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Abstract Swallowing problems are reported to be a
common finding in patients who receive palliative care. In
existing literature, the incidence of swallowing problems is
mostly described in small numbers of patients at the start of
the palliative phase. As we hypothesized that the incidence of
dysphagia might increase as the palliative phase progresses,
this study describes the incidence of swallowing problems
and related problems in 164 unsedated patients at the end of
the palliative phase, defined by the last 72 h before their
death. To determine the incidence of swallowing problems
and related problems, questionnaires were completed
bereaved by relatives and nursing staff. Our data shows that
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in the palliative phase the incidence of swallowing problems
can be as high as 79 %. A significant correlation was found
between swallowing problems and reduced psycho-social
quality of life as assessed by nursing staff (p = —.284).
Overall the nursing staff rated the incidence and severity of
swallowing problems (and related problems like frequent
coughing, loss of appetite, and problems with oral secre-
tions) lower than the relatives. This study suggests that
incidence of swallowing problems at the end of the palliative
phase is high and that these difficulties may not only result in
discomfort for patients, but also can raise concern for care-
givers. More information and education on management of
swallowing problems in palliative settings might be needed
for both relatives and nursing staff. However, the data also
suggest that any intervention should be proportional to the
level of distress caused by the intervention.

Keywords Deglutition - Deglutition disorders -
Palliative care

Introduction

The western population is aging [15]. Life expectancy is
increasing, to which the medical capability to prolong life,
and the decrease in the frequency of unexpected and sud-
den death contributes substantially. As a result, chronic
diseases, such as cancer, cerebrovascular disease, and
dementia are becoming more common. Growing numbers
of people will die from chronic diseases, demanding care
for specific symptoms in the dying phase [15, 16].
Literature on the prevalence and management of swal-
lowing problems in patients in the palliative care settings is
scarce. Pollens [7] stated in a review that swallowing diffi-
culties may result in discomfort for patients and concern
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from caregivers. In this review of literature, possible roles of
the speech-language pathologist in hospice are described.
One of these roles is “to provide consultation to patients,
families, and members of the hospice team in the areas of
communication, cognition, and swallowing function” [7].

Stringer [11] and Ripamonti et al. [9] described in their
articles that swallowing problems are common in palliative
care. They also suggested that swallowing problems are a
predictive factor concerning quality of life in palliative
care patients [9, 11]. A recent study by Raijmakers et al. [8]
described that 23 bereaved relatives noted significant
changes in patients’ oral intake at the end of life [8].
Although these studies make strong recommendations for
caregivers, they do not quantify the magnitude of swal-
lowing problems in palliative care. Langmore et al.
described in 2009 in detail the management of swallowing
problems in patients who receive palliative care Langmore
et al. [6], but authors did not quantify these problems.

Other studies aimed at identifying and quantifying quality
of life in the palliative care setting which tends to include a
small number of patients only. Roe et al. [10] described that
seven out of eleven patients with non-head and neck cancers
receiving specialist palliative care had swallowing problems
[10]. Tadaetal. [12] described quality of life in 24 patients in a
hospice setting using the EORTC-QLQ-C30 [12], while
Gourdji et al. [4] interviewed ten patients receiving palliative
care Gourdji et al. [4].

Studies that include larger number of patients only tend to
describe patients at the start of the palliative phase Jocham et al.
[2, 5]. The period in which palliative care is provided to a patient
however can last from a few months up to as much as 2 years
Voogt et al. [14]. Therefore, questions arise about the appli-
cability of studies that only measured symptoms or quality of
life at the start of palliative care, as one might hypothesize that
the incidence of certain symptoms might increase as the palli-
ative phase progresses and death becomes inevitable.

In this study, focus is on the incidence of swallowing
problems and related problems in the final phase of palliative
care (i.e., the dying phase), defined as the last 72 h before
death [13], as this might better reflect the magnitude of these
problems. By proxy assessment, we attempted to establish
the incidence of swallowing problems and related problems
in patients in this phase, in order to explore further directions
for the possible role of speech-language pathologists in the
management of dysphagia in palliative settings.

