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Symptom evaluation in palliative medicine:
patient report vs systematic assessment

Abstract Purpose: This study ex-
amined symptoms reported by pa-
tients after open-ended questioning vs
those systematically assessed using a
48-question survey. Materials and
methods: Consecutive patients re-
ferred to the palliative medicine
program at the Cleveland Clinic
Foundation were screened. Open-
ended questions were asked initially
followed by a 48-item investigator-
developed symptom checklist. Each
symptom was rated for severity as
mild, moderate, or severe. Symptom
distress was also evaluated. Data were
collected using standardized pre-
printed forms. Results: Two hundred
and sixty-five patients were examined
and 200 were eligible for assessment.
Of those assessed, the median age
was 65 years (range 17-90), and
median ECOG performance status
was 2 (range 1-4). A total of 2,397
symptoms were identified, 322
volunteered and 2,075 by systematic
assessment. The median number of
volunteered symptoms was one
(range zero to six). Eighty-three

percent of volunteered symptoms were
moderate or severe and 17% mild.
Ninety-one percent were distressing.
Fatigue was the most common symp-
tom identified by systematic assess-
ment but pain was volunteered most
often. The median number of symp-
toms found using systematic assess-
ment was ten (0-25). Fifty-two percent
were rated moderate or severe and
48% mild. Fifty-three percent were
distressing. In total, 69% of 522 severe
symptoms and 79% of 1,393 distress-
ing symptoms were not volunteered.
Certain symptoms were more likely to
be volunteered; this was unaffected by
age, gender, orrace. Conclusion: The
median number of symptoms found
using systematic assessment was ten-
fold higher (»<0.001) than those
volunteered. Specific detailed symp-
tom inquiry is essential for optimal
palliation in advanced disease.

Keywords Cancer - Palliation -
Symptoms - Pain - Fatigue - Anorexia

Introduction

An estimated 555,500 Americans died from cancer in 2002
[1]. Relieving distressing symptoms and managing com-
plications are essential in improving the quality of life of
patients with advanced cancer [2]. Advanced cancer pa-
tients are polysymptomatic with a median of 11 (range 1—
27) symptoms [3-5]. The most common symptoms are
fatigue, dry mouth, pain, and anorexia. The prevalence of

certain symptoms is influenced by age (e.g., pain), gender
(e.g., nausea), and the primary site (e.g., cough and lung
cancer). Some symptoms are associated with shorter sur-
vival. In clinical practice, a significant difference appears to
exist between symptoms reported following an open-ended
question and those identified when specifically inquired.
We report a study that examined this phenomenon and
compared symptoms volunteered vs those systematically
assessed on a 48-question survey.
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Materials and methods

We conducted a prospective study to compare the number
of symptoms volunteered during interview vs those chosen
on a 48-item survey (systematic assessment). The 48-item
survey was an empirically derived investigator-developed
checklist of symptoms experienced by patients with ad-
vanced cancer. It was based on the classic internationally
used system review used during standard clinical history
taking and physical examination [6]. Similar approaches
have been used by our group in the past yielding valuable
information about the symptomology of advanced disease
[3-5]. The current checklist was modified slightly from
prior versions based on our collective experience in using
such lists in both clinical practice and research activities.
The study was approved by the Cleveland Clinic Institu-
tional Review Board. All inpatients and outpatients
referred to the Palliative Medicine Program at the Cleve-
land Clinic Taussig Cancer Center during a 5-month period
were enrolled. No specific referral criteria are used for
admission to the program; that decision is at the discretion
of the referring physicians. Delirious, sedated, and coma-
tose patients and those with hearing or speaking problems
were excluded. Demographic data, e.g., age, gender, race,
primary disease, and Eastern Cooperative Oncology Group
(ECOG) performance status, were collected at initial
consultation by the palliative medicine attending or fellow
physician. All of the interviews were conducted by phy-
sician research fellows who were specifically trained for
the task and who were aware the data was collected solely
for research purposes. Standardized pre-printed forms were
used. The interview took about 10 min to complete.

Interview questions

The interview started with an open-ended question: “How
are you feeling?” followed by a second symptom-directed
question, “What symptoms are you having now?” The
patient was asked to rate every volunteered symptom for
severity (mild, moderate, or severe) and also for distress by
asking, “Is it bothering or distressing you?” A third chance
to report symptoms was given before starting the system-
atic assessment by asking, “Is there anything else?”

