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ABSTRACT

Background. There is lack of research on symptoms in patients with head and neck cancer
in the palliative phase. The aim of this study was to explore symptom prevalence and the
impact of these symptoms on daily functioning in patients with incurable head and neck

cancer. Also, discrepancies between patients and family caregivers are described.

Methods. Questionnaires were used to collect data about symptom prevalence (N=124) and
symptom impact (N=24).

Results. We discovered that the symptoms with a high prevalence were fatigue, pain, weak-
ness, trouble with short walks outside, and dysphagia. The symptoms with the greatest
impact on daily functioning were dyspnoea, voice changes, trouble with short walks outside,

anger and weakness.

Conclusions. Patients with incurable head and neck cancer experience a great number of
different symptoms. Focus on these symptoms by healthcare professionals could further
optimize symptom management. In future research, we recommend further validation of

the used questionnaires.
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INTRODUCTION

Head and neck cancer is known as a psychological highly traumatic cancer type'. This is due
to potential negative effects of the tumour itself and its treatment on various functions,
such as swallowing, speaking, tasting, and smelling, as well as on the appearance of a pa-
tient. Head and neck cancer is the fifth most common cancer type worldwide and the most
common neoplasm in central Asia’. In the United States, head and neck cancer accounts
for 3% of malignancies; in The Netherlands, it accounts for nearly 5% *. The average age of
patients affected with head and neck cancer is 63 years. More than two thirds of this patient
group is men®. Significant risk factors for the occurrence of head and neck cancer are the
use of tobacco and alcohol’.

Approximately 25 to 30% of patients with head and neck cancer will at a certain moment
reach the palliative phase®®. Knowledge about experiences in the palliative phase of head
and neck cancer is limited’. The palliative phase begins when cure is no longer possible
or when curative treatment is refused and ends with the patient dying®. Earlier research
among palliative patients with head and neck cancer showed a mean duration for the pal-
liative phase of approximately 6 months’. During this phase, the number and intensity of
symptoms can influence the quality of life of a patient negatively. Palliative care aims to
improve the quality of life of patients and their family caregivers by adequately dealing with
occurring symptoms, known as “symptom management”. In this research, symptoms are
defined as all complaints expressed by a patient as a result of a progressing disease or the
consequences of the treatment for that disease. Patients with cancer in the palliative phase
are frequently confronted with multiple and simultaneously occurring symptoms'®**. A sys-
tematic review of the literature (2007)'® about symptom prevalence in patients with cancer
in general during the palliative phase, revealed 5 somatic symptoms occurring in more than
50% of patients during the palliative phase. These somatic symptoms were: fatigue, pain,
lack of energy, weakness and appetite loss. However, this research only included a very small
group of patients (5%) suffering from a head and neck tumour Therefore, the possibility to
generalize the results from this review to the entire population of patients with head and
neck cancer patients is limited.

In another article (1997) '* on symptom prevalence, patients with head and neck cancer
were included, however, this research focused on somatic symptoms only in the terminal
phase. The 5 most frequently reported symptoms were: weight loss, pain, feeding dif-
ficulties, dysphagia and cough. Symptoms in the very last part of the palliative phase (the
terminal phase), however, are not fully representative for the entire palliative phase. This is
confirmed by a review of patients with cancer in general’, showing a difference between
the prevalence of symptoms occurring in the last 2 weeks of living and symptoms that occur
during the period prior to those weeks Research among patient with head and neck cancer
in general also indicates that, besides somatic issues, more than one third of patients are

Erasmus University Rotterdam 24\/»9\9

3



4 Erasmus Medical Center Rotterdam

also confronted with psychological problems'. In a recent study of surviving relatives of
patients with head and neck cancer, two thirds of the relatives claimed that the patient was
depressed and had a need for better psychosocial support during the palliative phase®. When
it comes to symptom report, earlier research suggests that family caregivers in comparison
with patients often over-estimate patient symptoms'®?!. These studies, however, did not
include patients with head and neck cancer.

