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Abstract

The involvement of patients and their families in
healthcare policymaking has been a general trend
in recent years. This tendency can be observed also
in the process of the current reform of psychiatric
care in the Czech Republic, which should gradually
shift the focus of psychiatric care from large facili-
ties to community care. Organizations representing
patients and their families are among the key stake-
holders in this reform. The present study analyses
semi-structured in-depth interviews and documents
with the objective to map and evaluate the process
of patient involvement in the reform from its launch
to its implementation in 2012-2019.

The study identifies the major barriers to patient
involvement — on the part of the patients and their
organizations, professionals (healthcare profession-
als, care providers, administration, policymakers),
as well as the whole society. It becomes clear that
the reform encourages patient involvement, with a
palpable shift from consultation to involvement. Still,
there are many obstacles to patient involvement in
the Czech Republic: the mental state, social and eco-
nomic situation of the patients, paternalism on the
part of care providers, tokenism or stigmatization of
mentally ill people.

Keywords: mental healthcare policy, patient's in-
volvement, patients and caregivers organizations,
psychiatric care reform.



1. Introduction

Mental disorders have been major causes of sickness and disability all over the
world. One in four people worldwide experience mental or neurological disorder at
some point in their life; in the European region, mental disorders are responsible for
30-40% of chronic sick leave, costing some 4% of GDP (OECD, 2018). In addition, the
unpredictable developments associated with the COVID-19 pandemic, the subsequent
lockdown and the economic impact increase the risk of mental health issues (Moreno
et al., 2020). In the context of mental health policies, the World Health Organisation
(WHO) stresses the role of patient empowerment, consisting in the strengthening of
their rights, encouraging their autonomy, finding opportunities for their participa-
tion in decision-making processes and sharing responsibility for their own mental
health (WHO, 2015).

Since the 1990s, new tendencies have gained ground in psychiatric care to replace
institutional care with community care (Muijen and McCulloch, 2019; Semrau et al.,
2011). In many EU countries, a certain part of psychiatric care has been moved from
inpatient facilities to community-based mental health services, which offer people
with mental disorders professional assistance in their natural social environment,
relying on their functional networks (Keet et al, 2019). The speed and extent of such
changes varies considerably across the EU (Knapp et al., 2007). In most countries
institutional care still prevails over community care (Semrau et al, 2011; Dlouhy,
2014; Krupchanka and Winkler, 2016), most conspicuously in the Central and Eastern
European (CEE) region (Pe¢, 2019; Hudson and Dragomirecka, 2019; Scheffler,
Shumway and Chereches, 2020). Reforms of psychiatric care in CEE countries are
hindered by several major constraints, including the persistent stigmatization and
discrimination of people with mental disorders; relatively high cost of community
care in countries with limited healthcare resources; and the lack of experts at all lev-
els, from psychiatrists to social workers (Skuse, 2018). The EU has allocated financial
resources within its structural funds for its member and candidate states to carry out
reforms of mental health care. These resources are currently used, e.g., in the Czech
Republic (CR), Poland and Turkey (Muijen and McCulloch, 2019).

In the EU, there is a strong policy commitment that patients and their families
should partake in the mental healthcare policy. It is argued that patient involvement
also improves the quality of care and leads to effectiveness of services (Colombo et
al., 2012; Joergensen and Rendtorff, 2018). Within the decision-making processes in
psychiatric care, the accent has gradually shifted from the providers to the recipients,
with patient involvement taking various forms at various levels (Hickey and Kipping,
1998; Tait and Lester, 2005; Tambuyzer, Pieters and Van Audenhove, 2014). While
western EU countries show high levels of patient involvement in psychiatric care,
CEE countries, lacking a tradition in this process, have only just started to allow pa-
tients some level of power (WHO, 2008; Krupchanka and Winkler, 2016).

The aim of the present article is to review the progress of the mental health reform
in the Czech Republic in terms of patient involvement as well as identify the greatest

31



barriers of patient involvement in the reform. First, we briefly describe the Czech
mental health care system and its reform. After outlining the theoretical and meth-
odological approach used in our study, the research results on patient involvement
in the mental health care reform in the Czech Republic are presented and discussed.

