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Research topic and study objective :

Given existing research results published so far surounding decisions making in pediatric oncology,
the study will investigate parents’ and health care providers’ attitudes and motives concerning minor’s
autonomy and inclusion in pediatric oncology decision making, as well as if and how they differ across
countries. By using a mixed methods approach, the project aims to examine and compare the reality of a
minor’s autonomy in Romania and Switzerland. It is relevant to understand how and whether minors are
included in medical decisions, as they may already be aware of their condition and probable prognosis
and wish to be involved, especially in end-of-life situations. Being the ones experiencing the symptoms of
the disease may make them feel entitled to this knowledge. Therefore, comparable data from Switzerland
and Romania can only contribute more to fully understanding and learning about attitudes, motives and
barriers concerning ethical decision making in pediatric oncology centres in Switzerland and Romania.

State of research:

For decades end-of-life decision-making has been spurring controversies worldwide, bringing to focus
ethical issues and lack of consensus among actors involved in these decisions. Decision making towards
the end-of-life is often difficult , dominated by uncertainties around medical treatment, iliness’ progres-
sion, the capacity of the patient to exert or continue to make autonomous decisions and not least, the
complexity of judgments in acknowledging the patient’s transition to an end-of-life state. Such decisions
are influenced by many factors: age, capacity to consent, disease, and how, when and by whom should
the decision be made. This might differ among countries, due to cultural differences, socio-economic
aspects, and it is particularly difficult to assess when it comes to children and adolescents.

It is clear that end-of-life decision making for minors is fraught with uncertainties. Studies concerning in-
clusion of children in decision making about cancer research and end-of-life preferences, to name a few,
have mostly been carried out in either Europe (the Netherlands, Belgium) or in the United States, with
most being conducted in the US. Cultural sensitivity varies when it comes to paternalism and attitudes
toward end-of-life issues among and between countries and cultural groups. To the best of researcher’s
knowledge, research exploring minors’ autonomy and end-of-life decision making has not been done in
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Switzerland and Romania.a Within Europe, few studies have been carried out on this issue and so far it
can be appreciated that none explored differences among countries on this issues.

Study significance :

Study results are expected to provide longitudinal insight into decision making (look at processes from
diagnosis to end-of-life) for minor patients living with cancer and to investigate the possiblity of including
these minors in end-of-life decision-making processes. By employing mixed methods: quantitative (sur-
veys) and qualitative (interviews) the study will help gain novel and important quantitative data on the in-
clusion of children in end-of-life decisions and factors influencing these choices and the decision-making
processes. The qualitative data will highlight reasons for including/NOT including minors in end-of-life
decision making from 2 perspectives: oncologists and patients’ parents. Due to the unique diversity
within the study sample: recruitment from two culturally distinct countries: Romania and Switzerland
and given the potential significant differences between the German, French and Italian speaking parts
of Switzerland, the study results are expected to reveal the influences of guidelines, local factors and
traditions on paediatric oncology end-of-life decisions. This will add to the existing literature, providing a
double perspective regarding actual decisions in pediatric oncology.
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