Methods
General Methods and Questionnaire Items

This study is based on data which were collected for a
general study on the quality of care in the dying phase in
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Table 1 Questions regarding swallowing problems and related
problems in the dying phase

In the last 3 days before his or her Not A
death, did your partner/relative suffer at all little a bit
from

Quite Very
much

Swallowing problems
Frequent coughing

Loss of appetite

A W D =

Problems with oral secretions

the hospital, nursing home, and home care setting [13]. The
effects of introducing the Liverpool Care Pathway for the
Dying Patient (LCP) on the content of care and the quality
of life of the dying patient were determined in this study.
For each deceased patient, a nurse and a bereaved relative
were asked to fill in a questionnaire (i.e., proxy
assessment).

In this current study, the four items regarding swal-
lowing problems and (psycho-social and physical) well-
being were selected from the original data pool. Selected
data were used to determine the incidence of swallowing
problems in unsedated patients in the dying phase and the
influence on quality of life. The questions regarding pos-
sible swallowing problems and related problems are pre-
sented in Table 1. For determining the well-being of the
patient, both the relatives and the nursing staff were asked
to rate the psycho-social function and physical well-being
on a scale, rating from 1 (lowest possible) to 10 (highest
possible).

Data Collection

General information about the patient, such as age and
diagnosis, was obtained from the medical and nursing
records.

Patients and Respondents

Patients from different types of healthcare settings were
included. All settings were located in the southwest of The
Netherlands. For each deceased patient, one questionnaire
was sent to the patient’s relative. Participating relatives
gave written informed consent to participate in the study,
which was approved by the relevant local Dutch Medical
Ethics Committees.

Inclusion and Exclusion Criteria
All patient data from the LCP-study [13] were initially

included in this study. Included were data only of patients
those who were in the dying phase (i.e., within 72 h of
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dying) and were not sedated. Excluded were data of patient
of which not both the relatives and nursing staff had
returned the questionnaires.

Statistical Analysis and Considerations

For statistical analysis, IBM SPSS Statistics 21.0 (IBM,
Armonk, NY, USA) was used. To determine possible dif-
ferences between responses provided by relatives and
nursing staff, a Wilcoxon Signed-Ranks test was used. The
correlations between each of the items of the questionnaire
were calculated using a Spearman’s rho correlation coef-
ficient (p). A correlation of 0.30 or less is considered to
represent a weak correlation, between 0.30 and 0.70 to
represent a substantial correlation and a coefficient of 0.70
and above represents a strong correlation [1].

To determine the incidence of symptoms, the outcome
of the questionnaire was dichotomized; when the answer
‘not at all’ was given, it was interpreted as an absence of
the symptom. All other answers were interpreted as a
presence of this symptom. Additional analyses were per-
formed to determine possible differences in incidence of
the four symptoms in patients with a malignancy and in
patients with a non-malignant disease. A Mann—Whitney
test was used to explore possible differences in incidence
between groups. A Wilcoxon signed-rank test was used to
determine differences in rating of quality of life between
groups. All statistical tests were two-tailed and were
evaluated with a 5 % level of significance with the power
set at 0.80.

Results

The data of 489 patients collected in the study by Veerbeek
[13] were initially used. For each deceased patient, one
questionnaire was sent to the patient’s relative. The
response rate was 59.7 % (n = 292) for the relatives and
96.5 % (n = 472) for the nursing staff. After exclusion of
patients for whom only one of the two respondent groups
(relatives, nursing staff) had returned the questionnaire
(n = 198), sedated and unconscious patients (n = 34), the
data of 164 patients were included in the study.

The mean age of patients was 76.5 years (range
19.0-100.3). Thirty-four percent of the patients were male
(n = 55). The largest proportion of all patients (53 %,
n = 87) were living in a nursing home at the time when the
dying phase set in. Fifty patients were admitted in a hos-
pital (30.5 %) and 27 patients were living at home and
receiving homecare (16.5 %). The largest group of
responding relatives (46 %, n = 75) consisted of either the
patient’s son or daughter. Thirty-four percent of all
responding relatives (n = 56) were partners/spouses and

Table 2 Included patients and diagnoses at admission (n = 164)

n %o
Male 55 335
Female 109 66.5
Age (mean, median; SD, min-max) 76.5, 81.1; £15.0, 19.0-100.3
Malignancies 97 60.2 %
Non-malignancies 64 39.8 %
Unclear diagnosis 3 23 %

32 of all respondents (20 %) had another relationship to the
patient, such as a cousin or close friend. In one case, a
patient’s parent filled out the questionnaire. Ninety-seven
patients (60.2 %) had a malignancy and 64 patients had a
non-malignant disease (39.8 %). Three patients had an
unclear diagnosis. The characteristics of included patients
are presented in Table 2.