Systematic assessment

The systematic assessment consisted of a 48-symptom
survey completed by directly asking the patient about spe-
cific symptoms. Symptoms volunteered initially were
excluded. The assessment included another symptom cat-
egory to capture symptoms not identified in the survey. The
patient was asked to rate every reported symptom for
severity (mild, moderate, or severe) and for distress (yes/
no) by asking, “Is it distressing or bothering you?” A copy

of the evaluation tool is in Fig. 1. The Bedside Confusion
Scale (BCS) [7], which utilizes an observation of alertness
at the time of patient interaction followed by a timed task of
attention, was administered to all eligible patients (0—not
confused, 1—borderline, and >2—confused) to determine
cognitive function and its possible effect on symptom
reporting.

Statistical analysis

Descriptive statistics were summarized as frequencies and
percentages for categorical variables and as the median
and range for continuous variables. Percentages were
rounded to the nearest whole number. The ¢ test was used
to compare the number of volunteered and systematically
assessed symptoms between men and women, Caucasian
and non-Caucasian, and those with Bedside Confusion
Scale (BCS)<2 and BCS>2. The chi-square test was used
to compare distress according to severity. Multivariable
logistic regression analysis was used to determine correlates
of symptom volunteering. The analysis model was devel-
oped using 2,397 symptoms, 322 of which were volun-
teered. Forty-four variables were considered in the model:
patient type (inpatient or outpatient), gender, age, race,
performance status, diagnosis type (cancer or non-cancer),
whether the symptom was distressing (yes/no), symptom
severity (mild, moderate, or severe), and absence or
presence of 36 symptoms. Twelve symptoms could not be
evaluated with logistic regression analysis because either all
or none of these 12 symptoms had been volunteered. A
stepwise selection procedure was used which allowed
variables to enter the model if p<0.10 but required p<0.05
to remain in the final model. Results are summarized as the
odds ratio (OR), 95% confidence interval for the odds ratio
(OR), and the corresponding p-value. To quantify how these
variables (symptom severity, distress, or specific symptoms)
influenced the likelihood of volunteering, model-based
probabilities of volunteering were done for all combinations
of variables in the final multivariable logistic regression
model.

Results
Patients

Two hundred and sixty-five consecutive patients were
enrolled and screened. Sixty-five were not assessed; of
these, >50% were delirious or sedated and 69% had an
ECOG of 4. Two hundred were entered in the study
(Table 1); 107 (54%) were men and 93 (46%) women.
Median age was 65 years (range 17-90). One hundred fifty-
four (77%) were Caucasian, 40 African American (20%),
and six Hispanic or Asian (3%). One hundred twelve (56%)
were outpatients and 88 (44%) inpatients. ECOG perfor-
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mance status was 1-82 (41%), 2-43 (21%), 3—60 (30%), bone (20%), 14 in the brain (8%), and 23 in other metastatic
and 4-15 (8%). Amongst the 181 cancer patients, metas- sites (13%). One hundred forty-seven (73%) scored less
tases had been observed in 49 of them in the lymph node than 2 on the BCS, i.e., either were not confused as judged
(27%), 45 in the lung (25%), 45 in the liver (25%), 36 inthe by the BCS or had a borderline score.

Fig. 1 Palliative medicine Date________ I/IP | OP ECOG

symptom assessment
Patient name 0 Normal activity, no limitation

CCF# 1 Some limitation in active work

Gender: M F Age: 2 Requires considerable assistance

_ Date

Diagnosis_ 3 Spend most of the day (>50%) in bed

EOD BR BO LI LU LN Other

(Check the box below if the patient’s symptoms can not be assessed)

O Symptoms cannot be assessed because

Q: How are you feeling today? (Record the patient’s words exactly)
Q: What symptoms are you having now, what is bothering you today?

-Circle MI, MO, or S if the patient volunteers a symptom

-Circle B if the symptom is bothering the patient by asking “is it bothering or distressing you?”

