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Introduction
In the last year of an illness, the palliative phase, symptom burden may increase 

considerably while quality of life usually declines in several domains. Improving the 

prevalence and severity of the patient’s symptoms is one of the best obtainable goals 

to aim for in the palliative phase of cancer. Any infl uence on symptom prevalence 

and severity should have a positive effect on the patient’s quality of life. 

The goal in our studies was to increase the knowledge physicians have about 

symptoms and to develop an effective approach to infl uence symptom prevalence 

and severity by means of a symptom monitoring instrument, the Symptom Monitor. 

This thesis presents fi ve studies on symptom burden and quality of life of 

patients in the palliative phase of cancer. In addition, the thesis also focussed on 

end-of-life issues. 

Research questions
In this thesis we addressed the following research questions. 

Among cancer patients in the palliative phase:

1. Which symptoms are most prevalent, most severe and most troublesome?

2. What is the quality of life? What changes take place in the domains of 

quality of life over time?

3. What effect does using the Symptom Monitor have on symptom preva-

lence and symptom severity? And what is its effect on quality of life?

4. Are possible end-of-life issues discussed and how often are they carried 

out? How are symptom burden and quality of life related to end-of-life 

issues?

In this general discussion we relate the results of the fi ve studies to the original 

research questions. We discuss our fi ndings and interpret the outcomes in relation 

to the international literature. We raise some methodological issues to illustrate the 

strengths and limitations of our studies. Finally, we consider the implications for 

clinical practice and for further palliative care research.

Major fi ndings
Results: prevalent, severe and troublesome symptoms
Information on the prevalence, severity and troublesomeness of symptoms is 

essential for making an impact on the daily life of a patient in the palliative phase 

of cancer. In our studies severity of symptoms is described as the scores given by 
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the patient on a Numeric Rating Scale (NRS) (from 0, indicating the absence of the 

symptom, to 10, representing the most imaginable severity) to symptoms separately. 

The most troublesome symptom is defi ned as the symptom causing the patient the 

most trouble in their daily routine. 

Our study population mentioned the symptoms fatigue and pain most often as 

present. More than 80% scored fatigue and 62% scored pain as being present in the 

palliative phase. Both symptoms had relatively high severity scores of around fi ve on 

the NRS (5.3 and 4.5 respectively) as well. Pain and fatigue were also experienced 

as most troublesome by the majority of patients. These symptoms caused them the 

most inconvenience in their daily routine and interfered in their life the most.

Despite the large similarity between pain and fatigue as present, severe and most 

troublesome symptoms, in more than 30% of the cases we saw a difference of 1 or 

more points when comparing the scores of the most severe and most troublesome 

symptoms. We concluded that assessing the most troublesome symptom has added 

value to the assessment of symptom presence and severity.

Literature review

Prevalence

Recently a systematic review of 50 studies was published on symptom prevalence 

in patients with incurable cancer assessed by various measurement instruments(1). 

In this review more than half of the patients (>50%) reported the presence of fi ve 

symptoms (fatigue, pain, lack of energy, weakness and appetite loss) while 74% of 

the patients reported fatigue and 71% suffered from pain.

Severity

Besides prevalence, the severity of symptoms is investigated in several other studies, 

such as those by Mercadante, Donnely, Vaino, Buera, Portenoy etc.(2-6). Besides 

fatigue and pain, other symptoms such as dyspnoea, sleeplessness and lack of appe-

tite were mentioned amongst the most severe symptoms. Pain and fatigue belonged 

yet again to the top fi ve in severity.

Troublesomeness

Troublesomeness of symptoms is not studied often. Items such as distress and 

interference with daily activities are included in, for instance, the Memorial 

Symptom Assessment Scale (MSAS) or the CAMPAS-R questionnaires(7,8). One study 

using the CAMPAS-R found a high correlation between the prevalence or severity 

of symptoms and their interference level in daily living(7). Pain, fatigue and breath-
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lessness all scored high in prevalence and interference rankings (up to 60% for 

pain; up to 80%-90% for fatigue). Another example, using the MSAS, described the 

proportion of patients reporting symptoms, in particular lack of energy, as relatively 

intense or frequent and highly distressing(8).

