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Abstract

Background: Young next of kin to patients with mental health problems are faced with
many challenges. It is important to focus on the special needs of children and
adolescents as next of kin to ensure their welfare and prevent harm.

Research questions: We aimed to investigate young next of kin’s need for information
and involvement, to examine the ways they cope with situations involving coercion
related to the treatment of their relative, and to identify ethical challenges.

Research design: We conducted a qualitative study based on semi-structured,
individual interviews.

Participants and research context: Seven young next of kin aged 14-22 participated in
the study. The informants were recruited from a regional hospital trust in Norway.
Ethical considerations: The study was approved by the National Data Protection Official
for Research and based upon informed consent and confidentiality.

Findings: The adolescents wanted more information and described a need for
increased interaction with their sick relative at the hospital. They struggled to keep
their relationship with their relative intact, and they described communication

problems in the family. Coercive treatment was perceived in a negative way.
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Discussion: The study finds that there are ethical challenges at stake for young next of
kin and their families other than those that are often emphasized by traditional health
care, which often focuses on the individual patient’s rights. These challenges are
related to the young next of kin’s needs for interconnectedness and for the
preservation of relationships as well as challenges related to family communication
and the need for information.

Conclusion: The study finds a need for more family-oriented perspectives in both

mental health care practices and health care ethics.

Key words: COPMI, sibling caregivers, mental health care, family support, ethics, family

ethics.
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Introduction

Mental health problems raise difficult and complex challenges for families and
may disrupt the lives of children and adolescents. Young next of kin differ from adults
in terms of their increased vulnerability and dependence on their parents. Because
they are considered minors, they have no formal representational role in relation to
their relative and thus are easily overlooked. Research shows that young next of kin to
parents or siblings with mental health issues face many challenges and difficult
situations during a vulnerable time in life.}> Health care personnel have a moral
obligation to support young next of kin in improving their quality of life and life-course.

Since the 1990s, there has been increased attention to young next of kin to
psychiatric patients in research and policy in Europe, the US, and Australia.®® For
instance, in 2010, Norway added a new paragraph of law that obliges health personnel
to attend to and safeguard the minor children of patients.*?

International research shows that young next of kin are faced with many
challenges that affect their emotional and physical health as well as their educational
life.!"1> Some young next of kin report experiences of a lost childhood with enormous
responsibilities at home.'®” Previous research also reveals that siblings experience
subjective burdens and stress due to the mental health problems of their brother or

sister’®29and notes that mental health problems influence family relations and family
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interactions.?22 A review of the literature shows that many children and adolescents
have insufficient information about the status of their ill family member.??14 Several
studies have found that mental health services seem to have partly failed to meet
children and adolescent’s needs for information and involvement.?3-2°

In addition to the difficulties of dealing with the mental illness itself, another
challenge involves exposure to coercion (i.e., involuntary admission and
hospitalization, forced medication) in mental health care, either directly as a patient or
indirectly as next of kin. The use of coercion is a controversial clinical and moral
practice that produces various ethical dilemmas.?® Research has shown that coercion
has consequences for both the patient and the patient’s next of kin.?”-?° However, little
previous research has examined how children and adolescents as next of kin
experience and address situations involving coercion. To our knowledge, no studies
have explicitly examined the views and experiences of young next of kin in relation to
the use of coercion. However, some studies address the impact of the hospitalization
of a close family member on young next of kin, including their encounters with ‘locked
wards’, implicitly describing involuntary admissions.3° Many of these children and
adolescents have an unmet need for information and support.}#24 The use of coercion
reflects the seriousness of the mental health problems, and the coercive situations

may be dramatic events with serious effects on the people involved and their families.
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Systematic and sufficient support of children and adolescents whose family members
are involuntarily committed or who experience other types of coercive measures
might be especially important.31-32

Internationally, the principles presented in the UN Convention on the Rights of
the Child have contributed to an increased focus on children and adolescent’s rights to
be involved and to have a voice in matters that influence their own situations.33 This
study aims to help to provide such a voice to young next of kin, including children or
siblings, who have experienced situations in which coercion has been used against an
ill parent or sibling. For our interview-based qualitative study, we identified the
following research issues:

First, how do children and siblings of psychiatric patients experience situations
involving coercion, such as involuntary hospital admissions and hospitalization, in
relation to the treatment of their close relative? Do they have specific needs for coping
with these situations? Second, what are their wants and needs in relation to obtaining
information and being involved in the treatment of their relative? Finally, we aim to

identify and discuss ethical challenges in supporting young next of kin.