1. Agitation Mi Mo S B Mi Mo S
2. Anorexia Mi Mo S B 31. Incontinence/stool
. . Mi Mo S B
3. Anxiety Mi Mo S B 32 ltching Mi Mo S B
4 Baddreams  Mi" Mo =SB 33. Indigeston Mi Mo S B
5. Belching Mi Mo S B
6. Blackout Mi Mo S B 34. Memory Problems
7. Bloating Mi Mo S B Mi Mo S B
8. Confusion Mi Mo S B 35. Myoclonus Mi Mo S B
9. Constipation Mi Mo SB 36. Nausea Mi Mo S B
10. Cough Mi Mo S B T
11. Chills Mi Mo S B 37. Numbnessl/tingling in hands and
12. DepressionMi Mo S B feet
13. Dry mouth Mi Mo S B Mi Mo S B
14. Diarrhea Mi Mo S B 38. Pain Mi Mo S B
15. Dizziness Mi Mo S B 39. Skin changes
. . Mi Mo S B
16. DrowsinessMi Mo S B 40. Sleep Problems
17. Dysphagia Mi Mo S B Mi Mo S B
18. Dyspnea Mi Mo S B .
19. Earlysatety M Mo S B 41. Soremouth  Mi Mo SB
20. Edema Mi Mo S B 42. Sweats Mi Mo S B
21. Fatigue Mi Mo S B 43. Taste Change Mi Mo SB
22. Fever Mi Mo S B 44. Tremors Mi Mo S B
23. Hallucinations/visual 45. Vision problems
Mi Mo S B Mi Mo S B
s . 46. Vomiting Mi Mo S B
24. Hallumnatlo,r\}ﬁlala/cllétorys 5 47. WeightlossMi Mo S B
48. Wheezing Mi Mo S B
25. Headache Mi Mo S B Other symptoms and medical or psychosocial
26. Hearing problems problems that the patient may
Mi Mo S B 9. Mi Mo S B
27. Heartburn Mi Mo S B 50. ___________ Mi Mo S B
28. Hiccup Mi Mo S B .
29. Hoarseness Mi Mo S B . Mi Mo S B
30. Incontinence/Urine 52 Mi Mo S B
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Fig. 1 (continued)

“l want to go over a routine list of symptoms, your answers will be looked at with the answers of other patients
to improve our patient care. All the information will be kept confidential”

Question: Have you had any
__ You don’t have to repeat the question with every symptom

(Symptom)

today?

__ Don'’t ask about any symptom the patient has volunteered already
__ Circle MO, MO or S if a symptom is present, don’t circle anything if absent
__ Circle “B” if the symptom is bothering the patient by asking ‘is it bothering or distressing you?”

1.

o > 0N

© @

10.

1.
12

13.
14.
15.
16.

17.
18.

19.

20.

21.

22,
23.

24,

25.

26.

Pain Mi Mo S B
Fatigue Mi Mo S B
Dry Mouth Mi Mo S B
Sore Mouth Mi Mo S B

Changes in the way food tastes
Mi Mo S B

Difficulty swallowing (dysphagia)
Mi Mo S B

Nausea Mi Mo S B

Vomiting Mi Mo S B
Decreased appetite (anorexia)

Mi Mo S
Feeling full after few bites of food

(early satiety)Mi Mo S B
Weight Loss Mi Mo S B
Burping (Belching)
Mi Mo
Hiccup Mi Mo
ConstipationMi Mo
Diarrhea Mi Mo
Heartburn Mi Mo

Indigestion Mi Mo S
Feeling bloated (abdominal
bloating) Mi Mo S B
Shortness of Breath (dyspnea)

Mi Mo S B
Whistling sound while breathing
(wheezing) Mi Mo S B
Hoarsness Mi Mo S B

Cough Mi Mo S B
Difficulty concentrating
(confusion) Mi Mo S B
Memory problems

Mi Mo S B
Shakiness (tremors)

Mi Mo S B

Jerking of arms and legs
(myoclonus)

Mi Mo S B
Numbness/tingling in hands/feet

Mi Mo S B
Feeling irritable (agitation)

Mi Mo S B
Dizziness Mi Mo S B
Headache Mi Mo S B
Feeling sleepy (drowsiness)
Sleep Problems

