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Next of kin’s experience of powerlessness
and helplessness in palliative home care

Abstract Goals of work: Powerless-
ness and helplessness have been very
little studied. The aims of this study
were (1) to describe what characterise
such experiences and the meaning of
them to next of kin of cancer patients
in advanced palliative home care and
(2) to make quantifications. Patients
and methods: The study design was
cross-sectional and targeted next of
kin during ongoing palliative home
care and next of kin of patients who
had died 3-9 months earlier; 233 next
of kin responded (response rate 72%)
to a postal questionnaire with both
Likert-type and open-ended ques-
tions. The text responses were anal-
ysed with a combined qualitative and
quantitative content analysis. Main
results: Thirty-six percent of respon-
dents stated that they had experienced
powerlessness and/or helplessness
every day or several times per week,
whereas 33% had never had this
experience during the palliative home

care period. Powerlessness and help-
lessness concerned next of kin’s per-
ception of the patient’s suffering, of
the patient’s fading away and the next
of kin’s own feelings of insufficiency
and resulted in both physical and
psychological symptoms, such as
muscle tension, headache, loss of
appetite, anxiety and depression. In
addition, powerlessness and help-
lessness concerned also a deeper
meaning with existential and social
aspects, such as feelings of guilt,
anger and loneliness. Conclusions:
The main findings provide tools for
the practitioner to identify situations
contributing to next of kin’s sense of
powerlessness and helplessness. The
findings are discussed in relation to
the concepts of symptom control,
communication of awareness and
humans’ search for action.

Keywords Next of kin - Palliative
care - Powerlessness - Helplessness

Introduction

“To see one’s beloved being eaten up from inside, to sit
alongside and wait for time to pass—that is murdering.”
(A 63-year-old husband to a dying patient with pancreatic
cancer describing his experience of powerlessness.) This
quotation is typical of many of the informants in this
study.

In a study that we recently conducted where mean-
inglessness, comprehensibility and manageability in can-
cer patients’ next of kin in palliative home care were
explored [54], several participants used the word “pow-

erlessness” in combination with deep frustration when
they described their situation. This made us interested,
and we decided to study the phenomenon further.
However, during the questionnaire development, it turned
out that there was no clear, useful definition of power-
lessness (vanmakt in Swedish), neither in dictionaries nor
in the research literature. Instead, next of kin, lay people,
clinicians as well as researchers used the concept as partly
overlapping with that of helplessness. Such overlapping
use of the concepts was also present in the research
literature [10, 20, 44, 73, 76, 57], and the lack of clear
definitions had been pointed out by others [13]. Although
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theoretical clarifications of the concepts have been
suggested [13], they did not seem applicable in commu-
nication with lay people and their use of the words in
everyday language. Therefore, we chose to expand the
initial study phenomenon to include helplessness.

A literature search confirmed both concepts’ relevance
within health care. A considerable amount of literature
has illuminated the presence of powerlessness and
helplessness in the workplace of nurses [14, 23, 56, 58,
59, 81] and doctors [52]. Patients’ suffering from chronic
illness as well as progressive malignant disease [7, 9, 24,
32, 40, 71] and the next of kin’s experiences have also
been described in terms of powerlessness and helpless-
ness. Such experiences have been illuminated in different
groups of next of kin, for example parents having a
disabled child [20], parents of stillborn children [41, 49,
64], informal caregivers of patients with chronic diseases
[11] and cancer patients [18, 46], and also within home
care [11, 79]. In fact, Ruppert stated that powerlessness is
indeed one of the most frequently related psychological
aspects related to the caregiving experience [61].

There are limited studies within a palliative context of
these phenomena, although the concepts’ relevance
within palliative home care have been stressed [79].
Lindholm et al. showed that significant others of women
with breast cancer experienced powerlessness [46], and
Ferrell et al. described that families of women with
ovarian cancer perceived helplessness [18]. Such experi-
ences have been described in relation to patients’ pain
[17, 51, 53], and also as a lack of control [18].

Powerlessness has in fact by some authors been
conceptualised as the opposite of mastery, that is, the
counterpart of mastery and control [69]. Lack of control is
also a core feature in the “learned helplessness theory of
depression” in a study by Seligman et al. [70]. This theory
suggests that sufficient exposure to uncontrollable events,
such as the sudden loss of a spouse, leads to an altered set
of expectations about self-efficacy that impair later
coping in the face of challenge [57].

From an existential viewpoint, powerlessness has been
described in relation to existential isolation (the ultimate
intrapersonal isolation, as opposed to an interpersonal
social isolation). As psychiatrist Yalom wrote: “To
relinquish a state of interpersonal fusion means to
encounter existential isolation with all its dread and
powerlessness. The dilemma of fusion-isolation—or, as it
is commonly referred to, attachment-separation—is the
major existential developmental task™ [84].

Both powerlessness and helplessness have been con-
nected to depression [27, 4]. In fact, helplessness has been
pointed out as one criteria of depression in terminally ill
patients [4] and as one of several core phenomena in
demoralisation syndrome [40]. Demoralisation syndrome
has been described as a persistent inability to cope,
together with associated feelings of helplessness, hope-
lessness, meaninglessness, subjective incompetence and

diminished self-esteem [8]. According to Clarke and
Kissane, the syndrome is of clinical relevance in palliative
care and, in addition, “it is arguably the main reason
people seek psychiatric treatment, yet is a concept largely
ignored in psychiatry” [8, 40]. The concepts of power-
lessness and helplessness may also provide prospective
predictions concerning health, as indicated by the in-
creased sense of powerlessness that accompanied deteri-
oration in health among older men and mature women
[69], and later adjustment disorders among family care-
givers that had perceived helplessness when taking care of
a dying person [75].