Materials and Methods
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The study is part of a large-scale project in Norway called “Mental health care,
ethics and coercion”, which was conducted from 2011-2015. Inspired by discourse
ethics34 the project aimed to explore ethical challenges in relation to the use of
coercion and participation as seen from the perspectives of all stakeholders, including
young next of kin. We conducted a qualitative study based on semi-structured,

individual interviews.3>-37

Participants

The first author interviewed seven young next of kin ages 14—-22 years,
including three males and four females. Four were brothers or sisters of an ill family
member, and three were children of a mentally ill parent. The informants were
recruited through psychiatric wards where a family member was receiving treatment
in a regional hospital trust in Norway. The criteria for inclusion were being a child or
sibling of a patient who had experienced coercion in the psychiatric ward. An exclusion
criterion was an increased vulnerability of the young next of kin. In the recruitment
process, there were parents who refused to allow us to interview their child because
of this consideration.

Originally, the project was intended to address young next of kin from 12-18

years of age. However, similar to other researchers, we experienced significant
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challenges in reaching these adolescents.®38 As a result of these challenges, the age
span was expanded to include young people in their early 20s. Ultimately, we included
seven participants in the study. Because of the difficulties of the recruiting process,
there was neither the time nor the economic resources to continue the data
collection in order to recruit more participants. However, the intention of the study
was not to reach full saturation of data but rather to initiate knowledge generation
on a previously little-explored field. Several possible reasons for difficulties in
recruiting this population include cumbersome consent procedures, therapists and
parents’ concerns about putting too much stress on the youth, and the reluctance to

provoke bad memories for some potential informants.

Data collection

We used semi-structured interviews (lasting 50-90 minutes each) to collect
data from June through October 2014. The first writer collected the data. The
interview questions covered the experience of being a young next of kin and asked for
the informants’ experiences and perceived challenges. Using an explorative approach,
we asked for the informants’ own experiences in relation to coercion and in relation to
information and involvement, as there was little previous knowledge on this subject.

All interviews were recorded on audiotapes and transcribed by an assistant.
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Analysis

The analysis was conducted through collaboration with the co-authors
following systematic text condensation.33’ The analysis proceeded through the
following stages: (1) reading all the material to obtain a general impression of the
whole; (2) identifying units of meaning that represented different aspects of the
participants’ experiences of being a young next of kin and coding for these; (3)
condensing and abstracting meaning units within each coded group; and (4)
summarizing the contents of each coded group to generalize descriptions reflecting
the most important aspects of the informants’ experiences related to being a young
next of kin. To ensure the reliability of the analysis, the interviews were examined by
the co-authors, and excerpts were included in the results section. The interviews were
read and interpreted independently by the co-authors, and the findings were
subsequently discussed. If there was disagreement or uncertainty concerning the
interpretation, we went back to the original transcripts to see the quotes and the
text condensations in context, and then further discussed the material until we
reached agreement. In the last analytical stage (4), we assessed the relevance of our

findings by comparing them to existing empirical studies and theories.
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Research ethics

In accordance with Norwegian law, the study was formally evaluated by the
Regional Committee for Medical and Health Research Ethics, which deemed the study
outside of their scope of responsibility because it was regarded as ‘health service
research.’ Thus, the study was instead assessed and approved by the National Data
Protection Official for Research3®and the local research committee at the participating
hospital trust.

