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Abstract

People living with severe and persistent mental illness (SPMI) constitute a small yet highly vulnerable group within mental
health care. Their care raises complex ethical challenges due to factors such as the intensity of their conditions, limited social
support, communication difficulties, impaired decision-making, and, occasionally, disruptive behaviors. Despite these
challenges, research on ethical issues in this population remains limited. This study explores the ethical considerations involved
in providing care to individuals with SPMI, including end-of-life care. It examines the types of ethical dilemmas that arise,
approaches used by care teams, decision-making processes, and ethical frameworks or practices applied in real-world settings.
We conducted 73 qualitative interviews with a diverse group of participants, including care recipients, family members,
caregivers, care managers, and subject-matter experts in the Flemish region of Belgium. The interviews were analyzed using
content analysis to identify recurring themes and ethical practices. Although many institutions have formal ethics resources,
such as guidelines or committees, these are often unfamiliar to frontline staff or perceived as difficult to access. Ethical dilemmas
are mostly managed at the team level, with some organizations employing ethics reference persons, peer support mechanisms,
or informal discussion forums (“ethics pubs”). Euthanasia was the most frequently discussed ethical issue. Other concerns
included neglect in home care, delays in palliative care initiation, and safeguarding autonomy. Resource allocation, both at
organizational and societal levels, also emerged as a significant concern. Caregivers reported tensions between individualized
care and institutional rules, while families emphasized collective responsibility in making care decisions. Providing ethical care
for individuals with SPMI requires careful attention to autonomy, collaboration, and fair resource distribution. Enhancing access
to ethical support structures and adopting tailored approaches can help reconcile recovery-focused and palliative care needs,
ensuring dignity and respect for this vulnerable population.
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universally accepted definition, SPMI is often described
using the “3 D’s”—disease, duration, and disability [1].
This group includes people diagnosed with severe
conditions such as schizophrenia, bipolar disorder, or
major depression, which typically follow a chronic
course and may respond minimally—or sometimes
negatively—to medical and therapeutic interventions [2].
Beyond the symptoms of illness itself, the resulting
disabilities significantly affect daily functioning and
quality of life. Globally, estimates suggest that around
1% of the population experience SPMI, depending on the
criteria applied [3]. Individuals with SPMI also face
markedly reduced life expectancy—up to 15 years
shorter than the general population—largely due to
severe comorbid somatic conditions such as obesity or

dysphagia [4-7]. These factors wunderscore the
importance of considering end-of-life care for this
population.

Interest in end-of-life care for persons with SPMI has
grown in recent years. Central topics include the
development of “palliative psychiatry” [6, 8], the
provision of standard palliative care [9, 10], the use of a
broader palliative care approach [11, 12], and challenges
related to medical assistance in dying [13]. While some
concepts, like palliative care, are directly associated with
care at the end of life, others, such as a palliative care
approach, emphasize the underlying philosophy guiding
care provision.

Delivering high-quality care to individuals with SPMI—
both generally and at the end of life—raises complex
ethical issues, including assessing decision-making
capacity, managing disruptive behavior, addressing self-
stigma, and navigating fragmented care systems [14].
Ethics consultations can help teams, patients, and
families manage these dilemmas by clarifying ethical
concerns, exploring values, and guiding decision-
making, ultimately supporting patient-centered and
ethically sound care.

In Belgium, as elsewhere, hospitals—including
psychiatric institutions—are legally required to maintain
ethics committees. These bodies typically provide
guidance on ethical issues in care, review research
involving human participants, and offer advice on
individual cases [15]. Within hospitals or collaborative
facility networks, ethics experts may coordinate ethics
activities, provide training, and facilitate structured moral
case deliberations, where teams discuss ethical issues
using specific methods under a trained facilitator [16].

Despite growing literature on ethical challenges and end-
of-life care in SPMI, few studies directly involve care
users, their families, or frontline caregivers [14, 17]. This
study addresses this gap by examining the experiences,
needs, and expectations of care users, relatives, and
caregivers, as well as the perspectives of managers and
experts in ethics and palliative care.