Mi Mo S B
Bad dreams Mi Mo S B

w 0O nu nuo nm
T U 0 0 W @

34. Vision problems
Mi Mo S B

35. Seeing things not there (visual
hallucinations)
Mi Mo S B
36. Hearing problems
Mi Mo S B

37. Hearing things that are not there
(auditory hallucinations)
Mi Mo S B

38. Depression Mi Mo S B
39. Anxiety Mi Mo S B
40. Temporary loss of consciousness

(blackout) Mi Mo S B
41. Swelling in arms or legs (edemg

Mi Mo S
42. lItching Mi Mo S B
43. Skin problems

Mi Mo S B
44. Fever Mi Mo S B
45. Chills Mi Mo S B
46. Sweats Mi Mo S B

47. Inability to control urine (urine

incontinence)Mi Mo S B
48. Inability to control stool (stool
incontinence)Mi Mo S B

Other symptoms and medical or
psychosocial problems that the patient
may volunteer while asking questions
49. Mi Mo S

50. Mi Mo S B

Bedside Confusion Scale

I. Access level of alertness

0 Normal 1 Hyperactive 2 Hypoactive
1. Test of attention: can you say the
months of the year backward?

Delay greater than 30 second add 1
1 omission add 1
2 omission add 2
> 2 omission, reversal of task add 3
Termination of task add 3
Inability to perform add 4

Total up the score from | and Il
(0 normal, 1 boderline, >2=confusion)
Initials
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Table 1 Primary diagnosis for 200 patients whose symptoms were
assessed

Diagnosis Number Percentage
of patients () (%)
Cancer 181 91
Lung 40 20.0
Pancreas 18 9.0
Colorectal 15 8.0
Breast 11 6.0
Esophagus 10 6.0
Head and neck 9 5.0
Cancer of unknown primary 9 5.0
Cervix 7 4.0
Sarcoma 7 4.0
Kidney 5 3.0
Liver 4 2.0
Lymphoma 4 2.0
Non-Hodgkin’s lymphoma 4 2.0
Prostate 4 2.0
Cholangiocarcinoma 3 2.0
Gastric 3 2.0
Mesothelioma 3 2.0
Multiple myeloma 3 2.0
Bladder 2 1.0
Carcinoid 2 1.0
Leukemia 2 1.0
Myelodysplasia 2 1.0
Myeloma 2 1.0
Ovarian 2 1.0
Brain 1 1.0
Miscellaneous 10 10
General medicine 19 10
Congestive heart failure 7 4
Cirrhosis 3 2.0
Sickle cell 3 2.0
Pulmonary hypotension 2 1.0
Miscellaneous 4 4

Number of symptoms

The total number of symptoms identified was 2,397, 322
(14%) were volunteered and 2,075 (86%) were generated by
systematic assessment. The median number of volunteered
symptoms was one (range zero to six) whereas the median
on systematic assessment was ten (range 0-25) (»p<0.001).
Every symptom of the 48-symptom list was a complaint of
at least one patient. The number of volunteered or
systematically assessed symptoms between men and
women did not differ significantly. The median number of
volunteered symptom was one for both men and women
(p=0.61) and the median number of systematically assessed
symptoms was nine for men and ten for women (p=0.91).
Although Caucasians reported more symptoms over-all
[median 11 (range 0-29)] than non-Caucasians [median 9

100%- 91%
90%-
80%-
70%
60%
50%-
40%
30%-
20%-

10%-

0%

Mild

Moderate Severe Distress

|EVqunteered [0 Systematic Assessment |

Fig. 2 Bar graph of prevalence of volunteered and assessed symp-
toms according to severity (=200 patients)

(range 1-29)], the difference was not statistically significant
(p=0.1). There was no difference in volunteered symptoms
between those with BCS<2 and BCS>2.

