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30th December 2013. 

The Editor, 

Sarcoma, 

Hindawi Publishing Corporation. 

 

Dear Sir/Madam, 

In April 2011 I was diagnosed with Stage IV Leiomyosarcoma. As part of my efforts to 

educate myself about my illness, I recently read the research article “Utility Values for 

Advanced Soft Tissue Sarcoma Health States from the General Public in the United 

Kingdom” (Sarcoma, Volume 2013, article ID 863056). I have a number of concerns 

regarding the research described. I have shared these concerns with the authors of the 

paper who suggested that I wrote to you.  

Receiving an ASTS diagnosis with a terminal prognosis was the most shocking experience 

of my life. Since then I’ve received palliative chemotherapy. To date I’ve had twenty eight 

rounds of treatment using three different regimes. I’ve had experience of partial responses, 

disease progression and disease stability so I’ve direct knowledge of three of the four ‘health 

states’ used in the research study.  Contrary to my initial fears, I’ve been able to enjoy a very 

good quality of life during this time.  

My main concerns with the research study presented in the article are explained below. 

Study conducted on members of the public and not on ASTS patients 

I do not see how the views of members of the public with no direct experience of ASTS can 

be taken as representative of the views of patients with ASTS. My own reaction to receiving 

my prognosis was to fear that I would not be able to enjoy a good quality of life for the time 

left available to me. However, I quickly discovered that I was able to adjust to my situation 

and to continue to enjoy life greatly. If, prior to becoming ill, I’d been asked if I would adapt in 

this way I would not have been confident that this would be the case.    

This experience leaves me unable to see how anyone could be expected to accurately 

predict their response to an event as profoundly disruptive as an ASTS diagnosis without 

experiencing it for themselves. Without understanding their own reaction to such a 

diagnosis, it does not seem possible to me for someone to reliably predict their preference 

for various health states. 

In the discussion section of the paper it is noted that: 
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“Undoubtedly, validating utility estimates for each health state among a population of 

patients with ASTS in the future may be advantageous, since this study suggests that 

cancer sufferers had less preference for each health state than members of the 

general public who did not have cancer”.  

In my view, the report should also have explicitly stated that failing to use patients with ASTS 

may have led to an underestimation of the preferences for each health state. This concern is 

supported, I believe, by a comparison of the results of this study with those from two studies 

in which ASTS patients were used in quality of life research and which are referenced in the 

papers ([65] and [68]).  

My view is that the study should have been performed with participants who were ASTS 

patients. This would have ensured that it truly represented the population to which ASTS 

treatment decisions relate. 

Descriptions of the ‘health states’ used in the study 

I feel that the descriptions of the health states used in the research do not fully describe the 

range of experiences of ASTS patients. In my opinion the wording used could easily lead to 

participants in the research viewing each health state as more unattractive than is reflective 

of the actual experiences of patients.  

I note, for instance, that in their final appraisal determination document for Trabectedin, 

NICE stated the following: 

“The Committee heard from the clinical specialist and patient experts that it is not 

uncommon for patients with advanced soft tissue sarcoma to maintain a quality of life 

relatively undiminished by the disease for some time, experiencing a rapid decline of 

quality of life in the final weeks of life, rather than experiencing continued gradual 

decline over an extended period of time” 

There is no mention of this characteristic of ASTS in the research article; there is nothing in 

the description of the health states reflecting this. However, this seems to me to be very 

relevant to the health state descriptions. There are a number of other specific concerns I 

have about the health state descriptions in the study but I omit these here for brevity. 

I understand that it is very difficult to find clear and representative ways to describe each 

health state to a member of the public, however I suggest that the importance of the health 

state descriptions could have been much reduced or perhaps entirely removed had the study 

been designed differently with participants made up exclusively of patients with ASTS.  
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To conclude, it is vital that quality of life information used in the assessment of potential 

ASTS treatments is as accurate and reliable as possible. I believe the study falls short of 

providing information that is of sufficient quality to be used to contribute to such decisions.      

 

Yours sincerely, 

 

 

Paul Waldron. 

Bath, UK.  

  

 

 


