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Abstract

Background: Political and legal guidelines emphasise the involvement of service users in the
coordination between the community mental health centres (CMHCs) and the municipalities in
mental health work. The study gathers knowledge on service user involvement in the care
coordination pertaining to persons with a serious mental illness (SMI) who use the health services
of the CMHC and municipalities.

Objective: To describe how healthcare personnel safeguard service user involvement in the care
coordination and the challenges they face when persons with an SMI need the health services of
a CMHC and partnered municipality.

Method: The study has a qualitative design. We conducted 12 individual interviews with
healthcare personnel at a CMHC and four partnered municipalities. The interviewees were
involved in the care coordination pertaining to persons with an SMI. The dataset was subjected to
a qualitative content analysis.
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Results: Healthcare personnel coordinate and safeguard service user involvement for persons
with an SMI. This is done by involving service users in CMHC admissions, in pre-and post-
admission care coordination meetings, and in the discharge process. Service user involvement in
care coordination is challenged when municipal healthcare personnel and the service user are not
involved in assessing the basis for admission and treatment needs in the case of acute
admissions. Challenges also arise when the service user does not attend care coordination
meetings, or when there is disagreement among the healthcare personnel about accountability or
responsibility, and which measures to implement. The discharge process was compromised when
the CMHC and municipality disagreed on whether the service user was ready to be discharged, if
the service user refused to accept services, or when the municipality could not provide a suitable
service.

Conclusion: Healthcare personnel safeguard service user involvement in patient transitions, care
coordination meetings and the provision of home care services. Service user involvement in care
coordination is hampered when healthcare personnel make decisions on the basis for admission
and treatment needs, when the service user does not participate in care coordination meetings,
or when healthcare personnel from the CMHC and municipalities disagree about accountability or
responsibility, and which measures to implement.

The Coordination Reform transferred tasks and responsibilities from the specialist health service
to the municipalities (1). Care coordination between the community mental health centres
(CMHCs) and municipalities is crucial to providing high-quality integrated health services to
persons with a serious mental iliness (SMI) (2-5).

McDonald et al. define care coordination as follows: ‘The deliberate organization of patient care
activities between two or more participants (including the patient) involved in a patient’s care to
facilitate the appropriate delivery of health care services.’ (6, p. 6)

Service user involvement in care coordination

Service user involvement in the care coordination between the CMHC and the municipalities
entails the service user being involved in decisions and their wishes and needs for the provision
of services being taken into account in transitions, during admissions and after discharge from
inpatient care (7, 8).

Service user involvement is enshrined by law in the Patients’ Rights Act (9). The CMHC and the
municipalities have an obligation to facilitate service user involvement in care coordination (1, 10,
).

McDonald et al. (6) have drawn up a care coordination measurement framework (Table 1). The
framework highlights the healthcare personnel’s responsibilities in relation to coordinating
services, facilitating transitions and exchanging information between healthcare personnel and
service users.

Assessing needs and goals in relation to service users’ health status and following up their wishes
and needs for health services is a key part of the coordinated care work. Treatment and
psychosocial measures must be tailored to the individuals’ capability for participation and
involvement.



Table 1. Care coordination measures, McDonald et al.

Establish accountability or negotiate responsibility: Healthcare personnel in collaborating institutions draw
up cooperation agreements for areas of responsibility and work according to a common plan based on the
individual service user’s wishes and needs for health services.

Establish accountability or negotiate responsibility: Healthcare personnel in collaborating institutions draw
up cooperation agreements for areas of responsibility and work according to a common plan based on the
individual service user’s wishes and needs for health services.

Communicate: Healthcare personnel share knowledge internally and across institutions, and provide service
users with the information they are entitled to. Information is exchanged in writing, orally or electronical-

ly, and covers the service users’ anamnesis, medication lists, test results or other clinical information sent
between the healthcare personnel, or between the healthcare personnel and the service user.

Facilitate transitions: Healthcare personnel facilitate time-efficient care coordination with the complete
exchange of information and clear cooperation agreements that cover the service user’s wishes and needs.

Assess needs and goals: For transitions, healthcare personnel assess needs and goals in relation to service
users’ somatic and mental health, current and past health status, insight into illness, medication, as well as
current and new health care needs. In connection with discharge, healthcare personnel help service users to
establish contact with relevant services. After discharge, the healthcare personnel follow up the provision of
services and the service users’ wishes and goals.