Symptom severity and distress

Fifty-five (17%) of the 322 volunteered symptoms were
mild, 104 (32%) moderate, and 163 (51%) severe; 292
(91%) were distressing (Fig. 2). One thousand (48%) of the
2,075 systematically assessed symptoms were mild, 716
(35%) moderate, and 359 (17%) severe; 1,101 (53%) were
distressing. Fifty-five (6%) of the 1,055 mild symptoms
were volunteered, 104 (13%) of the 820 moderate, and 163
(31%) of the 522 severe (Fig. 2). Two hundred ninety-two
(21%) of the 1,393 distressing symptoms were volunteered

Distress 21%

Severe 31%

*Mild 6%

0 200 400 600 800 1000 1200 1400

Number of Symptoms (N=2397)

|l Total O Volunteered |

* 6% of the total mild symptoms were volunteered

Fig. 3 Symptom severity and distress: proportion of the total
volunteered
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Table 2 Symptom prevalence (n=200 patients)

Table 3 Multivariable correlates of volunteering symptoms

Symptom Volunteered ~ Assessed Total
Number %  Number %  Number %

Fatigue 51 255 94 47.0 145 72.5
Dry mouth 3 1.5 131 65.5 134 67.0
Pain 101 505 27 13.5 128 64.0
Anorexia 27 13,5 91 455 118 59.0
Weight loss 6 3.0 101 50.5 107 53.5
Early satiety 4 20 93 46.5 97 48.5
Insomnia 5 2.5 81 40.5 86 43.0
Dyspnea 17 85 68 340 85 425
Drowsiness 1 05 80 40.0 81 40.5
Constipation 11 55 67 335 78 39.0
Cough 12 6.0 65 325 77 38.5
Depression 4 2.0 67 335 71 355
Edema 8 40 59 295 67 335
Belching 1 05 64 32.0 65 32.5
Bloating 6 3.0 58 29.0 o4 32.0
Taste change 1 0.5 63 315 64 32.0
Anxiety 5 2.5 58 29.0 63 315
Memory problems 1 0.5 55 275 56 28.0
Nausea 10 5.0 42 21.0 52 26.0
Agitation 0 0.0 51 255 51 25.5
Hoarseness 3 1.5 48 240 51 255
Confusion 1 0.5 49 245 50 25.5
Numbness/tingling 4 2.0 44 22.0 48 24.0
Tremors 0 0.0 42 21.0 42 21.0
Itching 1 0.5 38 19.0 39 19.5
Skin problems 2 1.0 33 16.5 35 17.5
Vision problems 3 1.5 32 16.0 35 17.5
Wheezing 0 0.0 33 16.5 33 16.5
Sweats 4 20 28 140 32 16.0
Hiccup 0 0.0 31 155 31 15.5
Heartburn 0 0.0 29 145 29 14.5
Hearing problems 0 0.0 28 14.0 28 14.0
Dizziness 6 30 20 10.0 26 13.0
Dysphagia 3 1.5 23 11.5 26 13.0
Sore mouth 1 05 25 125 26 13.0
Chills 3 1.5 20 10.0 23 11.5
Indigestion 0 00 23 11.5 23 11.5
Vomiting 5 25 17 85 22 11.0
Diarrhea 4 20 16 8.0 20 10.0
Headache 4 20 14 7.0 18 9.0
Myoclonus 0 0.0 16 80 16 8.0
Urinary incontinence 1 05 14 7.0 15 7.5
Bad dreams 2 1.0 12 6.0 14 7.0
Fever 1 05 12 6.0 13 6.5
Visual hallucinations 0 0.0 8 4.0 8 4.0
Stool incontinence 0 0.0 3 1.5 3 1.5
Auditory 0 0.0 1 0.5 1 0.5
hallucinations

Blackout 0 0.0 0.5 0.5

Variable OR 95% CI p
Symptom distress® 3.8 2.4-6 <0.001
Symptom severity

Moderate-mild 1.7 1.1-2.5 0.02
Severe—mild 4.3 2.8-6.7 <0.001
Specific symptoms®

Pain 70.3 41.6-119.1 <0.001
Fatigue 8.9 5.7-13.8 <0.001
Headache 8.6 2.4-30.1 <0.001
Dizziness 7.5 2.6-21.1 <0.001
Nausea 5.5 2.6-11.9 <0.001
Diarrhea 5.5 1.6-18.3 0.006
Vomiting 5.3 1.8-15.4 0.002
Cough 4.9 2.4-10 <0.001
Dyspnea 4.8 2.6-9 <0.001
Anorexia 4.0 2.4-6.7 <0.001
Constipation 2.5 1.2-5.1 0.011

?0dds ratios expressed for distressing relative to non-distressing
symptoms
°Odds ratios expressed for symptom presence relative to absence

(Fig. 3). Comparing distress according to severity, in all
cases, the percentage of distressing symptoms increased as
the severity increased.

