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Abstract
Context. End-stage kidney disease (ESKD) is characterized by high physical and psychological burden, and therefore, more
knowledge about the palliative care provided close to death is needed.
Objectives. To describe symptom prevalence, relief, and management during the last week of life, as well as end-of-life
communication, in patients with ESKD.
Methods. This study was based on data from the Swedish Register of Palliative Care. Patients aged 18 or older who died
from a chronic kidney disease, with or without dialysis treatment (International Classification of Diseases, Tenth Revision,
Sweden; N18.5 or N18.9), during 2011 and 2012 were selected.
Results. About 472 patients were included. Of six predefined symptoms, pain was the most prevalent (69%), followed by
respiratory secretion (46%), anxiety (41%), confusion (30%), shortness of breath (22%), and nausea (17%). Of patients with
pain and/or anxiety, 32% and 44%, respectively, were only partly relieved or not relieved at all. Of patients with the other
symptoms, a majority (55%e84%) were partly relieved or not relieved at all. End-of-life discussions were reported in 41% of
patients and 71% of families. A minority died in specialized palliative care: 8% in hospice/inpatient palliative care and 5% in
palliative home care. Of all patients, 19% died alone. Bereavement support was offered to 38% of families.
Conclusion. Even if death is expected, most patients dying with ESKD had unmet palliative care needs regarding symptom
management, advance care planning, and bereavement support. J Pain Symptom Manage 2018;55:236e244. Ó 2017 American
Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction
The World Health Organization emphasizes the
need for palliative care, comprising symptom management, team work, communication, relationships, and
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family support. Palliative care aims to prevent and
relieve suffering and enhance the quality of life of patients with a life-threatening illness, such as end-stage
kidney disease (ESKD), and it can be combined with
treatment aimed to prolong life,1 for example, dialysis
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treatment. Patients with ESKD whether on conservative
care (no dialysis) or on dialysis suffer from a variety of
symptoms; for example, pruritus, pain, fatigue, sleep
disturbance, nausea, muscle cramp, restless legs,
anorexia, depression, and dyspnea.2e4 Many patients
are old and have a multiplicity of comorbidities that
add to their illness situation. The associated mortality
is high even when the patients are on dialysis, about
20% annually.5 A review shows that for elderly patients
starting dialysis (undifferentiated), one-year survival is
about 73% and five-year survival is about 35%.6 It is
problematic to predict end-of-life trajectories for patients with ESKD,7,8 but mortality rates imply that
many patients with ESKD are living their last year of
life. Hence, these patients will need discussions on
prognosis and end of life to be able to make decisions
and plan for end of life according to their personal
values.9 Their trajectory may also involve decision making regarding withholding or withdrawing dialysis. A review of patients’ and family members’ perspectives of
end-of-life care in chronic kidney disease highlights
their situation with for example growing physical and
psychosocial suffering, personal vulnerability, relational responsibilities, and existential issues.9 Regardless of their complex situation that highlights the
need for palliative care, this is an approach that is
seldom offered to patients with ESKD,10e12 although
it is increasingly stressed internationally that palliative
care should be integrated into nephrology care.13
With the goal to improve end of life for patients with
ESKD, it is important to explore what end-of-life care
they and their families’ receive. There is a need for
further comprehensive studies describing the care situation and key components of palliative care activities for
this group of patients when close to death. Therefore,
the aim of the present study was to describe end-of-life
care of patients with ESKD in terms of symptom prevalence, relief, and management during the last week of
life, as well as aspects of end-of-life communication for
patients and families.

Methods
Design
This registry study is based on data from the
Swedish Register of Palliative care (SRPC) (http://
palliativ.se). The SRPC is a national quality register
for end-of-life care for all deaths in Sweden, irrespective of diagnosis or health care setting. The goal of
the SRPC is to improve quality of care for all people
dying an expected death.14,15 The basis for the development of the register was the principles for
end-of-life care put forward by the British Geriatrics
Society, demanding, for example, competent symptom
management and open end-of-life communication.16
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The register includes a web questionnaire that contains information about care interventions associated
to key components of palliative care in the last week
of life. However, the questions about end-of-life discussions and the last expressed wish for place of death are
not necessarily related to the last week of life. The
responsible physician and/or registered nurse at the
health care setting of the patient’s death complete
the questionnaire after the patient’s death. The registered information is based on medical records,
together with health care professionals’ recalled memories of the care period during the patient’s last week
of life.

