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ABSTRACT

Objective: Our aim was to gain insight into the perspectives of patients, close relatives, nurses, and
physicians on medication management for patients with a life expectancy of less than 3 months.

Method: We conducted an empirical multicenter study with a qualitative approach, including in-
depth interviews with patients, relatives, nurses, specialists, and general practitioners (GPs). We
used the constant comparative method and ATLAS.ti (v. 7.1) software for our analysis.

Results: Saturation occurred after 18 patient cases (76 interviews). Some 5 themes covering 18
categories were identified: (1) priorities in end-of-life care, such as symptom management and
maintaining hope; (2) appropriate medication use, with attention to unnecessary medication and
deprescription barriers; (3) roles in decision making, including physicians in the lead, relatives’
advocacy, and pharmacists as suppliers; (4) organization and communication (e.g., transparency of
tasks and end-of-life conversations); and (5) prerequisites about professional competence,
accessibility and quality of medical records, and financial awareness. Patients, relatives, nurses,
specialists, and GPs varied in their opinions about these themes.

Significance of Results: This study adds to our in-depth understanding of the complex practice of
end-of-life medication management. It provides knowledge about the diversity of the perspectives
of patients, close relatives, nurses, and physicians regarding beliefs, attitudes, knowledge, skills,
behavior, work setting, the health system, and cultural factors related to the matter. Our results
might help to draw an interdisciplinary end-of-life medication management guide aimed at
stimulating a multidisciplinary and patient-centered pharmacotherapeutic care approach.

KEYWORDS: End-of-life care, Polypharmacy, Decision making, Patient preferences,
Interdisciplinary communication

INTRODUCTION

Patients in the final phase of life are often prone to
polypharmacy (Nauck et al., 2004; Holmes et al.,
2006; Fede et al., 2011). Medication overload
increases the pharmacotherapeutic burden on the

patient as well as the probability of adverse drug–
drug interactions (Todd et al., 2014). Many patients
with a limited life expectancy use preventive medica-
tion and medication for comorbidities, chronic dis-
eases, and symptom control (Holmes et al., 2006;
Bayliss et al., 2013; Tjia et al., 2014; Nordennen
et al., 2014). Various guidelines advise deprescribing
medication in vulnerable patients to decrease the
risk of inappropriate medication use and adverse
events (Alldred, 2014). One recommendation is that
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patients who receive palliative care should have their
medication reviewed in the context of their life-limit-
ing disease with a focus on achievable therapeutic
outcomes (Koh & Koo, 2002; Maddison et al., 2011;
Todd et al., 2014).

Timely communication about their wishes and
preferences helps patients in the end-of-life phase
to receive pharmacological care that fits their per-
sonal goals (Nauck et al., 2004; Holmes et al., 2006;
Fede et al., 2011; Bernacki & Block, 2014). However,
physicians appear reluctant and uncomfortable
about initiating end-of-life conversations. They fear
stirring up patients’ emotions and reducing hope.
Generally, patients experience few barriers to dis-
cussing advance care planning and end-of-life prefer-
ences, but they expect physicians to start this
conversation. Thus, while decision making about
medication at the end of life can be complicated by
pharmacological uncertainties, physicians’ reluc-
tance to broach relevant issues may prevent such
conversations from occurring at all. This leaves the
physicians to make decisions about pharmacological
care without adequate information about patients’
wishes.

Compared to what is known in geriatric medicine,
little is known about the daily practice of medication
management in palliative care (Reeve et al., 2013a).
Knowledge of the perspectives of patients receiving
palliative care, their relatives, and healthcare profes-
sionals about managing end-of-life medication is es-
sential for improving daily practice and developing
tools that address the needs of all those involved.
Our empirical study aims to gain insight into the per-
spectives of patients, close relatives, nurses, and phy-
sicians about managing medication for patients with
a life expectancy of less than 3 months.

STUDY DESIGN

Our multicenter, qualitative, in-depth, multiperspec-
tive, interview study included patients with a life ex-
pectancy of less than 3 months and, for each patient,
their most-involved close relative, a nurse, the medi-
cal specialist, and the general practitioner (Kendall
et al., 2009). Patients were interviewed before we in-
terviewed the other involved parties. We employed
purposive sampling to ensure diversity and satura-
tion (Corbin & Strauss, 1990). All interviews were
audiotaped and transcribed verbatim.