The ten most common symptoms

In descending order, fatigue, dry mouth, pain, anorexia,
weight loss, early satiety, insomnia, dyspnea, drowsiness,
and constipation were the ten most common symptoms
identified overall (Table 2). Pain was the most frequently
volunteered symptom, followed by fatigue, anorexia, diz-

Table 4 Model-based probability of volunteered symptoms (%) by
distress and severity

Symptom Not distressing Distressing
Mild Moderate Severe Mild Moderate Severe

Pain 40 53 74 72 81 92
Fatigue 8 12 27 24 35 58
Headache 8 12 26 24 34 57
Dizziness 7 11 24 21 31 54
Nausea 5 8 19 17 25 46
Diarrhea 5 8 18 17 25 46
Vomiting 5 8 18 16 24 45
Cough 4 7 17 15 23 44
Dyspnea 4 7 17 15 23 43
Anorexia 4 6 14 13 19 38
Constipation 2 4 9 8 13 28
Other symptom 1 2 4 3 6 13
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ziness, vomiting, headache, dyspnea, nausea, cough, and bad
dreams. In contrast, the most common assessed symptoms
were dry mouth, weight loss, fatigue, early satiety, anorexia,
insomnia, drowsiness, dyspnea, constipation, and depression
(see Table 2). Less than 10% of patients volunteered early
satiety, drowsiness, dry mouth, insomnia, and weight loss.

Evaluating the ten most common moderate or severe
symptoms, pain was volunteered in 83% (when moderate
or severe) but fatigue in only 49% and dyspnea in 27%.
Volunteering moderate or severe early satiety, drowsiness,
dry mouth, insomnia, and weight loss was also less than
10%. Amongst the ten most distressing symptoms, pain
was volunteered in 85% when it was distressing but fatigue
only in 42% and anorexia in 31%. Volunteering of dis-
tressing early satiety, dry mouth, insomnia, and weight loss
was less than 10%.

Correlates of symptom volunteering

Pain was 70.3 times more likely to be volunteered than any
other symptom. Distressing symptoms were 3.8 times more
likely to be volunteered (Table 3) than those that were not.
Severe symptoms were 4.3 and moderate 1.7 times more
likely to be volunteered than mild symptoms. Specific symp-
toms most likely to be volunteered included pain, fatigue,
headache, dizziness, nausea, diarrhea, vomiting, cough, dys-
pnea, anorexia, and constipation (Table 3). Model-based
probabilities of volunteering symptoms (Table 4) indicated
that severe distressing pain was 92% likely to be volunteered
whereas the probability of mild non-distressing pain being
reported was only 40%.

Discussion

An important principle in medical history taking is to ask
open-ended questions to “allow patients to tell their own
story.” However, in palliative care where the aim is to
control the pain and other symptoms as much as possible to
provide patients and their families the best quality of life,
this may fail to detect aspects of the patients’ symptom-
atology. A discrepancy may also exist between patient and
family perception and physician assessment of certain
symptoms [8—10] leading to inadequate treatment.

The patient population in our consultation service is se-
riously ill with advanced disease and a complex mixture of
medical and psychosocial problems. All patients enrolled in
the study had failed attempts at curative treatment in the past
or wished not to receive any anti-tumor therapy and were
checked mainly for management of symptoms and com-
plications. The median age of the study population and the
distribution of primary cancer sites were representative of
the current causes of mortality from cancer in the USA. The
study sample were all consecutive patients referred for pal-
liative care. It is possible but unlikely that they are self-

selected and therefore differ in important behavioral or
cognitive characteristics. There is no other study we are
aware of that has examined this issue of discrepant re-
porting. The overall symptom profile of this study popu-
lation is typical of advanced cancer as described by several
investigations [11-16].

