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Abstract
Background

This thesis aims to ascertain the extent and nature of institutional discrimination against people
with mental illness in specialist health care settings in Romania. The hypothesis is that such
discrimination exists. Building on the definition in EU directives, discrimination is defined, for
the purposes of this thesis, as harm that is caused to individuals or groups on the basis of
identifiable characteristics bearing negative connotations. Harm is defined as the receipt of care
that is less good than, inequitable in comparison to that received by others with similar needs,
(long-term physical and mental illness), on grounds of stigma against people with mental illness.
To assess the presence of discrimination, two groups were identified suffering from disorders
that, although at first sight quite different, actually have much in common. They are
~ schizophrenia and type 1 diabetes.

Methods

The research method was Rapid Assessment, involving initial assessment, study area profile,
contextual assessment, ahd health intervention assessfrxent. The presence of horizontal inequity
was determined by means of a de jure and a de facto assessment of specialist health care for
people with schizophrenia and type 1 diabetes, using a set of criteria for aspects of care that are
equally applicable to the management of both conditions, namely: 1) accessibility of specialist
services; 2) availability of evidence-based treatment and care; 3) delivery of care; 4) quality of
facilities; S) protection of human and civil rights. The presence of stigma was determined the by
ascertaining whether those in a position of authority and influence, namely the health
professionals interviewed during the ficldwork, displayed stigmatising of attitudes and beliefs,

language or approaches to treatment.

The research triangulated data collected using a range of methods that include systematic review
and comparative analysis of laws, policy documents and other literature, interview strategies
(focus groups, group interviews and semi-structured interviews) and observations of practice.
Analysis of the data involved three methods: content analysis, narrative structure analysis, and

critical appraisal.

For the fieldwork, a total of 228 participants (service users and health professionals) were
selected using multi-stage sampling, covering each condition in each specialist setting (mental

health acute and chronic inpatient services and outpatient services as well as inpatient and

4



I. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

outpatient services for type 1 diabetes) iﬁ two selected locations in Romania (Bucharest and
Slatina). Data collection took place between the 19th of September 2007 and the 8th of January
2008. |
Fi i'ndings _

In assessing equity, weaknesses were found in management of both conditions, particularly poor
access to medication for associated health problems and lack of follow-up after discharge, poor
continuity of care. In many areas, treatment and care for people with schizophrenia was worse
generally, though some aspects were equitable: access to care in community-based settings,
geographical accessibility of services, access to services when needed (temporal access), access
to different parts of the system, as needed (referral system), financial .access to appropriate care,
access to social care, availability of enough staff in all settings, involvement of service users in
shaping the services, involvement of families and carers, protection of service users’ privacy and
safety, decent living environment and hygiene of health facilities. Patients with schizophrenia
were signiﬁcéntly disadvantaged in: access to a comprehensive range of evidence-based
 specialized services and to qualified and competent multidisciplinary staff, the quality of health
facilities, access to care for other health conditions' and, availability of individual treatment plans
developed for each patient, empowerment of service users to care for themselves and live as
independent a life as possible, and respect of all human and civil rights on health facilities and a

number of patient rights.

In assessing stigma, I found that all types of mental health professionals, in all settings,
stigmatised people with schizophrenia, manifest through their attitudes and beliefs, language and

approaches to treatment.
Conclusions

This research found that people with schizophrenia suffer direct institutional discrimination in
Romania, manifest inequities in both the legislation that applies to them and the specialist care
delivered when compared with people with type 1 diabetes, and that these inequities arise in a
context of stigmatising attitudes to people with severe mental health problems by those in a

position of authority and influence (health professionals).
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Chapter 1 Introduction

" What this thesis is about

This thesis is about how the health system treats people with mental illness in Romania. Mental
illness is a major contributor to the overall burden of disease in Europe yet the needs of those
afflicted by it are seldom given priority commensurate with the disease burden. This is especially
so in the countries of central and eastern Europe, as has been made apparent by scenes of neglect

and, in some cases, abuse that emerged after the fall of communist regimes in this region.

The thesis tests the hypothesis that those suffering from mental illness are discriminated against,
even when compared with those who have other chronic diseases. It is the latter cdmparison that
is relevant; it is self-evident that those with mental illness in central and eastern Europe are
disadvantaged relative to the healthy population. The question is whether having a mental

disorder leads to an additional disadvantage over someone with a physical one.

I test this hypothesis by comparing and contrasting the care given to those suffering from two
disorders that, although at first sight quite different, actually have much in common. They are
schizophrenia and type 1 diabetes. Both are life-long disorders that can be treated but not cured.
Both can be compatible with a relatively normal life but equally, both can be severely disabling.
Both require the input of inter-professional teams of health workers, providing organised care

that is delivered in the right way, to the right people, at the right time, and in the right place.

To test this hypothesis I look at the formal position, including the laws, regulations, and systems
for providing health care that are in place for these two groups of people, comparing and
contrasting how, in theory, they should be treated. However, as theory and practice can be quite
different, so I also look at how they are cared for in practice, allowing them and those health
workers caring for them to speak of their experiences. I am interested in whether those with
mental illness are discriminated against. Discrimination is defined as harm that is caused to
individuals or groups on thé basis of identifiable characteristics with negative connotations, in
this case suffering from mental, as opposed to physical illness. But what is harm? For my
purposes it arises where one group receives care that is less good that others with broadly similar
needs. Conceptually, this is what has been described as horizontal ineqﬁity. The question then

arises as to why one group might be treated less well relative to another. This leads me to explore
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the concept of stigma, whereby those with certain characteristics, in this case mental illness, are

viewed as less deserving than others.

To gather the information required to make a judgment on the care provided to these two groups
I use an approaéh developed by the World Health Ofganisation termed Rapid Assessment and .
Response. Building dn an earlier body of work under the umbrella of rapid appraisal methods,.it
draws together information from a range of sources in a structured manner to provide an
assessment of a public health issue, taking account of the setting and context, the groups
affected, and the consequences for them, identifying opportunities for intervention. In this way I
can capture both what should happen in theory and what does happen in practice. First, however,
to place my research in a broader context, I will review the burden of disease attributable to

mental illness in Europe and the adequacy of the response to it.

Background

Mental health problems — a staggering burden of disease across Europe

Mental health problems are among the leading public health challenges in Europe, making a

major contribution to the overall burden of disease in the European population.

Data on the burden of disease attributable to mental ill health are available in three main forms:
(1) prevalence of mental disorders, (2) Disability-Adjusted Life Years (DALYs) lost due to
neuropsychiatric disorders, and (3) Years Lived with Disability (YLDs) due to neuropsychiatric
disorders (1, 2). Each of these provides information on different elements of the burden of

disease in Europe.

There is one other indicator that is often used to capture the disease burden attributable to mental
illness, the suicide rate (3). This is not a measure of a particular mental disorder, but its routine
availability has made it attractive to those searching for some simple, albeit extremely limited,

indication of the prevalence of mental illness.

A systematic review of the prevalence of mental health disorders, derived. from community
studies, estimated that 27% of the adult population (aged 18-65) in the European Union (EU),
Iceland, Norway and Switzerland have experienced at least one mental disorder within a 12-
months period (1). The mental disorders included range from somatoform disorders, depression,

anxiety, psychosis, to substance use or eating disorders (Figure 1). Women were more
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commonly affected than men. These figures represent an enormous human toll of ill health, with
“an estimated 83 million people being affected. Yet even these figures are likely to underestimate
the scale of the problem as only a limited number of mental disorders were included in this meta-
analysis. Addifionally, this study did not collect data on those aged over 65, a group whose risk
of mental health problems is elevated. These figures also fail to capture the complexity of the
prdblems that niany people with mental disorders face. Thirty-two percent of those affected had

one additional mental disorder, while 18% had two and 14% three or more.

Figure 1 12-month prevalence rates by disorder among men and women
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Source: based on data'from Wittchen & Jacobi, 2005

The burden of mental health problems can also be reported as lost years of ‘healthy’ life, by
measuring the gap between current health status and an ideal situation where everyone lives into
old age free of disease and disability (2). This conventional health gap measure, called
Disability-Adjusted Life Years (DALYSs), introduced by the World Health Organization (WHO)
in its Global Burden of Disease project, is particularly relevant to mental health. This is because
it extends the concept of potential years of life lost to include not only premature death but also

years of life in states of less than full health, broadly termed disability.
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The most recent available data shows that neuropsychiatric disorders are the second largest cause
of Disability-Adjusted Life Years (DALYs) lost in Europe® and account for 19% of the tofal,
only 4% less than the leading cause, cardiovascular disorders (Figure 2). They are among the top
ten conditions in all European countries, typically ranking 1 or 2 in EU countries, 3 or 4 m South

Eastern European countries and 5-6 in the Commonwealth of Indépendent States® 4).

Figure2  Disability-Adjusted Life Years in the WHO European Region
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Source: based on data from WHO, 2008

Four of the top 15 diseases responsible for lost years of ‘healthy’ life are specific mental health
disorders: unipolar depressive disorders are the third leading cause of lost years of ‘healthy’ life
(5.6 % of all DALYs), alcohol use disorders rank 6™, accounting for 3.3 % of all DALYs,

# Europe as defined in the UN system, with 53 Member States.

b The Common.wcalth. of Indepe?dent State§ (CIS) is a partnership on the basis of sovereign equality between 12 of
the former Soviet Union republics (Azerbaijan, Armenia, Belarus, Georgia, Kazakhstan, Kyrgyzstan, Republic of

Moldova, Russian Federation, Tajikistan, Turkmenistan, Uzbekistan and Ukraine) formed in December 1991
(Source: http://www cisstat.com/eng/cis.htm)
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self-inflicted injuries are the 1% leading cause of DALY (2 % of all DALYSs) and Alzheimer’s
Disease and other dementias are the 14™ leading cause of DALY (2 % of all DALYs5).

Years Lived with Disability (YLDs) are another useful indicator as they capture the demands on
health systems. Using this measure, mental disorders are by far the most significant of the
chronic conditions afflicting the population of Europe, accounting for 39.7% of the total burden

of chronic conditions (Figure 3) (2).

Unipolar depressive disorder alone contributes 13.7% of all YLDs, making it the leading chronic
condition in Europe. This is followed closely by alcohol-related disorders, accounting for 6.23%
of the total. Alzheimer’s Disease and other dementias are in seventh place, accounting for 3.8%

of the total, ahead of schizophrenia and bipolar disorders, each responsible for 2.3% of all YLDs.

Figure 3 Years lived with disability in the WHO European Region
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Ideally, policy makers would have access to adequate information on the scale and nature of
mental health problems, to ensure that the representation of mental health on the political agenda

is commensurate with its magnitude, and to promote sufficient investment in strategies and
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interventions to address mental ill health. To achieve this, one would seek data from household
surveys based on nationally representative samples, with internationally standardised data
collection methods and agreed definitions and diagnostic instruments. Such surveys would be
fepeated at frequent intervals. In practice, the situation in Awhich European coﬁntries find
themselves today is far from ideal. This is due to conceptual and technical obstacles involved in
collecting data, some of which are not unique to mental health. A review by Wittchen & Jacobi
cited a number of barriers to the systematic collection of epidemiological data on mental health.
First, they noted that Europe does not have a tradition of standardised surveys for mental health,
comparable to the United States National Survey on Drug Use and Health. The evidence on the
burden of disease presented above relies heavily on extrapolations from findings in those few
countries where epidemiological studies are carried out. Second, the term of “mental disorders”
includes a wide range of different clinical conditions, of which only a few have ever been
systematically explored in epidemiological studies. Furthermore, many mental health disorders
co-exist with one another so there is a risk of double-counting when adding prevalence estimates
for single disorders. Another challenge identified was that methodological and diagnostic
standards in surveys vary greatly across countries. Finally, they noted that socio-demographic
and socio-economic characteristics, differences in cultural, legal, social and health care system-
related traditions, and different psychopathological traditions all complicate the conduct of

studies and the interpretation of data.

While a far from perfect measure, one source of information that is available in almost all
European countries is the suicide rate. According to the most recent available data 121,028
people commit suicide every year in Europe, out of which almost 80% are men (3). The average
suicide rate in Europe is 13.4 per 100,000, with the higheét rates in the Commonwealth of
Independent States (CIS) (19.2 per 100,000), followed by the post-2004 Europeah Union (EU)
countries (15 per 100,000). Within the EU, where the average rate is 10.4 per 100,000
population, this figure rises as high as 31.5 per 100,000 in Lithuania, 21.8 per 100,000 in -
Hungary, 20.7 per 100,000 in Latvia and 18.7 per 100,000 in Slovenia.

Men are almost five times more likely to commit suicides than women, a pattern that is similar
across all countries of the European region (with an average rate of 22.9 per 100,000 population
for men versus 5.1 per 100,000 for women). The highest male/female ratio occurs in CIS
countries and the post-2004 EU member states (at a rate of 5.7 times more frequently in men

than women, respectively).
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In summary, therefore, despite the many methodological difficulties involved in data collection,
the resultant limitations of available data, and the scarcity of measures, what evidence exists
indicates that mental health problems, and especially those that are chronic, should be a leading
health concern in Europe. People suffering from chronic and severe conditions require long-term
care and need support from the health care system. Considering the severity of the situation, one
would expect mental health to be high on the health policy agenda and for efforts to be made to
ensure that appropriate treatment and care are available to those in need. Yet this is not the case
and the next section examines the low priority given to mental health and the reasons for this

situation, focussing particularly on the roles of stigma and discrimination.

Roles of stigma and discrimination in mental health care

Despite the staggering burden of disease, there is a large gap between the need for care and what
is provided®. It is estimated that even in countries with well developed mental health systems,
over 90% of people suffering alcohol abuse and dependence receive no effective treatment, nor
do around 60% of those with anxiety disorders, almost 50% of those with panic disorders, 45%
of those with major depression, 40% of those with bipolar affective disorder, 25% of those with
obsessive compulsive disorder and 18% of those with schizophrenia and non-affective psychosis
)2

Scarcity of mental health services is only one reason for this treatment gap. It is striking that
many people with mental health problems often avoid or delay seeking health care. This is true
both for people who experience symptoms for the first time and for those who have been
diagnosed as having a mental disorder but choose not to maintain contact with mental health
services, even where such services are available. A common theme in the literature relates to the
presence of stigma and discrimination as key barriers to treatment of mental illness (6-9). These
are two facets of the same reality faced by people with mental health problems; stigma has been

linked to attitudes and discrimination to behaviours (10-12).

Attitudes towérds people with mental health problems have evolved over time: from ignoring
them, to punishing them and finally, to empowering them. People with mental health problems
have suffered discrimination in health care since the first services were organised. Often referred

to as “the Cinderella” of health services, the profile of mental health care (as opposed to

* The treatment gap has been defined as “the absolute difference between the true prevalence of a disorder and the
treated proportion of individuals affected by the disorder” (Kohn R, Saxena S, Levav I, Saraceno B. The treatment
gap in mental health care. Bulletin of the World Health Organization. 2004 Nov;82(11):858-66.).
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containment) started to change only in the 1960s in industrialised Western countries. This
occurred in part because of the new therapeutic options becoming available (13, 14) and the
emergence of critiques of traditional psychiatric practice (15) but also because the magnitude of
the problem and its major eéonomicbimplication's became apparent at this time, leading to an-

acute need for solutions.

The World Health Report 2001 (16) identifies three main factors that have influenced the change

in attitudes towards persons with a mental illness over the last 40 years:

» “Psychopharmacology made significant progress, with the discovery of new classes of drugs,
particularly neuroleptics and antidepressants, as well as the development of new forms of
psychosocial interventions, that enabled people to control their symptoms while living in the
community. |

» The human rights movement became a truly international phenomenon under the influence of
the newly created United Nations, and democracy advanced on a global basis, albeit at
different speeds in different places (17).

* Social and mental components were firmly incorporated in the definition of health set out by
the newly established WHO in 1948.” (p. 49)

However, the shift towards “not just bricks and mortar” (18) took time, while policy makers

often under-estimated the need for support required by the people who previously lived in

asylums, especially those who were severely disabled (18). In 1977, a working group appointed
by the European Office of the WHO (19), with experts from 9 countries from across the Region,
stated that the main constraints to development of mental health services (some of which are still
valid today) included: lack of adequate information about the size and the nature of mental health
problems and resources available to cope with them; lack of national mental health policy;
unavailability and inaccessibility of services; inadequacy of staffing; lack of financial resources;
ineffective coordination and administration of resources; outdated and inappropriate legislation;
lack of relevant research; lay and professional bias against the against persons with a mental

illness; resistance to change; and lack of political will.

It is, however, the presence of bias, prejudice, fear and ignorance among the public, mental
health professionals and decision makers that have been identified as the root causes of inertia
and even resistance to provision of adequate mental health services. They lead to low levels of
investment‘in mental health, which constrain progress. The report concluded that the “greatest

impediment to progress lay in the minds of men rather than in their pockets and purses.”
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While both stigma and discrimination have a damaging impact on people with mental health
problems, there are clear advantages to focusing initially on the concept of discrimination. The
concept of “enacted stlgma used mterchangeably with the concept of “discrimination” in the
literature on mental health, is a useful term which shows the causal relationship between stigma -
and discrimination. However, the concept of “stigma” does not have any legal consequences,
while “discrimination” does. The concept of “discrimination” is operationalized in a wide range
of national and international anti-discrimination legislation (e.g. the UK'’s Disability
Discrimination Act (20-22) and EU directives (23, 24)). Legal sanctions arise from actions that
are demonstrated to be discriminatory. The concept of “discrimination” makes it possible to
align mental health with the broader context of fighting against discrimination in societies.
“Using the law can be a very powerful means of upholding human rights and of combating
discrimination and social exclusion. Legislation can include human rights laws and treaties; laws
. to prevent discrimination on grounds of mental health problems or disability; as well as mental
health legislation.” (25)(p. 18). People with mental health problems are reported to encounter
discrimination in all areas of their life: from accessing employment, education, housing, social
security, and public services, to their treatment in and experience of the justice system, their

communities and social networks, home and personal life and intimate relationships (26).

The World Health Report 2001 recognises that discrimination in health care is a major barrier to
implementing effective mental health interventions. The report stresses the role of health
authorities, as “ultimate stewards of any health system”, to address discrimination in the

provision of treatment and care against people with mental disorders (16) (p. 4).

Summary

Mental illness is a major contributor to the overall burden of disease in Europe, yet there is a
| substantial gap between need and provision of services. I have argued that this is at least in part
due to the stigma associated with mental illness and the resulting discrimination against those
afflicted by it. In the following chapter I will explore these concepts, of stigma and

discrimination, in more detail and examine how they can be operationalized.
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Chapter 2 Discrimination, a key barrier to good mental
- health care (a review of the literature)

InfroduCtion

As set out in the previous chapter, the focus of this thesis is the potential discrimination against
people with mental health problems within the health care system on the grounds of their mental
illness. I will argue that while members of the general population may display stigmatizing
attitudes and treat people with mental health problems as “second class citizens”, governments
have a responsibility to protect people with mental health problems from such treatment and
ensure that no form of discrimination against them is tolerated within its structures and services.
Discrimination iii health care is a subset of discrimination in general, involving wider society,
employment, education, and many other sectors and policy-makers cannot shirk their

responsibility to address it (27).

To begin, I report the findings of two literature reviews that I have undertaken to understand the
wider European context. The first will scrutinize thé commitments made by European
governments in various fora to protect people with mental health problems against
discrimination in the provision of health care. The aim of the review is to determine whether the
current international policy and legislation makes specific requirements to protect this target
group.

In the second review, the literature documenting the scale of discrimination against people with
mental health problems in health care on grounds of their mental illness will be reviewed so as to
determine whether political commitments are being honoured at the country level. Such

documentation is a necessary pre-requisite to enable effective action to be taken to tackle

discrimination invoking governmental commitments.

In both of these reviews I take the terms discrimination and stigma at face value. I will examine
in detail the definitions of these words and their usage in the following chapter but, for now, the
questions relate to the commitments that govenments have made to tackle discrimination,

whatever that means, and the extent to which health professionals and patients perceive it.
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Political commitments to tackling discrimination in mental health

care

“if it proves impossible, for example, to remove stigma, it is often possible to focus on removing

discrimination by legal and other means.” (28) (p. 38)

Progressively, European governments have commitfed themselves to protect the rights of people
with mental health problems and to tackle discrimination against them in the provision of
treatment and care. These commitments have been made in various fora, as member states of the
United Nations and its specialised agency, the World Health Organization, or in the Council of
Europe or the European Commission. They were joined in their commitments by other key
stakeholders, such as service users and mental health professionals who have also declared their

determination to fight discrimination in mental health care.

I reviewed international commitments to tackling discrimination in health care produced by these
lead international organisations with- competence in health and human rights. The review
excluded similar documents produced by national health authorities or documents produced by
international experts outside any organisatioﬁal framework. The detailed methods employed in
this review are set out in Box 1. In reading the following sections, it is important to distinguish
between those measures that are legally binding, which are European Union Directives and the
European Convention on Human Rights, from those that are only recommendations and non-

binding policy commitments, albeit with considerable normative value.
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Box 1 Methods of the systematic review of international political commitments to tackling

discrimination in health care

Inclusion criteria: All international commitments, legally binding or not, promoted in the fora of international
organisations, in which one or more European Member States committed themselves to tackle discrimination against
people with mental illness or people with disabilities (including mental disability) in health care.

Exclusion criteria: a) International commitments that do not address discrimination against people with mental
illness or people with disabilities (including mental disability) in health care; b) International document adopted or
endorsed by Member States other then from the European Region; ¢) International commitments that address
discrimination against people with mental illness or people with disabilities (including mental disability) in health
care, promoted by other groups, such as professional organizations, not of countries.

Search strategy and findings: The main international organisations and agencies that have mandate to work in this

areas are: the United Nations and its specialised health agency - the World Health Organization, the European

Commission and the Council of Europe. A search on their websites resulted in 12 relevant documents, as follows:

*  On the website of the United Nations, I found four documents directly relevant to the review’s topic (29-32);

»  On the website of the World Health Organization Headquarters, I found one document directly relevant to the
review’s topic (16);

= On the website of the World Health Organization Regional Office for Europe, I found five documents directly
relevant to the review’s topic (33-37); ,
On the website of the European Commission, I found one document directly relevant to the review's topic (38);
On the website of the Council of Europe, I found two documents directly relevant to the review’s topic (39, 40).

1 also consulted experts to ensure that there were no major documents I may have missed:

»  Dr Matt Muijen, Regional Adviser for Mental Health, WHO EURO;

»  Mr Hedinn Unnsteinsson, Technical Officer, Mental Health, Collaboration with Civil Society (at the time of the
research).

Analysis and synthesis of findings: The contents of each document reviewed were critically analysed. The specific
commitments to the protection of the rights to non-discrimination of people with mental health problems in the
provision of health care were identified and described in the analysis included in this section.

United Nations

There are many United Nations® documents that address the issue of discrimination in its various
forms. Some, such as the Universal Declaration of Human Rights (41), the International
Covenants on Civil and Political Rights and on Economic, Social and Cultural Rights (42, 43),
the International Convention on the Elimination of All Forms of Racial Discrimination (44) or
the Convention on the Elimination of All Forms of Discrimination against Women (45), have a
broad scope. Others refer specifically to discrimination in the provision of health care for people

with mental health problems.

Among the last of these, the most recent is the Convention on the Rights of Persons with

Disabilities adopted by the United Nations General Assembly in 2006 and entering into force in

* All countries in Europe, with the exception of Kosovo and the Vatican City, are members of the United Nations.
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2008 (30). This Convention sets out the legal obligations of States to promote and protect the

- rights of persons with disabilities, including those with mental health problems.

The Convention builds on previous documents, as follows.

1.

The 1975 UN Declaration on the Rights of Disabled Persons documented the rights of
persons with disabilities (29). The preamble promoted “assist{ing] disabled persons to
develop their abilities in the most varied fields of activities” and “promoting their
integration in normal life”. In the main document, “disabled people” are defined as “any
person unable to ensure by himself or herself, wholly or partly, the necessities of a
normal individual and/or social life as a result of deficiency, either congenital or not, in
his physical or mental capabilities” (para. 1). The Declaration sets out the rights of
persons with disabilities to receive special treatment for special needs, to obtain medical
and psychological treatment, to equal treatment as far as residence is concerned and the
right to enflironmental and living conditions as close as possible to those of healthy
people of their age when it is found to be necessary to admit them to a specialised
establishment.

The 1993 UN Standard Rules on the Equalizations of Opportunities for Persons with
Disabilities (32). These aim “to ensure that girls, boys, women and men with disabilities,
as members of their societies, may exercise the same rights and obligations as others”
(para. 15). These Rules require that governments guarantee persons with disabilities
(including mental disabilities) the same level of medical care within the same system as
other members of society and develop national programmes for all groups of persons
with disabilities, based on the actual needs of the persons with disabilities and on the
principle of full participation and equality. Moreover, in countries with social security,
social insurance or other social welfare schemes, governments are required to ensure that

these systems do not exclude or discriminate against persons with disabilities.

What is different about the 2006 Convention is the way in which persons with disabilities are as

viewed. The 2006 Convention conceptualises persons with disabilities as “subjects” with rights

and who are entitled to their “physical and mental integrity on an equal basis with others”

(Article 17) and who are capable of making decisions about their lives based on their free and

informed consent. They are not, as previously considered, “objects” of charity, medical treatment

and social protection. Governments are required to ensure that people with disabilities, including

those with mental health problems, have “access to a range of in-home, residential and other
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community support services, including personal assistance necessary to support living and
inclusion in the community, and to prevent isolation or segregation from the community”
(Article 19b).

The Convention confirms a number of civil rights such as freedom to choose place of residence
and nationality as well as rights to personal mobility, to property, to enter into contracts, to
manage one’s own financial affairs, to marry, work, and retain custody of one’s children, and to
participate in political and public life. It prohibits discrimination against people with disabilities
in health insurance, employment and education, and requires Member States to prevent

discriminatory practices in the delivery of health care.

Another key document adopted by the UN General Assembly is the 1991 Resolution on the
Principles for the Protection of Persons with Mental Illness and the Improvement of Mental
Health Care (the “MI Principles”), which remains, to this day, a reference document for much
national mental health legislation (31). The document stresses the importance of non-
discriminatory practices within the health care system. The rights to which mental health service
users are entitled, according to the MI Principles, include the right to access mental health
facilities equivalent to the access provided to any other health facility for any other illness, the
right to treatment and care that meet the same standards as for people with other illnesses and the
right of persons admitted to mental health facilities to the same level of resources as in any other
health establishment. Though the document is not legally binding, it stipulates that Member
States are expected to implement these principles fully. In the present context, it provides a clear
normative basis for arguing that access to care by patients with mental health problems and

somatic health problems should be essentially the same.

World Health Organization

In 2001 the World Health Organization (WHO) took the initiative of dedicating, for the first
time, the World Health Report, the technical discussions at the World Health Assembly, and the
World Health Day, to mental health (16). In the report, entitled “Mental Health: New
Understanding, New Hope”, Member States were urged to improve care for people with mental
health problems, stressing that “Effective solutions for mental disorders are available” (p.109).
The document states that governments are as responsible for the mental health as they are for the
physical health of their citizens and they should ensure that effective mental health policies are

developed and implemented. The report calls for the assurance, by countries, of universal access
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to appropriate and cost-effective services for people with mental health problems, the provision
of adequate care for service users and the protection of human rights for people with mental
health problems. While acknowledging that the care required by people with severe and
pérsistent menfal health prbblems is similar to that of people with chronic physical problems, the
document denounces the significantly poorer conditions in psychiatric hospitalé as compared
with other hospitals, again providing a‘basis for this thesis. It is recommended that mini;tries of
health “trade some efficiency gains to reallocate resources in the pursuit of equity” (p. 93) when
developing their mental health strategies. The report formulates recommendations for Member
States to address the challenges faced in various areas of mental health, including the fight
against discrimination. By adopting the report, governments committed themselves to

implementing its recommendations, based on the resources available to each of them.

Pledges made at the global level have been tailored to the regional context in the form of
regional or sub-regional commitments. The most important WHO European Region policy
documents are the Mental Health Declaration and the Action Plan for Europe (33, 34). Both of
these instruments were endorsed by European hgalth minisfers in January 2005, at the first
Ministerial Conference on Mental Health® in the Region. Hosted by Finland, the Helsinki
Conference generated the political commitment to move frorh general agreement to detailed
policy decisions within countries. Other key stakeholders such as organisations representing
users, carers, and mental health professionals also contributed to the preparation of these two
documents that set five priorities for the seven years, the second priority being to “Collectively
tackle stigma, discrimination and inequality, and empower and support people with mental

health problems and their families to be actively engaged in this process.” (p. 2).

Health ministers who attended the Helsinki Conference committed themselves “to recognizing
the need for comprehensive evidence-based mental health policies and to considering ways and
means of developing, implementing and reinforcing such policies” (p. 3) in 12 priority areas for
action. The Action Plan set out in detail the responsibilities of both Member States and the

WHO. These include, on the part of Member States, reductions in stigma and discrimination,

* According to WHO regulations, the purpose of ministerial conferences is to transmit new knowledge or review and
discuss new policies and principles of interest to Member States. They bring together representatives of Member
States, normally at ministerial level, to review broad strategic approaches to problems and seek a measure of
agreement on important elements of particular problems, to further the application of the most recent knowledge and
to foster common action on priority issues. They can also "round up" activities in a particular field to provide a
springboard for practical application of the knowledge gained.
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access to good primary health care, effective care in the community, partnerships across sectors,

a competent workforce, and adequate and fair funding.

Some sub-regional commitments to mental health service provision are worth mentioning. Some
were made prior to the Helsinki Conference or in the immediate lead up to it. The last one was

developed as a follow up to Helsinki.

1n June 2001, mental health professionals linked to national governments and mental health
“organisations in Southern and South Eastern Europe signed the Athens Declaration on Mental
Health and Man-made Disasters, Stigma and Community Care, subsequently endorsed by the

WHO Regional Committee for Europe (35). In the document, governments were requested:

a) to implement programmes aimed at reducing stigma and discrimination and to uphold the
principle of equity in their mental health policies, programmes and services; and to accelerate the

transfer of mental health care into the community;

b) to pursue vigorously and systematically the process of de-stigmatisation and the developm‘ent
of community mental health services that will lead to guarantees of the patients’ civil and human
rights. These rights refer to the appropriate mental health services, as well as to education,
housing and employment, so that the integration of service users in the society is based on

solidarity, humanity and pragmatic grounds.