2. Overview of mental health care system in the Czech Republic

Mental health care in the Czech Republic (CR from here on) is financed via the
health insurance system, taxes, and regional budgets (Dlouhy, 2014). Like in oth-
er CEE countries, national expenses on mental healthcare are below EU-15 average
(Krupchanka and Winkler, 2016), while more than half of public mental health expen-
ditures are allocated to inpatient care (Broulikova, Dlouhy and Winkler, 2020).

The CR has a long tradition of large psychiatric hospitals; the average number of
beds in one psychiatric hospital was 492 in 2014, which is way above the EU-15 aver-
age of 185 beds per facility (H6schl, Winkler and Pe¢, 2012). In addition, Czech psy-
chiatric hospitals have been criticised for their substandard conditions and low quali-
ty of care for long-term patients (Kalisova et al, 2018). Community services focusing
on mental health are not fully developed (Tuskova, Dobiasova and Duskov, 2020).

The process of patient involvement has gained strength in the CR in recent years,
not only in mental health care, but also across the whole Czech healthcare system.
Self-help groups for patients and their families, as well as patient advocacy groups
have gained increasing influence in the process of mental health policymaking
(Honova, Numerato and Kondratova, 2019).

2.1. Reform of psychiatric care in the Czech Republic

A new chapter of mental health care development in the CR opened in 2013 with
the announcement of the Strategy for the Reform of Psychiatric Care (SRPC), designed
to fulfil the commitments ensuing from international strategic and human-rights
documents (Ministry of Health, 2013). In accordance with the WHO recommenda-
tions, the Strategy proposes a new structure of the mental healthcare system with an
emphasis on community care and the involvement of communities, families and re-
cipients of the care in the planning and development of mental health policies (WHO,
2011); the costs of the reform are largely covered from EU Structural and Investment
Funds (ESIF) (Duskov, 2019).

The basic aim of the reform is to improve the quality of life of people with mental
disorders (Ministry of Health, 2013). The psychiatric reform expects the new system
of mental health care to stand on four pillars (see Figure 1). The principal systemic
change consists in a new element which is to be incorporated in the current system
— the Centres for Mental Health (CMH). CMHs are expected to provide community
care by multi-disciplinary teams and coordinate the provided care with other health-
care facilities and social services in the region (Ministry of Health, 2013; Dobiasova et
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al., 2016). The core of the reform focuses on creating a network of CMHs and lower-
ing the number of beds in large mental hospitals (Prototopova, 2018).

Mental health Mental health care
care — former
- new system

system

QOutpatient care

Outpatient care
Psychiatric wards in general
hospitals
Psychiatric hospitals

Psychiatric wards in general
hospitals

Psychiatric hospitals

Figure 1: Institutional Changes within the Reform of Psychiatric Care

Source: Authors, based on the Ministry of Health (2013)

3. Theoretical perspective:
patient involvement in the health care and its constraints

Higher patient involvement in healthcare is one of key trends in the reforms of
healthcare systems in western economies (Church, Saunders and Wanke, 2002; Wait
and Nolte, 2006; Tritter, 2009; Mockford et al., 2012; Carman et al, 2013). When refer-
ring to the focus on the role of patients in healthcare, the authors use various terms
interchangeably, such as patient empowerment, patient involvement, public and pa-
tient involvement, patient activation, patient engagement, patient enablement, pa-
tient participation (Boudioni, McLaren and Lister, 2017; Castro et al., 2016, McAllister,
2015; Carman et. al., 2013; Triterr, 2009). The present article uses the term ‘patient
involvement’ although the authors are fully aware that it should also include the
involvement of the patient’s caregivers and on the general level also the public (Dent
and Pahor, 2015). Our article shall adopt the definition of patient involvement coined
by Robinson et al. (2008) ‘as the deliberate activation of patients in their own care or
the development of health care’.

Patient involvement is driven by clear evidence that patients and citizens can con-
siderably influence healthcare policies at all stages, from the design to the provision
of the care (Ocloo and Matthews, 2016). The pressure to allow patients a stronger say
is often associated with the neoliberal attitudes towards public administration, em-
phasizing the focus of public services on the client-citizen’s satisfaction. At the same
time, it was presumed that a higher level of patients’ autonomy and involvement
could encourage competition and efficiency, eventually lowering healthcare expens-
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es (Dent and Pahor, 2015). The efforts to increase the involvement of patients were
also driven by dissatisfaction with the paternalistic approach in healthcare which
reduced patients to passive recipients of care, incapable of any autonomous control
(Clark, Glasby and Lester, 2003; Dent and Pahor, 2015).