Recruitment and Participant Selection

Potential participants were recruited from a univer-
sity hospital, a general hospital, two hospices, and
the offices of general practitioners (GPs). Treating
physicians were asked to inform patients with a life

expectancy of less than 3 months about the study
and to ask permission for them to be contacted by
one of the four interviewers (M.D., E.G., J.A., and
B.H.). We interviewed the patient first, and after re-
ceiving his or her permission, we interviewed a close
relative, a nurse, the medical specialist, and the GP.
Before the patients gave their consent, we ensured
they understood that they would be asked to name
the informal and professional carers most involved
in their care. All participants completed a short ques-
tionnaire about demographic data before starting the
interview.

Interviews

We planned to interview patients at the location of
their choice for no longer than an hour. When possi-
ble, we interviewed the patients alone to ensure
that they felt free to voice their own views. The four
interviewers included a GP, an internal medicine res-
ident, an anesthesiology resident, and an anesthesi-
ologist. The topic guide presented in Table 1 was
utilized to examine the perspectives of participants
on medication management in the final stage of life.

Analysis

We employed the constant comparative method,
which is part of grounded theory, and ATLAS.ti soft-
ware (v. 7.1; ATLAS.ti Scientific Software Develop-
ment GmbH, Berlin) to analyze the transcripts. We
began the data analysis after the initial interview
to ensure a cyclical process of data collection and
data analysis. We avoided using preset categories
and explored the data as a whole (Corbin & Strauss,
1990; Ritchie & Lewis, 2007). Each transcript was in-
dependently coded by two of the researchers: M.D.
coded all the transcripts; E.G. and B.H. each coded
half of the transcripts. The codes were descriptive
at the level of participant statements. After the first
five transcripts were analyzed, the three

Table 1. Topic guide

B Thoughts and opinions about medication use

B Medication decision making

B Preventive and chronic medication in the final phase
of life

B Medication deprescription

B Communication regarding medication

B Those involved: their responsibilities and roles

B Electronic patient files and ICT

B Financial aspects (added after the first case)
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interviewers compared and discussed the codes until
they reached agreement. Then the first draft of the
codebook was drawn up. M.D., E.G., and B.H. coded
all the transcripts and compared, discussed, and
merged codes; they then added new codes as needed
to the codebook after every fifth transcript. When no
more new codes were identified, saturation was
reached, and no further participants were recruited.
M.D., E.G., and B.H. independently organized the co-
des. Provisional categories and themes were formu-
lated and discussed with the peer group (E.L., W.D.,
A.H., L.Z., and R.P.) over several rounds until agree-
ment was reached.

Definitions

Medication management: the broad range of profes-
sional activities and responsibilities within the qual-
ified healthcare provider’s scope of practice, aiming
to ensure that patients understand their condition,
level of risk, diagnostic results, and treatment goals,
as well as comprehend the amount of control they
personally exert over their condition and its out-
comes, in order to use medication that is in line
with their needs (Bluml, 2005).

Medication review: an assessment of the pharma-
cotherapy based on a structural and critical evalua-
tion of the medical, pharmaceutical, and clinical
information aimed to improve the quality, safety,
and appropriate use of medicines (Blenkinsopp
et al., 2012).

Ethics Statement

The Radboud University Nijmegen Medical Centre
Research Ethics Committee (no. NL44030.091.13) ap-
proved our study. The participating hospital and hos-
pices (removed for review) also approved the research.
All participants supplied written informed consent.

RESULTS

Characteristics

We selected 18 patients for interviews between Octo-
ber of 2013 and February of 2015. One patient could
not be interviewed due to her condition. However, we
included her case because it contributed to cultural
diversity. We conducted 76 interviews with 17 pa-
tients, 12 relatives, 15 nurses, 20 medical specialists,
and 12 GPs. Table 2 presents the relevant case char-
acteristics. Not all of the eligible participants were
interviewed, and six of the interviews with relatives
did not take place. The reasons cited were as follows.
Three patients considered it a burden for the relative,
and so did the interviewer for a fourth relative. One
patient had no relatives, and another’s opinion was

that her daughter had no say in medication manage-
ment. No nurse was involved in three primary care
cases. Two GPs and two specialists refused because
of lack of time. There was no specialist in one case,
and no GP was involved in another case.