In order to deliver good healthcare, it is important to know which symptoms occur during
a specific disease or disease phase, as well as the extent of their impact on daily function-
ing. In this article, “symptom impact” refers to: “the impact that symptoms have on daily
functioning of an individual patient.” The premise is that such an impact is either neutral or
negative.

The current study focused on: (1) the prevalence of symptoms in patients with head and
neck cancer during the palliative phase; (2) the impact of those symptoms on daily function-
ing of patients; and (3) discrepancies between patients and family caregivers with reference
to how they individually score the occurrence of symptoms as well as their evaluation of the

impact on daily functioning.

MATERIALS AND METHODS

Design

This cross-sectional descriptive study consists of a retrospective and a prospective element.
The first research question was answered by making use of retrospectively collected data.
The other 2 questions were answered by examining prospective data. This study was ap-

proved by the Medical Ethics Committee of the Erasmus Medical Centre Rotterdam.

Setting
At the Erasmus Medical Centre Rotterdam, a university medical centre in The Netherlands
treating around 600 patients newly diagnosed with head and neck cancer every year, pallia-
tive care is given by a specialist palliative team for patients with head and neck cancer. This
team consists of head and neck surgeons, specialized nurses, speech therapists, pain special-
ists, dietitians, social workers, and clergymen. Each year, approximately 130 new patients
are registered by the palliative team. Since October 2006, as part of the standard working
procedure, data is structurally gathered from patients with an head and neck tumour in the
palliative phase. Since that date, all new patients are being requested by the specialized
nurses to fill out a questionnaire, the Palliative Checklist (Pal-C), once during their palliative
phase. In most cases, this happens shortly after receiving the diagnosis of their palliative
status.

Follow-up of patients by the palliative team is done regularly, both in the outpatient clinic

as well as by telephone. During about half of these medical telephone contacts, the family
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caregiver speaks on the patient’s behalf. This occurs because of issues such as difficulties

with speech, pain and physical weakness of the patient.

Participants and procedure

Patients with a primary head and neck tumour in the palliative phase treated in the Erasmus
Medical Centre Rotterdam were included. Patients who were younger than 18 years, unable
to speak or write in Dutch, mentally incompetent or participating in another study at the
same time were excluded. Participants were divided into 2 groups: the prevalence group and
the symptom impact group.

The prevalence group
This group consists of all patients who completed a Pal-C (instrument described in detail
below) between October 2006 and October 2008.

The symptom impact group

For this prospective part of our study, patient’s main family caregivers were also included.
Because of the limited number of available patients and the limited average life expectancy,
a convenience sample was chosen. From February 2009 up to May 2009, patients were
approached by the specialized nurses of the palliative team. After they had given written
informed consent, participants were requested to separately fill out a questionnaire which is

called the Palliative Symptom Impact list (Pal-Sl), as mentioned below.

Data collection

The prevalence group

Sociodemographic data was gathered from the electronic patient file. Prevalence of symp-
toms was measured using the Pal-C. This questionnaire provides insight into the prevalence
of 30 separate symptoms. The Pal-C was developed in 2006 by the Expert Centre of Palliative
Care for Head and Neck Cancer of the department of Otorhinolaryngology and Head and
Neck surgery of the Erasmus Medical Centre in Rotterdam. The instrument consists of 53
questions, of which the first 15 questions are from the European Organisation for Research
and Treatment of Cancer Quality of Life Questionnaire-Core 15- Palliative (EORTC QLQ-
C15-PAL)” . The remaining 38 questions of the Pal-C are based on the Integral Checklist™.
The Integral Checklist is a questionnaire that was developed as an instrument for systematic
screening of psychosocial and physical problems in ambulatory patients with cancer. The
Pal-C is meant to obtain an impression of the situation as experienced by the patient during
the past week. The Integral Checklist has been used previously in a study with patients with
cancer in all phases of disease, including patients with head and neck cancer *. Completion
of the questionnaire requires approximately 20 minutes The Pal-C, in its current form, has

not been tested on validity and/or reliability. However, the Pal-C was primarily used to

Erasmus University Rotterdam 24\/»9\9

5



6 Erasmus Medical Center Rotterdam

support the gathering of information about the patient’s health in a nonburdensome way
and turned out to be a very practical instrument for that purpose and for referral to other

specialists.

