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Summary
In the palliative phase of cancer the best goals to strive for are symptom control and 

the best achievable quality of life. In the studies of this thesis we aimed to gain more 

knowledge about symptom prevalence and severity and the quality of life in patients 

in this phase of disease.

One possibility for gaining more insight into the most prevalent and severe symp-

toms is to monitor them with a symptom monitoring instrument. The usage of 

monitoring instruments has been investigated previously but only in relation to 

pain. We describe a prospective study in which we tested the effect of regularly using 

symptom monitoring as an intervention. In our study we expanded the range of 

measurable items to ten symptoms: pain, nausea, vomiting, diarrhoea, constipation, 

coughing, shortness of breath, lack of appetite, sleeplessness and fatigue. To be 

able to assess these ten symptoms we developed a new measuring instrument – the 

Symptom Monitor – primarily as a monitoring tool and communication guide for 

patient and doctor. It enables patients to regularly monitor their symptoms them-

selves and forms a basis for discussing the presence and severity of their symptoms 

with their doctor (GP or medical specialist). A secondary goal of the Symptom 

Monitor was to gain insight from a prospective longitudinal study of the prevalence 

and severity of symptoms and whether our instrument could positively infl uence the 

quality of life of patients in the palliative phase of cancer. 

Prior to using the Symptom Monitor as an intervention in a randomised clinical 

trial, we fi rst tested its reliability and feasibility in two pilot studies and a third 

intervention study. The results of this development process are described in chapter 

2 of the thesis. In the fi rst pilot we asked cancer patients in the palliative phase and 

their caregivers to complete a draft version of the instrument. This pilot investigated 

the consistency of the numeric rating scale between the patient’s self-assessment 

and that of the caregiver. The second pilot tested the feasibility of our instrument. 

We asked elderly patients (>75 age) with chronic illnesses to fi ll in the diary in the 

home-care setting. The results showed that the elderly were capable of completing 

the self-assessment without help from the researchers, even when their diaries 

were sent to them by post. Cancer patients in the palliative phase recruited by their 

medical specialist or GP were invited to participate in the third study. The focus of 

this prospective study was on the prevalence of the ten symptoms integrated in the 

Symptom Monitor and the feasibility of scoring on the included numeric rating 
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scale. From both pilots and the third study we learned that the Symptom Monitor 

was reliable and feasible for use as an intervention. 

As described above, in the Symptom Monitor, ten physical symptoms are assessed 

with regard to presence and severity. However, in the Symptom Monitor also a vari-

able indicating the ‘most troublesome’ symptom was added. We aimed at answering 

the question whether assessing ‘the most troublesome symptom’ has added value to 

the most common used items like prevalence and severity. To answer this question 

we performed a study, described in chapter 3, in which we compared scores given on 

the NRS to the ‘most severe’ symptoms and on the ‘most troublesome’ symptom 

scored by patients with cancer in the palliative phase. In 102 of the 152 comparisons 

we could make (67%) assessing the ‘most troublesome’ symptom had no added 

value. The score for ‘most severe’ symptom did not differ from the score for ‘most 

troublesome’ symptom. In 23 (15%) comparisons, the delta score was 1 and in 

27 (18%) of the comparisions the delta score was 2 or more indicating that assessing 

the ‘most troublesome’ symptom substantially had added value. We concluded that 

for patients in the palliative phase of their disease, extra attention for the ‘most trou-

blesome’ symptom is needed, since in more than 30% of the cases the score on the 

most severe symptom did differ from the most troublesome symptom with 1 point 

or more on a 10-points scale. So, in almost 1/3 of the cases, this symptom would 

have missed the physicians’ attention if not specifi cally asked for.

The Symptom Monitor was eventually formatted in a handy-sized booklet including 

the ten physical symptoms with a numeric rating scale (NRS) ranging from zero (no 

suffering) to ten (unbearable suffering) as scoring procedure for severity and trou-

blesomeness. This tool adds to the available variety of assessment instruments that 

consider symptom burden in palliative care.

Following the development of the Symptom Monitor we conducted a randomised 

controlled trial to test the effect of using the instrument as an intervention. The 

146 patients participating in this study had all been diagnosed with either breast, 

lung or gastrointestinal cancers. Prior to their inclusion in the study the patients’ GP 

or medical specialist judged if the patients were in the palliative phase (life expect-

ancy <12 months) and if they met the other inclusion criteria. Once the patients 

gave their informed consent, members of the research team visited them at home to 

explain the research procedures and show them how to complete the assessments: 

the Symptom Monitor and a more extended questionnaire to evaluate, among other 
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items, quality of life. After this home visit the follow up questionnaires were further 

distributed by mail.

In chapter 4 we describe the randomised trial in which the Symptom Monitor was 

used as an intervention. The aim of this study was to provide patients in the inter-

vention group with a monitoring and communication tool that would help them 

discuss symptom prevalence and severity with their doctor. The tool would give 

patients a clear understanding of their own symptom pattern and enable them to 

report their symptoms better. In this way, we wanted to investigate the effect of the 

Symptom Monitor as monitoring and communication instrument on symptom 

prevalence and severity.