So, experiences of powerlessness or helplessness may
impact next of kin’s health, and research has shown that
next of kin’s health is influenced in a negative way when
caring for a dying family member or friend [31, 42, 63].
The possibility of staff interventions in reducing next of
kins’ feelings of powerless or helplessness has not been
further studied within a palliative context. However, there
are some indications of such potential, as shown by
Yalom in his work with cancer patients’ feeling of
powerlessness in relation to their physicians. When
patients were helped in group therapy to assume respon-
sibility for their relationship to their doctor, they devel-
oped a sense of potency [84]. In addition, a revision of the
“learned helplessness theory” indicated that even when
events are uncontrollable, people can perceive, and also
learn, that they have some control, i.e. “illusions of
control”, which have functional value in reducing stress
[57].

It seems important to increase understanding of the
concepts and, when possible reduce, powerlessness and
helplessness in the context of palliative care, because next
of kin are often a prerequisite for successful palliative
home care and fulfilment of the patient’s wish of
remaining at home despite approaching death [26, 29].
Although studies indicate high clinical relevance of
powerlessness and helplessness, there is lack of studies
quantifying the concepts’ abundance in the palliative
context. In addition, there is no contextual description of
the concepts in palliative care to facilitate staff’s recog-
nition of such situations, that is, what characterises
situations that trigger feelings of powerlessness or
helplessness in palliative care and the meaning of such
feelings to next of kin.

The overall aim of this postal questionnaire was to
illuminate the experience of powerlessness and helpless-
ness in a palliative home care context from the perspec-
tive of next of kin by asking the following questions:
“When do next of kin experience feelings of powerless-
ness and/or helplessness and when do they not?” “What is
the meaning of such feelings to next of kin?” “What
increases and decreases such feelings?” “How common is
it?”. Due to the rich material we got from the responding
next of kin, the aim in this article will be restricted to
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those presented below, and the other findings will be
presented elsewhere:

— To describe powerlessness and helplessness according
to next of kin of cancer patients in advanced palliative
home care (APHC) with regard to what characterises
such experiences and the meaning of them to next of
kin.

— To quantify the percentage of next of kin who have
experienced powerlessness and/or helplessness during
APHC.

Patients and methods
Study population

The study population (mainly spouses) consisted of 233 responding
next of kin of cancer patients who were recruited from three APHC
teams in Sweden. Next of kin was defined as the person that was
identified by the patient (and noted in the medical record) as being
the person primarily involved in the care of the patient in the home
setting [43]. The study design was cross-sectional and targeted two
groups of cancer patient’s next of kin: (1) those during ongoing
palliative home care and (2) those where the patient had died 3-9
months before. Next of kin of patients that had died merely 1-3
months earlier were excluded due to the risk of burdening them, as
the realisation of what it is like to live without their loved one often
begins to emerge around 3—4 months after the loss [82].

All three teams had a similar palliative care organisation
according to the Swedish model with a multi-professional team, 24-
hour services, access to a back-up ward, and, in contrast to several
other models, there was access to a medical doctor around the clock
[3, 60]. Ninety-eight percent (149/152) of the cancer patients’ next
of kin during ongoing care and 97% (174/180) of next of kin during
3-9 months bereavement were mailed the study questionnaire.
Reasons for exclusions and attrition (n=3 during ongoing care and

Table 1 Characteristics of the study population of next of kin, their
relation to the cancer patients and characteristics of the cancer
patients. The study population consisted of two types of next of kin:

n=6 during bereavement, respectively) were due to unknown
addresses, language problems and lack of a close relative.
Characteristics of the respondents are presented in Table 1.

Data collection and analysis

As pointed out in the “Introduction”, the initial focus was on
powerlessness. However, due to the interrelated use of powerless-
ness and helplessness in everyday language and in research
literature, as well as lack of applicable definitions, we chose to
expand the study phenomenon to include both powerlessness and
helplessness as interchangeable terms. The combination of the two
Swedish words (vanmakt and/or hjilploshet) covers conceptually
both the state of being powerless or helpless and the profound
associated feeling of frustration.

A questionnaire was constructed with focus on open-ended
questions where the next of kin were asked to describe their
experiences of powerlessness and/or helplessness in their own
words, as well as to provide a concrete example of a situation.
Additional questions concerned background data of the next of kin
and the patient, overall assessment of the support from APHC (5-
grade Likert-type; from “very bad” to “very good”), frequency of
feelings of powerlessness and/or helplessness (5-grade Likert-type;
from “every day” to “never”).

The overall design of the open-ended questions was inspired by
the qualitative interview technique where the informants are asked
to share a concrete situation in which he/she experienced the study
phenomenon (in this study powerlessness and/or helplessness) [45].
The next of kins’ descriptions of their experiences were guided by
open-ended questions: “Would you like to describe a situation
where you have experienced powerlessness and/or helplessness?”
“What have the feelings of powerlessness and/or helplessness
meant to you during ongoing care and (to the bereaved)
afterwards?” (“How did you manage the situation?” “Did it help?”
“Could health care have facilitated or prevented that situation?” “In
what way?” Those who never or seldom experienced powerlessness
and/or helplessness were asked: “What has helped you to escape
from feeling powerless and/or helpless?). The findings related to
the questions within parenthesis will not be illuminated in this
presentation, as explained in the “Introduction”.

