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Abstract

Introduction: As the suffering affects both the patients with advanced illness and their family, the disease
puts the closest ones under enormous stress. Palliative care, therefore, is offered also to relatives who
demonstrate signs of adaptive disorders on confronting the situation. The aim of the study is to examine
the needs in stationary hospice among the patients and their relatives.

Material and methods: The research group consisted of 338 persons — 181 palliative care patients and
157 relatives. The research took place in five stationary hospices in Poland. This study reconstructs the
original version of Need Evaluation Questionnaire (NEQ) by Dr Marcello Tamburini questionnaire for the
group of relatives in hospice.

Results: Almost half of the patients articulated the necessity to improve the control of the symptoms
they were experiencing; slightly over 40% preferred to have a better information of the diagnosis and
current progress of the illness. Almost half of the family members (45.9%) declared the need to improve
the control of the symptoms, followed by a “demand” for a better knowledge (40%) about the diagnosis
and the course of the illness. Least chosen was the information about insurance (10.8%) and better quality
of services (13.4%).

Conclusions: Both groups of respondents demonstrated the similar intensity of needs associated with
the perception of care. The most common need declared was one for a better control of the symptoms.
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Introduction

Each year a growing demand for palliative care is
observed. In this respect, it is vital to ensure profes-
sional treatment in accordance with guidelines laid
out by the World Health Organization for patients
with advanced diseases [1, 2]. In achieving this goal
focusing on studies that explore the needs of patients
— the direct receivers of care services — are important.
One of the most important factors aggravating the

suffering is social and psychological isolation and the
notion of social rejection [3].

As the suffering affects both patients with advan-
ced diseases and their families, the disease puts the
closest ones under enormous stress. Palliative care,
therefore, is offered also to the caregivers (such as
families and closest associates) who demonstrate
signs of adaptive disorders on confronting the situ-
ation. Through conversation, it is possible to ease the
experience of sickness, death, and mourning. If the
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sick person declares a high level of needs, the caregi-
ver most likely experiences a heavy burden and high
expectations. It is therefore vital to assess the needs
of both from the very beginning [4].

The literature points to benefits resulting from stu-
dying the needs associated with care by applying the
Need Evaluation Questionnaire (NEQ) by Dr Marcello
Tamburini [5, 6]. It is distinguished by a high com-
pliance rate, short completion time and the absence
of problems related to comprehension. It assures that
the acquired information puts the patient in the centre
as far as his health condition is concerned, allowing for
full expression of opinions and discomforts. [7]. This
helps to improve the quality of care and the quality
of life of a patient. The aim of the study is to examine
the needs in stationary hospice among the patients
and their relatives.

Material and methods

The research group consisted of 338 persons
— 181 palliative care patients and 157 relatives. Most
were people aged 60-80 years. The number of those
aged over 80 years accounted for 24.8% of the re-
search group. Gender division was 54% women and
46% men. The age of persons visiting the patients was
between 17 and 86 years. Half of the respondents
were aged between 50 and 70 years (33.1%), followed
by a group of 30-50-year-old (23.5%). A selection
of the research group of relatives was based on the
frequency of visiting — minimum three times a week.
For the patients, the criterion was a stay of at least
seven days in the facility. Two out of three patients
knew their condition (66%), part was unaware (14%)
and the rest were unable to communicate the answer.
The main cause for hospitalization was cancer (61.9%).
Some of the patients were admitted because of poor
social conditions and lack of care from family (3.9%),
followed by stroke (1.1%), accidents (0.6%), postope-
rative complications (0.6% — although most often
they were related to cancer). Most common symptoms
declared by patients were pain (36.5%), weakness
(17.7%) and dyspnea (11.6%). Over two-thirds of
respondents (69%) declared that they were aware of
the place of stay. For families, the relevant indicator
was slightly higher (80%).

The research took place in five hospices — please
list all hospices. Care in each facility was cost-free.
In order to ensure the most honest answers possible
and allow unrestrained expression of views, the qu-
estionnaire was carried out by persons not employed
in the facilities.

Need Evaluation Questionnaire is a standardized
questionnaire consisting of 23 dichotomous qu-

estions. Its construction allows for answers as either
“yes" — acknowledging the existence of a need- or
“no”. The most common everyday needs with re-
gard to care in five main areas are listed: informati-
ve, concerning care and treatment, relational, psy-
cho—emotional support and material. Questions from
the original NEQ questionnaire are designed solely
for patients. This study assumed the research should
also include people who are notill but are caregivers,
namely the close ones. With this in mind, with the help
of students and employees of the Warsaw Medical
University, as well as with expert practitioners in pallia-
tive care, questions were redesigned for this particular
group. The aim was to put the families in the centre
as “care receivers” instead of “caregivers”. This paper
analyses the needs of the patients and their relatives
by adapting the original NEQ developed by Dr Marcello
Tamburini for the group of relatives in hospice.