The same year, health ministers from eight European countries signed the Dubrovnik Pledge:
Meeting the health needs of Vulnerable Populations in South East Europe (36). This instrument
expresses for the first time a strong political commitment by the respective countries to work in
partnership to ensure equity in provision of health care, to increase access to appropriate,
affordable and high-quality health care services, to address inequalities in health infrastructure
and work on improving the balance between primary and secondary services in six health areas,
including mental health. This event took place within the framework of the Stability Pact project
for South Eastern Europe, developed in partnership with the Council of Europe and the

governments of other European countries (e.g. Greece, Italy, and Sweden).

Finally, in 2008 the WHO National Counterparts from 8 CIS countries signed the Merano
Déclaration on Mental Health in CIS countries (37). On the basis of similarities in the historical
organisation of mental health services and the provision of mental health treatment and care in
their countries, this document acknowledges a number of common challenges. These challenges

are related to implementation of national policies and legislation, availability of mental health
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care in primary care settings, and poor conditions in mental health institutions which remain the
main provider of mental health services in these countries, limited availability of specialist
mental health staff and poor funding. The document sets a common agenda in these areas and

asked the WHO Regional Office for Europé to support these countries to further this work.

European Commission

The European Commission (EC) has two main policy initiatives on mental health, namely the
Green Paper on Improving the Mental Health of the Population and the European Pact for
Mental Health and Well-Being (46, 47). Neither of these imposes any specific obligations on

member states to tackle discrimination against people with mental health problems.

The Green Paper was launched in 2005, shortly after the WHO Conference in Helsinki, and
sought to initiate a public consultation on how better to tackle mental illness and promote mental
well-being in the EU and how best to develop a comprehensive EU strategy on mental health.
The document recognises that “Stigmatiéation, discrimination and non-respect for the human
rights and the dignity of mentally ill and disabled people still exist, challenging core Europeaﬁ
values” (46) (p.3), but discrimination is not included among the 4 priority areas proposed for a

potential EU strategy.

Key stakeholders had the opportunity to comment on the Green Paper and give feedback to the
Commission. The response to the consultation process concluded that there is indeed a need for
an EU strategy in the area of mental health. However, instead of a strategy, the EC launched a
European Pact. This Pact emerged from a high-level meeting organized in June 2008; the
recommendations contained within the Pact were further endorsed by a European Parliament
Resolution on Mental Health in 2009. The Pact highlighted 5 areas of action, among which was
“Combating Stigma and Social Exclusion” (p. 5), but did not identify discrimination specifically.

This is significant given that the EC has enacted anti-discrimination legislation in other areas.

The most specific commitment at the EU level to fighting discrimination against people with
mental health problems materialised in 2003, in Council Conclusions 9688/1/03 REV 1 on
combating stigma and discrimination in relation to mental illness (38). However, this document
does not contain explicit requirements to act against discrimination in health care. It only asks
Member States “to give specific attention to the impact of stigma and discrimination related
problems due to mental illness in all age groups, and ensure that these problems are recognised,

in this context giving special attention to the reduction of risks of social exclusion” (p. 13).

26



I. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

Council of Europe

As with the UN, a number of key resolutions and recommendations of the Council of Europe are
_ not aimed specifically at mental health but nevertheless address issues relevant to the treatment
and care of psychiatric patients. These include the Convention on Human Rights, the European
Convenfion for the Prevention of Torture and Inhuman or Degrading Treatment or Punishment,
out of which a monitoring Committee was established, the Revised European Social Charter, and

the Convention on Human Rights and Biomedicine (48-51).

In 1994, the Parliamentary Assembly of the Council of Europe adopted Recommendation 1235
on Psychiatry‘and Human Rights. This recommends that Member States promote legal measures

guaranteeing respect for the human rights of psychiatric patients (39).

Complementing the documents that seek to protect human rights in general, including the right to
health care, the 2004 Council of Europe Recommendation 10 Concerning the Protection of the
Human Rights and Dignity of Persons with Mental Disorder aims to enhance protection of the
dignity, human rights and fundamental freedoms of persons with mental disorders, in particular
those who are subject to involuntary placement or treatment (40). The Recommendation
promotes the principle of non-discrimination against people with mental health pfoblems. Article
3 states that “Any form of discrimination on grounds of mental disorder should be prohibited”.
The attached Explanatory Memorandum elaborates on this, noting that “Discrimination may also
arise within health services themselves, for example by patients with mental disorder being given
a lower priority for treatment of their physical illness (...). On a Wider scale, whether the
allocation of personnel and financial resources to mental health services is fair in comparison to

the allocation made to physical health services warrants consideration.” (para. 43).

Member States are expected to implement fully the provisions of this Recommendation. The
Preamble to the document recommends that “the governments of the member states should adapt

their laws and practices to the guidelines contained in this recommendation”.

To conclude, European countries have indeed committed themselves to protect people with
mental health problems against discrimination in health care. While most of these commitments
are statements of political intent, and not legally binding, they give service users, carers and their

advocates legitimacy in their pursuit of fair, non-discriminatory treatment in health care.

27



I. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

Evidence of discrimination in health care against people with

‘mental health problems on grounds of their mental illness

The next literature review examines the published evidence on the extent and nature of
discrimination on grounds of mental illness within health services. The search strategy is

summarised in Box 2.

Box 2 Methods used in the systematic review on discrimination in health care against

people with mental health problems on grounds of mental illness

Inclusion criteria: All documents that address discrimination in health care against people with mental health
problems on grounds of mental illness

Exclusion criteria: a) Documents focusing on discrimination against people with mental disabilities; b) Documents
focusing on discrimination against people with neurological disorders; ¢} Documents that address discrimination
against people with mental health problems in areas other than health care; d) Documents that address
discrimination against people with mental health problems in health care on grounds other than their mental illness
(e.g. race, gender, sexual orientation)

Search strategy and findings: The initial search was conducted in August 2006, for the upgrading thesis. The
following databases were used: Pubmed, PsycINFO, Embase and Web of Knowledge, using and relating the key-
words for the entire time period covered by each database. The search strategy was customized to each database (see
Annex 1). The articles selected were integrated with manual search (publications of the same authors, articles linked
to relevant articles and cross-references). The manual search of grey literature was based on availability. Websites of
the Sainsbury Centre for Mental Health, Mental Health Foundation, Rethink, OpenUp were searched for relevant
reports, 1,878 documents were found. The literature review was updated in April 2011, but restricted to the 2
databases that yielded most in the 2006 search, Pubmed and Psychinfo. The total number of documents retrieved,
excluding duplicates was 1859. Search strategies are presented in Figures 4 and 5.

Screening and selection: All references were downloaded into bibliographic software (EndNote). Duplicates were
identified and deleted. First, references were scrutinized by title and any irrelevant were discarded. Second, abstracts
of remaining references were scrutinized and those irrelevant were discarded. The purpose was not to analyse all the
articles related to discrimination in health care against people with mental health problems, but only to focus on
those articles that study discrimination independent of other confounding factors. Therefore, only those articles were
analysed and the synthesis of the findings is included in this chapter. The initial scrutiny was expanded to include all
the articles retrieved, to ensure I did not miss out on any that were relevant.

Limitations: The search did not include syntaxes such as “BUT NOT” to exclude articles that addressed
discrimination on grounds other than mental illness or in areas other than health care. This was done on purpose, to
make sure that no relevant study was missed. Scrutiny of articles retrieved, however, showed that the large majority
of them focussed on discrimination against people with mental health problems in health care only on grounds other
than their mental illness (e.g. race, gender, sexual orientation). As such, they were discarded. Another limitation was
that the search strategy included also search words such as “inequity”, “stigma” and “prejudice”. While aware of the
risk of retrieving articles that did not in fact address discrimination, 1 decided to expand the search to these search
words since the boundaries between these concepts are not always clear and sometimes they are used

interchangeable, even if they are not actually synonymous. “Discrimination” per se is not a MeSH term in PubMed.
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Figure 4 Search strategy employed on Pubmed database in 2011

Results of the Keywords that were combined Results ofthe
combined search combined search

"Social Stigma"[Mesh]) OR "Prejudice”[Mesh] OR discriminat* OR inequit*
Results: 163,157

AND AND
"Mental Health"[Mesh] OR "Mental Health “"Mental
Services"[Mesh] OR "Community Mental Health |TJ \ Health"[Mcsh]
Services"[Mesh] OR "Community Mental Health Results: 16.940

Centers"[Mesh]
Results: 82,631

AND AND

"Delivery of Health Care”[Mesh] OR "Health Care Sector"[Mesh] OR "Process
Assessment (Health Care)"[Mesh] OR "Outcome Assessment (Health Care)"[Mesh] OR
“Health Care Costs"[Mesh] OR "Quality Assurance, Health Care"[Mesh] OR "Patient
Acceptance of Health Carc"[Mesh] OR "Delivery of Health Care, Integrated“[Mcsh] OR
"Health Care Rationing”"[Mesh] OR "Quality of Health Care"[Mesh] OR "Primary Health
Care"[Mesh] OR "Comprehensive Health Care"[Mesh] OR "Quality Indicators, Health
Care"[Mesh] OR "Health Care Quality. Access, and Evaluation“[Mesh]

Results: 4,485,727

Figure 5 Search strategy employed on Psychinfo database in 2011

Results of the Keywords that were combined Results of the
combined search combined search
“SnfiP*nkrriminntinn” OR DE “Stereotyped Attitudes” DE "Disability
OR DE "Stigma" Discrimination” OR DF
Results: 14,811 "Stereotyped Attitudes” OR
DE "Stigma"
Results: 13,131
AND AND
DE "Community Mental Health Services” OR DE DE "Mental Health"
"Community Psychiatry" OR DE "Mental Health Personnel" Results: 29,469
OR DE "Community Mental Health" OR DE "Community
Psychology” OR DE "Mental Health Services" OR DE O

"Psychiatric Clinics” OR DE "Mental Health"
Results: 64,206

AND AND

DE "Health Care Utilization” OR DE "Health Care Costs" OR DE "Health Care Policy” OR DE "Health
Care Economics” OR DE "Health Care Delivery” OR DE "Health Care Seeking Behavior" OR DE

"Primary 1lealth Care" OR DE "Health Personnel” OR DE "llealth Care Services" OR DE "Long Terra
Care" OR DE "Quality of Care"

Results: 67,816

Of all the documents retrieved, 118 address discrimination in health care against people with
mental health problems on grounds of their mental illness. These can be divided into those that

describe self-reported and observed experiences of discrimination.
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Self-reported experiences of discrimination

Of the studies retrieved that focus on self-reported experiences of discrimination, some are
accounts by patients (52-71) while others are by mental health professionals (72-117). The key
themes within this literature were identified by means of a process of inductive reasoning,
identifying key messages in each paper and comparing them with each other. As the available
literature varies extensively in terms of subjects, methods, and contexts, it is not possible to draw
any generalisable inferences, but it is possible to provide some indication of the scale and nature
of discrimination against those with mental illness. In the following sections, the themes that

emerged are illustrated with those examples that are most illustrative of them.

Perceived discrimination in mental health care provision

A recently published study on the scale of discrimination was the INDIGO project, involving
732 individuals with schizophrenia in 27 countries (68, 71). This cross-sectional survey used a
validated discrimination and stigma scale to assess self-reported discrimination in key areas of
everyday life. These included making or keeping friends, intimate or sexual relationships,
finding and keeping a job, applying for work, training, or education, bﬁt did not cover
discrimination in mental health services specifically. However, it did inquire about the
experiences of discrimination in the provision of physical care. Fifteen percent of respondents
with schizophrenia reported that having that diagnosis was a disadvantage when accessing
services for physical health problems, 6% when accessing services for dental problems, 6% in

arranging payment for medical treatment, and 2% during pregnancy or childbirth.

A 2009 Special Eurobarometer study appraised perceptions and experiences of discrimination
among the general public in 27 EU member states and the three Candidate Countries: Croatia,
the Former Yugoslav Republic of Macedonia (FYROM) and Turkey (65). The study focused on
the forms of discrimination that are covered by EU legislation, among which is disability, but the
data are not disaggregated by type of disability. Only 8% of respondents with chronic physical or

mental problems report experiencing discrimination on grounds of their disability.

A qualitative study in Germany, using focus group interviews with mental health service users
explored the experience of self-reported discrimination (54) and found that “poor quality of
mental health services is perceived as the strongest form of structural discrimination” (p. 306).
Participants thought that this was reflected in the absence of community-based services,

comprehensive treatment and rehabilitation plans, support for social integration and employment
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upon discharge, continuity of treatment and care between different levels of health care, as well
"as in inadequate crisis intervention and violations of human rights. However, only a small
proportion (around 13%) of service users or mental health professionals participating in this
study identified structural discrimination as a major problem. At the same time, almost 30%.of
carers reported experiences of structural discrimination. The authors note how such large
differences in reports by these different groups raise questions about the validity and of the
methods. The same research group also conducted a narrative review of recent literature and
concluded that people with mental health problems who reported that they anticipated facing

discrimination were less likely to seek help from health services when they would need it (62).

A cross-sectional study in the USA using a Discrimination Questionnaire, adapted from the
Experience of Discrimination Questionnaire showed that of people who reported that they had
experienced discrimination due to their psychiatric disability, 27.5% identified traditional mental
health services as the area in which they had encountered the discrimination, compared with

9.8% in consumer-operated services (53, 56)

A 2003 study in New Zealand among people with mental health problems that used a mixture of
qualitative and quantitative questions sought the most commonly reported areas of
discrimination facing people with self-reported mental health problems. Among these,
discrimination by mental health services was rated as the 4™ most common area of

discrimination (34%) (61).

A 2006-2007 qualitative study in Brazil reported on experiences of people with mental health
problems of discrimination both in somatic and mental health services (66). A psychiatrist
reported that patients were ignored and denied essential health care when in somatic facilities,
even in life and death situations. However service users and their families also reported
stigmatizing attitudes of mental health professionals ~ though interestingly no discriminatory

practices per se were described.

Attitudes of mental health professionals

There is a substantial body of research on attitudes of mental health staff towards people with
mental health problems (72-116). Some of these studies capture the experiences of people with
mental health problems as manifest by incidents of discrimination when in contact with mental
health professionals. For example, a study in England (89) found that as many as 44% of mental

health service users reported having experienced discrimination by a GP, while 32% of service
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users had experienced discrimination from other health professionals. Another study in Germany
(105) found that, of all members of the mental health team, psychiatrists had the most
stigmatizing attitudes towards people with mental health problems, whom they considered more
“‘dangerous’, less ‘skilled’ and more ‘socially disturbing’ than people withouf mental health ‘

problems.

A UK-based research group has developed a scale for measuring self-reported experience of
stigma. It includes an item on experiences of discrimination from health professionals (though
not specifically mental health professionals) on grounds of mental illness. However, the paper

does not report on findings but only on the validation of the scale (117).

Yet while each of these studies identified stigmatizing attitudes by health professionals, and
others showed how people with mental health problems reported experience of discrimination by
mental health professionals, I was unable to find research showing that stigmatising attitudes of
health professionals translated into actual discrimination, or research showing examples of such
self-reported discrimination. In many instances, while service users reported they were

discriminated against, the examples given were of being stigmatised.

Observed experiences of discrimination

Of the papers that address discrimination in the provision of mental health care on grounds of
mental illness, few compare health care received by mental health service users with that
received by those with other (physical) health problems. They concentrate on two areas of
discrimination: financial accessibility to health services (insurance coverage), and access to

health care for co-morbid physical health problems.

Discrimination in insurance coverage of people with mental health problems

The comparability of care packages for mental and physical disorders has been the focus of
many American studies (118-162). However, these concerns are of limited relevance to Europe,
where health care (including mental health care) is covered by the public health system for most

of the population.

European studies focus on other two aspects of discrimination in insurance coverage for people
with mental health problems. The first relates to coverage by the full range of evidence-based
interventions for the treatment of mental health problems. For example, participants in the

German-based study mentioned above (54) reported that the insurance package for people with
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mental health problems does not cover all the evidence-based interventions required for their
treatment. In particular they offer limited coverage of talking therapies. The second issue raised
by European studies relates to unfair budget allocation in health care, to the detriment of mental
health care (139, 163). However, none of the studies retrieved syétematically assess either of

these two issues and thus fail to produce conclusive evidence of discrimination against people

with mental health problems.

Discrimination in health care provision for co-existing physical health problems

Access to and quality of physical health care for people with mental health problems was

addressed in a number of primary studies and some literature reviews.

A non-comprehensive review of literature on the physical health of people with schizophrenia
found that the prevalence of somatic disorders in people with schizophrenia is higher than in the
general population. This was attributed to people with mental health problems having poorer

access to health care compared to people without mental health problems (164).

Other studies showed that even when people with mental health problems did access services,
their physiéal complaints were not taken seriously, leading to poor somatic health care outcomes
(54, 165-167). Excess mortality among mentally ill people was documented in a number of
studies (e.g. (168-170)) and was blamed on “unhealthy lifestyles”, “failed recognition and poor
treatment of medical disease and poor treatment compliance” (p. 217). However, these studies do
not demonstrate a direct link between poor treatment of somatic conditions and the subsequent
poor health outcomes with discrimination against people with mental health problems.

The most extensive study retrieved was an assessment conducted by the UK Disability Rights
Commission on physical health outcomes and access to and quality of primary health care
services available to people with people with mental health problems (171). The UK Disability
Rights‘ Commission (renamed the Equality and Human Rights Commission) is an independent

body established in 2000 with a mandate to monitor the implementation of anti-discrimination
legislation. It has the capacity to conduct formal investigations to ensure that anti-discrimination

duties are met. What is unique about this investigation is, firstly, that it used the mandate given
by anti-discrimination legislation to ascertain the occurrence of discrimination. Secondly, it used
as its criteria for assessment the anti-discrimination duties set out in the Disability
Discrimination Act (DDA). As the authors of the report state, this is “the most comprehensive

study of primary care records and mental health issues in the world (eight million primary care
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records), coupled with Area Studies in four areas, extensive consultation with service users and
providers and evidence reviews.” (p. 4). It found that people with mental health problems
experience s1gn1ﬁcant physical problems. However, in addition, some standard treatments and
tests, such as cholesterol tests, prescription of statins for people with heart dlsease and
‘spirometry for respiratory illness, are received less often by those with mental illness than by
those without. People with mental health problems experience ‘diagnostic overshadowing’, in
which reports of physical ill health are viewed as a manifestation of the mental health problem
and so are not investigated or treated. There was little or no evidence that information on the
physical health needs of people with mental health problems was either regularly collated or
used by commissioners to develop services. The investigation concluded that primary health care
services fail to meet their legal duties under the Disability Discrimination Act, and that primary

“health care services discriminate against people with mental health problems.

Discrimination in provision of specialist mental health care

Several studies refer to discrimination in mental health care provision on the grounds of mental
illness. Some find that people with mental health problems have limited access to mental health
care (64, 68, 71, 167, 172, 173), that they choose not to seek care and not to comply with
treatment (55), and that even when they do seek care, the quality of services provided is poor
(174). One paper that describes well the relationship between structural stigma and
discrimination, from a historical perspective on disability discrimination and its applicability in
the area of mental health, confines itself to defining theoretical concepts rather than providing
empirical evidence (175). While these studies note that stigma and discrimination are common,

none provide clear evidence of a causal relationship with inadequate provision of care.

The World Health Report 2001 provides a list of headings under which discrimination may exist
at the level of the health system, but it does not propose means of assessing any discrimination
therein (Box 3).
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Box 3 Indicators of discrimination at the level of the health system

Large tertiary institutions

Stigmatization, poor hc;spital conditions, human rights violations and high costs
Inadequate treatment and care

Primary health care

Lack of awareness, skills, training and supervision for mental health

Poorly developed infrastructure

Community mental health services

Lack of services, insufficient resources

Human resources

Lack of specialists and general health workers with the knowledge and skills to manage disorders across all
levels of care

Psychotropic drugs

Inadequate supply and distribution of psychotropic drugs across all levels of care
Coordination of services

Poor coordination between services including non-health sectors

Source: The World Health Report 2001

No study was found that compared directly the experience of people with mental and somatic
health problems receiving specialist care. Further, no study was found that described actual
discrimination, be it direct or indirect, in mental health care on the grounds of mental illness,

rather than on some other grounds.

Discussion

One of the challenges in undertaking this review was that while studies often report that people
with mental health problems have experienced discrimination, they rarely specify what
discrimination entails and do not define the nature or characteristics of discrimination in mental
health care. In many studies, the con/cepts of “structural stigma”, “enacted stigma”, “rejection”,
“devaluation” and “discrimination” are used interchangeably. While the concept of stigma is
widely defined and discussed, the concept of “discrimination” is not always clearly defined and
the criteria for assessing its occurrence in health care are specified only, and variably, in
particular areas or specific studies (e.g. primary .hea]th care, in the UK Disability Rights

Commission study).
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Another challenge was that while both stigma and discrimination are often cited in studies,

papers commonly conflate them or focus on only stigma.

A final observation is that the available literature on discrimination in mental health care is
dominated by case studies, which are ranked as low-level evidence with regafd to causal
relationships (e.g. (64, 167)). Also, the available reviews are typically narrative and
unsystematic, making it difficult to assess their conclusions. Many of the studies identified
purport to show evidence of discrimination, but most of them fail to provide it. A notable

exception is the report of the UK Disability Rights Commission (171).

Conclusions

Governments throughout Europe have committed themselves to tackling discrimination against
people living with mental health problems. However, the extent to which they have succeeded is
~ questionable, as it is clear that many people with mental illness do view themselves as being
discriminated against at the level of the health system. Identifying a causal chain is, however,
difficult. First, studies on discrimination in mental health care mainly look at people with mental
health problems who are vulnerable or marginalised in some other respect, such as race, age,
gender, or genetic status, rather than on the grounds of mental illness. Second, studies showing
the problems faced by people with mental health problems (independent of their other
characteristics) in the provision of mental health services, and especially the short-comings of
mental health care, rarely identify discrimination as the root cause of these difficulties. Third,
while there is evidence that health professionals have discriminatory views and consider patients
with mental illness to be stigmatized, it is not clear that this translates into discriminatory
behaviour. None of the studies retrieved offer a framework for systematic identification and
tackling of discrimination within the provision of mental health care on grounds of mental
illness. Many studies struggled to define the boundaries between related concepts such as
structural stigma, enacted stigma, or discrimination and did not define what discrimination in

mental health care entails.
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Chapter 3 Conceptual framework
Introduction

The previous chapters have raised concerns about the presence and extent of discrimination
against those with mental illness. They suggest that those with mental illness are discriminated
against in health care and that this may be a consequence of the nature of their illness. However,
the research to back up these concerns has been weak; there is no doubt that people suffering
from mental illness are often treated poorly but it has not been poséible to establish the extent to
which this is because they have mental rather than physical illness. Much of the literature on
discrimination has concerned itself with other characteristics of the individual, such as their
gender, age or race. The question to be answered in this thesis is whether a person with a mental
illness can expect to be treated as well as someone who has the same characteristics and has an
otherwise comparable physical illness. On theoretical grounds, there are reasons why this may
not be the case, in particular, because of the stigma that has often been associated with mental
illness. In moving forward, it is first necessary to rcview what is meant, in practice, by

discrimination.

. The concept of discrimination — a call for clarity

The concept of discrimination is defined in similar terms in dictionaries that adopt diverse
disciplinary perspectives. Thus, the Oxford American Dictionary of Current English defines it as
“Unfavorable treatment based on prejudice” (176). Similarly, the Oxford Dictionary of
Philosophy defines it as “the unfavourable treatment of particular groups of individuals, on
prejudiced and irrelevant grounds.” (177). So too, the Dictionary of Economics, defines
discrimination as the “Differences of treatment on what are considered irrelevant grounds.”
(178). |

Other dictionaries elaborate on these definitions, providing insight into the reasons why
discrimination occurs. Thus the Dictionary of Business defines it specifically but narrowly as
“The illegal practice of treating some people less favourably than others because they are of a
different sex (sexual discrimination), race (racial discrimination), or religion (religious

discrimination) (179). Similarly, the definition provided by the Cambridge Advanced Learner’s

37



I. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

Dictionary is “To treat a person or particular group of people differently, especially in a worse
.way from the way in which you treat other people, because of their skin colour, religion, gender,
etc.” (180). Banton defines discrimination as “...the differential treatment of persons supposed to
beldng to a particular class of persons...” (1‘81). Thompson extends the considération of the
disadvantage that discrimination entails, stating that it is “...the process (or set of processes) by
which people are allocated to particular social categories with an unequal distribution of rights,

resources, opportunities and power. It is a process through which certain groups and individuals

are disadvantaged and oppressed.”(182).

None of these definitions, so far, mention discrimination on grounds of illness or disability. This
is, however, found in the Oxford Dictionary of Law which states that “Treating one or more
members of a specified group unfairly as compared with other people. Discrimination may be
illegal on the grounds of sex, sexual orientation, race, religion, disability, or nationality”
[emphasis added] (183) . This somewhat general mention of disability is developed further, in
this case in relation to health care, by the Committee on Economic, Social and Cultural Rights as
“any discrimination in access to health care and the underlying determinants of health, as well as
to means and entitlements for their procurement, on the grounds of race, colour, sex, language,
religion, political or other opinion, national or social origin, property, birth, physical or mental
disability, health status (including HIV/AIDS), sexual orientation, civil, political, social or other
status, which has the intention or effect of nullifying or impairing the equal enjoyment or
exercise of the right to health” [emphasis added] (184) (para. 18). In this case, both physical and

mental disabilities are specified.

Historically, the first step in combating discrimination was to recognise that it existed. However,
it soon became clear that this would not be enough and that legislation would be necessary. This
process was exemplified in the struggle for racial equality in the USA, leading to the passage of
the 1964 Civil Rights Act that has banned discrimination based on "race, color, religion, sex or
national origin" in employment practices and public accommodations (185) (titles VI, VII). This
was followed, in 1965, by the International Convention on the Elimination of All Forms of
Racial Discrimination, as well as by a wide range of legislation in many individual countries,
progressively extending the concept of discrimination and the groups that it is illegal to
discriminate against. It was, however, some time before illness or disability was included,

illustrated by the 26-year gap between the passage by the US Congress of the Civil Rights Act
and the 1990 Americans with Disabilities Act (186).
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At the level of the European Union there have been a number of laws on discrimination.
‘However, it is only in respect of employment and training that the criterion of disability is
included, among racial or.e:thnic origin, sexual orientation, religion or belief, and age. In other
areas such as education, social sécurity, health care, access to goods and services and housing,
the scope of discrimination is more circumscribed to include ohly racial discrimination. A draft
directive “...on implementing the principle of equal treatment between persons irrespective of
religion or belief, disability, age or sexual orientation” was introduced in July 2008 but is still

stuck in the legislative process (187).

The enactment of legislation on discrimination required that certain characteristics of
| discrimination be defined more precisely than had been the case previously. First, it recognised
that discrimination can take a number of forms, some more obvious than others. Specifically, as
set out in, for example, the two EU directives, Directive 2000/43/EC (23) (Article 2, paragraph
1, a and b) and Directive 2000/78/EC (24) on discrimination, it can be direct or indirect’. These

are defined as follows:

“a) direct discrimination shall be taken to occur where one person is treated less favourably than
another is, has been or would be treated in a comparable situation, on any of the grounds referred

to in Article 1”; and

“b) indirect discrimination shall be taken to occur where an apparently neutral provision,
criterion or practice would put persons having a particular religion or belief, a particular
disability, a particular age, or a particular sexual orientation at a particular disadvantage
éompared with other persons unless: (i) that provision, criterion or practice is objectively
justified by a legitimate aim and the means of achieving that aim are appropriate and necessary,
or (ii) as regards, persons with a particular disability, the employer or any person or organisation
to whom Directive applies, is obliged, under national legislation, to take appropriate measures in
line with the principles contained in Article 5 in order to eliminate disadvantages entailed by

such provision, criteria or practice.”

Second, the legislation had to state explicitly how discrimination would be recognised. For
example, the EU Directives require the presence of two elements sine qua non for unlawful

discrimination to be present.

* Directive 2000/78/EC covers the grounds of religion or belief, disability, age or sexual orientation as regards

employment and occupation, Directive 2000/43/EC covers the grounds of race or ethnicity as regards education,
social security, health care, access to goods and services and housing.
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i

The first element is harm. In the case of direct discrimination, this is manifest as the less
favourable treatment of one person than another in a similar, comparable situation. In the case of
indirect discrimination, the harm is manifest as a disadvantage unduly affecting a particular

group of people, resulting from measures that are apparently neutral.

The second element is causation, It must be shown that harm was inflicted on the individual or
group because they had some explicit characteristic. As noted above, the potential characteristics
are race or ethnicity, religion or belief, disability, sexual orientation, and age. However, the EU
legislation fails to explain why these characteristics were chosen among the many that could

define vulnerable and marginalized groups.

It is also important to be clear about what is not needed to demonstrate the presence of
discrimination. There is no need, according to the EU Directives, to prove intentionality. The
European Court of Justice has established that “All that has to be established is that “but-for”
their race, religion, or the like, they would have received more favourable treatment. ... Of
course, it needs to be added that there may be a malign motive for either direct or indirect
discrimination” (188) (p. 12).

In summary, therefore, I have shown how the concept of discrimination has evolved to establish
explicit criteria for ascertaining its presence. In the EU legislation these are that harm must result
and that this must be caused by the characteristics of the individual or group. Whether this is
intentional or not is irrelevant. Although much of the existing European legislation does not
specify disability, including mental disability, as grounds for determining whether unlawful
discrimination is taking place, the principles that have been used in determining the presence of

racial, age or sexual discrimination can equally be applied to mental illness.

I can now consider how to operationalize these concepts as they relate to the care of those with
mental illness. First, it is necessary to identify individuals and groups who are similar, and in
comparable situations, other than the presence of mental illness. It is not sufficient to compare
the treatment of those with mental illness with those who do not. The simple facts of being
unwell and seeking care differentiate someone from those not in this position and impose both
obligations and rights (189). For the present purposes, therefore, it is appropriate to compare the
treatment of those with mental illness with individuals who also require health care but do not

have mental illness.
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Second, and equally important, it is necessary to recognise that, within the population seeking
health care, there will be many people with quite different needs. It is important that health care
respects these different needs. All patients should not be treated in exactly the same way simply
becauseAthey are patients; Hc')wever; to the eitent that their needs are similar, then they should be
treated in the same Way. In other words, equal needs should be treated equally but unequal needs
may be treated unequally. This takes us to the concept of equity and, in particular, its two

dimensions, horizontal and vertical equity.

Inequity as the harm of discrimination

In this section I will examine the concept of inéquity. The Oxford English Dictionary defines
equity as “the quality of being fair and impartial” (190) and the Merriam-Webster Online
Dictionary (191) notes that equity implies “freedom from bias or favouritism”. Equity is the
concept, or idea, of fairness or justice that is being applied in different fields. In economics, it
refers to the idea of faimess, particularly with regards to taxation or welfare systems. In health
care, it is one of the dimensions of health care quality, along with effectiveness, efficiency and

humanity (192).