In Flanders, these issues are particularly pressing due to
the legal framework allowing euthanasia for unbearable
and irremediable psychiatric suffering since 2002 [18]
and the development of the Oyster Care Model. Belgium
is among the few countries where psychiatric conditions
may legally justify euthanasia. In practice, however,
numerous ethical, legal, and medical questions remain,
including whether a psychiatric condition can truly be
considered irremediable and how the disorder affects
decision-making capacity for euthanasia [19, 20]. Studies
indicate that many psychiatrists approach euthanasia
requests cautiously, with concerns about legal liability
and professional responsibility influencing practice [21].
Consequently, the number of euthanasia cases for
psychiatric reasons remains small, although it is
gradually increasing [22].

Methods

Interviews lasted between half an hour and over two
hours, averaging around 60 minutes. Participants were
purposefully recruited from seven mental health
organizations across the five provinces of Flanders,
Belgium, covering a variety of care settings, including
residential facilities, assisted living, and outpatient
services. Recruitment coordinated  through
designated contacts at each organization (e.g., head
nurses, therapists, or physicians), and interested
participants reached out to the research team directly to
schedule interviews. Only two care users withdrew,
reporting difficulty in sharing their experiences. Some
participants chose to have a trustee present during the
interviews.

Ethical approval was secured from both central and local
ethics committees associated with the participating
facilities. All participants provided informed consent
prior to participation. Interviews were audio-recorded,
fully transcribed, and pseudonymized. Researchers LM
and MV independently analyzed the transcripts using a
mix of inductive and deductive thematic content analysis
in Qualicoder software [18]. Disagreements in coding
were resolved through discussion, with input from the
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study supervisor AL. Data collection continued until
thematic saturation was achieved, although additional
interviews were conducted to ensure a diverse sample in
terms of age, gender, and professional background. In
two cases, participants requested transcripts for review,
but no feedback was returned. Limited post-interview
notes were taken but were not used in the analysis.

Results

While findings on end-of-life care are reported elsewhere
[23], this paper focuses specifically on ethical aspects of
care, which emerged in two main areas: 1) ethics support,
and 2) substantive ethical dilemmas. The study included
73 participants: 17 care users, 12 family members, 24
caregivers, and 20 managers or experts. Demographic
details are provided in Supplementary Appendix S1.

Ethics support at organizational and team levels

All participating facilities offered some form of ethics
support. Each hospital maintained a legally required
ethics committee and employed an ethics expert. Written
guidelines, especially regarding euthanasia,
available; however, these were primarily utilized by
management or staff with specialized ethics or spiritual
training. Caregivers and family members rarely
referenced these resources, and when they did, it was
typically to clarify procedural steps for euthanasia in
cases of unbearable psychiatric suffering.

Despite frequent encounters with ethical dilemmas,
consultation with committees or ethics experts was
uncommon. Several reasons emerged: some participants
had not considered contacting the committee, others
addressed ethical concerns within team meetings instead,
and in some cases, the responsibility for formal
consultation was assigned to a manager or physician,
delaying engagement. Additionally, the perceived slow
response time from committees made them less practical
for urgent ethical issues.

were

Barriers and facilitators of ethics consultation

Some caregivers highlighted challenges in accessing
ethics support, particularly in urgent or complex cases.
For instance, one nurse described a situation involving a
patient with a tumor who refused treatment. The nurse
explained that while medical procedures like a biopsy
were necessary, legal and ethical considerations, along
with limited availability of the ethics committee and

physicians, slowed decision-making. The nurse noted the
difficulty in balancing patient rights with timely medical
intervention:

“We currently have a patient with a tumor who refuses
treatment, which makes things very challenging. A
biopsy is needed, but we don’t yet know whether the
tumor is benign or malignant. Back when I started,
coercion was more common, but now that isn’t possible.
We have an ethics committee, yet we’re still waiting for
guidance. Our doctor is busy, and the matter has to be
escalated to the central organization’s ethics team.
Questions arise: can we sedate the patient to proceed, or
must it be voluntary? These delays mean the tumor
continues to grow, though the patient remains stable for
now.” (nurse).

Several physicians reported feeling isolated when
navigating ethical dilemmas, despite
opportunities for peer discussion:
“You often have to make decisions on your own.
Sometimes intervision sessions are organized, which can
be helpful, but for many patients, you are left to manage
alone.” (psychiatrist).