Statistical analysis

To describe the examined group, the elements of
descriptive statistics were used: mean average (%),
standard deviation (S), median (Me), a minimum value
(Min),and a maximum value (Max.). Certain results
were expressed as a percentage.

Results

Assessment of the level of needs — patients

Table 1 demonstrates the distribution of answers
to 23 in—depth questions that form the NEQ question-
naire. Results were ordered from the most common
declared need to the least valid. Almost half of the
patients articulated the necessity to improve the con-
trol of the symptoms they were experiencing (question
9 from NEQ), and slightly over 40% preferred to have
a better information of the diagnosis and current pro-
gress of the illness. Needs from psycho-emotional and
material spheres were declared most rarely.

Table 2 shows the distribution of the number of
needs declared in each area and a total sum. It must
be noted that a different number of questions was
associated with each sphere. Therefore a comparison
of subsequent means is invalid.

Assessment of the level of needs — the
group of caregivers

The assessment of needs associated with care that
was declared by families was made using the NEQ
questionnaire. The analysis was performed in the
same way as the previous case. Table 3 describes the
distribution of 23 in-depth questions that form the
NEQ questionnaire. Results were ordered from most
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Table 1. Numeric and percentage range of the needs declared by patients

Need* No

\

No answer
%

Yes
% N

2

(9) Controlling symptoms 92 50.8% 84 46.4% 5 2.8%
(1) Knowledge of diagnosis 102 56.4% 76 42.0% 3 1.7%
(2) Knowledge of the course of disease 105 58.0% 73 40.3% 3 1.7%
(18) Conversation with a priest 107 59.1% 70 38.7% 4 2.2%
(20) Support from close ones 108 59.7% 69 38.1% 4 2.2%
(21) The feeling of being needed 103 56.9% 69 38.1% 9 5.0%
(19) Conversation with other patients 108 59.7% 68 37.6% 5 2.8%
(6) Clear information 112 61.9% 64 35.4% 5 2.8%
(17) Conversation with a psychologist 114 63.0% 63 34.8% 4 2.2%
(22) Not feeling lonely 108 59.7% 63 34.8% 10 5.5%
(4) Knowledge of treatment 114 63.0% 62 34.3% 5 2.8%
(3) Knowledge of examinations 117 64.6% 58 32.0% 6 3.3%
(7) Honest information 122 67.4% 54 29.8% 5 2.8%
(10) Help with everyday activities 127 70.2% 50 27.6% 4 2.2%
(8) More conversations with doctors 124 68.5% 49 27.1% 8 4.4%
(16) Financial help 133 73.5% 45 24.9% 3 1.7%
(13) Assistance from doctors 131 72.4% 43 23.8% 7 3.9%
(12) More attention from nurses 137 75.7% 41 22.7% 3 1.7%
(5) Choice of treatment 141 77.9% 34 18.8% 6 3.3%
(11) Respect for patient’s intimacy 145 80.1% 32 17.7% 4 2.2%
(14) Better quality of services 148 81.8% 28 15.5% 5 2.8%
(23) Fewer expressions of sympathy 143 79.0% 28 15.5% 10 5.5%
(15) Information about insurance 155 85.6% 22 12.2% 4 2.2%
Table 2. Distribution of the needs declared in each segment
Segment x Me S Min Max
Informative 2.9 2 3.2 0 9
Associated with care 0.7 0 1.0 0 3
Relational 1.3 0 1.5 0 4
Psycho-emotional support 1.1 1 1.0 0 3
Material 0.5 0 0.8 0 3
Needs together 7.0 6 5.6 0 23

often to the least declared need. They were grouped
in the same way as for patients.

Almost half of the family members (45.9%) decla-
red the need to improve the control of the symptoms,
followed by a “demand” for better knowledge (40%)
about diagnosis and course of illness. Least chosen
was the information about insurance (10.8%) and
better quality of services (13.4%). Numeric and per-
centage range of declared needs is shown in Table 4. It

contains “statements” concerning needs. Full senten-
ces can be found at end of this study (Appendix 1).

