
ORIGINAL ARTICLE

“What if you listened to and involved the caregivers?” ‒

Experiences and needs amongst caregivers involved

with mentally disordered offenders and mental health

services

Jette Møllerhøj

Head and Senior Researcher, Competence Centre for Forensic Psychiatry, Capital Region, Denmark and Associate Professor, National

Institute of Public Health, University of Southern Denmark, Denmark

Received 14 November 2021; accepted 25 January 2022

Available online 7 June 2022

Abstract

Background and objectives: Over the past 20 years, the number of mentally disordered

offenders (MDOs) has increased intensively in Denmark. Consequently, the number of caregivers,

families and network involved with MDOs has also increased. Despite a heightened political focus

on the involvement of caregivers as an important part of the patient pathway and recovery pro-

cesses, knowledge of caregivers’ experiences is very limited. The aim of this study is to illumi-

nate experiences and needs amongst caregivers taking care of MDOs in Denmark.

Methods: The study is based on semi-structured interviews with caregivers. The content of the

interviews is analysed using content and textual analysis focusing on identifying patterns and themes.

Results: Caregivers involved with MDOs perform various roles and tasks from practical support to

acting as case managers. These tasks tend to put a remarkable pressure and challenges on care-

givers. Furthermore, caregivers experience emotional stress such as loneliness, shame, sorrow

and feelings of inadequacy. Caregivers spend a lot of time establishing sustainable narratives

about mental illness and offences, in order to reduce stigma and come to terms with chaotic and

extraordinary incidents, and they play an important role as carriers of hope on behalf of the

patients to support processes of personal recovery.

Conclusion: The majority of caregivers in this study share a fundamental experience of neither

having achieved sufficient support in the trajectories leading up to the forensic debut nor being

involved or receiving enough and dedicated information while the often long-term sentences to

treatment or placement are ongoing.
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Introduction

During the past 10 years, the political focus on personal
recovery, participation, involvement, empowerment, and
user perspectives has increased in Danish mental health
services. When looking at policy papers within this field, it
becomes clear how they often address patients and care-
givers simultaneously, aiming at increasing involvement and
participation for patients as well as relatives and networks.1
−6 The reasons and rationale for increased involvement and
participation is that it improves treatment outcomes and
supports safe and improved pathways for the individual
patient.1,3−4 All regional strategies aim toward a patient-
centered and coherent pathway to the greatest extent possi-
ble accommodating the needs, wishes, resources, and hopes
expressed by patients and caregivers. According to the
National Board of Health and the National Board of Social
Services, the involvement of caregivers in mental health
services reduces the risk of readmission by 22% and the risk
of relapse by 45%.7

However, knowledge of the experiences and perspectives
of caregivers is limited. Echardt, 2018 has shown how care-
givers involved with pathways in general psychiatry are bur-
dened with multiple roles and tasks, and how being a
caregiver can affect health, economy, and social life.8 Bon-
nesen, 2014 has described some of the challenges experi-
enced by caregivers in general psychiatry regarding
relations, roles, loneliness, and grief, how acting as a care-
giver affects the whole family as well as the importance of
taking care of oneself.9 The frequent national questionnaire
LUP focuses on pre-defined elements of user satisfaction as
experienced by patients and caregivers within mental health
services.10

Over the past 20 years, the number of mentally disor-
dered offenders (MDOs) has increased intensively in Den-
mark, i.e. from 1,445 in 2001 to somewhere between 3,000
and 4,200 today11; the annual incidence of MDOs is between
600 and 750 individuals.12 Consequently, the number of
caregivers, families, and networks involved with mentally
disordered offenders has also increased. The interest organ-
izations representing patients and caregivers within the
mental health area (for instance Det Sociale Netværk, SIND,
Bedre Psykiatri, Skizofreniforeningen, etc.) pay relatively
little if any attention to caregivers affected by forensic psy-
chiatric issues. Unfortunately, the main focus and rhetoric
tend to be on MDOs as a nuisance taking up beds in general
psychiatry.13−15 The variety in type and number of criminal
offenses among the population of MDOs in Denmark, as well
as diversity in psychopathology and level of social marginali-
zation, is absent in the public debate.16−17 It seems reason-
able to assume that monstrous and stereotypical narratives
about dangerous MDOs, exclusion of MDOs as not being wor-
thy to receive treatment in general psychiatric services, and
the interest organizations paying little interest in nuancing
these representations, do not support or ease the burdens
experienced by caregivers involved with MDOs.