We developed our scale based on our clinical experience
in evaluating and managing patients with advanced disease.
Nevertheless, our survey tool has not been exposed to
psychometric evaluation. The available validated instru-
ments do not cover all the symptoms patients with ad-
vanced cancer experience [11-16]. Another universal flaw
(and one that may be uncorrectable) is that their practicality
and reliability deteriorate in advanced disease [17-20]
when assessment of symptoms is most important. A recent
study [21] compared five symptom assessment tools al-
ready validated in palliative care (the Edmonton Symptom
Assessment Scale, the Memorial Symptom Assessment
Scale, the McGill Quality of Life Questionnaire, the
Palliative Care Outcome Scale, and the European Organi-
zation for Research and Treatment of Cancer-Quality of
Life-Core 30) to the symptoms noted in patient records.
None of the five covered all symptoms listed in the medical
records. The same study concluded that using such in-
struments to assess symptoms in palliative care represents a
compromise between the wish for quick, practical, simple
questions and our recognition that such supposedly simple
methods will never give an in-depth understanding of the
individual patient’s unique situation. Our data supports this
observation. Every symptom of our empirical 48-symptom
list was a complaint of at least one patient in this study. This
shows the need for a comprehensive symptom list and
argues against a reductionist approach to this issue. For
example, we have shown that the presence of dysphagia or
early satiety was nearly equal in importance to performance
status in independently predicting survival in advanced
disease [22]. Validated scales often ignore common, and we
believe important, symptoms such as early satiety [22].

In our study, a difference between the number of symp-
toms volunteered and identified on systematic assessment
was expected, but not to the degree (tenfold) found. Se-
verity and distress influenced voluntary reporting of symp-
toms. Symptoms were more likely reported if they were
moderate to severe, or distressing. However, most of the
symptoms identified only after systematic assessment were
also moderate and severe in intensity and distressing. In
fact, the majority of distressing (79%) or severe (69%)
symptoms were not volunteered. The low level of volun-
teering important gastrointestinal symptoms such as weight
loss places patients at significant nutritional risk.

It is difficult to know whether rating distress severity
would have added any information to our primary objective
of comparing the number of symptoms volunteered during
interview vs those chosen on a 48-item survey. Rating
amount of distress would have added a minimum of 48 more
questions—burdensome to this patient population. Quanti-
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fying or ranking distress might be useful in a future study to
compare volunteered symptoms vs non-volunteered dis-
tressing symptoms and assess if incremental degree of dis-
tress influences volunteering a distressing symptom.

The close relationship between symptom severity and
distress perhaps challenges the concept that an assessment of
distress separate from that of severity is essential [11].
Nevertheless, in our study, a large percentage of volunteered
symptoms rated as mild and a fourth of systematically
assessed mild symptoms were also reported as distressing.
Symptom severity and distress therefore appear to be two
distinct variables and, thus, should be evaluated separately.
Persistence or chronicity of a symptom may be a greater
predictor of distress (or likelihood of spontaneous report)
than severity.

Although numeric scales might have enhanced assess-
ment of some symptoms such as pain and fatigue, we chose
a categorical rating scale for symptom severity for several
reasons [21]. First, there is no evidence that numeric scales
are superior to categorical scales in assessing symptoms
such as diarrhea or heartburn. Second, from our experience
with patients with advanced disease, we have found
categorical scales that describe symptom severity easier
to use and more understandable by the patient. Third,
numeric or visual analogue scales often rate symptoms
based on the worst previous experience of the symptom
(even if the individual may never have experienced the
symptom before). How much distress is needed for some-
one to volunteer a distressing symptom is an important
question for future research.

It has been reported that variation in symptom preva-
lence is common and determined by the tool used to eval-
uate symptoms. One review of 49 studies of depression in
cancer showed a prevalence range between 1 and 53% [22].
That may explain why some symptoms such as dry mouth
were more prevalent in our study than reported previously.
However, our current data are consistent with our prior
reports. We have previously reported similar prevalence
rates for most symptoms also identified in this study [23,
24]. We considered re-asking a patient with advanced
disease about a symptom already volunteered repetitive,
confusing, and burdensome. Our primary objective was to
compare the number of symptoms volunteered during
informal interview vs those chosen on a 48-item formal
survey (not to compare subjective vs systematic assessment
of symptom severity nor evaluate prevalence or other
characteristics).

Sixty-five patients who were considered for this study
were ineligible; about 25% of the total. They were
excluded based on a global clinical judgment that their
physical and/or neuro-psychological status prevented the
completion of the study questionnaire. The BSC was com-
pleted subsequent to study entry and was not an entry
criteria. The majority were cognitively impaired and/or had
a poor performance status due to advanced disease.
Although they were unable to participate in this study,

the frequency with which this occurred raises the im-
portance of the related issue of symptom assessment in
persons with cognitive or communication impairment.