Equity is closely linked to human rights. The WHO Health for All policy document notes: “In
considering equity in the legal human rights framework, the importance of providing equal
opportunities for health becomes evident. Inequity in health status refers to differences that are
not only systematic and quantifiable but avoidable as well. Inequity thus refers to differences that
are unfair and avoidable. Equity is a normative ethical value that entails fair distribution of

resources and access within and among various population groups.f’ (192) (p.34).

Equity has been defined and operationalized in a variety of ways, in some respects reflecting the
diversity seen in definitions and specifications of discrimination. Thus, the International Society
for Equity in Health (ISEqH) defines equity as “the absence of systematic and potentially
remediable differences in one or more aspects of health status” and then specifies that these may
exist “across populations or population subgroups defined socially, economically,
demographically, or geographically”(193). Importantly, this definition does not include the

nature of the individual’s illness.

Other definitions say rather less about the determinants of inequity. Thus, in the WHO document
“Equity and Ethics in Health” (194), Margaret Whitehead states that “Equity in health implies
that ideally everyone should have a fair opportunity to attain their full health potential and, more
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pragmatically, that no one should be disadvantaged from achieving this potential, if it can be
avoided.” (p. 2) She adds that inequities in health “are not only unnecessary and avoidable, but,
in addition, are considered unfair and unjust™ and that equity in health care implies “equal access
' to available care for equal need equal utilisation for equal need, equal quality of care for all”.

However she does not specify the characteristics that might lead to individuals bemg treated

inequitably.

At this point, it is important to note that equity is not the same as equality. This has led to the
conceptualisation of two dimensions of equity. The Dictionary of the Social Sciences states that
“Horizontal equity refers to treating similar individuals similarly” whereas “Vertical - equity
refers to distribution according to differences in relevant circumstances ...” or, in other words,

treating individuals differently according to their needs (195).

In the present context, therefore, treatment of two groups of patients will be horizontally
equitable where it meets those of their needs that are similar in the same way. It will be vertically
equitable where it provides treatment that is sensitive and appropriate to their different needs. In
other words, someone who is a patient in a hospital ward can expect that their environment will
be elean and comfortable regardless of their age, race, sex or illness, although the facilities used
to treat someone in great distress due to an acute psychosis may be different from those used to
diagnose someone undergoing routine investigations for a suspected a physical disorder but who

is otherwise well.

The concept of inequity, with its two dimensions, can help to operationalize the harm that is
associated with discrimination, and which, in the literature on discrimination is often poorly and
variably defined. Direct discrimination is intrinsically horizontally inequitable, in that it results
in two people being treated differently, despite having similar needs (Figure 6). Indirect
discrimination can lead to people who have needs that are different from the majority being
disadvantaged because the system is tailored to the needs of the majority, thus giving rise to

vertical inequity (Figure 7).
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Having established the correspondence between discrimination and inequity, it is hext neceésary
to explore the grounds on which individuals might be discriminated against, or treated
ineqﬁitably. To constitute discrimination, for example as in the EU legislation, one would have
to demonstrate that “but-for” the racé, religion, or other defined characteristics, individuals and
groups would receive more favourable treatment than they actually do. The review of the
literature on discrimination identified a large number of such characteristics that give rise to

discrimination and unequal treatment. But how were they selected?

The choice is not eassr. For example, the EU legislation lists a series of protected groups, defined
on grounds of race or ethnicity, religion or belief, disability, sexual orientation and age, but it
fails to clarify why these subgroups need protection against discrimination or why they were
selected while others were excluded. A review commissioned by DG EMPLOY, assessing
progress in implementation of anti-discrimination legislation, concluded that “Difficulties
emerge as soon as there is mention of the grounds of discrimination. While the directives are
explicit about a certain number of characteristics to be considered as grounds of discrimination,
they do not provide a definition, and the list is neither exhaustive nor limited in scope. (...) For
several grounds of discrimination, in particular those related to race and ethnic origin, the groups
that can be considered discriminated-against minorities are not necessarily the same from one

country to the next and are not designated via identical lexical means.”(196) (p. 24).

A common characteristic of all of the groups identified as subject to discrimination in EU
legislation, and others, is that they are, to a greater or lesser extent, stigmatised. Consequently,
the next section will examine in detail the concept of stigma and its relevance to the emergence

of discrimination.

Stigma — the underlying grounds for discrimination

Erving Goffman stated that “Stigma has been thought of as an attribute that is ‘deeply
discrediting’ so that stigmatized persons are regarded as being of less value and ‘spoiled’ by
three kinds of stigmatizing conditions: ‘abominations’ of the body, such as physical deformities,
‘tribal identities’ such as race, sex, religion, and ‘blemishes of individual character’ such as
mental disorder or unemployment” [emphasis added] (197). It is noteworthy that Goffman
includes mental disorder among the more common characteristics associated with those suffering

discrimination.
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A key aspect of stigma is its visibility. Goffman described how the term “stigma™ originated in
ancient Greece and referred to “bodily signs designed to expose something unusual and bad
about the moral status of the signifier: The signs were cut or bumed into the body and advertised
that the bearer was a slave, a criminal, or a traitor — a blemished persdn, ritually polluted, to be
avoided, especially in public places.”. This idea of stigma as a way of marking someone out as
different was reinforced by Hinshaw. He describes how the “term stigma connotes a deep mark
of shame and degradation carried by a person as a function of being member of a devaluated
social group. Stigmatization encompasses those interpersonal processes whereby other members

come to devalue the group or characteristics in question and begin to interpret all of the person’s

attributes and characteristics in terms of this flawed identity.” (198) (p.26).

Nowadays, however, the concept of stigma has become somewhat diluted, coming to mean “any
attribute, trait or disorder that marks an individual as being unacceptably different from the
“normal” people with whom he or she routinely interacts” (199) (p. 10). This may arise from a
process of “labelling, stereotyping, separation, status loss and discrimination”(200) (p. 367).
However, Hinshaw argues that while “The process of stigmatization draws upon stereotyping,
prejudice and discrimination” it also “goes further, invoking notions of a fundamental mark or
stain related to membership in a devalued group. When individuals are stigmatized, social
interactions may be strained as a result of the “marked” attribute or the fear of its emergence (as
is often the case for concealable stigmas). Stigma also has a major impact on the self-perceptions
and coping styles of those ‘who are its recipients, reverberating throughout families and
communities.”(198) (p.157-158). Thornicroft notes how stigma “elicits some form of community
sanction.”(199) (p. 10) In this way, stigma is linked to attitudes, and while discrimination is

linked to behaviours. As such, discrimination is a form of “enacted stigma”(201).

The nature of stigma relates to its “‘visibility’, or how ob\?ious the mark is, ‘controllability’,
which relates to the origin or the reason for the mark and whether it is under the control of the
bearer, and ‘impact’ or how much those who do the stigmatizing fear the stigmatized”(202) .
Arboleda-Florez notes that the higher the scores for each of these 3 characteristics, the greater
the stigma (203). Hinshaw adds three other dimensions of the concept: course/chronicity,

disruptiveness, peril/danger (198).

Stigma is not, however, a “static concept” and the attributes that give rise to it vary across
societies, cultures and times. “Stigma develops within a social matrix of relationships and

interactions so that new conditions could be stigmatizing and conditions that may be stigmatizing
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at one time or within a given culture, could become accepted later so that their bearers stop being
stigmatized.” (203) (p.3). “Stigma is both universal and specific to individual cultures. All
societies and cultures are motivated to find out groups to degrade and stigmatize, but the speciﬁc
- forms of what constitutes deviance vary across cultures and over time” (198) (p.26). However, in
Christianity visible injuries to Christ and the saints (stigmata) became seen as marks of holiness.
Similarly, in contemporary youth cﬁlture, .images and clothing seen by the mainstream

population as signifying anti-social behaviour are worn as badges of honour.

In the present context, it is important to recognise that mental illness is not stigmatised in all
societies and, indeed, in some, especially those adhering to shamanistic beliefs, sufferers may be

attributed with privileged status.

The impact of stigma

The consequences of stigma can be profoundly damaging. Often used as “a license to the societal
majority to perpetuate and escalate their judgemental attitudes and responses” (198) (p.24),
stigma can lead to violations of human rights, hinder access to health care, employment and
housing (26), [55], (204). “When perceivers begin to view a devalued, marked and stigmatized
person as less than fully human, the potential for punitive and even deadly responses is not far
behind. Perceptions of sub-humanity will come to justify exclusionary and, at times, lethal
responses on the part of those with social power, in that thé victim is seen to lack the

fundamental attributes that would mandate any form of reépect. “(198) (p.26).

Stigma becomes important when there is an imbalance of power between two groups, as in the
providers and recipients of health care. Link and Phelan highlight how “it takes power to
stigmatize” (200) (p.375). Hinshaw notes that “When low-status individuals within a society
gossip or verbally degrade those of higher status, there are typically no important social
consequences; it is only when those in power devalue others that stigma occurs. As power shifts,
however, formerly stigmatized traits and attributes may be upgraded in status, signalling that
there is malleability in stigma processes” (198) (p.25). Therefore “Stigma occurs when negative
and prejudicial attributes are accepted by the dominant culture as defining the stigmatized
person, and become ascribed to all members of the group.”(205) (p. 8). This is why people who

are stigmatized need to be protected, for example by anti-discrimination legislation.

Thus, stigmatization occurs when the mainstream population, in a power position, considers the

characteristic marks (such as the dark colour of the skin, or the preference for the same sex, or
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the diagnosis of a mental disorder) of a particular group in society that has lower influence and
power in the society, to be disgraceful, signalling the flawed, deviant nature of the bearer. The
mainstream population therefore considers people bearing these marks as less worthy or in some

way degréded or devaluated.

In summary, I have characterised discrimination as involving harm to individuals or groups
caused by certain of their characteristics. The presence of harm can be demonstrated by
identifying either horizontal inequity, whereby individuals are treated differently from others
who have the same needs, or vertical inequity, whereby the different needs of individuals are not
recognised, causing some of them to be disadvantaged. I then examined the characteristics that
lead people to be discriminated against and concluded that this is often because they bear a

particular stigma, or visible sign that differentiates them from others.

Levels of discrimination: individual versus institutional discrimination

Discrimination can occur both at an individual level and at a structural, or institutional, level.
Individual/interpersonal discrimination happens when individuals (or single institutions) use

_ different rules for stigmatized groups, by choosing to ignore the rules.

. “Individual discrimination refers to the behaviour of individuals that is intended to have a
- differential or harmful effect on the members of a stigmatized group” (62) (p. 32).

e . “Interpersonal discrimination refers to discriminatory interactions between individuals,
which usually can be directly perceived” (206) (p.624).

On the other hand, institutional discrimination refers to laws, policies, rules or practices of
organizations (such as within educational systems, employment, financial institutions, or social
agencies) that are unfair to a social group (whether based on race, ethnicity, age, sex, religion,
and so forth), or have the effect of placing that social group at a significant disadvantage for

reasons that are not based on equality, fairness and human rights (207, 208).

. “Structural discrimination involves processes that typically represent collective and
macrolevel units rather than individuals; for example, how the insurance systems of national
governments limit mental health benefits. The aggregate of individual properties serves as an
index of macrolevel constructs” (55) (p.619).

Institutional/structural discrimination is systematic - it is built into laws, policies, and rules as

well as institutional practices (“the way we do things around here”). Unless specifically sought,
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it may remain invisible as incidents of discrimination can appear as isolated or random events. It

" is only when a broader analysis reveals that these events are part of a generalised pattern.

~ The concept of institutional discrimination has beeﬁ especially well documented in the non-
health literature. The Stephen Lawrence Inquiry Report defined the related concept of
institutional racism as “the collective failure of an organisation to provide an appropriate and
professional service to people because of their colour, culture or ethnic origin. It can be seen or
detected in processes, attitudes and behaviour which amount to discrimination through unwitting
prejudice, ignorance, thoughtle/ss, and racist stereotyping which disadvantage minority ethnic
people.”(209) (para. 6.34). This concept has since been extended into other sectors, revealing
evidence of how ethnic minorities often receive unfair treatment in areas as diverse as mortgage
acquisition, wages, and job opportunities, illustrating the extent of direct institutional
discrimination. They reside in poorer quality and more overcrowded accommodation, work in
less desirable occupations and experience longer periods of unemployment than their ethnic

majority counterparts (206, 209).

This phenomenon links to the definition used by the Oxford Dictionary of Sociology whereby
“discrimination against some groups in society can result from the majority simply adhering
unthinkingly to the existing organizational and institutional rules or social norms.” (210). As
‘institutional discrimination is often built into the normal working processes of institutions, its
perpetuation requires only that people continue with “business as usual.” Its eradication requires
much more than good will; it requires active review of the assumptions and practices by which

the institution operates and changes to those found to have discriminatory results (211).

Recalling the earlier differentiation of direct and indirect discrimination, direct institutional
discrimination is the process whereby institutions employ intentionally discriminatory practices,
which are purposefully carried out by their individual representatives, acting on the institution’s
behalf. Indirect institutionalized discrimination is not purposely meant to be harmful to a group,
yet nonetheless has a negative impact on a minority group. For example, institutions that use
hiring practices and standards that are traditionally disadvantageous to a particular group may
_ not be intentionally biased against that group, yet such practices may result in discrimination by
presenting unrealistic barriers which cannot be easily be oVercome by those facing historical
disadvantage (212).
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To conclude, institutional discrimination is embedded into the structures, processes and
procedures of organizations and institutions. It is not an isolated, random event, but rather a
systematic phenomenon - it is built into the laws, rules and regulations and procedures of

institutions; :

Direct institutional discrimination — against whom, in which

health care setting and in which country?

Having defined the concept of discrimination and set out the means by which to operationalize it,
it is apparent that discrimination is a complex phenomenon and a corﬁprehensive analysis is
beyond the scope of a single PhD. In selecting aspects to study, certain criteria were employed.
First, how easy is it to observe the discrimination? Direct discrimination will be easier to
observe; indirect discrimination is often more subtle. Institutional discrimination can be observed
through the study of legislation and policies, whereas individual discrimination requires
prolonged observation of the behaviour of health professionals and other decision-makers, an
approach complicated by the likelihood that they will adopt different behaviours when they are

being observed. For these reasons, this thesis will focus on direct institutional discrimination.

Research hypothesis

The aim of this thesis is to ascertain the extent and nature of any direct institutional
discrimination against people with mental illness in specialist health care settings in Romania.
The hypothesis is that such discrimination exists and results from the stigmatisation of mental

illness.

As already noted, to establish this it is necessary to identify two groups, those with a mental -
illness and those with a physical illness that is, as far as possible, similar in terms of health
needs. The criteria for selection are that the conditions should: a) be sufficiently common and
have clear diagnostic criteria; and b) should involve long-term treatment requiring inputs from a
range of professionals in different settings. It is important to compare the actual management of
each, rather than comparing what should happen with some sort of gold standard, such as that set
out in_clinical guidelines (although obviously these should inform the comparison) so that the

analysis can control, as far as possible, for the underlying characteristics of the health system.

The rationale for the choice of conditions selected is set out below.
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The hypothesis will be tested in two stages (Figure 8). The first operationalizes the concept of
institutional discrimination by seeking the presence of horizontal inequity in the structures and
processes of specialist health care settings. The second enquires whether persons in a position of

power and influence in specialist mental health services stigmatise their patients.

Figure 8 Hypotheses tested in the thesis
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Choice ofhealth conditions

For the purposes of this thesis, it was necessary to identify two conditions, one relating to mental
health and one somatic. These should be chronic conditions for whom those affected will have
substantial experience with interactions at all levels of the health system, from primary to
specialist and in outpatient and inpatient (short and long-term) settings. From among the large
group of mental health problems that could have been selected, | chose schizophrenia, for the
reasons described below. The choice of comparator condition was not easy. | wanted to select a
condition that is quintessential”® somatic, so that it could be clearly differentiated from a mental

condition. As such, | excluded neurological conditions. The potential chronic somatic conditions
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included diabetes (type 1 and 2) cardiovascular disorders, respiratory disorders, and cancers.
However, unlike schizophrenia, most of these conditions, with the exception of type 1 diabetes,
develop during adult life, and their onset is in most cases linked to exposure to defined risk
factors, such as smoking, poor diet, lack of physical exercise. As such, they were not ideal
comparators with schizophrenia. Also, the prevalence rates of type 2 diabetes, cardiovascular
disorders, respiratory disorders, or cancers is significantly higher than that of schizophrenia, so
that they occupy more of the mainstrgam of health services. As such, their management within
health system is often prioritised not only over mental illness but also other somatic conditions,

rendering themunfair comparators.

The two conditions selected for study meet the criteria set out above. They are schizophrenia and
type 1 diabetes. Schizophrenia and diabetes are both chronic diseases, in that they are long-
lasting and recurrent. In these respects they differ from acute diseases that are short-lasting,
either because they result rapidly in recovery, being self-limiting or responsive to treatment, or in
death. Traditionally, health services have been designed to respond predominantly to the latter,
not least because, beyond sympathy and general support, there were few treatments available for
the former until the 20" century. The Disease Control Priorities Project highlighted the
‘convergence towards a predominance of non-communicable diseases in most regions of the
world’, arguing for research that will “deliver[ing] important interventions that might rely on
lifelong medication” (213). In fact, the turning point may be considered to have taken place in
1921, with the discovery of insulin, while safe and effective drugs for schizophrenia did not
become available until the synthesis of Chloropromazine in 1950. The definitions and
epidemiology of the two conditions are described below, along with the rationale for their

selection.

Why schizophrenia?

According to the WHO International Staﬁstical Classification of Diseases (214), “schizophrenic
disorders are characterized in general by fundamental and characteristic distortions of thinking
and perception, and affects that are inappropriate or blunted. Clear consciousness and intellectual
capacity are usually maintained although certain cognitive deficits may evolve in the course of
time. The most important psychopathological phenomena include thought echo; thought
inéertion or withdrawal; thought broadcasting; delusional perception and delusions of control;

influence or passivity; hallucinatory voices commenting or discussing the patient in the third
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person; thought disorders and negative symptoms. The course of schizophrenic disorders can be
either continuous, or episodic with progressive or stable deficit, or there can be one or more

episodes with complete or incomplete remission.*,

Though not the most common mental health disorder, ithe prevalence of schizophrenia in
European countries is similar, regé.rdless of the economic status or political system. It is one of
the most debilitating psychiatric conditions, posing a great burden on the affected individuals,
their families, the health system and society. Its management requires a combination of
interventions including medication, psychosocial interventions, social care, support to facilitate
recovery and rehabilitation. This requires collaboration from a complex team of professionals
including psychiatrists, psychologists, social workers and occupational therapists. The quality of
life of people with schizophrenia is highly dependent on the quality of services made available to

them.

As a severe and enduring condition, schizophrenia is considered to be one of the most
stigmatized mental disorders. The World Psychiatric Association made one of its priorities to
tackle stigma faced by people with schizophrenia from the population as well as by health
professionals (215-217). All this makes schizophrenia a good choice given the aims of this

research, as it is a highly stigmatised chronic condition.

Why type 1 diabetes?

The comparator condition employed in this thesis is type 1 diabetes. This is a chronic disease
that occurs when the pancreas does not produce enough insulin, or alternatively, when the body
cannot effectively use the insulin it produces. It is a life-long condition and requires daily
treatment with insulin, coupled with careful management of diet (with both having to be adjusted
to take account of, for example, exercise and intercurrent illness). Diabetes often results in a
series of complications affecting, among others, the cardiovascular, renal and nervous systems
and eyes. It can also cause acute emergencies due to high or low blood glucose levels (218). The

onset of type 1 diabetes is typically in childhood.

Diabetes has been used as a tracer condition that allows the identification of weaknesses within
the health care system, offering insights into its performance (219), for several reasons. Firstly,
type 1 diabetes is a distinct condition that is rapidly diagnosed; there is no large pool of
undiagnosed sufferers and those affected can be easily identified from health professionals.

Secondly, prognosis of patients with diabetes is directly linked to the quality of the health care
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they receive. If inadequately treated, in time diabetes can lead to a variety of health problems
affecting the heart, blood vessels, eyes, kidneys and nerves. To prevent the onset of these
complications it is necessary that the patient have access to a well-functioning health care
systeni; where different segments of care are well-coordinéted. Therefore, the better the health
care system, the better the chance that someone with diabetes is able to live a long and relatively

normal life, being able to manage his/her health problems efficiently.

Type 1 diabetes thus represents a common chronic physical condition whose management has
much in common with schizophrenia, a chronic mental condition. First, the point prevalence in
Europe of type 1 diabetes (about 4.8 million people) is comparable with that of schizophrenia
(4.3 million people) (2). Also, the twentieth century saw enormous changes in the management
of both conditions. In 1921, the discovery of insulin by Banting and Best transformed type 1
diabetes from a rapidly fatal disease of childhood to one compatible with a normal life
expectancy, albeit one requiring a complex package of multi-disciplinary care as well as an
active role of the patient in self-management (220). The discovery, in the 1960s, of neuroleptics

(221), similarly transformed the clinical management of schizophrenia (222).

While there are obviously many specific aspects of treatment that are different, such as the
medications used, the key elements of care are functionally the same both for schizophrenia and
type 1 diabetes. Thus, optimal management of both diseases requires ready access to
appropriately equipped facilities, staffed by appropriately qualified health professionals. Both
require the integrated efforts of a team of health professionals. In the case of diabetes this
includes some that are medically qualified, such as endocriho]ogists, some with specialist
nursing training and some from other professions, such as dieticians and chiropodists. In the case
of schizophrenia the same broad categories are required but the details differ. In this case the
physicians are psychiatrists, the nurses have specialist qualifications in mental health, and the

other professionals include psychologists, psychiatric social workers and occupational therapists.

Choice of health care settings

The next question relates to the settings in which to undertake the research. Evidence from many

" European countries indicates that those with severe and enduring mental health problems do not
receive the specific tfeatment for their condition in primary care (223). While in some countries,
general practitioners do identify, diagnose and, in mild cases, treat people with diabetes and

common mental health problems, in Romania most treatment for severe disorders is undertaken
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by specialists, with GPs playing at most a supportive role. For this reason, the research will be

undertaken in facilities providing specialist services.

‘Rationale for selecting Romania as research setting

The countiy m which this research is undertaken is Romania, a transitional country that joined
the European Union in January 2007. It still relies heavily on traditional systems of treatment
and care for people with mental health problems, and is struggling to introduce nationwide
reform. A former communist country, it endured arguably one of the harshest dictatorial regimes
during the 1970s and 1980s. It was also among the most isolated of the eastern European
countries, with very limited access to international literature and thinking. After the political
changes at the end of the 1980s, the country went through a process of transition that proceeded

much more slowly than in its neighbours and which was characterised by widespread corruption.

Like many of the former communist countries of Eastern Europe and the former Soviet Union,
Romania is engaged in a process of reforming its mental health systems, looking to Western
countries for models of good practice. In spite of sustained international support (e.g. through its
participation in the Stability Pact, a sub-regional initiative sponsored by the WHO, the Council
of Europe and a number of Western European governments) little-had been done by the time this
research was initiated. At that point Romania was in the process of acceding to the European
Union and was subject to a specific requirement to tackle the poor quality of care for people with
mental health problems, many of whom experienced grave human rights abuses. In 2006, a
WHO report of an assessment mission to Romania, identified discrimination as one of the key
reasons for the poor conditions of people with mental disorders in Romania, compared with
others interacting with the health system (224). In 2000, Romania adopted anti-discrimination
legislation that protects people from vulnerable and marginalised groups against direct and
indirect discrimination in a number of areas, including health care (225). Among these groups,
the legislation includes people with chronic non-communicable diseases and people with

disabilities, both encompassing people with schizophrenia.
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Criteria for assessing inequity and stigma

A framework for assessing quality of care for patients with complex chronic
disorders ‘ ’
The classic starting point for assessing quality of care is Donabedian’s structure-process-

outcome framework (226). This is readily applicable to the current research.

Structure designates the conditions under which care is provided (the way in which the health

system is set up) and includes:

1) material resources (e.g. facilities and equipment);

2) human resources (numbers, variety, qualifications);

3) organisational characteristics (the organisation of medical and nursing staff, kinds of

supervision and performance reviews, methods of paying for care).

Process refers to activities that constitute health care including diagnosis, treatmeﬁt,
rehabilitation, prevention, patient education. This is usually carried out by professionals but also
includes service users and carers. It also refers to such factors as what was done to a patient, how
the health team operates, how clinical guidelines are used, measures of waiting time, and quality

of record keeping and communication.

Outcomes refer to the change in the parameter being measured, most often health status. This is,
however, beyond the scope of this project given the time frame, the challenges in applying

validated measures, and the many potential confounding factors.

However, while this model is helpful in thinking through the scope of what needs to be included,
it should not be seen as a rigid blueprint for assessment. Consequently, I have grouped them into
meaningful categories for use in the research. In doing so, [ have drawn upon a large number of

international guidelines and recommendations. These are listed in Annex 2.

There is a striking difference between documents setting out standards for the care of
schizophrenia and diabetes. Much of the guidance and recommendations on mental illness begin
from an implicit assumption that those suffering from these disorders will be disadvantaged in
many different ways. Consequently, they set out in considerable detail the basic elements of
treatment that many would expect for someone with any disorder, whether mental or physical.
These include, even if not always explicit, beneficence (doing good), non-malificence (not doing

harm), dignity, and autonomy. These have often been operationalized in guidance on mental
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health, for example, by specifying that people will be treated in decent facilities by trained staff
who respect their human rights. In contrast, guidance on diabetes simply takes this for granted,
perhaps because such considerations can be found in many generic charters of patient rights and

similar documents.

Another implicit assumption is that mental illness will be accorded a very low priority, especially
compared with physical illness. Consequently, they typically include preambles setting out the
burden of disease attributable to mental illness and evidence that the response is inadequate. In
contrast, guidance on diabetes, with the singular exception of the St. Vincent Declaration, simply

assumes that policy makers will recognise the importance of putting in place systems to respond

to diabetes.

A further difference, reflecting the different emphasis of the two types of guidance, is that
recommendations on diabetes contain much more content that is specific to diabetes, such as the
detail of insulin regimes. There is also a difference in the extent to which each type of guidance
uses evidence, which is generally much more explicit for diabetes, whereas that for mental
illness more often appeals to values. Finally, there is a high degree of consensus (indeed virtual
unanimity, after taking account of the timing of guidance in the light of emerging evidence) on
the management of diabetes, while this is not the case for mental illness. Thus, not all of the
policies of international bodies are endorsed by organisations representing users and carers. For
example, the UN Principles of the Protection of Persons with Mental Illness and for the
Improvement of Mental Health Care (MI Principles) have been criticised heavily in a Position
Paper issued by the World Network of Users and Survivors of Psychiatry (WNUSP), which
rejects the MI Principles and even called for their revocation on the basis that, in their (WNUSP)
view, they promote the dominance of the medical model (by using the term “patient™ and by
specifying medication as the only type of treatment), that they endorse involuntary detention and
treatment, contravening thus the Universal Declaration of Human Rights, and that they fail to

take adequate account of citizen’s rights.

The following sections represent the distillation of what emerge as key themes from this
guidance. For the reasons set out in the previous paragraphs, most are stated explicitly in the
guidance on the management of mental illness, but are implied from the guidance on diabetes.
Clearly, the relative importance of each theme may differ for the two conditions but those
selected are, to some extent, applicable to both. These issues have been operationalized to

produce a set of criteria for assessing those aspects of the care of patients attending specialist
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facilities in Romania who have diabetes or schizophrenia (Box 4). The criteria that will be used
in the research are as follows. Each of these will then be expanded on in the subsequent

~ paragraphs.

Box 4 Criteria for assessing aspects of care that are équally applicable to the management

of schizophrenia and diabetes

1. Accessibility of specialist services
1.1. Access to care in the least restrictive environment/ community-based settings (S)
1.2. Geographical accessibility of services (S)
1.3. Access to services when needed (opening hours/ out of hours staffing) (S/P)
1.4, Access to different parts of the system, as needed (Referral system) (P)
1.5. Financial access to services (financial affordability) (S/P)

2. Availability of evidence-based treatment and care
2.1. Availability of medication (S/P)
2.2. Availability of other evidence-based interventions (P)
2.3. Social care (P)
2.4. Physical health (P)
2.5. Availability of enough staff in all settings (S)
2.6. Availability of multidisciplinary teams with good representation of each professional category (S)

3. Delivery of care

3.1. Individual treatment plan developed for each patlent in the basis of a holistic assessment, service users
participate in the development of the treatment plan and are given a choice of treatment when
appropriate (P) ’

3.2. Presence of discharge procedures (P)

3.3. Continuity of care (P)

3.4. Staff has the appropriate competencies and skills (S)

3.5. Empowered to care for themselves and live an as independent life as possible/ Personal autonomy (P)

3.6. Involvement of service users in shaping the services (P)

3.7. Involvement of families and carers (P)

4. Quality of facilities
4.1. Protection of patient’s privacy and safety, decent living environment (S)
4.2. Presence of appropriate treatment facilities (S)
4.3. Hygiene (S/P)
4.4. Food and drinks (S)

5, Protection of human and civil rights
5.1. Right to respect of all human and civil rights on mental health facilities (P)
5.2. Right to informed consent to treatment (P)
5.3. Right to confidentiality (P)
5.4. Right to information (P)
5.5. Right to access to personal information (P)
5.6. Right to notice of rights (P)
5.7. Treatment sensitive to needs of minorities and those with different cultural and religious backgrounds (P)

Note: S = structure; P = process measures.
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Patients should have access to relevant services and treatment. Neither should find their access to
care limited by financial factors (1.5) physical distance (1.2) or opening hours (1.3) from
- services. Their treatment should restrict them as little as possible from leading a normal life (1.1,
‘,3.6). Thus, where possible, those with schizophrenia should bé managed in the corhmunity while
those with diabetes should not be required to spend periods in hospital to undergo annual
assessments, as happens in some former Soviet countries (227). Similarly, diabetes treatment

regimes should enable patients to adapt their diets and insulin to accommodate a varied lifestyle.

Treatment should be based on the best available evidence (2). This means that patients with

schizophrenia should have access to a range of medical and psychosocial interventions; those

with diabetes should have access not only to insulin but also to the testing equipment that allows

them to monitor their condition (2.1 and 2.2). There should be an adequate supply of essential
drugs (2.1), appropﬁate to the patients being treated, and there should be scope to manage co-

morbid conditions (2.4).

Patients with chronic disorders should also benefit from adequate social protection (2.3), which
should, ideally, be integrated with the health care system. The precise nature of these
arrangements is not, however, specified in international guidance. However, some broad
recommendations exist. For example, disability benefits should be provided for persons with
‘mental disorders at similar rates to those granted to people with physical disabilities, and in
countries that have public or private health insurance schemes (2.3), legislation should ensure
that people with mental disorders are able to obtain adequate insurance coverage for the

treatment of both mental and physical conditions (1.5).