Despite these obstacles, there were instances where
ethics consultation proved beneficial. Caregivers recalled
cases in which input from an ethics expert or committee
provided fresh perspectives, especially in complex
scenarios. Euthanasia was the most frequently discussed
topic, although other dilemmas, such as refusal of care or
organizational  policies, were also raised:
“In situations reached our limits,
consultation with the ethicist brings completely new
ideas and opens an honest discussion. Without this input,
we might rely solely on rational or pragmatic thinking,
but the conversation becomes richer with someone who

occasional

where we’ve

is not involved in daily care.” (nurse).

Family members also acknowledged the value of ethics
committees, citing cases where guidance helped navigate
particularly complicated end-of-life trajectories.

Ethics support initiatives at care facilities

Facilities in the study have implemented a range of
measures to integrate ethics into daily practice. Some
organizations appointed departmental ethics focal points
or reference persons who coordinate moral case
deliberation and peer consultation sessions. These
individuals often receive additional training in ethics and
facilitate  structured  discussions among  staff:
“For our staff, I lead a weekly session called ‘time for
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where team members share struggles,
reflections, and positive experiences. It can cover
anything, from challenging patient interactions to
moments of joy or growth. It helps the team process
experiences collectively.” (therapist).

In addition, some organizations provide voluntary peer
support for colleagues after particularly difficult events,
such as patient aggression or suicides. Working groups
within facilities also address specific ethical topics,
including end-of-life care, advance care planning, and
organizational policies. These groups aim to reduce
barriers to ethics support by bridging everyday care with
formal ethics committees. One facility hosted an “ethics
pub,” a regular informal forum where staff, patients, and
families could discuss ethical issues openly under the
guidance of an ethics expert.

ourselves,’

Ethical themes in care for persons experiencing SPMI

The most frequently discussed ethical theme in this study
was euthanasia. Although care users and family members
occasionally mentioned it, caregivers and managers
raised it most often. Ethical dilemmas around euthanasia
were multifaceted, including questions about the
patient’s consideration of the request, its acceptability, its
emotional impact on staff, and the preferred setting for its
execution:

“With this patient, I felt torn; she was so young with so
much potential, yet her suffering was intense.”
(counsellor).

“A 30-year-old woman requested euthanasia. Initially,
we thought we could buy time to see if she changed her
mind, but the request persisted, so we explored it
seriously.” (therapist).

“Linking euthanasia with the ward setting is difficult. It
gives the impression that the patient was ‘put to sleep’
here, but dying in a familiar environment can also be
more comforting for the individual.” (nurse).

Ethical challenges in end-of-life care, care refusal,
resource allocation, and the oyster care model

Physicians often described euthanasia as a particularly
difficult topic, though some expressed understanding of
why patients with SPMI might request it. One
psychiatrist reflected:

“I struggle deeply with euthanasia. I feel that the patient
is seeking someone who believes in their life’s value and
does not give up on them.”

Another physician noted:

“After so many years of suffering, I can understand why
a person might want to end their life. Perhaps I also have
arole to play in supporting that decision.”

These discussions frequently revolved around the tension
between respecting patient autonomy and safeguarding
vulnerable lives while ensuring quality care. Similar
dilemmas arose in situations where patients with life-
threatening conditions refused treatment. For example, a
psychologist recounted a case where a patient declined a
DNR order because he did not grasp the severity of his
condition. In such cases, ethics experts were consulted to
involve the team, family, and legal guardians in decision-
making.

Refusal of care also emerged as a recurring ethical
concern beyond end-of-life contexts. A psychiatrist
described the case of a patient with chronic psychiatric
and substance use conditions who consistently refused
home visits and support from the mobile care team.
Despite repeated attempts to engage the patient, he
ultimately passed away, highlighting the ethical tension
between respecting patient autonomy and providing
necessary care:

“These situations are frequent. We try to intervene, but
ultimately the patient can make their own decisions. It
raises the question of whether additional independent
oversight could be useful for care teams working with
persons experiencing SPMI.”

