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1.   Background 
 

1.1.   Introduction 

 

Multiple myeloma is a malignant neoplasm of bone marrow plasma cells characterised by 

destruction of the bones, anaemia, renal failure and hypercalcaemia (raised blood calcium).  

It represents 1% of all cancer in the UK and is the second most common haematological 

cancer (1).  Recent years have seen an expansion of available treatment options for myeloma 

patients, with survival improving from months to years in some cases (2).  However, a cure 

has remained elusive and alongside improved survival has emerged a greater interest in the 

impact of disease and treatment on quality of life (QOL). 

 

Myeloma causes an array of physical symptoms including pain, fatigue and bleeding (3).  

Disease related symptoms are compounded by the side effects and complications of 

treatment such as gastrointestinal disturbance, painful mucositis and peripheral neuropathy, 

as well changes in body image and impaired psychosocial and sexual function.  Several 

researchers have demonstrated impaired QOL (4-6) and unmet supportive care needs (7) in 

people diagnosed with myeloma.  There is also evidence that myeloma patients suffer more 

problems and worse overall QOL than those with other haematological cancers (8).  This has 

led some to suggest that QOL screening should be routine in the clinical care of myeloma 

patients (4, 5, 9), or may help with prognostication (10, 11). However, there are currently no 

myeloma-specific QOL tools designed specifically for use in the clinical setting.  

 

This study seeks to improve the routine assessment of QOL of myeloma patients by 

developing a QOL tool that is suitable for routine clinical use.  The tool will be centred on the 

concerns and needs of patients and be designed with clinical applications in mind. 
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1.2.   Multiple myeloma 

 

1.2.1.   Epidemiology 

 

Multiple myeloma affects about 0.4 to 5 per 100,000 people per year globally, with a higher 

incidence in developed countries and an increasing incidence worldwide (12).  In the UK 

myeloma accounts for 2% of all new cases of cancer, and the age standardised incidence was 

8.7 per 100,000 people in 2012 (1).  It is predominantly a disease of older people with a 

median age at diagnosis of around 73 years (13).  Figure 1 shows increasing incidence with 

age and higher incidence in men than women.  This translates into a male to female ratio of 

1.4:1 (14).  Figure 2 shows an increase in UK incidence over time (1), which is almost certainly 

because the median age of the population is increasing in western societies (14). 

 

 
 

Figure 1:   New cases of multiple myeloma per year and age-specific incidence rates, UK, 2010-2012 (1) 
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1.4.   Summary of key points 

 

People diagnosed with multiple myeloma are surviving longer due to increased availability of 

novel treatments.  Myeloma has changed from an illness with a prognosis of just a few 

months, to an illness that patients can live with for many years.  Alongside improved survival 

and wider use of potentially toxic drugs comes a greater need to monitor the impact of the 

disease and treatment on QOL.  Monitoring of QOL alongside routine clinical care may 

highlight specific problems or demonstrate how QOL changes over time, and therefore allow 

clinicians and patients to target treatments to specific QOL concerns.  It is therefore 

becoming more important to monitor QOL within the routine care of myeloma patients. 

 

While there is no consensus definition for the term QOL, there is broad agreement that it is a 

subjective, multidimensional and dynamic construct involving at least physical, psychological 

and social domains.  The precise meaning can depend on the context in which it is used.  

HRQOL can be thought of as the part of overall QOL related just to health, but the two are 

closely linked since all domains of QOL may affect or be affected by health.  For this reason 

the present study adopts the term QOL throughout.  QOL cannot be measured according to 

the strictest definitions of measurement, and so the term assessment will be used. 

 

The subjective, multidimensional and dynamic properties of QOL pose a significant challenge 

for its assessment, and different QOL assessment tools provide different types of information 

depending on the wording of the questions within them (subjective/objective and 

perceived/evaluated information).  This can affect the choice of tool for a given purpose, and 

tools designed for use in research settings such as clinical trials may not be well suited to 

clinical use. 
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2.   Existing QOL tools for use in myeloma [PUBLICATION 1] 
 

This chapter presents a systematic review of the literature related to the development and 

validation of tools to assess the QOL of people diagnosed with myeloma.   

 

In 1996 the Nordic Myeloma Study Group were the first to validate a cancer-specific QOL tool 

in myeloma patients (the European Organisation for Research and Treatment of Cancer Core 

Questionnaire, EORTC-QLQ-C30) (61).  In 1999 a myeloma module was developed for use 

alongside the core questionnaire (the EORTC-QLQ-MY24) (62).  This was subsequently revised 

to the MY20 following further validation work (63).   In 2012 the Functional Assessment of 

Cancer Therapy (FACT) group developed a myeloma-specific tool (the FACT-MM), although a 

small sample was used in its development and validation to date has been limited (64).  The 

M. D. Anderson Symptom Inventory Multiple Myeloma module (MDASI-MM) has also been 

reported, but this is not a QOL tool since it captures only symptoms (65).   

 

These tools were designed primarily for use in therapeutic trials, and so have particular 

emphasis on treatment side effects.  A systematic review of QOL assessment in myeloma 

trials between 1990 and 2008 found only 15 trials reporting QOL as a study end point, and 

noted that this data had limited impact on published treatment recommendations (66).  

Moreover, 12 different instruments were identified across these 15 trials, highlighting the 

lack of consensus regarding the best instrument to use.    

 

The article that follows presents a systematic literature review published in 2012 as a 

preliminary step in the present study.  The review identifies all existing QOL tools developed 

or validated for use in people with myeloma, and evaluates them in terms of their ability to 

capture all the issues important to patients and their potential for use in clinical practice. 
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