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Abstract

Background: Existing data on sedation at the end of life indicate challenges in the home care setting, leading to deviations from
guidelines or non-provision of sedation.

Aim: As part of the “SedPall” study, we aimed to explore circumstances in specialist palliative home care, which influence the practice
of sedation.

Design: Semi-structured qualitative interviews (n = 59) and two focus groups (n = 4, n = 5). Recruitment took place via contact persons.
We thematically analyzed the transcripts with the Framework Approach, using MAXQDA 2018.2.

Setting/participants: Physicians, nurses, and other members of the multiprofessional team from 10 palliative care units and seven
home care teams.

Results: Participants reported home care specific circumstances that can be categorized into three interrelated topics. (1) Lack of 24/7
on-site availability, (2) active involvement of the family, (3) challenges regarding teamwork and multidisciplinarity. Participants drew
different conclusions from the reported circumstances regarding the feasibility of different types of sedation at home: While some
reported to generally use all types of sedation, others stated that some types of sedation are not feasible in home care, for example
deep sedation until death. Most participants questioned the applicability of existing sedation guidelines in the home care setting.
Conclusion: Our data indicate that sedation practices might currently follow the healthcare professional’s attitude or service policy
rather than the patient’s need. To avoid hospital admission in manageable cases and ensure that home care specific best practice
standards are met, existing guideline recommendations have to be adapted and supplemented by additional supporting measures
specific for the home care setting.
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What is already known about the topic

e Previous studies on sedation at the end of life demonstrate challenges with the implementation of and deviations from
specific guideline recommendations in the home care setting.
e Additionally, the few existing data indicate that some palliative care specialists do not perform sedation at the end of life

at home.
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What this paper adds

e Home care specific circumstances influencing the practice of sedation in specialist palliative home care relate to a lack
of 24/7 availability, active involvement of the family, and challenges with teamwork and multidisciplinarity.
e Participants’ conclusions from the reported preconditions varied from using all types of sedation at home to restricting

all or specific types to the hospital setting.

e Three common guideline recommendations seem to be hardly implementable in the home care setting. (1) Continuous
monitoring by qualified staff, (2) psychological evaluation in case of existential suffering as indication for sedation, and
(3) dose reduction for re-evaluation of symptom burden.

Implications for practice, theory or policy

e Sedation practice should follow the patient’s need rather than the healthcare professional’s attitude or service policy.
e Existing guidelines have to be adapted to the home care setting, and additional recommendations in addition to other
supporting measures for all involved parties are necessary.

Introduction

Various terms have been used to refer to sedation at the
end of life including “terminal sedation” or “palliative
sedation”.22 To date, no common definition of these
terms exists.3# Current terminology, which has been sys-
tematically constructed to clarify the concept of sedation,
proposes the term “intentional sedation”.>® It defines
sedation as “the result or process of inducing a state of
reduced consciousness by medical means.” Intentional
sedation is defined as sedation “as a means of achieving a
previously defined treatment goal,” for example, the relief
of suffering.>® The term “sedation” comprises different
types of reducing the consciousness: it can vary from light
to deep and can be applied temporarily or continuously
until death. Despite intensive research, sedation at the
end of life is still controversially discussed.” Existing data
indicate considerable variations in sedation practice and
attitudes between countries and settings.&1° Moreover,
sedative drug administration poses several challenges for
healthcare professionals, for example fears to hasten
death, difficult decision-making processes, or concerns
about the adequate depth.81112 To meet these variations
and challenges, European-wide as well as various country-
specific guidelines have been developed, aiming to sup-
port healthcare professionals and set standards for best
practice.413.14

These guidelines primarily focus on the inpatient set-
ting.#13.14 However, home is the preferred place of death
in many countries.'>1® Existing data on the home care set-
ting indicate difficulties with the implementation of spe-
cific guideline recommendations, for example continuous
monitoring.1’-1° Additionally, deviations from guidelines
have been identified for the specialist as well as for the
general palliative home care setting, for example regard-
ing the decision-making process or opioid use.’®-23 The
few studies focusing on specialist palliative home care
conclude that sedation at home may be used safely and
efficaciously.’®23.24 Still, they demonstrate that some pal-
liative home care specialists do not use sedation at home,

for example because management is too complex or they
lack facilities.??> However, these studies do not provide
information regarding the underlying circumstances lead-
ing to these perceived barriers in the home care setting.