The symptom impact group

Sociodemographic data of patients was gathered from the electronic patient file. Caregivers
sociodemographic data; sex, relationship to the patient, and age, were gathered by making
use of questionnaires. Impact of symptoms was measured using the Pal-SI. This instrument
was developed, for this study, by the Expert Centre of Palliative Care for Head and Neck
Cancer of the department of Otorhinolaryngology and Head and Neck surgery of the
Erasmus Medical Centre in Rotterdam. To enable comparison of data, the Pal-SI covers the
same symptoms and uses equal formulation as in the Pal-C. The Pal-SI consists of 2 parts.
Part A contains the 30 symptoms from the Pal-C. By answering “yes” or “no’, the patient can
indicate whether or not the specific symptom occurred in the previous week. In part B, the
patient is asked to rate all symptoms present on an 11 point numeric scale (NMS), indicating
the impact of a specific symptom on daily functioning. (o= “no impact”, 10= “unbearable
impact”).

Specifically for family caregiver’s, a family caregiver’s version of the Pal-S| was available.
This version differs from the original Pal-SI on 2 aspects: (1) to prevent missing values, the
answer option “do not know” was added; and (2) all questions were formulated from the
perspective of the family caregiver (i.e. instead of asking: “Have you had pain?”, the fam-
ily caregiver’s version states “Do you think the patient had pain?”. It took approximately 15

minutes to complete the Pal-SI.

Statistical analysis

The sociodemographic data, the prevalence of symptoms, and the impact of those symp-
toms were described by way of descriptive statistics. The sociodemographic data of patients
from the prevalence group were statistically tested using the independent samples ¢ test
(age), chi-square test (sex, tumour location, and treatment) and the Mann-Whitney test
(duration of palliative phase).

The sociodemographic data with reference to the patients from the symptom impact
group were statistically tested using the Mann-Whitney test. In order to compare the preva-
lence and the symptom impact data of the patients and their family caregivers per pair, the
Wilcoxon matched pairs test was performed.

Nonparametric tests were used when data was not normally distributed. With reference
to the symptom impact group, this was the result of the limited number of cases. The
significance level was set at 5%. For the analysis of the data, the statistics program SPSS

version 14.0 was used.
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RESULTS

Description of “prevalence group”

Between October 2006 and October 2008, 310 new patients were registered with the spe-
cialized nurses for palliative care. After exclusion, 220 patients were approached, of which
124 (56%) completed the Pal-C. Two percent of questions were not filled in. The reasons for
exclusion and nonresponse are indicated in Figure 1.

Refer to Table 1 for sociodemographic data. Patients who completed a Pal-C (Pal-C+)
were significantly different from those who did not complete a Pal-C (Pal-CO) on 3 aspects.
The Pal-C+ group (1) consisted of more men; (2) were subjected to more extensive palliative
treatment; (3) their duration of the palliative phase was longer, with a median discrepancy

of more than 100 days.

‘PREVALENCE GROUP’

October 06 — October 08
310 new patients

N= 49 patients excluded:

17x no primary head-neck cancer

14x mentally incompetent

10x simultaneously 2nd primary (8 lung, 2 esophagus)
7x tumor not proven

1x not capable of expressing in Dutch

A4

v

261 patients in database

N= 41 Patients not approached*
14x patient had no interest in follow-up contact with SN
27x reason for no contact unknown

A4

v

220 patients approached

N= 96 patients not filled in the Pal-C

75x refused by patient

> 40x as result of condition

24x as result of denial palliative state

v 11x reason for refusal unknown

21x reason why Pal-C not filled out unknown

124 patients in sample

*Specialized Nurse (SN) had no direct contact with patient

Figure 1. Prevalence Group
Description of “symptom impact group”

Between February 2009 and May 2009, 116 new patients were registered with the special-
ized nurses. Of the total of 56 patients who met all the inclusion criteria, 24 patients (43%)
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Table 1. Socio-demographic data Prevalence Group