To our knowledge, experiences from caregivers involved
in long-term pathways for mentally disordered offenders
with sentences to either placement or treatment have not
been studied and documented in a Danish context. Interna-
tional research on experiences from caregivers involved
with mentally disordered offenders is likewise very

limited.18−20 The aim of this paper is to illuminate experien-
ces and needs amongst caregivers taking care of mentally
disordered offenders in Denmark. New knowledge on care-
givers’ perspectives can hopefully be utilized to inform and
develop future forensic psychiatric practices and to improve
offers and efforts supporting caregivers involved with MDOs.

Methods and materials

The study is based on semi-structured interviews with care-
givers exploring their experiences with being related to
mentally disordered offenders.

This was part of a larger qualitative interview study
focusing on long-term experiences before and after debuts
as mentally disordered offenders and sentences to either
treatment or placement.21 The study was conducted within
the mental health services in the Capital Region of Denmark.
In total 38 interviews with 23 informants from 10 different
clinical pathways were carried out. Both patients and care-
givers were interviewed. This paper is focused on caregivers
and is based on 21 interviews with 12 caregivers, represent-
ing experiences from 8 pathways. The caregivers represent
various experiences and relations: parents, siblings, close
friends, and ex-partners. Most of them were already familiar
with mental health services before the offenses leading to
forensic debuts, as most of the patients in the main study
were already or had been in the previous contact with gen-
eral psychiatry.

The interviews were based on an interview guide with
open-ended questions. Some informants were interviewed
only once, whereas others participated in several inter-
views.1 The act of performing several interviews during 1-
2 years strengthened the insight into various phases of the
pathways, as well as insight into the different challenges
experienced by the informants in the many phases. Some of
the experienced informants who had lived with sentences to
treatment or placement for several years looked back in the
first interview and summed up several phases. If these narra-
tives across time and phases were very rich and fulfilling,
there was no reason to ask for another interview. In some of
the pathways, it was not possible to perform re-interviews
due to practical or ethical reasons, for instance, stress or
current mental state.

Thematic analysis

The interviews were recorded, transcribed verbatim, and
analyzed using content and textual analysis focusing on iden-
tifying patterns and themes.22,23 The empirical material has
been exposed to vertical as well as horizontal analysis to
identify significant statements and phrases within each
interview as well as across all interviews.24,25 Several in
vivo citations are used throughout the analysis. The specific
citations have been chosen as illustrations and as telling
statements representing a strong and remarkable theme
identified in the analysis. Throughout the analysis, a chosen

1 Interviews were carried out by project manager, MPolSc. Liv Os
Stølan, Competence Centre for Forensic Psychiatry.
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in vivo quotation mainly covers sayings from several inform-
ants, expressing themselves in similar ways.

Results

Various roles

Most of the caregivers in this study were already familiar
with mental health services and have previous experience as
caregivers, as most of the patients in the pathways studied
had been in contact with general psychiatric services before
the offenses were committed.

Consequently, most of the caregivers were already famil-
iar with a number of various roles and tasks varying from
practical support (cleaning, tidying up, support shopping, or
providing meals), financial support and help to ensure a
place to live to act as case managers bridging and coordinat-
ing between mental health services and social services. Most
caregivers describe their roles and tasks as demanding in
terms of the energy and time required by the intensive lev-
els of support. “It has been a full-time job”, a parent to a
grown-up patient says. The intensity and number of tasks
and roles vary over time depending on the level of illness
and needs, whether there is a relapse eventually ending in
admission, or the patient is in a more stable phase. After an
intensive phase, it takes a long time to get back into every-
day practices with reduced arousal. “It has taken about a
year to regain a foothold”, a parent says.

It is demanding for caregivers to navigate and interact
with a large number of professionals with each their logic
and division of work and responsibilities. “We have been in
contact [with an inpatient unit] for almost two years now,
but I still can’t remember their names”, a caregiver says.
“They are all nice and kind, but it is so hard to get to know
them”, the informant continues. Consequently, due to the
number of professionals needed to staff an inpatient unit
24/7, it can be difficult for caregivers to establish a sustain-
able and trustful relationship with members of staff. Sev-
eral caregivers also describe how they are supposed to
accommodate various opinions amongst professionals and
changes in for example treatment plans depending on the
consultant in charge. “Then again comes a new consultant
who finds it necessary to reinvent the wheel”, as one care-
giver puts it.