(1) next of kin of cancer patients during ongoing advanced
palliative home care (APHC) and (2) next of kin of cancer patients
that had died during care in APHC 3-9 months previously

Total Ongoing palliative care ~ Bereavement
Characteristics of the next of kin
Next of kin that was mailed questionnaire () 323 149 174
Respondents (1) 233 99 134
Response rate (%) 72 66* 77
Female/male/unknown (%) 62/37.5/0.5 54/45/1 70/30/0
Respondents’ age in years—median (range) 65 (31-91) 65 (34-91) 65 (31-91)
Respondents relation to the cancer patients
Husband, wife or cohabitant (n) 158 72 86
Child/sibling/parent/other (n) 51/11/5/8 17/512/3 34/6/3/5
Characteristics of the cancer patients
Female/male/unknown (n) 108/124/1 59/ 39/1 49/85/0
Patients’ age—median value in years (range) 73 (23-94) 71 (36-92) 75 (23-94)
Duration of APHC (months): 0-3/3-6/>6/unknown (n) 98/54/52/21/8 30/ 24/31/10/4 68/30/21/11/4
Lung/G-I/prostate/liver/pancreas/breast/brain/other (n) 36/31/29/23/20/14/11/37  15/12/7/2/9/10/9/16 21/19/22/21/11/4/2/21
Unknown origin to next of kin/not responded (n) 30/2 18/1 12/1

431 of the patients died between the date when the first questionnaire was posted and the date when the reminder was to be sent, and no

reminder was sent to those next of kin
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Content validity was checked by clinicians (MDs and nurses
experienced in palliative care and oncology) and researchers who
were not otherwise involved in the development of the question-
naire, both through personal contacts and in a seminar. In addition,
the questionnaire was distributed to three next of kin in meetings
with one of the authors (AM). This pilot study showed that next of
kin had no difficulties in filling in the questionnaire, and only minor
changes were made mainly due to an ambiguous phrasing that was
removed. The main part of the questionnaire consisted of the open-
ended questions, and the other quantitative part consisted, except
background variables, of four Likert-type questions concerning
next of kins’ overall assessment of the support from APHC and
frequency of feelings of powerlessness and/or helplessness. For
ethical reasons, we decided not to burden the next of kin with a test-
retest manoeuvre of these four Likert-type questions. Due to the
semantic problems with the interrelated use of the words power-
lessness and helplessness, as described in the “Introduction”, there
was no gold standard or relevant other similar measures to test
criterion and construct validity.

The questionnaires were posted at different dates to the six
different groups of next of kin (three cities, both to next of kin
during ongoing advanced palliative home care and to next of kin 3—
9 months after a patient’s death), so we got responses from the first
group before we had posted to the second one. This extra pilot
study showed that the questionnaire seemed to work well, with rich
responses to the open-ended questions and distribution of the
responses over the Likert scales, and therefore, no further changes
were made.

Next of kin were identified through an existing clinical database
and were mailed an invitation letter, an uncoded questionnaire and
a pre-paid envelope addressed to the Palliative Research Unit. The
questionnaires were uncoded to ensure anonymity. A reminder was
sent after 2 weeks to all next of kin. Data were collected between
December 2001 and August 2002. The study was approved by the
regional ethics committee, which means that all routine standards
set for questionnaire studies were fulfilled.

Responses to the open-ended questions were initially analysed
using qualitative and quantitative content analysis with no pre-
conceived codes [55, 77]. Content analysis was chosen because this
method allows a combination of both a qualitative and a
quantitative approach. The applicability of this approach as a
method for analysis of open-ended questions in questionnaires has
been described previously [28]. In fact, a combination of a
qualitative analysis with some quantitative summary of the results
has been suggested as a way of minimising researcher bias in the
presentation of the results [50].

Coding and development of categories were mainly done by the
first author, and the co-authors concentrated on the validation of
results. Every response was read through by two authors, and the
categories were discussed until agreement was reached. The
analysis was performed using the following steps: First, all
responses were read through to obtain an overall picture and to
develop themes. Second, the responses were re-read systematically,
line by line, to identify significant text segments and develop
matching codes and preliminary categories. The actual words
written by next of kin were used to as great an extent as possible.
Third, the statements in each preliminary category were scrutinised
and compared to find their central component. Fourth, the final
categories were compared to avoid obvious overlapping, and
content descriptions and relations to other categories were devel-
oped.

Intercoder reliability was calculated (percent agreement be-
tween the coders). Almost one-fourth of the questionnaires
(ongoing care n=24/99; during bereavement n=31/134) were
randomly assigned and coded blindly by the second author using
the set categories by the first author, and intercoder reliability was
calculated. “Full reliability” (total agreement in categories used)
and “partial reliability” (no contradictory coding, but one author

had used additional categories in coding the responses) were
calculated and were as follows: 95% full agreement and 5% partial
agreement.

Results

The frequencies concerning next of kin’s experience of
powerlessness and/or helplessness are presented in Fig. 1.
Two hundred four of the 233 next of kin who returned the
questionnaire also responded to the open-ended questions.
Powerlessness and/or helplessness was described as a
strong multi-faceted feeling, and four main components
emerged in the analysis: (1) perception of patient’s
suffering, (2) perception of patient’s fading away, (3)
feeling of insufficiency and (4) reactions and deeper
meaning.

