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Abstract
Objective: In this study among patients with cancer in the palliative phase, we 

analysed whether assessing the symptom, which is causing the most trouble in the 

patient’s every day life (‘most troublesome’ symptom) had added value apart from 

the presence and severity of symptoms, which are most commonly assessed in 

clinical practice. 

Methods: Patients with cancer (lung, gastro-intestinal, breast cancer) in the 

palliative phase from two non-academic hospitals were included in the study. Using 

the Symptom Monitor tool, 10 physical symptoms were assessed with regard to 

presence and severity. The Symptom Monitor has an extra added item indicating as 

the ‘most troublesome’ symptom. This item was monitored to determine whether it 

had added value apart from the presence of symptoms and ‘most severe’ symptom. 

The severity score on the indicated ‘most troublesome’ symptom was subtracted 

from the severity score of the ‘most severe’ symptom. The generated delta score of 

0 indicated no added value, whereas a score of one or more indicated that the ‘most 

troublesome’ symptom would have been missed if not specifically asked for by the 

physician, because its severity was lower that the ‘most severe’ symptom.

Results: One hundred and forty-six patients reported 590 symptoms to 

be present. In total, 227 symptoms were reported as ‘most severe’ symptom 

(n = 138 patients). Among these, fatigue (n = 52) and pain (n = 24) were reported 

most frequently as ‘most severe’ symptom. In total, 134 patients indicated a 

symptom as ‘most troublesome’. Fatigue (n = 33; 25%) and pain (n = 22; 16%) were 

also indicated by most of these patients as the ‘most troublesome’ symptom. 

One hundred and fifty-two comparisons could be made between the ‘most 

severe’ and the ‘most troublesome’ symptom. In 102 (67%) of the comparisons 

assessing the ‘most troublesome’ symptom had no added value: the score for ‘most 

severe’ symptom did not differ from the score for the ‘most troublesome’ symptom 

revealing a delta score of 0. In 23 times (15%) of the 152 comparisons made, the 

delta score was 1 and in 27 (18%) of the comparisons the delta score was 2 or more 

indicating that assessing the ‘most troublesome’ symptom substantially had added 

value. 

Conclusion: In patients in the palliative phase of their disease, extra attention for 

the ‘most troublesome’ symptom is needed. In our study, in almost 1/3 of the cases, 

this symptom would have been missed the physicians attention if not specifically 

asked for. 
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Practice implications: We recommend not only to assess the presence and severity of 

symptoms, but furthermore to assess the patient’s ‘most troublesome’ symptom in 

addition.

Introduction 
An important goal to pursue in palliative care is the relief of symptoms. Whereas 

cure is not attainable anymore, significant improvement in quality of life might be 

achieved by adequate symptom treatment. The consideration to deploy symptom 

treatment in clinical practice is usually based on the presence and severity of those 

symptoms. However, the impact of this practice for every day life, as perceived by 

patients, might not be congruent with the presence and severity of symptoms from 

a medical point of view. To be able to respond more precisely to the patient’s needs, 

a patient-centred approach is necessary(1,2). As a consequence, besides the evaluation 

of presence and severity also the evaluation of the symptom, which is ‘most trouble-

some’ for the patient seems indicated. 

In this article, we describe a concept of assessing symptoms in the above-mentioned 

way. This in line with other findings in the literature(3-7) that especially in patients with 

cancer, the impact of symptoms in patients’ every day life can be better performed if 

more information is explored on the experience of patients about their symptoms.

We recently performed a study in which we used the Symptom Monitor(8) as 

an intervention among patients with cancer in the palliative phase. This Symptom 

Monitor was developed to fit the patient perspective by adding an extra item. Besides 

items that measure the presence and severity of symptoms, we added an item that 

indicates which symptom the patient considers to be the ‘most troublesome’. We 

assumed that this extra item had added value because it gives rise to a careful con-

sideration which symptom causes the patient the most trouble in every day life. This 

extra item might affect the attention of physicians and the treatment of symptoms.