Both the informant and the informant’s relative had to give written informed
consent. If the informant was under 16 years old, his or her parents had to provide
consent. The relative who was ill received oral and written information about the
study from his or her therapist or other related health care personnel in the first
place. Furthermore, the relative asked the young next of kin if he or she wanted to
participate. Information letters that included a formula for giving consent were sent to
the participants and their relatives. All respondents gave written voluntary and

informed consent. The data were anonymised and confidentiality was maintained.
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Results

The adolescents were deeply affected by the situation in their family and
described challenges and difficulties both at home and at the hospital. Their
experiences could be classified according to three main topics: (1) coercion and the
hospitalization of the close family member; (2) contact with the health care system as
a young next of kin; and (3) the impact of the mental illness in the family on the
adolescent as a young next of kin and on the family as whole. Based on this

categorization, we present the findings in three sections as outlined below.

Hospitalization and coercion

The word coercion — it seemed to never be mentioned

The informants spoke about concrete experiences related to the involuntary
hospitalization of their close family member. Although coercion exhibited a powerful
force on the informants’ experiences as young next of kin, coercion was never a theme
that was addressed or explicitly discussed with them: “The word coercion seemed to
never be mentioned!” one informant exclaimed. None of the informants had received
any special information about their relative’s involuntary hospital admissions and the

basis for the admission. With the exception of one informant, none of the informants

10
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had any knowledge of whether their relative had been subjected to other coercive

measures in the hospital.

Negative drama

Although coercion was not discussed with the young next of kin, they surely
perceived the effect of coercive treatment on their relatives’ bodies. The participants
reported that hospital admissions and the use of police force in the transport of their
family members to the hospital were often experienced as negative and brutal acts.
One informant mentioned a situation in which his father was brought to the hospital
by the police in a way that could lead people in the neighborhood to believe that his
father was a criminal:

”...it's not fun to see your father being handcuffed and dragged out....And there

are many other blocks around us, so that when the police car stops outside

there for about ten minutes and then my dad is dragged out of the house in

handcuffs and into the car, people don’t think, ‘He is sick.” Rather, they think,

‘Wow, what the hell has he done?’ and that he is a criminal”.

Meetings with closed doors

11
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Other informants noted the consequences of an involuntary hospital admission
and the subsequent restrictions in relation to visitation. For example, the family
member could not come home when he or she wanted, and they could not spend time
together inside or outside the hospital grounds without being watched by staff. One
informant, a 15-year-old boy with an older brother who had been in and out of the
hospital in recent years, said that one of the things that bothered him most when his
brother was in the hospital was that it was difficult for them to be together like they
used to because hospital personnel were watching them much of the time.

“...Yes, we are allowed to go out, but there is always someone behind, walking

with us all the time.... It's a little strange. In a way, you don’t manage to talk

about anything you want as long as there is an unknown person there”.
Many of the informants described the closed feeling of the hospital, with locked doors
and tiny, unwelcoming rooms for visitors, as being associated with “rooms of
coercion”. They said that they experienced the staff as distant and rarely available, and
this seemed to trigger an unease and uncertainty related to the care of their admitted

family member.

Inducing feelings of ambivalence and guilt

12
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The informants reported feelings of ambivalence and guilt in connection to the
involuntary hospitalization of their relative. One informant said that he felt guilty when
his father was medicated against his will at the hospital because the informant was the
one who had called for help, which led to his father’s admission to the hospital: “I felt
some guilt when he got medication against his will, and it was me that called the

doctor in the first place, nagging them".

Contact with health care services during involuntary hospitalization

Lack of information

All of the informants felt that they had received little or no information from
the health care personnel about their family member’s disease or diagnosis, and they
knew little about what was happening at the hospital. They all stated that they had
little insight into the patient’s treatment plan and that information was given
exclusively to the parents. None of the informants had any contact with the therapist
or with personnel at the hospital other than greeting them when they came to visit.
They claimed that they had many unanswered questions regarding the disease and

follow-up of their family member:

13
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“No one from X hospital has done that; that is, informed me or something. No,
they have not....They have not mentioned anything to me. They have not
spoken to me really. The only thing they have said to me is "hello" and

"goodbye". So it's not more than that”.