Methods

Research question

This study aims to explore home care specific circum-
stances in specialist palliative home care, which influence
the practice of sedation.

Design

This qualitative study (semi-structured interviews and
focus groups) was conducted as part of the consortium
project “SedPall.” We used Framework Analysis to explore
a wide range of different perspectives and experiences
regarding sedation in specialist palliative care. Framework
Analysis allows to analyze a high amount of data and to
compare data within categories as well as within cases,
enabling us to gain understanding of a wider variety of
viewpoints regarding sedation. Framework Analysis is not
aligned with a particular epistemology or ontology. In
accordance with the aim of the study, we adopted a con-
structivist epistemology and idealism ontology. We uti-
lized this explorative approach since qualitative data on
sedation practice in Germany are scarce.?>26

Setting

Ten palliative care units and seven specialist palliative
home care teams, which were located in twelve cities in
Germany.

Population

Physicians and nurses. Additionally, other members of
the multiprofessional team participated in the interviews.



142

Palliative Medicine 37(1)

Inclusion criteria were involvement in at least one case
where sedation was applied and sufficient German lan-
guage skills. In addition, focus group participants needed
to have work experience in the home care setting. Inter-
view participants were also allowed to attend the focus
groups.

Sampling

Purposeful sampling was used to ensure variation of the
sample regarding profession and position, and, as far as
possible, regarding age and gender.

Recruitment

Recruitment took place in the participating palliative care
units and specialist palliative home care teams for the
interviews and in the same seven home care teams for
the focus groups. In each participating center, a contact
person was involved to inform eligible staff about the
study. Interested healthcare professionals were con-
tacted via email or telephone to schedule an interview
appointment.

Data collection

We conducted semi-structured interviews and subse-
quent focus groups. For the interviews, we developed an
interview guide based on the literature and own clinical
experiences of the consortium. We discussed it with other
experienced qualitative researchers in the department
and with a qualitative expert group at the LMU University
(SupplementalAppendix A).827 It covered five main topics
with adaptions for the respective profession: Experiences
with different types of sedation and understanding of the
concept in specialist palliative care, indications and inten-
tions, decision-making process and consent, challenges
and opportunities, dying under sedation. The interview
guide was piloted in six interviews. Two trained research-
ers (VH, JB) conducted the interviews in the professionals’
workplaces between July 2018 and September 2019. Field
notes were written after each interview. Parallel to the
interviews, the research team constantly discussed
whether new and important themes emerged. Interviews
were conducted until data saturation was achieved.

After indexing the interview material (see data analy-
sis), the influence of home care specific circumstances on
sedation emerged as an important theme. The focus
group guide was informed by relevant interview catego-
ries as well as questions arising in the consortium’s devel-
opment of recommendations for sedation in palliative
care. We discussed the guide additionally with other
experienced qualitative researchers in the department
(Supplemental Appendix B). It comprised three main
aspects: opinions on the feasibility of different types of

sedation in the home care setting, necessity of home care
specific guideline recommendations, and suggestions
regarding specific guideline recommendations. Each focus
group was led by a facilitator and co-facilitator, respec-
tively (JG, JB). Due to the COVID-19 pandemic, we con-
ducted the focus groups via video call in September 2020.
Digital field notes were written immediately afterward.

We collected data on sociodemographic and profes-
sional background of the participants using a
questionnaire.