Study Population and Data Collection
To be included, patients had to be 18 years or older
with a diagnosed chronic kidney disease according to
the diagnosis registry International Classification of
Diseases, Tenth Revision, Sweden (ICD-10-SE)
(N18.5 or N18.9) by the Swedish National Board of
Health and Welfare, which is a national interpretation
of the international diagnosis registry ICD-10, reported by physicians as the mortality reason and/or
underlying cause of death. Furthermore, the death
of the patient had to be registered as expected in
the SRPC. The Swedish Causes of Death Certificate
Register (the Swedish National Board of Health and
Welfare), which covers all deaths in Sweden, was
used to ascertain identification of deaths of patients
with chronic kidney disease corresponding to the inclusion criteria during the data collection period.
Data between January 1, 2011 and December 30,
2012 were used. In 2011, 53% (n ¼ 47,670) and in
2012, 62% (n ¼ 57,031) of all deaths in Sweden
were registered in the SRPC.

Variables
Background variables for the study sample included
sex, age, place of death, and number of days enrolled
to the health care setting of death. Place and/or
health care setting of death was categorized into general home care, specialized palliative home care,
nursing home (i.e., short- and long-term care facilities), hospital ward, hospice/inpatient palliative
care, and other. Number of days enrolled at the care
setting of death was categorized into 0e3, 4e14,
15e30, 31e365, and more than 365 days.
The study variables included the presence and relief
of six predefined symptoms (pain, nausea, anxiety,
respiratory secretion, shortness of breath, and confusion), the use of validated scales for symptom assessment (e.g., numeric rating scales), individual
injection prescriptions as needed (pro re nata) for
symptom relief (pain, nausea, anxiety, and respiratory
secretion), consultation from other health care specialists (e.g., palliative care or pain management) for
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symptom relief, end-of-life discussions with patients
and/or family members, whether the patient’s preference of place of death was met, bereavement support
offered to family members, and having someone present at the moment of death. Prevalence and relief of
each symptom were reported in the categories: not present, totally relieved, partly relieved, not relieved at all, or do
not know. The other questions were reported in categories: yes, no, or unknown.

Data Analysis
Descriptive statistics were used to present background
characteristics and study variables. Data were analyzed
with STATA 14.1 (StataCorp LP, College Station, TX).

Results
Sample
A total of 472 patients with chronic kidney disease
were included, of whom 188 (40%) were women and
284 (60%) were men. The mean age was 82.2 years
(SD 8.7). Most patients (52%) had been enrolled for
less than one month to the care setting of death and
13% for a very short period (zero to three days)
(Table 1). Most (89%) of all the patients died in institutional care settings, of which 45% died in nursing
homes (long-term 33% and short-term 12%). Thirtyfive percent died in a hospital ward, and 8% died in
a hospice/inpatient palliative care unit (Table 1).

Table 1
Background Characteristics (n ¼ 472)
Background Variable

All Patients

Age, mean (SD) [range]
82.2 (8.7) [38e101]
Age categories, n (%)
18e49
3 (0.6)
50e79
145 (30.7)
80 and older
324 (68.6)
Sex, n (%)
Women
188 (39.8)
Men
284 (60.2)
a
Diagnosis (according to ICD-10-SE), n (%)
N18.5 chronic kidney disease, Stage V
19 (4.0)
N18.9 chronic kidney disease, unspecified
453 (96.0)
Place of death, n (%)
General home care
26 (5.5)
Specialized palliative home care
25 (5.3)
Nursing home, short-term care facility
57 (12.1)
Nursing home, long-term care facility
157 (33.3)
Hospital ward
167 (35.4)
Hospice/inpatient palliative care
37 (7.8)
Other
3 (0.6)
Number of days enrolled to care unit, n (%)
0e3
63 (13.4)
4e14
120 (25.4)
15e30
64 (13.6)
31e365
111 (23.5)
>365
114 (24.2)
ICD-10-SE ¼ International Classification of Diseases, Tenth Revision, Sweden.
a
Underlying cause of death and/or mortality reason.
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Symptom Prevalence, Relief, and Management
According to registry reports by health care professionals, all six predefined symptoms in the questionnaire were prevalent during the last week of life.
Pain was most frequently reported (69%), followed
by respiratory secretion (46%), anxiety (41%), confusion (30%), shortness of breath (22%), and nausea
(17%). Uncertainty about symptom prevalence was
most frequent for anxiety (16%) (Table 2).
Reported symptom relief was highest for pain and
anxiety. Despite this, 32% of patients with pain and
44% of patients with anxiety were only partly relieved
or not relieved at all. Relief was lower for the other symptoms, with most patients being only partly relieved or not
relieved at all: confusion 84%, nausea 62%, respiratory
secretion 56%, and shortness of breath 55% (Fig. 1).
The reported use of validated scales for symptom
assessment was low. For assessment of pain, validated
scales (e.g., numeric rating scales) were used on one or
more occasion in 14% of patients. For the other symptoms, the use was 9%. Individual prescriptions for injections as needed (pro re nata) for symptom relief
(reported for pain, nausea, anxiety, and/or respiratory
Table 2
Symptom Prevalence During the Last Week of Life
(n ¼ 472)
Study Variable
Pain, n (%)
No
Yes, but totally relieved
Yes, partly relieved
Yes, not relieved at all
Unknown
Respiratory secretion, n (%)
No
Yes, but totally relieved
Yes, partly relieved
Yes, not relieved at all
Unknown
Anxiety, n (%)
No
Yes, but totally relieved
Yes, partly relieved
Yes, not relieved at all
Unknown
Confusion, n (%)
No
Yes, but totally relieved
Yes, partly relieved
Yes, not relieved at all
Unknown
Nausea, n (%)
No
Yes, but totally relieved
Yes, partly relieved
Yes, not relieved at all
Unknown
Shortness of breath, n (%)
No
Yes, but totally relieved
Yes, partly relieved
Yes, not relieved at all
Unknown
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All Patients, n (%)
118
222
105
0
27