It is a general experience among the caregivers that men-
tal illness with one member of the family affects the whole
family and sometimes also the network: “It does not only
affect the person being ill, but it also affects the whole net-
work”, a sibling says. Illness seems to affect most aspects of
family relations and dynamics. Especially in families with
minor children, it can impact the other children in the fam-
ily if one child requires intensified care and attention. It can
also affect grandparents or other relatives. Along with prac-
tical support, the caregivers also represent a relational role
as either mother, father, sibling, or friend. Several inform-
ants describe how this reciprocal relation is disturbed
because of the illness, and the roles taken on by the care-
givers can lead to displacements of relations. What used to
be a reciprocal and equal relation changes into an unequal
relationship between the helper and the person being
helped. A sister describes the feeling of supporting and her

nurturing the relationship with the ill brother, while “he
gives nothing in return”. This becomes even more pro-
nounced when caregivers experience a yo-yo dynamic. Sev-
eral caregivers have been cut off for shorter or longer
periods where the patient has refused to be in contact and
then been invited back on board again. “Sometimes there is
a crack and we can reach each other, but other times he is
mean to me and tells me a lot of crap”, a caregiver explains.
Most of the caregivers think of themselves as still available
and not in a position to end relationships with the patient.
Some of them also struggle with how to react and how to be
patient and perseverant if the hiring and firing happen
often. One informant describes how difficult it is to be given
orders or shouted at, and that she has a bad conscience for
sometimes reacting angrily toward her brother. This feels
wrong because he is the one with an illness.

Several caregivers describe how they take over when the
patient is discharged from an inpatient service. It is experi-
enced as a massive responsibility when the caregiver fears
self-harm, violent behavior, or even suicide attempts, and
it leaves the caregiver with a huge responsibility and a 24/7
job in the days and nights after the patient has left the
inpatient unit.

Loneliness, grief, feelings of inadequacy

Along with the strain due to the number of tasks and respon-
sibilities, caregivers also describe tremendous loneliness
and feelings of inadequacy. Several spend a lot of time pon-
dering how they ought to have acted and whether the cur-
rent situation might have been different if not prevented if
they had done X or Y or Z. Caregivers also grieve for the loss
of function and missed opportunities for the person being ill.

Very few of the caregivers in the study hold other signifi-
cant and trustful relations with whom they can share their
experiences and challenges. On the contrary, they often
withhold information about their challenges of dealing with
mental illness as well as offencesand their debut as care-
givers for a mentally disordered offender. Some have lost
friendships or actively cut ties with friends if they could not
accommodate the stress and complexity experienced by the
caregivers. “I have weeded out a some friends because if
they will not listen to me, they are not my friends”, one
informant says. Others describe how they have stopped shar-
ing issues related to their role as caregivers and how they try
to spare their friends: “We don’t want to burden them with a
lot of things we are dealing with, so the relation changes,
becomes more superficial”. A few of the informants have
met peers in a group for caregivers. This encounter has been
supportive, and they have kept in contact: “We met another
couple in a caregiver group. So they are familiar with the cir-
cumstances. They are understanding and very good for us to
talk to. In their company we can simply get things off our
chests”, a couple of parents explain.

Carriers of hope

When asked what makes them capable of carrying on as
caregivers several of the informant's point towards a spe-
cific strength and a large portion of resilience. “I was born
with an extreme strength”, one says, whereas another
points towards this as an active choice of action: “At some
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point I decided that I needed to be there as a caregiver”. A
third mention the response as a parent: “In the beginning,
the only reason I was still in one piece was my children. They
needed me to be around and to act”. The specific and
extraordinary strength described amongst several caregivers
is often combined with virtues of patience and persever-
ance: “One simply has to be patient”. Some caregivers see
their role as carriers of hope whilst the patient cannot carry
hope for themselves or has lost belief in change or improve-
ment. One family has also experienced that they had to
maintain hope and remind professionals about the philoso-
phy of recovery: “Then I tell him [head of a unit] that the
way for me to endure this is simply to hope for my son to
recover. This is how I manage, and he simply did not under-
stand”. This caregiver expresses fundamental bafflement at
the necessity to explain the importance of carrying hope to
a head employed within hospital psychiatry.

Another caregiver explains that “all I want for him is to
get alleviation, to reduce the burden, for him to get better
and to improve his self-esteem. It is my hope for him that he
over the next 5-10 years may be able to calm down a bit a
family member summarises, “I live with this hope. . . he has
so much potential, so I often think now is the turning point
where he decides to live a life that is a little less messy.”

