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Results 

The parents felt safe and secure in spite of uncer-

tainty when the information was well provided despite 

the emotional stress and chaos. 

 

Having one’s hopes supported was about the 

health care professionals conveying positive, reassuring 

information. 

 

Getting relief from other families’ experiences 

was important since other families acted as real-world 

examples and could help putting the parents’ own 

situation in perspective. 

Background 
Information is a key factor for parents of children with 

cancer that helps them create knowledge about their 

child’s disease. 

There are however obstacles to the acquisition of in-

formation, and the process has been described as simi-

lar to learning a new language. 

By having information, the parents’ sense of chaos 

can be reduced and a feeling of control and normality 

can be created. 

Aim 
The aim of this study was to describe parents’ experi-

ences of acquiring and using information to create 

knowledge about their child’s cancer during the course 

of the illness. 

Methods 
14 parents of children with cancer participated in four 

focus group interviews.  

After an initial qualitative content analysis of the in-

terviews, we conducted an individual interview with 

one parent from each of the four focus groups. This 

data extended the analysis with individual accounts of 

the themes. 

 

This theme was accentuated in later phases of the treat-

ment. 

 

Parents felt abandoned at important milestones 

such as at the first discharge or finishing treatment. 

½

 

Feeling forced to nag for information gave some 

parents a troubled conscience. 

 

Feeling burdened by the obligation to inform 

others was a paradoxical situation when parents had 

to keep the health care professionals informed instead 

of the other way around. 

Conclusions 
Clinicians should pay extra attention to parents at later stages in treatment and especially at important milestones 

such as treatment cessation. Also, providing continuous information meetings grounded in the parents’ own needs 

would be valuable to parents. 

This project... 
… is part of a larger project aimed at developing an in-

formation intervention for parents in paediatric oncol-

ogy and is founded by the Swedish 

Childhood Cancer Foundation. 
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