Guidance on both conditions identifies the importance of sufficient well trained,
multidisciplinary staff (2.5), evenly distributed across different levels of services and across
geographical areas. They should have the relevant competencies to cope with changing demands
and adopt new models of service delivery that facilitate integration of services, multidisciplinary
approaches (2.6) and inter-sectoral collaboration. To ensure that this occurs, staff should be
provided with training that matches the required competencies, adapted to the context in which

they are working (3.4).

Patients are expected to benefit from holistic (3.1) and sufficiently frequent assessments, to
participate in the development of their treatment plans and only rpceive treatment following their

informed consent (5.2).
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Although equally applicable to diabetes and schizophrenia, guidance on diabetes has placed
greater emphasis on continuity of care (3.3) a;:ross all tiers of the health system (1.4) and
bridging the gap between episodes of care (3.2). This is exemplified by the Chronic Care Model,
’initial‘ly devéloped for fhe management of diabetes, which now underpins various models of
long-term care (228-230).

Service users should be involved in shaping the services they receive (3.6), which should also

take account of the needs of their families and carers (3.7).

Health facilities should comply with certain criteria (4), which are more commonly found in
guidance on the management of mental illness. The physical environment should be structured
so that patient’s privacy is protected as far as possible: there should be sufficient space for the
number of patients being treated; there should be reasonable space for receiving visitors; and
adequate space should be provided for patients to store their personal belongmgs (4.1). In-patient
facilities should be arranged in such a way that each patient has a small piece of territory which
is seen as his or hers, large-capacity dormitories depriving patients of all privacy should be
avoided and there should be reasonable privacy for bodily functions. Bedside tables, wardrobes,
and individual clothing should be made available. There should be reasonable space for specific
treatment procedures (including psychotherapies). Facilities should have available necessary
rooms for vocational rehabilitation, facilities for leisure, recreation, education and religious
practice (4.2). Patients should be allowed access to their room during the day rather than being
obliged to remain with other patients in communal areas. Patients’ rooms and recreation areas

should be adequately decorated.

Facilities should provide a safe and hygienic environment (4.3); adequate sanitary conditions
should be maintained in the facilities, and toilets should be in good working order for all
patients. Catering arrangements should also take into account patients’ customs and beliefs and
the needs of those with disabilities, meals served to patients should meet recommended
minimum nutritional requirements (4.4), suitable food should be provided to those with special
nutritional needs. Facility kitchens should comply with agreed standards for hygiene and food
service, sufﬁcient and appropriate eating utensils should be available for use by patients, and an

adequate supply of water should be available for patients.

Finally, as already noted, guidance in the field of mental illness places considerable emphasis on

the rights of patients, while this tends to be implicit in relation to diabetes. Examples include the
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right not to be subjected to unauthorised, experimental treatment (5.2), the right to
‘conﬁdentiality (5.3), to information (5.4, 5.5), to access to personal information (for example by
~ specifying that people with mental disorders have the right to free and full access to their clinical
‘records), the right to be made awé.re of their rights (informing patients of their rights at the
earliest possible time (5.6)) and the right to respect of all human and civil rights within health
facilities (5.1). Services should also be acceptable to all users, for example through sensitivity to

cultural, religious, and related dietary considerations (5.7).

These criteria have been selected to capture aspects of treatment that should be similar for both
types of patients. Thus, if I find evidence that the care provided in Romania to patients with
schizophrenia is systematically worse than that to those with diabetes, then I will be able to
conclude that there is horizontal inequity in their management. The next step is to assess whether

such inequity has arisen because of stigmatization of mental illness.

Criteria for assessing' the presence of stigma

According to the definition of stigma discussed earlier, those in a position of power and
influence stigmatize individuals and groups if they consider the characteristics, or “marks” (such
as the diagnosis of schizophrenia) of those with a disability to be in some way disgraceful and
signalling their flawed nature. This will lead them to view such individuals and groups as less

worthy, degraded or devalued.

There are a number of instruments that have been developed to determine the existence of
stigma, including questionnaires and interview guides for different target groups (examples are
included in Annex 3). A review of these tools identified certain common themes identified as
characterising stigmatization by health professionals and others involved in the treatment and
care of people with mental health problems. For example, stigmatization by health care providers
occurs when patronizing attitudes and beliefs are expressed such that the diagnosis of a particular
disorder or type of disorders should, by virtue of the judgements associated with the disorder,
result in the provider failing to uphold the rights of the individual concerned. This can be

demonstrated by:

s Not informing patients about their diagnosis;

» Not providing comprehensive information about the cause or origin, risk factors and

treatment of a disorder in a friendly, easy to understand manner;
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» Believing that people with mental illnesses cannot comprehend nor apply suggested
treatment; '
» Not explaining to patients the impact of the disease on their everyday life, what they can do,
and whét they cannbt (e.g. they can drink coffee and have children); ’
'« Having a negative attitude about prognosis and the possibilities for rehabilitation and
recovery;
» Believing that people with mental illnesses are incapable of independent living or real work
and are not able to lead a ‘normal’ life;
= Failing to consider confidentiality of information, diagnosis and health status;
s Considering that a diagnosis of a severe mental disorder should result in discarding certain
rights of service users:
o to self-determination, e.g. a woman who had suffered severely from a mental illness
should have an abortion in the case of a pregnancy;
o to treatment options. This belief holds that service users should be treated against
their will, even when they are not a danger to themselves or others;
» Physically threatening or attacking service users because of the diagnosis of a mental
disorder.
Stigmatization is also reflected in the language used towards people with mental health
problems: |

= Negative stereotypes about people with mental health problems are reflected by words such

b2 I 14

as: “dangerous”, “violent/aggressive”, “unpredictable”, “stupid/of little intelligence”, “less

6.

skilled”, “bedraggled”, “abnormal”, “unreliable”, “untrustworthy”, “weird”, “unpredictable”,
“unreasonable”, “lacking in self-control”, “lazy”, “lacking in personal hygiene”;

» Labelling behaviour with a psychiatric diagnosis (e.g. the tendency to view one’s caseload as
full of “schizophrenics”, “bipolars”, “psychotics” or labelling negative behaviour as, for
example, “crazy”). A

Finally, stigmatization can also be recognised in the provision of treatment in the following

circumstances:

s Underestimating the effectiveness of psychosocial treatments in the belief that people with
mental health problems cannot be successfully treated without drugs;

» Believing that people with severe mental disorders should be kept in hospitals as they cannot

be successfully treated outside the hospital in the community;
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= Believing that all people with mental health problems need prescription drugs to control their
symptoms (this is, however, clearly appropﬁate for schizophrenia so this criterion will not be
used in this research); _ ‘

. Displéying of a lack of interest in the person suffering the mental illness and the hiétory of
their mental health problem;

= Not taking seriously complaints about somatic health problems, being ridiculed, or facing the
suspicion that their physical complaints may only be imaginary;

= Blaming the patients for having the disease, placing the responsibility for the onset and
continuation of their disorders on a weakness of character, implying that people are
themselves to blame for their own mental illness and that they do not have a real illness and
could “snap out of it” (this was not applicable to schizophrenia so this criteribn will not be
used in this research). '

These criteria will inform the detailed methods that will be set out in the next chapter. They will

be used to ascertain whether those in a position of authority and influence over the treatment of

patients manifest stigmatization through their expression of attitudes and beliefs, their language

and their approaches to treatment. In the event that the research findings show that stigmatization

occurs, conclusions will be drawn wi}h regard to direct institutional discrimination. However,

this is dependent on findings evidence of horizontal inequity.

- Summary

This chapter has provided a conceptual background to the methods that will be employed in this
thesis. It has defined discrimination as haﬁn that is caused to individuals or groups on the basis
of their identifiable characteristics. For the purposes of this thesis, it has further defined that
harm is the receipt of care that is less good than that received by others with similar needs, here
differentiated by having a physical rather than a mental illness, and has shown why this is a
manifestation of horizontal inequity. It has then examined why such inequity might exist and has
identified the potential importance of stigma, in which certain characteristics, in this case, mental
illness, mark out groups and individuals as .less deserving than others. The next chapter will
describe the detailed methods that will be used to test the hypothesis that those suffering from
mental illness in Romania are discriminated against in comparison with their counterparts whose

illness is physical.
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Chapter 4 Research design and methods

This chapter sets out the aims and objectives of the thesis and describes the research methods

that will be used to achieve them.

Aims and objectives
Aim

The aim of this thesis is to ascertain whether people with mental health problems are

discriminated against in specialist mental health services in Romania.

Objectives

This aim will be pursued through a series of interlinked objectives, each generating a number of

questions.

1. To determine whether people with chronic mental health problems (exemplified by
schizophrenia) are treated equitably (horizontal equity) in specialist services in Romania, as
compared to people with chronic somatic problems (exemplified by type 1 diabetes).

1.1. Do policy and legislation that apply to specialist health care of people with chronic
mental health problems (exemplified by schizophrenia), and with chronic somatic problems
(exemplified by type 1 diabetes) provide for comparable treatment for their comparable
needs?

1.2. Do people with schizophrenia experience equitable treatment in specialist services as
compared to people with type 1 diabetes, i.e. do they have comparable:
= gaccess to specialist services?

» availability of evidence-based treatment and care?
= delivery of care?
= quality of facilities?

» protection of human and civil rights?
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2. If evidence of worse treatment of those with schizophrenia is found (horizontal inequity), to

determine whether this is the result of stigma against people with severe mental health

problems, or is it benign neglect.

2.1. Do people in a position of authority and influence in specialist mental health services

(namely the health professionals) sﬁgmatise people with schizophrenia (exemplifying people

with chronic mental health problems), i.e. display stigmatising attitudes and beliefs, language

or approaches to treatment?

These objectives are set out diagrammatically in Figure 9.

Figure 9

Diagrammatic representation of the thesis objectives and research design
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Research method — Rapid Assessment and Response (RAR)

This chapter outlines the research method chosen, Rapid Assessment and Response, including its
theoretical underpinning and relevant methodological issues, the strengths and weaknesses of the

research methods, methods of data analysis and ethical considerations.

What is a rapid assessment?

When selecting the research methods, several options were considered: the Rapid Assessment

and Response, the Ethnographic Technique and the Nominal Group Process (231-237).

Ethnographic studies involve collection of very detailed information over prolonged periods of
time, posing high demands on both time and financial resources (237). Ethnographic studies also
require that the researcher will undertake observations of the social and natural environment of
the informants. Such observations would go beyond the scope of this research, which targets
specifically the health system. Rapid Assessment and Response methods are considered an
effective alternative to detailed ethnographic studies in many circumstances, especially where
time and resources are limited, but also because they incorporate a wider body of evidence than
ethnographic studies. Consequently, they have been used extensively to assess the performance
of health care systems. There were other reasons for rejecting an ethnographic study: this
included the difficulty of including so broad a range of key informants, the unstructured
approach to data collection, and the potential need for participant observation, which would be
extremely difficult in the circumstances being studied.

Another possibility was the Nominal Group Process, as a means to provide qualitative insights
into health care issues. It would have offered a structured approach to understanding the issues
faced by the two patient populations but is best suited to exploratory research designed to
identify problems faced by a group or community. Since this research was based on a defined
conceptual framework and targeted a specific issue, namely institutional discrimination, this
methodology was deemed to be unsuitable. The method of data collection is also unfeasible with
the groups that are the subject of this research, as it would not have been possible to bring the
participants together in one place, divide them into groups, and give them assignments (such as

silent generation of ideas in writing), albeit for different reasons dependning on whether they
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were patients or health professionals. In addition, it was not feasible to conduct this work as an

individual researcher. Consequently, it was not an ideal option for PhD research.

The fapid assessment/ appraisal family of social research methodologies includes Rapid Rural
Assessment, Rapid Appraisal, Participatory Rural Assessment or Rapid Assessment and
Respons'e (238-245). The last of these has been tailored specifically for use in the area of health,

which makes it most suitable for the purpose of this research.

Rapid Assessment and Response (RAR) is defined as “a means for undertaking a comprehensive
assessment of a public health issue in a particular study area, including characteristics of the
health problem, population group affected, settings and context, health and risk behaviours, and
social consequences. It identifies existing resources and opportunities for intervention, and helps
plan, develop and implement interventions. RAR draws from the experience of community
development, participatory approaches and learning and rapid rural appraisal” (243). RAR is
typically used in situations where organisations require contemporary, relevant data to develop,
implement, monitor or evaluate health programmes, and where data are needed quickly and time

and cost constraints rule out other, more conventional, research techniques.

The RAR includes a set of key features whose applicability to the current research is described in
Table 1.

Table 1 Features of the Rapid Assessment

RAR Features Implementation

Implementation took place between 19 September 2007 and 7

Speed: typically completed within 12 weeks;

January 2008.

Cost-effectiveness: uses techniques that have a
high output of information in relation to input of
research efforts;

By employing different techniques for each target group, this
RA aims to obtain an optimum of information with minimum
resources.

Practical relevance to interventions: its utility
may be better judged by its adequacy for
decision makers than increasing scientific
knowledge for academic purposes;

The research is aimed at and designed to provide concrete
information on the current status of discrimination against
people with mental health problems. Relevant findings have
already been shared with and used by key stakeholders in
Romania (as detailed in the Chapter on Conclusions and Next
steps).

Use of existing information: new data gathering
exercises, such as surveys, are undertaken only
where existing sources of information are
inadequate. The aim is to verify information,
reveal different aspects of the topic under
investigation, challenge the interpretation of
evidence, increase the validity and reliability of
the rapid appraisal findings as well as the quality
of interventions developed;

Information from a variety of source has been reviewed in the
policy and legislation review, as described in Chapters 6 and 7
of the thesis.
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RAR Features

Implementation

Multiple methods and data sources: it combines
methods and sources of data to encompass all
relevant aspects. Triangulation between multiple
methods and data sources (e.g. between existing
data reports, key informants interviews, focus
groups, observations, mapping techniques, and
community - surveys) - allows findings to be
crosschecked and  validated throughout.
Different methods reveal different perspectives
and conceal different aspects of the topic,
allowing an insight into the scope and depth of
the issue addressed. The chances that important
conclusions are missed are decreased
significantly (which increases accuracy);

The Rapid Assessment was implemented by triangulating data
gathered using the following methods: 1) systematic review of
policy and legislation; 2) focus group; 3) semi-structured
interviews; 4) group interviews.

The data was retrieved from the following sources: 1) policies
and legislation; 2) existing literature (including published or
unpublished reports and other documents); 3) services users;
4) health professionals.

Inductive approach: defined as the process of
drawing conclusions and developing hypotheses
from the data collected, and then searching for
information that confirms, denies or modifies
these conclusions and hypotheses. During the
rapid appraisal questions and hypotheses will be
investigated as they emerge during the data
collection. Flexibility through induction is a
vital part of the process;

The rapid appraisal is based on the criteria for assessing ,
aspects of care that are equally applicable to the management
of schizophrenia and diabetes, as identified in the Conceptual
Frameworks. Additionally, information the on current status
of policies and legislation was used in the direct data collected
from the selected target groups.

Multi-level analysis: analysis commonly moves
across several levels of investigation (individual,
community, structural) in order to identify
different levels for the intervention;

The investigation will take place at two levels: 1) at the level
of service users; and 2) at the level of health professionals.

Adequacy of the public health response: the
purpose of RAR is to gather information that
can be used for further action;

The research will be fed back to policy makers in Romania.

Practical adequacy: optimal ignorance (to
neglect irrelevant information) and
proportionate accuracy (to prioritise practical
adequacy over scientific perfection — especially
with regard to surveys in which much of the
data collected has a degree of accuracy thatis
unnecessary — ensure precise quantitative data

- are collected only when needed, and that other
methods that are more appropriate are used
when appropriate);

This principle is central to the implementation of this Rapid
Assessment and was reflected in the way the research was
conducted.

Pragmatism: Social research is rarely possible in
ideal conditions. It implies having a pragmatic
approach to the situation, adapting to different
situations. This is essential.

The selection of service users and professionals will be done
through opportunistic and prospective sampling. Cultural
variations across sub-regions of Romania have been discussed
in the RA Module 2 on Study Area Profile and limitations of
findings are specified in relevant sections of the results (i.e.
section on care for ethnic and religious minorities).

Opportunism: it is important to use any data
chanced upon and make the most of any
research opportunity that presents itself;

This principle will be used in the search for existing
documents. Opportunities such as meetings and conferences,
etc. will be used to discuss findings with key informants and
identify relevant materials. Also, such opportunities have also
been used for the initial consultation phase of the Rapid
Assessment.
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RAR Features Implementation

Stop at the point of saturation: the point of | This principle will be applied in data collection.
saturation is where the team is no longer getting
any new data or information on a particular
topic that would refine or challenge their
hypotheses and interpretations. At this point the
team should move on to a new topic.

Ethics: neutrality, confidentiality, informed All these principles will be respected in the implementation of
consent, feedback, consequences of one’s the research.

actions;

Cost: low to medium, depending on the methods | The methods selected and the sample size require minimal
selected; financial resources for an optimum result.

Skills required: non-directive interviewing, | I have previous experience with facilitating focus groups,
group facilitation, field observation, note-taking, | managing implementation of surveys and note-taking.
and basic statistical skills.

The WHO Guide for RAR makes the point that “RAR methods are arguably more rigorous,
reliable and valid than investigations that use a single research method or data source” (246)
(p.8). They give a relatively accurate picture of the prevalence of a phenomenon, attitude,
perception, or behaviour pattern, but not of its extent or incidence. Findings usually relate to
speciﬁc communities or localities and can be difficult to generalise. However, this approach has
an added value when studying complex socio-economic changes, highly interactive situations, or
people’s underlying motivations, beliefs and value systems in project and programme settings.
At the same time, the implementation of a RAR can bridge gaps among the communities
concerned, the affected populations and other stakeholders with regard to the policy-makers. It
can facilitate the translation of findings from the assessment process into a public health
response. It produces rapid results at a lower cost than more formal methods and gives the
investigator flexibility to explore new ideas and issues that may not have been anticipated when

planning the study, but that are relevant to its purpose.

Limitations of the RAR

At the same time, undertaking a RAR poses a set of challenges for the researcher and their team.
During the data collection stage, individual preferences, judgements and views of the interviewer
may significantly affect the conduct of inquiry. The flexibility given to the iﬁtewiewer
contributes to more in-depth discussion but also leads to an increased probability of the
introduction of biases and distortions (such that the investigator hears what they want to hear and
ignores what they don’t want to hear, or worse, is not even aware of the problem of possible

distortions). This problem is compounded by using multiple interviewers. This problem is
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addressed in this research by having one person, the author of this thesis, conduct all interviews

and focus groups.

Another challenge faced by researchers undertaking this method is recording, coding and
analysing the data collected. This requires appropriate use of techniques for recording and
analysing qualitative data. Strategies employed to minimize any element of bias during

collecting and analysing data will be discussed in respective sections.

Structure of rapid assessment

Rapid Assessment and Response is a mixture of different modules that can include: initial
consultation; generation of a study area profile; contextual assessment; population and setting
assessment; health issues assessment; health and risk behaviour assessment; social consequences
assessment; and intervention assessment. Assessment grids can be used to structure the inquiry,

and in planning, fieldwork and summarising of the findings.

For each RAR relevant types of assessments are selected as appropriate; the first three (initial
consultation, generation of a study area profile and contextual assessment) are used in almost all
RARs and the last one (intervention assessment) is used in all RARs. Since this is a research
project is not embedded in an ongoing process of policy design and implementation, and given
the complexity of mental health systems this research implemented only the four key modules of

the RAR methodology, as follows.

Module 1: Initial consultation

This module aims to support the initial judgements regarding the practical aspects that will be

involved in implementing the assessment.

Decision on the services to be included in the research

In Romania, people with schizophrenia receive specialist care in 3 main settings: acute inpatient
mental hospitals, long-term inpatient mental hospitals and outpatient mental health dispensaries.
Specialist services for people with type 1 diabetes offer outpatient care in dispensaries and acute
inpatient care in hospitals, but there are no long-term care institutions. During this stage of the
research I discussed with relevant in-country specialists which of these services should be
included in the research and to what degree, in order to allow for a meaningful comparative

analysis of experiences with specialist services for the two conditions. The structure of outpatient
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services is similar for both disorders. At the same time, inpatient mental health care, unlike
inpatient care for diabetes, is split between acute and long-term services. This complicates direct
comparison. Based on my previous knowledge of the system and on consultations with national -
~ partners, my super\\/isolr'and advisory committees, I decided to include both types of inpatient |
mental health services in the research, to ensure that I would capture a fair and comprehensive
picture of the mental health inpatient care, in the same way that all specialist diabetes services

are covered.

The capital city Bucharest and some other large cities have mental hospitals that provide acute
specialist care. In the rest of the country, acute cases are dealt with in psychiatric wards within
district general hospitals. In order to take into account the differences in resources and practices
in these two models, the research includes both a mental health hospital placed in a major city

and a psychiatric ward in a district general hospital.

Long-term care is mainly provided in mental hospitals placed in villages on the outskirts of cities
and towns. Due to some major media scandals reporting appalling conditions in some of these
establishments, such as the Poiana Mare case in 2004 (247, 248) investments have been made in
upgrading these services. Howevef, the wave of reform has reached only a limited number of
hospitals. Based on discussions with specialists at the National Centre for Mental Health, I have
decided to include one hospital that underwent extensive changes in the research and one that did

not.

Finally, outpatient mental health services are provided by dispensaries that were, until recently,
called mental health laboratories. According to legislation adopted in 2006, these services érc
currently being upgraded to community mental health centres. They are typically tied,
administratively, to inpatient mental health services. They sometimes consist of small offices run
by one or two psychiatrists. Others are larger units employing teams. As part of this initial
consultation, I have decided to study both types of outpatient services to provide a

comprehensive picture.

Both inpatient and outpatient specialist services for people with type 1 diabetes are provided by
district general hospitals. In most districts they have a ward specialising in the care of patients

with diabetes and provide outpatient care in the outpatient clinic of the hospital which typically

has offices specialised in diabetes.
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Bucharest is different. It hosts the National Institute for Diabetes, a large institution offering a
complex range of inpatient services for people with diabetes. Linked to it (though at different
locations) there is also an outpatient clinic specialised in diabetes care. These facilities can easily
be cbmpared to the acufe mental hospital.in Bucharest and the mental health oﬁtpatient
dispensary linked to it. As such, I have decided to include the Institute in Bucharest and its

outpatient clinic, as well as a diabetes ward and an outpatient office in a district general hospital

in a provincial town.

Selection of sites in Romania

Based on my previous experience in Romania with the planning and implementing of a rapid
assessment project focused on injectable drugs use (IDU), and taking into account the aim,
timeframe and resources necessary for this research, as well as the recommendations of the
upgrading review, it was agreed that 2 districts would be sufficient to offer an accurate picture of

the situation in the country.

The first site selected was the capital city, Bucharest, which has a large acute inpatient mental
hospital, a long-term care mental hospital in a neighbouring village that had only recently started
to upgrade its infrastructure and a larger outpatient mental health dispensary. Diabetes services
are also well represented, Bucharest hosting the National Institute (designated the “N. Paulescu
Institute™) for Diabetes, Nutrition and Metabolic Diseases and its outpatient dispensary, as

described above.

)

The second site selected was a middle-size provihcial town (Figure 10). Though there are
cultural differences across regions of the country, there is no evidence that these differences
impact on the organization of services or on how treatment and care are delivered. Therefore, for
convenience, the provincial town was selected from Oltenia region. The town, Slatina, is 2 hours
away from Bucharest. Slatina had in place the relevant health services required for the study: a
psychiatric inpatient ward in the district general hospital, a well-renovated and upgraded long-
term mental hospital and a small outpatient psychiatric office as part of the outpatient clinic of
the district general hospital. For diabetes care, the district general hospital has a specialised

diabetes ward and a small outpatient diabetes office.
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FigurelO Map of Romania

Stuay sites

Source: World Sites Atlas (249)

Agreements with management ofservices included in the research

Following the selection of the settings and the sites for the research, managers of these
institutions were contacted to determine whether they would agree to their services being
included in the research. In most cases, verbal agreements were made, in others, written

agreements were signed.

Logistic arrangements

To ensure the successful implementation of the research, | established a partnership with the
National Centre for Mental Health based, at the time of the research, within the National School
of Public Health. The Centre has facilitated contact with the local health authorities and the
directors of the health settings selected for the research. They also provided logistical assistance
(travel arrangements, setting up meetings, etc.) in organising fieldwork.

Module 2: Study area profile

This module aims to provide a brief description of the main structural features

(environmental, political, legal and economic) of the study area, in this case Romania. In so
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doing, the profile attempts to identify and understand the impact of each structural feature on the
issues investigated. This is undertaken using information available from a variety of sources,

~ mainly internet-based.

‘Module 3: Cohtext assessment

This module aims to create an understanding of the context within which the issues addressed in
the study occur and to identify the factors that have an impact or influence on the issues
addressed, so as to facilitate swift introduction of appropriaté and feasible responses. The context
of this research is the Romanian health system, with particular focus on the systems for caring
for people with mental illness and diabetes. The main source of information for this section will
be the review of policy and legislation undertaken in the first part of the research. Information
relevant to the contextual assessment will be extracted and presented. A limited number of other
sources will also be used, such as the 2008 review of the Romanian health care system produced
by the European Observatory on Health Systems and Policies (250) and the WHO report of
Menial Health Policies and Practices for Europe (written by the author of this thesis, based on

data provided by national experts) (223, 250).

Module 4: Health intervention assessment:

This module aims to assess the intervention or health issue being investigated by the RAR. The
intervention assessed in this research is specialist treatment and care for people with mental
“disorders, namely schizophrenia. As set out in the objectives, the research has two parts. In the
first part, I seek to determine whether people with chronic mental health problerhs (exemplified
by schizophrenia) are treated equitably in specialist services in Romania, as compared to people
with chronic somatic problems (exemplified by type 1 diabetes). This compénent triangulated
data from a wide range of methods that include critical analys'is of laws, policy documents and

other literature, observations of practice, interviews, and focus group discussions (Figure 11).

In the event that horizontal inequities are found in the policies and practices of the health system,
and the first hypothesis of the research is confirmed, the second part of the research seeks to
explain why any inequity exists, with a particular focus on the presence of stigma. This will be
done through secondary analysis of the data collected from those who are in a position of
authority and influence versus people with mental health problems in the context of the specialist

mental health services, namely the health professionals. Their statements will be probed to
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determine whether they display stigmatising attitudes and beliefs, language or approaches to

treatment, as defined in the chapter regarding Conceptual Framework.

Figure 11 Rapid assessment methods (Module 4: Health intervention assessment)
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Policy and legislation review — analysing de jure equity
Aim
The review aims to assess whether the stated Romanian mental health legislation and policy

provides for specialist services for people with severe mental disorders that are as good as those

relevant to the management of chronic physical illness, specially type 1 diabetes.

Objectives of the policy and legislation review

Policies and legislation will be assessed on the basis of criteria identified in the Conceptual

Framework (Figure 12). The objectives of the review are as follows:

1. Assess the policy and legislation on treatment and care for people with schizophrenia in
specialist settings in relation to the criteria identified in the Conceptual Framework

2. Assess the policy and legislation on treatment and care for people with type 1 diabetes in
specialist settings in relation to the criteria identified in the Conceptual Framework

3. Determine by means of a comparative analysis whether the policy and legislatibn for
treatment and care for people with schizophrenia in specialist services are as good as
those for people with type 1 diabetes, and establish whether horizontal inequities are

embedded in the policy énd legislative framework of the health system.
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Structure of the policy and legislation review '

People with severe and
enduring/chronic mental
health problems

€

Comparator health problem

People with chronic
somatic health problems

Schizophrenia

Policy and legislation
relevant to schizophrenia
specialist health care

L

Horizontal equity
1. Accessibility of specialist services
1.1. Access to care in the least restrictive environment/ community-based settings
1.2. Geographical accessibility of services
1.3. Access to services when needed {opening hours/ out of hours staffing)
1.4. Access to different parts of the system, as needed (Referral system)
1.5. Financial access to services (financial affordability)
2. Availability of evidence-based treatment and care
2.1. Availability of medication
2.2. Availability of other evidence-based interventions
2.3. Social care
2.4, Physical health
2.5. Availability of enough staff in all settings
2.6. Availability of multidisciplinary teams with good representation of each
professional category
3. Delivery of care
3.1. Individual treatment plan developed for each patient, in the basis of a holistic
assessment, service users participate in the development of the treatment plan and
are given 3 choice of treatment when appropriate
3.2, Presence of discharge procedures
3.3. Continuity of care
3.4, Staff has the appropriate competencies and skills
3.5. Empowered to care for themselves and live an as independent life as possible/
Personal autonomy
3.6. Involvement of service users In shaping the services
3.7. Involvement of families and carers .
4. Quality of facilities
4.1. Protection of patient’s privacy and safety, decent living environment
4.2. Presence of appropriate treatment facilities
4.3, Hygiene
4.4, Food and drinks
5. Protection of human and civil rights
§.1. Right to respect of all human and civil rights on mental health facilities
5.2. Right to informed consent to treatment
5.3. Right to confidentiality
S.4. Right to information s
5.5, Right to access to personal information
S.6. Right to notice of rights
5.7. Treatment sensitive to needs of minorities and those with different cuitural and
religious backgrounds

N aang

b 4

-

Type 1 diabetes

]

y

Policy and legislation
relevant to type 1 diabetes
specialist health care
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" Methods

Inclusion criteria. The review will cover primary and secondary legislation and policies that
apply to the treatment and care of people with mental health problems, in particular |
schizophrenia, énd of diabetes, regardless of which governmental institution initiated or adopted |
the instrument. The review will be limited to adults of working age, recognising that the specific
needs of children and elderly people differ but are outside the scope of this thesis. I will use both

primary sources (the actual policies and legislation) and secondary sources (including reports

and assessments), as relevant.

Exclusion criteria. The review will exclude policies and legislation that: a) refer to non-specialist
mental health or diabetes care or health care services other than mental ﬁealth and diabetes; b)
refer to the treatment and care of people with mental health problems other than severe and
persistent concerns, as well as the treatment and care of type 2 diabetes; and c) refer to the
treatment and care of people with mental health problems and diabetes other than those of

working age.

Search strategy. 1 used three main approaches. In Romania, the main actors that initiate and/or -
adopt health-related legislation and policies relevant to health care of people with chronic
conditions are the Parliament, the Ministry of Health, the National Health Insurance Fund and
the Ministry of Work and Social Welfare with its National Authority for People with Disabilities.
Therefore, my first approach will be to make a systematic search on relevant websites and

libraries of the ministry of these bodies.