Not all caregivers interviewed explicitly represented the
role as carriers of hope and were not familiar with the inten-
sified focus in mental health care on personal recovery pro-
cesses or remarkable symptom reduction. A mother talks
about her son benefitting from an intensified antipsychotic
treatment: “I did not know he could get so well. I would
have liked to know that this was possible, him being as
healthy as he currently is. I did not know that this was possi-
ble. No one ever told me”. Another caregiver is preoccupied
with the importance of positive narratives and examples of
successful pathways where patients and caregivers have
experienced help and support within the mental health serv-
ices. Positive narratives about successful treatment support
hope, according to an informant, but “they often tend to be
forgotten or they simply drown in the massive narratives
about failures or less positive experiences within the mental
health services”.

Specific challenges for caregivers related to forensic

patients

Several caregivers describe how they have had no previous
contact with the police or criminal justice system and have
moved along steep learning curves to understand new sys-
tems and their logic. A large number of the caregivers inter-
viewed have found it demanding to adjust to practices and
regulations applying to visits in secure settings, for instance,
closed units in forensic psychiatric services or access to rela-
tives in custody (eventually awaiting transfer to mental
health services). “I don’t know if one can get used to it,
applying for permission to visit one’s brother”, a sibling won-
ders. Several parents of adult children have experienced dif-
ficulties getting information about whether their child was
admitted or in custody due to rules and regulations of con-
sent and transformation of information. They are all well
aware of confidentiality and why consent from the patient
must be secured, but especially for those previously deeply
involved in practical support or more or less 24/7 assistance

when needed, it has felt strange and inconsistent to be
completely cut off. If the police have asked the court for
control of correspondence and visits while the investigation
is ongoing, this can also limit the opportunity to visit or even
talk to the patient. “When I got there [to the unit] I was not
allowed to enter. I could not see him, could not talk to him, I
had to hand over his clothes to a member of staff at the
doorstep. I broke down completely, I didn’t know what had
happened and I wasn’t allowed to be informed”, a caregiver
remembers, being completely excluded from contact until
the police had ended the investigation of the case.

Although security routines are well understood and
accepted rationally, to be an object to them can still be
experienced as an expression of suspicion when bags are
being searched or when being asked which items one holds.
Consequently, a visit to a mental health facility can be expe-
rienced as invasive and unpleasant. “It is closed, closed,
closed”, a caregiver says about visiting a relative in a closed
psychiatric unit, and “the practices of controlling all visitors
are hard for me to deal with. What on earth would I bring
along? A saw? A gun or what?”

Sustainable narratives about offences and illness

The caregivers witnessing their relatives’ forensic debuts
have all spent considerable time establishing sustainable
narratives and coming to terms with illness as well as
offenses. “It has been a dilemma for me what I should tell
the surrounding world”, a sibling says. Prior, the sibling had
struggled with how to come to terms with the offense him-
self: “I was so afraid that he [the brother] had done some-
thing which would permanently change my view of him”.

For several caregivers it has been a shock to learn that
the patients have committed violent crimes: “He has never
acted in a violent way before”, a caregiver says while look-
ing for explanations and circumstances beyond the incident.
In this case, the structure and organization at the social res-
idential home are pointed out as crucial explanatory ele-
ments: “The number of staff, not the least a large group of
unknown substitutes whom the residents interact with, it is
demanding, and I am sure this has led him to the violent inci-
dent”, a caregiver says.

In other cases, a reference to severe mental illness
becomes the point of departure: “It is due to the illness.
He would never have done such a thing if he was sane. He
is not evil, this happened because of the illness. This was
done by an ill human being”. In some of the pathways in
this study violent crimes affected members of staff or ran-
dom victims. In two cases the violent crime was manslaugh-
ter in close family relations. In these cases, caregivers have
to navigate a double role, since they are caregivers as well
of victims suffering severe losses. In one of the cases, the
family subscribes to the illness as a somewhat meaningful
explanation of something profound without meaning: The
loss of a family member. Furthermore, this family has
established the explanation and logic that the deceased
family member suffered and gave her life so that the
patient could get help and get better.