The 18 patients—9 men (aged 56–91 years) and 9
women (aged 47–87 years)—varied in terms of diag-
nosis, educational level, cultural background, and
marital and occupational status. Some 8 patients
lived at home, 1 in a nursing home, 6 in a hospice,
and 3 in a hospital. According to the treating physi-
cians, 11 patients participated in medication with-
drawal conversations, while none of the patients
were reported to be involved in the medication review
process. Survival ranged from 5 to 117 days, and 3 pa-
tients were still alive after 6 months. The 12 relatives
(aged 20–75 years) were spouses or close friends, and
8 were women. The 15 nurses (aged 23–59 years) in-
cluded 3 men. We interviewed 20 specialists (aged
29–59 years), of whom 3 were trainees and 8 were
men. Some 4 of the 12 interviewed GPs (aged 29–66
years) were women, and 1 was a trainee.

In 12 of the 18 cases, at least one of the involved
physicians stated that there had been a conversation
about medication use with the patient or a relative.
Analysis of the interviews showed that no systematic
tool was employed in any of these cases to evaluate or
reduce inappropriate medication.

Perspectives about Medication Management

The participants described their perspectives on
medication management in a multiplicity of very per-
sonal ways. Coding their statements resulted in 18
categories, from which 5 themes were identified: (1)
priorities in end-of-life care; (2) appropriate medica-
tion use; (3) roles in decision making; (4) organization
and communication; and (5) prerequisites (Table 3).

Priorities in End-of-Life Care

The first theme includes four categories: (1) necessity
of medication reviews; (2) quality of life, dying, and
care; (3) symptom management; and (4) maintenance
of hope. Our analysis showed that awareness of the im-
portance of a medication review is not a matter of
course. The interview itself was an incentive for sev-
eral nurses and physicians to review the patient’s
medication. Quality of life, dying, and care were
named as major matters in end-of-life care, and the ef-
forts of medication reviews were not considered to con-
tribute to this care. Further, when care strongly
focused on symptom management in an approach of ei-
ther a reactive or a proactive scenario, there was a ten-
dency to add medications and pay little attention to
reviewing medications. The importance of mainte-
nance of hope was named as an argument to postpone
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Table 2. Case characteristics

Case
number

Patient
characteristics
(gender, age in

years) Diagnosis

Survival
after

interview
(days) Residence Education

Marital
status Religion

Country of
origin

Relative
characteristics
(relationship,
age in years)

Nurse
characteristics
(gender, age in

years)

Clinical specialist
characteristics
(gender, age in

years,
specialization)

Family
physician

characteristics
(gender, age in

years)

1 M 80 Kidney failure 30 Home Basic Partnership – Netherlands Wife 75 M 55 M 39 internist M 66
2 F 65 Melanoma 35 Hospital Intermediate Married Protestant Netherlands Husband 69 F 33 F 37 internist M 50
3 F 61 COPD 12 Hospital Basic Single Catholic Germany – F 26 M 58

pulmonologist
F 29

4 F 85 Dementia 8* Hospital None Widow Islamic Turkey Grandson 29 F 23 F 30 trainee
geriatrician
F 38 internist

M 38

5 F 68 Stomach
cancer

** Home Intermediate Divorced Catholic Suriname – – M 64 oncologist –

6 M 74 Acute myeloid
leukemia

67 Hospital Intermediate Married – Netherlands – M 56 F 56 hematologist
F 31 trainee
hematologist

–

7 M 56 Lung cancer 35 Hospice Intermediate Single Buddhist Netherlands Sister 54 F 58 – M 36
8 F 87 Colon cancer 5 Hospice High Widow Catholic Netherlands – M 54 F 48 oncologist –
9 M 67 Mesothelioma 54 Hospice Basic Married – Netherlands Wife 55 F 58 M 38

pulmonologist
M 64
anesthesiologist

–

10 M 74 Esophageal
cancer

19 Hospice Basic Widower – Netherlands Daughter-in-
law 47

F 43 F 47 elderly care F 30

11 F 57 Lung cancer 63 Hospice Intermediate Divorced Protestant Netherlands Sister 47 F 55 F 58 elderly care
M 48 trainee
elderly care
F 36
pulmonologist