Although fatigue was the most common symptom and
reported frequently as moderate or severe and distressing, it
was less likely to be volunteered than pain. A possible
explanation involves the mistaken perception that it is an
inevitable component of advanced disease and treatment is
unavailable or ineffective. The prevalence of other
moderate/severe and distressing but poorly volunteered
(<10%) symptoms, e.g., early satiety, drowsiness, dry
mouth, insomnia, and weight loss, suggests the need for
their specific inquiry and appropriate management.

Cancer patients may have concerns about reporting pain
[25]. Some consider it is an inescapable consequence of
cancer [26] while others believe that a good patient should
refrain from complaining about it [27]. In early disease,
patients may hesitate to talk about pain for fear that
physicians may get distracted from curing the cancer [27,
28]. In advanced disease, such as in our study population,
pain is perhaps more readily reported when present. How-
ever, physical and psychosocial barriers can still interfere
with adequate treatment [29, 30]. Nevertheless, increased
efforts in recent years to educate patients and professionals
about pain may explain the high proportion of pain
sufferers who volunteered the symptom.

Patients readily reported some symptoms more than
others. Certain symptoms may have greater cultural sig-
nificance. Some may be prioritized for report based on bias
from previous or current medical interactions. Moreover,
they may be unaware that treatment of certain symptoms,
e.g. anorexia, dry mouth, or early satiety, is possible.
Physicians should be careful in history taking as they may
unknowingly direct what patients volunteer by preferen-
tially asking about specific symptoms leading to further
inquiry about related problems, but ignoring important
non-voluntary information. Time pressures may also affect
reporting. Patient education must also play a role. The
greater likelihood of reporting pain perhaps reflects
greater emphasis on cancer pain in recent years. Standard
pain assessment tools exist but there are few formal means
of communicating the complexity of other symptoms. For
research purposes, reductionist approaches which focus on
selected symptoms are insufficient in our view unless they
are the sole object of inquiry. In routine clinical practice,
our data suggests that at minimum we must adopt a
detailed comprehensive systematic approach to symptom
identification. All patients should at a minimum have a
detailed symptom assessment at initial consultation and
periodically thereafter. Symptom assessment using a
combination of volunteered and systematic data collection
may be optimal. In our opinion, amongst the validated
measures, the best (judged by their comprehensiveness)
are the modified Rotterdam Symptom Checklist [31] and
the Memorial Symptom Assessment Scale [32]. Legit-
imate debate will continue about whether assessment of
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patient symptoms or quality of life should be driven by
physicians or patient perspectives [33]. Leveraging mod-
ern communication technology perhaps combined with
patient self-assessment seems an appropriate response to
the complex, time-consuming and important task of
symptom detection and assessment. It appears that
assessment of both severity and distress are important in
this process.

Conclusions

There is a major discrepancy between the symptoms that
persons with advanced disease experience and what they
spontaneously report to their physicians. Symptoms such
as early satiety, drowsiness, dry mouth, insomnia, and
weight loss were common but often not volunteered.
Specific symptoms most likely to be volunteered included
pain, fatigue, headache, dizziness, nausea, diarrhea, vom-
iting, cough, dyspnea, anorexia, and constipation. Gender
and ethnic background did not seem to influence symptom

volunteering. Most non-volunteered symptoms were mod-
erate or severe and also distressing. Symptom distress and
severity were therefore not the only factors determining
volunteering of symptoms. Several validated symptom and
quality of life assessment tools are available but none
covers all the symptoms patients with advanced disease
may experience. Systematic symptom assessment that
addresses physiological as well as psychological symptoms
like the one we used in our study should ideally be used
each time a patient is seen. Assessing symptom severity as
well as distress is important as they appear to be reflecting
different aspects of the symptom experience. Further
studies are needed to assess if symptom chronicity or
persistence, degree of distress, patient education, or other
factors influence symptom volunteering. In the highly
symptomatic cancer population, regular symptom assess-
ment seems desirable and should not be confined to pain
control or palliative medicine clinics. The optimal fre-
quency and rigor of this process should be the object of
future research.
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