Dent and Pahor (2015) proposed a comparative patient involvement framework,
describing three ideal types of patient involvement: choice, voice and co-produc-
tion. The choice type understands patients as consumers; the voice stresses their ac-
tive participation in decision-making processes; and co-production concentrates on
individual or collective engagement of patients (and caregivers) in the delivery of
healthcare services in collaboration with health professionals. Carman et al. (2013)
devised a multidimensional framework for the continuum of patient involvement in
healthcare, combining three levels of healthcare organization and three levels of pa-
tient involvement. Carman et al. (2013) see a causal relationship between the level
of involvement and the information flow between patients and care providers, the
patients’ opportunity to influence the provided care, and the way patients or pa-
tient organizations participate in decision-making processes. Similarly, Tambuyzer,
Pieters and Van Audenhove (2014) relate patient involvement to their power, de-
fined by the extent and quality of their access to information. The lower degree of
Carman’s continuum, so-called ‘consultation’, means that patients are involved, but
with limited power and/or authority in the process. At the higher degree of the con-
tinuum, the ‘involvement’, patients share authority and responsibility with health
professionals and act as partners in defining and designing the agenda. The highest
degree of the continuum is ‘partnership and shared leadership’, in which the care
reflects not only the medical point of view, but also the general experience and the
patient’s stance; decisions about care are made jointly with respect to all relevant
information which is universally shared (Carman et. al., 2013).

From the point of view of the healthcare system, Carman et al. (2013) divide care
provision to the lowest level of individual and direct care, the middle level of insti-
tutional structure and management, and the highest level of policymaking. At the
lowest level, patient involvement consist in the consideration of the patient’s values,
experience and prospects in prevention, diagnosis and therapy, including the coordi-
nation of activities related to the patient’s health and selection of health care provid-
ers. At the middle institutional level, patients’ values, experience and prospects are
considered in healthcare facilities (such as hospitals or outpatient offices); patients act
as a partner of the healthcare institutions in the process of care planning, provision
and evaluation. At the top level, patients and their families are engaged in the design,
implementation and evaluation of national and local healthcare policies. Carman et
al. (2013) and Tambuyzer, Pieters with Van Audenhove (2014) point out that patients
can either act for themselves or be represented by organizations at the middle and
upper levels of healthcare systems. Tambuyzer, Pieters and Van Audenhove (2014)
divide the organization structure of patient involvement into the micro level (individ-
ual health care plan, selection of provider and therapy), mezzo level (representation
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of patients by associations, membership in advisory bodies of healthcare providers),
and macro level (patient involvement in policymaking).

Patient involvement itself, as Carman et al. (2013) suggest, is affected by three
factors: 1 - the patient’s personality, motivation, willingness and ability to participate
at different levels of organization, their opinions and beliefs, health literacy, or state
of health, with some patients dealing with other issues, such as low income or cogni-
tive problems; 2 — healthcare providers and their attitudes towards patient involve-
ment; and 3 - the society and its social standards, political atmosphere, legislation
and public policy. Policymakers can support patients by shaping formal and informal
conditions for their involvement, such as public discussions or hearings, or their par-
ticipation in legislative processes. Patient involvement can be greatly encouraged by
a suitable legislative framework (Carman et. al, 2013). Hickey and Kipping (1998,
p- 86) also specify certain constraints on the continual process of patient involve-
ment: ‘user issues, organizational culture, professional culture and wider society’.

4. Methodology

The study is based on a qualitative research, combining an analysis of public pol-
icy documents and the output from 15 semi-structured in-depth interviews with rep-
resentatives of different groups of stakeholders in the reform of psychiatric care.