Conclusions 

There is considerable agreement between the results of our studies and fi ndings in 

the international literature. Pain and fatigue are the symptoms associated with the 

highest prevalence (>60% and >70% respectively), severity (around score 5 on the 

NRS) and interference in daily living (troublesomeness).

We know that fatigue is one of the symptoms that can seldom be infl uenced in 

this phase of disease so before starting our study we assumed that this symptom 

would be present anyway in spite of intensive palliative care and symptom treat-

ment. However, we were surprised to fi nd such high prevalence and severity of pain 

in our study population and in the literature as well. Many initiatives to alleviate 

pain from the lives of patients with palliative cancer have been started up the past 

10 to 15 years. Nevertheless, pain is still one of the symptoms that bother patients 

in this phase of life. Evidently the ideal stated in the WHO Pain Ladder that “given 

the right drugs in the right dose at the right time would be effective in 80%-90% of 

patients”(9) has not been reached according to the patients in our study. More atten-

tion to adequate pain treatment is needed to improve or maintain pain as part of 

the quality of life as a fi nal aim to strive for in the last phase of life of a patient with 

cancer. 

Results: quality of life 
Quality of life: which domains stayed stable, changed minimally or deteriorated the 

most? We assessed quality of life with a well-known cancer-specifi c questionnaire 

called the EORTC QLQ C30. This questionnaire evaluates quality of life containing 

fi ve functional domains, physical, emotional, role, cognitive and social functioning, 

as well as global health status and symptom scales. Higher mean scores in the 

domains and low symptom scales represent better functioning. 

The results showed that patients in our study scored lower on physical func-

tioning and general quality of life (both around a mean of 60) compared to psycho-

logical and social domains one year before time of death. Physical functioning and 

general quality of life also deteriorated the most during the time approaching death. 

We saw a decline of physical functioning from approximately 60 to 20 and a dete-

rioration of 20-25 points in overall quality of life in the last year of life. Role func-
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tioning also declined strongly from approximately 60 to around 20 (see Figure 1, 

below). The cognitive, emotional and social functioning domains stayed relatively 

stable and scored relatively high compared to the other domains, even in the fi nal 

phase of life. 

Figure 1: Quality of life and symptom burden of deceased patients in their last year of life
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Literature review

The decline in quality of life among cancer patients during their last year alive is 

described in other studies as well. The best examples are articles by Teno, Murray 

and Lunney on illness trajectories, patterns of functional decline and dying trajecto-

ries. Murray describes the last period of life of cancer as ‘a decline in physical health 

over a period of weeks, months, or, in some cases, years’(10). Lunney discovered in 

a group of cancer patients that they ’experience better functional status early in the 

fi nal year compared to, for instance, frail elderly or patients with organ failure, but 
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were during the 3 months before death markedly more disabled’. In the article by 

Teno a sharp impairment of activities of daily living was seen among cancer patients 

in the last 5 months of life(11).

Conclusions

The fi ndings in the literature on quality of life and the impact on activities of 

daily living correspond with our fi ndings of diminishing quality of life in several 

domains. It seems like deterioration of quality of life is inevitable in this phase of 

disease. Published articles describe an increase of symptom burden, impairment 

of quality of life and decrease of activities of daily living in the period shortly before 

death. However the complicated task, striving for the best quality of life possible and 

minimising deterioration as far as possible remain the best goals one can hope to 

achieve for this group of patients. 

A comparison of our results with the results reported in the international litera-

ture as described above, underlines the idea that deterioration is one of the inevi-

table consequences of having a disease like cancer. Gaining more extensive insight 

into the symptom burden on a regular basis and developing a steadier grip on the 

course of deterioration would respond to at least part of the process. 

The next section discusses our fi ndings on the impact of regular symptom moni-

toring as a possible intervention in the deterioration process that may lead to a 

better control on symptom burden and a better quality of life. 

