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Dear Editor, 
 
We welcome this discussion of our findings. In this paper, we intended to further the understanding 
of the illness experience of CFS for adolescents. We did not intend to question the validity of the 
illness perceptions experienced by this group. We compared the illness perceptions of adolescents 
with CFS to those with type 1 diabetes and those with juvenile idiopathic arthritis, and found 
differences in illness perceptions between all 3 groups, as one would expect given the differing 
nature of these chronic illnesses.  
 
We agree that the disability in CFS, by virtue of its relapsing course, is difficult to capture using 
existing psychometric measures. We are excited by the prospect of improved patient reported 
outcome measures which we hope may overcome some of these limitations (Parslow et al., 2015).  
 
However, although we agree that treatment options are limited and much work remains to be done, 
treatments including Cognitive Behaviour Therapy (CBT) have, in adolescents with CFS, had more 
favourable outcomes than in adults. There have been several trials of CBT in adolescents with CFS to 
date. These include 3 studies which have published long term follow-up data: 

1) Stulemeijer, de Jong, Fiselier, Hoogveld, and Bleijenberg (2005) compared CBT to waiting list 
controls, and found that CBT resulted in decreased fatigue severity, decreased functional 
impairment and improved school attendance at 5 months, as well as a significant reduction 
in other symptoms such as impaired concentration and unrefreshing sleep. Significant 
improvements were reported in approximately 60-70% of those who had received 
treatment, and in 25-30% of those who had not received treatment. There is evidence that 
these improvements were maintained at 2-year follow up in the CBT group (Knoop, 
Stulemeijer, de Jong, Fiselier, & Bleijenberg, 2008).  

2) Chalder, Deary, Husain, and Walwyn (2010) found that both family focused CBT and 
psychoeducation led to improvements in functioning (school attendance) and reductions in 
fatigue, which were maintained up to 24 months post-treatment (Lloyd, Chalder, & Rimes, 
2012). Approximately 79% of those who received CBT and 64% of those who had received 
psychoeducation met the authors’ criteria (which includes fatigue and functioning) for 
having recovered at 24 months.  

3) Nijhof, Bleijenberg, Uiterwaal, Kimpen, and van de Putte (2012) compared internet based 
CBT to usual care. At 6 month follow-up, 75% of those in the CBT arm were attending school 
full time (compared to 16% in usual care), 85% were no longer severely fatigued (versus 
27%), and 78% were classed as having normal physical functioning (versus 20%). At long-
term follow-up, which was on average, 2.7 years later, 64% of those who had received CBT 
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and 53% of those who had received usual care met the authors’ criteria for recovery (Nijhof 
et al., 2013).  

Importantly too, none of these trials reported serious adverse events directly related to receiving an 
intervention. From this evidence, CBT appears to be a safe and effective treatment for CFS in 
adolescents. Psychoeducation and usual care also appear to be promising, although gains from usual 
care seem to happen more slowly. The important message is that at least a half to two thirds of 
adolescents can and do recover from CFS.  
 
We acknowledge, in both our introduction and discussion, that CFS is a poorly understood illness 
with much uncertainty about its aetiology and maintenance. We believe that better understanding 
what it is like to experience CFS, and how the experience of this illness differs from that of other 
chronic illnesses, can help clinicians and researchers who work with this patient group. It can also 
help others involved in the daily lives of adolescents with CFS, like family members and teachers. We 
hope that by exploring illness perceptions in this paper and other work (Loades, Rimes, Lievesley, Ali, 
& Chalder, 2018), we have added to the understanding of what it is like to experience CFS in 
comparison to other chronic illnesses.  
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