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12th November 2013. 

Professor Julian Guest, 

Catalyst Health Economics Consultants,  

34b High Street,  

Northwood,  

Middlesex.  

HA6 1BN. 

 

Copied to:   Erikas Sladkevicius (co-author of report) 

Nicholas Gough (co-author of report) 

Mark Linch (co-author of report) 

Robert Grimer (co-author of report) 

Sarcoma UK 

 

Subject: Utility Values for Advanced Soft Tissue Sarcoma Health States from the 
General Public in the United Kingdom 

 

Dear Professor Guest, 

I recently read the research article “Utility Values for Advanced Soft Tissue Sarcoma Health 

States from the General Public in the United Kingdom” for which you are listed as both a co-

author and the person to whom correspondence related to the paper should be addressed. 

Your research article states: 

“These preference values will enable a direct comparison between the different levels 

of treatment response to ASTS, and a more accurate calculation of quality-adjusted 

life years (QALYs) in economic evaluations of ASTS treatments.” 

From this I understand that you and your co-authors believe the research described in the 

article provides useful information for assessing ASTS treatments. As someone who has 

direct personal experience of ASTS there are a number of aspects of the paper that I am 

concerned about in the context of its possible future use for this purpose.   

In April 2011 I was diagnosed with Stage IV Leiomyosarcoma; I was 42 years old. At the 

time of diagnosis I had multiple inoperable tumours in both my abdomen and liver. When I 

asked about my prognosis, my oncologist told me that I probably had just ‘a few months’ to 

live. Receiving that prognosis was the most shocking experience of my life. I left the hospital 

that afternoon in a daze; I remember wondering if I would be able to enjoy anything left of my 

life knowing this prognosis.  
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Since then I’ve received palliative treatment with chemotherapy. To date I’ve had six rounds 

of gemcitibine/docetaxal, three rounds of doxorubicin and nineteen rounds of trabectedin 

which is currently keeping my disease stable. During the course of my treatment I’ve had 

experience of partial responses and disease progression as well as disease stability so I’m 

familiar with three of the four ‘health states’ used in the research - how I wish I could also 

claim familiarity with ‘complete response’ state!   

I’ve been fortunate to experience almost no symptoms from the cancer itself although I’ve 

had some side effects from the chemotherapy. Contrary to my initial fears, I’ve been able to 

enjoy a very good quality of life albeit one that is lower than it was before I became ill.  

My specific concerns with the research article are explained below. 

Use of members of the public with no direct experience of ASTS 

I find it difficult to understand why the views of members of the public having no direct 

experience of ASTS can be taken to accurately reflect the views of patients with ASTS. As 

noted earlier, 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. I quickly discovered that I was 

able to adjust to my situation and enjoy life greatly. If, prior to becoming ill, I’d been asked if I 

would be able to make this adjustment I would not have been confident that I could.    

My personal experience leaves me unable to see how a person could be expected to 

accurately predict their response to such a profoundly disruptive event as an ASTS 

diagnosis without experiencing it for themselves. 

Whilst I assume it would have been more time consuming and costly to perform the research 

with participants who were all ASTS sufferers, it seems to me that this could and should 

have been done in order to get data that truly represented the population to which ASTS 

treatment decisions relate. 

Expert opinion on quality of life deterioration in ASTS 

In their final appraisal determination document for Trabectedin, NICE state 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” 

This seems to me to be a very important characteristic of the disease that would significantly 

impact on the study. I believe the expert view here is based on many ASTS patients 



Page 3 

 

remaining largely asymptomatic for an extended time period. I can find no mention of this 

point within your research and neither can I see any evidence that the research has been 

designed to take this into account. Specifically there is nothing in the description of the 

disease or the health states that informs participants of this characteristic of ASTS. 

My own experience with my illness has been just as described above. I’ve had no significant 

symptoms from the cancer and this has greatly assisted in maintaining a high quality of life.     