The research question of this study was: does the extra item of the ‘most trouble-

some’ symptom have added value, or is severity congruent with perceived trouble-

someness of symptoms? 
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Methods 
Patients 
Patients were recruited from two non-academic hospitals (no cancer hospitals, 

or specialised cancer units) in the environment of Amsterdam and from General 

Practitioners (GPs) working in practices in the catchment area of these hospitals. The 

inclusion period reached from January 2000 till June 2002. Patients were selected for 

the study considering the following inclusion criteria: advanced breast carcinoma or 

gastrointestinal cancer (pancreatic, oesopha gus, colon or  stomach carcinoma) with 

progressive disease (metastases, local recurrence, etc.) or lung carcinoma (small-cell 

lung cancer (SCLC) extensive disease or non small-cell lung cancer (NSCLC) stage 

IIIb and IV). Only patients in the palliative phase were selected. The palliative phase 

was defined as having non-curable cancer with a life expectancy of 1–12 months as 

judged by their physician. Undergoing treatment (local radiotherapy or ((palliative) 

chemotherapy), was no reason for excluding patients from the study. 

Criteria for exclusion were: poor knowledge of the Dutch language, mentally 

incompetent to fill in the questionnaire (e.g. dementia) without having a closely 

related proxy, <18 years, too ill to be interviewed (as judged by the physician). 

With help from the medical specialist, the research team searched for eligible 

patients by scanning, every week, all patient’s medical (electronic) dossiers on the 

outpatient clinics of the two hospitals. Identified and eligible patients were asked 

by their physician (GP or medical specialist) to participate in a prospective study. 

In this prospective study the usefulness of structured symptom monitoring by the 

patient on symptom treatment by the physician was assessed. The research ques-

tion as described in this publication was part of an assessment among all patients 

included in this study. Written consent was obtained from every patient after being 

fully informed about the study by their GP, oncology nurse or medical specialist. 

A member of the research team visited the patients at home. During this home visit 

the patient was informed about the study and completed the questionnaire.

Assessment of characteristics (demographics, medical history, etc.) was 

performed from medical data of the GP practices and medical records from the 

hospitals.

The results described in this article represent one measurement for each patient. 

This measurement was part of the baseline assessment of a (more extensive) longi-

tudinal study.
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This study was approved by the Medical Ethical Committee of the Academic Medical 

Centre in Amsterdam. We confirm all patient identifiers have been removed or dis-

guised so the patients described are not identifiable.

Assessment 
All participants filled in the Symptom Monitor(8) as part of a self assessed exten-

sive questionnaire. Besides the Symptom Monitor, questions about quality of life, 

utilization of care and satisfaction with care were assessed in this questionnaire. The 

Symptom Monitor focused on the 10 most frequent symptoms in the palliative phase 

of cancer: pain, nausea, vomiting, diarrhoea, constipation, lack of appetite, breath-

lessness, coughing, sleeplessness and fatigue(9,10). Assessment of presence, severity 

and the ‘most troublesome’ symptom took place by scoring these symptoms on a 

Numeric Rating Scale (NRS)-score from 0, indicating the absence of the symptom, 

to 10, representing the most imaginable severity.

The development of the Symptom Monitor took place in three phases to optimise 

the type of questioning and answering of the questionnaire and to test feasibility and 

reliability(8). 

Data analysis 
Symptom presence of the 10 symptoms was analysed by counting how many 

patients, in number and percentage of the total 146 patients, reported a particular 

symptom as present (NRS score more than 0). The severity of the present symptoms 

was examined by evaluating how high the patients scored on the Numeric Rating 

Scale from 1 to 10 on the mentioned 10 symptoms. The most severe symptom(s) was 

(were) analysed by calculating the symptom(s) with the highest score(s) on the NRS 

within every individual patient. This implies that patients could report more than 

one symptom as being ‘most severe’. If the patients had scored two or more symp-

toms with the highest severity score, all those symptoms were analysed as ‘most 

severe’ symptoms. 

At the end of the list patients had to indicate 1 out of the 10 symptoms, which 

caused them the most trouble in the former week. Those symptoms were described 

in this article as the indicated ‘most troublesome’ symptom. Patients could add 

other existing symptoms, apart from the mentioned 10, to the list. 

To distinguish whether the added item of the ‘most troublesome’ symptom had 

added value, the severity (NRS) score of the symptom indicated as ‘most trouble-

some’ was related to the symptoms with the highest severity score. This was done 

for each individual patient. The difference between the severity level of the ‘most 
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severe’ symptom and the severity level of the indicated ‘most troublesome’ symptom 

was determined. This generated a delta score. A delta score of 0 meant that there 

was no difference between the severity level of the ‘most severe’ symptom and the 

‘most troublesome’ symptom. In that situation, scoring the ‘most troublesome’ 

symptom apart from severity does not had added value. A delta score of 1 or more 

meant that the symptom, which was scored as ‘most troublesome’ had a lower 

severity score than the symptom, which was mentioned as ‘most severe’, indi cating 

that scoring both troublesomeness and severity of symptoms has added value. We 

were especially interested in a delta score of 2 or more because such a discrepancy 

indicated that the ‘most troublesome’ symptom could be missed the physician’s 

attention since in daily practice the patient is only asked for the present and most 

severe symptoms. A delta score of less than 0 was not possible since the ‘most trou-

blesome’ symptom could not have a higher severity score than the severity score on 

the ‘most severe’ symptom.