However, the websites of most of these institutions provide only limited information using the
“Search” function. Instead, most of them have a webpage on current and draft legislation and
policies, with most documents only in Romanian. Therefore, the second approach uses the

“snow-ball” method for identifying other relevant documents on these websites.

Thirdly, I will consult with national experts who have a good knowledge of the national policies

“and legislation to ensure that no relevant document has been omitted.

As indicated above, the mental health services in Romania are regulated by a mixture of primary
and secondary legislation and policies produced by the Government, the Ministry of Health

(MoH), the National Authority for People with Disabilities (ANPH), the National Health
Insurance Fund (NHIF) and the Parliament.
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Search outcome

The websites of the official bodies were examined using the following search words: "health

- services"(servicii de sanatate), spital (hospital), “handicap”, “disabilitate”, "health insurance"

(asigurare de sanatate) “sanatate mintala” (mental heélth), “ps'ihiatr*” (psychiatr*), “psiholog*”

(psyholog*), "diabet*" (diabet*). The findings were a follows.

The Ministry of Health website/Legislation/Current legislation, I found seven documents

relevant to mental health care (251-257) and one document relevant to diabetes care (258);

Romanian Parliament website - contains a database of all current legislation under the
Chamber of Deputies/Legislation package of the Legislative Council. The presentation of
each legislative document contains information on all amendments made to the law (without
ihcorporating them into a final version), as well as on all related legislation. I found nine
documents relevant to both mental health and diabetes (259-267) and three documents

relevant only to mental health care (268-270),

The National Heath Insurance Fund website - I found three documents that were relevant to

both mental health and diabetes care (271-273);

The National Authority for People with Disabilities - I found eight documents that were
relevant to both mental health and diabetes care (274-281).

The Romanian College of Psychologists, - I found one additional document that was relevant

to mental health care (282)

To ensure that all the relevant policy and legislation documents had been included, the

information obtained was cross-checked by making another three searches that did not yield any

new relevant documents. These additional searches were:

The library of the Mental Health Programme of the WHO Regional Office for Europe (my

employer at the time of the research);

The WHO Regional Office for Europe website under the Country

Information/Romania/Health care systems in transition and the Stability Pact web pages;

" The WHO on-line database Mental Health Atlas-2005 (283).

No additional findings were identified.
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Finally, to ensure I had included all relevant legislation on the list I consulted the following

national experts:

» Dr Florin Sologiuc‘, General Director of the National School of Public Health at the time of
the research. Dr Sologiuc provided me with three additional legislative documents relevant to

" both schizophrenia and diabetes that were not available online (284-286);

=  Dr Dan Ghenea, ei(pert at the National Centre for Mental health at the time of the research,
whom I have also consulted to clarify some legislative documents that leave room for

interpretation (e.g. criteria for establishing the level of disability, structure on proposed

model on mental health services);

* Dr Bogdana Tudorache, WHO National Counterpart for Mental Health at the time of the

—

research;

»  Prof. Constantin Ionescu Targoviste, President of the Expert commission for diabetes of the

Ministry of Health at the time of the research;

s  Prof. Dan Mircea Cheta, Research Director of the National Institute for Diabetes, Nutrition

and Metabolic Diseases "Prof. Dr. N. Paulescu" at the time of the research.

During the search, two main challenges were encountered, besides difficulties in identifying the
relevant documents. The first challenge was in obtaining copies of these documents as the text of
the law was not always included in the database. In these cases I made searches on Google using
as search words the titles of the documents (entire title or just some key words) and managed to
find the some of the documents on different websites, e.g. Legislatie (former Superlex) (287).
When I was not able to find the text online, I contacted experts in Romania (e.g. Dr Florin

Sologiuc) who provided me with hard copies of the documents (by fax or by mail).

The second challenge that I encountered was that Romanian legislation is amended very often
(one piece of legislation reviewed had 46 amendments by the time of the field work of this
research (Annex 4)). This is problematic as the amendments are not incorporated into the text of
the documents but published separately. Therefore, a key task was to ensure that I had the latest
version of the documents that I reviewed. For this purpose 1 consulted the database
recommended and approved by the Ministry of Justice which was developed by the Indaco
Company. This provides updated versions of legislative documents (287). Where final versions

were not available, I reviewed all amendments and identified relevant new provisions.
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Analysis and synthesis of findings. The national policy and legislation will be scrutinized and
"assessed using as criteria identified in the Conceptual Framework. Afterwards, based on the
findings of this assessment, a comparative analysis will be made with the aim of determining
Whéther the policy and legislation relevant to the management of schizophrenia ensures that
‘treatment and care of people with schizophrenia is as good as that for people with type 1
diabetes. The comparative analysis will therefore establish whether or not these instruments meet

the requirements of horizontal equity.

Critical appraisal of documents reviewed. Relevant policy and legislation is critically reviewed

in the introductory part of Chapter 6.

Implementation of policy and legislation — de facto equity

Aim

The review of policy and legislation will provide an assessment of the de jure situation facing
patients with schizophrenia and type 1 diabetes in Romania, contrasting it with the criteria
identified in the Conceptual Framework. However, it is clear that the de facto situation may well
be different. This assessment aims to provide a description of the situation on the ground in
relation to schizophrenia and type 1 diabetes in Romania. In this way it endeavours to determine
whether experience of specialist treatment and care by people with schizophrenia is as good as
that received by people with type 1 diabetes, or whether people with schizophrenia experience de
facto horizontal inequities within the health care system. For this purpose, the experiences of
people with schizophrenia and type 1 diabetes as well as the views of specialist health
professionals on the experience of people with these conditions will be assessed using the criteria

identified in the Conceptual Framework.

Target groups:

The research will focus on four target groups: a) people with schizophrenia who are users of
inpatient and outpatient specialist mental health services; b) people with type 1 diabetes who are
useré of inpatient and outpatient diabetes specialist services; c) relevant mental health
professionals working in inpatient and outpatient specialist settings; and d) relevant health

professionals working in specialist settings caring for patients with diabetes.

Methods used
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Interview strategies used in this research include focus groups, group interviews and semi-
structured interviews. Interviews are economical in. terms of time and resources and are
"traditionally used to éXplore the ‘bvoi'ces and expériences’ of marginalized, vulnerable groups. In
this research they provide an accbunt of the experiences and views of service usérs and health
professionals. As described below, each of these interview strategies was used with different
target groups. Although the precise methods differed, (e.g. focus group discussions use the
dynamic between members of the group to extract more in-depth and accurate information, while
group interviews seek the point of view on each issue addressed from each participant, counting
less on the group dynamic), for the purposes of this research, the information obtained could be
combined to provide a meaningful picture. The choice of method was determined by the
specificities of each target group and by practical considerations. Consequently, because of their
self-perceived status and their time constraints, it would have been unrealistic and unfeasible to
organise focus groups with medical doctors. In contrast, discussions with both patients groups
and nursés benefited from group approaches that allowed more shy participants to open up and
" express views, and more vocal participants, and those inclined to put fbrward self-interested
views to be balanced by other members of the group. While it is likely that psychologists and
social workers would have been open to group approaches, due to their professionalexperiences
with such research techniques, their small number made it impractical. The small number of
group interviews (as compared to focus groups) thus reflected practical considerations, due to
small numbers of staff in specific services, as described below. Despite differences in the means
used to collect data from different target groups, the material obtained was consistent, reflecting
the use of comparable interview guides for discussions with service users and health
professionals, even though they were adapted to each target group. Following the Conceptual
Framework, they covered: 1) accessibility of specialist services; 2) availability of evidence-based
treatment and care; 3) quality of treatment and care; 4) quality of facilities; 5) protection of

human and civil rights.

Interviews were semi-structured, using guidelines that followed the criteria set out previously
and were pre-tested. The pre-testing involved one group interview with diabetes patients, one
group interview with patients with schizophrenia, and two interviews each with the following
health professionals: psychiatrists, psychologists, physicians specialised in diabetes,

cardiologists, nurses working in mental health services and nurses working in diabetes wards.
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Service user§ were asked to discuss their experiences of specialist services according to the same
criteria. Health professionals who participated in the study were asked to express their opinions
and discuss the experience of people with schizophrenia and type 1 diabetes in specialist settings
where they worked. The interViews were ﬂexiblé, allowing for open discussions around topics

that aroused the interest of the participants.

Semi-structured interviews. The semi-structured interviews conducted with health
professionals included: a) mental health practitioners (psychiatrists, psychologists, social
workers); b) diabetes specialists: diabetologists/nutritionists (a mixed medical speciality in
Romania), nephrologists, cardiologists, ophthalmologists, orthopaedists (in Romania, the

physicians specialising in treating foot-related problems of diabetes patients).

The initial plan was to organise interviews with 3 professionafs from each category in each
facility included in the research. However, the number of staff employed, panicularly
psychologists, social workers and other specialist physicians involved in treatment and care of
other body systems affected by diabetes did not allow for this, so a smaller number of interviews

were conducted (see below).

Focus groups were conducted with relevant service users, as follows: a) people with a history of
schizophrenia, in remission, with previous experience in specialist outpatient services and in
acute and chronic inpatient services; and b) people with type 1 diabetes that have been

previously admitted to specialist outpatient and inpatient facilities.

Eight sessions of 1-2 hours each were held with different participants from the selected districts
in Romania: Bucharest (two sessions with people with schizophrenia and two sessions with
people with type 1 diabetes) and Slatina (two sessions with people with schizophrenia and two
sessions with people with type 1 diabetes).

Focus groups were held in as neutral a location as possible so to minimise any bias. Focus
groups with people with schizophrenia were held in a relaxation room (used by patients and not
used for treatment) within the “Balaceanca” Mental Hospital in Bucharest, and in the garden on
the large grounds of “Schitu Greci” Mental Hospital in Slatina. Focus groups with people with
type 1 diabetes were held in a classroom used for discussions with patients and courses by the
National School of Public Health in Bucharest and in a rented venue within a hotel located in

central Slatina.
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Focus groups were also conducted with nurses working in mental health and diabetes specialist
services, ten sessions of 1-2 hours with 6-12 participants each from the 2 selected districts in

Romania.

‘In Bucharesi five foéus groups were organised altogether with: a) nurses Working in the ‘;Al. ‘
Obrejia” Mental‘ Hospital which provides acute inpatient care; b) nurses working in the mental
health outpatient dispensary, CSM 4, linked to “Al. Obrejia” Mental Hospital; ¢) nurses working
in the “Balaceanca” Mental Hospital that provides long-term inpatient care; d) nurses working in
the National Institute “N. Paulescu” for Diabetes, Nutrition and Metabolic Diseases that provides

inpatient care for people with type 1 diabetes; €) nurses working in the diabetes outpatient

dispensary “IL Caragiale”, linked to the Institute.

In Slatina only three focus groups were organised, with: aj nurses working in the psychiatric
ward of the District General Hospital that provides acute inpatient care; b) nurses working in the
“Schitu Greci” Mental Hospital that provides long-term inpatient care; ¢) nurses working in the
diabetes ward of the District General Hospital that provides inpatient care for people with type 1

diabetes.

Group interviews. In two settings in Slatina, the small number of staff employed precluded the
organization of a focus group, so group interviews were conducted instead. These included: a)
nurses working in the mental health outpatient office based within the outpatient clinic of the
District General Hospital; b) nurses working in the diabetes outpatient office based within the

outpatient clinic of the District General Hospital.

Group interviews were also conducted with auxiliaries working in specialist inpatient services,
one in each inpétient facility included in this research. This category of staff was not initially
included in the target group. During discussions with others, particularly with nurses, it became
apparent that the roles of auxiliaries are expanding beyond their training and professional
capacity within Romanian inpatient services, and that they now undertake a significant number
of tasks traditionally done by nurses. For convenience, I organised group interviews rather than

focus groups with these staff.
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Sampling

Sampling methods

'Mum-stage sampling was undertaken. In the first stage, one setting from each category was
identified on a non-random basis, following consultations with national experts. The criteria of
convenience and relevance were utxhsgd, as explained in the section on Initial Consultation. In
the second stage, a mixture of sampling methods was used. The rationale is detailed below and

basic information on the facilities included in the research is in Annex 5.
Sampling was not stratified by gender. Service users were adults (over 18 years of age).
Target Group 1: Service Users

In Romania, health facilities keep poor or no record of patients’ contact details, whether in
inpatient or outpatient services. For this reason, a selection based on a list of patients from the

facilities is not possible.
aj Service users with schizophrenia

People with schizophrenia were selected randomly from the list of patients admitted at the time
of the research to chronic mental hospitals in the 2 locations (Bucharest and Slatina). The
advantage of this approach is that it ensures that all patients included in focus groups have a
combination of experience in outpatient services as well as acute and chronic inpatient services,
as all patients admitted to long-term inpatient services have already been through acute inpatient

and outpatient services, and are familiar with these services.

It should be noted that patients admitted to these facilities were chronic patients, many having
recurrent admissions to chronic mental hospitals, though they also lived at home during which
time they were treated in outpatient services and acute inpatient units. As such, they were unlike
other chronic patients that are permanently admitted to chronic social institutions managed by

" social welfare authorities.

A list of all patients in hospital at the time of the study was prepared by the management of
services included in the research. Patients who, based on the assessment of their psychiatrists,
were not in remission at the time of the research were excluded from the list, based on
consultations with psychiatrists. Lists were exported to Excel and random samples were drawn

using the RAND function. About 8-12 patients were selected randomly for invitation to
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participate in each focus group, with random substitution to replace those unable or unwilling to

participate.

To ensure that patients felt free both to accept the invitation to participate in the focus group and
‘to freely express their opinions during discussions, no staff member was involved in the process
of selecting patients and inviting them to focus groups. I went go to great lengths to avoid any

form of real or perceived coercion.

b) Service users with type 1 diabetes

Since only a small number of patients with type 1 diabetes are admitted at one time in inpatient
facilities, the selection of this group of patients had to be done differently. As none of the
facilities have patients’ list with contact details, I asked nurses in outpatient facilities to make a
list of all the patients visiting the facilities during 2 months prior to implementation of the
research. Patients were asked if they agreed to being contacted to participate in research. In order
to avoid pre-selection of patients by nurses, patients were not actually invited to participate by
the nurses but rather asked if they consented to being contacted. The list assembled in outpatient
facilities was exported to Excel and random samples were drawn using the RAND function.
About 8-12 patients were selected randomly for each focus group, again with random
substitution of those unable or unwilling to paﬁicipate. All patients with type 1 diabetes are
admitted to inpatient facilities regularly (at least once a year). Therefore, as with schizophrenia,

patients attending outpatient facilities had previous inpatient experience.
Target Group 2: Health Professionals

Lists of staff are available at health care facilities. These were obtained from the management of
the facility. Lists were exported to Excel and random samples were drawn using the RAND

function. Specific considerations were as follows:
a) Psychiatrists

Random sampling was employed to select 3 psychiatrists in each mental health service. In some
cases, where the facility provided care for both people with mental health problems and for
people with alcoholism and drug addictions, the psychiatrists assigned exclusively to the care of

the latter group were excluded from the list of staff before the samples were drawn.
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b) Other mental health professionals

The initial plan was to conduct the sahle number of interviews underfaken with psychiatrists (3)
w1th other mental health professionals (psychologists, social workers). However, the
employment practices in the Romanian health system are still traditional and mental health teams
are largely limited to psychlatnsts and nurses. Only a few psychologists and social workers were
employed, so they were all approached and invited to participate in the research. Despite only
one refusal of participation, the number of interviews with this staff category was smaller than

was obtained with psychiatrists.
c) Nurses working in mental health services

Random sampling was employed to select 8-12 nurses working in each mental health facility
utilised in the study. In cases where the facility provided care for both people with mental health
problems and for people with alcoholism and drug addictions, the same approach was used as for

psychologists.

The mental health outpatient office based within the outpatient clinic of the District General
Hospital in Slatina employs a small number of nursing staff, only 5 at the time of the research.

All were invited and all participated in a group interview.
d) Physicians specialising in diabetes

Random sampling was employed to select 3 physicians specialising in diabetes in each facility in
Bucharest. In Slatina, there was only one such physician covering the whole district, for both

inpatient and outpatient services. She was interviewed.

e) Nurses working in services providing care for type 1 diabetes

Random sampling was employed to select 8-12 nurses working in each facility providing care
for people with diabetes. An exception was made regarding the diabetes outpatient office based
within the outpatient clinic of the District General Hospital in Slatina as this facility had only 2
nursing staff assigned to this service at the time of the research. Both of them were invited to,

and participated in, a group interview.

p Other physicians involved in the treatment and care of diabetes patients

The initial plan was to conduct the same number of interviews (3) with other physicians involved

in treatment and care for diabetes patients as those specialising in diabetes. However, since the
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services for people with diabetes are within general hospitals, these other professionals are not
particularly associated with diabetes services. They were more reticent to participate in the
research, citing their limited knowledge of diabetes. They fufther indicated that they are dealing
- with the partiéﬁlaf health problems relevant to their spécialty and that all diabetes related
problems were dealt with by the physicians specialising in diabetes care who were being

interviewed already. Consequently, the number of interviews was smaller than initially planned.
g)  Auxiliaries

As already noted, the auxiliaries were not included in the initial design of the research. The
decision to include them was taken during the implementation of the research so procedures
similar to those with nurses were not possible. Instead, they were sampled opportunistically, to
include those on duty at the time the focus groups or interviews with other staff were being
undertaken. All auxiliary staff that were invited to participate in the research accepted the
invitation.

Table 2 describes the distribution of focus groups and interviews by setting, target group and

district selected for implementation.

Table 2 Summary of focus groups and interviews
Target group Bucharest Slatina
Mental health service users 2 focus groups | 2 focus groups
(based in long-term care mental hospitals, but with
Service users | experience in acute inpatient and outpatient services)
Type 1 diabetes service users 2 focus groups | 2 focus groups
(with experience in inpatient and outpatient services)
Psychiatrists 3 interviews 1 interview
Other health 2 interviews 2 interviews
Outpatient services professionals
: Nurses 1 focus group 1 group
interview
Psychiatrists 3 interviews 3 interviews
Other health 3 interviews 1 interview
Mental Acute inpatient services professionals
health Nurses 1 focus group 1 focus group
professionals Auxiliaries 1 group 1 group -
interview interview
Psychiatrists 3 interviews 3 interviews
Long-term inpatient Other health 3 interviews 1 interview
| services professionals
Nurses 1 focus group 1 focus group
Auxiliaries 1 group 1 group
interview interview
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Target group Bucharest Slatina
Diabetologist physician 3 interviews 1 interview
Outpatient services Other hf:alth 1 interview -
rofessionals
- Nurses 1 focus group 1 group
Type 1 interview
diabetes Diabetologist physician 3 interviews 1 interview
professionals _ Other health 3 interviews 1 interview
. . rofessionals
Acute inpatient services JI:Iurses 1 focus group 1 focus group
Auxiliaries 1 group 1 group
interview interview

In summary, the focus groups included:

» 78 users of either mental health or type 1 diabetes specialist services.
* 91 health professionals (nurses working in mental health or diabetes specialist services)

The group interviews included:

» 13 auxiliaries working in either mental health or diabetes specialist services

» 4 nurses working in the mental health outpatient ward and 2 nurses working in the diabetes
outpatient office, all based within the outpatient clinic of the Slatina District General
Hospital;

The semi-structured interviews included:

= 40 health professionals (specialist physicians, psychologists, social workers).

In total, there were 228 participants. They covered each condition in each specialist setting
(mental health acute and chronic inpatient services and outpatient services as well as inpatient

and outpatient services for type 1 diabetes) in the two locations, Bucharest and Slatina.
Data collection took place between October 2007 and January 2008.

Data analysis (1)

As described in the section on data collection methods, the interview strategies employed with
different groups were designed to be interchangeable, with any differences in interview
techniques addressed by the similar semi-structured nature of the interview guides, which
followed the conceptual framework. This enabled data collection that took account of the

characteristics of each target group. As such,'ﬁndings could be pooled across target groups,

regardless of the interview strategies employed.
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Analysis of the data involved two methods: content analysis and narrative structure analysis. The
'content analysis method involves establishing a set of categories and coding frames that fit both
 the theoretical background of the research and the materials available for analysis. It allows for

the simplification and reduction of large datasets into organized segments (288, 289). -

While this method of data analysis has been criticized for shaping the analysis around a ‘ﬁrm
concéptual grid and excluding uncategorised findings, this is irrelevant to the current research as
it is based on a conceptual grid that seeks to facilitate comparison of findings from some target
groups (service users and health professionals from specialised mental health services) with
those from other target groups (service users and health professionals from specialised services
for type 1 diabetes) on the basis of the selected variables. For this reason the research used semi-
structured interview guides to collect data. The merit of this research will not reside in the
identification of categories emerging from the findings of fieldwork but, rather, on the manner

by which the findings within each category compare across different target groups.

Categorisation of the primary data was based on the list of variables emerging from the
Conceptual Framework, around which the interview guides were developed. In this regard, the
interview guides were instrumental. Sub-variables were used to define the ¢oding frame and
rules. The initial coding was piloted on a number of interview transcripts with different target

groups and adjusted as needed.

Data collected were transcribed in Romanian. Then, findings from each transcript were
categorised by variables and sub-variables, according to the conceptual framework. They were |
thencompiled into tables with for: variable, sub-variable, condition (schizophrenia or type 1
diabetes), type of setting (outpatient, acute inpatient, and chronic inpatient), target group (service
user, main medical doctor, other health professionals and medical doctors by categories, nurses,
and auxiliaries), location (Bucharest or Slatina), participant code (see section on coding) and
relevant text in Romanian. Findings were synthesised in English first by variable, sub-variable,
conditioh, facility, target group, and location (e.g. synthesis of what mental health nurses from
the acute inpatient unit in Bucharest said that is relevant to Accessibility of specialist services/
Financial access to services). Second, this synthesis findings were compared between the 2
locations, to observe differences in findings for the same variable and sub-variable between
locations for the relevant’ condition, type of setting and target group. When differences were
‘found, they were noted. Third, comparison was made between different target groups, for the

same variable and sub-variable, condition and type of setting and differences were noted. Fourth,
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comparison was made between different types of settings for the same variable and sub-variable

and condition. The differences were noted. The following 2 chﬁpters present the findings of both
_the synthesis and the three comparisons. These were used for the description of the de facto
X situation, as experieﬁced By people with schizophrenia and type 1 diabetes, as well as By the
health professionals providing them with treatment and care in specialist settings. Finally, the
synthesised findings for the same variable and sub-variable were compared, differences noted
and conclusions on de facto equity drawn, as presented in chapter 11. Due to the volume of the
material that was synthesised and the multi-layered analysis done, which amoﬁnted to hundreds
of pages of tabulated data, it was necessary to be selective in deciding what to include in either

the body of the text or the annex.

One of the limitations of the content analysis method is that it can miss out on the interactions
between participants in the research. To compensate for this limitation, content analysis was used

in combination with the narrative structure analysis method.

In the narrative structure analysis, findings are analysed through the lens of those in different
roles. As these roles are represented in both the mental health and somatic health sectors, even
though they may be occupied by people with different titles, this allowed for a comparative
* analysis. Care was taken not to construct the narrative of the analysis from one particular

perspective. The information from each target group was triangulated to limit the scope for bias.

Although the research was categorised by a single researcher (the author), so precluding formal
assessment of overall reliability, a sample of material on each target group and setting was

additionally categorised by another researcher and no problems were identified.

To satisfy the criterion of low-inference descriptors, interviews were tape-recorded except for a
small number of interviewees who did not consent to recordings (3 interviews, 2 focus gréups
and a group interview). In this case, a note-taker was used to record the discussion. The tapes
were carefully transcribed, including information on body language (when appropriate), silences

and overlaps during discussions.

In addition to the actions indicated above which were employed to address concerns of validity, I

would like to mention the following:

Impact of the researcher on the setting. Considering I am a native-born Romanian and have
worked in the Romanian health system and have a good understanding of it, I consider that I will

have minimal impact on those being studied.
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Values of the researcher. 1 was constantly careful to maintain my neutrality during discussions
and avoided expressing any personal views. It was notable that participants who expressed views
to which I personally do not adhere (such as an expression of contempt and condescension
towards health professionals that are not physicians, such as social workers or psycholégists) felt
quite relaxed about expressing them during our discussion and even felt comfortable enough to

elaborate on these views.

The truth status of respondents’ accounts. 1 believe that being acknowledged by research
participants as being “one of them”, as a fellow Romanian, while not living in the country,
resulted in openness by | participants in expressing opinions, without fear of negative
consequences for any criticism expressed. At the same time, since I was not linked to the
decision-makers in the country and constantly expressed my neutrality and the limitations of the
research (the research in and of itself does not guarantee change), participants showed

moderation in expressing their views. Indeed, they were not encouraged to express complaints as

if it was to someone who could solve those complaints.

Comprehensive data treatment. Generalisations and conclusions regarding research findings
were based on careful analysis of all cases of data collected and application to all relevant data

collected.

Determining the presence of stigma

Aim

Following the implementation of the policy and legislation review and the field work,
conclusions will be drawn as to whether horizontal inequities are present in the structures of
specialist mental health services. In the event that such inequities are found, confirming the first
hypothesis, the second part of this research aims to determine whether these inequities are due to
stigma against people with severe mental health problems, or are the outcome of benign neglect.
This will be done by ascertaining whether those in a position of authority and influence, namely
the health professionals interviewed during the field work, display stigmatising of attitudes and
beliefs, language or approaches to treatment, as defined in the chapter on the Conceptual

Framework (Figure 13).
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Figure 13

1. Stigmatizing through
patronizing attitudes and beliefs

« 1.1. Not informing patients about
their diagnosis

« 1.2. Not providing in a friendly, easy
to understand manner comprehensive
information about the cause or origin,
risk factors and treatment of a
disorder, and the impact of the disease
on their everyday life

« 1.3. Believing that people with mental
illnesses cannot comprehend nor
apply suggested treatment

= 1.4. Having a negative attitude about
prognosis and the possibilities for
rehabilitation and recovery, believing
that people with mental illnesses are
incapable of independent living or real
work and are not able to lead a
‘normal’ life.=

« 1.5. Failing to consider confidentiality
of information, diagnosis and health

status

« 1.6. Considering that a diagnosis of a
severe mental disorder should result In
discarding certain rights of service
users

= 1.7. Physically threatening or attacking
service users because of the diagnosis
of a mental disorder

Data analysis (2)

. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

Assessment of stigma

People in position of authority and influence
in specialist mental health services:
= Psychiatrists * Nurses
= Psychologists
i = Social workers__

2. Stigmatizing language

« 2.1. Negative stereotypes

e 2.2. Labelling behaviour with a
psychiatric diagnosis

. Auxiliaries

3. Stigmatizing in provision of
treatment

« 3.1. Underestimating the
effectiveness of psychosocial
treatments In the belief that people
with mental health problems cannot
be successfully treated without drugs

= 3.2. Believing that people with severe
mental disorders should be kept in
hospitals, that they cannot be
successfully treated outside the
hospital in the community

= 3.3. Displaying of a lack of interest in
the person suffering the mental iliness
and the history of their mental health
problem

= 3.4. Not taking seriously complaints
about somatic health problems, being
ridiculed, or facing the suspicion that
their physical complaints may only be
imaginary

The data were analysed using the content analysis method, as described in the previous section.

The categorisation and coding were based on criteria for stigma identified in the Conceptual

Framework. The relevant findings were compiled in tables that contained columns for: variable,

sub-variable (Figure 13), type of setting (outpatient, acute inpatient, chronic inpatient), target

group (psychiatrists, psychologists, social workers, nurses, auxiliaries), location (Bucharest or

Slatina), participant code (see section on coding) and relevant text in Romanian. Synthesis and

relevant quotes were translated into English, as presented in Chapter 12, with differences

between type of setting, target group and location noted. Again, due limited space, the tables

with the syntheses and quotes were not included either in the body of the text or in the annex
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Ethical considerations

The research was approved by the ethics committees of the Romanian Ministry of Health and the
LSHTM. All those interviewed had the study explained to them and were given an information
~ sheet on the research, including a summary of their rights and the authority by which 1 was to
conduct the sfudy. They were free to decline to participate and were asked to sign a form giving
consent to be interviewed or to have any views expressed in focus groups recorded. They were
assured of confidentiality. Recognising that additional steps were required when interviewing
people suffering from schizophrenia, advice was sought from the ethics committees concemned to

ensure appropriate measures are put in place.

Precautions taken to limit the exposure of research participants to potential discomfort or

distress

The obvious concern was that users of health services may feel uncomfortable or concerned
about speaking freely regarding the care they have received. Strenuous efforts were taken to
ensure that their comments were not attributable to them and, in particular, were not in any
manner shared with service providers. None of the data were stored at the health facilities. For
example, focus groups were held in as neutral a location as possible, as indicated above, and no
health care providers were present. The éubjects were drawn from a list provided to the
researcher and the names of those participating were not disclosed to staff. The list of those who
participated, along with the working notes of the focus groups, was maintained in password
protected files. One additional concern was that fellow participants of focus groups could
disclose what has been said but the unacceptability of this behaviour was stressed during the

discussions.

Staff participating in interviews and focus groups were given similar reassurances, with the
exception that most interviews of this category were held in the individuals’ offices at their place

of work within these facilities. This facilitated further privacy.

Ensuring confidentiality with regard to collected data

The data collected for this research from each focus group and interview that was conducted
were coded using indicators of the type of service investigated (inpatient-acute, inpatient-chronic

or outpatient) and the district (Bucharest or Slatina). All participants from Bucharest were coded
«1” and all participants from Slatina were coded %%,
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. Patients: Service users were coded with the letter “U”. Additionally, depending on the
disease from which they suffered, each was coded with either the letter “M” (for mental
dxsorders) or the letter “D” (for type 1 dlabetes) Users were included in the study 1f they had
previous experlence with both mpatxent and outpatient services. Therefore, all patients were also
coded with “T” (for 1npat1ent) and with “O” (for outpatient). For example, patients with
schizophrenia were coded as “UMIO” and patients with type 1 diabetes will be coded “UDIO”.

. Health professionals: Information collected from health professionals was coded by the
respective profession of the person: “P” (for psychiatrists), “G” (for psychologists), “S” (for
social workers), “N” (for nurse), “A” (for auxiliaries), “E” (for physicians specialised in diabetes
care), “F” (for dermatologist specialised in foot care), “H” (for ophthalmologists), “R” (for
nephrologists) and “C” (for cardiologists). Additionally, they were coded with either the letter
“M” (for mental disorders) or the letter “D” (for type 1 diabetes). Professionals were also coded
with “I” (for inpatient) and with “O” (for outpatient). Inpatient services based in mental hospitals
were either coded “a” for acute inpatient mental hospitals or “b” for long-term inpatient mental
hospitals. For example, a psychiatrist working in the long-term inpatient mental hospital in
Bucharest was coded as “1_PMI_b_1”, while a nurse working in diabetes outpatient services in
Slatina was coded as “2_NDO_1".