The 15 interviews were conducted both with members of the so-called elite, and
with non-elite actors who play a crucial role in the policymaking process (Fischer,
Miller and Sydney, 2007). The four elite stakeholders represented the key institutions
participating in the management of the mental health care reform (a top manager
at the Ministry of Health (MoH) of the CR, a member of the Executive Board for
the Reform of Psychiatric Care, a member of the Advisory Board for the Reform of
Psychiatric Care, a member of the Czech MoH’s Patients’ Council responsible for
mental health). The other 10 informants represented the organizations of psychiatric
patients (8 informants) and organizations of families of people living with mental
disorders (2 informants). The main selection criteria were their formal involvement
and active participation in designing and implementing the reform at various levels.
One informant represented the National Institute of Mental Health (NIMH), mainly
responsible for implementation of projects on patient involvement and their evalua-
tion within the psychiatric care reform.

The interviews took place between February 2018 and December 2018, with the
length ranging from 50 minutes to 2 hours; data collection continued until the point
of data saturation was reached. All interviews were recorded verbatim and thematic
analysis was used to facilitate the identification of individual topics across the opin-
ions expressed by individual informants. The transcribed interviews were analyzed
using NVivoll.

The empirical evidence based on in-depth interviews was enriched by desk re-
search of relevant documents such as scientific articles, strategic documents, laws
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Table 1: Sample of informants

Informant Institution
Informant 1 Ministry of Health of the Czech Republic
Informant 2 Executive Board for the Reform of Psychiatric Care
Informant 3 Advisory Board for the Reform of Psychiatric Care
Informant 4 National Institute of Mental Health
Informant 5 Patients’ Council within the Ministry of Health
Informant 6 Patient organization A
Informant 7 Patient organization B
Informant 8 Patient organization C
Informant 9 Patient organization D

Informant 10 Patient organization E
Informant 11 Patient organization F
Informant 12 Patient organization G
Informant 13 Patient organization H
Informant 14 Organization representing families of people with mental disorders A
Informant 15 Organization representing families of people with mental disorders B

Source: Authors

and bills, decrees, implementation guides, information materials of various patient
organizations, websites of key stakeholders, internal document of public authorities
and patient organizations.

5. Research results

The following part of the article presents the main results of the data analysis. At
the beginning we describe the development of the psychiatric reform in time, with
the main emphasis placed on patient involvement in different phases of policy formu-
lation and policy implementation. Then we identify the main constraints on patient
involvement in psychiatric care reform.

5.1. Development of patient involvement in the reform of psychiatric care

The current Strategy for the Reform of Psychiatric Care (SRPC) was designed in
collaboration with most stakeholders: the Ministry of Health (MoH), the Ministry of
Labour and Social Affairs, health insurers, professional associations, representatives
of healthcare facilities and regions, and representatives of patients and their families
(Ministry of Health, 2013). The main milestones in the process of formulation and
implementation of the psychiatric care reform in terms of patient involvement in
2012-2019 are summarized in Table 2.
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Table 2: Patient involvement milestones in the implementation of the Reform of Psychiatric Care

Year Reform of Psychiatric Care Patient Involvement

Founding of the Platform for the Transformation
of the Mental Health Care System (Platform)
Clients participate in SRPC design

Design of the Strategy for the Reform

2012 of Psychiatric Care (SRPC)

2013 SRPC publication
2014 Setup of SRPC implementation workgroups
Deceleration of SRPC implementation
Patients appointed to workgroups after complaints
Complaints from the Platform — open letters to
PM and MoH about the progress of the reform
Unsuccessful talks between patient represen-
2016 SRPC implementation stagnant tatives and MoH about the future of the reform
implementation

SRPC implementation workgroups continue

2015 SRPC implementation stops

Appointment of the Advisory Board
2017 and Executive Board, development
and launch of implementation projects

Representatives of patients and families
in the Advisory Board

Upon complaints from patient organizations, a

2018 Execution of implementation projects patient representative appointed to the Executive
Board
Upon complaints from patient organizations, two
Execution of implementation projects seats on the Executive Board reserved for patient
2019 Appointment of the Government Council representatives
for Mental Health Representatives of patients and caregivers have

permanent seats in the Mental Health Council

Source: Authors

From the very beginning, patients’ organizations were considered one of the cru-
cial stakeholders. The Platform for the Transformation of the Mental Health Care
System (Platform) was established in 2012, associating providers of community ser-
vices for mentally ill people, organizations of patients and their families. The goal of
the Platform has been to advocate the transformation and deinstitutionalization of
mental health care in the Czech Republic. An important driver of the SRPC was the
Platform’s pressure on transformation of the whole system, considered the only sat-
isfactory solution to the unacceptable state of mental health care (Ministry of Health,
2013; Holly, 2014).