We considered to perform a correlation technique involving the scores on the 

‘most severe’ and ‘most troublesome’ symptom by ranking the symptoms, but in a 

pilot study patients had substantial cognitive problems with ranking 10 symptoms 

in order of severity and troublesome ness. 

Analysis 
Descriptive statistics were used to assess patient’s general characteristics and the 

calculation of the differences in NRS scores. Data were analysed using SPSS soft-

ware version 11.0.5. 

Results 
Of all 178 patients who were eligible, 159 (89%) agreed to participate in the study 

(Fig. 1): 4 patients were in the terminal stage (last weeks of living), 13 patients refused 

(without giving a specific reason) and 2 patients were too involved in their treat-

ment to be able to participate. Before the first home visit could take place, another 

13  patients dropped out; 7 patients had reached the terminal stage of their disease 

and were therefore unable to participate, 3 patients had died and 3 patients refused to 

participate after all. In total, 146 patients (91.8%) were included in the analysis. 

A slightly higher percentage of the participants were women (56%) (Table 1). 

The majority of patients were living together (74%) and most of the patients had 

lung (37%) or gastro-intestinal cancer (37%).
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Figure 1: Flow chart of patients recruitment and drop outs in the study

178 selected eligible patients

non participation:
- 2 too occupied with disease/treatment
- 4 in terminal stage
- 13 refusal

drop out before assessment:
- 3 died
- 7 in terminal phase
- 3 refusal

159 patients

baseline assessment: 146
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Presence 
The group of participants (n=146) reported 590 symptoms to be present. The 

majority of patients (n=97, 66%) experienced 3, 4, 5 or 6 present symptoms at the 

same timepoint. Three patients of the total group did not report any symptom to be 

present (scored 0 on the NRS on the 10 symptoms).

Fatigue and pain were mentioned by the highest percentage of the 146 patients 

as present (82% and 62%, respectively) (Table 1). Also lack of appetite (49%) and 

shortness of breath (48%) had a high presence rate. Vomiting was with 9% (n=13) 

the symptom less present in this group of patients.

The ‘most severe’ symptom 
The total group of 146 patients reported 227 symptoms as ‘most severe’ symptom. 

From 138 patients the ‘most severe’ symptom could be analysed, if 3 patients did not 

report any symptom to be present and from another 5 patients no complete set of 

scores on the 10 mentioned symptoms was available. 

The majority of patients scored either one (66%) or two symptoms (19%) as ‘most 

severe’ (Table 1) at the same time. Most patients reported fatigue and pain (Table 2) 

as ‘most severe’ symptoms (37.7% and 17.4%, respectively). The third symptom in 

this top three was lack of appetite (16.7%).

Within the list of ‘most severe’ symptoms, the symptoms were also presented in 

Table 2 by their mean severity (NRS) scores. Diarrhoea had the highest mean severity 

score (7.2). Lack of appetite and nausea thereafter were scored as highest, both with 

a mean of 7.0. Shortness of breath had the lowest mean severity score (5.3) within 

the list of all ‘most severe’ symptoms.

The proportions of patients mentioning a symptom as ‘most severe’ and the ranking 

of the mean severity scores within the list of ‘most severe’ symptoms was compared. 

Fatigue and pain were dominant (n=52 and n=24, respectively) and had a rather 

high mean severity score of 6.7 and 6.6, respectively. Even though only a low propor-

tion of patients (n=10) scored diarrhoea as ‘most severe’, nonetheless diarrhoea had 

the highest severity score (mean 7.2) of all ‘most severe’ symptoms. 