Perception of patient’s suffering

A central component of next of kins’ feeling of power-
lessness and/or helplessness was their perception of
patient suffering. Different dimensions of suffering were
described, including traditional physical and psycholog-
ical symptoms, such as pain, fatigue, breathlessness,
depression and anxiety, which added to a profound
feeling of powerlessness in next of kin. Social and
existential suffering were also mentioned, such as
impaired function in daily life, reduced autonomy and
loneliness. Loneliness concerned the patient living, suf-
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Fig. 1 Next of kin’s experience of powerlessness and/or helpless-
ness during advanced palliative home care (APHC). Both next of
kin during APHC and next of kin of the patients that had died 3-9
months previously were asked if and how often they experience/had
experienced powerlessness and/or helplessness during APHC.
There was no difference between the two groups according to
Mann-Whitney U test (p>0.9)
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fering and dying alone, i.e. physical, social and even
existential aspects of loneliness. Situations that had
triggered next of kins’ perception of patient suffering
were different kinds of leave-takings, poor symptom
control and deterioration of the patient’s health.

Every time I saw that there was a change for the worse
in mum, from one day to another (I felt powerless). She
couldn’t manage to get up from a chair or the toilet. She
stepped into the bathtub at home to shower by herself, and
she was almost unable to get out of there and she didn’t
press the alarm because she waned to get on by herself, she
didn’t want to be a bother. . . . It still drives me to despair
when I think of how she was alone with her thoughts much
too much. . . . Every time we left mum after some hours’
visit, it was hard knowing that she was alone.

(A 42-year-old child of a 65-year-old cancer patient.)

“Every time, often several times a day, he said ‘I don’t
want to die’. He repeated ‘Why cancer, and why me’. By
the end, when his strength ebbed away and he couldn’t
manage to sit down on the toilet; when he hardly managed
to cough”. (The wife of a 75-year-old cancer patient.)

Perception of patient’s fading away

A second main component in next of kins’ feeling
powerlessness and/or helplessness was their perception of
the patient’s fading away. This was described in vivid
terms/metaphors as a result of either the patient’s own
declining strength or outer destructive forces, such as the
cancer eating from inside. However, only eight of the next
of kin during on-going APHC and 23 of those during
bereavement explicitly stated the actual words “death” or
“dying” in their responses. The disappearance concerned
different dimensions of the patient as a human being, i.e.
negative changes as regards the patient’s body, strength,
functions and individuality. Perception of the patient’s
fading away had a clear temporal component, i.e. the
perception of patient’s disappearance started in the past and
was to continue in the future in contrast to the perception of
the patient’s suffering that was in the here and now.
Triggering situations included breakpoints when it had
been obvious to the next of kin that the patient’s health had
deteriorated, e.g. when receiving information that chemo-
therapy was going to be ended due to disease progression.
“The worst is, of course, seeing how a dear member of
my family just gets more and more tired, worse and
worse, and just pines away. Although I try to cook food he
likes and can eat. But still, it does not help”. (The 68-
year-old wife of a patient with generalised cancer.)

Feeling of insufficiency

Perception of the patient’s suffering and fading away both
contributed to the third main component of powerlessness

and/or helplessness, namely the next of kin’s feeling of
insufficiency. The feeling of insufficiency contained an
assumption/wish of wanting to be sufficient, take part,
and act in relation to the patient’s situation. The
insufficiency concerned the lack of resources, e.g. own
competence and power, to relieve the patient’s suffering,
to stop the deterioration of the disease or to cause outer
resources (such as the health care staff) to act. Feeling
insufficient involved an unwanted feeling of passivity,
and the consequence was dependence on external re-
sources. Triggering included transitions when the pa-
tient’s health deteriorated and lack of symptom control.

“Powerlessness and helplessness have not been de-
pendent on APHC. They really do whatever they can.
What is difficult is to know what to do to help the sick
person. I know that APHC tries everything to make it
easier, but I would like to do more to help. She often has
difficulties with breathing and I find it tough to hear how
difficult it is for her”. (The 54-year-old sister of a patient
with uterus cancer.)

After the operation I was told that it was incurable (the
doctor’s words). I, who all my life—I am 75—have
been used to organising and deciding everything
together with my family about our lives, I was
suddenly totally helpless. I was seized with deep
powerlessness when I understood that I couldn’t do
anything to help my wife. I thought I lost my foothold
in life and I also got mental health problems with
different false notions. . . . When I was deepest down
in my depression I considered taking my life but my
children and grandchildren held me back. . . . Perhaps
the medical service should have offered psychiatric
care or some other help more firmly. . . . I said ‘no
thanks’ out of sheer downheartedness.

(The husband of a patient with pancreatic cancer.)

Reactions to and deeper meaning of powerlessness
and helplessness

Next of kins’ reactions to powerlessness and helplessness
included both physical and psychological symptoms, such
as muscle tension, headache, loss of appetite, sleepless-
ness, anxiety/worry and depression. In addition, percep-
tion of patient’s suffering and fading away and the feeling
of insufficiency contributed also with a deeper meaning to
the next of kin, including existential and social aspects,
that was expressed as his or her own feeling of loneliness,
guilt and anger.

Loneliness had a temporal dimension and concerned
loneliness in the here and now as well as threat of
loneliness in the future. Next of kin felt lonely when
taking the practical responsibility and caring for the
patient in the burdening situation. Moreover, being the
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only one seeing the patient’s deepest needs added to a
feeling of isolation.