–

12 M 80 Stomach
cancer

117 Hospice Intermediate Widower Reformed Netherlands – F 59 F 36 trainee
elderly care

–

13 M 61 Esophagus
cancer

54 Home High Married – Netherlands – – F 49 oncologist M 31

14 M 91 Cardiac failure 96 Nursing
home

Intermediate Widower – Germany Daughter 64 F 52 M 29 trainee
cardiology

F 41

15 F 72 Mouth cancer 43 Home Basic Married – Netherlands Female friend
70

F 45 – M 53

16 F 60 Lung cancer 31 Home Basic Married Catholic Netherlands – – F 30 trainee
pulmonologist

M 40

17 F 47 Amyotrophic
lateral
sclerosis

** Home Basic Married Catholic France – F 51 M 36 rehabilitation
specialist

F 31 trainee

18 M 89 Old age,
cardiac
failure,
COPD

** Home Basic Married Catholic Netherlands Daughter 56 F 42 – M 40

* Could not be interviewed.
** Survival longer than 6 months.
COPD ¼ chronic obstructive pulmonary disease.
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Table 3. Themes, categories, and codes regarding perspectives on end-of-life medication management

Theme Category Code

Priorities in end-of-life
care

Necessity of medication reviews Awareness-raising aspect of interview; job interpretation;
perspective on medication continuation and
discontinuation; involvement of palliative care team;
systematic approach to medication review; knowledge of
complete medication list.

Quality of life, dying, and care Consequences of inappropriate medication use; focus on
quality of life; focus on quality of dying; focus on
maintenance of life; perspectives on quality of care;
perspectives on quality of life.

Symptom management Importance of preventing pain and dyspnea; focus on
symptom management; favoring the reactive or proactive
approach.

Maintenance of hope Relation between end-of-life conversations and hope;
demoralizing effect of medication withdrawal; symbolic
meaning of medication.

Appropriate
medication use

Unnecessary medication use Unnecessary medication should not be used; medication is a
necessary evil; necessity of standardized medication
check; need for a deprescribing instrument; necessity of
attention to inappropriate medication use in symptom
scales; consideration of indication versus life expectancy;
awareness of stop date when starting chronic medication;
potential inappropriateness of cholesterol synthesis
inhibitors, as well as anticoagulation and antidiabetic
medications; consideration of nonmedical treatment.

Deprescription barriers Fear of generating ethical dilemmas and burdensome
aspects of deprescribing talks for patients; possible
harmful effects of deprescribing; uncertainty of prognosis
and life expectancy; lack of guidelines and marking points;
prescribing is easier than deprescribing; reticent to stop
other physicians’ prescriptions; assumption that it is the
other physician’s job; not having end-of-life conversation
skills; lack of pharmacological knowledge; unknown
indication; patients’ continuation preferences being
assumed; setting culture regarding deprescribing; time
management.

Appropriate medication
management

Medication continuation: as long as possible; until palliative
sedation; unless patient requests stop; unless there are
side effects or intake problems; accelerating effect on
dying; indications are for life.

Medication review: teamwork; time investment; tailor-made;
from early palliative phase; structural and recurrent
approach; part of care plan: palliative reasoning, patient-
centered, contextual knowledge; transmural, intramural,
inter- and intra-professional tuning; review before new
prescriptions; deprescribing preventive and chronic
medication; assessment of medication indication.

Tailor-made: knowledge of biography, personality, context,
and patient’s wishes regarding medication use and
decision-making participation; patient’s condition, well-
being, frailty, and complexity.

Roles in decision
making

The physician’s domain Physicians know what is best for patients; medication
management is the physicians’ domain; appropriate
competence and knowledge; safeguard patients against
harmful decisions; informing patients; facilitating
informed decision making; preventing inappropriate
medication use; decision making for incompetent patients;
influence of physician’s cultural background; maintaining
professional standards.

Nurse as intermediary between
patient and physician

Key position in patient–physician communication:
monitoring, signalizing, advising, effectuation, continuity
policy, explaining, informing.

Continued
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conversations with patients and relatives about ap-
propriate medication. Another argument was the pos-
sible demoralizing effect of medication withdrawal.

Appropriate Medication Use

The second theme includes three categories: (1) un-
necessary medication; (2) deprescription barriers;

and (3) appropriate medication management. Partic-
ipants stated that patients should not use any unnec-
essary medications. They named a diversity of
perspectives on medication use, such as: medication
is a necessary evil; when starting a medication, a
stop date should be considered; and medication
should be reviewed systematically. They stated that
palliative care checklists should include medication

Table 3. Continued

Theme Category Code

Pharmacist as supplier No task in decision making; professional autonomy
alongside physician; pharmacological knowledge; lack of
medical history and knowledge; lack of contextual
knowledge; medication delivery; financial interest.