Discussion

A hospice is a place where death and suffering are
common. The suffering of a dying person is composed
of somatic symptoms that are exacerbated by a notion
of helplessness, anxiety, fear, isolation and anger. Pro-
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Table 3. Numeric and percentage range of the needs declared by families

Needs*

(9) Controlling symptoms

[\[o} No answer
\| \ %
79 50.3% 72 45.9% 6 3.8%

(1) Knowledge of diagnosis 89 56.7% 65 41.4% 3 1.9%
(2) Knowledge of the course of disease 89 56.7% 65 41.4% 3 1.9%
(22) Not feeling lonely 89 56.7% 55 35.0% 13 8.3%
(3) Knowledge of examinations 101 64.3% 52 33.1% 4 2.5%
(7) Honest information 100 63.7% 51 32.5% 6 3.8%
(8) More conversations with doctors 102  65.0% 51 32.5% 4 2.5%
(12) More attention from nurses 99 63.1% 51 32.5% 7 4.5%
(4) Knowledge of treatment 103 65.6% 50 31.8% 4 2.5%
(20) Support from close ones 100 63.7% 48 30.6% 9 5.7%
(10) Help with everyday activities 103 65.6% 47 29.9% 7 4.5%
(11) Respect for patient’s intimacy 103  65.6% 47 29.9% 7 4.5%
(18) Conversation with a priest 103  65.6% a7 29.9% 7 4.5%
(6) Clear information 108 68.8% 46 29.3% 3 1.9%
(19) Conversation with other patients 105 66.9% 44 28.0% 8 5.1%
(21) The feeling of being needed 101 64.3% 43 27.4% 13 8.3%
(23) Fewer expressions of sympathy 102 65.0% 41 26.1% 14 8.9%
(13) Assistance from doctors 108 68.8% 40 25.5% 9 5.7%
(16) Financial help 112 71.3% 36 22.9% 9 5.7%
(17) Conversation with a psychologist 113 72.0% 36 22.9% 8 5.1%
(5) Choice of treatment 117  74.5% 35 22.3% 5 3.2%
(14) Better quality of services 129  82.2% 21 13.4% 7 4.5%
(15) Information about insurance 132 84.1% 17 10.8% 8 5.1%

Table 4. Total number of needs of families in each
field

Segment % Me S Min Max
Informative 30 2 30 0 9
Associated with care 1.0 0 1.1 0 3
Relational 1.3 1 1.3 0 4
Psycho-emotional 0.8 1 1.0 0 3
support

Material 05 O 08 O 3
Needs together 69 6 57 0 23

gression of the illness aggravates these symptoms. As
a result, patients’ independence is being adversely
affected as patients are more and more dependent
on others. The literature states that the perception of
time among people close to death is different. Time
spent waiting for relief procedures lengthens [8]. The
conducted research underlines the difficulties among

medical staff and among patients to openly speak
about needs [9]. Tools to examine the needs of patients
play an important role in this field, especially when
work has become a routine and a failure to notice clear
changes in patient’s behaviour [10]. Studies conducted
in patients with advanced diseases have demonstrated
that for them the most essential is a detailed know-
ledge of the disease and ways to deal with it [11]. The
need most often chosen in the study utilizing the NEQ
was the one associated with a more effective treatment
of symptoms (46.4%). Conducted research confirms
that pain is the most common symptom declared by
palliative care patients [12-15].

A professionally conducted conversation is the
basis for recognizing a person’s needs and in regaining
a positive self-perception [16]. Cooperation based on
a safe connection between both groups is crucial in
the therapeutic process. Patient’s individual preferen-
ces for the supply of information play a vital role in
everyday clinical care [17]. Adjusting informational
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Appendix 1

Need Evaluation Questionnaire (for families)

Own elaboration (K. Wtostowska) on the basis of the NEQ questionnaire by dr Tamburini

NaME s

Dear Sir/lMadam,

The following questionnaire contains a list of sentences that describe what you may experience during hospita-
lization. Please put a cross in the appropriate box. Tic “Yes” if you agree with the statement or “No” if it does

not apply.