% (no. of patients) by group*

Characteristic P value
Pal-C+ group (n=124) Pal-CO group (n=137)

Age, average (interval) 68 (39-90y) 66 (28-98y) .203

Sex
Male 73 (91) 61 (83) .019
Female 27 (33) 39 (54)

Location of Tumour
Oral cavity 24 (30) 20 (28) 724
Oropharynx 26 (32) 30 (41)

Larynx 1 (14) 13 (18)
Hypopharynx 13 (16) 14 (19)
Nasopharynx 2 (3) 2 (3)
Nasal fossa 1 (14) 6 (8)
Other t 12 (15) 15 (20)

Treatment All phases P;:)I::zi:e All phases PilLizzi:e A P
No treatment 8 (10) 50 (62) 17 (23) 70 (96) .067 .017
Surgery 2 (3) 2 (2) 3 (4) o (0)
Radiotherapy (RT) 32 (39) 35 (43) 19 (26) 22 (30)
Chemotherapy (CT) o (o) 7 (8 o (o) 6 (8)

Surgery + RT 35 (43) 2 (2) 33 (45) o (o)
Surgery + CT 1 (1) o (o) o (o) 1 (1)
Surgery + RT + CT 7 (9) 1 (1) 15 (21) o (o)
CT +RT 15 (19) 5 (6) 13 (18) 2 (2)

Time interval between start 61 days (0-1682) X

of pall phase and Pal-C

median (interval)

Duration palliative phase 169 days (9-2621) 62 days (1-652)§ .000

Abbreviation: Pal-C, Palliative Checklist; CT, chemotherapy; RT, radiotherapy.
* Except as otherwise stated.

T Tumours of the skin, salivary glands, ear, and trachea.

1 Based on 109 patients.

§ Based on 128 patients.

and 24 family caregivers completed a Pal-SI. For 3% of the questions, no answer was given.
The reasons for exclusion and nonresponse are indicated in Figure 2.

Refer to Table 2 for sociodemographic data. Patients from the Pal-Sl+ group were not
significantly different from the patients of the Pal-SI® group. Family caregivers were, on
average, 60 years old (32-77 years). Their relation to the patient was that of the husband/
wife (17), daughter/son (5), friend (1) and brother (1).
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Symptoms of patients with incurable head and neck cancer | 9

‘SYMPTOM IMPACT GROUP’

February — May 09
N=116 new patients N= 50 patients excluded:

21x participation in other research
12x mentally incompetent

11x no primary head-neck cancer

L 4x simultaneous 2™ primary (4 lung)
A 2x not capable of expressing in Dutch

v

N= 66 patients in database

N= 10 patients not approached:
».| 5x patient had no interest in follow-up contact with SN
5x reason for no contact unknown

v

N= 56 patients approached

N= 32 patients refused to fill in the Pal-SI:
23x as result of condition

2x as result of denial palliative state

2x to aggravation

v

N= 24 patients in sample *Specialized Nurse (SN) had no direct contact with patient

Figure 2. Symptom Impact Group

Prevalence of symptoms in “prevalence group”

All results obtained from the Pal-C are described in Table 3. Patients reported an average
of 14 different symptoms (interval 0-26), of which there were 10 somatic symptoms and 4
psychosocial symptoms. Fatigue had the highest prevalence (81%), followed by pain (75%),
weakness (75%), trouble with short walks outside (65%) and dysphagia (59%). Frequently
reported psychosocial symptoms were worrying (61%), sadness (57%), tenseness (52%),

depressed mood (52%) and powerlessness (50%).

Prevalence of symptoms in “symptom impact group”

All results obtained from the Pal-SI are described in Table 4. The patient and his/her family
caregiver differed significantly from one another for the occurrence of 4 symptoms: dif-
ficulty sleeping (patient 29% vs caregiver 13%; p= .046), dyspnoea (21% vs 42%; p= .025),
powerlessness (75% vs 46%; p=.046) and anxiety (29% vs 50%; p=.034).