Patient participation State of the art; not necessary; problem of frailty; patient’s
competence, capacity and knowledge; cultural and other
background differences; informed choices; patient’s last
word; critical patients.

The relatives’ contributions Part of patient’s context; patient’s permission for actions;
respect for patient’s choices; important role; never any
role; proxy in case of incompetence; cultural perspectives
on family role.

Organization and
communication

Transparency of tasks and
cooperation

Agreements, responsibilities, and tasks; fine-tuning
medication prescription and deprescription; directness of
communication lines; barriers between settings; transfer
information; hierarchy culture; ideas about competencies;
task interpretation; changing tasks during progression of
illness; consultation about preparedness; perspectives on
teamwork and collaboration; effect of working together on
patient’s confidence.

Professional–patient and
professional–relative
relationships

Trust; continuity of care; knowing each other; personal
perspectives of participant; communication style of
professional; decision-making style of professional;
communication competencies; decision-making
competencies; perspectives on responsibilities;
perspectives on patient autonomy; timely, recurrent,
tailor-made conversations.

End-of-life conversations Physician’s knowledge of patient’s end-of-life wishes;
openness about prognosis; prediction of life expectancy;
lack of clearly defined stages of illness; end-of-life
conversation in futile medication talks; need for futile
medication conversations and marking points; difficulties
with end-of-life conversations; professional assumptions
about patients’ knowledge and preferences regarding
approaching death.

Assumption Competence and availability of
professionals

Pharmacological knowledge; medication review skills;
evidence about medication withdrawal; input of
pharmacologist’s expertise ; input of palliative care team’s
expertise; preparedness for inter-professional
consultation; use of guidelines; use of palliative care
checklists.

Accessibility and quality of
medical records

ICT facilitates patient participation, exchange of medication
data, and collaboration; electronic patient files should be
complete, up to date, and accessible to those involved; ICT
eases issuing repeat prescriptions and impedes
deprescribing.

Financial considerations Financial considerations of deprescribing at individual
patient level; patients’ out-of-pocket costs; cost-
consciousness of those involved; community costs of
inappropriate medication use.
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withdrawal options and that the indications for med-
ication versus life expectancy should be regularly
reconsidered. Cholesterol synthesis inhibitors, anti-
coagulants, and antidiabetics were considered as po-
tentially inappropriate medications. They named
nonmedical and alternative treatments as possibili-
ties for reducing medication.

Physicians reported many deprescription barriers,
including the risk of creating ethical dilemmas when
starting the conversation, lack of time, burdens for
patients, lack of guidelines, uncertainty about life ex-
pectancy, and the unknown consequences of with-
drawing medications. They considered prescribing
easier than deprescribing, and they were reticent
about stopping a colleague’s prescription. Further-
more, they pointed out that pharmacological knowl-
edge and end-of-life conversation skills were
lacking. Assuming that deprescription is the other
physician’s task and assuming that the patient pre-
fers continuation both added to continuation. A focus
(personal or professional, by culture or setting) on
treatment continuation was an obstacle to depres-
cription considerations.

Appropriate medication management was men-
tioned in three forms. The first favors continuation
until the patient asks for withdrawal, intake prob-
lems arise, or palliative sedation is begun. The sec-
ond favors a multidisciplinary, proactive, recurrent,
and structural approach that starts at a timely point
along the palliative trajectory. It is patient-centered,
and it is a part of an individual care plan aimed at
preventing inappropriate medication use. The third
form focuses primarily on tailor-made medication
use that takes into account the patient’s wishes re-
garding medication use, decision-making participa-
tion, perspectives on quality of life and dying,
biography, and personality.

Roles in Decision Making

The third theme includes five categories: (1) the phy-
sician’s domain; (2) the nurse as an intermediate; (3)
the pharmacist as a supplier; (4) patient participa-
tion; and (5) relatives’ advocacy. Participants unani-
mously reported that the ultimate responsibility for
medication management as a whole is within the
physician’s domain. The nurse contributes to the pro-
cess as an intermediary, and the pharmacist as a sup-
plier of medication and knowledge. The perspectives
regarding patient participation varied widely among
professionals: from a matter of course to unnecessary
or harmful for patients. Patients wanted to be in-
volved but relied on the competence of their physi-
cian. Relatives themselves advocated for greater
involvement, but professionals varied widely on the
role they saw for relatives.

