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Summary
The Author has 20 years of experience in the area of Subjective Quality of Life (SQoL) and Symptom Burden measurement, with the first SQoL measurement in a Palliative Care patient population, published in the Journal of Clinical Oncology, and 8 further research studies towards Higher Degrees and a Randomised Control Trial (RCT) to establish the value of a Touch Therapy Unit in Harold’s Cross Hospice. Our Department has empowered a Special Study Module for our First Medical Students for a decade now, entitled ‘Introducing the Medical Student to the person not the patient’. We were the first to measure ‘Response Shift’ in SQoL, the groups being Patients with Prostate and Lung Cancer. The Author was the first to use the outcome of SqoL as a Clinical tool in an RCT design in a Hospice setting over a decade ago, this showed no difference in groups as one would hope to see in a Hospice setting, where all focus is in SQoL. However, there was a sense that this research needed to ‘come alive’, become more relevant in a day-to-day clinical setting in the ‘Acute Hospital’ setting where so many important decisions are made. The tought to use the ‘outcome’ information as a Clinical Tool in this forum was exciting. The Acute Hospital setting tends to focus on objective outcomes, ie, bloods, scans, ect, the many objective outcomes that subsume all a professional’s time. So we did an RCT in the extremely busy Oncology setting and the results were self explanatory. Increased awareness of patient’s perception of symptom bother and symptom interference (48% difference) with SQoL by the clinician can significantly decrease symptom burden on SQoL over time. Incorporation of patient’s views could be graphically incorporated into patient charts akin to a Temperature/Pulse/Respiratory Rate (TPR) chart to aid an improved outcome of symptoms and their bother as well as interference on their SQoL 
The engagement of all staff was excellent. The main excitement for us was that the SQoL of each patient came alive, created forum for debate and a whole new way to empower us all to focus on the patient’s view of their symptoms, the bother of their symptoms, how those symptoms interfered with their life, what mattered in their life came alive. In a way, it ‘gave permission’ to all to focus on what really mattered to our patient group!

Background
The principal of medical decision-making is to promote good and act in the best interest of the patient. Traditionally, patients relied heavily on the knowledge, values and expertise of the physician. Quality of life (QoL) assessments in patients with cancer focused on Health Related (HRQoL) issues, functional and physical status. The rise of the patient rights movement and legal doctrine regarding informed consent, along with societal influences have led to greater prevalence of patient autonomy with the patient-centered model of care being increasingly recognized. In 2002 the American Board of Internal Medicine urged all physicians to empower their patients’. The Decision Making Model compels patients to adopt patient treatment choice, values and personal preference. This model of care is supported internationally and in Ireland, the patient representative group ‘IPPOSI’ is supported by the Irish State.

Typically, QoL assessment tools measures four dimensions in quality of life: functional, psychological, physical and social status. The dynamic and individual/subjective nature of QoL (SQoL) is difficult to capture when using (nomothetic) questionnaires based on grouped data, in which the questions asked, the response format provided, and the relative weights applied to the answers, have all been predetermined. While such measures, which are generally, referred to as Health Related Quality of Life (HRQoL) measures, provide important information regarding health status, their promulgation as measures of SQoL is more questionable. 

Quality of Life: A Dynamic Construct?
Quality of life is a dynamic construct. Over the course of time, areas of life meaningful to the patient shift through a process of adaptation. There appears to a process of psychological adaptation that enables patients to cope and maintain good quality of life, even in the face of adversity. Patients appear to adjust to their circumstances over time and in essence, their internal frame of reference appears to recalibrate. This is a concept known as ‘intra subject construct dynamism’ or ‘response shift’ which Sprangler and Schwartz, describe as a complex, multifaceted and dynamic reality of patient adaptation to illness. 

This hypothesised change is not a foreign concept to Oncologists who clinically experience a sense of this adaptation when patients with cancer adapt to their circumstances and do not necessarily have to have poor quality of life. The SEIQoL and SEIQoL-DW have properties appropriate to test this hypothesised change/shift. Integrating response shift into quality of life assessment will enable us to identify specific interventions that help the patient in the adaption process. 

The next layer that needs a research RCT study is to ‘Use the Response Shift that occurs as a Clinical Tool. We have shown that using the actual patient’s view of their own SQoL and Symptom Burden has a highly significant impact on the burden of symptoms in a positive direction, therefore, if we use the patient’s own information with ‘re-calibration’ of their own views over time; would this have a positive impact on their SQoL and Symptom Burden? 
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