Erasmus University Rotterdam 24\—/»9\9
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Table 2. Socio-demographic data Symptom Impact Group

% (no. of patients) by group

Characteristic P value
Pal-SI + group (n=24) Pal-SI® group (n=42)
Age, average (interval) 66 (29-90y) 67 (38-98y) -957
Sex
Male 50 (12) 64 (27) .260
Female 50 (12) 36 (15)

Tumour location

Oral cavity 33 (8) 21 (9) 823
Oropharynx 17 (4) 19 (8)
Larynx 8 (2) 14 (6)
Hypopharynx 4 (1) 12 (5)
Nasopharynx (o) 5 (2)
Nasal fossa 17 (4) 12 (5)
Other * 21 (5) 17 7)

Treatment All phases P?)l:zzi:e All phases Pa::jzz/e A P

No treatment (1) 38 (9) 10 (4) 45 (19) 797 .61
Surgery (1) 4 (1) 2 (1) 2 (1)
Radiotherapy (RT) 21 (5) 42 (10) 21 (9) 38 (16)
Chemotherapy (CT) o (o) 13 (3) o (o) 10 (4)
Surgery + RT 42 (10) o (o) 41 (17) o (o)
Surgery + CT o (o) o (o) 2 (1) o (o)
Surgery + RT + CT 17 (4) 4 (1) 12 (5) o (o)
CT +RT 13 (3) (0) 12 (5) 5 (2

Time interval between start 270 days (17-1024) ) X

of pall phase and Pal-SI,
average (interval)

Abbreviation: Pal-Sl, Palliative Symptom impact list; CT, chemotherapy; RT, radiotherapy.
* Tumours of the skin, salivary glands, ear, and trachea

Impact on daily functioning from “symptom impact group”

According to the patients, dyspnoea, voice changes, trouble with short walks outside, anger,
and weakness, all had, in decreasing order, a large impact on daily functioning. The score for
the symptom impact on daily functioning of the patient differed significantly between the
patients and their family caregivers on 5 symptoms: trouble with short walks outside (patient
NMS 5,5 vs caregiver NMS 6,7 p=.047), difficulty sleeping (4,7 vs 5,3; p=.042), powerlessness
(4,4 vs 3,8; p=.031), trouble expressing oneself (3,3 vs 4,9; p= .014) and anxiety (5,1 vs 4,5; p=
.015).
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Table 3. Prevalence of symptoms n=124 from the Pal-C

% of (no./total no. of % of (no./total no. of
Symptoms . . Symptoms : .
patients patients) patients  patients)

Fatigue 81 (101/124) Dyspnoea 41 (51/123)

Pain 75 (93/123) Coughing after eating/ 38 (47/122)
drinking

Weakness 75 (93/123) Need for help with 30 (37/123)
everyday functioning

Trouble with short walks 65 (81/123) Nausea 29 (36/121)

outside

Dysphagia 59 (73/123) Wound in neck or face 22 (27/124)

Difficulty speaking 57 (71/123) Unpleasant smell/ 19 (24/123)
stench

Difficulty sleeping 56 (70/124) Worrying* 61 (75/118)

Head and Neck oedema 56 (69/122) Sadness* 57 (71/118)

Daily activities restricted 53 (66/121) Depressed mood* 52 (65/123)

as result of pain

Weight loss 53 (66/124) Tenseness* 52 (65/122)

Voice changes 52 (64/123) Powerlessness* 50 (62/117)

Constipation 48 (60/123) Anger* 39 (48/116)

Shortness of breath 48 (59/123) Anxiety™* 32 (39/117)

Need to stay in bed/ 48 (59/123) Trouble expressing 24 (30/118)

chair during day oneself*

Appetite loss 53 (66/119) Feelings of shame* 12 (15/118)

Abbreviation: Pal-C, Palliative Checklist. * Psychosocial symptoms.