(25.0)
(47.0)
(22.3)
(0.0)
(5.7)

243
96
120
3
10

(51.5)
(20.3)
(25.4)
(0.6)
(2.1)

204
109
84
2
73

(43.2)
(23.1)
(17.8)
(0.4)
(15.5)

264
22
79
40
67

(55.9)
(4.7)
(16.7)
(8.5)
(14.2)

325
31
48
2
66

(68.9)
(6.6)
(10.2)
(0.4)
(14.0)

343
46
53
3
27

(72.7)
(9.8)
(11.2)
(0.6)
(5.7)
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Fig. 1. Relative frequencies (%) of symptom relief among patients with reported symptom prevalence.

secretion) were common and varied between 80% (respiratory secretion) and 90% (pain). During the patient’s
last week of life, external expertise in symptom relief was
consulted for one-fifth (22%) of the patients (Table 3).
Table 3
Symptom Management During the Last Week of Life
(n ¼ 472)
Study Variable

All Patients

Pain assessment with validated scales, n (%)
Yes
No
Unknown
Symptom assessment with validated scales
other than pain, n (%)
Yes
No
Unknown
Individual injection prescription, PRNa, for
symptom relief, n (%)
Pain (opioids)
Yes
No
Unknown
Respiratory secretion
Yes
No
Unknown
Anxiety
Yes
No
Unknown
Nausea
Yes
No
Unknown
Consultation of external competence for
symptom relief, n (%)
Yes
No
Unknown

67 (14.2)
364 (77.1)
41 (8.7)
42 (8.9)
377 (79.9)
53 (11.2)

425 (90.0)
39 (8.3)
8 (1.7)
377 (79.9)
85 (18.0)
10 (2.1)
359 (76.1)
99 (21.0)
14 (3.0)
272 (57.6)
179 (37.9)
21 (4.5)
103 (21.8)
345 (73.1)
24 (5.1)

PRN ¼ pro re nata, that is medication prescribed to be taken when required.

a

End-of-Life Communication and Having Someone
Present at Death
End-of-life discussions with a physician were reported in 41% of patients and 71% of family members.
Whether end-of-life discussions were performed or
not was reported as unknown in 22% of patients and
13% of families. The patient’s preference for place
of death was reported as met in 41% and unmet in
3%. However, 56% was reported as unknown
(Table 4).
Table 4
Aspects of Communication and Presence at Death
(n ¼ 472)
Study Variable
End-of-life discussion with patients, n (%)
Yes
No
Unknown
End-of-life discussion with family members, n (%)
Yes
No
Unknown
No family members reported
Someone present at the moment of death, n (%)
No
Health care professionals
Family members
Health care professionals and family members
Unknown
Patient’s preference for place of death was met, n (%)
Yes
No
Unknown
Bereavement support offered family members, n (%)
Yes
No
Unknown
No family members reported
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All Patients
193 (40.9)
177 (37.5)
102 (21.6)
335
69
59
9

(71.0)
(14.6)
(12.5)
(1.9)

88
136
164
74
10

(18.6)
(28.8)
(34.8)
(15.7)
(2.1)

192 (40.7)
15 (3.2)
265 (56.1)
179
144
140
9

(37.9)
(30.5)
(29.7)
(1.9)
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About one-fifth (19%) of the patients died alone,
whereas 51% had family members or family and
health care professionals present. Health care professionals alone were present in 29% of patients’ deaths
(Table 4).
Bereavement support was reported to have been
offered (one to two months after the death of the patient) to 38% of family members, whereas 31% had
not been offered bereavement support and 30% was
reported as unknown (Table 4).