The coding minimised the potential to identify participants involved in the research and ensured
the confidentiality of the information provided by participants. All abbreviations are listed in

Annex 6 of the thesis.

The only record of the name of persons participating in focus groups and interviews was the tape
taken during the discussions, in cases where participants agreed to have their discussion
recorded. However, none of the persons who assisted me with the recording of data (e.g. note
takers) were involved in the health services or institutions included in the research. Therefore,

the confidentiality of the information collected was maintained.

Keeping the recordings of interviews safe

During the implementation of the Rapid Assessment and subsequently, no-one other than me
and, in few cases, my assistant who helped with logistical arrangements, could link anything said

during the discussions back to particular participants. No permanent record of the actual list of

participants exists in Romania.
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All participants were asked if they agreed to the audio recording of discussions (this was
indicated in the Consent form). If they agreed, I recorded the discussions on my personal
recorder. Each target group was coded (as indicated above) and the electronic recording was
filed as such. No names were mehtioned during discussions. Nobody except me has access to |
thesé recordings. They were saved on my personal computer in an encrypted directory (using the
Safe function) and no copy has been made available to anyone else. The computer is, of course,
password protected. In the event that participants did not agree to record the discussion, 2 note-
takers took detailed notes of the discussions and these files were passed over to me as soon as
they were finalised. Note-takers were required to destroy their recordings. Audio recordings
were transcribed and the files password protected. Neither of the note takers used in this research
have any connectioﬁ with the health services or the institutions‘included in the research. Again,
no person other than myself and the note-taker had access to these files. Neither the recordings
nor the Word files were left in Romania. No permanent data record exists in Romania, except as
anonymous summaries. Research collaborators in Romania (the National Centre for Mental
Health and the Institute for Diabetes) were able to access anonymous summaries for research

purposes (as approved by the Romanian ethics committee).
As noted above, all data is maintained in password protected files.

Consent obtained from participants

Prior to each focus group and interview, each individual who met the inclusion criteria was
asked if they were willing to participate in the research. The purpose and nature of the study was
then explained to them and they were asked to read an information sheet that they retained. If the
individual consented, they signed a second consent form (Annex 7) (which I keep on record).
Some subjects preferred not to give their real name in the interests of remaining anonymous (this
falls within the exemption covering the situation when, as here, the only information connecting
the subject to the research is the consent form, and the only risk from the research to the subjects
arises from the potential for loss of confidentiality). This possibility was discussed on the
information sheet. In all cases where this happened, the circumstances were noted and retained
by me alone in a safe place. Potential participants were asked about a convenient date for them to

participate in the focus group or interview and a timetable was organised.

At the time set for the focus group or interview, the researcher (myself) introduced myself and

thanked the participants for agreeing to contribute to this research. Participants were given the
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consent forms if the original ones had been forgotten, so as all participants were in possession of
a written consent form. I personally witnessed the signing of the consent forms and answered zll
questions from participants. Participants were assured that their participation in the discussion

‘would not in any way affect their health care or their current work.

The ihformation sheet (see Annex 8) contains a number of alternative fonnulationé, listed as
bullet points, for the different types of participants: service users; health professionals who are
nurses, psychologists, social workers or occupational therapists; health professionals who are
physicians; decision makers, and other key stakeholders. The forms were individualised for each

group and the appropriate bullet point inserted.

Quoting

In this thesis, when comparing data from different institutions there was no direct referral to the
name of the institution but, rather, to the type of institution and its location, The managers of the
institutions were asked for their consent to mention the name of their institution and this was
obtained for all managers. In no place in this research is there any mention whatsoever of the

names of the service users or health professionals included in the research,

No quotes or other results arising from participation in this study are included in any reports

unless quoted anonymously. No participant was unwilling to be quoted anonymously.

Feedback to participants regarding research fihdings

Participants were asked in the consent form if they wished to receive feedback on the results of
the study. Based on this expression of interest, a summary of the final thesis will be disseminated

in Romanian to participants in the research.

Payments made to participants

Symbolic remuneration was offered to nurses and auxiliaries (Romanian New Lei 30 = £6.30 for
nurses) who took part in the study. Small gifts (such as T-shirts, badges or cups) were offered to
the other health professionals and to service users. Travel expenses were covered for some
service users with diabetes (upon request) (service users with schizophrenia did not have travel

costs).
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line

Time.

A summary of the timeline of the research is in Figure 14.

Gantt chart showing the timeline of the research

Figure 14
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Chapter 5 Understanding the national context

This chapter provides information on the setting of the research, describing Romania, its health
sjstem, and specific issues related to the systems for management of mental health and diabetes
care. This is designed to give the reader sufficient understanding of the context of the research.
The structure used maps on to that set out in the framework for rapid appraisal, as indicated in

the section headings.

Main structural features of the study area (RA Module 2: Study
area profile)

In this section I present some basic facts about Romania. I describe its territory, physical
features, climate, socio-economic and demographic factors as well as basic information on the
system of government of the country and the health status of the population. As will be shown,
this contributes to the rationale for various decisions about how and where to undertake the

research.

Romania is the second largest country in Central and Eastern Europe and the seventh largest
among the 27 current member states of the European Union (EU), having an area of 238,391 |
km?, just under half the area of Spain (290). It is situated in the South Eastern part of Central
Europe between latitudes 43°37°07” and 48°15°06” North and longitudes 20°15°44” and
29°41°24” East and shares borders with Hungary to the northwest, Serbia to the southwest and
Bulgaria to the south. The Black Sea and Ukraine are located to the nation’s southeast and north

respectively while the Republic of Moldova is to the country’s east.

Physical conditions across the country are quite diverse. About 31% of Romania’s territory is
covered by mountains, about 36% by hills and orchards, and 33% by plains, rivers and lakes
cover around 3.7 % of the country’s area (290). The climate is also varies by season, latitude and
altitude. As a country with temperate climate, the median temperatures during summertime are
between 22°C and 24°C and during wintertime between -3°C and -5°C. HoWever, there are
noticeable difference in temperature between mountains and plains. For example, extreme low

temperatures of -38.5°C have been recorded in town of Bod, in Brasov valley (in the mountains),
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and extreme high temperatures of +44.5°C have been recorded in Ion Sion town in Barigan
plain. Variations in temperature impact on the needs of people with mental health problem, in
particular in housing, living conditions in inpatient settings, as well as access to food and |
| transportation for visits to health facilities. Heat waves and frequent floods in the summer can be

as challenging as the heavy and prolonged snow falls in the winter.

The country was historically divided into three provinces, Moldavia, Transylvania and Walachia,
and a number of smaller regions: Dobrogea, Oltenia, Banat (part of Walachia), Maramures (part
of Transylvania), and Bucovina (part of Moldova). The three provinces were separate entities
since the time of the Roman conquest in 105 AD, sometimes independent, sometimes annexed
(in parts or entirely) by, or as vassals of the 3 neighbouring empires (Ottoman, Russian, and
Turkish). There are some cultural differences between provinces and regions, reflected in
variations in cooking, folklore, and accent. However, despite having a fairly large and physically
diverse territory, and distinctive provincial cultures, the 21,584,365 population of Romania is
largely homogenoué. The ethnic composition is 89.5% Romanian, 7.1% Hungarian, 1.8% Roma
and 1.6% other ethnic groups. The majority of the population (86.7%) have declared their
religious identity as Romanian Orthodox. Other religious groups are: 5.1% Roman Catholic,
3.5% Protestant, 1% Greek-Catholic and 3.7% other religious affiliations (2). The Romanian
language spoken on the territory of Romania (as compared to the Republic of Moldova) does not
have any dialects, despite some regional differences in accents and some slight variation in
vocabulary. Consequently, it is not necessary to seek to capture regional, ethnic, or religious
differences when undertaking the Rapid Assessment, but discussions with participants will

enquire about the treatment of ethnic and religious minorities.

About 55% of the population live in urban areas. The country is divided administratively into 41
counties, with 263 towns, 2,868 communes and 13,285 villages. The capital city, Bucharest, has
the status of a county and a population of more than 2,200,000 (291). Large cities tend to be
wealthier, with better public services but less community cohesion than provincial towns. Hence,

the research will be undertaken in two locations, one large city and one provincial town.

Governance

Understanding the system of government in a country is important when it comes to making
recommendations for action. Romania is a semi-presidential democratic republic where

executive functions are shared between the President and the Prime Minister. The President is
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elected by popular vote for a five-year term. The Prime Minister is appointed by the President.
S/he heads the government and appoints the members of his/her Cabinet. The legislative branch
of government, the Parliament, consists of two chambers, the Senate (137 seats) ‘and the
Chafnﬁer of Répresentatives (334 seats).' The mehubers of both chambers are elected for a four-

year term.

Corruption

The Romanian health system cannot be understood without considering the role of corruption.
Romania was ranked number 69 out of 180 countries (last of all EU counties) in the 2007
Corruption Perceptions Index. This index ranks countries in terms of the degree to which

corruption is perceived to exist among public officials and politicians (292).

33% of respondents to the Transparency International Global Corruption Barometer 2007
reported paying ﬁ bribe to obtain services. This is the highest rate in the EU. The impact of
corruption on different sectors and institutions in a country were ranked on a 1 to 5 scale (where
1 was “not at all corrupt” and 5 was “extremely corrupt”). In Romania, political parties and
parliament scored 3.9, the legislative system/judiciary scored 3.8 and medical services scored 3.7
(293). Later on in this chapter I will discuss the impact of corruption on the health care sector, as
expressed in unofficial out-of-pocket payments made by patients. Furthermore, the participants
to the research will be asked about their own experience with corruption and how (if) it limits

their access to specialist health care.

Economy

Romania is a middle-income country with a GDP of US$ 169 billion and a GNI per capita of
US$ 6,430 in 2007 (294) and 13.8% of the population living below the poverty line (295). The
gross monthly income was 1522 Romanian New Leu (RON) (€370) in November 2007, and the
net was 1121 RON (€273) (296), while the unemployment rate was 6.4% (7.2% for men and
5.4% for women) (297). The country ranked number 60 in the 2007 Human Development Index
(298). In the World Bank 2007 Doing Business report (299), Romania was ranked as the top
economic reformer in Europe and the second in the world for the period 2005-2006, the years

before the current research was carried out. The economic situation of the country clearly

impacts on the funds available for the health sector.
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Key partners

Romama is 2 member of the Unlted Nations (as of 1955), the Council of Europe (as of 1993),

' 'NATO (as of 2003) and the European Union (as of January 2007). As such policy and

leglslatlon adopted by these international organizations, as presented in Chapter 3, are apphcable

to Romania.

Health status of the population

Life expectancy among Romanians is lower than the EU average, though it has increased slightly
over the last 20 years, reaching 69.7 for men and 76.9 for women in 2007, The leading causes of
death remain cardiovascular diseases (62.1%) and malignant tumours (17.6%). Romania remains
the country with the highest infant mortality in the EU (300). However, mortality data provide
only a partial picture. The greatest contributors to the overall burden of disease are
cardiovascular diseases (27% of all DALYs5), followed by neuropsychiatric disorders (18% of all
DALYs) and malignant neoplasms (12% of all DALYs) (2).

Age-standardized DALYs estimates for 2004 indicate that the burden of diabetes mellitus
accounted for 1.5% of the total and schizophrenia for 1.3% (2). According to WHO Health for
All Database, the prevalence of diabetes mellitus was 2.73 in Romania in 2009 (301). There are

no prevalence data for schizophrenia in Romania.

Romanian Health System (RA Module 3: Contextual assessment)

The health system is an important part of the context in which the research in embedded. The
following section will present an overview of the Romanian system, covering key aspects of
governance, service delivery, human resources and financing. This information will inform the

conclusions drawn from the research.

Governance

At the national level, the lead institutions in the Romanian Health System are the Ministry of
Health, the National Health Insurance Fund and the Romanian College of Physicians (250). Each

of these institutions has responsibilities in the development of policies in their respective fields,

which they implement through their branches at district level.
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The Ministry of Health (MoH) is responsible for developing and implementing the
government’s health policy. Its stated aims are to ensure the health of the population and the
1mplementatxon of health systems reform. It states that it leads coordinates and organises all the

- actlvmes necessary to secure the health of the population, the preventlon of dlseases (302)

The ofﬁc1a1 priorities of the Ministry of Health at the time of the research (302) were to increase
accessibility to health services and improve the quality of these services, to strengthen health
system financing, as well as to decentralize the health system and coordinate institutional

reorganisation of the Miniétry, its arms-length agencies and health care providers.

At the district level, the Ministry of Health has a network of offices that are in charge of
coordinating and monitoring the local implementation of national policy and health programmes
and all health care services. Additionally, the Ministry of Health coordinates activities of a
number of arms-length research and specialist institutes in charge of delivering on different
health agendas (e.g. the National Institute of Public Health, and the National Centre for Mental
Health).

The Ministry is responsible for the legal and regulatory framework of the health care system.
This includes the development and approval of the Framework Contract on the Conditions of
Providing Health Care within the Health Insurance System (hereafter Framework Contract) (271,
272), that defines the package of services covered by the National Health Insurance Fund
(NHIF). 1t is also responsible for policies and regulations on public health policies and services,
regulation of the pharmaceutical sector and regulation of sanitary inspections. 1t is responsible
for developing the country’s human resources policy and for building capacity for policy
analysis and management of the health care system. It is responsible for monitoring the impact of

financing reforms and assessing the need for capital investment.

The National Health Insurance Fund (NHIF) is an autonomous public institution whose
president is appointed by the Prime Minister. Its main responsibilities are three-fold. Firstly, it
develops a strategy for the health insurance system, which it administers and regulates,
Secondly, based on the annual Framework Contract, it implements the benefit package to which
the insured are entitled. Thirdly, it oversees provider payment mechanisms. The NHIF decides
on the distribution of resources among different types of care and districts. It operates through

district branches, whose activity it coordinates and supervises.
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The College of Physicians (CoPh) is responsible for regulating the medical profession, including

training and accreditation.

Health Priorities

The national health priorities are established though two main meéhanisms of the MoH: the
national strategy and a series of National Health Programmes. The first document describes the
general and specific objectives of the MoH over a specified period of time. Its impact is,
however, questionable as it has no funds, no monitoring mechanisms, and no system of
accountability. In contrast, the National Health Programmes (such as the National Programme
for Mental Health (254)) are updated annually and are funded. The responsible agency is clearly
identified and is required to report on imﬁlementation each year. While most health services are
covered by social insurance, these national health programmes allow for additional investments

in areas that are considered a priority by the MoH.

Service delivery

Health basket

The Ministry of Health (MoH) and the National Health Insurance Fund (NHIF) develop, in
partnership, a health basket for insured people. The Ministry of Health establishes standards of
care and draws up clinical guidelines, while the NHIF is responsible for developing payment
mechanisms for providers. A Framework Contract (271, 272) is negotiated and approved

annually between the MoH and the NHIF,

Health insurance covers the whole range of services from primary care to specialist inpatient and
outpatient care, as well as preventive health, dentistry, medical emergencies, medical

rehabilitation, home nursing, medication, health care supplies and medical devices (259).

The system has gatekeepers in primary and ambulatory care. Those insured also have free choice
of any health care provider (ambulatory specialists, hospital, etc.). However, if a person chooses
a provider located in another locality, they must cover their own travel costs. All services
included in the benefits package are free at the point of use, with entitlement indicated by a

NHIF membership card.
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Service providers

According to National Institute of Statistics (303), in 2007 health care was provided in 448
. general hospitals, 400 specialised hospitals and ambulatories, 263 polyclinics, 206 dispensaxies;. ’
46 health care centres, 5 tuberculosis sanatoria, 67 health and social care units, 27 diagnosis and
tfeatment centres, 135 specialised health care centres, 8370 specialised health care offices, and
12084 GPs offices. In 2007, the hospital admission rate was 24.2 per 100,000 population and the
averagé length of stay in hospital is 7.6 days (301). In the same year, reported outpatient contacts

with health services were 5.6 per person per year.

Quality assurance

At the time of the resea}ch, there were no specific systems for quality assurance of health
services. While the Framework Contract (271, 272) indicated that health services would only be
paid for by the NHIF if they meet certain standards, there is no enforcement mechanism in place.
However, a Commission for Accreditation of Hospitals has recently become operational and is

developing an accreditation system began to be implemented in 2010 (304).

Human resources
In Romania there are five recognised categories of staff working in health services: medical

doctors, nurses, pharmacists, auxiliary staff (264) and other professionals contributing to health

care (e.g. psychologists, laboratory staff or physiotherapists) (265).

According to the WHO Health for All database (301), in 2007 there were 212.2 physicians and
563.2 nurses per 100,000 population. Almost half of the physicians (49.1%) and the majority of
the nurses (59.2 %) work in hospitals. There were 122.5 general practitioners per 100,000

population.

In spite of a reported shortage of staff in all categories, the Ministry of Health has no needs-
based workforce strategy. Rather, the figure is mainly linked to the training capacity of
universities and other educational institutions and there is no system to feed back evidence of

shortages or surpluses.

The Romanian health system has faced shortages of trained staff in recent years as a
consequence of migration. At the time of the research, there was no adequate system in place to

monitor how many health workers leave Romania each year for other countries, The Ministry of
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Health only records those who seek confirmation of their qualifications before migrating. A
recent study showed that a high proportion of personnel who still work in the system report that .

they would like to leave (305).
Financing
Population coverage

The Romanian Constitution guarantees the right to health care for all Romanian citizens (306).
Health insurance coverage is compulsory for all citizens, as long as they can provide valid
identity documents, which in effect does tend to exclude some groups such as Roma (259).
Persons with disabilities, war veterans, pregnant women, and children are exempt from paying

contributions, which are funded from national health programmes (250, 273).

By law, health care services and medication are to be provided to all those covered by insurance,
without discrimination. However, in order to maintain their entitlement to health care, the

insured persons are obliged to follow strictly the treatment regimen prescribed by a doctor.

Revenue collection

Total health expenditure as a proportion of gross domestic product (GDP) in Romania was 4.7 in
2007 (301). The NHIF is the main vehicle for health spending; in 2007 it was estimated to have
contributed around 75% of all health spending (250). However the NHIF faces a major challenge
in that while its main source of income is contributions by insured people (up to 98% of all its
revenue in 2004), only 5 million people of the over 21 million people entitled to benefits were
paying contributions in 2005. Contributions are collected by the Fiscal Administration National
Agency of the Ministry of Finance, or in th¢ case of the self-employed, by the district offices of
the Health Insurance Fund. Contributions for people receiving unemployment or other social

benefits are paid by the Ministry of Labour and Social Solidarity and Family.

Taxation is the second source of health spending, accounting for 13.5% of overall health
spending in 2003 (250). The Ministry of Finance allocates funds from general taxation to the
Ministry of Public Health, which then funds the District Public Health Authorities. These funds
are used to finance the National Health Programmes of the MoH, capital investment, high-
technology medical procurement and support for certain arms-length bodies accountable to the

Ministry of Health. The funds from taxation are variable and vulnerable to changing political
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priorities. For example, in 2007, the contribution of taxation to health spending increased as
taxes on alcohol and tobacco were allocated to the health budget to cover certain National Health
Programmes considered priorities at the time (e.g. the programme for people with mental health
problems). This was due to pressure from the European Commission to speed up mental health
reform at the time of EU accession. The fluctuating nature of these funds makes it difficult to use

them for implementation of sustainable reforms.

The other source of health spending is out-of-pocket payments (250). These take different forms.
Direct payments may be made either to private health care providers or for goods and services
that are not covered by insurance or National Health Programmes. Co-payments and gap
payments (between the actual and reference price) may also be paid for services and drugs
respectively. Additionally, persons who obtain specialist health services without referral have to
pay fees, other than in an emergency or where they already a confirmed diagnosis which requires

regular specialist care.

Lastly, informal payments fbr medical services are another form of out-of-pocket payment that
may be incurred. While those covered by insurance should have free access to health care,
according to a World Bank study, in 2004 “Romanians paid about USD 1 million a day in bribes
for medical staff”, because “they felt the need to hand over cash to guarantee [a] basic standard
of service”((307), p. 1515). The study found this practice to exist across all levels and areas of
the health system and is acknowledged by health authorities in Romania (especially the Ministry

of Health and College of Physicians) as a major challenge.

Commissioning

The National Health Insurance Fund (NHIF) is the main commissioner of health services in
Romania. The NHIF decides on the distribution of resources to different types of care and to
each of its district offices. Both public and private service providers (e.g. hospitals, ambulatory
care and primary care) are contracted on the basis of the yearly Framework Contract (271, 272)
by the District Health Insurance Funds. The NHIF also contracts with institutions providing

long-term medical care.

The majority of health care providers in the outpatient sector are no longer state employees but
instead are paid through ‘a variety of contractual arrangements by district offices of the NHIF.
Thus, the former polyclinics have been turned into independent outpatient health facilities and

specialists working in these facilities are paid on a fee-for-service basis.
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Hospitals are paid prospectively using a mixture of methods. Payment for medical personnel
working in hospitals is still based on salary. However, hospital boards can set salaries according
. to individual competency and workload (within some limits). Most hospitals are publicly owned,

with only limited private involvement.

Health system reform

Romania has lagged behind most of the Central and Eastern European countries in its
implementation of health system reforms. The two main reforms introduced in post-communist
Romania were, firstly, the establishment of primary health care that established the speciality of
General Practice (GP), with creation of general practices covering the entire insured population

and, secondly, the reform of the health financing system, which introduced health insurance.

Mental health and diabetes care

Governance

While there is considerable overlap, there are different organisational structures for the delivery
of care for those with mental illness and diabetes. These can be divided into: policy
development, definition of package of services, service delivery, responsibility for those
registered with disabilities, and professional regulation (Figures 15-18). The main difference
between the two systems is that, in the case of diabetes, there is no a separate institution assigned
the responsibility for coordination of diabetes care nationally that corresponds functionally to the
National Centre for Mental Health. Instead, the main service provider in the country, the
National Institute for Diabetes, Nutrition and Metabolic Diseases "Prof. Dr. N. Paulescu” in

Bucharest, also plays a policy and coordinating role.

107



I. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

Figure 15 Policy development
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Figure 16 Specialist health service delivery
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Figure 17 Professional bodies

Figure 18 Services for people with disabilities

Ministry of Labor and
Social Welfare

National Agency for

people with Disabilities

District local authorities -
Office for protection of
people with disabilities

1

Centres for neuropsychiatriC Dther social care services

recovery and rehabilitation, (fOI’ all types of disabilities)

(only for people with mentill
health problems) y

109



I Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

At the time of the research, inpatient services were provided by 24 hospital sections with a total
of 732 beds and by 24 wards with a total of 249 beds. Data on outpatient services, private

practices, admissions and visits and comparison with European services are not available.

Primary cére plays little role in the treatment of i)eople with type 1 diabetes, who are managed
primarily by specialist physicians. At the time of the research, GPs did manage people with type

2 diabetes, but this is outside the scope of the current research.

Human resources

Romania has among the lowest densities of psychiatrists in Europe (at 4.7 per 100,000
population) but the density of nurses working in mental health settings, at 22.4 per 100,000
populétion, is comparable with the European median (223). The ratio of psychiatrists to nurses in

Romania is 1 to 5, while the median in Europe is 1 to 2.4.

At the time the research, there were 98 diabetes physicians with the highest level of
specialisation (primari), 95 diabetes specialist physicians, 29 physicians with competency in
diabetes, nutrition and metabolic disorders, and 121 diabetes resident physicians in the country.

The number of nurses working in diabetes care was not available.

Most nurses currently working in mental health and diabetes care have only generalist training.

However, special courses to train mental health nurses and courses in dietetics for nurses
b

working in diabetes care have been organised in recent years, with some specialised nurses

already entering the workforce.

The number of other health professionals treating patients with severe mental illness or diabetes,
such as psychologists, social workers, dieticians, or occupational therapists, is not recorded. The

mental health team is led by a psychiatrist and the diabetes care team by a diabetes physician.
Financing

In 2006, mental health accounted for 3% of the total health budget, placing Romania 3" lowest
among the 34 European countries for which data are available (223). However, this excludes
Ministry of Health funds for improvements in hospital infrastructure and community based
services. These amounted to €25 million between 2006 and 2008 (308) but were only temporary.

There are no comparable data for diabetes but one study has estimated the mean health
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Service delivery

The mental health system in Romania comprises the following services (308):

» Inpatient services. There are 39 psychiatric hospitals, of which 9 are specialist hospitals (5
hospitals have only one speciality, and 4 are forensic psychiatry hospitals), and 75

psychiatric wards in general hospitals.

= Outpatient services. There are 36 outpatient services for adults (former mental health
laboratories are currently being upgraded into community mental health centres), 20 day-
hospital units for adults, 137 private practices, 8 day-hospital units for children, 14 outpatient

services for children and 10 units for treatment of drug addiction.

There are 74 psychiatric beds per 100,000 population, with most in mental hospitals (75%),
while the rest are in units within district general hospitals. The total number of psychiatric beds
has decreased from 21,477 in 1990 to 15,959 in 2008. This has been achieved by closing many
of the large isolated psychiatric hospitals, so that the number of beds has halved, from 9,442 in
1990 to 4,926 in 2008. In contrast, there has been little change in urban areas, from 12,035 in
1990 to 11,033 in 2008. However, the admission rate, which is more than double the European
mean (1,301 versus 568 per 100,000 population) has remained almost constant in rural areas
(39,415 admissions in 1990 and 40,672 admissions in 2008) and in urban facilities has actually
increased, from 139,123 to 221,435. This has led to severe overcrowding in some facilities, often

resulting in bed sharing.

. Primary care plays a marginal role in the treatment and care of people with severe mental health
problems. They are usually referred to specialist settings (223). This is one reason that this
research focuses on specialist services. Further, there are no formal partnerships between

primary care and specialist mental health services.

Diabetes care has a long history in Romania (309). The first diabetes ward was opened in 1934,
and in 1942 the first Anti-diabetes Centre was open in Bucharest, an outpatient unit where
patients were monitored. The first specialist physicians in diabetes, nutrition and metabolic

disorders graduated in 1976. In 1993 the Institute for Nutrition and Metabolic Diseases was

established.
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expenditure per person with diabetes at US$ 149.3 in 2007, placing Romania 39th out of 51
countries in WHO Europe, and last of all EU countries.
The 2007 National Prograrmﬁe for Mental Health (254) had a total budget of 46.3 mil RON
(about €1'1 million), while the National Programme for Prevention and Control of Diabetes (258)
had a total budget of 303 mil. RON (about €72 million).

Summary

This chapter provides an overview of setting of the research, and gives insight into the Romanian
health system. It shows the framework within which the mental health and diabetes services
operate. It shows how the Romanian health system faces many challenges. This provides the

context for the findings of the de jure and the de facto assessments described in the following

chapters.
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Chapter 6 Findings of the review of mental health
_policy and legislation (RA Module 4 Health'
mterventnon assessment)

We now move to the empirical part of the thesis. The first task is to assess whether the Romanian
health system responds in a comparable manner to the needs of those with severe and enduring
mental health problems (exemplified by schizophrenia) and those with a chronic physical illness
(exemplified by type 1 diabetes). The assessment is based on the criteria set out previously that
operationalize the elements of the Conceptual Framework (271, 272). In this, _and the subsequent
two chapters, I look at the de jure situation, asking what provisions are enshrined in the laws and
policies that relate to the care of those with the two disorders. In this chapter I look at how these
provisions relate to mental health. In the subsequent chapter, I look at how they relate to diabetes

and then, in a third chapter, I compare the two.

Before doing so, it is necessary to be familiar with the legislative process in Romania and the
resulting limitations of the documentation resulting from it. In theory, primary legislation should
be presented to parliament, often after input from relevant agencies and following discussion in
cabinet. It should then be scrutinised by both houses of parliament and, after successful passage,

signed by the president. In reality, there are two more common approaches.

The first, which is now common, is to adopt ordinances (regular or emergency), which have the
status of primary legislation. This is justified by the government as a means to speed up the

legislative process.

The second approach is often used when primary legislation is adopted by the parliament but
crucial provisions are omitted from the text. This has the benefit, for the government, of avoiding
a lengthy and difficult process of negotiation that would put the passage of the law at risk.
Instead, the missing provisions are left for secondary legislation (in the form of ministerial orders
or regulations). The task of developing this secondary legislation is delegated to relevant
ministries. In both these ways, the executive assurﬁes a quasi-legislative role, circumventing the

role of Parliament.

One disadvantage is that the quality of the drafting is often poor and related items of legislation
are poorly co-ordinated. A second is that the absence of parliamentary scrutiny means that

legislation can be easily amended by the executive. Indeed, one of the legislative acts examined
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here has been amended as many as 46 times, often in response to short-term political interests
(Annex 4). The legislation is not consolidated after each amendment so it is necessary for those
seeking to understand the current situation to read through each of the amendments listed in

legislative register. This requires substantial effort and is extremely chal]enging.

Unforﬁmaﬁely, even those items of primary legislation that have undergone the full parliamentary
process may also exclude detailed provisions on implementation and accountability mechanisms,
making it difficult to understand the actual implications of the legislation, or even whether any

implications arise at all.

The situation is complicated further by the existence of policies, many of which seem to have
been developed to demonstrate to the international community that issues have been considered

but which are non-binding and have no mechanisms for monitoring or enforcement.

A consequence of this legislative and regulatory muddle is that people with schizophrenia and
type ldiabetes are subject to different areas of legislation that are neither coordinated nor
coherent. The relevant measures arise from legislation developed by different ministries, singly
or in combination. Thus the Ministry of Health is responsible for legislation on health care in
general and on mental health in particular and the Ministry of Social Welfare is responsible for
legislation on disability. The Ministries of Social Welfare and Finance come together to agree
the legislation on social welfare. The Ministry of Health and the National Health Insurance Fund
(NHIF) agree a Framework Contract (271, 272) that sets out the entitlements for care paid for by
the health insurance fund. The National Authority for People with Disabilities (ANPH) is an
arms-length body accountable to the Ministry of Social Welfare and can propose legislation to
the ministry and enact non-binding policies. Unfortunately, it is not obvious which legislation

has primacy when there are contradictions.

The most important practical implication is that the Framework Contract (271, 272), agreed
between the Ministry of Health and the Insurance Fund, establishes in detail the standards that
apply in health facilities of all types as well as what types of care the insurance fund will pay for.
However, the Framework Contract is not aligned with the mental health legislation, so that
certain of its provisions for people with mental health are not matched by a funding stream from
the insurance fund. This has, in practice, provided a means for the government to adopt

international standards in its mental health legislation while not making any provision to
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implement them. The same is true of much of its legislation on disability, to the extent that it

interacts with the health system.