In the majority of cases and pathways in this study, it has
taken time and effort from patients as well as caregivers to
come to terms with the fact that the patients were capable
of committing serious offenses. This is a complex matter.
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However, it seems to be easier for caregivers to come to
terms with serious offences if the patient and caregiver
share the same views and explanations, for instance, the
reference to illness. Furthermore, it also seems to be impor-
tant to caregivers whether or not the patient admits guilt:
“He claims guilt. That’s good, I think. He does not deny. He
stands up for it”, a caregiver points out.

Revising stigma

Most of the caregivers interviewed have found themselves
omitting details and information about offenses and mental
illness when telling friends or networks about the ill patient
because they fear stigma or already have experienced
stigma related to forensic psychiatric issues. A caregiver
explains that she wonders if she can “get off that label
again” if she shares information and details about the
offense and forensic debut of a relative.

“There is a huge difference between being a parent of a
child with a mental disorder and being a parent of a child
with a mental disorder as well as a sentence to treatment or
placement”, a caregiver says. When asked why, “it is much
more difficult to talk about the latter”, the caregiver
explains.

One family explains how other relatives distanced them-
selves from the MDO and stopped visiting: “They did not visit
him. [. . .] He [the patient] also felt how their attitude
towards him changed because of the offense and the ver-
dict”. The caregiver sums up that one of the relatives “is
educated within health sciences, and therefore I expected
her to be capable of understanding that this had something
to do with his illness, not him as a person. I don’t think they
could see that. It has hurt him [the patient] a lot. And we
were hurt as well”.

Not all informants have experienced stigma. One care-
giver describes how she actively chose to inform the nursery
and school and the parents about the severe and chaotic sit-
uation involving mental illness and a serious violent offense
in her family: “Then I decided to be honest and open with
them, and tell them exactly what we were going through”.
The caregiver was worried about how this would be per-
ceived and what people would think, but she had experi-
enced nothing but support and understanding at the time of
the interview.

Some have faced and identified assumptions or general-
izations about forensic patients which they also previously
had harboredthemselves, but now have been forced to
revise. “When it’s your relative, you realize that there is a
human being behind all this. Otherwise one tends to forget
this dimension and consequently conclude that forensic
patients should be locked up for good”, a relative explains.
“One tends to forget the human dimension if it is not some-
one close to yourself”, another relative adds. These care-
givers have realized how they have previously held
monstrous or stereotypical assumptions about mentally dis-
ordered offenders: “I have now realized that I was part of
this as well because I did not know any better”.

Being left without information, help and support

What stands out as the most profound experience among the
caregivers in this study is the fundamental experience of

not obtaining sufficient information or support in the path-
ways leading up to the forensic debut or during the often
long-term sentences to treatment or placement.

Several relatives look back on pathways with a strong
feeling that serious offenses could have been prevented.
In several cases, caregivers have asked unsuccessfully for
support and help from mental health services, psychosocial
support, or substance use treatment from municipalities.
This has left them with intense experiences of a remarkable
lack of support despite their long-term attempts to get
help. Consequently, some of them have lost confidence in
the Scandinavian welfare model supporting a reduction of
social and health-related inequality and have lost faith in
social and health care authorities providing adequate assis-
tance. A caregiver has fought in vain for social security
benefits and social residential home for a homeless friend:
“There wasn’t any support. It was a fight between us and
the municipality. We went there [to the Social Services]
three days in a row to see a social worker. “No, she has just
left”, “no, she’s in a meeting”, “she is ill”, over and over,
again and again. We were completely rejected. It was hor-
rible”.

For some of the caregivers, this loss of confidence in help-
ful and accommodating authorities is combined with nega-
tive experiences or differential treatment by the police or
in the courtroom during the legal proceedings, not least the
lack of sufficient legal aid from a defense lawyer without
knowledge of forensic mental health issues. For one care-
giver the way the police exposed the patient has led to
doubts about a professional and neutral approach: “I have
always had great respect for the police authority, but after
this, I have started thinking that it is not flawless. Maybe the
Danish system is not so much. . ., maybe we should stop tell-
ing the world how good we are if we are not. . .”, a caregiver
says. The way the police released a photo of the ill relative
while being wanted by the police has completely changed
her confidence in decency and neutrality in police matters
because she felt that the patient was unnecessarily
exposed.