DISCUSSION

In the first part of this research, we explored symptom prevalence in 124 patients with
incurable head and neck cancer. Within this sample, “fatigue” was the somatic symptom
most prevalent (81%), followed by pain (75%), weakness (75%), trouble with short walks
outside (65%) and dysphagia (59%). To our knowledge, no comparative figures are known for
symptom prevalence in patients with incurable head and neck cancer. Prior studies among
head and neck cancer survivors, a few years after their curative treatment, indicate diverging

percentages for the prevalence of fatigue (33 to 48%)” )2>-28

, pain (10 to 43%)~*°, and dysphagia
(17 to 76%)%. For the prevalence of weakness and trouble with short walks outside, no
comparative figures were found. We hypothesize that symptoms experienced by patients in
the palliative phase are not consistent with those experienced by cancer survivors because of
the difference of disease phase, location/ presence of the tumour, and tumour treatments.

The 4 most prevalent symptoms experienced by patients with head and neck cancer in
the palliative phase are consistent with the results of a systematic review in 25,074 patients

with cancer in general, during the palliative phase.'®. Despite a probable difference in aetiol-
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Table 4. Results Symptom Impact Group n=24 from the Pal-SI

Prevalence, Symptom impact,
Symptoms % (n) Pvalue average (interval) P value
Patients Close relatives Patients Close relatives
Somatic
Trouble with short walks 25 (6/24) 38 (9/24) .083 55 (2-9) 6,7 (3-9) .047
outside
Need to stay in bed/chair 21 (5/24) 25 (6/24) 317 3,8 (1-6) 4,8 (1-8) 102
during day
Need for help with everyday 13 (3/24) 13 (3/24) 1.00 4,0 (3-5) 50 (5) 180
functioning
Shortness of breath 38 (9/24) 33 (8/24) .705 3,4 (1-7) 4,5 (2-8) 561
Pain 54 (13/24) 58 (14/23) 317 4,9 (210) 55 (1-10) .109
Difficulty sleeping 29 (7/24) 13 (3/24) .046 4,7 (1-10) 53 (2-10) .042
Weakness 42 (10/23) 50 (12/22) .705% 52 (1-1-0) 4,6 (1-10) .476
Appetite loss 21 (5/23) 13 (3/23) .059 50 (1-8) 6,0 (2-8) .414
Nausea 25 (6/24) 17 (4/22) 317 3,4 (1-5) 20 (13) 223
Constipation 21 (5/24) 25 (6/22) .564 4,8 (2-10) 4,8 (2-10) .102
Fatigue 92 (22/24) 79 (19/23) 317 45 (1-10) 4,8 (1-10) 796
Daily activities restricted as 33 (8/24) 25 (6/23) 317 5,0 (1-10) 4,5 (2-6) 313
result of pain
Head and Neck oedema 25 (6/23) 29 (7/22)  .655 4,3 (1-7) 4,9 (1-10) .465
Wound in neck or face 13 (3/24) 17 (4/23) 564 50 (5) 53 (3-9) .102
Unpleasant smell/ stench 4 (1/24) 17 (4/24) .083 50 (5) 4,3 (2-6) .068
Dyspnoea 21 (5/24) 42 (10/24) .o02s5 7,0 (3-10) 4,6 (1-8) 234
Difficulty speaking 54 (13/24) 54 (13/24) 1.00 4,9 (2-10) 4,7 (1-9) .648
Dysphagia 54 (13/23) 42 (10/22) .405 5,0 (1-10) 6,2 (3-10) .813
Coughing after eating/drinking 33 (8/23) 42 (10/24) .666 4,1 (1-7) 5,0 (1-10) .055
Voice changes 38 (9/24) 50 (12/24) .257 5,9 (1-10) 4,8 (1-10) .698
Weight loss 25 (6/24) 29 (7/23) 317 3,8 (1-8) 4,9 (1-8) 131
Psychosocial
Tenseness * 38 (9/24) 33 (8/23) 100 3,9 (1-10) 4,1 (2-6) .858
Depressed mood * 46 (11/24) 38 (9/21) 317 3,9 (2-7) 3,1 (2-5) .088
Powerlessness * 75 (18/24) 46 (11/21) .046 4,4 (1-10) 3,8 (2-7) .031
Worrying * 63 (15/24) 63 (15/21) .083 4,4 (1-8) 4,4 (1-8) 368
Trouble expressing oneself* 25 (6/24) 42 (10/23) .157 33 (2-7) 4,9 (2-8) .o14
Feelings of shame* 13 (3/24) 4 (1/24) 317 2,3 (1-5) 2,0 (2) 461
Anxiety * 29 (7/24) 50 (12/21) .034 51 (2-8) 4,5 (2-8) .oy
Anger * 29 (7/24) 42 (10/23) 180 53 (37) 4,2 (1-8) .609
Sadness 71 (17/24) 54 (13/24) .102 4,6 (1-9) 6,0 (2-9) .338