Effects of the Symptom Monitor
Results: impact on symptom prevalence and severity
Systematic and regular symptom monitoring could be benefi cial for patients in the 

palliative phase of cancer. Our studies showed a trend in patients who regularly used 

an instrument to monitor symptoms, in our case the Symptom Monitor, reporting 

fewer symptoms (for nine out of ten symptoms) after two months of follow up. The 

severity of symptoms was also reduced after two months compared to patients who 

did not monitor symptoms regularly. We also analysed the increase and decrease 

of symptom severity after a two-month use of the instrument. Use of the Symptom 

Monitor revealed that after two months fewer patients were worse off (for eight out 

of ten symptoms) in terms of severity deterioration. These results however were not 

verifi ed as statistically signifi cant.
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Literature review

We found no international literature on the effect of regular monitoring of symp-

toms and no information in particular on using symptom monitoring as an inter-

vention in a controlled trial such as we conducted. In that respect our study can be 

considered unique. 

We could argue about the comparability of so-called ‘writing’ studies on the ben-

efi cial effect that writing down personally upsetting experiences has on improving 

physical health status(12,13). Pennebaker explains this effect as: the “stress subjects 

become aware of as sensations in reaction to upsetting experiences prompts them to 

attend to their bodies in ways they might not normally have done”. Smyth et al. also 

found that writing about emotionally traumatic experiences has a benefi cial effect 

on symptom reports and well-being(14). Patients had clinically relevant changes in 

health status compared to patients who did not report or write about their disease 

consequences. Other articles have been published on disease management or 

psycho-education among patients with asthma or arthritis(14-18). Patients were asked 

to participate in disease education and self-management of their disease with the 

aim of infl uencing the severity of their illness. These articles describe various con-

clusions, from statistically signifi cant effects on health outcomes or improvements 

in quality of life, to small or medium benefi cial effects. 

The mechanism of using a symptom monitoring instrument for communica-

tion support in the doctor’s consultation room was investigated as an example by 

Detmar et al(19). A quality of life summary (EORTC QLQ C30), assessed before the 

doctor’s consult, was used as a communication guide in the consultation room of 

the medical specialist. The study aim was to provide quality of life information to 

the specialist to facilitate better communication on the patient’s health status at that 

particular moment. The other aim was to be able to start or modify treatment guided 

by the summary of the quality of life status. The study found improved communica-

tion between patient and specialist on quality of life issues due to the information 

provided by the quality of life summary. Treatment was also modifi ed or stopped on 

the basis of the provided quality of life summary.

Conclusions

The literature teaches us that interventions that focus on monitoring, such as a 

monitoring instrument, as in our studies the Symptom Monitor or writing down 

experiences, may be benefi cial to patients. Active involvement in monitoring symp-

toms by both patient and responsible doctor is in our opinion justifi ed and valuable. 
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The Symptom Monitor does not appear to be hard or harmful to use, even not in the 

vulnerable patient population we studied.

Our study and fi ndings from the literature suggest a possible explanation of 

the effect of using the Symptom Monitor by patients as an instrument to monitor 

their disease process. It probably gives them some control over their own symptom 

pattern. Unfortunately our study lacked suffi cient power to verify this effect with 

statistical signifi cance.

Results: impact on quality of life
In our study population regular symptom monitoring resulted in better functioning 

in all, except one, quality of life domains. The effect was observed most in social 

and psychological domains such as Emotional and Role functioning, although this 

trend was not statistically signifi cant. Nevertheless, a difference of ten or more 

points between the two groups (control and intervention) suggested a clinically 

relevant effect(20). A relatively large clinical signifi cant difference was detected in 

some domains (Emotional, Social and Role Functioning). The quality of life of 

patients not using the intervention (Symptom Monitor) deteriorated more between 

baseline and assessment after two months, which implies a positive effect of regular 

symptom monitoring. Unfortunately we could not confi rm these effects with statis-

tically signifi cant differences.