Anger was directed towards the disease itself and the
health care staff, the latter aspects involving delayed
diagnosis and difficulties of getting help. Guilt was
related to a feeling of not having done enough to relieve
the patient’s suffering.

The next quotation describes the existential feeling of
isolation in a critical situation, despite social contacts, e.g.
with children.

“It was like being alone in the whole world, you had
nobody to talk to although you have children and
grandchildren. I did my damnedest to help my husband
and I think I did and it has helped me now afterwards that
I know I did everything that was in my power to do. No,
APHC and the medical service did what they could”. (The
wife of a 76-year-old patient with prostate cancer that had
been cared for by APHC.)

Discussion

Although powerlessness and helplessness have been very
little studied so far, the present study suggested it to be
quite common among next of kin in palliative home care,
with over 1/3 of the next of kin stating that they
experienced powerlessness and/or helplessness during
palliative home care. The present study also contributed
with a draft of what characterises situations where next of
kin feel powerlessness or helplessness and the meaning of
such feelings to next of kin. The findings involved
different abstraction levels, ranging from perception
concerning the patient’s situation to deeper existential
meanings, namely: (1) next of kin’s perception of patient’s
suffering, (2) perception of patient’s fading away,( 3) next
of kin’s feeling of insufficiency and ( 4) reactions to and a
deeper meaning level involving existential and social
aspects, with feelings of guilt, anger and loneliness. The
main findings are supported by other studies in a palliative
care context and by general literature about humans
dealing with burdening situations [6, 12, 34, 38, 46, 48,
84]. In addition, the present study revealed aspects that
seem important for the clinical situation but have not been
much illuminated in earlier palliative literature, and
therefore will be discussed below.

Next of kin’s perception of suffering and traditional
symptom control

The present study showed that the next of kin’s experi-
ences of powerlessness and helplessness were connected
with their perception of the patient’s suffering, e.g. pain.
Previous research has shown that caregivers’ experiences
of powerlessness and helplessness are related to their
perception of the patient’s suffering of pain [17, 51, 83].

However, according to our findings, other aspects of a
patient’s suffering, such as nausea and breathlessness,
also seem to have the same potential to elicit such feelings
in next of kin. Research literature supports such findings,
that is, that the family’s and the patient’s well-being are
interrelated. For example, the patient’s pain and anxiety
can have a profound negative effect also on the next of
kin [16, 31]. This is in accordance with the World Health
Organisation’s (WHO’s) definition of the family as the
unit of palliative care [80]: relief of a patient’s suffering is
considered as a way to promote next of kin’s situation.

The present study highlighted also symptoms other
than the traditional physical and psychological ones, such
as pain and anxiety, that can contribute to next of kin’s
experience of powerlessness or helplessness, such as
patient’s loss of autonomy, basic functional activities and
existential concerns. The dominant paradigm within
Western health care, that is the biomedical model, has
difficulties in responding to such psychological and
existential suffering [37, 36], and the significance of
these dimensions in palliative care has already been
underlined by others, although not in relation to power-
lessness and helplessness [5, 6, 39, 47].

The ability for practitioners to respond to various
dimensions of suffering is dependent on the identification
of different kinds of suffering. The findings stress the
need for extending the traditional symptom control to also
include existential and spiritual issues [5].

Next of kin’s perception of patient’s fading away
and communication of awareness

Research has shown that a relative’s awareness of the
cancer patient’s impending death usually progresses
during the final 2 months of the patient’s life [30].
Although awareness has been previously studied, there is
little literature concerning what actually makes the next of
kin aware besides the impact of explicit, open information
from the health care staff [25, 62, 67, 68, 74], and also
how next of kin signal their perception of the patient’s
fading away to health care staff [12, 30, 85].

This study showed that alterations in the patient’s body
and its functions, like strength, contributed to next of
kin’s experience of powerlessness and/or helplessness.
This is supported by the study of Davies et al., which
showed that decline in the patient’s physical condition
was a signal to the families that the end was approaching
[12]. In addition, the findings of this study illuminated
that changes in the person’s individuality, e.g. from being
an alert person with strong wishes to one who was no
longer able to express her/his own needs, could also elicit
such awareness. The mechanism was that when next of
kin perceived changed attributes of the patient and his/her
situation, such symbols or clues made the next of kin
realise the progress in the patient’s deterioration.
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There has been little discussion of symbols or cues
within the palliative context, although there is clear
support for the general idea in relation to death and dying
and communication between patients, next of kin and
palliative care staff [12, 22, 47, 66]. Effective commu-
nication can play an important part in facilitating an
adaptation in threatening situations, such as becoming
aware of a relative’s or friend’s approaching death [2, 15,
33, 35]. Therefore, it seems important that staff commu-
nicating such matters has an understanding of non-verbal
implicit clues and of their relevance and power associated
to next of kin’s awareness of patient’s approaching death.

In the written responses, relatively few next of kin
actually mentioned the words death or dying despite the
fact that the study population consisted of both those next
of kin of patients under on-going palliative care and
bereaved ones (3-9 months after the patient’s death).
Instead, they used metaphors, such as fading away and
being eaten up, to communicate their experiences. This
way of being implicit relates to the findings of Salander
and Spetz in their study of how couples deal with the
threat of progressive malignancy. They showed that only
few couples openly discussed death and dying. Instead, a
mutual acknowledgement of the serious facts without
using the words death and dying was more common and
apparently sufficient [62]. The findings of the present
study relate also to the concept of “middle knowledge” by
Weissman, which he describes as “a mixture between
awareness, acceptance and denial” [78], that is, knowing
and not knowing (about serious illness) at the same time.