Data analysis

We thematically analyzed the qualitative interviews as
well as the focus groups following the Framework
approach, using MAXQDA version 2018.2.2> After famil-
iarization with parts of the interview material, we devel-
oped an initial analytical framework, with categories
derived both inductively and deductively (close collabora-
tion of VH and JB, with support of ES). The analytical
framework was continuously refined while indexing all
interviews (JB, VH, SM). The final framework consisted of
12 categories with 0—10 sub-categories, respectively (JB,
SM, JG). Subsequently, we used the same procedure for
the focus group material. The analytical framework for
the focus groups consisted of seven categories without
any sub-categories. Key messages of the indexed inter-
view and focus group data relevant to the research ques-
tion were summarized. We transferred the summaries to
an overall thematic sheet with interview/focus group par-
ticipants in rows and nine themes in columns: (1) Role of
the family, (2) Teamwork and multidisciplinarity, (3)
Availability, (4) Monitoring, (5) Documentation, (6)
Guidelines, (7) Experience with different types of seda-
tion, (8) Link to a palliative care unit, (9) Other general
circumstances.

Constant exchange within the project team as well as
regular involvement of the PPl group ensured rigor and
integrity of analysis. Finally, we presented our results on a
final conference, where healthcare professionals, includ-
ing study participants, could provide feedback.

Ethical issues and approvals

All participants gave their written informed consent.
Interviews as well as focus groups were audio-recorded
and transcribed verbatim, including anonymization. The
study was approved by the Research Ethics Committee of
the Medical Faculty at Ludwig-Maximilians-University
Munich (reference number 17-792).

Results

As part of the SedPall study, we conducted 59 interviews
and two focus groups (with n =4, and n =5 participants).
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Table 1. Sociodemographic and professional characteristics of the participants.

Interviews Focus groups
(n=9)
Hospital (n =31) Home care (n=17) Both (n=11)
Gender, n (%)
Female 22 (71) 10 (59) 8(73) 4 (44)
Male 9(29) 7 (41) 3(27) 5 (56)
Profession, n (%)
Physician 12 (39) 8 (47) 6 (55) 5 (56)
Nurse 13 (42) 8 (47) 1(9) 4 (44)
Other profession 6 (19) 1(6) 4 (36) 0(0)
Age, median (range) 45 (25-61) 52 (34-64) 53 (37-63) Not reported
Years of professional experience, median (range) 18 (2-40) 24 (12-40) 17 (7-34) 22 (13-37)
Certified training in palliative care, n (%) 27 (87) 17 (100) 10 (91) 9 (100)

In the interviews, 22 nurses, 26 physicians, and 11 other
members of the multiprofessional team participated. The
focus groups consisted of four nurses and five physicians.
Characteristics of the participants are summarized in
Table 1. Only results addressing home care specific aspects
will be reported in the following. Results of the interviews
pertaining to other research questions of the SedPall
study will be reported elsewhere.

By exploring home care specific circumstances in spe-
cialist palliative home care, which influence the practice
of sedation, we additionally identified implications on the
feasibility of different types of sedation as well as on the
applicability of existing sedation guidelines.

Home care specific circumstances
influencing the practice of sedation at home

Participants reported home care specific circumstances
that can be categorized into three interrelated topics: (1)
Lack of 24/7 on-site availability, (2) active involvement of
the family, and (3) challenges regarding teamwork and
multidisciplinarity.

Lack of 24/7 on-site availability. Lack of 24/7 on-site availa-
bility and limited staff were the predominantly mentioned
home care specific aspects. Participants reported that
patients can usually be visited once to twice a day, with
additional telephone consultations if needed. In case of dif-
ficulties with a sedated patient, the structures hardly allow
staying with the patient for a longer period. Especially week-
ends, nights, and times when additional emergencies of
other patients emerged were reported to be challenging for
the team. Due to the lack of 24/7 on-site availability, con-
tinuous monitoring of sedated patients by qualified staff is
impossible. Thus, monitoring is predominantly carried out
by the family or other services such as nursing services.