To Whomdo these laws refer

People with severe and persistent mental health problems are defined differently in the various
bieces of legislation that exist, as well as in the regulations that arise from them. One definition
appears in the mental health legislation (256). This identifies people with severe mental health
problems as those who cannot understand the meaning and consequences of their behaviour and,
therefore, need immediate psychiatric care. This will obviously include those who are actively
psychotic. However its application to those with severe mental health problems who retain their
méntal capacity is less clear and it conflates people with learning disabilities and those with

severe mental health problems.

The second definition appears in the policy and legislation on disability. The National Strategy
for the Protection, Integration and Social Inclusion of Persons with a Disability, which covers the
period 2006 to 2013 (276) defines disability as the loss of or limitation in a person’s
opportunities to participate in the life of the community at a comparable level to all other
members of the community on account of their so-called “deficiencies” (physical, sensorial,
psychological, mental and\or combined). This definition contains an explicit value judgement
that people with disabilities are somehow deficient. This includes persons “with a mental or
psychiatric disability due to underdevelopment or regression, or as a result of psychiatric
deficiencies due to severe and pronounced neuropsychiatric diseases”. It refers to persons in
need of special protection; those with psychosis and/or with severe and pronounced behavioural
problems, starting in early life (childhood or adolescence) or affecting the capacity for
integration and performing organised activities. It also includes persons with autism,
schizophrenia and dementia due to-acquired cerebral damage, with or without personality
disorders. The legislation is more detailed (274, 275, 281, 284, 286). In it, people are categorised
as having a severe or pronounced disability according to the intensity of problems, the need for
constant supervision and the capacity to perform daily activities independently. People with
schizophrenia are categorised as severe if they have lost the capacity for self-determination,
independent functioning and self-care. Those who partially retain their capacity for self-

determination or independent functioning or who do not need continuous supervision are
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classified as having a pronounced disability if they can work in protected workshops but cannot
retain any other employment. This is regardless of how demanding the job is. People with type 1
diabetes are classified as having a severe disability when they suffer from typical complications
5ffécting one or- moré systems (have severe disability affecting sight, mobiiity, locomotion,
postural or urological function), or when they suffer from severe f‘unctional problems due to
Charcot Arthropathy of the feet. Pronounced disability resulting from type 1 diabetes is deemed
to exist when the individual has unstable metabolic function, with or without metabolic
decompensation. Persons with physical or mental handicap fesulting from voluntary action (self-

harm) are not eligible to be certified as disabled.

The current legislation and related policy on people with disabilities is, in general, in accordance
with international standards, largely as a consequence of international reports on human rights
abuses in Romanian institutions. However, the narrow and imprecise definitions of disability
mean that these standards do not, in reality, apply to most people with severe mental health

problems.

The third definition is in social welfare legislation (266, 286). It considers people with severe
and persistent mental health problems from a different perspective. They are considered to be
“invalids” (referring mainly to their incapacity to work), with very few specific rights regardless
of the severity of the disease. The legislation recognises three levels of invalidity: invalidity of
the 1% degree (total loss of the capacity to work or to manage on their own and of movement or
spatial orientation such that the person needs constant care and supervision), invalidity of the ond
degree (total loss of the capacity to work but the person still has the capacity to manage on
his/her own and has movement and spatial orientation, without the help of another person), and
invalidity of the 31 degree (partial (at least half) loss of the capacity to work such that when the
person can work partially). The severity of invalidity is established by doctors working for the
social insurance system, specialised in medical assessment. This process is undertaken mainly

for health insurance purposes.

Fourth, and finally, the regulations for the NHIF include people diagnosed by specialist
physicians with severe and persistent mental health problems within the category of patients with

chronic disorders who are entitled to direct access to specialists (271, 272).

The remainder of this chapter assesses the different pieces of legislation against the criteria set

out earlier.
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1. Accessibility of specialist services

1.1, Access to care in the least restrictive environment/community-based
séttings | ' ' .

Thé analysis of policy and legislation paints an ambiguous picture regarding access to care in the
least restrictive or in community-based settings. Indeed, it is unclear as to whether or not people
with mental health problems have any guarantee of access to specialist services in the least
restrictive settings. On the one hand, the Mental Health Law (256) requires that services be
provided where people with mental health problems live. According to it, the package of services
that should be made available include: a) mental health centres; b) psychiatric offices and offices
for assessment, therapy, psychdlogical counselling and psychotherapy as well as assessment and
therapy for speech disorders; c) crisis intervention centres; d) home treatment; €) psychiatric
hospitals; f) day centres (i.e. small specialist centres administratively linked to district general
hospitals); g) psychiatric wards or departments in general hospitals; h) psychiatric centres
connected to general hospitals; i) centres for recovery and social reintegration; j) protected

workshops and homes; k) centres for counselling for domestic violence.

The Implementation Rules (257) that accompany the Mental Health Law specify that services
should be available in sectors with a population of 100,000 to 150,000 to ensure that those in
need can access services where they live. This secondary legislation requires a slightly different
structure of’services than the primary legislation: a) a mental health centre (with mobile units, a
centre for crisis intervention and a day centre); b) a stationary day unit, c) psychiatric offices; d)
facilities with beds which may or may not be used for legal detention; and e) units with a
maximum of 40 beds for the long-term care of people with severe and persistent mental health
problems. In addition, they state that each psychiatric sector should provide the following types
of services: a) psychiatric ambulatory services; b) mobile assistance services (for patients that are
difficult to treat or who refuse to access health structures/services but who accept treatment, or
for addressing various psychosocial needs that require presence of therapeutic teams at a
community location); ¢) psychiatric day services (occupational therapy, individual or group
psychotherapy, specialised rehabilitation programmes ~ this is available for patients admitted to
day-time stationary units for a maximum period of 2 months, after which period they are referred

to rehabilitation centres or primary care services); d) rehabilitation services (occupational
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therapy programmes, vocational rehabilitation programmes, leisure-time programmes or psycho-

educational programmes); €) hospital services; and f) home care.

Further details on how these services should be provided to the target population are provided in
another piece of secondafy legislation published since the Mental Health Law (253), providing a
framework for creating the mental health centres referred to in the Law. These centres should
develop from existing outpatient services (known as Mental Health Laboratories). Most
outpatient services are linked to mental hospitals or psychiatric departments in general hospitals.
Services to be provided by the new mental health centres, according to this piece of secondary
legislation, are very similar to the ones listed in the Implementation Rules and include: crisis
interventions; mobile services; and rehabilitation services providing vocational and

leisure/recreational rehabilitation programmes as well as counselling for patients and families.

The National Mental Health Strategy (251) also requires that specialist services be provided in
community-based mental health centres, psychiatric hospitals, psychiatric wards in general
hospitals, day-care services, crisis intervention centres and networks specialised in addiction,
mental health of older people and others, etc (sic). The document stresses the centrality of the
community-based mental health centre, envisaged as becoming the main provider of mental
health services. The Mental Health Action Plan (252) which, at the time of the research was in
draft form, reinforces this point while adding that there is an acute need to improve the quality of
psychiatric hospitals (currently the main providers of mental health services) and decrease the
number of admissions by providing alternatives outside the hospital. The (draft) Action Plan also
mentions that the community-based mental health centres should offer vocational rehabilitation,

leisure and education and provides a detailed description of the services included in the law.

However, the model of care promoted by the mental health legislation and strategy is not
reflected in the legislation that establishes the overall healthcare basket, namely the Framework
Contract (271, 272). According to this document, specialist mental health services should be
available in psychiatric offices, specialist outpatient services linked to mental hospitals, and in
psychiatric hospitals. Emergency care provided in emergency rooms of health facilities is also
covered by insurance. The Framework Contract classifies patients presenting with hallucinations
or in a state of confusion as major emergencies, for which emergency treatment should be
available. The document does not indicate, however, in which settings these emergencies are to

be dealt with.
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In the Framework Contract, specified hospital services include continuous hospitalisation (for
the entire duration of treatment), hospitalisation for one day (maximum 24 hours), and day
services (maximum 12 hours). The document sets out criteria for admission to hospital. These
are: é) for medical emergencieé, when fhe patient’s life is at risk or when the patient needs
continuous medical Supervision; b) when the diagnosis cannot be established in outpatient units;
¢) when the treatment cannot be provided in outpatient units or when the patient cannot be
moved; d) other circumstances documented by the physician in charge and approved by the head

of section.

The optimal period of hospitalisation, as established by the specialised commissions of the
Ministry of Health, and included in the Framework Contract (271, 272), is 17 days for acute
psychiatric problems and 50 days for chronic psychiatric disorders. For chronic psychiatric
patients who require long-term medical care, the average period of hospitalisation is the actual
period of hospital stay during the previous year, rather than the recommended optimal period of

hospitalisation.

Services that are usually provided in inpatient units can also be offered in outpatient units that
have been authorised by the Ministry of Health in the event that admission is not strictly
necessary (261). These services are covered by funds to hospitals. Hospitals are required to
prepare a list of services that cannot be provided in outpatient services and require
hospitalisation. These lists are included in the contracts between hospitals and the National

Health Insurance Fund.

Finally, people deemed by law to be disabled should also have access to monitoring of their
medical treatment within the framework of the social care to which they are entitled at home, in
the community, or in the day centres and residential centres (such as centres for assistance and
care, centres for recovery and rehabilitation, residential centres for people with ’disability or
protected homes). This is based on individual needs, as defined by the criteria in the legislation
for establishing the degree of disability (274, 281, 284). Thus, people with schizophrenia who
are classified as severely disabled are entitled to continuous home-based medical, psychological
and social monitoring, to a personal carer, and to specialist services. People with schizophrenia
who are classified as having pronounced disabilities are entitled to a limited level of support.
Home treatment is not available to them and the legislation places the responsibility for
overseeing their care with the family (280). They are, however, entitled to regular check-ups to

prevent complications arising. According to Government Decision 268/2007 (275), the social
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worker employed by the relevant local authority has a duty to check that these rights are upheld
by the family or by the legal representative of the disabled person. Where they cannot ensure

these righté, the local authorities must assume responsibility for them.

1.2. Geographical accessibility of services

The approach taken by mental health legislation on geographical distribution and availability of
services is different from that of the overall health and insurance legislation. The Implementation
Rules of the Mental Health Law (257) stress the importance of an equitable geographical
distribution of services and require the organisation of specialised mental health services in
sectors covering 100,000 to 150,000 population. Sectorisation is also reflected in the Mental
Health Strategy (251) and the (draft) Action Plan (252). However, medication for people with
mental health problems can be collected from pharmacies in other locations provided that they
have been designated by the NHIF, based on VAT registration (271, 272).

The general health legislation requires a geographic distribution of human resources (at district,
urban and rural level) (264), as described below (point 2.5.). The Framework Contract (271, 272)
does pay for this but it is not coordinated with the mental health legislation on the distribution of

services by catchment area.

1.3. Access to services when needed (temporal access)

The times when specialist services are available for people with schizophrenia are also
inconsistent. The mental health legislation (253, 256, 257, 310) and related policy documents
(251, 252) require that specialist services (including community-based crisis care, home
treatment and assertive outreach) are available to people with severe and enduring mental

disorders whenever needed.

At the same time, the Framework Contract (271, 272) requires that the outpatient specialist
offices/practices should be open a minimum of 35 hours and a maximum of 52.5 hours per week.
The inpatient specialist services follow a normal hospital programme, with emergency rooms
available 24 hours a day, 7 days a week. Conversely, people with schizophrenia who are
classified as severely disabled and qualify for home care should receive home services on the

‘basis of a schedule agreed upon with the service provider Order 175/2006 (280).
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1.4. Access to different parts of the system, as needed (Referral system)

Procedures for referrai are established primarily by the insurance legislation. Once diagnosed,
people with schizophrenia can, according to the Framework Contract (271, 272), access
specialist 6utp‘atient'services diréctly, subject to the agreemerit of the spécialist physician in
éharge or whenever complications arise. The conditions for access to these services are: a) that
persons with schizophrenia are registered with a GP but need services other than those which
their GP can provide; b) that the therapeutic plan needs to be modified. The specialist physician
is required to inform the GP if there are changes in the evolution of the disease or in the
therapeutic plan and has to submit a monitoring plan for each patient to the National Health
Insurance Fund. Patients with chronic disorders such as schizophrenia and diabetes can access
specialised outpatient services without referral from the GP once the diagnosis is established.
They may do so as often the specialist doctor in charge agrees or whenever there are

complications.

Hospital services are available following referral by a GP, a specialist outpatient doctor, or a
doctor working in medico-social institutions that have contractual relationships with the National

Health Insurance Fund.

1.5. Financial access to services (financial affordability)

Insured people have free access 10 specialist mental health services. The Framework Contract
(271, 272) specifies the services that are available within the national insurance system to people

with severe and persistent mental health problems (as described in the previous section).

With regard to outpatient services, insured persons are entitled to 3 consultations (with an
average duration of 30 minutes) to establish the diagnosis and the treatment plan, revise the plan
or monitor its progress. These services are covered by insurance only when performed by the
specialist doctor in his/her office/practice. When, at the request of the physician in charge,
consultations are provided by other professionals such as psychologists or social workers
(classified by the Ministry of Health as professions connected to medical practice (265, 311)),
payments can only be claimed through the physician, conditional on the services being

considered strictly necessary for establishing the diagnosis or treatment plan.

Hospital care is covered for insured people, while emergency care is provided free of charge to

all patients (there are some Romanians who have been unable to obtain insurance, usually
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because they lack the necessary documents). Medication prescribed in outpatient services is
either 100% free or with an out-of-pocket co-payment. Medication prescribed in hospital is
entirely free. The list of drugs covered by the insurance fund is negotiated annually and specified
in.secondary legislation. The Framework Contract (271, 272) indicates that kmedication for
conditions covered by National Health Programmes (sﬁch as schizophrenia) (254) should be

covered in quantities required by therapeutic guidelines.

Legal mechanisms are in place to ensure that all people with severe and persistent mental health
problems benefit from the same package of healthcare, even if they do not contribute to the
National Health Insurance Fund. Thus, people that are registered with the National Authority for
People with Disabilities as disabled have the right to health insurance without paying a
contribution (274). Specialised services are provided following referral from physicians in social
institutions or from GPs; persons utilising this system have the same access to medicines as
insured people. Additionally, people benefiting from social pensions (including invalidity

pension) also have their insurance contributions paid (286).

There is a final safety net in that the National Programme for Mental Health of the Ministry of
Health (254) requires that people with severe and persistent mental health problems who do not
contribute to the insurance system and are not insured or are not classified as disabled, should

benefit from the same package of as insured people, once diagnosed.

In conclusion, by law, all people with severe and persistent mental health problems, be they
insured, registered as disabled, on social welfare, or just diagnosed with schizophrenia by
specialists in health services, should have financial access to specialist services included in the

health basket.

2. Availability of evidence-based treatment and care

2.1. Availability of medication

Both the Mental Health Law (256) and the Framework Contract (271, 272) require that
medication be available to people with severe and enduring mental health problems. The Law on
Rights of Patients (260) also requires that hospitals have adequate medical supplies for patients.
In fact, in the preamble of the Mental Health Strategy (251) it is noted that medication is the

main and almost sole form of treatment provided by mental health hospitals.
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In specialist outpatient services, people with schizophrenia can be prescribed medication for up

to 30 days. When discharged they should receive a prescription to last 30 days.

Disability legislation (280) takes a similar approach to the mental health and insurance
legislaﬁbn and requires that those people with schizophrenia who are classified as severely
disabled and qualify for home care should receive any necessary support when taking medication
(in forms of pills, injection, etc.) and necessary related interventions. All interventions should be
recorded in the patient’s file. Details to be recorded are: the type of intervention, the time, date

and duration of the intervention and the health status of the patient.

2.2. Availability of other evidence-based interventions

a) Psychosocial interventions

The psychosocial interventions guaranteed by the mental health legislation are different from

those specified in the health insurance legislation.

The Mental Health Law (256) indicates the types of mental health services that should be
available for people with mental health problems. These include: psychological counselling,
psychotherapy and assessment and therapy for speech disorders. The Rules of Implementation of
the Mental Health Law (257) state that therapeutic teams in the community and mobile
assistance services should be available to meet the various psychosocial needs of persons with
mental illnesses adequately. Individual or group psychotherapy should also be available for
patients admitted to day units for a maximum period of 2 months, after which time they are
referred to rehabilitation centres or primary care »services. Psycho-educational programmes

should also be provided by rehabilitation services, commensurate with local resources.

Similarly, another piece of secondary legislation (253) requires that community-based mental
health centres (former mental health laboratories) provide treatment such as psychotropic
medication and psychotherapeutic interventions, that mobile assistance services attend to various

psychosocial needs, and that rehabilitation services offer counselling for patients and families.

At the same time, the Framework Contract (271, 272) establishes that existing outpatient mental
health services are to be reimbursed for the following psychosocial interventions: a) an initial
consultation that includes: anamnesis, psychological evaluation, establishing the
psychotherapeutic objectives and the methods of treatment (with an average duration of 40

minutes); b) a check-up consultation that includes: performing and interpreting additional tests,
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conducting specialised tests (psychological test; IQ, social investigation, clinical tests and
scales), undertaking re-evaluations, individual or family psycho-education, educational therapy
(with an average duration of 30 minutes); c) individual and group psychotherapy (to treat
psychosis,' 6bsessiVé—compulsive disorders, phobic disorders, anxiety disorders, depression,
addictions); d) individual non-spéci'ﬁc psychiatric counselling; e) psycho-diagnosis (by a

psychologist).

b) Rehabilitation and reintegration

Both the mental health and the disability legislation require that rehabilitation and reintegration

services are made available to people with schizophrenia.

The Mental Health legislation (256) indicates the types of mental health facilities that should be
available for people with mental health problems, including centres for recovery and social
reintegration and protected workshops and homes. Its Implementation Rules (257) require that
day-time psychiatric services offer occupational therapy and specialised rehabilitation
programmes for patients admitted to day-time stationary units for a period of maximum of 2
months. After this period patients are referred to rehabilitation centres or primary care services.
Also, the rehabilitation services are required to provide occupational therapy programmes,
vocationai rehabilitation prdgrammes and leisure-time programmes based on resources at the
local level. However, the Implementation Rules do not clarify whiéh patients should receive
these services. This is because people in need of long-term treatment should be referred to neuro-
psychiatric recovery and rehabilitation centres or to protected homes that are the responsibility of
the National Authority for People with Disabilities. The disability legislation (274, 275) provides
no further details on this. It requires that people admitted to these institutions should receive

therapy and rehabilitation based on individual assessment of needs,

The previously mentioned Order on Mental Health Centres (253) establishes that rehabilitation
services should provide specialised rehabilitation programmes such as vocational rehabilitation
programmes, leisure/recreational rehabilitation programmes and counselling for patients and
families. It also requires that community-based mental health centres collaborate with services
provided by other sectors (such as temporary or protected shelters, protected workshops,
expertise commissions for the capacity to work and education centres) to meet the needs of

patients with mental health problems. The (draft) Action Plan (252) also states that the
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community mental health centres should offer rehabilitation services and provides a detailed °

description of what should be provided.

‘The disability legislation goes beyond the mental health leglslanon and entitles those people with
schlzophrema who are classified as severely disabled and qualify for home care to receive home- _
based recovery and rehabilitation services (280). The Framework Contract (271, 272) does not -
specify inclusion of any outpatient rehabilitation or reintegration services for people with
schizophrenia. It does, however, include hospitalisation for people with severe and enduring

mental health problems that require long-term medical care (deemed as chronic).

2.3. Social care

The social welfare legislation (266) states that social services should be provided to all those in
vneed and those who are vulnerable and dependent on others, so as to increase their quality of life
and promote social cohesion. These services should be provided in the community, at home, in
day centres or residential centres. Entitlements vary according to whether individuals are

considered “disabled” or “invalids”.

a) Rights and entitlements for people with severe and persistent mental health problems, deemed

as disabled by law

The disability legislation (274, 275) entitles those covered to a range of services including
education and professional development, employment, supported employment and professional
training, social care, housing, support with decorating their homes, transportation, access to the
physical environment, information and communication, leisure time, access to culture, sport and
tourism, legal assistance, fiscal facilities and regular (every 2 years) assessments of their health
and social status. People with schizophrenia who are classified as severely disabled are entitled

to a paid personal carer and relevant social services.

Disabled status entitles affected individuals to apply for early retirement, if they satisfy certain
conditions related to duration of contributions (267, 286). Others not meeting these criteria can
apply for an invalidity pension. These are granted on the authority of a doctor in the social

insurance institution.

People with disabilities residing in certain institutional settings, specified in the legislation, are
entitled to certain social services. These include centres for neuropsychiatric recovery and

rehabilitation that accommodate people with leaming disabilities and with mental health
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problems. These institutions receive funds from a variety of sources including local authorities,

central government, and personal contributions by residents and their carers.

An order (278) entitles persons with disability, their families, and carers access to information
about their rights and entitlements. However, the complicated leglslatxve framework, w:th its

frequent modlﬁcatlons makes this difficult.

b) Benefits and entitlement of people with mental health persons that are considered, according

to the law, to be invalids (permanent or temporary)

Those with severe mental health disorders not reaching the threshold to be considered disabled
may qualify as invalids but benefit from far fewer entitlements than those who are disabled (267,
286). Invalidity allowances are based on previous earnings but the system is more complex. The
basic invalidity allowance is only paid in respect of working days and official holidays. The cost
is bon by employers. After the 90" day, approval by a physician working in the social insurance
system is required to extend it to 180 days. At that point, the physician can discontinue it, extend
it for a single additional period of up to 90 days, or refer the patient for an invalidity pension.
Following a period of leave on grounds of invalidity, the patient may return temporarily to work
in a different job or return on a part-time basis. They may also be eligible for rehabilitation

services.

2.4. Physical health

Physical health care for people with schizophrenia is primarily regulated through health
insurance legislation, according to which they should benefit from the full package of care
covered by the insurance system (259). An additional entitlement for people with schizophrenia

admitted to mental health services is that they can benefit from some dental care free of charge.

Under disability legislation (274), the organisation providing social services should facilitate
access to all relevant health services (including ophthalmology and dentistry). Additionally,
those people with schizophrenia who are classified as severely disabled and quallfy for home

care should have regular check-ups at home.

2.5, Availability of enough staff in all settings

The requirements for staffing mental health services differ in various pieces of legislation. The

Implementation Rules of the Mental Health Law (257) establish a system of psychiatric sectors,
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based on population numbers. Each psychiatric sector should cover 100,000 to 150,000 people
and should have mental health teams composed of 8 full-time psychiatrists, 40 full-time
registered psychiatric nurses, 4 full-time clinical psychologists, 5 full-time social workers and

other staff members.

Cbnversely; the (draft) Action Plan (252) is based on hospitals. Mental health departments within
general district hospitals should have three full time psychiatrists, 14 psychiatric nurses, one
social worker, and one part-time psychologist. The document notes that there is a need for more
psychiatrists at the national level and that the geographical distribution as well as the balance
between inpatient (hospital) and outpatient services should be improved. The general health

legislation (264), in contrast, bases its norms largely on bed numbers (Table 3).

Table 3 Mental health staff in inpatient services
Inpatient services
Staff - Institutes and centres of | Units, sections and | District Municipal Rural
categories speciality wards for chronic hospitals and and town hospitals
- Clinical hospitals patients hospitals with | hospitals
- Regional emergency one speciality
hospitals
- District hospitals from
university centres
- Emergency hospitals
Psychiatrists | 1 physician for 12 beds 1 physician for 20 1 physician for | 1 physician | 1
beds 16 beds for 20 beds | physician
for 20 beds
Nurses 1 nurse for 10 beds per 1 nurse for 18 beds | 1 nurse for 14 1 nurse for | 1 nurse for
shift per shift beds per shift 15 beds per | 18 beds
: shift per shift
Psychologists | 1 psychologist per 80 beds [ 1 psychologist per 1 psychologist | 1 -
in the psychiatric institution per 90 beds in | psychologist
departments the psychiatric | per 100
departments beds in the
psychiatric
departments
Pharmacists | 1 pharmacist per shift 1 pharmacist per 1 pharmacist 1 -
: shift per shift pharmacist
per shift
Auxiliaries 1 auxiliary per 23 beds per | 1 auxiliary per 10 1 auxiliary per | 1 auxiliary | 1 auxiliary
shift beds per shift 25 beds per per 25 beds | per 26
shift per shift beds per
shift
Cleaners 1 cleaner per 225 square 1 cleaner per 250 I cleaner per 1 cleaner 1 cleaner
meters per shift square meters per 225 square per 250 per 250
shift meters per shift | square square
meters per meters per
shift shift
Social - 1 social worker per | - - -
workers unit
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However, they further specify that staffing levels for mental health outpatient services are
.éontained in secondary mental health legislation (253). This Order requires that each mental
health centre (outpatient service) covering 150,000-300,000 population has, at a minimum, staff
thatA include: 1 bsyéhiatriét, 5 psychiatric nurses, 2 clinical psychologists, 2 social Workers and 1
occupational therapist. This is one of the few occasions where the general health legislation

integrates requirements of the mental health legislation (be it primary or secondary).

Finally, the disability legislation (280) requires that all patients who are provided with home-
based social services should have access to one case manager (with each case manager
coordinating 16-20 service users) and at least three specialists in fields such as medicine, social

care, psychology and psycho-education.

2.6. Availability of multidisciplinary teams with good representation of each
professional category

The Mental Health Law (256) identifies availability of both medical and non-medical staff as a
measure of quality. The therapeutic team, set out in secondary legislation (253) comprises
psychiatric doctors, psychologists, social workers, psychiatric nurse and other staff required by
the specific characteristics of the sector. The team is lead by a psychiatrist. Another piece of

secondary legislation (255) obliges medical units to employ social assistants.

The overall health care legislation requires that the mental health care is provided by
psychiatrists, nurses, auxiliaries and cleaners at all levels of care, and psychologists, social
workers and pharmacists in specified settings. The precise staff numbers are indicated in the
section above. However, the general health legislation does not require that they work as a team,
but rather lists the professional groups that provide services to people with mental health
problems. This is reflected in the decision of the Ministry of Health to recognise only medical
doctors and nurses as health care providers. None of the other professionals (psychologists,
social workers, occupational therapists) are recognised as full or equal members of the mental

health team, but rather as professionals that are connected to health care (265).

Similar to the mental health legislation, the disability legislation (280) requires that all patients
who are provided with home-based social services should have access to a multidisciplinary

team.
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3. Quality of treatment and care

3.1. Individual treatment plans developed for each patient, on the basis of a
holistic assessment. Service users participate in the devélopment of the
- treatment plan and are given a choice of treatment when appropriate

a) Holistic assessment as a pre-requisite of the treatment plan

Different streams of policy and legislation specify the manner by which people with

schizophrenia are to be assessed.

The Mental Health Law (256) indicateé that the assessment of mental health status should only
take place in a consultatibn with a psychiatrist. Except where treatment is involuntary, the
assessment should be done at the request of, and with the informed consent of the person with
mental health problems. Consent for assessment can also be given by their legal or personal
representative if they are incapable of making the decision. The assessment should be non-
discriminatory in terms of political, economic, social, racial and religious grounds, and
irrespective of any lack of conformity to generally accepted moral, social, cultural, political or
religious values held by the person being examined. Also, the fact that somebody had at one time
received a mental health diagnosis should not lead in itself to another mental health diagnosis.
The diagnosis can be contested by the person with mental health problems or by their legal or

personal representative. In this case, another evaluation may be required.

The Rules for Implementation of the Mental Health Law (257) require that people with severe
and persistent mental health problems who are deemed disabled by law and are cared for in
Neuro-psychiatric Recovery and Rehabilitation Centres (which are coordinated by the National

Authority for People with Disabilities) are evaluated by a psychiatrist at least twice a year.

The Framework Contract (271, 272) entitles people with mental health problems to certain
outpatient examinations, many of which are obsolete or inappropriate. These include ultra-
sonographic extracranial cervical-cerebral examination; b) standard electrocephalography; c)
electrocephalography examination with stimulation tests; d) electrocephalography with mapping;
e) a video- electrocephalography. However, it does not confirm entitlement to the assessments

set out in the mental health legislation,
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On the other side, the disability legislation (274) goes beyond the requirements of the mental
health legislation for people with mental health problems who are deemed to be disabled. Here,
the access to protective measures in medico-social institutions depends on the findings of the
assessment. The assessment is holistic and includes pfoving the level of disability, medical
condition, a functional evaluation to determine capacity for self-care (an evaluations of the level
of autonomy of the person), an evaluation of the individual’s social-economic situation, (even
specifying that assessment should cover the level of income earned, availability of housing,
levels of hygiene, the heating, lighting, humidity and electrical fittings available to the place of
residence), an evaluation of the family and social (friends and neighbours) network, an
evaluation of any risk of neglect, as well as the level of contact with the health and social system,’
and the need for home treatment and care. The assessment also asks the individual’s views on the

fairness of the assessment and whether they wish to be hospitalised in such an institution (285).

Besides the primary disability legislation, further assessment requirements are set out in
legislation on access to home-based social services (including health care, as described above,
but also looks into personal interests, hobbies, cultural and spiritual need) for people deemed to
have a disability (280). Service providers are required to perform an initial evaluation of the
person with the disability. Based on the findings of the evaluation, they are to develop an
individualised package of home services. The evaluation should be by a multidisciplinary team.
The person with the disability and their legal representative (where applicable) should be
involved in the evaluation. The results of the evaluation should be recorded in the individual’s
file which should be kept confidential. Both the disabled person and his/her legal representative
have full access to this file. Whenever significant changes take place the disabled person is to be
re-evaluated (280).

Finally, persons benefiting from an invalidity pension are subject to a medical assessment every
6to12 months,‘ depending on the disease, until they reach the age of retirement (267, 286). After
each assessment, the medical doctor, an expert from the social insurance system, issues a new
‘certificate that either confirms the previous diagnosis or notes any changes in the status of the
disability. Their pension can be lost if the person fails to attend the assessment without a good
excuse. These provisions do not apply to those whose disability is permanent, who have reached
retirement age, or are within 5 years of retiring and have made sufficient contributions to the

social insurance system.
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b) Individual treatment plan developed for each patient

All streams of legislation require people with schizophrenia to have a treatment plan, though
‘they define it differently. ’

The Mental Health Law (256) and subsequent secondary legislation require that each patient has
an individual treatment plan that is updated regularly. The Implementation Rules (257) specify
that the individual treatment plan should include a description of the nature of the patient’s
specific problems and needs, a description of the least restrictive treatment options that would
also meet the patients' health care needs, a description of the objectives of treatment and the
specifications of staff responsibilities. The psychiatrist is responsible for monitoring the
implementation of the treatment plan. The same document requires that a therapeutic plan be
developed based on the results of the psychiatric evaluation for people deemed disabled and
cared for in Neuro-psychiatric Recovery and Rehabilitation Centres. The plan should be sent to

relevant services and the GP on whose list the person is registered should be informed.