Organization and Communication

The fourth theme comprises three categories: (1)
transparency of tasks and cooperation; (2) profes-
sional–patient and professional–relative relation-
ships; and (3) end-of-life conversations. Participants
were of the opinion that professionals should be
transparent about how they cooperate or divide
tasks. They should be clear about who is in charge
and about transfers. There are different opinions
about competencies, task interpretation, consulta-
tion preparedness, and working together. Partici-
pants saw professional–patient and professional–
relative relationships as constituting an important
aspect of medication management. Trust, continuity
of care, communication and decision-making styles,
competences, and the professional’s personal per-
spectives are among the influencing elements. The
third category refers to the opinion that, in order to
talk to patients about appropriate medication, a pa-
tient should know that death is approaching, so
that end-of-life conversations are crucial.

Prerequisites for Medication Review

The fifth theme covers three categories: (1) compe-
tence and attainability of professionals; (2) accessi-
bility and quality of medical records; and (3)
financial awareness. Our analyses brought to light
that pharmacological and palliative care competence,
medication review implementation, deprescription
evidence, and the attainability of experts are seen
as self-evident conditions for appropriate medication
management during the final phase of life. In addi-
tion, the importance of optimal information and com-
munications technology (ICT) facilities, along with
actualized and accessible electronic medical records,
were named as obviously necessary conditions. Fur-
thermore, patients, relatives, and nurses pointed
out that financial considerations are an important
part of medication management. This applies to pre-
scription and deprescription decisions on the individ-
ual patient level, in considering the patient’s out-of-
pocket costs, and regarding cost-awareness for the
community. None of the physicians initiated the sub-
ject, and they were uncertain when asked about the
place financial matters have in medication manage-
ment.

DISCUSSION

To our knowledge, this is the first empirical study to
have described the combined perspectives of pa-
tients, relatives, nurses, and physicians on medi-
cation management during the final phase of life
in different settings. Five themes came to the fore:
(1) priorities in end-of-life care; (2) appropriate
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medication use; (3) roles in decision making; (4) orga-
nization and communication; and (5) prerequisites.
We discuss these themes here in the context of the
relevant literature.

The Five Themes

First, our study confirms that there are many different
perspectives about priorities in end-of-life care, appro-
priate medication, and desirability of conversations
with patients about wishes and expectations regarding
medication use and decision-making involvement.
Thus, this study gives further empirical evidence sup-
porting the conclusions of earlier systematic reviews,
basedonqualitativeresearch, thatmedicationmanage-
ment in daily practice is a complex interplay of many
components. These components include beliefs,
attitudes, knowledge, skills, behavior, work setting,
health system, and cultural factors (Reeve et al.,
2013b; Anderson et al., 2014). We found many different
perspectives on the priorities for end-of-life care that
highlight the importance of patient–professional con-
versations and inter-professional conversations about
prognostic information, decision-making preferences,
fears and expectations, and wishes for family involve-
ment.Theemphasisontheneedfor theseconversations
underlines Bernacki and Block’s (2014) conclusions
that understanding the patient’s care goals in the con-
text of a serious illness is an essential element of
high-quality care. In line with Reeve et al. (2013a), we
found that both personal and setting-related factors
suchasawareness,priorities, opinionsabout “goodmed-
ication use” and withdrawal barriers influence the de-
prescription of possibly inappropriate medications.

Second, the common perspective that patients in
the final phase of life should not use unnecessary
medication is in line with other empirical studies
and systematic reviews (Reeve et al., 2013a; 2013b;
2013c; Murray et al., 2002; Sand et al., 2009; Todd
et al., 2015). The professionals thought that conver-
sations with patients about deprescribing medica-
tions could cause such ethical dilemmas as
diminishing a patient’s hope. This idea made the pro-
fessionals hesitate to bring up the subject. Health-
care professionals consider maintaining hope to be
essential. Their thoughts of what affects patient
hope strongly influence their communication. How-
ever, the existing evidence does not support profes-
sionals’ fear that such communication increases
patient hopelessness. On the contrary, open and hon-
est information allows patients and relatives to dis-
cuss wishes and make appropriate choices (Kylmä
et al., 2009).