How can we understand this lack of explicit verbal-
isation? A means of controlling the level of awareness
might be not to talk about the situation, because talking,
more than thinking, implies emotionally confronting the
unpleasant fact, a finding that is also supported by others
[19]. This may also be the case concerning writing, as was
indicated by our findings. In addition, lack of explicit
verbal communication can also be a way of transforming
difficult issues, e.g. death anxiety, into more manageable
ones [84].

Next of kin’s feeling of insufficiency
and of deeper meaning and humans’ search for action

The responding next of kin in this study described how the
perception of the patient’s suffering and fading away
contributed to a strong and deep feeling of insufficiency
and also existential issues, such as guilt, and this is
supported by previous literature [46, 72]. The feeling of
insufficiency implies an assumption that one wants to be
sufficient, i.e. changing the negative process by action [65],
and this seems to be a strong wish in the next of kin in
palliative home care. The findings stress the significance of
action and the importance of recognition of a deeper
existential meaning level. This relates to the concepts “to

do” and “to be”, as suggested by Andershed and Ternestedt
when they developed a theoretical understanding of family
members’ involvement in palliative care [1]. “To be”
concerned the relatives’ presence with the patient by being
with him/her or by being in his/her world. “To do” was
task-centred, and included relatives carrying out action or
tasks related to a dying family member.

Victor Frankl stressed that humans are meaning-
seeking creatures; however, it seems that the drive for
action is also strong [21]. Such action needs of next of kin
seem important to meet in palliative care.

Reflections

Should there be a treatment or therapeutic health care
response for every condition in life, including powerlessness
and helplessness, for example, when a dear friend or family
member is dying? Is that not just life? Of course, no one can
rescue a person from every experience of powerlessness or
helplessness, but the problem is that if practitioners do not
identify such common and burdening conditions, they will
miss opportunities to provide adequate support.

The main findings provide tools for the practitioner to
identify situations contributing to the next of kin’s sense
of powerlessness and helplessness. In addition, knowl-
edge about the next of kin’s feeling of insufficiency and
deeper existential issues brings attention to the palliative
care practitioners’ important task in re-defining goals
together with the patients and their next of kin, inviting
the next of kin to participate in the care when and to the
extent they so wish. It seems important to further study
what facilitates and what impairs the next of kin’s sense
of powerlessness and helplessness.

Methodological considerations

The frequencies should not be seen as the “true”
prevalence of how many next of kin have experienced
powerlessness and helplessness during APHC because of
the risk of recall bias in the bereaved group and the
“contamination” from experiences at times other than
during APHC. However, even knowing this risk, we
wanted to include the bereaved group anyway to
contribute with variations of the phenomenon, because
time can re-frame and give distance to the experience.
Moreover, the questionnaire has not been tested for test-
retest reliability, criteria and construct validity, for
reasons described in the “Patients and methods” section.

Acknowledgements We thank the staff at the APHC teams in
Ostergotland for various kinds of help, Monica Ulriksson for typing
the responses, and the Swedish Cancer Society and the County
Council of Ostergstland (The Committee for Medical Research and
Development) for financial support.



127

References

1.

10.

14.

15.

Andershed B, Ternestedt BM (1999)
Involvement of relatives in care of the
dying in different care cultures: devel-
opment of a theoretical understanding.
Nurs Sci Quart 12:45-51

. Andershed B, Ternestedt BM (2000)

Being a close relative of a dying person.
Development of the concepts “involve-
ment in the light and in the dark”.
Cancer Nurs 23:151-159

. Beck-Friis B, Strang P (1993) The

organization of hospital-based home
care for terminally ill cancer patients:
the Motala model. Palliat Med 7:93—
100

. Block SD (2000) Assessing and man-

aging depression in the terminally ill
patient. ACP-ASIM End-of-Life Care
Consensus Panel. American College of
Physicians—American Society of In-
ternal Medicine. Ann Intern Med
132:209-218

. Breitbart W (2002) Spirituality and

meaning in supportive care: spirituality-
and meaning-centered group psycho-
therapy interventions in advanced can-
cer. Support Care Cancer 10:272-280

. Cassell EJ (1996) Lidandets natur och

medicinens mal [The nature of suffering
and the goals of medicine]. Studentlit-
teratur, Lund

. Chapman CR, Gavrin J (1993) Suffer-

ing and its relationship to pain. J Palliat
Care 9:5-13

. Clarke DM, Kissane DW (2002) De-

moralization: its phenomenology and
importance. Aust NZ J Psychiat
36:733-742

. Clarke JN, James S (2003) The radi-

calized self: the impact on the self of
the contested nature of the diagnosis of
chronic fatigue syndrome. Soc Sci Med
57:1387-1395

Clements S, Cummings S (1991) Help-
lessness and powerlessness: caring for
clients in pain. Holist Nurs Pract 6:76—
85

. Davidhizar R (1994) Powerlessness of

caregivers in home care. J Clin Nurs
3:155-8

. Davies B, Reimer JC, Martens N (1990)

Families in Supportive Care—Part I:
The transition of fading away: The
nature of the transition. J Palliat Care
6:12-20

. Drew BL (1990) Differentiation of

hopelessness, helplessness, and power-
lessness using Erik Erikson’s “Roots of
virtue”. Arch Psychiat Nurs 4:332-337
Farrell M (1989) Dying and bereave-
ment. The role of the critical care nurse.
Intensive Care Nurs 5:39-45

Faulkner A, Maguire P (1994) Talking
to cancer patients and their relatives.
Oxford University Press, Oxford

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.
26.