Swallowing problems, frequent coughing, loss of appe-
tite, and problems with oral secretions were all frequent
findings in patients in the dying phase. In 78.7 % of all
patients, the respondents reported that their relative suf-
fered from swallowing problems in the last 72 h before
death. In 53 cases (37.6 %), they reported that these
problems were severe. Nursing staff reported a 65.8 %
incidence of swallowing problems in the same patient
group. Overall the nursing staff rated the incidence and
severity of swallowing problems lower than the relatives
(Wilcoxon Signed-Ranks Test; p < .0001).

Both relatives and nursing staff reported a higher inci-
dence of swallowing problems in non-malignancy patients
(81.5 and 79.5 %) compared to patients with malignancies
(76.5 and 58.1 %; p = .039 and p = .030 resp.). For the
other symptoms, there were no differences found between
patients with/without malignancies.

Comparing responses provided by relatives and nursing
staff, differences in rating of incidence and severity were
found for the items ‘frequent coughing’, ‘loss of appetite,’
and ‘problems with oral secretions’ (p = .012, p = .001
and p = .002 resp.). For the items ‘frequent coughing’ and
‘loss of appetite,” the median severity grading by nursing
staff was significantly lower compared to the relatives’
grading. The outcomes of the questionnaires are repre-
sented in Table 3.

Relatives reported different incidences of swallowing
problems, coughing, and loss of appetite differently across
settings (home care setting, nursing home, general hospital,
and university hospital, Friedman test, p < .0001). No
differences in problems with oral secretions were reported
across the different locations (p = .365). According to
relatives, the incidences of swallowing problems in a home
care setting were 75.0 %, in nursing homes 81.4 %, in
general hospitals 84.6 %, and 64.3 % in university
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Table 3 Questionnaire outcomes

Relatives Nursing staff p*
n % n %
Swallowing problems
Not at all 30 21.3 41 34.2 <.0001
A little 28 19.9 34° 28.3
Quite a bit 30° 21.3 25 20.8
Very much 53 37.6 20 16.7
No response 23 44
Frequent coughing
Not at all 66 482 70 57.9 012
A little 37 270 35 28.9
Quite a bit 21 153 12 9.9
Very much 13 9.5 4 33
No response 27 43
Loss of appetite
Not at all 10 6.6 15 9.6 .001
A little 14 9.2 23 14.7
Quite a bit 35 23.0 55° 35.3
Very much 93° 61.2 63 40.4
No response 12 8
Problems with oral secretions
Not at all 61 40.1 79 494 .002
A little 10° 263 48° 30.0
Quite a bit 22 14.5 21 13.1
Very much 29 19.1 12 7.5
No response 24 4

* Wilcoxon signed-ranks test

® Median score

hospitals. Nursing staff reports included no differences in
the incidence of swallowing problems across the different
locations (p = .819), but they did report differently for the
other symptoms (p < .0001).

For three symptoms (swallowing problems, frequent
coughing, and problems with oral secretions), a significant
correlation was found between the grading given by rela-
tives and nursing staff. For coughing and problems with
oral secretions, this correlation was substantial (p = .313
and p = .326 resp.), for swallowing problems the found
correlation was weak (p = .289), and no correlation was
found for loss of appetite (p = .123) (Table 4).

Correlations between the four symptoms observed by
relatives and nursing staff are presented in Table 5. A
significant correlation was found between almost all
symptoms for the relatives, except for ‘loss of appetite’ and
‘frequent coughing’ (p = .414), and for ‘loss of appetite’
and ‘problems with oral secretions’ (p = .163). The
strongest correlation was found between ‘swallowing
problems’ and ‘problems with oral secretions’ (r = .470;
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Table 4 Correlations between assessments of relatives and nursing
staff

p p
Swallowing problems .289 .002
Frequent coughing 313 .001
Loss of appetite 128 123
Problems with secretions 326 <.0001

* Spearman’s rho

p < .0001). For the nursing staff, a significant correlation
was found for ‘loss of appetite’ and ‘swallowing problems’
(r = .411; p <.0001) and between ‘problems with oral
secretions’ and ‘swallowing problems,” ‘frequent cough-
ing,” ‘loss of appetite’ (p = .219; p = .017, p = 415;
p <.0001 and p = .203; p = .011 resp.).