“[. . .] so, on the ward you can just look in every half-hour or
leave the door open and you have a constant supervision.
While one is at home, of course, you leave the relatives and

patients to themselves and simply no longer control the
situation.” (Participant, focus group 2)

Additionally, the home care setting was described as a
rather slowly-reacting system as it takes some time until a
team member can be on-site. Fast treatment adjustments
are not possible and qualified staff is not present in case
of emergencies. As a result, many participants reported
difficulties with titration of sedatives. They described a
risk of administering higher doses than actually needed
due to the missing opportunity of quick dose adjustments.
Conversely, they perceived also a risk of insufficient depth
of sedation as they usually start with low doses and the
family might be too cautious regarding additional as-
needed doses.

“[. . .] that one is more inclined to perhaps, I'll say now,
knock-out some patients, even though it may not be necessary
at that moment. [. . .] Because then there is also the other
side, overdosing and underdosing. If you say that there is
something being administered continuously, you [the
relatives] are more restrained with extra doses or additions
and the patient can be underdosed as well as overdosed.”
(Interview participant 1, physician)

However, some participants also mentioned a positive
aspect of this slowly reacting system: It allows the patient
more opportunities for changes in wishes and decisions.

“But the advantage, | just remembered, of a sluggish home
care system at the beginning of palliative sedation is of
course that the patient can still decide. | remember one, a
medical colleague [. . .] he wanted very deep sedation, really
wanted to sleep through it, so to speak, but now the
midazolam did not take effect as desired and was much
slower and, yes, he reached a state where he could simply
give us to understand through eye contact that the sedation
is enough for me, that was incredibly impressive. [. . .] | think
in an inpatient setting we would have sedated him faster,
deeper possibly or started differently than we did at home.”
(Participant, focus group 2)
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Active involvement of the family. Participants reported
thatin the home care setting the family is actively involved
in the medical care of the patient, while they have a pre-
dominantly observing role in the hospital setting. The
accounts illustrated that treatment is heavily based on the
families’ monitoring. In addition, relatives are often
responsible for drug administration. Their active involve-
ment was perceived to be a relief for relatives during the
dying process as well as for the grieving process.

“It is an opportunity to really make an active contribution
[. . .] and | experience this again and again, this deep
gratitude and then also in the grieving processes this feeling,
yes, | was able to make it possible for him that he was really
at home until the end. [. . .] and | have become a part of
achieving this and . . . that doesn't apply to everyone, but for
some people it is a very, very strong element.” (Participant,
focus group 1)

However, some participants acknowledged that this
amount of responsibility can also be a burden. They partic-
ularly emphasized the risk that relatives might feel respon-
sible either for the patient’s death because of their drug
administration or for the necessity to induce a deep seda-
tion. Moreover, participants described as-needed doses
administered by relatives to be problematic as they often
struggle to assess the patient’s actual need. The necessity
to delegate that amount of responsibility to the family was
partially described as burdensome for the team.

“[. . .] and then we tell the relatives, well, if he were a bit
restless now, then they could turn this dial [of the syringe
driver] a bit, and that was always ‘whew’ for me, so then |
thought, my God, what am | asking of someone? What do |
expect of the wife or the husband or the daughter or the son,
that they should somehow adjust dosages themselves? So,
that’s quite different from being on the ward.” (Participant,
focus group 2)

According to the participants, the duty of a specialist
palliative home care team to care not only for the patient
but also for the family is therefore particularly important
in the context of sedation. Initially, the team has to clearly
state the responsibilities, determine the relatives’ scope
regarding drug administration and provide guidance. It is
the team’s responsibility to recognize to what extent a
family is able to take over the required tasks and when
they might be overstrained, in order to protect the family
as well as the patient. In addition, participants described
a risk of decisions reflecting more the family’s suffering
than the patient’s, as the patient is only rarely seen alone.
Participants’ accounts revealed that extensive communi-
cation is necessary to meet these demands.