The reform implementation workgroups were set up in 2014, covering the various
areas of mental health care (Ministry of Health, 2013). When the workgroups first
met in 2014, representatives of patients criticized the fact that, contrary to the orig-
inal promises, no representatives of patients were invited to take part in the work-
groups (Open letter of the Platform, 2014). The involvement of patients in the SRPC
implementation workgroups occurred later, in 2015 as a result of pressure from pa-
tients’ organizations (Kolumbus, 2015; Jaros, 2016). But even then, the way in which
patients were engaged in the workgroups was criticized both by those responsible for
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the implementation of the reform and by the patients themselves: ‘The workgroups
were chaotic, no real management, no clear objective. Then they opened it to clients
who went there with no clear idea what it is supposed to be for, and neither did the
rest of them know what it was for’ (I2).

The implementation of the reform of psychiatric care was delayed after the
Minister of Health was replaced and the reform lost political backing, nearly stopping
in 2015 (Duskov, 2019; Gabriel, 2016). That was when the Platform intervened again;
its members sent an open letter to the Prime Minister and the Minister of Health,
articulating their concerns about the progress of the reform.

In 2015-2016, representatives of the Platform met with representatives of the MoH
to discuss the future of the reform, but the implementation of the reform stagnated
(Kolumbus, 2015). In 2017, the implementation of individual reform projects funded
by ESIF began. The MoH set up a dedicated team of experts who should carry out
the reform full-time. The Advisory Board was appointed to guarantee the reform im-
plementation (CPS, 2017). One chair on the board was reserved for a representative
of patients and one for a representative of caregivers. The Executive Board for the
Reform of Psychiatric Care was established as the key body of the reform, appointed
to ‘manage and coordinate all activities within the reform’ (CPS, 2017). In addition
to representatives of the key ministries, health insurance funds, administrators of
the implementation projects, members of the Psychiatric Society, representatives of
regions and the NIMH, the Executive Board also reserved a seat for a representative
of the patients. This seat was offered about six months after the Executive Board was
set up, in response to repeated complaints from patients: ‘So, I went to knock on the
door again and again, and, in the end, they opened it and told me they would have me
on the board. Meaning I would have a say’ (I12).

Since 2017, several implementation projects have been running within the psy-
chiatric care reform, focusing mainly on deinstitutionalization and support for new
services (especially the CMHs) and destigmatisation (Protopopové, 2018).

Within the implementation projects, working positions of regional projects co-
ordinators were installed. Most of the coordinators were recruited from among the
patients. The role of the coordinators was to communicate with and connect the key
stakeholders at the regional level with the aim of creating a regional services net-
work: “The regional coordinator invites all people who take part in the reform, in-
cluding patients. They all should meet to discuss the relevant questions relating to
the implementation of the reform. They should communicate with the region, so that
the regional authorities can reflect their remarks in their healthcare policies. The
group should include two representatives of patients who can pursue their interests
and protect their rights within the group’ (I4).

With respect to the coordinator position, though, some informants (I4, I8) ex-
pressed concerns about the sustainability of this form of patient involvement in poli-
cymaking after the ESIF funding expires.
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One of the crucial parts of the Destigmatization project managed by the NIMH
focused on efficient support for patients and their families (Protopopova, 2018). A
workgroup consisting of representatives of patients and experts was set up in late
2018 to determine and analyze the patients’ needs and to provide this information
to higher levels of the reform management. The workgroup also disseminated news
about the reform among patients.

A patient education programme was launched in 2019 aimed to increase the pa-
tients’ awareness and competence, especially in relation to the reform of psychiatric
care, the empowerment of people with mental illness and human rights of mentally
disabled people. The education programme should produce ‘ambassadors’, i.e., people
who have experienced mental disorder and who would be willing and able to speak
about their experience in public to help destigmatise people with mental disorders:
‘They should be able to modify their story to the specific audience, whether they go
to visit a secondary school or a mental hospital’ (14).

