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Most people with an incurable disease prefer to stay and die at home, cared for
by their general practitioner (GP). This paper aims at describing the prevalence
of symptoms in patients receiving palliative care at home. Within the framework
of a nation wide survey of general practice in the Netherlands, GPs received a
questionnaire for all patients who died within the 1-year survey period to
determine whether patients received palliative care (n _ 2194). The response rate
was 73% (n _ 1608), and 38% of these patients received palliative care until
death. Information regarding encounters during the last 3 months of life was
derived from the records kept by the GPs. Digestive symptoms (59%) and pain
(56%) were the most prevalent. The total number of symptoms per patient was
higher in cancer patients (11.99) than in non-cancer patients (7.62). Not reported
in previous studies were musculoskeletal symptoms (20%) and chronic ulcer
(18%). Concluding, this showed that Dutch GPs encounter a diversity and wide
range of symptoms in palliative care. To face these complex challenges in
patients receiving palliative care at home, GPs have to be trained as well as
supported by specialized palliative care consultants.
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INTRODUCTION
Most people with an incurable disease prefer to remain at home surrounded by relatives
during the last stage of their life.1–3 In the Netherlands, health care is characterized by its
strong emphasis on primary care, where the general practitioner (GP) is the central
professional in the management and coordination of patient’s care.4 Almost 60% of the
patients with non-acute illnesses die at home,5 and there is a general consensus that palliative
care preferably should be provided in the patient’s home.6 The aging of the population and
the growing number of non-acute deaths will increase the need for palliative care.7,8 This will
also impact on the GP’s workload. Symptom management is an important aspect of
palliative care, as the World Health Organization (WHO) defines palliative care as: ‘an
approach that improves the quality of life of patients and their families facing the problems
associated with life-threatening illness, through the prevention and relief of suffering by
means of early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual’.9 Common symptoms in palliative care are
pain, dyspnoea, constipation, confusion, nausea and vomiting.10,11 Most studies on symptoms
were performed in a specific setting, such as a palliative care unit in a hospital or a hospice.
Findings from these specialized settings are not always transposable to the community as
symptom prevalence differs between settings.12 To our knowledge, there is no study in
primary care that measures symptoms in a general population receiving palliative care. The
underlying disease seems to influence prevalence of symptoms eg, in patients with heart
failure who died in a hospice the symptom profile was different from cancer patients.13 In
cancer patients, symptom prevalence was found to differ with severity of the disease, gender
and age.14 However, primary care studies have not yet reported on both cancer and noncancer patients within the same study. Detailed information on the prevalence of symptoms
in primary care is scarce and fragmented. However, this information is needed to organise
future palliative care, to focus education on the most frequent symptoms and to initiate
collaboration between relevant disciplines. This study aims to fill this gap by describing the
prevalence of symptoms in patients receiving palliative care at home and to analyse
differences by gender, age and underlying disease; ie, in cancer and non-cancer patients.

METHODS
Patients
The data used in this study were obtained from the second Dutch National Survey of
General Practice (DNSGP-2), in which a representative sample of 104 Dutch general
practices participated, with a total of 399 068 patients involved.15 Data from eight practices
were excluded; three practices delivered incomplete data; five practices were excluded
because the data did not meet the minimum quality criteria. The listed population of the
remaining 96 practices was 375 899 patients. In these practices 2194 patients died during the
survey year (0.6%). The 1-year period of each practice ended between April 2001 and
January 2002. We used two different sources of data in this study. First, the GPs received a
post-mortem questionnaire for each patient who died during the survey year. Second, we
retrieved information about symptoms from the electronic records in which all patient-GP
encounters were collected: each encounter was coded by the GP and we searched for
additional symptoms in the free text added by the GPs in the electronic medical record. In
the post-mortem questionnaire, GPs reported about the patient’s underlying disease, and
labelled each patient who received palliative care by indicating whether the patient was or
was not provided with palliative care until death. This subjective label by the GP allows all
kinds of factors which are related to palliative care in the perception of the labeler to be
taken into account. Of the questionnaires sent to GPs, 1771 were returned (81%), and 1608
were filled in completely (73% valid response rate), and 614 patients (38%) were labeled as
‘provided with palliative care’ by their GPs. As all patients died during the survey year, we
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had a varying follow-up: some patients died in the first days of the survey, others died later
in the study. To ensure we had an observation period of at least 3 months for each patient,
we defined our source population as those who died at least 3 months after the start of the
survey year (n = 1115, 69%). We defined our study population as patients with an
observation period of at least 3 months, and who were labelled as palliative care patients by
their GP (n = 429; 38%).
