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We would like to thank authors Twisk (2019) and Tack

(2019) for taking the time to respond to our article (Ali

et al. 2019) which focused on young people with severe

chronic fatigue syndrome, the majority of whom were

using a wheelchair or some form of assistive equipment.

In our study we recruited young people with self-re-

ported chronic fatigue syndrome (CFS) and examined

whether a range of factors predicted fatigue, social

adjustment and school attendance cross sectionally and at

follow up. We did not select patients according to the

Oxford criteria as suggested by Twisk (2019). Participants

had to have self-reported CFS. All but one stated that their

diagnosis had been confirmed by a health professional. We

also assessed how many met the Oxford criteria (Sharpe

et al. 1991), although this cannot be used as a proxy for a

clinical diagnosis. In any case there is a lack of consensus

about how the illness should be operationally defined. We

used the term ‘‘ME’’ as many of the participants identified

themselves as having ‘‘ME’’ rather than CFS. It was not

within the scope of the paper to address the issue of

whether CFS and ‘‘ME’’ are the same condition.

Thank you for pointing out that fear avoidance beliefs

were not associated with fatigue at time 2. There was a

typographical error in the abstract. Fear avoidance beliefs

only predicted fatigue cross sectionally at time 1 but more

importantly did predict social adjustment (degree to which

the individual participates in life) at follow up.

Our study did not set out to test the effectiveness of an

intervention. We reported on how many participants said

they had had cognitive behaviour therapy (CBT) or graded

exercise therapy (GET). However, we used a crude mea-

sure of treatment access and the study only took place over

a period of 4–9 months, meaning we cannot make any

assumptions about treatment effectiveness. Neither can we

make any claims about safety or deterioration on the basis

of these results. As noted in the paper, the young people

may have needed more time away from school/work to

attend appointments, and this may explain why access to

treatment was associated with lower work/school atten-

dance.

The evidence for CBT and GET for moderately affected

young people with CFS has been reviewed by others. CBT

provided the best evidence for reducing fatigue and

increasing school attendance while GET resulted in some

fatigue reduction (Smith & Crawley, 2013). We suggested

that the potential efficacy of CBT for severely affected

adolescents is based on very small-scale studies (Burgess

et al., 2019). Adequately powered, randomised controlled

trials are clearly needed. However, we believe it is

important that young people are not left untreated with no

hope of change. We are open to any ideas about how these

young people can be helped to gain health and indepen-

dence. The idea that nothing can be done to help people

with CFS must surely be challenged.
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