Resource allocation was another key ethical theme,
particularly in palliative scenarios. One ward coordinator
explained the dilemma of dedicating significant time and
attention to a single patient, potentially limiting support
for other residents:

“A lot of effort goes into one patient, which reduces time
for the others. We try to involve the patients themselves
in the process, but ethically it remains challenging to
balance individual and collective needs.”

Palliative sedation also arose as an ethically complex
intervention. A case involving a woman with severe
juvenile dementia illustrated how ethics committee
guidance was crucial. Palliative sedation was ultimately
chosen due to her extreme suffering and isolation, which
had a profound emotional impact on both family
members and caregivers.

Ethical questions were also raised in relation to the
Oyster Care model, particularly regarding adherence to
institutional rules, balancing caregiver proximity and
distance, and tailoring care to individual needs. Some
staff expressed concerns about the model’s divergence
from recovery-oriented care principles:
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“Many of our approaches conflict with hospital policies
or standard quality procedures in other departments.”
(psychologist)

“I sometimes feel I am exceeding my own professional
boundaries, though the special bonds we form with
patients difficult not to.” (nurse)
““‘Oyster Care’ seems to focus heavily on cocooning. For
me, an open cocoon is acceptable—patients can retreat
and return—but too much restriction may reduce their
autonomy.” (psychiatrist)

Interestingly, these perspectives were echoed by some
persons  experiencing SPMI  themselves, who
occasionally reported feeling under-stimulated or
excluded in communal settings:

“There isn’t much for me to do here. Caregivers often
spend time with each other, and I don’t get to engage with
other residents meaningfully.” (care user)

make it

Ethical responsibility in care for persons experiencing
SPMI

Participants highlighted that caring for persons with
SPMI, as a particularly vulnerable group, is an ethical
duty. Many emphasized that such care should not be
guided by market principles or cost-benefit calculations.
Instead, society bears a moral obligation to provide
support, regardless of the associated “costs.”

This perspective closely aligns with the experiences
shared by family members, who often described the
process of securing appropriate care as challenging and
emotionally taxing. Several noted a strong desire for
relief from the exclusive responsibility of caring for their
relatives with SPMI. One mother explained:
“Finding suitable care for my son was incredibly
difficult, even though I am familiar with the healthcare
system. It took years. I no longer wanted to carry this
responsibility alone. What affected me deeply was how
many people, including family members, failed to
understand the situation and eventually stopped
contacting me.”

Discussion

Ethics support systems

Ethics are a foundational aspect of care at organizational,
team, and individual levels. Ethical and professional
responsibilities are embedded in healthcare practice from
the outset, reflected in guiding principles such as the
Hippocratic Oath for physicians, the Florence

Nightingale Pledge for nurses, and Beauchamp and
Childress’ four principles of biomedical ethics [24].

Our study found that all participating facilities had
established ethics structures. Each was connected to a
local ethics committee and had a central expert
overseeing ethics policies, often supported by advisory
documents. Despite these frameworks, staff and other
stakeholders were not always aware of or actively
utilizing these resources. While some facilities employed
reference persons, working groups, or other accessible
ethics initiatives, significant barriers to consultation
remained, even in complex or urgent cases. Many
participants indicated that informal team discussions
were the primary method for resolving ethical issues,
though some, particularly physicians, reported feeling
isolated.

These findings suggest that organizations should
continue efforts to reduce obstacles to ethical discussion,
for instance, by embedding ethics reference roles within
teams, fostering in-team ethics expertise, and providing
informal opportunities for reflection and discussion.
Reference persons and working groups can serve as
bridges between everyday care practices and formal
ethics committees, enhancing mutual functioning and
awareness. Promoting awareness and visibility of these
initiatives may further improve utilization.

Ethical dilemmas and themes in SPMI Care

As the study explored both end-of-life care and broader
ethical concerns, it is unsurprising that many dilemmas
identified by participants were linked to palliative and
end-of-life situations. Euthanasia emerged as the most
prominent theme. Its high visibility in public and media
discourse may contribute to its prominence in care
settings. Requests for euthanasia often had a strong
impact on care teams, prompting ethical deliberation or
peer consultation. Attitudes among participants varied,
with some caregivers struggling to reconcile the request
with their professional and personal values. Teams
frequently  sought guidance from  specialized
organizations such as LEIF, Vonkel, or Reakiro to
navigate these complex cases.