Literature review 

Using symptom monitoring to affect overall quality of life is rather innovative taking 

into account the small number of studies investigating an intervention in a ran-

domised controlled trial like ours. To verify our results in the quality of life domains, 

we drew comparisons with studies of disease management, psycho-education or 

‘writing’ cases as studied by Smyth et al. and others. These, however, were con-

ducted among patients with arthritis, asthma or diabetes and not among cancer 

patients(14-18). Following the active participation of patients in such interventions, 

health status differed positively in terms of outcome and symptoms in comparison 

with patients who did not use these kinds of interventions.

Conclusions

Despite observing the general decline and deterioration of quality of life in the pal-

liative phase, we found that symptom monitoring can improve the health status of 

patients with patient-driven interventions like ours (regular monitoring using an 
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assessment tool) or as described in the international literature (‘writing’ process, 

disease management, psycho-education). 

We think that the impact of regular monitoring of symptoms can be explained 

by two mechanisms: patient-driven intervention and doctor-driven intervention. 

Patients can use the monitoring instrument to draw attention to their physical 

sensations and manage or gain control of their own disease process. As a result, 

symptoms become common knowledge since patients are encouraged to pay regular 

attention to their own condition. Since patients are kept occupied noting their symp-

toms, each week rating the presence and severity of the symptoms bothering them, 

their health status becomes ready knowledge that serves to support consultations 

with their doctors (GP or medical specialist). Conversely, the doctor can use the 

completed Symptom Monitor as guidance for communication in the consultation 

room. The tool itself and the discussions based on the information it provides may 

enhance decisions to start, modify or stop symptom treatment. 

We think that even patients with severe illnesses benefi t from using a self-rating 

symptom monitoring instrument on endpoints as symptom prevalence, severity 

(symptom burden) and quality of life. Using the Symptom Monitor was feasible 

and not harmful to a vulnerable patient group. However, before these results can 

be implemented in standard care there is a need for more research on the exact 

effects of various outcomes (physically, psychologically or socially) in a comparable 

patient group.

End-of-life issues, quality of life & symptom burden
Results: communication on end of life issues
In our study we found that in the palliative phase of cancer decisions related to the 

end of life are discussed regularly by patients with their family doctor. Two-thirds 

discussed euthanasia or physician-assisted suicide (PAS) and a higher percentage, 

almost 80%, discussed other end-of-life decisions, such as alleviation of symptoms 

with the possibility of hastening death, or non-treatment decisions. 

Literature review

The international literature holds loads of opinions on requests for end-of-life inter-

ventions such as euthanasia. However, there is far less literature on the discussions 

patients and doctors have about end-of-life decisions. As a result, little is known 

about the percentages, for either a cohort of patients with cancer or generalisable 

for the population as a whole, of patients who discuss end-of-life decisions with 
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their family doctor. A qualitative study by Borgsteede et al. reports that discussions 

about euthanasia in particular as well as other interventions that may hasten death 

take place rarely among cancer patients(21). This study states that GPs held differing 

opinions on whether they should initiate communication about end-of-life inter-

ventions, including euthanasia. The investigation also showed that GPs reserve the 

right to judge the right moment to discuss these issues. Some years ago Emanuel 

described the importance of talking about death and dying to overcome the reser-

vations held by physicians and patients(22). Another article by Emanuel found that 

patients do not react to discussions about euthanasia with stress; on the contrary, 

communication about end-of-life issues may actually help many dying patients gain 

a better understanding of their situation(23). 

Discussing end-of-life issues can help patients cope with the thought of 

approaching death and helps to ease the stress of both patient and caregivers(24). 

These studies make it clear that although the need to discuss end-of-life issues is 

evident, integrating this into routine clinical practice would be taking quite a step.

Conclusions

The fi ndings in our study do not support the fi ndings in the literature. We found 

that the great majority of our participants discussed end-of-life issues with their GP, 

whereas in the scarce literature about discussing end-of-life decisions we saw great 

reservations against these issues. 

Results: conducted end-of-life interventions
Euthanasia and PAS were carried out on 12 patients in our study (11% of all deceased 

patients, n=113). Various other end-of-life decisions were performed among 30% of 

the patients, such as treating symptoms with the possible effect of hastening death 

or taking non-treatment decisions.