Create a proactive plan of care: Together with the service users and their families, the healthcare personnel
draw up a plan of the service users’ wishes, needs, goals, service provision and care coordination measures.

Monitor, follow up, and respond to change: Together with the service user and their family, healthcare per-
sonnel assess, evaluate and update the measures that are planned to ensure they are sufficient to achieve
the service user’s goals.

Support self-management goals: The service provision is tailored to each service user’s wishes, needs, goals
and capability for user involvement. Healthcare personnel provide service users and their families with
information on self-help strategies.

Link to community resources: Healthcare personnel provide service users with information about and link
them up with appropriate community resources that can address service users’ health needs and help them

achieve their goals.

Align resources with patient needs: The health services are adapted and tailored based on the service
users’ service needs.

Source: McDonald KM, Schultz E, Albin L, Pineda N, Lonhart J, Sundaram V, et al. (6)

Earlier research

A literature review (12) of international research studies showed that persons with an SMI
experienced challenges in the care coordination when being discharged from inpatient psychiatric
care.

Challenges included insufficient access to activities and services, little involvement in service
provision decisions, complicated medication regimes, and lack of continuity in relationships,
exchanges of information and service provision. Persistent symptoms of mental illness can make
it difficult for the individuals to master their daily life (12).



In a study conducted in the UK (13), healthcare personnel and persons with an SMI reported that
bed shortages in the specialist health service and lack of capacity in home care services make
service user involvement more difficult and reduce patients’ options.

Norwegian studies (14, 15) show that several municipalities have an insufficient service provision
for persons with an SMI. These individuals are unable to use, or do not want to use services
provided by the municipalities after they have been discharged from the CMHC. Some service
users stop taking their medication even though it helps prevent hospitalisation and a decline in
their mental health.

Studies from the UK and Canada show that healthcare personnel place an emphasis on continuity
in relationships and cooperation with healthcare personnel in the service provision to persons
with an SMI (16, 17).

Objective of the study

The objective of the study was to describe how healthcare personnel from a CMHC and
municipalities safeguard service user involvement in care coordination, and the challenges they
face when persons with an SMI need to use the CMHC’s and municipality’s health services.

Method

Design and field of research

The study is qualitative and has an exploratory design (18). It takes a hermeneutic approach,
where the interview material is analysed through interpretation (18, 19). The data collection
method consists of individual interviews with healthcare personnel.

Interviews are a suitable method for obtaining data on the participants’ views on the objective of
the study (18). The research field covered one CMHC and its four partnered municipalities.

Participants

A strategic sample was used (18). The inclusion criteria were managers and healthcare personnel
at the CMHC or the partnered municipalities who worked with persons with an SMI.

We recruited 12 participants; six from the CMHC and six from the municipalities. The sample
included two men and ten women. Five participants were managers and seven were healthcare
personnel.

Participants ranged in age from 26-66 years, with 1-42 years of work experience from mental
health work. They worked at three wards at the CMHC, and staffed sheltered housing and home
care services at the municipalities, and were qualified social educators, registered nurses and
social workers.

Conducting the interviews

The interviews were conducted by the first author at the participants’ workplace in autumn 2017.
A semi-structured interview guide was used (20) (Table 2).



Table 2. Interview guide

Exchange of information and communication

* What information do you think it is important to give to the service user when transitioning between municipality
care and a CMHC?

» What information are service users given about their right to be involved in the implementation of health and care
services?

* What information is given to service users about medications and side effects?

Organisation of the service provision

* What impact does the care coordination between CMHC and the municipalities have on meeting service users’
needs for health services?

* How do healthcare personnel organise service user transitions between the municipality and the CMHC?

* What measures are taken to ensure that the service user can be involved in this?

* What challenges can you face when organising the service provision?

Engage and involve the service user in the care coordination

* What services do CMHCs and the municipalities provide?

* How is the service user involved in determining the follow-up?

* \What are the challenges entailed in engaging and involving service users?

A digital audio recorder was used during the interviews, which lasted between 30 minutes to one
and a half hours. The verbatim transcription of the dataset consisted of 201 pages of text.