Being involved is being together
The informants' experience of being involved in their family member's
treatment and follow-up related to the informant’s ability to come visit and spend
time with their family member at the hospital.
“Being involved in terms of being able to gather with the family or just being
with him and seeing him. Still be my brother... know that, yes ... he is not totally
out of Pakistan in a way....There should be more focus on the family being
together”.
Many of the informants said they were seldom able to visit their family member at the
hospital, but they wanted to be there more often. Contact with the sick family member
was important to them. They wished that they had been encouraged by the staff at the
hospital to visit more often and that the hospital had been more suitable for visitation.
They particularly described the visiting rooms, which they found unpleasant—“the

most miserable you can imagine” —and poorly suited for spending time together.

14
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Many of the informants called for more opportunities to spend time together as
siblings and a family, such as sharing a meal or watching a movie.

One informant, a 15-year-old girl whose sister developed acute psychosis one
year earlier, said that she missed her sister in everyday life, and it was important to see
her regularly: “No, | will not keep more distance or something like that .... Although

she is sick... | just love her, and she's as fond of me and all that”.

Impact on the self and on the family

Having a difficult time

The informants explained that it was difficult to be next of kin. They discussed
frightening experiences at home when they had been afraid and felt insecure. These
situations involved screaming and quarreling or situations when they had witnessed
suicide attempts or self-harm. Several of the informants used expressions such as
“hard”, “tough” and “rotten” to describe their situation.

"I was very scared then, so | was lying under the bed saying nothing.... | ... | did

not know what to do, in a way”.

15
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Several of the informants reported that their mental health was negatively affected by
the situation at home. They often felt upset and depressed, angry and irritable, or

introverted and silent.

Silence in the family
Many informants described a lack of communication within the family about
the illness and the treatment of the sick family member. They stated that the family
did not talk about these issues and that they also failed to talk with each other about
how they perceived the situation with the sick family member at home:
“What has been the greatest problem in our family is that we have not talked
about it at all. Although it has had such a strong impact ... Instead, we have
tried to hide from each other, and, in a way, run away from it“.
Several respondents felt that they were alone with their experiences and thoughts.
After the family member was admitted to the hospital, it became completely silent at
home. One informant described this silence as a feeling of "aloneness" in the family

that was harsh and cold.

Altered relations

16
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Experiences of altered relations with the sick family member were a central
theme among the informants. Many informants stated that they felt that their
relationship with the sick family member had deteriorated. They used terms such as
“an increased barrier” between them to describe the feeling of being more separated
and distant from each other:

“It was such a barrier, in a way. Because we had a story, but it was just there,

we did not talk about it. And it became really that separated”.

Although some of the informants did not feel that the relationship with the sick family
member had deteriorated, they described difficulties being together when the family
member was ill and hospitalized and their struggles in maintaining the relationship.
They wanted to be together as before, but this was difficult due to the family
member's illness and symptoms as well as the practical circumstances surrounding the

admission.

Discussion

Giving a voice to the young next of kin

This study has provided insights into the thoughts and experiences of young

next of kin. However, the study included a small number of informants because of
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difficulties related to the recruitment process, as described above. Despite the small
number of participants, the collected material was rich in data, offering varied and
detailed information about the topics we aimed to investigate.

Few studies have focused on talking to the young next of kin themselves. More
often, the parents or the professionals are asked about their views regarding the needs
of young next of kin.4%4! One reason for this may be the difficulties involved in
recruiting children and adolescents. Another reason may be the ethical consideration
of not exposing children to unnecessary distress. Underlying this view is an assumption
that it may be hurtful for the children and youth to talk about their experiences. In
contrast to this view, the young next of kin we interviewed all expressed a sense of
relief that someone had finally asked them about their experiences, thus making the
interview process a positive one for them. Our experience was that the barriers we
encountered in reaching these young next of kin were not due to their own
unwillingness but to others’ concerns that it would not be good for them. By giving
voice to the young next of kin, this study contributes to an emerging field of research
in which children and adolescents are included in studies to improve health care
services for psychiatric patients and their families.

It also highlights an important research ethical insight, namely, the

importance of giving voice to those who are seldom heard and recognized. To give a
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voice to these young next of kin, who do not have a formal representational role in
relation to their parents or siblings in their contact with the health care system but
who nevertheless may be deeply involved in a relative’s illness, is of ethical
importance, as previous research and this study confirm that children and
adolescents with mentally ill parents or siblings face many difficulties. As we have
seen from this study, a lack of information and involvement may increase the
suffering of the young next of kin by increasing their worries and feelings of being
alone and isolated. Research has shown that interventions to prevent mental
disorders or psychological disturbances in children of parents with mental disorders
are effective® and in this regard is obtaining information and being involved as a

young next of kin of vital importance.’