Literature review

In various European countries the question whether the possibility of terminating 

the life of terminally ill patients should be legalised has been debated(25). In the 

Netherlands and Belgium euthanasia and PAS is still prohibited but doctors are not 

prosecuted if they act according to the procedures. In Switzerland euthanasia is pro-

hibited but assisted suicide is permitted if it is done under the circumstances pre-

scribed in the law. Overseas, in Oregon doctors are not prosecuted if they contribute 

to assisted suicide under strict restrictions(26,27). Euthanasia is recorded as occurring 

in the Netherlands more often than in other European countries. Recently a review 



121Chapter 7 – General discussion

of the Termination of Life on Request and Assisted Suicide Act (May 2007) reported 

that in the year 2005 a sum total of 2,425 persons underwent euthanasia or PAS, 

equalling 1.7% of all deaths in the Netherlands in that year; 0.1% as the result of 

PAS(28,29). We know that the frequency of end-of-life decisions is strongly determined 

by several factors, including legal status(26). Several studies have been published on 

the high percentages of euthanasia and PAS among patients with cancer(28-31).  

Conclusion

Compared to other reports in the literature, our study reports a higher percentage of 

patients (11%) undergoing euthanasia or PAS. The practice of euthanasia or PAS is 

related to the legislation of a country, general opinions on the option of terminating 

life as part of usual palliative care and a high percentage of a mortal disease such 

as cancer in an investigated population. The debate on legal issues or permission 

to terminate a patient’s life by euthanasia or PAS will be heard in increasingly more 

countries in coming years given the amount of pending research literature, interna-

tional reports and surveys on this subject. 

End-of-life interventions are and will remain a component of palliative care in 

the Netherlands. Van der Maas et al. explained this in The Lancet in 1991(32). The 

main reason for the integrated status of end-of-life options in the Netherlands is 

that there will always be some patients more independent than others, who want 

control over their own lives and thus want to be in full command of the course of 

their disease which initiate requests for end of life decisions. 

Our study not only focussed on whether end-of-life decisions were talked about 

or carried out, but also whether the patients who opted for terminal intervention 

experienced a higher symptom burden or worse quality of life than patients who 

died naturally. We deal with this topic in the following section.

Results: relation of end-of-life intervention and symptom burden & quality of life
To add to the debate on the connection between quality of life issues and the practice 

of euthanasia, PAS or other end-of-life decisions, we conducted an additional study. 

In a comparative analysis of the deceased patients in our study, no considerable dif-

ferences were seen in symptom burden or quality of life between patients who died 

naturally and patients who died as a result of end-of-life interventions, including 

euthanasia and PAS. It appears that symptom burden and quality of life does not 

determine any end-of-life issues carried out (euthanasia, PAS or other). However, 

the group of patients in our study who died from euthanasia or PAS was occasionally 

too small to enable us to draw fi rm conclusions.
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Literature review

Relatively many studies have appeared on the relationship between symptoms, phys-

ical or psychological, and requests for or conducted end-of-life decisons including 

euthanasia or PAS. Some studies say that symptom burden could have been the 

reason for requests for end-of-life decisions, including euthanasia and PAS; other 

studies disprove this relationship. For instance, examples of such symptoms as 

dyspnoea (OR 1.68) or pain (OR 1.26) are reported more often among patients who 

underwent euthanasia compared to patients who did not(33). Ganzini reported on 

what basis patients considered requests for a prescription of lethal medication: 43% 

of the patients reported pain as the reason for the request, 31% explained they were 

fatigued and another 27% reported dyspnoea as the main reason(34). In his article 

Sullivan states that according to their physicians 26% of patients expressed concerns 

about inadequate control of pain as a reason for PAS(35). Emanuel refuted those fi nd-

ings and concluded in a review that pain in particular was not a predictor or was not 

associated with personal interest in euthanasia or PAS(30). 