For others, it was more the approach or the way the
care or support was delivered that contributed to doubt
or lack of confidence in the welfare institutions. A care-
giver overheard a member of staff stating that “we don’t
know how to react towards a criminal in an inpatient
unit”. After that, she explained to the staff member “that
she should never talk this way to me or my son”. This
caregiver holds several similar experiences of overhearing
a callous or dehumanizing tone amongst staff in inpatient
units and sums up: “I will never come to love the mental
health services. I have told them: You are extremely old-
fashioned. You are 50 years behind. What if you listened
to and involved the caregivers? I think you should try talk-
ing to the caregivers”.

Several caregivers now involved in long-term pathways
with MDOs serving a sentence to treatment or placement
feel that they lack fundamental information on the task as
curator26 or how to support the patient towards a lift of the
sanction or at least a less invasive measure. The task of the
curator can put caregivers in further dilemmas and conflicts
of interest between the relation to the patient and the obli-
gation to act if the risk of recidivism to crime is detected.
The caregivers who have taken on the task as curators relate
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that they were not introduced to this function when they
were appointed.

The unknown period and not knowing when the sen-
tence can be lifted is tremendous stress for patients and
certainly also for caregivers trying to support recovery
processes and carrying hope on behalf of the patients.
Some of the caregivers are frustrated if they cannot iden-
tify the purpose of the treatment plan and if they feel
there is no change or progress. Not knowing the time hori-
zon of the sentence to placement or treatment is experi-
enced as a heavy burden amongst caregivers. “I have to
deal with him just being there, I cannot make any differ-
ence, apart from visiting him”, a caregiver describes. To
endure this pressure several caregivers ask for someone to
talk to, someone knowledgeable about the specific chal-
lenges at stake in forensic pathways: “It is as if”, a care-
giver points out, “the mental health services assume that
everyone knows what it means to become a mentally dis-
ordered offender”.

Discussion

The main findings in this study seem to be in line with the
few other European studies on caregiver perspectives and
experiences related to mentally disordered offenders and
their long-term pathways.

Roewert et al., 201719 also identified experiences of
double stigmatization related to mental illness and
offenses, as well as feelings of guilt and shame amongst
the caregivers. Consequently, this in some cases led to
social isolation or even discrimination in society. However,
Askola et al., 2017 also, as seen in the present study,
found cases where caregivers were met by understanding
and support from neighbors and colleagues. Rowaert
et al., 2017 found that when caregivers shared their expe-
riences and stories with others this proved helpful and
supported coping, which is in line with the experiences
shared in our study.

Likewise, Rowaert et al., 2017 found that caregivers
expressed ambivalence towards the judicial system, not
trusting fair and equal legal proceedings for the patient, or
lacking a solicitor with sufficient knowledge of mental illness
and psychiatric measures. Although care for mentally disor-
dered offenders varies between Denmark, Finland, and Bel-
gium, caregivers across the studies are left with the
impression that patients had to commit before adequate
treatment or measures were established. Many risk factors
were not addressed sufficiently or at all before the offenses
committed by the patients, according to the caregivers in
this study, which has also been pointed out by Rowaert
et al., 2017.19 Crucial risk and protective factors such as
housing, economy, dual diagnoses treatment, or antipsy-
chotic medication identified by caregivers have also previ-
ously been described in case studies and retrospective
studies of files and trajectories as well as by the MDOs them-
selves.27−34

According to Askola et al., 201720 caregivers felt that
they were seen as a burden by members of staff in mental
health services and that their views and experiences were
not taken seriously. A review by Rowaert et al., 201618 con-
firms that caregivers involved with mentally disordered

offenders experience more stress and various burdens than
families or networks involved in pathways without offenses
and forensic issues and that they need increased informa-
tion and support. Some challenges reported by caregivers
involved with MDOs in this study are similar to experiences
of caregivers in general psychiatry in a Danish context.8,9

However, when a patient also commits offenses and debuts
as a mentally disordered offender, caregivers experience an
increasing number of challenges and complexities. As a
large number of caregivers have previous experience in
general psychiatric services, the similarities in experiences
and challenges are not that surprising. However, the identi-
fication of specific challenges, when involved with MDOs as
documented in this study, calls for dedicated interventions
aimed at caregivers involved in forensic pathways. What
seems urgently in need is the dissemination of specific
information, addressing stigma, and establishing formal
caregiver groups.

Some of the caregivers describe how they have lacked an
introduction to the task as curator. Various practices and
information gaps have also recently been described in a gov-
ernmental report, a report from the Danish Institute for
Human Rights as well as in a recent interview study.11,34,35

One of many tasks for the curator is to overlook that senten-
ces to treatment or placement do not go on longer than nec-
essary. If curators are not well informed or not appointed at
all this can be a legal certainty issue and increase the risk of
discrimination.