Discussion
This registry study contributes to the growing literature on unmet palliative care needs of patients with
ESKD and stresses that areas in which palliative care
needs to be improved for these patients include symptom assessment and management, communication
about end-of-life care including preferred site of
death, and bereavement support.
The high symptom prevalence reported by clinicians is in line with earlier findings of a high symptom
burden in patients with advanced kidney disease.2,4
However, the SRPC comprises only six predefined
symptoms, which means that other symptoms that
are common for patients with advanced kidney disease
may have been present. For instance, a study of patients with ESKD managed without dialysis showed
that lack of energy, pruritus, drowsiness/somnolence,
and concentration difficulties were the most prevalent
and distressing symptoms besides the SRPC included
shortness of breath and pain. Notably, the average
number of self-reported symptoms during the last
month of life was as many as 20,17 pointing to significant interindividual variability in symptom patterns
among dying people.18
Murtagh et al.17 found that in the last month of life,
pain was reported by 73%. Also in the present study, the
prevalence of pain was high. Moreover pain was reported as the most prevalent symptom, and about
one-third of patients with pain were only partly
relieved. Known reasons for pain are mineral bone
disease secondary to chronic kidney disease and
peripheral neuropathy but also comorbid conditions
as, for example, peripheral artery disease. Moreover,
some kidney diseases and also the dialysis treatment
in itself may cause pain. The management of pain is
complex (e.g., because of the risk of drug accumulation and the effect of dialysis treatment on pharmacokinetics) and requires more attention both clinically
and in research.19 Importantly, severe pain is found
to be one reason why patients consider hemodialysis
withdrawal.20 Bereaved family members21 have also
described severe pain as an explanation for patients’
decisions to withdraw dialysis. It should also be noted
that besides pain, nausea and shortness of breath
were also more prevalent in the study by Murtagh
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et al.17 One explanation for this could be that
symptoms were self-reported by patients in their study.
There were also differences in the data collection
periods (last week vs. last month) and treatment of
kidney disease (in the present study, ESKD treatment
was not specified).
Most importantly, our results show that validated
symptom assessments seldom were used. Similarly, previous studies show that symptoms are underestimated
and undertreated in renal care.22e24 This addresses a
need for better symptom management. The use of
validated assessment scales in clinical practice may
contribute to an increased communication between
patients and health care professionals.25 Thus, regular
assessment of symptom prevalence, intensity, and relief with validated scales combined with personcentered dialogues should be an important part of
both early and late renal palliative care, as this could
contribute to enhanced well-being at the end of life.
For example, Edmonton Symptom Assessment
System Revised: Renal (ESAS-r: renal)26 and The Palliative Care Outcome Scale-Renal27 are validated instruments recommended by the Kidney Disease:
Improving Global Outcomes.13
Although death was reported as expected, end-oflife discussions with physicians were conducted with
only about two-fifths of patients, whereas end-of-life
discussions with family members were more common.
More frequently reported discussions with family
members may indicate that they were conducted in a
late phase when the patient was too ill to participate
in the discussion and decision making. In accordance
with the present findings, lack of communication
about the future and the end of life has also been
described in interviews with patients or relatives.28e30
A survey showed that less than 10% of patients with
kidney disease had partaken in a conversation about
these matters with their nephrologist.31 Reasons for
discussions with patients not taking place could be
lack of shared decision-making processes together
with prognostic uncertainty. Therefore, the approach
of end of life may not be acknowledged, and patients
are then less likely to receive the end-of-life care they
wish for. However, there are tools such as the surprise
question that aim to identify patients who may be
nearing end of life.32e34 Nephrologists have described
unease in connection with communication about
prognosis and end-of-life discussions.35,36 Lazenby
et al.37 found that the reasons for the absence of these
discussions may partly also be that renal physicians estimate that patients do not want or need this information. It has however been found that most patients
want discussions about their prognosis38 and the end
of life31 and that knowledge and earlier discussions
may help them to plan for their future.39,40 Many patients have been found to think that advance care
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planning is important,41 although patients may wait
for health care professionals to initiate end-of-life discussions.42,43 Yet, in a recent study of end-of-life care
of patients with kidney disease dying in hospital wards,
it was found that none of 100 patients had an advance
care plan.44
In the present study, the patients’ preference of
place of death was reported as met in about twofifths of patients. These results may partly be because
of a lack of end-of-life discussions and patient involvement earlier on during the disease trajectory, when
the patient is still able to participate in a conversation.
Lack of end-of-life discussions, that is, less possibility
for both the patient and the family members to prepare, could also be one of the reasons why one-fifth
of the patients died alone and that almost 50% died
without family members present. Family members’
presence may also be related to that even if death is reported as expected it may have been difficult to foresee the last days. Lack of end-of-life discussions may
also be one reason why few patients died in specialist
palliative care. Delayed or insufficient discussions
may also partly explain why only about one-tenth of
patients died at home, although dying at home is a
common preference.31,45 In comparison, in Sweden,
about one-fifth of all deaths occur at home.46 A recent
comprehensive study also showed that people with
chronic kidney disease are less likely to die at home,
compared with people without chronic kidney
disease.47
The results of the present study show a need for
integration of palliative care with proactive actions in
renal care earlier on in patients’ illness trajectories
(cf., e.g., Sawatzky et al.48). This corresponds with
health care professionals’ perceptions of inadequate
care of patients in dialysis care, in areas such as
bereavement support, spiritual support, and end-oflife discussions.49 Moreover in a European survey,
most nephrologists reported that palliative care had
not been part of their core curriculum or recent medical education.50 Hence, both primary palliative care
training of nephrologists and renal nurses and collaboration with palliative care specialists should be
emphasized in future renal care. One example is a pilot study where Feely et al.51 found that collaborations
such as palliative care consultations in an outpatient
hemodialysis clinic were well received by both patients
and care professionals and that documentation of care
goals improved greatly. Furthermore, the value of
palliative care has been shown in different contexts,
as a review of randomized studies found that palliative
care interventions improve patients’ quality of life and
satisfaction with care at the end of life.52
Supporting the family is an important component
of palliative care. Still, in the present study, bereavement support (at the health care setting of the
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patient’s death) was offered to less than half of the
patients’ families. Importantly, after a long period
of dialysis treatment, close family members may also
need confirmation and closure with dialysis staff
who are well known to them, irrespective of conversations with staff at the setting of the patient’s death.29
Therefore, the nurse or physician at the dialysis clinic
should contact the closest relative, independently of
other bereavement support.