217.

28.

29.

30.

31

Ferrell BR (1998) The family. In: Doyle
D, Hanks GW, MacDonald N (eds)
Oxford textbook of palliative medicine,
2nd edn. Oxford University Press, Ox-
ford

Ferrell BR, Rhiner M, Cohen MZ,
Grant M (1991) Pain as a metaphor for
illness. Part I: Impact of cancer pain on
family caregivers. Oncol Nurs Forum
18:1303-1309

Ferrell B, Ervin K, Smith S, Marek T,
Melancon C (2002) Family perspectives
of ovarian cancer. Cancer Pract 10:269—
276

Field D, Copp G (1999) Communica-
tion and awareness about dying in the
1990s. Palliat Med 13:459-468
Frankish P (2002) Parents’ experience
of having children with a significant
developmental disability. Evid Based
Ment Health 5:29

Frankl VE (1946) Man’s search for
meaning. 1992 edition published by
Beacon Press, Boston

Friedrichsen MJ, Strang PM, Carlsson
ME (2002) Cancer patients’ interpreta-
tions of verbal expressions when given
information about ending cancer treat-
ment. Palliat Med 16:323-330
Georges JJ, Grypdonck M (2002) Moral
problems experienced by nurses when
caring for terminally ill people: a liter-
ature review. Nurs Ethics 9:155-178
Gibson JM, Kenrick M (1998) Pain and
powerlessness: the experience of living
with peripheral vascular disease. J Adv
Nurs 27:737-745

Glaser BG, Strauss AL (1965) Aware-
ness of dying. Aldine, New York
Grande GE, Addington-Hall JM, Todd
CJ (1998) Place of death and access to
home care services: are certain patient
groups at a disadvantage? Soc Sci Med
47:565-579

Harris T (2001) Recent developments in
understanding the psychosocial aspects
of depression. Br Med Bull 57:17-32
Hickey G, Kipping C (1996) A multi-
stage approach to the coding of data
from open-ended questions. Nurse Res
4:81-91

Hinton J (1994) Can home care main-
tain an acceptable quality o life for
patients with terminal cancer and their
relatives? Palliat Med 8:183-196
Hinton J (1999) The progress of
awareness and acceptance of dying
assessed in cancer patients and their
caring relatives. Palliat Med 13:19-35

. Hodgson C, Higginson I, McDonnell

M, Butters E (1997) Family anxiety in
advanced cancer: a multicentre
prospective study in Ireland. Br J Can-
cer 76:1211-1214

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

Hosking M, Whiting G, Brathwate C,
Fox P, Boshoff A, Robbins L (2000)
Cultural attitudes towards death and
dying: a South African perspective.
Palliat Med 14:437-439

Hull MM (1989) Family needs and
supportive nursing behaviors during
terminal cancer: a review. Oncol Nurs
Forum 16:787-792

Hull M (1990) Sources of stress for
hospice caregiving families. Hosp J
6:29-54

Hull MM (1991) Hospice nurses: Car-
ing support for caregiving families.
Cancer Nurs 14:63-70

Kearney M (1997) Mortally wounded:
stories of soul pain, death and healing.
Simon & Schuster, New York
Kearney M (2000) A place of healing.
Working with suffering in living and
dying. Oxford University Press, Oxford
Kearney M (2000) Spiritual care of the
dying patient. In: Chochinov HM, Bre-
itbart W, eds. Handbook of psychiatry
in palliative medicine. Oxford: Oxford
university press, pp. 357-373.

Kissane DW (1998) Models of psy-
chological response to suffering. Prog
Palliat Care 6:197-204

Kissane DW, Clarke DM, Street AF
(2001) Demoralization syndrome—a
relevant psychiatric diagnosis for pal-
liative care. J Palliat Care 17:12-21
Kitson C (2002) Fathers experienced in
stillbirth as a waste of life and needed to
protect their partners and express grief
in their own way. Evid Based Nurs 5:61
Kristjanson LJ, Ashcroft T (1994) The
family’s cancer journey: a literature
review. Cancer Nurs 17:1-17
Kristjanson LJ, Nikoletti S, Porock D,
Smith M, Lobchuk M, Pedler P (1998)
Congruence between patients’ and
family caregivers’ perceptions of
symptom distress in patients with ter-
minal cancer. J Palliat Care 14:24-32
Kube M, Wernick M, Murphy S (1990)
“Learned helplessness” and the patient
with progressive supranuclear palsy.
Adv Clin Care 5:24-27

Kvale S (1996) Interviews: An intro-
duction to qualitative research inter-
viewing. Sage, Thousand Oaks
Lindholm L, Rehnsfeldt A, Arman M,
Hamrin E (2002) Significant others’
experience of suffering when living
with women with breast cancer. Scand J
Caring Sci 16:248-255

Lobchuk MM, Kiristjanson L (1997)
Perceptions of symptom distress in lung
cancer patients: II. Behavioral assess-
ment by primary family caregivers. J
Pain Symptom Manage 14:147-156