The strain caused by visits to mental health services
described by the caregivers is similar to the experiences pre-
viously described concerning prison populations. It is well
documented how institutionalizationaffects contact and
frequency of contact between parents, children, and sib-
lings. Furthermore, it involves a demanding job for care-
givers coming to terms with and processing remarkable and
chaotic events such as admission, imprisonment, or police
contacts.36

The experiences with stigma explained by the caregivers
in this study reflect what is also described in the Danish
research literature on stigma, namely that stigma is added
and enhanced when several complex issues are present, for
instance, offenses or substance use disorders as well as men-
tal illness.37 Consequently, efforts to reduce stigma related
to MDOs must address such tendencies to double or triple
stigma.

Caregivers are often referred to as important carriers
of hope and supporters of individual recovery processes
according to recovery literature as well as policy
papers.1−7 When asking patients about the roles of the
caregivers, there is also no doubt as to the crucial role
as carriers of hope consistently performed by
caregivers.31,38 As demonstrated in this study, some
caregivers are self-aware and explicitly take on this
role, whereas to others it seems less obvious. Although
this study has documented numerous burdens and chal-
lenges experienced by caregivers, it is worth considering
whether this focus may overshadow the strengths and
resources also held by caregivers. This could negatively
impact the caregivers' perception of themselves as per-
forming a significant role as carriers of hope and sup-
porters of personal recovery processes for their
relatives coming to terms with severe mental illnesses
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and offenses. This risk seems relevant to bear in mind
for future research as well as in the development of
future forensic psychiatric practices towards caregivers
in this field.

Limitations and strengths of the study

The use of individual in-depth semi-structured interviews
enables unique access to personal experiences. The care-
givers included in this study represent a variety of pathways
and experiences.

Several interviews/points of impact with most of the
informants have helped towards a deeper understanding of
challenges and experiences over time as well as insight into
the various stages and phases of the forensic pathways and
trajectories they are involved in as caregivers. Furthermore,
the caregivers represent various relational roles as siblings,
parents, friends, or partners. This is considered a strength
of the chosen study design.

Most of the caregivers in this study were already expe-
rienced caregivers before the forensic debut, as most
patients had been followed in general psychiatry before
the offenses were committed. It could be argued that
the study lacks representation of caregivers newly deb-
uted or caregivers related to MDOs solely. However, as a
substantial part of the MDOs in a Danish context have
previously been in contact with mental health services,32

the included caregivers in this study therefore, match a
more general pattern.

The involvementof caregivers can be crucial for the
patient and a successful pathway. However, not all patients
have sustainable relations with caregivers and not all
patients want caregivers involved. In this study, the relations
between the majority of caregivers and patients were sus-
tainable and intact, although they in some cases were tem-
porarily substituted with intermittent periods of “hiring and
firing”. However, it is important to bear in mind that sustain-
able relations are not always the case. Some caregivers burn
out, some choose to stop being in contact with the patient,
or the patient cuts off relations with caregivers. However,
this kind of worn-out relationship is not represented in this
study.

Conclusion

Caregivers involved with MDOs perform various roles and
tasks from practical support to acting as case managers or
taking on the responsibility to watch and assess an unstable
patient in relapse. Although the tasks are marked by various
intensities, they tend to put remarkable pressure and chal-
lenges on caregivers. Furthermore, caregivers experience
emotional stress such as loneliness, shame, sorrow, and feel-
ings of inadequacy. Caregivers spend a lot of time establish-
ing sustainable narratives about mental illness and offenses
to reduce stigma and come to terms with chaotic and signifi-
cant incidents, and they play an important role as carriers of
hope on behalf of the patients to support processes of per-
sonal recovery.

The majority of caregivers in this study share a funda-
mental experience of neither having obtained sufficient sup-
port in the pathways leading up to the forensic debut nor

being involved or receiving enough and dedicated informa-
tion while the often long-term sentences to treatment or
placement are ongoing. Consequently, caregivers have a
hard time supporting MDOs seeking to reduce the risk of
recidivism and helping the MDOs leave their involuntary
interaction with mental health services behind. There seems
to be a remarkable distance between the ideal level of
involvement outlined in policy papers and what caregivers
experience in practice.

This study has revealed an urgent need to develop and
extend support and dedicated efforts aimed at caregivers
involved with MDOs.
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