Conclusions

The results of our study neither confi rm nor support the fi ndings in the widespread 

literature on the correlation between symptoms (physical or psychological) and 

requests for and the practice of end-of-life interventions. We tend to agree with 

Georges(33) that paying more attention to symptom control and emphasising the 

necessity of achieving the best quality of life in the last phase of a disease will not 

necessarily chase away requests for euthanasia. More investigations need to be con-

ducted to enable the drawing of reliable and valid conclusions about the infl uence of 

symptoms longitudinally close to death. 

Methodological considerations
First we describe the innovative aspects and added value of our prospective study. 

In the following sub-section we put our results and conclusions into perspective by 

describing the limitations of our study. 

Strengths of the study
Innovative study

Past studies have mostly been performed among patients in inpatient or hospital 

settings resulting in a knowledge gap in relation to patients treated in the home care 

setting. A study of patients in the palliative phase of cancer in the home care setting 
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is highly relevant since, in the Netherlands, 60% to 70% of patients die at home(36). 

We have shown that it is possible to perform an intervention study among a group of 

patients in the palliative phase of cancer disease in the home care setting.

Development of the Symptom Monitor

Although various questionnaires were available for the assessment of symptoms 

and quality of life in the palliative phase of illnesses, when we started up our study 

no handy-sized questionnaire was available that focussed on physical symptoms. 

Therefore, we developed a new one, the Symptom Monitor. This self-rating meas-

urement tool distinguishes itself from others in the fi eld because of its handy format 

and the overview it provides when patients pay concise attention to ten most preva-

lent symptoms in the palliative phase of cancer. Our Symptom Monitor also distin-

guishes itself by including a numeric rating scale and by its length which was kept as 

short as possible to enable the attainment of a very quick overview.

Longitudinal study of symptom burden and quality of life during palliative phase of cancer

Before starting up our study we did not know for sure if the usually used quality 

of life or symptom severity assessments pick up on the severity or fl uctuation of 

symptoms in this phase of disease. However it is important to know, especially from 

a clinical point of view, which symptoms and domains of quality of life are longitu-

dinally affected in the palliative phase of disease since these aspects determine the 

starting, modifi cation or stopping of symptom treatment. Doctors can only provide 

well-tuned palliative care when they know which symptoms are present and which 

quality of life domains are affected by the disease.

Our longitudinal prospective study has shown that the assessments used 

(EORTC QLQ C30 and Symptom Monitor) were discriminative enough to pick up 

on symptom prevalence and severity, and quality of life in a group of patients in the 

palliative phase of their disease.

Limitations of the study
Study design

Tumour types

It is possible that selection bias has occurred in our prospective study. On before-

hand, we decided to include only patients presenting with lung, breast or gastroin-

testinal cancers. This means that we excluded patients with, for example, prostate 

cancer, which has a high prevalence in the Netherlands too, or ovarian cancer. Our 

specifi c selection might have limited the generalisability of our results to other 
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types of cancer. However, according to the data on incidence and prevalence in the 

Netherlands, the tumours we selected are the most prominent cancer types relevant 

for the study we performed. 

Palliative phase

In the study protocol we included the physician’s prognosis or estimation of life 

expectancy as an inclusion criterion for patient inclusion. This may have limited 

the study and included participants to some extent. Physicians were asked to recruit 

only patients with a life expectancy of fewer than 12 months. It is known from the 

literature that physicians overestimate the life expectancy of patients in general(37,38). 

Therefore the participant’s prognosis could have affected the actual number of 

patients included in the study. However, in terms of feasibility and as a result of our 

pilot studies, we regarded the physician’s estimation as the best way of determining 

whether a patient was in the palliative phase of cancer. 

Study process

Physician’s attitude

As the study progressed we discovered a general reserve in health care providers 

against recruiting patients. This caused delays in the patient’s total inclusion period 

and may have led to our including fewer patients than we might have if physicians 

had not been so reserved. Performing research among patients in this vulnerable 

stage of disease does raise doubts and scruples. In our study medical specialists and 

GPs were at times disinclined to include their patients in the randomised controlled 

trial. The reasons for this were the perceived burden for the patient and the physi-

cian’s protective attitude that wanted to spare patients in their last phase of living 

from involvement in research.

