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Abstract

Background: Literature on the health-related quality of life (HRQoL) for men with localized
prostate cancer (PCa) on active surveillance (AS) shows a need for methodological guidance
regarding HRQoL issues and how to address them.
Objective: The European School of Oncology Task Force (ESO TF) aimed to identify a core set of
research questions and related measures to include in AS HRQoL studies.
Design, setting, and participants: A modi“ed Delphi study was used to reach consensus on AS
HRQoL research topics and tools between 2014 and 2015. Data were collected by engaging a
multidisciplinary team of 15 experts.
Outcome measurements and statistical analysis: An open-ended questionnaire was used to
collect information from ESO TF members regarding issues in AS HRQoL research. Then a
structured questionnaire was used to collect ratings on the usefulness/importance of different
AS HRQoL aspects. Items that � 80% of ESO TF members rated as useful/important were
retained. Items with a 50…80% rating were discussed to reach “nal agreement.
Results and limitations: Six main research questions concerning the selection of outcome
measures, measurement tools, and comparison groups were identi“ed as relevant. The core
set of measures identi“ed were related to individual characteristics, psychological dimen-
sions; decision-making…related issues, and physical functioning. The multidisciplinary ex-
pertise of ESO TF members was a signi“cant asset, even if bringing different backgrounds to
the discussion table represented a challenge.
Conclusions: HRQoL measures have to be sensitive to the speci“c needs of men on AS. The
de“nition of HRQoL outcomes will enhance a broader understanding of the HRQoL of men on
AS and sustain patient-centered medicine.
Patient summary: An international panel agreed on a set of health-related quality-of-life
aspects to be assessed among men on active surveillance for prostate cancer. Valid relevant
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en who have undergone minimal invasive focal
therapy (attentively identified), which entails the risk
of a misclassified disease at diagnosis (92% consensus).
(3) M
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owing to disease reclassification or progression and
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4. Discussion

The ESO TF experts contributed with their different
expertise to the definition of a core set of research issues
that need to be addressed when evaluating HRQoL among
men with PCa on AS. Men with low-risk indolent PCa who
choose AS face the peculiar challenge of being diagnosed
with cancer and not immediately (potentially never) being
treated for their disease. Therefore, assessment of HRQoL
has to be tailored to this specific population. For this reason,
it is important to identify specific outcomes and to measure
them using validated tools.

The main results of the consensus are that: (1)
fundamental aspects of AS HRQoL deal with overall self-
perception of well being, professional and physical func-
tioning, and family role; (2) anxiety and depression
represent the two main psychological consequences of
cancer diagnosis and recurrence, and thus need to be taken
into account; and (3) the patient decision-making process
between active treatment and observational strategies has
to be clear to both the patient and clinician, because this
information may support men in coming to a decision that
is satisfactory in the short and long run.

Implementation of the recommendations presented in
this paper will allow consistent data collection. Researchers
could choose, among the suggestions, which AS HRQoL
issues to address while taking into account the feasibility
and time required for an average patient to complete
the related questionnaires. A preliminary overall cost-
effectiveness evaluation should be conducted and should
take into account how much information the study adds to
what has already been properly investigated. Moreover,
researchers will need to identify which tools are validated in
the patient•s native language.

A preliminary trial should also be conducted to assess the
cognitive, emotional, and time burdens for patients when
completing the questionnaires. Comparison of results from
different populations across the world will become feasible,
and could eventually lead to a better and broader
understanding of the HRQoL of men on AS.

The different knowledge and expertise that ESO TF
members brought to the table represented an incredible
asset throughout the consensus process. Nonetheless, these
differences led to some difficulties. In particular, differences
in familiarity with the assessment tools between clinicians
and research psychologists required thorough discussion
before reaching agreement. Sharing the common aim of
addressing HRQoL issues in AS from both a clinical and a
research point of view, all the ESO TF members made an
effort to go beyond the boundaries of their specialty field
and their comfort zone, which provides an important
example of a multidisciplinary approach. Establishment of
the TF and the work conducted to achieve its aim represent
an approach that should be implemented when designing
research on AS HRQoL: collaborative, open-minded,
evidence-based, thought-provoking research. It is reason-
able to think that more work is still required to address
the limitations of the findings reached by the TF. It is
desirable to continue such collaborative work and deter-
mine the opportunity to discuss with other clinicians and
researchers all over the world who are expert in AS, and in
the assessment of QoL, what emerged from the TF.

5. Conclusions

This work offers conceptual and methodological sugges-
tions that could be useful in both research and clinical
practice for men diagnosed with PCa. Implementation of
these suggestions in different cultures will allow the uro-
oncologic community to gain a better understanding of how
men face living with an untreated cancer and to design
assessment and ad hoc counseling interventions to support
AS-eligible men and their families.
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