Methodological Considerations
The reason for the decision to include the ICD-10SE codes N18.5 or N18.9 was to ascertain identification of the target patient group. The diagnosis code
N18.5 according to the ICD-10-SE is ESKD regardless
of whether the patient is on dialysis or not. The diagnosis code N18.9 when stated as the mortality reason
or underlying cause of death should stand for ESKD
because a kidney disease of less degree would hardly
be considered as a cause of death according to the
formulation in the Swedish cause-of-death registry.
Together with the inclusion criteria of expected
deaths, we believe that this is a strength as this population is likely to have been identified as a relevant
target group for palliative care. Still, there is a possibility that there are patients with ESKD who were not
included. However, this is a general problem with registry studies as the data quality depends on the validity of the registration. Another strength of the
present study is that the end-of-life questionnaire
had been validated repeatedly.14,53
There are several limitations of this study. One is
that not all care units report to the SRPC, which
means that not all patients with ESKD are represented in the register. Reporting units actively decide
to join the SRPC, which also means that they may be
more attentive to end-of-life care, thus possibly resulting in selection bias. It has been shown that registration in SRPC is associated with improved quality of
care.15 Hence, the general palliative care situation
for these patients may be poorer than we report in
this article. Even if 53% and 62% of all deaths in Sweden were reported in the SRPC during 2011 and
2012, respectively, the share of deaths of patients
with chronic kidney disease that are registered is unknown. Another limitation is that the SRPC only comprises six symptoms, which means that other
important symptoms may be missed; hence, there
may be a need for an extended symptom measure
in SRPC for diagnoses as ESKD. Validated scales
were rarely used for symptom assessments, which
may influence the accuracy of data. Recall bias,
because the registry is completed retrospectively, is
another limitation. The amount of reported unknown responses may be related not only to recall
problems but also to a lack of documentation in
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patient records. A further major concern is that data
are clinician reported and not reported by the patient or family members. Hence, there is a need for
further research into patient- and family reported
data at the end of life. Still, retrospective data
contribute to knowledge of end-of-life care,54 and
this study has made it possible to gain information
on the last week of life in people with ESKD, thereby
identifying areas for improvement. A disadvantage of
registry studies is that available background characteristics are often limited. No information is available
for important background or medical characteristics,
such as ethnicity, socioeconomic status, causes of
CKD, and others.
We were not able to differentiate data between
those treated with dialysis or conservative care or if
dialysis was withdrawn. The study sample had an
advanced age and a high percentage of institutional
deaths that influences generalizability. There is a
need for further studies of palliative care not only in
relation to age and setting but also in relation to other
factors, such as gender and ethnicity.