The ‘most troublesome’ symptom 
A number of 134 patients indicated a symptom as being the ‘most troublesome’ 

symptom in the past week. 
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Table 1: General characteristics 

Demographics: n=146 patients Total n (%)

Age (mean in years)  64.4

Gender

 men  64 (43.8)

 women  82 (56.2)

Living situation

 alone  38 (26.0)

 together 108 (74.0)

Type of cancer

 breast  33 (22.6)

 lung  54 (37.0)

 gastro-intestinal  54 (37.0)

 other   5  (3.4)

Top 4 of most present symptoms* in nr of patients and (%)
(total number of present symptoms: 590)

 fatigue 120 (82.2)

 pain  90 (61.6)

 lack of appetite  72 (49.3)

 shortness of breath  70 (47.9)

Number of symptoms scored as ‘most severe’* in nr of patients (%)

 1 symptom  96 (65.8)

 2 symptoms  27 (18.5)

 3 symptoms  14  (9.6)

 ≥ 4 symptoms   6  (4.1)

* 3 patients had no symptoms.



48 Symptom monitoring and quality of life of patients with cancer in the palliative phase

The top 3 of ‘most troublesome’ symptoms (Table 3) was headed by fatigue (24.6% 

of the patients), pain (16.4%) and shortness of breath (10.4%). Lack of appe tite and 

nausea were reported by less than 10 patients, but nonetheless did belong to the top 

5 of ‘most troublesome’ symptoms. 

Within the list of ‘most troublesome’ symptoms, the mean scores were pre-

sented in Table 3. Lack of appetite had the highest mean score (7.3). Pain was scored 

by a rather large proportion of patients as ‘most troublesome’ (n=22), whereas 

the mean score was the lowest of all (5.2) within the list of ‘most troublesome’ 

symptoms. Also shortness of breath, belonging to the top 3 of ‘most troublesome’ 

 symptoms, had a relatively low mean of 5.4.

A rather high proportion of patients reported an ‘extra symptom’ as ‘most 

severe’ (42 times) or ‘most troublesome’ (n=25 patients). However, there was such 

a diversity in kind of symptoms (e.g. loss of muscle strength (n=2), dermatological 

complaints on hands and feet (n=2), itching (n=1) stomatitis (n=1), etc.) that com-

parisons could not be made on a group level.

In 152 cases (134 patients indicated one symptom as ‘most troublesome’ and 

138 patients reported 227 symptoms as ‘most severe’) a comparison between the 

‘most troublesome’ and the ‘most severe’ symptoms could be made. 

Table 4 indicates the distance, delta scores, of the severity scores given on the 

‘most severe’ symptom opposed to the score on the ‘most troublesome’ symptom. 

Table 2: Number of times a patient scored the symptom 
as ‘most severe’ and (%) of all 204 mentioned ‘most 
severe’ symptoms (MS) and mean (SD) (n=138 patients*)

n (%) mean (SD)

fatigue 52 (37.7) 6.7 (2.5)

pain 24 (17.4) 6.6 (2.7)

lack of appetite 23 (16.7) 7.0 (1.9)

sleeplessness 13  (9.4) 6.5 (1.9)

constipation 13  (9.4) 6.9 (2.5)

shortness of breath 12  (8.7) 5.3 (2.6) 

diarrhoea 10  (7.2) 7.2 (2.0)

coughing  9  (6.5) 6.3 (1.9)

nausea  6  (4.3) 7.0 (2.1)

other symptoms 42 (30.4) 6.7 (2.2)

* 5 missing, 3 patients had no symptoms.

Table 3: Patients who indicated a symptom as ‘most 
troublesome’ in number and (%) (MT) and mean (SD) 
(n=134 patients*)

n (%) mean (SD)

fatigue 33 (24.6) 6.3 (2.4)

pain 22 (16.4) 5.2 (2.7)

shortness of breath 14 (10.4) 5.4 (2.0)

lack of appetite  9  (6.7) 7.3 (2.3)

nausea  8  (5.9) 5.4 (2.9) 

sleeplessness  6  (4.5) 6.2 (2.0)

coughing  6  (4.5) 6.3 (2.3)

diarrhoea  6  (4.5) 6.8 (1.5)

constipation  5  (3.7) 5.8 (0.8)

other symptoms 25 (18.7) 6.4 (2.1)

* 9 missing, 3 patients had no symptoms.
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Table 4: Generated delta scores comparing severity scores of the ‘most severe’ symptom minus the scores on the 
indicated ‘most troublesome’ symptom (total number of patients n=134*)

MS
n (%) 
total=152

mean MS 
(SD)

MS = MT
n (%)=102 
(67%)