The involvement of patients in the psychiatric care reform took place especially
at the macro level of mental health care policy. In terms of the patient involve-
ment framework presented by Carman et al. (2013) and Tambuyzer, Pieters and Van
Audenhove (2014), it is important to note that the reform generated systemic chang-
es also at the meso level of mental health care. The multidisciplinary teams set up at
the CMH must include peer consultants, i.e., people who have personal experience
with a mental disorder which they use in their support of other patients (Ministry
of Health, 2016).

The policy of mental health was given a substantial impulse with the appoint-
ment of the Government Council for Mental Health (MH Council) in 2019. The MH
Council is supposed to guarantee the continuity of the reform steps to make the re-
form less vulnerable to changes of priorities caused by the four-year election cycle
(Scheftler, Dimick and Duskov, 2020). The MH Council is a permanent body of the
Czech Government and it should continue to coordinate the policies of mental health.
A substantial shift in the attitude to patient involvement is evidenced by the fact that
the permanent members of the MH Council include representatives of patients and
caregivers (Ministry of Health, 2020).

Informants (I1, 14, 12, 17, I5, 19, I12 and I15) agreed about the positive effect on
patient involvement created by various parallel processes of patient involvement in-
stitutionalization at the level of the Czech healthcare system. The MoH has recent-
ly focused on encouraging the patients’ voice in health policymaking. In 2017, the
Department of Patient Rights Support was set up as a permanent part of the orga-
nizational structure of the MoH and the Minister of Health appointed the Patients’
Council as a permanent advisory body to represent patients’ voice at the MoH
(Ministry of Health, 2017). The Patients’ Council consists of patient organizations
representatives. The statutes of the Council define its responsibility as assessing pro-
posals and documents of legislative and non-legislative nature, issuing statements
and providing consultations (Dobiasova, Kotherova, Numerato, 2021).
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5.2. Identified constraints on patient involvement in the reform

We identified specific constraints to patient involvement, which could be divided
into four categories: 1. on the part of patients and their families, 2. on the part of
patients’ organizations, 3. on the part of the mental health care professionals and
psychiatric care reform managers, and 4. on the part of the whole society.

5.2.1. Constraints on the part of patients and their families

These are mostly associated with the personality, background and socio-economic
status of the patients and their families. Informants (110, I11, I13 and 114) from among
patients generally agreed that it was difficult to defend their lay opinions in front of
a body of professionals: ‘... the Executive Board, there are mainly people from mental
hospitals, there are representatives of health insurers — they are all professionals.
And the person with real personal experience is a minority of one, against some
twenty professionals. And that person is to defend patients’ interests in the group.
That is pretty tough’ (I12).

Other reported constraints related to the character of the illness, which can, at
times, prevent patients from participating: ‘... this particular disorder is specific, it
affects thinking, cognition, self-confidence (...) it hampers all the qualities you need
to pursue your interests actively’ (I6)

Informants repeatedly suggested that there should be at least two representatives
of patients, who could replace each other or support each other in the talks with pro-
fessionals: ‘So, I think one person is not enough. There needs to be a team of people
with certain motivation and hope ...to be able to step in’ (I12).

The socio-economic situation is another considerable issue as patient representa-
tives often participate in the implementation process of the psychiatric care reform
as volunteers. All informants identified the lack of money and overwork as the major
obstacle to patient involvement in the reform implementation process: ‘To tell the
truth, I do not have the time to do it. For not a single penny’ (I7).

Some informants (I4, I8) believed that the patients who take part in the implemen-
tation process are mostly active people treated in outpatient facilities and inpatients
are excluded. ‘From my point of view, patients in mental hospitals know very little
about the reform’ (I8)

5.2.2. Constraints on the part of patient organizations

The biggest problem of patient organizations, mentioned by all informants, is the
lack of people who would be willing to participate. As indicated by the interviewers,
the patient movement seems to be unable to reach a common stance due to certain
petty enmities between individual organizations, regarding mainly the distribution
of power and funding. Patient organizations are not recognized in the Czech legisla-
tion which drives most of them to work as NGOs (Tuskova, Dobiasova and Duskov,
2020) and depend on volunteer work or funding from various ad hoc projects. Con-
flicts between organizations are also fueled by the fact that some representatives of