Conclusion
Although dying an expected death, patients with
ESKD had unmet palliative care needs. Reports from
health care professionals about patients’ last week of
life showed insufficient symptom assessment and relief, and findings suggest a lack of end-of-life discussions and bereavement support. Altogether, the
results contribute to the knowledge that there are remaining challenges in the provision of care for dying
patients with ESKD and a need for integrated palliative care.

Disclosures and Acknowledgments
The authors thank the National Register Committee
and the SRPC for providing the data, particularly
Greger Fransson. A special thanks to Sofia McGarvey
for language editing.
This study did not receive any specific grant from
funding agencies in the public, commercial, or
not-for-profit sectors.
Ethical Approval: Ethical approval for the study was
granted by the Regional Ethical Review Board in
Stockholm, Sweden (no. 2013/1576-31/3).

References
1. World Health Organization. WHO definition of palliative care. 2002. Available from http://www.who.int/cancer/
palliative/definition/en/.
2. Murtagh FE, Addington-Hall J, Higginson IJ. The prevalence of symptoms in end-stage renal disease: a systematic review. Adv Chronic Kidney Dis 2007;14:82e99.

Vol. 55 No. 2 February 2018

3. Yong DS, Kwok AO, Wong DM, et al. Symptom burden
and quality of life in end-stage renal disease: a study of 179
patients on dialysis and palliative care. Palliat Med 2009;23:
111e119.
4. Almutary H, Bonner A, Douglas C. Symptom burden in
chronic kidney disease: a review of recent literature. J Ren
Care 2013;39:140e150.
5. SNR, Swedish Renal Registry Report. 2016. Available
from http://www.medscinet.net/snr/rapporterdocs/Svens
kt%20Njurregister%20
Arsrapport%202016.pdf. Accessed
April 2, 2017.
6. Foote C, Kotwal S, Gallagher M, et al. Survival outcomes of supportive care versus dialysis therapies for
elderly patients with end-stage kidney disease: a systematic review and meta-analysis. Nephrology 2016;21:
241e253.
7. Noble H, Meyer J, Bridges J, Kelley D, Johnson B. Examining renal patients’ death trajectories without dialysis. End
Life J 2010;4:26e34.
8. Murtagh FE, Sheerin NS, Addington-Hall J,
Higginson IJ. Trajectories of illness in stage 5 chronic kidney
disease: a longitudinal study of patient symptoms and concerns in the last year of life. Clin J Am Soc Nephrol 2011;
6:1580e1590.
9. Tong A, Cheung KL, Nair SS, et al. Thematic synthesis
of qualitative studies on patient and caregiver perspectives
on end-of-life care in CKD. Am J Kidney Dis 2014;63:
913e927.
10. Cohen LM, Ruthazer R, Germain MJ. Increasing hospice
services for elderly patients maintained with hemodialysis.
J Palliat Med 2010;13:847e854.
11. Murray AM, Arko C, Chen SC, Gilbertson DT, Moss AH.
Use of hospice in the United States dialysis population. Clin
J Am Soc Nephrol 2006;1:1248e1255.
12. Wong SP, Kreuter W, O’Hare AM. Treatment intensity at
the end of life in older adults receiving long-term dialysis.
Arch Intern Med 2012;172:661e663.
13. Davison SN, Levin A, Moss AH, et al. Executive summary of the KDIGO Controversies Conference on supportive care in chronic kidney disease: developing a
roadmap to improving quality care. Kidney Int 2015;88:
447e459.
14. Lundstrom S, Axelsson B, Heedman PA, Fransson G,
Furst CJ. Developing a national quality register in end-oflife care: the Swedish experience. Palliat Med 2012;26:
313e321.
15. Martinsson L, Furst CJ, Lundstrom S, Nathanaelsson L,
Axelsson B. Registration in a quality register: a method to
improve end-of-life careda cross-sectional study. BMJ
Open 2012;2:e001328.
16. British Geriatrics Society. Palliative and end of life care
for older people. BGS compendium document 4.8 2004.
Revised version. Available from www.bgs.org.uk. Accessed
January 8, 2017.
17. Murtagh FE, Addington-Hall J, Edmonds P, et al. Symptoms in the month before death for stage 5 chronic kidney
disease patients managed without dialysis. J Pain Symptom
Manage 2010;40:342e352.
€ en J, Russell L, H
18. Ohl
akanson C, et al. Variations in care
quality outcomes of dying people: latent class analysis of an