Research ethics

The study was submitted to the Data Protection Official for Research at the Norwegian Centre for
Research Data (NSD), project number 55144. The participants received an information letter
about the study, which also contained a consent form.

Names of institutions, departments, municipalities and personal data were anonymised, and no
personal data was linked to the dataset (20).

Analysis

Our five-step analysis of the interview material was inspired by Graneheim and Lundman’s
qualitative content analysis (19):

1. The interview transcriptions were read in order to form an overall impression of the content.
2. Meaning units such as words, sentences and paragraphs were identified.

3. The meaning units were condensed by shortening the text.

4. Condensed meaning units were labelled with codes that described the content.

5. Categories were created by grouping together codes with related content (Table 3).



Table 3. Analysis process

Meaning unit Condensed meaning unit Code Category
Service users with a user-controlled place can Service users with a user-controlled User-con- User involvement
be admitted to the CMHC when they feel that | place can be admitted to the CMHC | trolled in admissions

their mental health symptoms are increasing, | when they exhibit increasing mental | admissions
without the doctor or A&E department initiat- | health symptoms.
ing the admission.

Network meetings are the service user’s meet- | The service user chooses participants| Network User participation
ing where they can invite who and as many in network meetings. The network meetings in care coordina-
people as they want, including friends, family helps to devise measures that can tion meetings
and those who will carry out the follow-up. protect mental health and prevent
Good solutions often emerge, which the net- deterioration of the service user’s
work can contribute to. condition.
Some service users want to stay longer than When service users want to stay Service user | User involvement
we think is appropriate, and then we just do longer than we think is appropriate, | does not in care coordina-
what we have to do. They are told they will be | we discharge them without involv- | want to go tion at discharge
discharged but are not involved in the decision. | ing them in the decision. home

Results

Service user involvement in admissions

CMHC admissions can be planned, user-controlled or acute. In the case of planned admissions,
the service users are involved in planning the admission together with healthcare personnel from
the CMHC and municipality.

The purpose of the admission can be to carry out an assessment, to provide treatment or milieu
therapy, or to administer medication. When medication is given, the CMHC healthcare personnel
want the service user to remain in hospital until it has taken effect. They give the individuals
information on relevant medications to enable them to be involved in choosing them:

‘By allowing the individuals to participate in the choice of medication, we can create a good
relationship, which is crucial to their treatment.’ (CMHC healthcare worker)

«The CMHC healthcare personnel wanted to see more user-controlled

admissions.»

Individuals with a user-controlled place can be admitted if their mental health deteriorates. The
municipality healthcare personnel described how user-controlled admissions facilitate care
coordination and work particularly well in combination with the service users’ emergency
psychiatric care plan, which consists of warning signals and signs of deteriorating mental health.
The CMHC healthcare personnel wanted to see more user-controlled admissions:

‘When a person arrives early for admission and directly at the ward he/she will be staying in, this
helps to improve the care coordination relating to treatment. This in turn can prevent exacerbation
of the disorder. (CMHC healthcare worker)



The service users were not always involved in the care coordination in the case of acute
admissions in the CMHC. Healthcare personnel from the CMHC are the experts and they make
decisions on the basis for admission and treatment needs:

‘It is up to us to decide whether individuals are sick enough to be admitted. We distinguish
between life crises and actual mental disorders. A life crisis is not a reason for admission, and will
pass without treatment.” (CMHC healthcare worker)

The municipal healthcare personnel sometimes disagree with decisions made by the CMHC and
spoke of situations with inadequate care coordination and understanding of each other’s areas of
responsibility:

‘The decisions that the CMHC takes can be based on lack of knowledge about the municipality’s
role, competence and area of responsibility as well as what is good for the service users when
they are unwell. (Municipal healthcare worker)

When a person is hospitalised involuntarily, it is more difficult to involve them, but effective care
coordination can help safeguard service user involvement in such situations:

‘The individual can opt for us to drive to the CMHC instead of the police. If they are allowed to
choose how admission takes place, they have at least been able to provide some kind of input.
This can help defuse the situation.’ (Municipal healthcare worker)

Participation in care coordination meetings

In order for the service user to be able to participate in the care coordination between the CMHC
and the municipality, they must first consent to CMHC and municipal healthcare personnel
holding care coordination meetings and exchanging information.

