, even though the patient 

perspective is becoming increasingly important when developing new components for future 

follow-up care, such as valid patient-reported outcome measures. Finally, caregiver factors 

that may play a role in physical and psychological outcomes for patients in follow-up, such as 

the levels of health literacy in partners, are still not well-investigated. 

Four different research designs were used in this PhD to study the areas highlighted above.  

In the first paper, a systematic review and meta-analysis uncovered large knowledge gaps 

regarding the evidence for the effects of different follow-up strategies on survival, detection 

of recurrence and patient quality of life, depression and anxiety. Providing cancer follow-up 

care that is both evidence-based, patient-centered and economically viable is the single 

greatest challenge facing healthcare systems today. In the second paper, a qualitative 

approach was used to understand the relatively new practice of involving patients, especially 

those with lower educational levels, in the development of a clinical trial from the 

perspectives of the researchers, recruitment nurses and the patients themselves. The benefits 

and challenges that were identified indicate that more work is needed, both in research and 

practice, before the democratic ideals of patient and public involvement (PPI) can be 

achieved. In the third paper, a new patient-reported outcome instrument for detecting 

symptoms of breast cancer recurrence (BreastCaRe) was developed with the involvement of 

multiple stakeholders, including patients. Modern psychometric methods were used to create 

an instrument with good psychometric properties, with the potential to be used as a clinical 

screening tool. Finally, the fourth paper identified specific dimensions of health literacy in 

informal caregivers that were associated with depression and health-related quality of life of 

women who had just completed primary breast cancer treatment. These results indicate that 

targeting health information and communication to cancer caregivers may be a potential 

pathway to improving patient outcomes.   

 

 

 