Challenges regarding teamwork and multidisciplinar-
ity. Participants reported that teamwork processes differ
significantly from the hospital setting. Different team

members are not as easily available for discussion, which
is particularly challenging when quick decisions are neces-
sary. Multidisciplinarity differs from the hospital setting
regarding two aspects. Involving further disciplines to
help in the decision-making process, for example psychol-
ogists or ethics consultants, is either more time-consum-
ingthaninthe hospital setting orimpossible. Furthermore,
third parties have to be included in the decision-making
and treatment process, in particular, the patients’ general
practitioners and home care nursing teams. Reaching
joint decisions was reported to be challenging sometimes
due to very different professional backgrounds and work-
ing processes. Participants mentioned that home care
nursing teams often struggle with the care of deeply
sedated patients, requiring additional instructions and
support from the specialist palliative home care team.

Feasibility of different types of sedation at
home and implications for practice

Participants draw very different conclusions from the
reported home care specific circumstances regarding the
feasibility of different types of sedation at home (Table 2).
Some participants stated that deep sedation until death is
not feasible in the home care setting, others refused to use
temporary sedation. Main reasons for both opinions were
the described lack of continuous monitoring by qualified
staff and limited availability of a multi-professional team.
Especially if no home care nursing team was involved, par-
ticipants refused to use deep sedation at home. In con-
trast, other participants reported that, always depending
on the individual family, they are able to use all types of
sedation. Some perceived the limited multi-professional-
ism as reduction of “medical noise” and concluded that
deep sedation until death is feasible even best in the home
care setting. Regarding limited 24/7 on-site availability,
they argued that situations in which deep sedation is
needed are very rare and last only a limited period of time.
These exceptional situations can be managed with ade-
quate preparation and willingness of the whole team.
Focus group discussion indicated that the general decision
whether to offer different types of sedation at home is not
dependant on the employee-patient-ratio.

Some participants regretted not being able to offer
patients the opportunity of sedation at home and
described hospital admission in these cases as burden-
some. Additionally, patients sometimes had to be hospi-
talized after the decision to start sedation at home was
made, for example due to overburdening of the family. In
these situations, the start of sedation was postponed as
the hospital healthcare professionals had to reassess the
patient’s situation, leading to dissatisfaction for all parties
involved: Patients and their families expected a prompt
start, as they have already gone through the entire deci-
sion-making process and are suffering. The home care
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Table 2. Participants’ conclusions regarding the feasibility of different types of sedation at home.

All types of sedation are feasible

Specific types of sedation are not feasible or sedation is not offered at all

Participant, focus group 1:

“[. . .] that both [continuous as well as temporary
sedation] are possible in home care and it always
needs an individual decision for each patient. But we
as a team don’t say deep sedation is only possible in
an inpatient context, but would also work our way
up to it at home and have already carried out both.”
Participant, focus group 2

“In my experience, | find that there is no either/or,
so, it depends, so, my experience is that we don’t
have planned palliative sedation that often, but the
palliative sedation that | have experienced so far, it
is always, from a setting viewpoint, | am convinced
that palliative sedation at home works.”

Interview participant 2, physician

“[. . .] when we administer sedation, it is actually terminal sedation, where
we really know that the person is dying and then it is continuous. [. . .] It is
different in the palliative care unit, [. . .] that you let them sleep overnight
and during the day they are awake.”

Participant, focus group 1

“[. . .] that we also do a sedation very rarely and only for the night.”
Interview participant 3, nurse

“[. . .]if you don’t manage to get someone’s symptoms controlled, then |
would absolutely agree with palliative sedation in the sense of the person
concerned, but only in an inpatient setting. Because | think it’s pretty much
flying blind in the home care setting.”

Participant, focus group 2

“Unfortunately, we don’t offer that [palliative sedation] in our home care
team, simply because of the manpower, which is not enough for that at
our place.”

team could not keep the promise to start sedation
promptly, and the hospital team was faced with a demand-
ing patient and home care team.

Participants, who offer sedation at home, drew two
main conclusions from the home care specific conditions
for the practice of sedation in this setting. First, documen-
tation was perceived to be of great importance. Shared
documentation enables the involvement of all relevant par-
ties and creates a sense of common responsibility. However,
the participants emphasized that there are no common
standards for documentation, leading to differences in han-
dling between the teams. Second, compared to the hospi-
tal setting, further preparative considerations are
necessary: for example evaluation of family factors, addi-
tional parties to be involved, availability of equipment.