Another understanding of involvement

An interesting finding in our study is that the young next of kin discussed an
understanding of what it means to be informed and involved that differed from the
usual understanding of these terms. In the literature, ‘involvement’ often entails
involvement in decision-making and active participation in the planning and evaluation
of care and thus focuses on the next of kin’s role of representation and right to

contribute to the decision-making process.*? In this understanding of the term, young
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next of kin can easily be overlooked because they are minors and have no legal
representational role. For the young next of kin in this study, however, ‘being informed
and involved’ seemed to involve being seen and recognized by the health care
personnel as a participant in the care of their family member—not in terms of making
decisions but in terms of being able to spend time with the ill family member at the
ward unit and having the opportunity to talk about their own experiences and to
receive information about the patient. In their understanding of involvement, the
possibility of actually being together as family members is important. In this regard,
the young next of kin give themselves an active role, and they also have needs that

should be met by health care personnel.

Repairing and preserving relationships

These adolescents want more information, and they want to be with their ill
family member. Being away from their family members matters to them, even
though their parent or sibling is mentally ill, and being separated may cause
relational damage, as we have seen from this study. The study shows how young
next of kin struggle to maintain their relationship with their ill family member. They
often experience negative changes in their relationship with their parent or sibling,

raising the question of how to preserve these close relationships to prevent

20



The silent world of young next of kin in mental health care

relational harm. This reflects an important ethical challenge among the young next
of kin, namely, the ethical challenge of preserving and repairing relationship within
the family. That is, the relationships between parents and children and between
brothers and sisters are significant, and working to prevent these relationships from
breaking down as a consequence of illness is of clinical and ethical importance.*3

We may approach this ethical challenge of preserving and repairing relationship
within the family from the perspective of family ethics.***> The needs of the young
next of kin call for a perspective that takes into account the whole family, and they
express a need for a family perspective in relation to the treatment and follow-up of
their ill family member.*¢ The ethics of families differ from traditional health care
ethics, which are typically patient-centered and individualistic, with a focus on the
individual patient and his or her right to make autonomous choices. Traditional health
care ethics do not embrace the vulnerability and needs of the next of kin.
Furthermore, an ethical perspective that focuses on individual representation and
decision-making does not capture what is really at stake: the importance of a family
being together.

From a family ethical perspective, it is important to acknowledge how serious
illness interferes with family functioning. Focusing exclusively on the patient and his or

her needs and rights without taking the family perspective into account may damage
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the family and its tasks and functions. This was evident in our data. The informants
reported altered and sometimes damaged relationships with their close family
members, communication problems within the family, and problems connected to the

nurturing or caring functions of the family.

The negative effects of coercion

The use of coercion in mental health care represents a major ethical issue that
raises many ethical challenges, and in this study we asked for the experiences of young
next of kin who were witnesses to coercive treatment of a close relative. We found
that coercion had a negative impact on the young next of kin, both intra-psychically by
inducing feelings of stigma, ambivalence, and worry, and relationally by negatively
affecting their relationships with their family members. This finding indicates that
communicating coercion to young next of kin is important. However, in our study we
found the opposite, namely, that coercion was highly under-communicated, being
seldom or never thematized to the young next of kin either by health care personnel or

by the family members.

Protect or inform?
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Therefore, it is important for health care personnel to contribute to these
families rather than leaving them alone, both in terms of providing essential
information to the young next of kin, including information about coercive treatment,
and in terms of helping family members to communicate with each other. However,
this further raises an ethical dilemma for health care personnel regarding how to
balance the amount of information and exposure to the locked wards at the
hospitals with the risk that the young next of kin might become afraid when faced
with frightening situations and information. Thus, personnel may experience a
dilemma between informing and protecting, where informing the young next of kin
may be difficult due to the desire to avoid inflicting harm, as talking about mental
iliness may be hurtful. Withholding information from the young next of kin may
represent a form of paternalistic practice, often reflecting a discomfort or lack of
competence among personnel in terms of dealing with these issues rather than a
well-founded decision not to inform the young next of kin.