Downloaded for Anonymous User (n/a) at Kalmar County Council from ClinicalKey.com by Elsevier on April 20,
2021. For personal use only. No other uses without permission. Copyright ©2021. Elsevier Inc. All rights reserved.

Vol. 55 No. 2 February 2018

Palliative Care in End-Stage Kidney Disease

243

19. Davison SN, Koncicki H, Brennan F. Pain in chronic kidney disease: a scoping review. Semin Dial 2014;27:188e204.

36. Schell JO, Green JA, Tulsky JA, Arnold RM. Communication skills training for dialysis decision-making and end-oflife care in nephrology. Clin J Am Soc Nephrol 2013;8:
675e680.

20. Davison SN, Jhangri GS. The impact of chronic pain on
depression, sleep, and the desire to withdraw from dialysis in
hemodialysis patients. J Pain Symptom Manage 2005;30:
465e473.

37. Lazenby S, Edwards A, Samuriwo R, et al. End-of-life
care decisions for haemodialysis patientsd‘We only tend
to have that discussion with them when they start deteriorating’. Health Expect 2017;20:260e273.

21. Axelsson L, Klang B, Hagelin CL, Jacobson SH,
Gleissman SA. End of life of patients treated with haemodialysis as narrated by their close relatives. Scand J Caring Sci
2015;29:776e784.

38. Fine A, Fontaine B, Kraushar MM, Rich BR. Nephrologists should voluntarily divulge survival data to potential dialysis patients: a questionnaire study. Perit Dial Int 2005;25:
269e273.

22. Claxton RN, Blackhall L, Weisbord SD, Holley JL.
Undertreatment of symptoms in patients on maintenance
hemodialysis. J Pain Symptom Manage 2010;39:211e218.

39. Davison SN, Simpson C. Hope and advance care planning in patients with end stage renal disease: qualitative
interview study. BMJ 2006;333:886e889.

23. Davison SN. Pain in hemodialysis patients: prevalence,
cause, severity, and management. Am J Kidney Dis 2003;42:
1239e1247.

40. Song MK, Ward SE, Fine JP, et al. Advance care planning
and end-of-life decision making in dialysis: a randomized
controlled trial targeting patients and their surrogates. Am
J Kidney Dis 2015;66:813e822.

adult national register population. J Pain Symptom Manage
2017;53:13e24.

24. Weisbord SD, Fried LF, Mor MK, et al. Renal provider
recognition of symptoms in patients on maintenance hemodialysis. Clin J Am Soc Nephrol 2007;2:960e967.
25. Carlson LE, Waller A, Mitchell AJ. Screening for distress
and unmet needs in patients with cancer: review and recommendations. J Clin Oncol 2012;30:1160e1177.
26. Davison SN, Jhangri GS, Johnson JA. Longitudinal validation of a modified Edmonton Symptom Assessment System (ESAS) in haemodialysis patients. Nephrol Dial
Transplant 2006;21:3189e3195.
27. Murphy E, Murtagh FEM, Carey I, Sheerin NS. Understanding symptoms in patients with advanced chronic kidney
disease managed without dialysis: use of a short patientcompleted assessment tool. Nephron Clin Pract 2009;111:
74e80.
28. Axelsson L, Randers I, Lundh Hagelin C, Jacobson SH,
Klang B. Thoughts on death and dying when living with haemodialysis approaching end of life. J Clin Nurs 2012;21:
2149e2159.
29. Axelsson L, Klang B, Hagelin CL, Jacobson SH,
Gleissman SA. Meanings of being a close relative of a family
member treated with haemodialysis approaching end of life.
J Clin Nurs 2015;24:447e456.
30. Bristowe K, Horsley HL, Shepherd K, et al. Thinking
aheaddthe need for early advance care planning for people
on haemodialysis: a qualitative interview study. Palliat Med
2015;29:443e450.

