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Abstract 
This extended abstract describes the plan and status of a PhD project using a design science research approach to 
explore how to design digital psychosocial follow-up for survivors of childhood critical illness. 
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1 INTRODUCTION 
The risk of long-term negative psychosocial consequences 
may be increased by intensive treatment procedures and 
hospitalization in childhood [1 - 3]. This risk applies 
especially to survivors of Anorectal malformations and 
Hirschsprung's disease [4 - 7], two congenital colorectal 
defects which require surgery and intensive treatment 
procedures [7, 8]. Research indicates that information 
technology solutions provide beneficial psychosocial 
outcomes to survivors of critical illness (e.g., [9, 10]), but 
these examples target only childhood cancer survivors. 
Thus, this PhD project aims to explore designing solutions 
for digital psychosocial follow-up for survivors of 
childhood critical illness in general, not only childhood 
cancer survivors. 

2 METHODS 
This PhD project uses a design science research approach 
[11] to investigate how an innovative information
technology solution for digital psychosocial follow-up for
survivors of childhood critical illness should be designed
according to the current knowledge and the different
stakeholders' needs. A specific solution will be developed
for the target group identified as child survivors of
Anorectal malformations and Hirschsprung's disease to
create general design principles regarding digital
psychosocial follow-up for all different survivors of
childhood critical illness.

The first step of the design science research approach is to 
identify and motivate the problem. To identify the problem, 
expert interviews [12] were conducted with six health 
professionals at a Norwegian hospital with relevant 
knowledge of the current psychosocial follow-up for 
survivors of childhood critical illness at the hospital. The 
qualitative data gained in this sub-study were analyzed 
through thematic analysis [13]. 

3 RESULTS 
The expert interviews resulted in a mapping of the current 
psychosocial follow-up for survivors of childhood critical 
illness at the Norwegian hospital, presented in Figure 1.  

4 DISCUSSION 
The expert interview findings demonstrated the importance 
of considering the affecting factors and technological 
opportunities and limitations when designing digital 
psychosocial follow-up for survivors of childhood critical 
illness. Based on these findings, it was created the 
following preliminary design principles for the information 
technology solution of digital psychosocial follow-up for 
survivors of childhood critical illness:  
1. Work toward gender-, culture-, and residence-
neutrality.
2. Enables customization to specific medical
conditions and age groups.

Figure 1 Mapping of the current psychosocial follow-up for survivors of childhood critical illness at the Norwegian hospital. 
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3. Include information sites for family members and
health professionals.
4. Exploit the target group’s technological
opportunities but also consider their technological
limitations.

These preliminary design principles will be further 
explored during the remaining PhD project period. To 
supplement the principles in a practical context, the next 
step is conducting a systematic literature review following 
the Preferred Reporting Items for Systematic Reviews and 
Meta-Analyses statement [14] to identify the current 
existing information technology solutions. Then, a sub-
study consisting of interactive workshops with the target 
group will combine the obtained knowledge to identify the 
target group's needs for the specific information technology 
solution. Besides, an interview sub-study with designers 
and developers in companies and NGOs developing 
relevant information technology solutions will be 
conducted to investigate if existing design theory could 
help them understand these identified needs. Moreover, the 
findings will be used to develop an artifact contribution - a 
prototype of an information technology solution for digital 
psychosocial follow-up for the target group. This prototype 
will be user-tested in two iterations. The prototype can 
contribute to the vulnerable children in the target group 
individually by giving more personalized follow-up 
improving life quality and socially by providing society 
with a better solution for survivors of childhood critical 
illness, reducing the burden on the psychological service. 
The results from all these sub-studies will finally be used to 
create the methodological contribution - final design 
principles regarding digital psychosocial follow-up for 
survivors of childhood critical illness. 
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