Overly negative descriptions of the health states 

When I read the description of each of the health states used in the research, I do not 

believe that they accurately reflect the range of experiences of ASTS patients. In my view 

the wording used may easily lead to an uninformed member of the public viewing each 

health state as more unattractive than is reflective of the average experience of patients. The 

following examples illustrate my concern: 

 The description of “stable disease” states that “patients will almost certainly relapse 

within 4 – 9 months”. I believe that most readers would interpret “almost certainly” to 

mean a probability of relapse very close to 1. There is research that indicates that the 

probability of patients with ASTS experiencing longer periods of progression free 

survival following some treatments may be significantly higher than zero (for 

example, [1] gives 12 month PFS for 11.5% of patients). 

 The description of “stable disease” also states that patients “may continue to 

experience symptoms”, “may require help performing day to day activities” and “be in 

some pain for which they require pain killers”. Whilst these points are true for some 

patients I believe the wording used is likely to make readers overlook the possibility 

that patients in this state may alternatively have no symptoms, require no assistance 

with day to day tasks and have no pain. Incidentally, this has been my experience of 

the stable disease state.  

 The description of “stable disease” states “patients are also likely to be anxious and 

depressed for which they may receive medication”. Again I accept that this is 

undoubtedly the experience of some patients but this wording does not make it clear 

how great the variation in these feelings may be between patients. Use of the word 

“depressed” also risks confusion between clinical depression and the more everyday 

use of the word.  

 The description of “partial response” includes the point “after treatment, patients will 

have an improvement in pain, other symptoms, and level of activity, but less so than 
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those with complete response”. The statement that the improvement will be less than 

that experienced for a complete response precludes that in the “partial response” 

state the patient may have no pain or other symptoms and have a full level of activity. 

For instance, following my partial response to gemcitibine/docetaxel I had no pain or 

other symptoms and was able to return to work, to walk long distances, to go on 

safari to India and Zambia etc.   

To summarise, I feel that the health states are described using words that are more negative 

in tone than is justified from the real experiences of ASTS patients. This is important 

because research in psychology shows that the choice of words and phrases used to elicit 

responses from people can have a significant influence on those responses (see for instance 

Daniel Kahneman’s book “Thinking, Fast and Slow”).  

Perceived bias in the discussion section of the paper 

Reading the discussion section of the paper, my perception is that there is a clear bias 

towards promoting interpretations to support the validity of your research where other 

interpretations appear to also be credible. My perception is based on these points: 

 The discussion section notes that a recent study of patients with metastatic soft 

tissue or bone sarcoma showed higher preference values than found in your 

research [2]. The discussion of this result in your paper does not explicitly 

acknowledge that this research may, as a result of using ASTS patients and not 

members of the public, more accurately reflect the preferences of ASTS patients than 

your research does.  

 The paper mentions another study of patients with metastatic STS [3]. It states that 

the QoL index, based on EQ-5D, was estimated in this study at 0.65. Your report fails 

to highlight that this value is very close to the result from the first study [2]. It seems 

to me that the similarity of these two results may increase the probability that these 

more accurately represent the experiences of the target population (i.e. those with 

ASTS) than your research study. In my view your discussion of this study should 

make this point. 

 The discussion section includes the following passage: “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 have explicitly stated that using patients 

with ASTS would also allow a validation of the assumption in your study that 
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members of the general public can give an accurate view of ASTS patient health 

preferences. This appears to be very necessary given the findings of [2] and [3]. 

I believe that any decision to assess or reassess any new or existing ASTS treatments must 

be taken using only high quality, reliable and relevant data. In my view, whatever other 

merits your research may have, it would not be a safe foundation on which to base such 

decisions. I believe the paper fails to accurately reflect the significant uncertainties regarding 

the results presented.  

There are very few treatments available to those of us with ASTS, any treatments that can 

extend our lives are precious. If a drug like trabectedin were to be made unavailable within 

the NHS based on your research article this would represent a personal tragedy for many 

ASTS patients and their families. The authors of research papers must consider carefully the 

impact their work may have on the lives of patients and this may sometimes require 

researchers to make decisions which are not aligned with their own personal goals for their 

research.  

I would like you to consider the points I have raised in this letter and, where you agree they 

are valid, to prepare and issue an updated version of your report addressing them and 

clearly expressing the uncertainties and limitations of your findings. 

Yours sincerely, 

Paul Waldron. 
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