40



patients’ organizations have jobs within the reform implementation process, while
others participate in unpaid positions. Informants believed that consequently, the
leading positions within the reform implementation processes can be taken by peo-
ple who follow their own interests with little will to collaborate with other patients:
‘Everybody secretly thinks they could make more money if they could secure a better
position within the implementation of the reform’ (I8). This aspect could threaten
the credibility of the reform and reduce the clients’ motivation to participate. Some
of the disunity within the patient movement can be attributed to different expecta-
tions associated with the reform. Informants often mentioned divergent opinions of
organizations representing patients and those representing their families (12, I4, I6,
17, 112, 114). While patients advocate more autonomy for mentally ill people, their
families seem to prefer services which facilitate their daily care: ‘Patients generally
do not want to be taken to hospitals, locked somewhere, they want to lead a normal
life, while their parents call for respite services, day-care centers, even hospital care,
they need to take a rest and know that their children are taken care of’ (I2). Different
organizations therefore advocate different routes of development for the reform, e.g.,
which segments of services should be more supported.

5.2.3. Constraints on the part of mental health care professionals
and psychiatric care reform managers

The traditional medical paternalistic paradigm is still prevalent in mental health
care in the Czech Republic (Kalisova et al, 2019). All informants agreed that the prev-
alent paternalistic attitude obstructs patient involvement at all levels of the psychiat-
ric care reform and the mental health care system. Clients are often dismissed as not
being equal partners: ‘T believe the people still have those paternalistic patterns of
thinking. They tell you: “They (patients) don’t know anything. We have been trained
and educated to know what they need.” They say they should be the ones to decide
because they bear the responsibility’ (I3)

Informants pointed out that the reform aspires to strengthen the role of patients
at the macro and meso levels, but there is no encouragement on the micro level: ‘In
reality, patients rarely get any information about the therapy’ (I3)

Participation efforts are prone to tokenism (asking for patient involvement but
not taking it seriously or enabling it to be effective), which reduces users to the role
of ‘mascots’ who are only supposed to legitimize the process in which they are seem-
ingly involved (Honova, Numerato and Kondratova, 2019): ‘Sometimes, I'm afraid, it
is only about checking it off, to demonstrate that the representative (of patients) was
there’ (112).

5.2.4. Constraints on the part of the whole society

The general attitude to mental disorders is the crucial factor defining the extent
to which patients can participate in decision-making. Such attitudes are formed and
influenced by the whole society. As indicated by the poll conducted by the Public
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Opinion Research Centre in 2019, the perception of mentally ill people among the
Czech public remains negative. Some 60% of respondents admitted they ‘wouldn’t
prefer mentally ill people as neighbors’ (CVVM, 2019). Negative experience with gen-
eral acceptance was reported by several informants: ‘When you develop a mental
disorder, others just label you a fool’ (I14).

6. Discussions

The findings of this study reveal that the reform of psychiatric care in the Czech
Republic has definitely managed to increase patient involvement at the national and re-
gional levels of (macro) policymaking. Patient organizations became important stake-
holders in the mental health care policy at the national level (the Ministry of Health) as
well as at the level of regions where they participated in the implementation of reform.
Measures designed to support patient involvement were also taken at the meso level,
such as introducing peer consultants as compulsory positions within psychiatric care.
In this case, the Czech Republic has followed the mental health care trends of Western
countries. For example, mental health care services in the UK have seen increasing
numbers of peer workers and even increasing numbers of user-led services (Brosnan,
2012; Rutter et al, 2004). Also, in Norway, users are involved in the management of
community mental health hospitals (Rise, Solbjer and Steinsbekk, 2013).

Thanks to the reform, patient involvement at the macro and meso levels of the
healthcare system shifted from the lowest degree defined by Carman et al. (2013) as
‘consultation’ to the higher degree of ‘involvement’. Should the processes launched
within the reform successfully continue, there is a good hope of reaching the degree
of ‘partnership’. So far, there have been no observable changes at the level of direct
care. It can be presumed that the continuing reform process at the higher levels of
health care system will in time affect the micro level, too, as Carman ef al. (2013) and
Tambuyzer, Pieters and Van Audenhove (2014) assumed. Similarly, mental health
care reform measures in countries like Ireland, The Netherlands and Switzerland led
to involvement of patients and caregivers in decision-making at all levels, from in-
dividual care choices to decisions about the development of local mental health care
to participation in the making and implementation of national mental health policies
(Brosnan, 2012; Placella, 2018).