“[. . .] especially in the home care setting, where different
documentation systems are in place - the nursing service has
its own documentation system - and if you find a common
paper there, which you can deposit with the patient, that
always remains there on site, of course, then everyone has
the possibility to view the information. Even the relatives are
allowed to see and read it and there are also things that they
enter there themselves. So, everyone is on board and
everyone is responsible, of course. The paper can also be a
connecting element.” (Participant, focus group 2)

Applicability of sedation guidelines in the
home care setting

Most participants expressed critical views on the applica-
bility of existing sedation guidelines in the home care set-
ting. They mostly referred to three guideline
recommendations from the EAPC framework, which were
described to be hardly implementable or not reasona-
ble28: (1) Continuous monitoring by qualified staff, espe-
cially regular monitoring of vital signs, (2) psychological
evaluation in case of existential suffering as indication for

sedation, and (3) dose reduction for re-evaluation of
symptom burden. In addition, participants reported that
precise specifications for this highly individual care situa-
tion can cause difficulties in the home care setting, as the
home care team has to justify decisions to third parties.
They criticized that in case of accusations after the death
of the sedated patient, lawyers can only refer to existing
guidelines, but some recommendations are not applica-
ble in the home care setting.

“[. . .] we are still always happy when we are allowed to do
the post-mortem examinations and no KV [Association of
Statutory Health Insurance Physicians] doctor is called and
asks questions — how high was the dosage?” (Participant,
focus group 1)

Some participants stated a need for guidelines, which
comprise the requirements a home care team has to fulfil
to be able to offer different types of sedation at home.
Additionally, it was mentioned that guidelines should
include recommendations regarding the home care spe-
cific aspects of interaction and further preparative consid-
erations. According to the participants, such guidelines
could support the process of clarification, whether and
under which circumstances sedation can be offered, and
help home care teams gain confidence to offer sedation.

Discussion
Main findings

This qualitative study identified home care specific circum-
stances influencing the practice of sedation at home.
Circumstances were categorized into three interrelated top-
ics: (1) Lack of 24/7 availability, (2) active involvement of the
family, (3) challenges regarding teamwork and multidiscipli-
narity. Some participants restricted all or specific types of
sedation to the inpatient setting due to the reported
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circumstances. Others reported to generally use all types of
sedation at home, emphasizing that it is always case-specific.
Moreover, participants reported challenges with hospital
transfer in the context of sedation and expressed a critical
view regarding existing sedation guidelines.

What this study adds

A previous quantitative study on sedation practice at
home has shown that part of palliative home care physi-
cians preferred to refer patients to the hospital for “pallia-
tive sedation” or did not administer “palliative sedation”
at home.? Different authors assumed that the decision to
sedate a patient at home might reflect the provider’s atti-
tude or service policy rather than the patient’s prefer-
ences or needs.??3% Qur results revealed that although all
participating specialist palliative home care teams are
faced with the same home care specific circumstances,
they draw very different conclusions regarding the feasi-
bility of different types of sedation. As sedation is an
important end of life measure, the opportunity to receive
it should not depend on the respective specialist palliative
home care team. Porzio et al.3! for example defined in
their study criteria for the eligibility for deep continuous
sedation at home, including absence of any other sources
of suffering in the family and residing no farther than
20 min away from the hospital. Ineligible patients were
admitted to an inpatient palliative care unit.3! Similarly,
our participants wished for guidelines comprising require-
ments that have to be fulfilled to be able to offer different
types of sedation at home. Uniform criteria can help to
generate confidence for the home care teams and there-
fore help to make best practice sedation at home availa-
ble for all patients who fulfil these criteria. This means
that patients not meeting the respective criteria for differ-
ent types of sedation have to be admitted to hospital to
receive sedation. Our interviewees described hospital
admission in these circumstances as challenging for the
whole system, confirming the results of a previous study
where 31% of the specialist palliative home care teams
evaluated hospital admission as “very to extraordinarily
burdensome”.32 To reduce this burden as far as possible
for all parties involved, the interface between specialist
palliative home care and inpatient care needs to be
enhanced.