Measurements
The GPs defined the patient’s health problem according to the International Classification
of Primary Care (ICPC), a classification following a structure of 17 body systems and seven
components from which the first one is dealing with symptoms. The ICPC includes several
psychological and social issues as well as request for/talking about euthanasia. 16 The
patient’s problem could be either a symptom or a disease diagnosis. In addition, the digital
free text information about the contact registered in the electronic medical record was
available. To retrieve as much information as possible, all free text information was read and
scored using a restrictive list of symptoms, combining information from previous
studies.12,14,17–21 A symptom was present when it was registered by the GP either as
ICPC code, or as free text. The scoring of free text was subject to inter-rater reliability
testing. Cohen’s kappas were calculated and the inter-rater reliability was good (_ _ 0.79).22
Symptoms were classified into main categories according to the ICPC chapters based on
body systems, in combination with general symptoms, pain and fatigue. Symptoms in body
systems with a prevalence larger than 20% were named according to the specific ICPCchapter, all others were lumped in the category ‘other’. Within this classification we made
subcategories of symptoms with a prevalence larger than 5%, all others were categorized as
‘other symptoms’ under the relevant body system. Data based on routine care delivery
during the 1-year study period were extracted from the electronic patient records. For all
patients, encounters were analysed during the 3 months before the patient’s death. The
number of symptoms was expressed as the amount of days on which the specific symptom
was registered during a patient-physician encounter. Means for number of symptoms were
calculated for the total population. The prevalence of a symptom was defined as the number
of patients with at least one encounter about a specific symptom during the last 3 months of
life (numerator) divided by the total number of patients (denominator). Furthermore, patient
characteristics were extracted from the patient registration data of the practice
administration. In the post-mortem questionnaire, we asked about existing underlying
diseases using a limitative list.
Statistical analysis
Characteristics of the palliative care population were analysed. Descriptive statistics were
used for prevalence of symptoms in palliative care patients and the mean number of
symptoms per patient. Differences in prevalence of symptoms between subpopulations were
calculated for the characteristics sex, age and underlying disease, ie, cancer versus noncancer patients, and tested using χ-square test (α = 0.05). The mean number of symptoms
was compared between sexes and between cancer and non-cancer patients with Student’s ttests. During the last 12 weeks of life, we longitudinally investigated the prevalences of
symptoms in six 2-week periods until death.
[TABLE 1]
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RESULTS
Symptoms in patient-physician encounters
In total, 429 patients with an observation period of at least 3 months received palliative care
by their GP until death. Characteristics of the study population are presented in Table 1. In
patient-physician encounters during the last 3 months of life, 92% of the patients had at least
one symptom, and the mean number of symptoms registered by the GP was 10.0 (Table 2).
Digestive symptoms were prevalent in 255 (59%) of the patients. The total number of
digestive symptoms was 887, resulting in a mean number of 2.07 per patient in the last 3
months of life. Within the digestive symptoms, most patients had problems with eating or
drinking (29%), and nausea or vomiting (25%). The prevalence of pain in palliative care
patients was 56%. Within psychological symptoms, restlessness (25%), sleeping problems
(17%) and anxiety (13%) were the most prevalent symptoms. Within the category other,
musculoskeletal symptoms (20%), chronic ulcer (18%) and requests for/talking about
euthanasia (14%) were most common. There was a mean number of 10.0 symptoms in the
last 3 months of life, and the corresponding range was wide (0–68, median = 8).
Symptoms by sex, age and underlying disease
There was no difference in the prevalence of symptoms between males and females
receiving palliative care at home. The mean number of respiratory symptoms and fatigue
was higher in males than in females, while the mean number of other symptoms was higher
in females (P < 0.05, data not shown). There was a lower prevalence of digestive symptoms,
pain and psychological symptoms by patients in older age groups (Table 3). The prevalence
of urogenital symptoms was higher in older age groups. The mean number of symptoms was
significantly higher in patients under 70 (11.25) than in patients over 90 (9.0). Cancer
patients had more pain, digestive symptoms, psychological symptoms and fatigue than noncancer patients (Table 4). Compared to cancer patients, non-cancer patients had more
urogenital symptoms. The mean number of all symptoms was 11.99 for cancer patients and
7.62 for noncancer patients. Table 5 shows symptom prevalences for cancer and non-cancer
patients by age-group. In cancer patients, the prevalence of psychological symptoms was
lower in older age-groups. This trend was not significant for pain. In cancer patients,
prevalence of fatigue and urogenital symptoms was higher in older age-groups. In noncancer patients the prevalence of fatigue and other symptoms was higher in older agegroups.
Symptoms during the last 12 weeks of life
Figure 1 shows the prevalence of symptoms in different body systems in the last 3 months
of life. With the exception of circulatory and urogenital symptoms, all symptoms showed a
small increase in prevalence in the period 3–4 weeks before death and a substantial increase
in prevalence in the last 2 weeks before death. In total, 36% of all symptoms within the 3month period occurred in the last 2 weeks of life and 61% of all patients had at least one
symptom during these last 2 weeks.