The literature presents different views of this topic, noting both positive and
negative consequences of young next of kin’s involvement in the care of their close
family members.?32430 Nevertheless, previous studies highlight the importance of
individual judgements and cooperation with the youth in relation to where to “draw

the line” of involvement and distance.?! Our study shows that protecting young next of
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kin is not equivalent to not informing them. That is, even though the young next of kin
in our study received no formal information, they were still informed in terms of what
they had witnessed at home prior to the hospital admission and afterwards as well as
from their experiences at the hospital, meeting the staff, and experiencing the
environment. All of this informal information influenced them. Being met with a

I”

“paradoxical” silence'* from the personnel, even if this silence was intended to
“protect” them, increased their concerns and induced a feeling of loneliness. However,

it is important to note that the amount of information and the way it is managed must

be adjusted to the age and specific situation of each young next of kin.

Conclusion

The study demonstrates a need for more family-oriented perspectives in
mental health care and in relation to the handling of coercive treatment to meet the
needs of young next of kin and their families. It also highlights a need to evaluate the
organization of psychiatric wards to promote a more family-friendly approach.

Furthermore, the study finds that there are ethical aspects at stake for young
next of kin and their families other than those that are emphasized by a traditional
health care ethics approach that focuses on the individual patient’s rights. This finding

indicates a need for a wider ethical perspective in psychiatric health care that also
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includes a family ethical perspective. These are ethical challenges related to the young
next of kin’s needs for interconnectedness and being together with their sick family
member. These challenges are connected to the preservation and reparation of
relationships, to family communication, and to the need for information with which to

better comprehend their family member’s situation.

Declaration of Conflicting Interests

There are none conflicting interests.

Funding

This work is supported by the Norwegian Directorate of Health.

Acknowledgements

We would like to give special mention to the participants for sharing their views and
experiences with us. We also thank the anonymous reviewers for their valuable and
helpful comments.

25



The silent world of young next of kin in mental health care

References

1.

Rutter M and Quinton D. Parental psychiatric disorder: effects on children.
Psychol Med 1984; 14: 853-880. DOI: 10.1017/S0033291700019838.

Cooklin A. Children as carers of parents with mental iliness. Psychiatry 2006; 5:
32-35. DOI: 10.1383/psyt.2006.5.1.32.

Manning C and Gregoire A. Effects of parental mental illness on children.
Psychiatry 2006; 5: 10-12. DOI: 10.1383/psyt.2006.5.1.10.

Dean K, Stevens H, Mortensen PB, et al. Full spectrum of psychiatric outcomes
among offspring with parental history of mental disorder. Arch Gen Psychiatry
2010; 67: 822-829. DOI: 10.1001/archgenpsychiatry.2010.86.

Reupert A and Maybery D. What do we know about families where parents
have a mental illness? A systematic review. Child Youth Serv 2016; 37: 98-111.
doi.org/10.1080/0145935X.2016.1104037

Siegenthaler E, Munder T and Egger M. Effect of preventive interventions in
mentally ill parents on the mental health of the offspring: systematic review
and Meta-analysis. J Am Acad Child Adolesc Psychiatry 2012; 51: 8—17.e8. DOI:
10.1016/j.jaac.2011.10.018.

Reupert AE and Maybery DJ. “Knowledge is Power”:

26



The silent world of young next of kin in mental health care

10.

11.

12.

13.

Educating Children About Their Parent's Mental Iliness. Soc Work Health Care
2010; 49: 630646, DOI: 10.1080/00981380903364791

Lauritzen C, Reedtz C, Van Doesum KTM, et al. Implementing new routines in
adult mental health care to identify and support children of mentally ill parents.
BMC Health Serv Res 2014, 14:58. DOI: 10.1186/1472-6963-14-58

Ruud T, Birkeland B, Faugli A, et al. Barn som pargrende. Resultater fra en
multisenterstudie. [Children As Next of Kin. Results from a multi center study.]
Report, Akershus University Hospital, Norway, November 2015.