128

48. Lobchuk MM, Stymeist D (1999)
Symptoms as meaningful “family cul-
ture” symbols in palliative care. J
Palliat Care 15:24-31

Lundqvist A, Nilstun T, Dykes AK
(2002) Both empowered and powerless:
mothers’ experiences of professional
care when their newborn dies. Birth
29:192-199

Mays N, Pope C (1995) Rigour and
qualitative research. Br Med J 311:109—
112

51. Mehta A, Ezer H (2003) My love is
hurting: the meaning spouses attribute
to their loved ones’ pain during pallia-
tive care. J Palliat Care 19:87-94
Meier DE, Back AL, Morrison RS
(2001) The inner life of physicians and
care of the seriously ill. JAMA
286:3007-3014

Miettinen TT (1998) Why is the pain
relief of dying patients often unsuc-
cessful? The relatives’ perspectives.
Palliat Med 12:429-435

Milberg A, Strang P (2003) Meaning-
fulness in palliative home care: An
interview study of dying cancer pa-
tients’ next of kin. Palliat Support Care
1:171-180

55. Morgan DL (1993) Qualitative content
analysis: a guide to paths not taken.
Qual Health Res 3:112-121

Olofsson B, Bengtsson C, Brink E
(2003) Absence of response: a study of
nurses’ experience of stress in the
workplace. J Nurs Manage 11:351-358
Overmier JB, LoLordo VW (1997)
Learned helplessness. In: O’Donohue
W (ed) Learning and behavior therapy.
Ally and Bacon, Boston

Papadatou D, Martinson IM, Chung PM
(2001) Caring for dying children: a
comparative study of nurses’ experi-
ences in Greece and Hong Kong. Can-
cer Nurs 24:402-412

Pieranunzi VR (1997) The lived expe-
rience of power and powerlessness in
psychiatric nursing: a Heideggerian
hermeneutical analysis. Arch Psychiat
Nurs 11:155-162

49.

50.

52.

53.

54.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

Rosenquist A, Bergman K, Strang P
(1999) Optimizing hospital-based home
care for dying cancer patients: a popu-
lation-based study. Palliat Med 13:393—
397

Ruppert RA (1996) Psychological as-
pects of lay caregiving. Rehabil Nurs
21:315-320

Salander P, Spetz A (2002) How do
patients and spouses deal with the
serious facts of malignant glioma? Pal-
liat Med 16:305-313

Sales E, Schulz R, Biegel D (1992)
Predictors of strain in families of cancer
patients: A review of the literature. J
Psychosocial Oncol 10:1-26
Samuelsson M, Radestad I, Segesten K
(2001) A waste of life: fathers’ experi-
ence of losing a child before birth. Birth
28:124-130

Sartre J-P (1971) Existentialismen &r en
humanism [Existentialism is a human-
ism]. Aldus/Bonnier, Stockholm
Schaverien J (2002) The dying patient
in psychotherapy: Desire, dreams and
individuation. Palgrave Macmillan,
New York

Seale C (1991) Communication and
awareness about death: a study of a
random sample of dying people. Soc
Sci Med 32:943-952

Seale C, Addington-Hall J, McCarthy
M (1997) Awareness of dying: preva-
lence, causes and consequences. Soc
Sci Med 45:477-484

Seeman M, Lewis S (1995) Powerless-
ness, health and mortality: a longitudi-
nal study of older men and mature
women. Soc Sci Med 41:517-525
Seligman MEP (1975) Helplessness: On
depression, development, and death.
Freeman, San Francisco

Shaiova L (1998) Case presentation:
“terminal sedation” and existential dis-
tress. J Pain Symptom Manage 16:403—
404

Stetz KM, Hanson WK (1992) Alter-
ations in perceptions of caregiving
demands in advanced cancer during and
after the experience. Hosp J 8:21-34

73.

74.

75.

76.
77.
78.
79.

80.

81.

82.

83.

84.
85.

Tarzian AJ (2000) Caring for dying
patients who have air hunger. J Nurs
Scholarsh 32:137-143

Timmermans S (1994) Dying of
awareness: the theory of awareness
contexts revisited. Sociol Health Illn
16:322-339

Walden-Galuszko KD, Majkowicz M,
Kapala P (1995) The psychic problems
of family-caregivers. New Trends Ex-
per Clin Psychiat 11:63-66

Walding MF (1991) Pain, anxiety and
powerlessness. J Adv Nurs 16:388-397
Weber RP (1990) Basic content analy-
sis. Sage, Newbury Park

Weisman AD (1979) Coping with can-
cer. McGraw-Hill, New York
Wetherbee LL (1995) Powerlessness
and the hospice client. Home Healthc
Nurse 13:37-41

WHO (1990) Cancer Pain Relief and
Palliative Care. World Health Organi-
zation, Geneva

Widmark C, Tishelman C, Lundgren
EL, Forss A, Sachs L, Tornberg S
(1998) Opportunities and burdens for
nurse-midwives working in primary
health care. An example from popula-
tion-based cervical cancer screening in
urban Sweden. J Nurse Midwifery
43:530-540

Worden JW (2002) Grief counseling
and grief therapy. Springer, Berlin
Heidelberg New York

Wotring RA (1993) Cancer pain man-
agement. Home Healthc Nurse 11:40—
44

Yalom ID (1980) Existential psycho-
therapy. Basic, New York

Yates P, Stetz KM (1999) Families’
awareness of and response to dying.
Oncol Nurs Forum 26:113-120