Third, our study elucidates the opinion that, in or-
der to talk to a patient about appropriate medication,
the patient should know that death is near. Thus,

end-of-life conversations are necessary. However, we
know from other research that physicians find it dif-
ficult to start conversations with patients about
death and dying. While patients in general expect
their physicians to initiate end-of-life conversations,
physicians encounter barriers to broaching these is-
sues, with the risk of making decisions that do not
conform to patients’ wishes (Hancock et al., 2007;
Bernacki & Block, 2014).

Fourth, we found remarkable agreement in partic-
ipants’ perspectives about the roles of professionals
in medication management. Physicians are consid-
ered the main authority in medication use and deci-
sion making. There was also agreement about the
importance of the nurse’s role as an intermediary be-
tween patients or relatives and physicians. Pharma-
cists were seen merely as suppliers of knowledge and
medication who have no say in clinical decision mak-
ing or medication reviews. In the literature, evidence
about pharmacists’ involvement in managing pallia-
tive care medication is sparse. This contrasts re-
markably with their role in the use of medication in
geriatric medicine (Lee et al., 2013).

The patients reported that they preferred to be in-
volved in their medication use, but that they heavily
relied on the competence of physicians. There were
few signs of patients’ need for autonomy or shared de-
cision making in medication management. This
agrees with the review by Bélanger et al. (2011),
which reported that, while most interviewed patients
wanted to participate to some extent in decisions
about medication, achieving their preferred levels
of involvement was not a matter of course. The rela-
tives advocated for the patient and were more critical
about physicians’ authority and decision-making
style (Witkamp et al., 2015). Physicians’ perspectives
about the desirability of patient and relative partici-
pation ranged from self-evident to unnecessary, to
even harmful for patients. Our findings are in line
with the absence of cross-functional interdisciplin-
ary collaboration of nurses, pharmacists, specialists,
and GPs, as well as the unknown interest of patients’
preferences on medication use, as Turner et al. (2016)
report.

In the fifth theme, financial awareness came for-
ward. Patients, relatives, and nurses openly named
this topic, while participating physicians appeared
more reluctant to discuss the matter. This seems to
be a consequence of the societal empowerment of cit-
izens and patients with respect to price information,
while physicians are rarely taught to consider the fi-
nancial consequences of their decisions. They are
more and more trained to discuss end-of-life topics
and complex decision making; however, cost consid-
erations are not yet topical in physicians’ offices
(Shah, 2013).
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STRENGTHS AND LIMITATIONS OF THE
STUDY

One strength of our study is that we drew participants
from three different Dutch settings to provide maxi-
mum variation of opinions and experiences. We used
purposive sampling to maximize diversity in diagno-
sis as well as in the age, sex, and cultural background
of patients. A limitation is that the results are not gen-
eralizable to countries where healthcare services are
structured in a different way and where other cultural
and professional end-of-life attitudes may exist. Re-
cruitment by invitation may introduce participant
bias toward motivated participants with an interest
in medication management. However, this could also
be an advantage, for it enables rich interviews, al-
though it might be that less motivated participants
have different perspectives, norms, and values. Three
patients lived longer than expected; however, as all
participants in these cases assumed a life expectancy
of less than 3 months, this had no effect on the results.

CONCLUSIONS

Our study provides in-depth knowledge about the
many different implicit and explicit thoughts, beliefs,
and convictions of patients, relatives, and profession-
als, as well as information about the delicacy of dealing
with the approaching death in relation to medication
management. Good pharmacotherapeutic care must
take into consideration the frailty, needs, wishes, and
expectations of these patients. A guideline for provid-
ing such care is needed, one that favors a multidisci-
plinary and interdisciplinary approach that will
encourage professionals to initiate timely conversa-
tions about the patient’s wishes and expectations re-
garding end-of-life medication and decision-making
participation. Such a guideline should support an in-
terdisciplinary setting-transcendent approach to a
strategy of medication management that reflects the
patient’s preferences and contributes to more appro-
priate medication use in palliative care. Moreover, we
believe that palliative care and chronic disease guide-
lines should include information about awareness of
proactively deprescribing medication and about struc-
tural, patient-centered medication reviews.
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