At inclusion, all 146 patients were randomised into the intervention (n=69) or 

control group (n=77). Patients in the intervention group monitored their symptoms 

on a weekly basis using the Symptom Monitor and fi lled in an extensive question-

naire every two months assessing, among other things, quality of life. Patients in 

the control group did not use the Symptom Monitor as an intervention and only 

assessed their symptoms and quality of life in the two-monthly questionnaire. After 

two months of usage we tested the effect of the monitor on symptom prevalence and 

severity among patients in both groups.

We noticed that more patients in the control group reported symptoms as 

present. This was the case for nine out of the ten assessed symptoms, except for 

coughing. Especially, a lower prevalence of constipation and vomiting was found in 

the intervention group (prevalence difference 24% and 18% respectively). 

The severity of symptoms mentioned by the intervention group showed lower 

scores as compared to the scores of the control group in 4 out of ten symptoms 

(fatigue, lack of appetite, shortness of breath and nausea). These differences could 

not be confi rmed as statistically signifi cant. We also investigated deterioration of 

symptom severity during 2 months of follow up. We noticed that the severity score 

had deteriorated less for 8 out of 10 symptoms among more patients in the inter-

vention group. Since we know that deterioration of quality of life and increased 

symptom prevalence and severity are common in the palliative phase of cancer, 

regular symptom monitoring may provide a way of infl uencing this process. Patients 

who used the Symptom Monitor seemed more stable in terms of the presence and 

severity of symptoms compared to patients who did not use symptom monitoring as 

an intervention.
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Chapter 5 describes the outcome of the randomised trial in which the Symtom 

Monitor was used as an intervention in terms of quality of life. We investigated the 

impact of weekly Symptom Monitor usage and its value as a communication tool in 

the patients’ contact with their GP or medical specialist on six domains of quality 

of life (physical functioning, cognitive functioning, emotional functioning, role 

functioning, social functioning and general quality of life). The tool we employed 

to assess quality of life is the well-known cancer-specifi c questionnaire, EORTC 

QLQ C30. High scores in the domains of this questionnaire mean a better func-

tioning in quality of life. After two months of Symptom Monitor usage, patients in 

the intervention group showed a trend towards higher scores in all quality of life 

domains, except for physical functioning. But this trend could not be determined as 

statistically signifi cant. Especially role and social functioning (differences of 6.7 and 

6.9 respectively) had high difference scores. We also analysed deterioration of the 

quality of life domains during a two-months follow up. This expressed that quality 

of life of patients in the control group deteriorated more between baseline and after 

two-months than the intervention group.

Study data revealed that patients who monitored their symptoms regularly were 

better off in terms of quality of life in comparison with the control patients who did 

not use the Symptom Monitor as an intervention. 

The fi nal topic dealt with in chapter 6 has to do with end of life issues. We analysed 

whether GPs had discussed end-of-life decisions with participating cancer patients 

in the palliative phase and which, if any, end-of-life decisions had actually been car-

ried out among the deceased participants in the study. Another aim of this study was 

to contribute informed answers to the debate on the relationship between symptom 

burden, quality of life and end-of-life decisions. We compared overall symptom 

burden and the six domains of quality of life assessed among patients who died 

naturally and patients who underwent any end-of-life decision, including euthanasia 

or PAS. End-of-life decisions are defi ned as: withdrawal or withholding of treatment 

of any potentially life-prolonging or curative treatment (non-treatment decisions); 

alleviation of pain or other symptoms by treatment while taking into account the 

hastening of death as a possible but unintended side effect; physician-assisted sui-

cide (PAS) (the prescription of drugs with the explicit intention to enable the patient 

to end life); and euthanasia.

Almost 70% of the patients discussed end-of-life options with their family 

doctor. Non-treatment decisions and the treatment of symptoms with the pos-

sible effect of hastening death had been discussed by about 80% of the deceased 
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patients (n=113). Around 50% of the deceased patients had discussed the possi-

bility of euthanasia or PAS for themselves with their GP. Finally, 67 of the in total 

113 deceased patients (59%) died naturally, and 34 patients (30%) underwent other 

end of life decisions such as the treatment of symptoms with the unintended but 

possible effect of hastening death or non treatment decisions. Some 11% of the 

patients in our study died from euthanasia or PAS (12 patients). This is a far higher 

percentage than the percentage of patients undergoing euthanasia in the general 

Dutch population (1.7%). It is well known, as our study also makes evident, that 

euthanasia largely involves patients with cancer. Symptom burden or quality of life 

in the comparison of patients who died by end-of-life decisions, including eutha-

nasia or PAS, and patients who died a natural death, did not differ substantially 

and could not be confi rmed as statistically signifi cant. Our study contributes to the 

debate on the putative relationship between requests for end-of-life decisions and 

symptom prevalence, severity and quality of life. We found no relation between these 

factors in our study. Our results were based on too few patients to enable us to draw 

more far-reaching conclusions.

In summary: the studies reported in this thesis show that regular symptom moni-

toring is benefi cial to cancer patients in the palliative phase. A potentially useful tool 

for monitoring symptoms on a regular basis could be the Symptom Monitor. Using 

our Symptom Monitor as a monitoring and communication tool was not excessively 

burdensome for this vulnerable category of patients. This research shows that the 

patients involved in our studies benefi ted from the Symptom Monitor in terms of its 

impact on their symptoms as well as quality of life in the palliative phase of cancer.