Abbreviations: Pal-Sl, Palliative Symptom impact list.
* Psychosocial symptoms.
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ogy of various symptoms as a result of different primary diagnoses, it seems that the most
prevalent symptoms during the palliative phase are independent of the primary diagnosis.
In this study, a distinction was made between somatic and psychosocial symptoms. De-
spite the assumption that psychosocial symptoms occur less frequently in palliative patients
with cancer in general®, it has been shown that these symptoms play an important role in
the assessment of quality of life in patients with head and neck cancer®**. The 5 most fre-
quently reported psychosocial symptoms in our study were: worrying (61%), sadness (57%),
tenseness (52%), depressed mood (52%) and powerlessness (50%). The prevalence figures for
psychosocial symptoms found in our study are higher for the symptoms: worrying, sadness,
tenseness, and anxiety compared to the findings of 2 other studies. The article by van den

Beuken et al.**

studied a subpopulation of 25 patients with incurable head and neck cancer
during their treatment and found a prevalence of 25% for worrying, 17% for tenseness, and
8% for anxiety. In the overall incurable oncological population, Teunissen et al.'® found a
prevalence of 36% for worrying, 39% for sadness, and 30% for anxiety. These discrepancies
between our findings compared with other studies could be explained by the use of different
terminology, measuring instruments and sample selection. For example, van den Beuken
(2009) included patients who were all still receiving some form of (palliative) treatment
aimed at symptom control, such as surgery, radiotherapy, or chemotherapy during the pal-
liative phase of their illness. Whereas we studied a group of patients of which only a small
portion was receiving such treatment and the larger portion was not. Receiving treatment,
even if this treatment is of a palliative nature, can place patients more in a fighting mode
and less open to feelings and negative emotions such as worrying. Teunissen et al.'® used a
brought population of patients in the palliative phase, which could also lower the prevalence
of these results because we know that patients with head and neck cancer psychologically
suffer more’ and have been associated with higher levels of depression and anxiety.

The least occurring psychosocial symptom (12%) was “feelings of shame”. We find this
remarkable because head and neck cancer and its treatment can lead to mutilations and
disfigurement, and therefore one would expect a higher prevalence for this specific symp-
tom. It could be possible that patients already coped with these consequences when they
occurred earlier on during the curative phase. Another reason for the low prevalence of
feelings of shame may be related to the specific characteristics of the majority of patients
with head and neck cancer; men over 60 years of age, generally with a lower socioeconomic
background. Especially sex and age might influence the importance of appearance. Our find-
ings are consistent with a study of patients after a laryngectomy, in which 14% of patients
reported experiencing feelings of shame®.

In the second part of this research we explored the impact of symptoms on daily func-
tioning of patients with incurable head and neck cancer. We also looked at discrepancies
between patients and their family caregivers with respect to how they score symptom

occurrence and symptom impact on daily functioning. The symptoms dyspnoea, voice
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changes, trouble with short walks outside, anger, and weakness, all have, according to the
patients in the symptom impact group, a significant impact on daily functioning.