[FIGURE 1]
[TABLE 2]
DISCUSSION
In the patients who died at home and who received palliative care until death by their GP,
digestive symptoms (59%), pain (56%) and psychosocial symptoms (45%) were most
prevalent. Also, musculoskeletal symptoms (20%), chronic ulcer (18%) and request
for/talking about euthanasia (14%) were prevalent in patient-physician encounters. The mean
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number of encounters about any symptom was higher in cancer patients (11.99) than in noncancer patients (7.62). Also, in younger patients and in cancer patients the prevalence of
digestive symptoms, pain and psychological symptoms was higher than in the elderly and the
non-cancer patients. Most symptoms (36%) were concentrated in the last 2 weeks of life.
This paper was embedded in the DNSGP-2, which has generated solid data due to its quality
and size. The total response rate of 73% for the post-mortem questionnaire was high
compared to mean response rates of 61% reported in studies carried out in general practice,
and a trend of decreasing rates of response to mail questionnaires.23 As most studies in
palliative care are limited to cancer patients,24 a further strength is that this study is
population based, and that we included both cancer and non-cancer patients. The limitations
of this paper are that no information was obtained about the severity of symptoms, and we
were unable to measure whether the management of the symptoms resulted in improvement
of symptom control. Besides, we measured symptoms that were prevalent in encounters
according to physicians. In primary care, agreement between patients and GPs assessment on
the prevalence of physical symptoms is acceptable,17 but it is likely that GPs did not register
all symptoms affecting these patients. Hence, the numbers of symptoms per patient is
probably an underestimation. Also the GPs might not have registered the less serious
symptoms, so the symptoms registered in the electronic medical records represent the more
important symptoms according to the GPs.
[TABLE 3]
The most important result is that prevalence of symptoms differs by age group and
underlying disease. Overall, prevalence of symptoms is higher for younger patients and for
cancer patients. For cancer patients, prevalence of pain and psychological problems
decreases with age, while prevalence of fatigue and urogenital symptoms increases with age.
Because of the different nature of the disease, the frequency of symptoms in cancer patients
might be higher than in noncancer patients. On the other hand, a study that compared
symptoms in lung cancer patients with chronic obstructive pulmonary disease patients, found
a similar symptom burden in both patient populations.25 As we have not measured the needs,
the severity of symptoms and the need for encounters we cannot say whether the received
care met the needs of the patients. Other studies have found that prevalence of symptoms
was higher in younger patients.14,26 Our study confirms this general finding in both cancer
and non-cancer patients, although some symptoms show a higher prevalence in older age
groups eg, fatigue and urogenital symptoms. Possibly, younger patients have better access to
palliative care,27 or GPs are more sensitive to their younger end-of-life patients. Another
explanation is that younger patients and cancer patients have more encounters about
symptoms because they can stay at home with a more severe disease because they have a
reliable support system, or that older patients have a more mitigated disease trajectory.28
[TABLE 4]
[TABLE 5]
Within our paper we found a wide range in total number of symptoms in patients, including
8% of all patients without any encounter about symptoms. This proportion is similar with
proportions found in other studies.18,19 The wide range of symptom prevalence across
studies, and between patients within a study, makes comparisons between studies difficult.
Our paper is based on symptoms registered during encounters, where most other studies
measured symptoms that were prevalent using a list of possible symptoms, eg, the Palliative
Care Outcome Scale or the Edmonton Symptom Assessment System.29,30 GPs encounter a
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wide range of problems in patients receiving palliative care. Some of these are specific to the
palliative care population, while others are typical in a common population of the elderly,
such as musculoskeletal symptoms and chronic ulcer that have not been reported in previous
studies. Compared to specialists, GPs may be less focused on symptoms that are often
associated with palliative care such as pain and digestive symptoms, and more sensitive to
the diversity of the symptoms they encounter. According to the European Association of
Palliative Care ethics task force, the position of communication about euthanasia is more
complex. They state that ‘requests for euthanasia require respect, careful attention, together
with open and sensitive communication’, communication about euthanasia can be regarded
as part of the palliative care.31 The relatively high prevalence of communication about
euthanasia is likely related to legislation in the Netherlands.32 Future studies should
explicitly explore the prevalence of, and the need for communication on end-oflife issues in
patients receiving palliative care. We have shown that the number of symptoms is the highest
for cancer patients, and that it is concentrated in the last 2 weeks of life. This requires a peak
performance from GPs, especially when they care for more than one palliative care patient at
a time. To support GPs so that they can provide good palliative care, continuous education33
and the possibility to consult palliative care experts are essential to safeguard quality in
palliative care at home.34 In primary care, future developments such as the restriction of
time for home visits, more part-time jobs and cooperatives responsible for care after officehours,4 may threaten the core values of palliative care, such as the availability of the GP for
home and after-hours visits.35 Palliative care faces the challenge of combining these future
developments with the necessity for GPs to be available to give palliative care to more
patients needing symptom control.
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