Health Personnel Act of 2001, WA. [Statute] C2016,
https://lovdata.no/dokument/NL/lov/1999-07-02-64 (accessed 5 June 2016).
Ostman M. Interviews with children of persons with a severe mental illness:
investigating their everyday situation. Nord J Psychiatry 2008; 62: 354-359. DOI:
10.1080/08039480801960065.

Gladstone BM, Boydell KM, Seeman MV, et al. Children's experiences of
parental mental iliness: a literature review. Early Interv Psychiatry 2011; 5: 271-
289.DOI: 10.1111/j.1751-7893.2011.00287 .x.

Ali L, Ahlstrom BH, Krevers B, et al. Daily life for young adults who care for a
person with mental illness: a qualitative study. J Psychiatr Ment Health Nurs

2012; 19: 610-617. DOI: 10.1111/j.1365-2850.2011.01829.x.

27



The silent world of young next of kin in mental health care

14.

15.

16.

17.

18.

19.

Trondsen MV. Living with a mentally ill parent: exploring adolescents'
experiences and perspectives. Qual Health Res 2012; 22: 174-188. DOI:
10.1177/1049732311420736.

Tabak |, Zablocka-Zytka L, Ryan P, et al. Needs, expectations and consequences
for children growing up in a family where the parent has a mental illness. Int J
Ment Health Nurs 2016; 25: 319-329. DOI: 10.1111/inm.12194

Aldridge J and Becker S. Children as carers: the impact of parental illness and
disability on children's caring roles. J Fam Ther 1999; 21: 303-320. DOI:
10.1111/1467-6427.00121.

Aldridge J. The experiences of children living with and caring for parents with

mental illness. Child Abuse Rev 2006; 15: 79-88. DOI: 10.1002/car.904.

Friedrich RM, Lively S and Rubenstein LM. Siblings' coping strategies and
mental health services: a national study of siblings of persons with
schizophrenia. Psychiatr Serv 2008; 59: 261-267. DOI:
10.1176/appi.ps.59.3.261.

Lukens EP, Thorning H and Lohrer SP. How siblings of those with severe mental
illness perceive services and support. J Psychiatr Pract 2002; 8: 354—-364. DOI:

10.1097/00131746-200211000-00005.

28



The silent world of young next of kin in mental health care

20. Ewertzon M, Cronqvist A, Litzén K, et al. A lonely life journey bordered with
struggle: being a sibling of an individual with psychosis. Issues Ment Health
Nurs 2012; 33: 157-164. DOI: 10.3109/01612840.2011.633735.

21. Karp DA. The burden of sympathy: how families cope with mental illness. New
York: Oxford University Press, 2001.

22. Abraham KM and Stein CH. Staying connected: young adults' felt obligation
toward parents with and without mental illness. J Fam Psychol 2010; 24: 125-
134. DOI: 10.1037/20018973.

23. Foster K. 'You'd think this roller coaster was never going to stop': experiences
of adult children of parents with serious mental illiness. J Clin Nurs 2010; 19:
3143-3151. DOI: 10.1111/j.1365-2702.2010.03293.x.

24. O'Brien L, Anand M, Brady P, et al. Children visiting parents in inpatient
psychiatric facilities: perspectives of parents, carers, and children. Int J Ment
Health Nurs 2011; 20: 137-143. DOI: 10.1111/j.1447-0349.2010.00718.x.

25. Lauritzen C and Reedtz C. Knowledge transfer in the field of parental mental
illness: objectives, effective strategies, indicators of success, and sustainability.

Int ] Ment Health Syst 2015; 9:6. doi: 10.1186/1752-4458-9-6. eCollection 2015.

29



The silent world of young next of kin in mental health care

26.

27.

28.

29.

30.

31.

Landeweer EG, Abma TA and Widdershoven GA. Moral margins concerning the
use of coercion in psychiatry. Nurs Ethics 2011; 18: 304-316. DOI:
10.1177/0969733011400301.