MS ≠ MT
n (%)=50 
(33%)

delta scores

1 2 > 2

fatigue 49 (32.2) 6.7 (2.5) 35 (71.4) 14 (28.6) 7 (14.3) 5 (10.2) 2  (4.1)

pain 20 (13.2) 6.6 (2.7) 15 (75.0)  5 (25.0) 3 (15.0) 2 (10.0) -

shortness of breath 12  (7.9) 5.3 (2.6) 12 (100)  - - - -

lack of appetite 22 (14.5) 7.0 (1.9) 11 (50.0) 11 (50.0) 3 (13.6) 3 (13.6) 5 (22.7)

nausea  6  (3.9) 7.0 (2.1)  3 (50.0)  3 (50.0) 1 (16.7) 1 (16.7) 1 (16.7)

sleeplessness 13  (8.6) 6.5 (1.9)  7 (53.8)  6 (46.2) 2 (15.4) 3 (23.1) 1  (7.7)

coughing  9  (5.9) 6.3 (1.9)  5 (55.5)  4 (44.4) 3 (33.3) 1 (11.1) -

diarrhoea  8  (5.3) 7.2 (2.0)  6 (75.0)  2 (25.0) - 1 (12.5) 1 (12.5)

constipation 13  (8.6) 6.9 (2.5)  8 (61.5)  5 (38.5) 4 (30.8) - 1  (7.7)

* 152 complete sets to compare the ‘most troublesome’ and ‘most severe’ symptoms 
(from 134 patients with complete assessment).
MS= ‘most severe’ symptom, MT= ‘most troublesome’ symptom.
Delta score: NRS score on MS symptom – NRS score on MT symptom.

Cases in which assessing the ‘most troublesome’ symptom had no added value
Assessing the ‘most troublesome’ symptom had no added value if there was no dif-

ference in score with the measured ‘most severe’ symptom which is usually assessed 

in daily clinical practice. This meant that the delta score (subtracting the score 

on the ‘most troublesome’ symptom from the severity score on the ‘most severe’ 

symptom) was 0.

In 102 of all 152 comparisons (67.1%) (Table 4) the score on the ‘most trouble-

some’ symptom and ‘most severe’ symptom did not differ, so assessing the ‘most 

troublesome’ symptom had no added value. This was seen irrespectively of a high or 

low presence. In about 50% the severity scores of sleeplessness and lack of appetite 

matched as being ‘most severe’ and ‘most troublesome’ symptom. In low present 

symptoms like constipation and diarrhoea a high similarity in score was found 

(61.5% and 75.0%, respectively). All patients who scored shortness of breath with 

the highest severity score had also mentioned this symptom as ‘most troublesome’.

Cases in which assessing the ‘most troublesome’ symptom had some 
added value 
Assessing the ‘most troublesome’ symptom was con sidered to have some added 

value if the delta score was 1 (the severity score on the ‘most troublesome’ symptom 
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was one point lower than the ‘most severe’ symptom). In 23 (15%) of the 152 com-

parisons, the delta score showed not more than one point difference.

In some symptoms, like fatigue and pain, about 25% of the patients scored the 

‘most troublesome’ symptom with a lower severity score as the severity score on 

the ‘most severe’ symptom. Especially in fatigue 14.3% of the patients scored this 

symptom 1 point lower as being the ‘most troublesome’ symptom. In lack of appe-

tite the difference of one was most striking (50% of the patients).

Cases in which assessing the ‘most troublesome’ symptom certainly had 
added value
A delta score of 2 or more was considered to be an indication that, without doubt, 

assessing the ‘most trouble some’ symptom had added value. This was the case in 

27 (17.8%) of the 152 comparisons made.

Despite a high similarity in the most present symptom fatigue (MS = MT in Table 4), 

still 28.6% of the patients reported another symptom as being the ‘most trouble-

some’ symptom. In half of those patients the delta score was even 2 or more. For a 

low prevalent symptom like sleeplessness, 30% of the times patients scored a delta 

score of 2 or more. In lack of appetite the delta scores were most remarkable: half of 

the patients scored a delta score of 1 or 2 points and even five patients (21.7%) indi-

cated that the ‘most troublesome’ symptom’ had a score of 2 points lower.

Discussion and conclusion 
Discussion 
We conclude that assessing the extra item of the ‘most troublesome’ symptom does 

have an added value in cancer patients in the palliative phase of their disease. In 

our study we found that the assessment of symptoms only based on presence and 

severity, which are usually assessed as a guidance by clinicians, lacks information 

about the patient’s experience of the distress and interference of symptoms in their 

everyday life.

Conclusion 
Even if a patient had a high severity score on one symptom, did not necessarily 

imply that this symptom equally causes (the most) trouble in patient’s daily living. 