CMHC healthcare personnel were keen to coordinate with the municipalities on the responsibility
for the service users and not to distinguish between the CMHC'’s and the municipalities’ service
users:

‘One of the core elements needed to safeguard service user involvement in care coordination is
good cooperation between the municipalities and the CMHC and regular meetings at the CMHC
and in the municipalities. This makes it easier for the service user to participate in the care
coordination. Knowing that the CMHC is jointly responsible and available to provide help is very
reassuring for us and the service users.’ (Municipal healthcare worker)

Care coordination can take place through network, cooperation and shared responsibility
meetings. In the network meetings, the person with an SMI selects participants, steers the
meeting and decides on its theme. The individual’s network helps to devise measures that can
safeguard mental health and prevent deterioration.

Cooperation and shared responsibility meetings differ from network meetings in that the
participants are mainly professionals, and persons with an SMI do not necessarily participate. The
purpose of these meetings is for the healthcare personnel to exchange information and to make
decisions on the provision of services and interdisciplinary collaborations.



CMHC healthcare personnel often invite service users to attend meetings or ask if there is
anything they wish to be raised at the meeting. For the municipal healthcare personnel, it goes
without saying that the service user can participate if they wish to do so. They hold the meetings
at a time that suits the individuals and in a room that he or she likes.

Service users often decline the invitation to attend the cooperation and shared responsibility
meetings, something that municipal healthcare workers had reflected on:

‘Do they think that they have so little to say that there is no point in being involved in the care
coordination? Are they just trusting that we will do our best for them, or do they not care about
what is decided?’ (Municipal healthcare worker)

Although the service users are often given the opportunity to attend care coordination meetings,
special circumstances may dictate otherwise. The CMHC healthcare personnel explained that if
they disagree on accountability or responsibility, they must reach agreement before the service
user can participate. If they consider implementing measures related to finances, housing or
services, they will discuss this first without the service user’s participation:

‘The person may be confused and upset about what is being decided, and this can impact on
their emotional health. It's important to be aware of the ethics of the situation, that what we are
doing is well thought out and can be justified from a professional perspective if service users are
excluded from the care coordination, and that we always give them information when they are
ready for it (CMHC healthcare worker)

Service user involvement in the discharge process

CMHC and municipal healthcare personnel usually set the discharge date together with the
service user. It is common practice to register their wishes and service needs, and to give the
service user information about the service provided by the CMHC and municipality so that he or
she can choose the home-based follow-up:

‘We can’t decide on the service provision for service users, it's about what they want and consider
possible. We can give them information about what is available, so that they have a wider range
to choose from. It’s often a good idea to ask the individuals what challenges there might be at
home. This gives us some idea as to what might benefit them. (CMHC healthcare worker)

Some service users do not agree to follow-up after discharge, even though it is recommended by
the healthcare personnel. They may lack motivation or insight into their illness, or they may have
little faith in their condition improving. The CMHC and municipality healthcare personnel want to
give service users hope for a better future and motivate them to be involved in the choice of
services and agree to follow-up. Nevertheless, involving them can be difficult:

‘User involvement entails the user taking more responsibility for their own life. Not everyone
wants that responsibility, and would rather be taken care of. We introduce the idea that
individuals can improve to the point that they don’t need us. When a person is feeling better and
we talk about de-escalating the help, they find other symptoms so as not to lose the services!
(Municipal healthcare worker)

Many service users very much enjoy their time at the CMHC and do not want to go home to
solitude.
CMHC healthcare worker



Sometimes neither the service user nor the municipal healthcare personnel interact in relation to
the discharge from the CMHC, even where they do not believe that the service user is ready to be
discharged. There are also some who want to stay longer than the healthcare personnel think is
appropriate:

‘Many service users very much enjoy their time at the CMHC and do not want to go home to
solitude. They feel settled, enjoy the social atmosphere, they are chauffeured around and fed
well! (CMHC healthcare worker)

Upon discharge, CMHC and municipal healthcare personnel help the service user to establish
contact with relevant services. They can also prepare an individual plan (IP) together with the
service user. The IP is a coordination tool that contains decisions on the health services selected
for the individual. The CMHC healthcare personnel have faith in the IP, even though it is not
always used:

‘Using an IP can provide a shared understanding of the individual's goals, resources and service
needs, and ensure that there is always someone who is responsible for providing service users
with the services they are entitled to. (CMHC healthcare personnel)

Although the health services provided by the CMHC and municipalities are not coordinated
through an IP, service users can avail themselves of home-based services provided by the CMHC
and municipality. The CMHC offers group activities that can build good relationships between
healthcare personnel and service users, as well as prevent a deterioration in service users’ mental
health:

‘During the group activities, we spend time together when service users are feeling better and
staying at home. This enables us to initiate interventions at an early stage should their mental
health decline, and ensures the follow-up of service users who do not see a therapist regularly.’
(CMHC healthcare worker)

The CMHC healthcare personnel are committed to tailoring the service provision to the individual
user and to interacting with the municipalities in order to provide optimum support for the service
user. Making use of the CMHC's services can be crucial for service users:

‘I've thought about whether we make some people dependent on the CMHC when they can use
the municipality’s services, but have discovered that the service users’ coping skills vary. Many
struggle so much with their social skills that they do not benefit sufficiently from the services

offered by the municipalities, and they need services in both places. (CMHC healthcare worker)

Discussion

The study documents that CMHC and municipal healthcare personnel coordinate and safeguard
service user involvement for persons with an SMI when designing and implementing their service
provision.

Involvement of persons with an SMI in care coordination entails service users taking part in the
planning of CMHC admissions, in care coordination meetings at the CMHC and in the
municipalities, and in the planning of discharges from the CMHC to the municipalities.



This means that healthcare personnel facilitate transitions and the exchange of information, while
at the same time safeguarding service users’ wishes and needs for services (6). The study
documents that service user involvement in care coordination is challenged when the healthcare
personnel from the municipalities and the service user are not involved in assessing whether
there is a basis for admission to the CMHC.

It is also challenging when the service user does not participate in care coordination meetings or
in the choice of services, and when there is disagreement between the healthcare personnel
about accountability or responsibility, and service provision.

«The healthcare personnel are keen to coordinate with the municipalities on
the responsibility for the service users and not to distinguish between the

CMHC’s and the municipalities’ patients.»

In the case of planned admissions, the service user participates in assessing the timing and
purpose of the admission. This enables the healthcare personnel to safeguard the wishes and
needs of the individual in relation to admission (4, 6, 7, 21). For user-controlled places at the
CMHC, service users are admitted when they feel that their mental health symptoms are
increasing.

User-controlled admissions have been shown to reduce the duration of stays and the number of
patients being hospitalised involuntarily at CMHCs. One important explanation is that people feel
safe when help is available (22, 23).

The results show that the healthcare personnel are keen to coordinate with the municipalities on
the responsibility for the service users and not to distinguish between the CMHC'’s and the
municpalities’ patients. Shared responsibility for service users in need of coordinated services
strengthens the coordination across service levels (6, 24). It may therefore be appropriate not to
specify who has the main responsibility for service users in the care coordination.

The results also show that care coordination often takes place through cooperation and shared
responsibility meetings with healthcare personnel from the CMHC and the municipalities.
Healthcare personnel arrange the meetings in a way that encourages the individuals to
participate, and this approach is supported by research (7, 25).

The study found that service users participate in the discharge planning and follow-up at home.
This finding is consistent with McDonald et al. (6), who stress that healthcare personnel should
register the service users’ wishes and service needs and provide them with information on
relevant services at the point of transition.

The results show that service users received services from the CMHC at home. This facilitated
coordination and continuity in the services, and led to an optimum service provision from the
service user’s perspective (14). The services are integrated despite the CMHC and the
municipalities having different areas of funding and responsibility (5).

The results document that healthcare personnel can face challenges in safeguarding service user
involvement in care coordination. Challenges arose when the service user and healthcare
personnel from the municipalities did not participate in the CMHC'’s assessment of the need for
admission in the case of emergency admissions.



Research shows that diagnoses and symptoms often serve as a guide for the basis for admission,
and that the level of competence is perceived by some to be higher in the CMHCs than in the
municipalities (4, 21). According to the results, this perception may be due to the fact that the
CMHC healthcare personnel lack knowledge about the municipality’s competence and areas of
responsibility and about which measures should be implemented for service users during periods
of poor mental health.