Hem MH, Gjerberg E, Husum TL, et al. Ethical challenges when using coercion in
mental healthcare: A systematic literature review. Nurs Ethics. Epub ahead of
print March 2016. DOI: 10.1177/0969733016629770.

Hallam L. How involuntary commitment impacts on the burden of care of the
family. Int J Ment Health Nurs 2007; 16: 247-256. DOI: 10.1111/j.1447-
0349.2007.00474 .x.

Norvoll R and Pedersen R. Exploring the views of people with mental health
problems' on the concept of coercion: towards a broader socio-ethical
perspective. Soc Sci Med 2016; 156: 204-211. DOI:
10.1016/j.socscimed.2016.03.033.

Sivec HJ, Masterson P, Katz JG, et al. The response of children to the psychiatric
hospitalisation of a family member. Australian e-Journal for the Advancement
of Mental Health 2008; 7: 121-129. DOI: 10.5172/jamh.7.2.121.

Ewertzon M, Litzén K, Svensson E, et al. Family members’ involvement in

psychiatric care: experiences of the health care professionals’ approach and

30



The silent world of young next of kin in mental health care

32.

33.

34.

35.

36.

37.

38.

feeling of alienation. J Psychiatr Ment Health Nurs 2010; 17: 422- 432. DOI:
10.1111/j.1365-2850.2009.01539.x.

Jubb M and Shanley E. Family involvement: the key to opening locked wards
and closed minds. Int J Ment Health Nurs 2002; 11: 47-53. DOI: 10.1046/j.1440-
0979.2002.00225.x.

UN General Assembly. Convention on the Rights of the Child,
www.refworld.org/docid/3ae6b38f0.html (accessed 5 August 2016).

Habermas J. Moral consciousness and communicative action. Cambridge: Polity
Press, 1990.

Kvale S and Brinkmann S. Det kvalitative forskningsintervju [The qualitative
research interview.] 2th ed. Oslo: Gyldendal Akademisk, 2012.

Malterud K. Kvalitative metoder i medisinsk forskning: en innfgring [Qualitative
methods in medical research: an introduction.] 3th ed. Oslo:
Universitetsforlaget, 2011.

Malterud K. Systematic text condensation: a strategy for qualitative analysis.
Scand J Public Health 2012; 40: 795-805. DOI: 10.1177/1403494812465030.
Sim F, Pritchett R, Hepburn M, et al. Invisible children: attempting to engage
the most vulnerable families. BrJ Psychiatry 2014; 205: 158. DOI:

10.1192/bjp.205.2.158.

31



The silent world of young next of kin in mental health care

39.

40.

41.

42.

43.

44,

45.

Data protection official for research: NSD. Bergen: Data protection official for
research, http://.nsd.uib.no/personvern/en/index.html (2016, accessed 7 July
2016).

Mevik K and Trymbo BE. Ndr foreldre er psykisk syke [When parents are
mentally ill.] Oslo: Universitetsforlaget 2013.

Gray B, Robinson C and Seddon D. Invisible children: Young carers of parents
with mental health problems —the perspectives of professionals. Child Adolesc
Ment Health 2008; 13: 169-172. DOI: 10.1111/j.1475-3588.2007.00477 .x
Tambuyzer E and Van Audenhove C. Service user and family carer involvement
in mental health care: divergent views. Community Ment Health J 2013; 49:
675-685. DOI: 10.1007/s10597-012-9574-2 2011.

Gilligan C. In a different voice. Cambridge, Mass.: Harvard University Press,
1982.

Lindemann H. Care in families. In: Ashcroft RE, Dawson A, Draper H, et al. (eds)
Principles of health care ethics. 2nd ed. Chichester, UK: John Wiley & Sons Ltd.,
2007, pp.351-356. DOI:10.1002/9780470510544.ch47.

Nelson HL and Nelson JL. The patient in the family: an ethics of medicine and

families. New York: Routledge, 1995.

32



The silent world of young next of kin in mental health care

46. Price-Robertson R, Obradovic A and Morgan B. Relational recovery: beyond
individualism in the recovery approach. Advances in mental health. Epub ahead

of print October 2016. http://dx.doi.org/10.1080/18387357.2016.1243014

33