The initial stages of the Czech psychiatric care reform were characterized by
bottom-up involvement of patients’ organizations that mobilized and exerted pres-
sure on changes in the mental health care system. Similarly, changes of the mental
health care system have been also primarily driven by bottom-up pressure from pa-
tients’ organizations, both in a number of Western countries, for example Ireland
(Brosnan, 2012) and in CEE countries like Serbia (Milicevi¢ Kalasi¢, Kalasi¢ Vidovié
and Andelkovi¢, 2020) or Romania (Sfetcu and Ungureanu, 2020). Later, during the
Czech mental health care reform’s implementation, top-down patient involvement
took place as representatives of patients and caregivers became permanent members
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of government institutions responsible for the mental health care reform. The role
of patients in the reform of psychiatric care has become strengthened by the parallel
processes that seek to institutionalize public involvement at the level of the entire
healthcare system too. Public involvement institutionalization has contributed to the
establishment of an effective communication channel between patients and health-
care authorities. Patients’ and caregivers’ participation in government institutions
may serve as an example of good practice for other CEE countries where patients’
and caregivers’ organizations have been pushing for mental health policy reforms but
they have been faced with limited power in decision-making processes and their lack
of representation at government level (Scheftler, Shumway and Chereches, 2020).

The study has also identified a number of constraints to patient involvement
in mental health care corresponding to those mentioned by international studies
(Hickey and Kipping, 1998; Carman et al., 2013; Ocloo and Matthews, 2016). Despite
strong policy commitment to involve patients in the mental health care reform, the
practice is hampered by constraints on the level of the patients themselves and their
organizations, on the level of the mental health care professionals and psychiatric
care reform managers and finally on the level of the whole society.

Our findings reveal that some psychiatric patients do not have the capacity or desire
to be involved due to their low self-confidence and self-stigmatization (Tambuyzer,
Pieters and Van Audenhove, 2011) and their lower socio-economic status. Anoth-
er concern is the representativeness of patient involvement (Ocloo and Matthews,
2016). Although the reform includes activities designed to increase awareness among
patients there are still people, who are unaware of the reform and the opportunities
for involvement. The motivation of patients to take part in reform is influenced also
by the diagnosis and disease severity (Jergensen and Rendtorff, 2018). Our research
confirms a fact that patients with serious mental health problems or hospitalized pa-
tients are less involved.

At patients’ organizations level, there is a problem with lack of human and finan-
cial resources resulting in rivalry between those organizations. Another problem is
represented by some individuals working at key positions of reform implementations
who prefer their own interests at the expense of the patients’ interests. Ocloo and
Matthews (2016) call such individuals who block patient involvement for personal
reasons ‘gatekeepers’. Another barrier of patient involvement identified is disunity
of patient community in terms of targets of Czech mental health reform. The greatest
conflicts arise between the patients and their caregivers.

On healthcare professionals’ side there is a problem of persistent paternalistic at-
titude inherited from the communist period before 1989 and this attitude prevents
the patients to be considered as equal partners. Just formal engagement of patients
(tokenism) in reform is another risk which is confirmed by a number of studies (Rise,
Solbjar and Steinsbekk, 2013).

Some of these constraints were taken into consideration in the reform, but some
will need to be addressed at the level of the whole healthcare system (e.g., legisla-
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tive recognition and public funding of patient organizations, specific education for
healthcare specialists in order to respect and pay attention to differences among peo-
ple with mental health problems). Some issues (e.g., stigmatization of mentally ill
people) will need to be tackled at the level of whole Czech society.

7. Conclusions

In many countries, including the Czech Republic, patients and their caregivers are
an integral part of psychiatric care reforms. Psychiatric reform development in the
Czech Republic brings hope that this trend will be maintained or even strengthened.
Sustainability of patient involvement in mental healthcare could provide represen-
tation of patients in institutions as the Government Council for Mental Health and
the Patients’ Council of the Ministry of Health. Nevertheless, as the current mental
health reform is largely funded from ESIF, there is a risk the patient involvement
process could be disrupted after termination of funding from ESIF. New sources of
funding will need to be secured from national sources. Although mental health care
has been reformed in many countries, there is a lack of research evaluating patient
involvement in the reform processes.
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