Consequently, disagreements can arise about who is responsible for persons with an SMl in
various stages of the illness (21). Shared meeting places for CMHC and municipality healthcare
personnel can lead to greater knowledge and a closer understanding of each other’s roles,
competences and areas of responsibility in the care coordination (6, 24).

Another challenge arises when CMHC healthcare personnel consider the service user to have
completed their treatment without involving them or the municipal healthcare personnel. This can
happen if the treatment has not produced the desired effect. The municipality then assumes
responsibility for service users whose mental illness symptoms are just as severe as when they
attended the CMHC (26).

«The results show that it can be challenging for healthcare personnel to

involve service users in the coordinated discharge process.»

Research has documented that several Norwegian municipalities do not have an adequate service
provision for persons with an SMI (14, 15). The symptoms of this group may be so severe that
they are unable to make use of the home-based services offered by the municipalities or to take
their medication after they have been discharged from the CMHC (14, 27, 28).

The lack of post-discharge services and activities is a challenge that can lead to service users not
following up on the treatment, and which can reduce their quality of life (12).

The results show that it can be challenging for healthcare personnel to involve service users in
the coordinated discharge process. Some service users do not want to be followed up at home,
even although the healthcare personnel encourage them to be involved in choosing services and
receiving help. Research shows this may be due to stigmatisation, bad experiences from previous
follow-up and a lack of insight into their illness (14, 15).

The results document the importance of a service provision that is tailored to the individual user’s
wishes and needs. A tailored service provision may result in service users accepting follow-up at
home (6, 14). As part of their service provision and care coordination, the CMHC and
municipalities can offer peer support for persons with an SMI with a view to improving their
quality of life (29).

The peer support initiative entails persons who have worked through their own experience with
mental illness using this experience to help others. The peers can work at an activity centre, as
part of a therapeutic community, or with research and education. They can also just sit down and
talk to the service users (13, 25, 30). Measures that support self-care, social and cognitive skills,
lifestyle and medication can also strengthen the service user’s involvement in the care
coordination (6, 29).



The IP is a tool for coordination and service user involvement that includes decisions on the
health services selected for the service user. It ensures that healthcare personnel safeguard
service users’ wishes and needs for services at all times (6).

The results of this study show that the IP has not always been used in care coordination, despite
healthcare personnel having faith in it. Instead, the CMHC and municipal healthcare personnel
often followed different plans, which may well have reduced the quality of the services (4, 27).

Strengths and limitations

The study was conducted in a research collaboration in which three researchers participated in all
phases, which strengthens the credibility of the study (18). Another strength is that the
interpretations of the dataset were linked to the study’s purpose and the framework for care
coordination in the analysis work (6, 19).

It is also a strength that the participants were managers and healthcare personnel from four
municipalities and all three wards at a CMHC with experience in coordinating and safeguarding
the involvement of individuals with an SMI.

One limitation of individual interviews is that participants can withhold information or give
strategic answers. A limitation of the sample in the study is that it did not include persons with an
SMI or healthcare personnel from a wider range of CMHCs and municipalities. This would have
produced a larger sample with more perspectives, but would also have increased the complexity
of the study. The perspectives of persons with an SMI in connection with care coordination are an
important area for future research.

Conclusion

The study describes how healthcare personnel from one CMHC and four municipalities have
safeguarded service user involvement in their coordinated work with admissions, care
coordination meetings and the design of services at the point of discharge and when the service
user is at home.

Service user involvement in care coordination is made more difficult when the CMHC makes
unilateral decisions on the basis for admission and treatment needs, when the individual does not
want to participate in care coordination meetings and the choice of services, and when CMHC
and municipal healthcare personnel disagree on accountability or responsibility and which
measures to implement.

The implication of the study on practice is that meeting places where healthcare personnel from
the specialist and municipal health services discuss care coordination challenges can increase
knowledge about each other’s competence and areas of responsibility.

In order to empower persons with an SMI in the care coordination, it is important that healthcare
personnel and the service user are included in decision-making processes and that decisions are
tailored to the individual user. Decisions must take into account the service user’s social and
cognitive skills, and safeguard their mental and somatic health and medication.
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