Furthermore, we found that family caregivers of patients with head and neck cancer dur-
ing the palliative phase frequently overestimate the occurrence of somatic symptoms as well
as the impact from those symptoms on daily functioning of patients. In two thirds of cases,
although not always significant, the prevalence and the symptom impact score for somatic
symptoms were systematically estimated higher by the family caregivers compared to pa-
tients. However, when it comes to psychosocial symptoms, we see a reverse trend. Both
symptom prevalence as well as symptom impact are underestimated by family caregivers.
Approximately 50% of the symptom prevalence and the symptom impact score are indicated
higher by the patients compared with family caregivers. These findings are not consistent
with studies in patients receiving oncology treatment during the palliative phase, in which
family caregivers more frequently overestimated psychosocial symptoms compared to
somatic symptoms '*?!. Research indicates that the degree of consistency between patients
and their caregivers depends on the health condition of the patient in question. Just a
slight consistency can be found when the health of the patient is very good or very bad®. A
potential explanation for the discrepancy between patients and family caregivers could be
underreporting of symptoms by patients. Patients do not wish to worry their caregivers and
hence are very careful when communicating about their symptoms and/or the intensity of
those symptoms'®?°?' ¥’ Whether or not the discrepancy between patients and their family
caregivers in our study can be explained by this is unclear and requires further investigation.
It is remarkable that family caregivers indicated that dyspnoea was present, twice as often
as the patients did. In case of a head and neck tumour, dyspnoea is a potentially realistic
threat. It is likely that fear of suffocation makes the family caregivers more aware of possible
signs of dyspnoea. In addition, a lot of patients with head and neck cancer trivialize their
dyspnoea because the progression happens gradually. Our result is consistent with prior
research among patients with lung cancer during the palliative phase'.

Limitations

The cross-sectional method of current study is inapt to obtain a definite conclusion about
the entire palliative phase. Practical achievability of a longitudinal approach within a pal-
liative population, however, is limited, and hence very difficult to realize®® *. Despite the
fact that the Pal-C and the Pal-SI are well used and practical instruments for gathering
information in the least possible intrusive way, the lack of validation is a limitation. Another
limitation was the 44% nonresponse within the prevalence group. Nonresponding patients
had a significant shorter life expectancy and seemed to have a much worse condition than
responding patients. Generalization of the results from the prevalence group should there-
fore be done carefully. The large number of nonresponse (more specifically, patients that

dropped out because of their weak condition) within this group, however, also confirms
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how vulnerable this specific cancer population group is. Finally, the option to work with an
occasional random sample for investigating the symptom impact group means that patients
were selected. The number of patients and caregivers is too limited to generalize results to
the entire population. However, the gained insight has resulted in a number of discrepancies
between patients with head and neck cancer and their caregivers, and patients suffering

from other malignant dysfunctions.

CONCLUSION

Implications for clinical practice

This is the first study investigating the prevalence of symptoms in patients with head and
neck cancer and their impact on daily functioning during the palliative phase reported by
patients themselves and their family caregivers. These patients experience a large number
of different symptoms. We found that most frequently reported somatic symptoms were:
fatigue, pain, weakness, trouble with short walks outside, and dysphagia, which is consistent
with research involving a wide palliative cancer population. In the psychosocial area, these
are worrying, sadness, tenseness, depressed mood, and powerlessness. For these symptoms,
there are no comparative prevalence figures yet available. The symptom with the greatest
impact on daily functioning, according to patients, is dyspnoea. According to the caregivers,
this is the symptom “trouble with short walks outside”. For a number of symptoms, the
mutual discrepancies between patients and their caregivers are significant.

These results were limited due to several aspects such as a relatively low accrual rate,
mainly because of the condition of patients and the use of a non-validated questionnaire.
Future research should, therefore, be focused on replication of our results with further
validation of the used questionnaire. We do, however, believe that the results give valuable
insight into symptoms experienced by patients with head and neck cancer in the pallia-
tive phase and their impact on daily functioning of those patients, a subject that is clearly
underexposed in research.

Furthermore, we suggest that care for patients with head and neck cancer in the palliative
phase should include targeted screening. This screening should focus on highly prevalent
symptoms as fatigue and psychosocial symptoms which, because they are less visible, may
now receive less attention. We also suggest that in the relationship between healthcare
workers and patients and their caregivers, attention should be paid to the discrepancies
between patients and caregivers found in this study. By making this difference in perception
open for discussion, patients and caregivers can become more aware of this within their
relationship. Insight regarding possible discrepancies may contribute to better and targeted
healthcare and hence improve the quality of life of patients with head and neck cancer and

their caregivers.
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