Conversely, home care teams need to be supported to
avoid admission to the hospital for sedation in managea-
ble cases. Our results demonstrate that existing sedation
guidelines have to be adapted for the home care setting.
Although various authors have repeatedly called for
adapted guidelines, recommendations are still predomi-
nantly focused on the inpatient setting.#13141829,30
According to our interviewees, especially guideline rec-
ommendations regarding continuous monitoring by quali-
fied staff, psychological evaluation in case of existential

suffering, and dose reduction for re-evaluation of symp-
tom burden are hardly or not implementable in the home
care setting. These results have informed the recommen-
dations on sedation in specialist palliative care which our
SedPall study group has developed.> We have formulated
recommendations regarding these aspects in a way, which
defines basic criteria to uphold crucial standards irrespec-
tive of general applicability in all settings, but leaves room
for highly individual decisions in the home care setting.
Finally, our results demonstrate the need to add best
practice criteria regarding home care specific aspects to
existing recommendations. Specifically, steps to assess
the home care situation and to improve the quality of
involvement of the family as well as other professionals
such as general practitioners and home care nursing
teams, have to be taken. A previous study among home
care nurses assumed communication problems as impor-
tant cause for refusal of “palliative sedation” by the caring
nurse.?! Both family and other professionals require
respective information and training by the specialist palli-
ative home care team. In Germany, lay carers are allowed
to administer medication as prescribed by health profes-
sionals. However, our results indicate different challenges.
Assessing the need regarding as-needed doses may be dif-
ficult for lay carers due to lack of experience, and the
responsibility associated with such monitoring and drug
administration may be burdensome for some relatives.
Trainings for lay carers, for example for subcutaneous as-
needed doses, may reportedly play a key role in achieving
adequately symptom controlled home deaths.33
Additionally, previous studies have suggested educational
training as well as simulation programs for professionals,
especially regarding types of sedation that are only rarely
performed.?134 In accordance with a previous study, our
participants also stressed the value of shared documenta-
tion involving all relevant parties.2! Recommendations
and practice protocols should specify these home care
specific preparative tasks, and should be supplemented
by further supporting measures, for example standard
documentation tools for all parties involved and informa-
tion leaflets regarding sedation at the end of life for family
and other professionals.

Strengths and weaknesses

The main strength of this study is the inclusion of physi-
cians, nurses, and other members of the multiprofes-
sional teams from palliative care units as well as home
care teams from different sites in Germany. We included
participants of different professions, age, gender, and
positions. Moreover, we conducted in-depth interviews as
well as focus group discussions. By this, we were able to
obtain detailed and comprehensive insights of home care
specific circumstances. Using the Framework approach
produced highly structured outputs, which facilitated a
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holistic overview of the entire data. The study results
must be considered in the context of the following weak-
nesses: As we did not receive any information on reasons
for non-participation, some perspectives may not be fully
taken into account. Furthermore, sedation at the end of
life is a sensitive issue, entailing the risk of social desirabil-
ity bias. The research team was aware of the risk and tried
to minimize it by sufficient information, the interview
guide, training of the interviewers, and the two data
sources (individual interviews and focus groups).

Implications for clinical practice and policy

This study provides important insights on the necessity to
adapt existing sedation guidelines to the home care set-
ting. Moreover, it highlights that there is a need for addi-
tional recommendations, especially regarding eligibility
criteria, multiprofessional teamwork, and involvement of
the family. Appropriate guideline recommendations
together with additional supporting measures for all
involved parties can help to ensure that sedation practice
follows the patient’s need rather than the healthcare pro-
fessionals’ attitude or service policy. Development and
implementation of these measures should be rigorously
evaluated.
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