Patients” well-being in the dying phase was rated by the
relatives at 4.9 (SD =+ 3.3; range 1-10) for psycho-social
functioning and at 2.5 (SD =+ 2.5; range 1-10) for physical
well-being. The nursing staff rated psycho-social func-
tioning at 4.5 (SD =+ 2.7; range 1-10) and physical well-
being at 2.7 (SD =£ 2.1; range 1-10). No statistical differ-
ences were found between the rating by relatives and
nursing staff regarding the patients’ psycho-social func-
tioning and physical well-being (Wilcoxon; p = .783 and
p = .230 resp.).

No significant correlation between any of the four
symptoms and the patient’s psycho-social well-being was
found for the relatives’ assessments. A significant corre-
lation was found for the nursing staff’s assessments of
swallowing problems and their patients’ rating of psycho-
social well-being (p = —.2584; p = .002). A significant,
but weak, correlation was found between the relatives’
assessment of physical well-being and swallowing prob-
lems (p = —.261; p = .002). For the nursing staff’s
assessment, this correlation was also found to be signifi-
cant, but more substantial (p = —.358; p < .0001). Also a
weak, but significant, correlation was found between the
patients’ physical well-being and the nursing staff’s
assessment of loss of appetite (p = —.282; p < .0001)
(Table 6).

Discussion

This study is the first in quantifying the incidence of
swallowing problems in the final stage of palliative care.
One of the limitations of this study is the use of proxy
assessment, which might introduce different types of bias
(like recall bias and observer bias) into this study. How-
ever, one might suggest that this type of assessment is the
only acceptable method of collecting data in these patients.
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Table 5 Correlations between symptoms as assessed by relatives and nursing staff

Frequent coughing

Loss of appetite

Problems with oral secretions

Relatives Nursing Relatives Nursing Relatives Nursing
Swallowing problems 717 —.071* .364% 411° 470° 219°
046" A441° <.0001" <.0001° <.0001° 017
Frequent coughing -.071% —.006% .372% 415°
414 951° <.0001° <.0001°
Loss of appetite 115* 203"
.163° o11°

4 Spearman’s rho (p)

b p value

Other assessment methods might raise ethical issues in this
specific phase, where both patients and relatives are
extreme vulnerable. And although this type of assessment
might have its limitations, the reliability of proxy assess-
ment for various aspects of end-of-life care and quality of
life, however, is well described by Veerbeek [13].

Our study identifies not only a high incidence, but also a
difference in perception of these problems.

In our population, 76 % of all patients had swallowing
symptoms as reported by relatives; nursing staff reported
swallowing problems in 66 % of all patients. The incidence
of swallowing problems in patients with non-malignancies
is reported to be higher than in patients with malignancies.
This was to be expected as the incidence of swallowing
problems in diseases like stroke, motor neuron diseases,
and dementia which are known to be high. However, our
data shows that in palliative settings, the incidence of
swallowing problems in patients with non-malignant dis-
eases might be as high as 60 %, which might lead to
considerable emotional burden for not only the patient, but
also for the relatives as in a large study. Yamagashi et al.
[17] concluded that 70 % of family members were very
distressed when faced with a situation when a terminal
relative was unable to eat or drink. These findings under-
line the importance of adequate management of swallow-
ing problems in the palliative setting.

In our study, the assessment of severity of swallowing
problems by relatives differs from the assessment by
nursing staff. Relatives’ responses suggest that they might
relate swallowing problems in the dying phase to all other
symptoms, whereas nursing staff responses suggest that
they only correlate loss of appetite with swallowing prob-
lems. Although none of the found coefficients indicates a
strong correlation, the fact that relatives seem to correlate
all symptoms with one another, might suggest that relatives
might have difficulty in differentiating these symptoms. In
our study, relatives rate the severity of swallowing prob-
lems higher than nursing staff. An explanation for this