The findings indicate that euthanasia, consistent with
other research, remains a divisive issue with substantial
emotional and ethical implications for caregivers [20,
21]. Recommendations include enhancing understanding
of relevant legislation, fostering communication among
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all stakeholders, and providing structured ethics support
to balance patient autonomy with the duty of care.
Beyond euthanasia, ethical challenges also arose in
palliative care contexts. Psychiatric facilities are
sometimes insufficiently equipped to provide optimal
support for palliative patients, raising questions about
fairness in resource allocation and the involvement of
other care users. Collaborative approaches, including
partnership with mobile palliative care teams,
development of somatic and palliative care expertise
within psychiatric facilities, and temporary additional
personnel, were seen as potential solutions. Physicians,
such as general practitioners or specialists in somatic
care, can play a critical bridging role in supporting these
processes [25, 26].

Ethical considerations in palliative care and the oyster
care model

Some participants described instances where uncertainty
existed around whether to begin palliative care or
proceed with palliative sedation for a family member.
These cases indicate that knowledge about palliative care
in mental health settings may sometimes be limited, but
they also highlight the central role of ethical deliberation
in decision-making. End-of-life decisions for individuals
with SPMI are particularly sensitive, as difficulties in
communication and limited decision-making capacity
can add complexity [9].

While many ethical challenges focused on end-of-life
care, other dilemmas were also highlighted. Caregivers
often felt frustrated when individuals refused or
neglected essential care, which mirrors findings from
international research [9].

Regarding the Oyster Care model—a long-term care
approach for persons with SPMI informed by palliative
care principles such as creativity and quality of life—four
main ethical subthemes emerged.

The first relates to societal responsibility: participants
emphasized that caring for highly vulnerable individuals
constitutes a moral duty. Some viewed the framing of
care within a strict “market logic” as inappropriate or
ethically concerning.

The second subtheme involves the tension between
institutional rules and individualized care. Participants
questioned how far regulations could be adapted or
bypassed to enable creative, personalized interventions
consistent with a palliative approach.

The third subtheme centers on the relationship between
caregivers and care users. Given the long-term nature of
SPMI care, relationships often become close, creating
potential challenges with maintaining professional
boundaries and managing disruptive behaviors, including
conflicts between residents.

The fourth subtheme concerns the adequacy of care and
the extent to which it meets the specific needs and
preferences of care users. Autonomy was highlighted,
with some participants noting that care was not
sufficiently tailored. Family members frequently
described the process of finding appropriate care as
burdensome and expressed a desire to share or relieve
their caregiving responsibilities.

Overall, these findings indicate the need for further
examination of the Oyster Care model, particularly
regarding its alignment with recovery-oriented principles
and applicable regulations. Ethics support at the local
level—through guidance on departmental rules, client
participation, treatment planning, and behavioral
management—warrants continued attention.

Strengths and limitations

A key strength of this study is its inclusion of multiple
stakeholders, including care users, family members,
caregivers, managers, and palliative and psychiatric care
experts. This broad approach provides a nuanced
understanding of the experiences, needs, and ethical
issues surrounding care for persons with SPMI, both in
routine and end-of-life contexts. By capturing diverse
perspectives, the study sheds light on care practices in
Flanders and offers insights that can inform
improvements at individual, team, and organizational
levels.

Another strength is the focus on a population that is often
overlooked. Ethical issues and end-of-life care for
individuals with SPMI remain underexplored, and this
study contributes valuable knowledge on topics such as
euthanasia, advance care planning, Oyster Care, and
palliative approaches within psychiatric settings.

The study has limitations. First, its geographic focus on
Flanders, Belgium, may reduce generalizability to
regions with different cultural, legal, or healthcare
contexts. The Belgian euthanasia framework is unique
and may not reflect practices elsewhere.

Second, the sample size for care users and relatives was
limited. Although thematic saturation was achieved, their
perspectives may be underrepresented, as care users often
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preferred to focus on daily activities rather than end-of-
life discussions. In contrast, caregivers and experts may
dominate the ethical discourse, potentially biasing the
findings. Future research should engage larger and more
diverse care user populations to amplify their voices.
Third, semi-structured interviews, while valuable for
exploring complex issues, may have resulted in
variability in responses due to differing interpretations of
questions. Incorporating additional qualitative methods,
such as focus groups, could strengthen the depth and
comparability of findings.