Yes No

| need more information about diagnosis

I need more information about patient’s future condition

| need more information about medical examinations

| need more information about future treatment

I need to be more involved in making decisions concerning future treatment

| need more reliable information from doctors and nurses

| need clinicians to be honest with me

| need better contact with clinicians

| need better control of patient’s symptoms (pain, insomnia, nausea)

I need more help to be provided for patient with eating, getting dressed, using bathroom

| need patient’s intimacy to be better respected

I need more attention from nurses for patient

| need more reassurance from clinicians

| need better care for patient from hospice (food, cleanness, nursing)

I need more information about health care insurance and social benefits that patient is entitled to

I need more economical support

| need a conversation with a psychologist

| need a conversation with a priest

I need a conversation with people of similar experience

| need more reassurance from my close ones

I need to feel being helpful for patient

| need to feel less abandoned

I need fewer expressions of sympathy

Other:
Currently my biggest need is:

feedback for a particular person is intertwined with
a continuous study of their preferences in a given
sphere. Lack of a common language between doctors
and patients is a serious challenge during care [18].
Based on the conducted research and analysis of the
obtained results it can be concluded that the most
important needs for both patients and families are
the desire for complete information about the iliness

and ongoing treatment and monitoring of pain. The
research demonstrates that no integrated system for
palliative care patients exists which would address
the needs most vital for them [19]. There is lack of
feedback from patients about their view of palliative
care. Only 10% of respondents stated that they had
a conversation with doctors concerning their advan-
ced disease situation. Our research showed that the
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needs in this sphere were not being satisfied. In the
NEQ patients declared the need for more information,
that is to expand knowledge about the diagnosis
(42%) and disease progression (40.3%).

This research pointed to the fact that patients are
interested not only in the knowing but also in making
decisions by themselves (about the next steps of the
treatment). It is a factor of great importance in the
patient’s life. Presently medicine underlines the right
of cancer patients for complete and coherent infor-
mation about disease, prognosis and emphasizes their
involvement in the decision making process concer-
ning treatment [20]. The way of approaching illness
may differ from actively searching and demanding
more information to a complete withdrawal [21].
There is no way of forecasting a person’s demand
in this area. Preferences can change instantly upon
receiving the diagnosis. It is a fact that the disease
affects biological, emotional, social and psychological
spheres. It can influence the need for information
[22]. According to Steptoe, it was proved that among
those who avoid getting new information a level of
satisfaction concerning sharing information was hi-
gher [23]. That is not to say that service users should
be deprived of knowledge because that could be as
harmful as forcing the information on those who do
not want to be informed. Butow proved that passing
information does not change a person’s personality,
but affects the ways that iliness and care providers are
perceived [24]. The necessity for routine verification
of service users’ needs in this field was emphasized.

Research using NEQ has revealed the needs from
the material sphere to be of least importance (y - 0,5).
This may be due to the fact that the study was car-
ried out in five facilities with free health care services
(financed by the government). In a study carried out
among palliative care patients and their families which
included variables such as quality of life, depression,
and fear, females, in general, showed more fearful-
ness and were more depressive than men. It was also
demonstrated that psychological needs were not be-
ing satisfied. The authors do not specify exactly which
needs and point to the fact that many are not yet as-
sessed [25]. Many studies were conducted in different
time periods, which brings many benefits. Changes
in the intensity of needs can be tracked and adapt
care accordingly. The literature demonstrates that the
total number of caregivers from a family diminishes
as the illness progresses [26]. Because of the fact that
the research was carried out among patients with
advanced diseases, it was impossible to reexamine
them at regular intervals.

It is vital to identify patients’ needs at every stage
of their stay in the facility. In order to do so qu-

estions from the NEQ in everyday conversations (if
the patient’s condition allows) rather than going on
with a full inquiry should be used. The conducted
research shows that the questionnaire is suited to
hospice patients. It seems reasonable to employ this
tool when working with students — future practitio-
ners — because it focuses attention on the needs of
the patient/family. That, in turn, should be a base
point in planning care for patients with advanced
diseases. For every person, the range of needs when
considering care differs in character and intensive-
ness. The primary role is attached to discovering the
needs of the patients. That is, to evaluate what kind
of help is needed. Concern for satisfying one’s needs
will lead to the improvement in the overall quality of
life. Properly assessed needs are a vital step in making
a real change in the quality of care in hospices. Some
wishes or needs may be impossible to satisfy. Such
a situation could be accepted after facing a question
if all that is possible was done for the patient in the
given conditions. If several needs are equal, an eva-
luation of which are currently the most important for
the patient should be determined.

Conclusions

The main objective of the research conducted was
an assessment from the perspective of the effective-
ness of palliative care among inpatient hospices of
needs from the point of view of the patient and their
close ones. Several conclusions may be drawn:

1. Both groups of respondents demonstrated the sim-
ilar intensity of needs associated with a perception
of care. The most common need declared was one
for a better treatment of symptoms.

2. Both groups stated the information sphere to be
of most importance.

3. The least indicated needs were those connected
with material and psycho—emotional fields.
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