phenomenon might be that nursing staff provide care for
many patients; they might use these experiences as a ref-
erence. Also, one could suggest that the emotional attach-
ment of the relatives could be a confounding factor in the
subjective rating of severity of swallowing problems in a
period where relatives most likely are to have a higher
emotional load. The discrepancy in the rating of severity of
swallowing does suggest, however, a need for a better
communication between relatives and nursing staff. Raij-
makers et al. [8] studied the relatives’ perspective of the
patient’s oral intake toward the end of life in 23 patients
and found that relatives recalled limited communication
with health care professionals concerning oral intake at the
end of life. The results of our study seem to support the
findings by Raijmakers et al. [8] and underline the need for
providing adequate information on swallowing problems to
the relatives when a patient receives palliative care. Our
data suggest however that this information should not be
limited to swallowing problems only, but also focus on the
links between these problems and other clinical symptom:s,
like loss of appetite. In 2010, Yamagishi et al. proposed a
four-domain care strategy for family members of a termi-
nally ill cancer patient who becomes unable to take nour-
ishment orally: (1) relieving the family members’ sense of
helplessness and guilt, (2) providing up-to-date information
about hydration and nutrition at the end of life, (3)
understanding family members’ concerns and providing
emotional support, and (4) relieving the patient’s symp-
toms. These recommendations are in line with our findings
in this study.

Literature suggests that swallowing problems can lead to
a decrease of well-being and social functioning, even in a
fragile patient group in a palliative setting [6, 7]. Based on
the reported high incidence in our population, there is
undoubtedly a need for the management of swallowing
problems in the palliative phase. Palliative care in some
cases may extend over a longer period (up to several years)
[14], whereas our study focuses on the last phase, when the
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Table 6 Correlation of symptoms with quality of life as assessed by
relatives and nurses

Psycho-social Physical
well-being well-being
Relatives Nursing Relatives Nursing
Swallowing problems —.081*  —284* -—261" —.358°
340° 002° 002> <.0001°
Frequent coughing -.017*  —.065" 024 —.039%
848" 495> 783° 668"
Loss of appetite —.058* —.146" —.058*  —.282°
ATT° 127° 479" <.0001°
Problems with secretions —.040*  —.127% —.229*  —.148"
.620° 180> .005° 063"

* Spearman’s rho (p)

> p value

incidence of problems is hypothesized to be maximal.
Health care professionals should be thoroughly aware that
in this study we found that swallowing problems did not
correlate with the patient’s psycho-social well-being
according to relatives and only correlate weakly with
physical function according to nursing staff. This would
suggest that the impact of any swallowing intervention on
the patients’ well-being would diminish as the patient gets
closer to the dying phase. Based on our data, it might be
suggested that swallowing interventions in the last phase of
palliative care should be more directed toward providing
information to the patient, their relatives, and nursing staff
then toward interventions like exercises. Our data support
the findings of Pollens [7] that swallowing difficulties may
result in discomfort for patients and concern from care-
givers, however our data also suggest that at the end of the
palliative phase, the possible impact of any intervention
could be minimal. Some literature suggests that signals of
hunger and thirst are naturally reduced in the dying phase
and are reported to have an analgesic-like effect (Ferris
[3]). Yamagishi et al. [17] describe that in other qualitative
studies, family members said that, before being informed
by health care providers, they were not aware that
decreased oral intake is normal for terminally ill patients
and that it caused minimal discomfort. This would strongly
suggest that any intervention should be proportional to the
level of distress caused by the intervention.

Conclusion
Swallowing problems are reported to be a common finding
in patients who receive palliative care. Our study is the first

attempt to quantify these problems in the end stage of
palliative care. The incidence of swallowing problems in
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the last 72 h is 79 % in 164 unsedated patients. Relatives
and nursing staff assess the severity of symptoms differ-
ently, suggesting that more information by speech pathol-
ogists on care and management of swallowing problems in
these settings is needed. Differences were also found
between patients’ locations during the dying phase.

Our findings quantify and support previous findings on
the incidence of swallowing problems in a palliative care
setting, but also suggest that specifically at the end of the
palliative phase, the impact of any interventions for these
problems on quality of life are minimal, suggesting that
any proposed intervention should be proportional to the
level of distress caused by the intervention. Future research
should be aimed at providing a framework in which
patients (and relatives) in a palliative care setting would be
provided with adequate information on swallowing prob-
lems and the links between these problems and other
clinical symptoms. Any other intervention should be pro-
portional to the level of distress caused by the intervention.
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