Finally, the study predominantly examined residential
care settings. Experiences in community-based or
nonresidential contexts may differ, limiting the
generalizability of findings. Future studies should
include a broader range of care environments to capture
a more comprehensive picture of care for persons with
SPMI.

Ethical considerations in palliative care and the oyster
care model

Some participants described instances where uncertainty
existed around whether to begin palliative care or
proceed with palliative sedation for a family member.
These cases indicate that knowledge about palliative care
in mental health settings may sometimes be limited, but
they also highlight the central role of ethical deliberation
in decision-making. End-of-life decisions for individuals
with SPMI are particularly sensitive, as difficulties in
communication and limited decision-making capacity
can add complexity [9].

While many ethical challenges focused on end-of-life
care, other dilemmas were also highlighted. Caregivers
often felt frustrated when individuals refused or
neglected essential care, which mirrors findings from
international research [9].

Regarding the Oyster Care model—a long-term care
approach for persons with SPMI informed by palliative
care principles such as creativity and quality of life—four
main ethical subthemes emerged.

The first relates to societal responsibility: participants
emphasized that caring for highly vulnerable individuals
constitutes a moral duty. Some viewed the framing of
care within a strict “market logic” as inappropriate or
ethically concerning.

The second subtheme involves the tension between
institutional rules and individualized care. Participants
questioned how far regulations could be adapted or

bypassed to enable creative, personalized interventions
consistent with a palliative approach.

The third subtheme centers on the relationship between
caregivers and care users. Given the long-term nature of
SPMI care, relationships often become close, creating
potential challenges with maintaining professional
boundaries and managing disruptive behaviors, including
conflicts between residents.

The fourth subtheme concerns the adequacy of care and
the extent to which it meets the specific needs and
preferences of care users. Autonomy was highlighted,
with some participants noting that care was not
sufficiently tailored. Family members frequently
described the process of finding appropriate care as
burdensome and expressed a desire to share or relieve
their caregiving responsibilities.

Overall, these findings indicate the need for further
examination of the Oyster Care model, particularly
regarding its alignment with recovery-oriented principles
and applicable regulations. Ethics support at the local
level—through guidance on departmental rules, client
participation, treatment planning, and behavioral
management—warrants continued attention.

Strengths and limitations

A key strength of this study is its inclusion of multiple
stakeholders, including care users, family members,
caregivers, managers, and palliative and psychiatric care
experts. This broad approach provides a nuanced
understanding of the experiences, needs, and ethical
issues surrounding care for persons with SPMI, both in
routine and end-of-life contexts. By capturing diverse
perspectives, the study sheds light on care practices in
Flanders and offers insights that inform
improvements at individual, team, and organizational
levels.

Another strength is the focus on a population that is often
overlooked. Ethical issues and end-of-life care for
individuals with SPMI remain underexplored, and this
study contributes valuable knowledge on topics such as
euthanasia, advance care planning, Oyster Care, and
palliative approaches within psychiatric settings.

The study has limitations. First, its geographic focus on
Flanders, Belgium, may reduce generalizability to
regions with different cultural, legal, or healthcare
contexts. The Belgian euthanasia framework is unique
and may not reflect practices elsewhere.
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Second, the sample size for care users and relatives was
limited. Although thematic saturation was achieved, their
perspectives may be underrepresented, as care users often
preferred to focus on daily activities rather than end-of-
life discussions. In contrast, caregivers and experts may
dominate the ethical discourse, potentially biasing the
findings. Future research should engage larger and more
diverse care user populations to amplify their voices.
Third, semi-structured interviews, while valuable for
exploring complex may have resulted in
variability in responses due to differing interpretations of
questions. Incorporating additional qualitative methods,
such as focus groups, could strengthen the depth and
comparability of findings.

Finally, the study predominantly examined residential
care settings. Experiences in community-based or
may differ, limiting the
generalizability of findings. Future studies should
include a broader range of care environments to capture
a more comprehensive picture of care for persons with
SPMI.

issues,

nonresidential contexts
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