As we depended on efforts of GPs and medical specialists to fi nd patients willing 

to be included in our study, this raised a patient recruitment problem for us as 

researchers. Therefore we monitored the inclusion process carefully and whenever 

a recruitment problem arose with a GP or medical specialist we tried to resolve this 

with the personal approach, taking the time to discuss doubts or conscientious 

objections. We discovered that showing our willingness to lend a ready ear led grad-

ually to a reduction in doubts. The inclusion procedure became a joint venture, with 

mutual and give-and-take cooperation between researchers, doctors and nurses. As 

a result we fi nally managed to include 146 patients in total in our prospective study, a 

considerably large number in palliative care research.
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Attrition rate

Our study results and the ability to detect statistically signifi cant differences between 

the two trial groups on outcomes as symptom burden and quality of life were infl u-

enced by a high attrition rate. During the study period we lost patients due to death 

or rising severity of illness (one-third of the initial cohort of 146 patients). To mini-

mise the effect of attrition, we put great effort into achieving quality data from the 

still participating patients. Palliative care research inevitably has a high attrition rate 

which is refl ected by the diffi culty of detecting statistical signifi cance. Large-scale 

studies must be performed to enable researchers to draw conclusions applicable to 

patients in this phase of disease. In our study we did our best to ensure the inclusion 

of the largest number of patients as possible, but were not able to diminish every 

effect from the attrition rate during the study follow up.

Recommendations for clinical practice & future research
Finally, in this section we consider the implications our studies might have for daily 

clinical practice and we make suggestions for further research in the palliative phase 

of cancer and palliative care in general.

Clinical practice
Understanding symptoms and quality of life as guidance for treatment

The most important goal of palliative care is to try to achieve the best possible 

quality of life for patients, which implies understanding and providing good support 

for their symptoms. The symptomatic burden of disease affects quality of life to a 

large extent. Control of symptoms in this phase of disease can therefore provide 

guidance for starting up, modifying or stopping treatment. This study shows that 

the insights gained through regular monitoring of symptoms can be of great use in 

clinical practice. 

Usage of symptom monitoring by patient and physician

This prospective study shows that the Symptom Monitor can have a good infl uence 

on longitudinal symptom burden and quality of life. Providing patients with this 

handy tool is one way of being able to monitor symptom burden; using it did not 

appear to be a burden to the patient. We think that more physicians should become 

aware of the availability of the Symptom Monitor and be encouraged to use it in the 

consultation room so that not only patients but they themselves can benefi t from the 

knowledge it provides. As researchers and developers of the Symptom Monitor, we 
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recommend its use in daily clinical practice as it allows physicians to anticipate and 

react to current symptoms. Indeed we recommend the use of any form of symptom 

monitoring preceding patient and physician consultations, especially when patients 

are in the palliative phase of cancer. 

Future research

This study raises a new research question. Is symptom monitoring an adequate 

method of controlling symptoms and the quality of life in the fi nal phase of cancer? 

An answer to this question requires further research in future studies similar to the 

one we did, in which symptom monitoring (using the Symptom Monitor) was the 

intervention. 

Combining our results and those of other researchers will give even more insight 

into the complexity of the palliative phase of cancer, symptom burden and quality 

of life among this patient group. The Symptom Monitor can be used both in clinical 

practice and in future research. 

The effect of using the Symptom Monitor can be further optimised if the instru-

ment is not only used for patients’ self-reporting but also as an instrument to 

support communication between patient and physician. Further research needs to 

be done to investigate whether the Symptom Monitor can support communication 

between patients and health care providers further. 

Larger group of participants

Due to the high attrition rate in our study we recommend that more studies with 

similar designs be undertaken to evaluate the generalisability and consistency of our 

results. Analysing the effect of a symptom monitoring instrument on larger groups 

of participating patients will add to the knowledge already gained and hopefully will 

lead to detectably stronger, statistically signifi cant differences.
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