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Reply to Mr P Waldron 
 
We thank Mr Waldron for his comments on our article about asking the general 
public to assign utility values for advanced soft tissue sarcoma (ASTS) health 
states. We particularly value the comments as they are a perspective from a 
patient with STS. Two main concerns were raised.  
 
Firstly, that the descriptions of health states were overly pessimistic. The 
description of health states was a consensus opinion of an international expert 
panel specialising in sarcoma. While certain individual patients with ASTS have 
an excellent benefit from chemotherapy and report high health state utility 
values, a cohort approach aims to estimate the distribution of patient experience 
for most of the sample. Indeed, the median progression free survival in patients 
attaining a partial response or stable disease from 1st line chemotherapy is only 
around 4 months (Demetri et al., 2013, Mansi et al., 1988). Therefore, the 
descriptions of the health states in our paper are factual. When a similar study by 
Nafees et al was conducted using the general public to evaluate health state 
utilities in non-small cell lung cancer, the utility values were higher than in our 
study (Nafees et al., 2008). Nafees et al did not give precise details about survival 
in the health state description and this methodological difference, as well as 
being a different disease entity, may have accounted for the differences seen. 
 
The second concern was that the study should have been conducted on patients 
with the disease in question, ASTS, rather than members of the general public.  
We would like to emphasize that our study is in no way setting out to imply that 
general public preference is more suitable than disease specific utility 
preferences. We strongly advocate the use of validated prospective health 
related quality of life instruments such as EORTC QLQ-C30 and EQ-5D in patients 
with ASTS. However, there is currently limited information about quality of life 
in some diseases and this can be difficult to collect, especially in rare diseases 
such as ASTS. In this situation eliciting utilities from the general public using 
time trade-off and standard gamble are validated techniques, and in the absence 
of utility values obtained from patients, they are the recommended approach by 
such organisations as NICE and SMC in Scotland. 
 
In summary, there are many factors that must be considered when deciding 
upon the cost effectiveness of a particular treatment for ASTS including efficacy, 
toxicity, quality of life and cost. ASTS is a heterogeneous group of diseases and in 
addition to cohort cost effectiveness analysis, the treating physician needs to 
arrive at decisions on an individual patient basis. While general public 
preference of health state utilities currently play an important role, its 
prominence for ASTS will diminish with carefully designed clinical trials and 
patient engagement. 
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