This holds true for almost 33% for the comparison in NRS (severity)-score: patients 

reported a 1 or 2 points lower score on the symptom which was indicated as ‘most 
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troublesome’ compared to the score on the ‘most severe’ symptom. When clini-

cians only ask their patients to report their present and ‘most severe’ symptoms, 

they would miss the symptom, which actually causes the patients the most trouble 

in every day life in one third of the cases. In some symptoms the difference in score 

was even more than 2 points on the 10- point scale. 

A high similarity in scores between ‘most severe’ and ‘most troublesome’ was found 

in a symptom like fatigue. In contrast, a difference in scores in lack of appetite was 

most striking where the difference between the ‘most trouble some’ symptom and the 

‘most severe’ symptom reached 2 or more in NRS score in half of the cases. However, 

there are symptoms, often less prevalent, like in our study shortness of breath, where 

patients in all cases perceive this symptom as ‘most severe’ and as ‘most trouble-

some’. Nevertheless, in general, the commonly assessed item of severity lacks infor-

mation about the troublesomeness of symptoms for the individual patient. Assessing 

the extra item of the ‘most troublesome’ symptom can help in solving this problem. 

In this study we elected patients to choose 1 symptom out of the 10, which was 

labeled as their ‘most troublesome’ symptom. This is in contrast with the reporting 

of the ‘most severe’ symptom where per individual more than one symptom could 

be scored. By forcing patients to select one symptom as ‘most troublesome’ an 

underreporting of these symptoms could have taken place. We did stay by our deci-

sion to force the patient in selecting one symptom because in this study we wanted 

to know whether patients are able to distinguish a symptom having a high severity 

score from a symptom bothering them the most in daily life. The results of our study 

show that patients are indeed able to differentiate between ‘most troublesome’ and 

‘most severe’ symptoms. Our study also demonstrates that considering ‘most trou-

blesome’ and ‘most severe’ as two different entities is of clinical relevance. 

Focusing only on one symptom, which was selected by the patient as the most 

troublesome is not advisable in daily clinical practice. Assessing the most trou-

blesome symptom in clinical practice in addition to the present and most severe 

symptoms would be of our advice to handle the mostly complex symptom burden of 

the patient in the palliative phase of cancer. With adding this particular item to the 

assessment of symptoms by the physician in daily practice, the whole wide spectrum 

of symptoms should not slip from his notice.

Assessing the impact symptoms have in every day life of patients with cancer 

is not totally new. Quite a few studies in the past tested questionnaires (SES, SDS, 

CAMPAS-R, MSAS, BPI)(3-7), which assess not only symptom frequency or severity 
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among patients with cancer, but also focus on symptom distress. In line with 

our results described in our manuscript, those studies stress the importance of 

assessing symptom distress as the essential component of symptom measurement. 

However the Symptom Monitor has some added value to those existing question-

naires. The Symptom Monitor is meant to be used as a mnemonic device in any 

contact of the patient with their physician. That calls for other requirement in the 

format and content of the questionnaire. At first the Symptom Monitor had to be 

in handy sized format and easy to use in clinical practice. Questioning out all the 

present symptoms on presence, severity and troublesomeness would not have been 

useful in daily clinical practice at all and could be an annoyance for the patients in 

the palliative phase of cancer to fill in every week. The Symptom Monitor currently 

has become a comprehensive and practical tool. Secondly in contrast with other 

questionnaires, within the Symptom Monitor patients were forced to choose one 

symptom that caused them the most trouble. In choosing one symptom as most 

troublesome symptom, treatment can be centered more to the symptom, which is 

causing the most trouble in every day life of the patient at that particular moment. 

Physicians than are more focused on the symptom that has to be treated in any case.

We included a number of 146 patients in this study. This is a rather small number. 

A broad subgroup-analysis with this small number of patients was not possible. 

However we could not see any differences in perceived ‘most trouble some’ or ‘most 

severe’ symptoms and delta scores comparing patients with different tumour types 

or age group. We recommend to test our hypothesis in a larger study among patients 

with cancer or other diseases in the palliative phase. Specifically this stage of disease 

needs a differentia tion in the trouble the patients experience and the severity of 

these symptoms. Treatment can be adjusted more precisely to the perception and 

perspective of patients. In this way quality of care and subsequently quality of life in 

this palliative phase might be improved as well.

Practice implications 
As a result of our study we recommend physicians and researchers to not only assess 

the presence and severity of symptoms as a guidance to start up or modify treat-

ment, but to assess the patient’s ‘most troublesome’ symptom as well. This reflects 

the patient’s perspective better. 
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