41. Davison SN. Facilitating advance care planning for patients with end-stage renal disease: the patient perspective.
Clin J Am Soc Nephrol 2006;1:1023e1028.
42. Almack K, Cox K, Moghaddam N, Pollock K, Seymour J.
After you: conversations between patients and healthcare
professionals in planning for end of life care. BMC Palliat
Care 2012;11:15.
43. Parker SM, Clayton JM, Hancock K, et al. A systematic
review of prognostic/end-of-life communication with
adults in the advanced stages of a life-limiting illness: patient/caregiver preferences for the content, style, and
timing of information. J Pain Symptom Manage 2007;34:
81e93.
44. Noble H, Brown J, Shields J, Fogarty D, Maxwell AP.
An appraisal of end-of-life care in persons with chronic
kidney disease dying in hospital wards. J Ren Care 2015;
41:43e52.
45. Gomes B, Calanzani N, Curiale V, McCrone P,
Higginson IJ. Effectiveness and cost-effectiveness of home
palliative care services for adults with advanced illness
and their caregivers. Cochrane Database Syst Rev 2013;
CD007760.
€
46. H
akanson C, Ohlen
J, Morin L, Cohen J. A populationlevel study of place of death and associated factors in Sweden. Scand J Public Health 2015;43:744e751.

31. Davison SN. End-of-life care preferences and needs: perceptions of patients with chronic kidney disease. Clin J Am
Soc Nephrol 2010;5:195e204.

47. Kerr M, Matthews B, Medcalf JF, O’Donoghue D. End-oflife care for people with chronic kidney disease: cause of
death, place of death and hospital costs. Nephrol Dial Transplant 2017;32:1504e1509.

32. Cohen LM, Ruthazer R, Moss AH, Germain MJ. Predicting six-month mortality for patients who are on maintenance hemodialysis. Clin J Am Soc Nephrol 2010;5:72e79.

48. Sawatzky R, Porterfield P, Lee J, et al. Conceptual foundations of a palliative approach: a knowledge synthesis. BMC
Palliat Care 2016;15:1e14.

33. Feyi K, Klinger S, Pharro G, et al. Predicting palliative
care needs and mortality in end stage renal disease: use of
an at-risk register. BMJ Support Palliat Care 2015;5:19e25.

49. Culp S, Lupu D, Arenella C, et al. Unmet supportive
care needs in U.S. dialysis centers and lack of knowledge
about available resources to address them. J Pain Symptom
Manage 2016;51:756e761.

34. Moss AH, Ganjoo J, Sharma S, et al. Utility of the ‘‘surprise’’ question to identify dialysis patients with high mortality. Clin J Am Soc Nephrol 2008;3:1379e1384.
35. Davison SN, Jhangri GS, Holley JL, Moss AH. Nephrologists’ reported preparedness for end-of-life decision-making.
Clin J Am Soc Nephrol 2006;1:1256e1262.

50. van Biesen W, van de Luijtgaarden MWM, Brown EA,
et al. Nephrologists’ perceptions regarding dialysis withdrawal and palliative care in Europe: lessons from a European Renal Best Practice survey. Nephrol Dial Transplant
2015;30:1951e1958.

Downloaded for Anonymous User (n/a) at Kalmar County Council from ClinicalKey.com by Elsevier on April 20,
2021. For personal use only. No other uses without permission. Copyright ©2021. Elsevier Inc. All rights reserved.

244

Axelsson et al.

51. Feely MA, Swetz KM, Zavaleta K, et al. Reengineering
dialysis: the role of palliative medicine. J Palliat Med 2016;
19:652e655.
52. El-Jawahri A, Greer JA, Temel JS. Does palliative care
improve outcomes for patients with incurable illness?
A review of the evidence. J Support Oncol 2011;9:
87e94.

Vol. 55 No. 2 February 2018

53. Martinsson L, Heedman PA, Lundstrom S, Fransson G,
Axelsson B. Validation study of an end-of-life questionnaire
from the Swedish Register of Palliative Care. Acta Oncol
2011;50:642e647.
54. Earle CC, Ayanian JZ. Looking back from death: the
value of retrospective studies of end-of-life care. J Clin Oncol
2006;24:838e840.

Downloaded for Anonymous User (n/a) at Kalmar County Council from ClinicalKey.com by Elsevier on April 20,
2021. For personal use only. No other uses without permission. Copyright ©2021. Elsevier Inc. All rights reserved.