The Framework Contract (271, 272) does not prioritise the adoption of individual treatment
- plans, thought it implies that patients should have a treatment plan, while it requires specialist
outpatient physicians to inform GPs about the treatment plan every 3-6 months, as appropriate,

but it gives no details about what the plan should contain.

The disability legislation (274, 275) at the time of the research backed up the model of care
covered by the Framework Contract (271, 272). The secondary legislation at the time of the
research (Order 205/2005 (279) was cancelled and superseded by Order 559/2008 (312)) does
not make any reference to a treatment plan for people with schizophrenia deemed to be disabled
who were admitted to residential centres, day centres, or protected homes. However, other
secondary legislation (280) makes special requirements for people with a severe disability who
are entitled to home-based social services. This particular group should have an individual plan
~ based on the initial multi-disciplinary assessment that should cover all services they receive. The

plan should be revised every 6 months or whenever deemed necessary.

Finally, the social welfare legislation requires that people with schizophrenia have a recovery
plan to support social and professional reintegration as a precondition for accessing social

benefits and entitlements. The physician involved works for the insurance system,
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¢) Service users participate in the development of the treatment plan and are g/ven a choice of

treatment when appropriate

One section of the Mental Health Law (256) mentions that the treatment plan should be
developed by the psychiatrist in charge after a diagnosis is established. Later in the same
legislation it states that the treatment plan should be developed based on consultations with the
service user, that it should be revised regularly, and that professionals who do not follow this
procedure will be sanctioned. The Implementation Rules of the Mental Health Law (257) require
that an individual treatment plan be established for each user of mental health services by the
therapeutic team, with patient’s consent. The Implementation Rules are not however clear as to
whether these provisions also apply to people with mental health problems who are classified as

being disabled and are being treated outside the health system (i.e. in social institutions).

The corresponding secondary legislation (Order 205/2005 (279)) was, however, cancelled and
superseded by Order 559/2008, and did not, at the time of research, make any provisions for the
involvement of service users with schizophrenia who are deemed to be disabled in developing
their treatment plan. As in the previous section, special requirements are made for patients
deemed severely disabled who are entitled to home-based social services. Relevant secondary
legislation requires that they are involved, with their legal representative, in the development of

their individual plan, which they should receive in a user-friendly form (280)_

The approach taken in social benefits and entitlements legislation towards people with mental
health problems is rather different. There is no indication that people with mental health
problems should be involved in the development of their own treatment plan. Rather, according
to this legislation, they should comply strictly with the plan made for them. If they do not or
cannot comply, théy lose their benefits and entitlements.‘ The language of the document is
relatively tough towards the user. This legislation contains almost no reference to the possibility
of service users” having the right or the opportunity to make choices about the treatment they
receive. Their input is only mentioned in the context of consent to treatment but neither the legal
nor policy documents reviewed indicate where patients may be ablé to make choices (e.g.
selecting the form of talking therapy they receive), The only choice patients can make is that of
the service provider and treating physician.
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3.2. Presence of discharge procedures

There are no special provisions with regard to discharge from specialist mental health services.
.3.3. Continuity of care

The‘ Mental Health Law (256) indicates that one of the criteria of quality in mental health
services is continuity of care across different services. Its secondary legislation (253) requires
that community-based mental health centres are to ensure collaboration with other sectors such
as forensic medicine, temporary or protected shelters, protected workshops, social services, and

~

education.

The National Mental Health Strategy (251) defines continuity of care as patients being cared for
by the same professional, a case manager, throughout the pathway of care. It also specifies that

medical records are shared among services as required.

The Law on the Rights of Patients (260) also calls for continuity of care, through partnerships

within and outside the health sector.

The health insurance legislation, however, does not endorse the concept of continuity of care and
the care coordinator approach. The Framework Contract (271, 272) only requires specialists in
hospitals to communicate with specialists in outpatient services or GPs about the patient’s
treatment plan and follow-up requirements. Physicians in specialist outpatient services are also
required to follow up patients with GPs and other relevant specialist physicians and inform them
about the results of tests and other relevant information. The patient is given a written form
containing this information and is expected to present it to the GP or specialist physician

involved.

Finally, the disability legislation does not make any requirements for continuity of care of people
with disability in general, only for those who are classified as severely disabled and qualify for
home care. In their case, legislation requires that all medical interventions provided are recorded
in the patient’s file and communicated to the GP and relevant specialist services (280). This
information includes the type of intervention, time, date and duration of the intervention and the
health status of the patient.
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3.4. Staff have the appropriate competencies and skills

Requirements for staff competencies and skills reflect the differences in requirements for

availability of multidisciplinary teams.

Tﬁe Mental Health Strategy (251) notes that appropriate training programmes should be
developed in mental health for medical students, psychiatrists, psychologists, nurses, sociai
workers and other staff. The (draft) Action Plan (252) also recognises the need to upgrade staff
qualifications to support the proposed mental health reform. It notes how the health and
educational systems need to recognise some new specialities (such as community psychiatry).
The document also underlines the need for qualifications in management of services, which is
almost completely absent at present. According to a national report quoted in the (draft) Action
Plan, postgraduate training does not include psychotherapy or rehabilitation therapy. Secondary
legislation (255) requires social workers to receive training specific to .mental health and

patients’ rights.

In the general health legislation there are only limited remarks about competencies and skills of
mental health staff. Its main requirement is that all health care staff allocate yearly a certain
number of hours to continuing education, However, the type of skills and competencies expected
to be achieved are not specified Except for specialist psychiatric nursing, who since 2002 must
have completed a 1-year course. The profession of psychiatric nursing was officially recognised
by the Ministry of Health in June 2003.

The disability legislation takes a different approach and stresses the importance of skills and
competencies as employment criteria (274, 275). Each institution is required to produce annually
a professional development plan for each member of staff, including internal and external
training. In 2005 a National Plan for Staff Development was adopted for those providing health
care for people with disabilities (277).

3.5. Empowerment of service users to care for themselves and live as
independent a life as possible (Personal autonomy)

The Mental Health Law (256) notes that the aim of all treatment and care is to protect and
strengthen the personal autonomy of people with mental health problems. The legislation
requires that the quality of care be measured by the degree to which it empowers people with

mental health problems to live independently and manage their disease. However, this Law does
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not specify any tools for measurement of these goals. Additionally, those people with
schizophrenia who are classified as Severély disabled and qualify for home care, are entitled to
support in developmg self-care, self-management, and skills to functnon mdependently (280).
None of the other streams of leglslatlon make any requirements for empowerment of service

users.

3.6. Involvement of service users in shaping the services

There are no legal provisions for mental health users to be included in any management or

decision-making structures in the health sector.

There is almost no reference in any policy document to user involvement. Only the (draft)
Action‘Plan (252) mentions the need for involving users in the process of development of mental
health services, as well as the need to train and support them (including financially). The (draft)
Action Plan suggests that these are rights that should be formalised through secondary legislation
initiated by the Ministry of Health.

3.7. Involvement of families and carers

Neither the mental health nor the general health legislation makes clear requirements for
involving families and carers of people with schizophrenia. Thus, the only requirement in the
mental health legislation is that community-based mental health centres provide family
counselling (256). The legislation on patient rights (260) notes that the patient can benefit from
family support, support from friends, material support as well as advice on health-related
decisions. However, the general health,policy and legislation make no reference to the
involvement of families and carers of health care service users, except that they can be informed

about the diagnosis and health status of the service user with their consent.

The disability legislation makes the most comprehensive provisions on this issue. It requires that
those people with schizophrenia who are classified as being severely disabled and who qualify
for home care, should receive support to maintain and develop relationships with their families,
legal representative and friends (280). Families should be consulted in connection with any
major decision regarding the person with the severe disability, and where necessary, family

counselling should be offered by the service provider of home-based social service,
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4. Quality of facilities

- 4.1. Protection of service users’ privacy and safety, decent living
enwronment

The Mental Health Law (256) states that mental health services should offer inpatient
accommodation in an appropriate environment, similar to outside living conditions. Service users
should be able to buy or receive personal possessions and be able to engage in activities that

facilitate their social and professional reintegration.

The secondary mental health legislation on the establishment of community-based mental health
centres épeciﬁes minimum items of furniture (2-4 desks, 30 chairs, 4 comfortable chairs and one
reception table) and equipment (1 computer with internet connection, 1 printer, 1 photocopying
machine, 1 TV, 5 writing boards, 1 clipboard, 1 fax machine, 5 landline telephones, 1 mini-

telephone exchange and 1 heating station) for each community mental health centre.

Besides this, the general health legislation provides rather detailed quality standards for all
hospitals and outpatient services, regardless of their clinical speciality (262). The legislation
requires that a statement of patient rights and obligations be clearly posted in each ward. Wards
are to ensure some level of privacy to patients. Specifically, regular wards should contain
between three and six beds, with seven square metres provided for each bed, which should be
separated by at least 70 cm. It also mentions that there should be a room for isolation of patients
but it is not clear if this is for the benefit of patients, so as to offer them privacy if and when they
wish, or if it is a seclusion ward. There should also be a light, a socket and an alarm bell by each
bed. Standards for the safety of wards (electricity, ventilation, windows) are also set. Thus, in
wards without air conditioning, windows should be placed in a south-east, south or north-west
direction, or west and south-west if windows are properly protectéd from th¢ sun. Windows in

non air conditioned rooms are not to be in a north or north-west direction (due to cold winds).

The Framework Contract (271, 272) also makes specific requirements for inpatient and
outpatient services. It indicates that outpatient services must provide an adequate physical
environment including chairs/couch, table, information materials, equipment and furniture. In
inpatient services, standard accommodation covered by insurance includes: a ward with a
minimum of 3 beds, with one toilet per ward and with hygiene standards in place. It does not

include TV, radio, telephone, fridge, air conditioning, and other technical equipment.
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In addition to all these requirements regarding physical conditions, the Law on the Rights of
Patients (260) sets out patients’ rights within health care facilities that should be respected by
staff. Patients should be treated with respect, always be addressed politely and they and their
vi§itors should be greetéd appropriately. They should not be pressuréd to pay for care to which

they are entitled. Also, they have the right to a quiet environment.

4.2. Presence of appropriéte treatment facilities

Both the mental health and the general health legislation set standards for treatment facilities. On
one hand, i:he Mental Health Law (256) requires that specialist mental health' settings have all the
necessary facilities to enable the assessment and treatment of people with mental health
problems at an international standard. It also mentions that patients should have access to
education facilities. The secondary legislation on community-based mental health centres
requires that each centre have 2-4 individuai offices for relevant interventions, 1 room for group
psychotherapy (for 15-20 persons),. one reception hallway and 1 room for rehabilitation
activities. In addition, the (draft) Action Plan (252) requires that all psychiatric hospitals should

have a designated area for receiving guests in acute wards and in wards for long-term patients.

On the other hand, the general health legislation also sets standards of quality of all hospitals and
outpatient services, regardless of their clinical speciality and requires that facilities have an entry
hall and areas for waiting, visitors, and day activities. These are dependent on available space in
the facility. There are also standards for treatment areas (size, furniture, equipment). Thus, the
treatment rooms should have a surface area of 16-18 square meters and the offices for
consultations should be 12-14 square meters. In day-care services there should be offices for
consultation and treatment and an area for nurses. In outpatient services there should be offices
for consultation and treatment which are equipped for each speciality, waiting areas, offices for
making appointments and keeping patients’ records, a pharmacy with relevant medication, and

annexes for medical staff.

4.3. Hygiene

Requirements for hygiene emerge only from general health and insurance legislation. The
general health legislation requires that all hospitals and outpatient services, regardless of their
clinical speciality must comply with hygiene standards (toilets, showers, laundry). Thus, in

inpatient units, each room with 1-2 beds or 3-4 beds should have either a separate or common
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toilet room with shower, toilet and sink. Rooms with 5-6 beds should have their own separate
" toilet room with shower, toilet and sink. Also, there should be 1 shower per 15 people where
wards do not have showers assigned to specific rooms. In day-care centres and outpatient

fac111t1es, toilets and rooms with cleaning products should be available.

The Framework Contract (271, 272) indicates that there should be one toilet per hospltal ward,
with hygiene standards in place. It requires that, upon admission, all patients be cleaned before
being taken to their ward. Additionally, people with schizophrenia that are classified as being
severely disabled and who qualify for home care are entitled to support for bodily hygiene,
dressing and undressing and for home cleaning (280). The Law on the Rights of Patients (260)

also indicates that service users have the right to clean facilities.

4.4. Food and drinks

The Framework Contract (271, 272) indicatés that the food provided to patients is to be based on
the food allowance established by law. If patients wish to increase the standard of the
accommodation or food, they are to bear these costs themselves. Assistan@ dieticians are in

charge with calculating the quantity and the caloric value of the menus.

A similar approach is taken by the Law on the Rights of Patients (260), which indicates that
hospitals have the obligation to ensure food of an appropriate quality and quantity, based on the

legal standards for daily intake.

An additional interesting requirement set out in the disability legislation for those who are
classified as being severely disabled and who qualify for home care. They are entitled to support

with food shopping and cooking at home (280, 281).

5. Protection of human and civil rights

5.1. Right to respect of all human and civil rights on mental health facilities

Human and civil rights issues are primarily addressed by the mental health legislation but only

briefly covered by the health and disability legislation.

The health legislation does not make explicit reference to the human rights of patients, However,

all constitutional rights apply to all citizens equally, regardless of their health status. Direct
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reference is made only to some specific rights, such as the right to information and

confidentiality (see below).

'>The disability legislation (274, 275) and the National Strategy on Disabilities (276) requires that
~all the human rights and freedoms recognised by law (political, economic, social, cultural, or any
"othe‘r right or freedom related to public life) should be respected for people with disabilities,

without any form of discrimination.

At the same time, the mental health legislation stresses the importance of respecting the human
and civil rights of people with mental health problems and requires that all civil, political,
economic, social and cultural rights recognised by the Universal Declaration of Human Rights
and other international human rights legislation ratified by Romania are observed. All people
with mental health problems should be treated humanely and in a dignified manner, protected
against all forms of exploitation (economic, sexual or other) and against harmful and degrading
treatment. All people with mental health problems should enjoy full recognition as equal
citizens. The Mental Health Law (256) guarantees their right to a private life, freedom of
uncensored communication, through all means and with all people, and freedom of religion. In
addition, it guarantees their right not to be subjected to experimental treatment without their
informed consent and with approval of an ethics committee. People with mental health problems
should not be coerced to work, and if they choose to work they should be paid accordingly. All
contraventions are subject to disciplinary action and, potentially, criminal charges. The
Implementation Rules (257) specify situations where it is permitted to limit freedom of
movement of a patient with mental health problems so as to prevent any harm to himself/herself

or others. It authorises physical restraint and isolation but it makes no reference to chemical

restraint.

5.2. Right to informed consent to treatment

The right to informed consent is clearly guaranteed by the overall health and mental health
legislation. The disability legislation provides weaker guarantees, while the insurance legislation
and the social legislation focus on the duty of patients to comply with treatment, rather than on

their entitlement to refuse it.

The Mental Health Law (256) states that, with the exception of involuntary admission in
circumstances specified by law, the treatment plan can only be implemented if the psychiatrist

has obtained the informed consent of their patient. Contraventions should be penalised.
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Similarly, the Law on the Rights of Patients (260) notes that medical personnel have a duty to
inform patients about possible risks associated with non-compliance. They must also inform
patients how to get help in case of relapse and the conditions that need to be met for further
' admissidns. If patients_ refuse treatment, they should sign a statement that he/she takes

responsibility for this action.

Along the same lines, the Law on the Reform of the Health System (259) stresses that all patients
should be offered the opportunity to give their informed consent before receiving any
intervention. The physician or nurse in charge should inform the patient about their diagnosis,
the nature and scope of the treatment, the risks and consequences of the proposed treatment and
any alternatiyes. Patient consent should be written and should contain the name of the patient,
home address, the medical intervention the patient is to receive, a brief description of the
information provided by the physician or nurse, the unequivocal consent to intervention, the
signature and the date of consent. Treatment is not to be given without such consent. The only
exception is where the patient cannot give consent, for example where delaying the intervention
would risk the health of the patient, and a legal representative or close relative cannot be

contacted urgently (263).

At the same time, the legislation for people with disabilities requires that service providers obtain
consent of patients for interventions but also imposes a duty on those with the disability to
adhere to their individual plan (274, 275). A different approach is taken only for people who are
classified as being severely disabled and qualify for home care. In their case, secondary
legislation (280) requires that they should receive services only if they consent and on the basis

of a written contract between them (or their legal representative) and the service provider.

The right to informed consent does not, however, apply to people who want invalidity benefits
(286). These individuals are obliged to comply with the recovery plans for social and
professional reintegration which have been developed by the social insurance physician and who
issued the certification of invalidity. If they do not comply with this plan, he/she looses the right

to the invalidity pension until they do so.

A similar approach is taken by the insurance legislation, which stresses that in order to maintain
their entitlement to health care, the insured persons are obliged to follow strictly the treatment

regimen prescribed by a doctor. This contradicts the general health and the mental health

legislation.
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5.3. Right to confidentiality

Confidentiality of personal information and files of patients is guaranteed by different legal

- documents but in a similar manner.

The Mental Health Law (256) requires that all patient information be kept confidentially except
when the patient explicitly allows information to be given to someone else, or where other

circumstances, described by law, are met.

The Law on the Rights of Patients (260) notes that all information regarding a patient’s health
status, diagnosis, prognosis, treatment and personal data are confidential, even after death, except
for situations where the patient gives his\her consent to share this information or where the law

requires it.

The law on health system reform (259) requires that confidentiality of patient data on diagnosis
and treatment should be respected by health inspectors and health staff, whether directly or
indirectly involved in their treatment and care. The exception is in situations where these patients

represent a risk to public health. All contraventions should be sanctioned according to the law.

Disability legislation (274, 275) also guarantees the right to confidentiality for all people with

schizophrenia deemed to be disabled.

5.4. Right to information

The Rules of Implementation of the Mental Health Law (257) have the same provisions as the.
Law on the Rights of Patients (260). These provisions state that service users have the right to be
informed about medical services available and how they can use them, about the identity and
professional status of the health care provider and about the rules and regulations they should
respect during hospitalisation. They also have the right to be informed about the proposed
medical interventions for their condition, and the alternative treatments available as well as the
potential risks and side effects of all forms of treatment proposed including the risks of
disregarding the medical advice and non-adherence to treatment. Patients have the right to
request a second medical opinion. All this information should be provided to patients in a

respectful manner, in user-friendly, non-medical language.

‘Additionally the Rules of Implementation of the Mental Health Law require that the patient is
provided with descriptions of the nature of their problems and special needs, the least restrictive

setting necessary for treatment, the goals of the treatment, and the responsibilities of the staff,
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The Law on Promotion and Protectioxi of The Rights of Disabled Persons (274) guarantees the
right of all persons with disabilities and their family or legal representative to be informed about

all the services and programmes available to them in all phases of treatment.

5.5, Right of access to personal information

The right to access personal information is guaranteed by overall health, mental health and
disability legislation. While the overall health and disability legislation guarantee this right
without exception, the mental health legislation provides the weakest guarantees to people with

schizophrenia.

Thus, the Law on the Rights of Patients (260) clearly states that all patients should have access to
their personal information and only at his/her express request will he/she stop being informed
about his/her health status. They have the right to request and receive, when discharged, a
written summary of all medical examinations, diagnoses, treatment and care provided during

hospitalisation. Patients can choose to designate another person to be informed in his/her stead.

Similarly, the Law on promotion and protection of the rights of disabled persons (274, 275)
guarantees the right of all disabled persons and their family or legal representative to all

information related to their diagnosis and rehabilitation prospects.

The Mental Health Law (256) does guarantee the right of people with mental health problems to
havev access to their personal information, namely they have the right to receive, in written form
upon discharge from a health service, their diagnosis and information on treatment and care.
However, this right can be waived if the physician in chgrge considers that providing this

information might affect the mental state of the patient.

5.6. Right to notification of rights

The right to notification of rights is specified only in the mental health and disability legislation,

and not in the general health or insurance legislation.

The notification of patients’ rights is guaranteed by the Mental Health Law (256), which requires
that people with mental health problems are notified of their rights as soon as they are admitted
to mental health services. In the case the patient does not have the capacity to understand his/her

rights, their personal legal representative should be informed instead.
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Similarly, the Law on the promotion and protection of the rights of disabled persons guarantees
that all disabled persons and their family or legal representative have the right to be informed
about their rights (274, 275, 278). The leglslatlon requxres that the rights and obhgatxons of the

patlents need to be posted clearly in each ward.

5.7. Right to treatment sensitive to needs of minorities (with different
cultural and religious background)

The right to treatment sensitive to needs of minorities is guaranteed by mental health, health

insurance and general health legislation in a similar manner.

Thus, the Mental Health Law (256) mentions in broad terms that mental health services should
respect the religious and cultural needs of the users. It specifies that services should be provided
in the least restrictive settings based on the patient’s health needs and their need for their
physical and psychological integrity to be respected while ensuring, at the same time, their

protection and the protection of the public.

The Framework Contract (271, 272) requires that the providers of health services, including

mental health services, offer the most efficient form of treatment without discrimination.

Finally, the law on health system reform (259) indicates that the treating physician and nurse

cannot deny health care on the grounds of ethnicity, religious affiliation or sexual orientation,

Conclusions

As 1 indicated at the beginning of this chapter, the assessment of mental health legislation and
policy shows that the requirements for specialist care of people with schizophrenia emerging
from each legislative stream (i.e. mental health, health insurance and overall health, disability
and social welfare) are different in most of the areas examined. Sometimes the mental health and
the disability legislation have similar requirements, (e.g. regarding availability of other evidence-
based interventions), but they differ from the insurance legislation. Similar approaches were
found only in relation to availability of medication, physical health care, protection of human
rights (right to respect of all human and civil rights on mental health facilities, the right to
confidentiality, the right to information, and the right to notice of rights) and provision of
treatment sensitive to needs of minorities and those with different cultural and religious

backgrounds.
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In most cases, the mental health legislation and related policy were more comprehensive, with
provisions that go beyond those in other legislation, with respect to the particular needs of people
with schizophrenia. An exception is the weak legal provisions for access to personal information.
The prbvisiohs in general health and disability legislation are significantly stronger guarantees

on this issue. :

The disability legislation went beyond the requirements of the mental health legislation in some
areas, such as the holistic assessment of patients before the development of treatment plans, the
support some vpatients can receive with cooking at home and the involvement of families and

carers.

The insurance legislation was in most cases the most restrictive and least generous, often failing

to incorporate the package of services specified by the mental health legislation.

Not all streams of legislation covered all of the areas assessed in this thesis. For example,
insurance legislation is the only one that regulates the access to different parts of the health care
system. Similarly, entitlements for social welfare were covered only by the social welfare

legislation.

Finally, there were no legal provisions in any legislative stream on two of the areas assessed,

namely discharge procedures and involvement of service users in shaping the services.

To conclude, the wide variety of approaches and entitlements offered by each legislative stream
makes it difficult to determine what rights and entitlements people with schizophrenia are

actually able to claim.
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Chapter 7 Findings of the review of type 1 diabetes
policy and legislation

. Thls Chépter vﬁli review legislation and policy applicable to people with type 1 diabetes in
specialist settings in Romania. As with the review of provisions for people with schizophrenia, it
will follow the Conceptual Framework set out previously. This review is, inevitably, more
limited as it is covered by the same general health legislation as schizophrenia but, unlike
schizophrenia, is not subject to any specific legislation, However, it adopts the same structure as
the previous chapter to facilitate comparison, albeit somewhat abbreviated to avoid unnecessary
repetition. Each section falls into one of three categories. In some areas of assessment, the same
general health, health insurance and disability laws and policies provisions are applicable for the
treatment of people with type 1 diabetes as they are for the tfeatment of people with
schiiophrenia. In other areas, while treatment of people with schizophrenia was shaped by a
combination of specific mental health legislation and general health, health insurance and
disability legislative and policy provisions, the treatment of people with type 1 diabetes was
shaped only by general health, health insurance and disability laws and policies. In one area,
relevant legislative and policy provisions are specific only to diabetes treatment. Finally, in other
cases, in addition to general health, health insurance and disability legislative and policy
provisions, treatment of people with type 1 diabetes was also regulated by specific diabetes

legislation and general health provisions (Table 4).
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Table 4 Correspondence between legislation and policy for mental health and that

for diabetes

Correspondence Areas of assessment

1.4. Access to different parts of the system, as needed (Referral system)
2.3. Social care :

2.4. Physical health

3.2. Presence of discharge procedures

Provisions are the same for 4.3. Hygiene
diabetes and schizophrenia. 4.4, Food and drinks

1.3. Access to services when needed (temporal access)

3.1. ¢) Service users participate in the development of the treatment plan and are
given a choice of treatment when appropriate

3.3. Continuity of care
4.1. Protection of service users’ privacy and safety, decent living environment
4.2. Presence of appropriate treatment facilities
5.1. Right to respect of all human and civil rights on health facilities
5.2. Right to informed consent to treatment
5.3. Right to confidentiality
5.4. Right to information
5.5. Right of access to personal information

Some of the general health

legislation applicable to 5.6. Right to notification of rights
mental health, also apply to 5.7. Right to treatment sensitive to needs of minorities (with different cultural and
diabetes religious background)

1.1. Access to care in the least restrictive environment/community-based settings
1.2. Geographical accessibility of services

1.5. Financial access to services (financial affordability)

2.1. Availability of medication

2.5. Availability of enough staff in all settings

2.6. Availability of multidisciplinary teams with good representation of each
Some provision specific to professional category

diabeteslj combined with some 3.1. a) Holistic assessment as pre-requisite of the treatment plan

of the general health 3.1. b) Individual treatment plan developed for each patient

legislatioh applicable  to | 3.4. Staff have the appropriate competencies and skills

mental health, also apply to | 3.5. Empowerment of service users to care for themselves and live as independent

diabetes a life as possible (Personal autonomy)

Provisions specific to diabetes

only 2.2. Availability of other evidence-based interventions
No relevant policy 3.6. Involvement of service users in shaping the setvices

3.7. Involvement of families and carers

To whom do these laws refer

This chapter considers legislation and policy that relates to the management of people with
severe and persistent somatic health problems. The legislative provisions on disability and

invalidity were discussed in detail in the previous chapter. For the present purposes, what is
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important is that people with type 1 diabetes are classified as having a severe disability when
they suffer from diabetic complications affecting one or more organs (e.g. have severe disability
of the sight, moblhty, locomotlon postural or urological function) or when they suffer from
~ Charcot Arthropathy of the feet, depending on the severity of the ensuing morphological-
functional problems. Pronounced disability is recognised in cases where people with type 1

diabetes do not have stable metabolic function, with or without metabolic decompensation.

1. Accessibility of specialist services

1.1. Access to care in the least restrictive environment/community-based

settings

Patients with type 1 diabetes can access services in hospitals (continuous or, for patients that do
not need medical monitoring for more than 12 hours, day admission) and specialist outpatient
medical offices linked to hospitals. The Framework Contract (271, 272) does not detail the
medical services provided in these settings. Crisis care is covered by insurance for
decompensated diabetes, which is classified as a 2" degree emergency. The Framework Contract
notes that in the majority of diabetes-related 2" degree emergencies, there is probably no need to
take the patient to a health facility and that local health insurance companies can contract private
providers to deliver emergency home treatment. However, home treatment on a regular basis is
not covered by insurance for people with diabetes. The Framework Contract also indicates that

the optimal length of stay in hospitals is 6.5 days for patients with diabetes.

Additionally, provisions on types of hospital service (insurance legislation), the inpatient
services that can be transferred to outpatient settings (in the general health législation) and the
range of services covered (disability legislation) are equally applicable to diabetes and

schizophrenia.

1.2. Geographical accessibility of services

People with diabetes can collect their medication from any pharmacy that has a contract with the

NHIF with regard to distribution of medication free of charge or with co-payment.

The general health legislation sets out a geographic distribution of human resources for diabetes

care (at district, urban and rural level) (264), as described below (point 2.5.).
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Provisions of overall health and insurance legislation are equally applicable to diabetes and

schizophrenia.

1.3. Access to services when needed (temporal access)

Provisions on temporal access to services set by insurance and disability legislation for people

deemed severely disabled are equally applicable to diabetes and schizophrenia.

1.4. Access to different parts of the system, as needed (Referral system)

The provisions are the same for diabetes and schizophrenia.

1.5. Financial access to services (financial affordability)

Akin to the requirements related to treatment and care of schizophrenia, financial access to
health services for people with type 1 diabetes is ensured by different pieces of legislation and
policy. Thus, insured people have free access to health services. The Framework Contract (271,
272) lists the following services that are covered for diabetes care: consultations, tests, diagnostic
processes, medical or surgical treatments, care and recovery services, medication, medical
appliances, accommodation and meals. Additionally, provisions on health insurance coverage by
the National Health Insurance Fund and alternative mechanisms, such as national programmes of
the Ministry of Health, setting out financial benefits for people with disabilities and pensions for

people with invalidities are equally applicable to diabetes and schizophrenia.

2. Availability of evidence-based treatment and care

2.1. Availability of medication

In outpatient services, patients with diabetes can be prescribed medication for up to 90 days and
can receive intra-venous administration of medication when necessary. Prescriptions can be
made by the GP, based on the written recommendation of a specialist physician (be it a physician
specialist in diabetes, nutrition and metabolic disorders, or a physician of another speciality
contracted by the NHIF to provide diabetes care). When discharged from inpatient services,
patients should receive a prescription for 30 days (271, 272).

The MoH approves the list of medication that should be covered by the National Programme for
Diabetes (258). Also, one of the features of the 2007 National Programme for Diabetes was to
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ensure access to certain treatments such as insulin pumps and special shoes. As indicators for
evaluation of the implementation of the Programme, it is required that levels of glycosylated
haemoglobm are monitored and that eligible patlents receive subcutaneous mjectxons using
pumps. Treatment with insulin analogue with or without tiazolidindione can be initiated only
upon approval by the management of the district diabetes section. The Law on the Rights of ‘
Patients (260) indicates that hospitals should have enough supplies of medicines for patients.
Additionally, people with type 1 diabetes deemed severely disabled benefit from the same

entitlements guaranteed by disability legislation as do those with schizophrenia.

2.2. Availability of other evidence-based interventions

The basic package of interventions provided in specialist outpatient services includes dietary

advice, foot care, and cardiac investigation.

2.3. Social care

The provisions are the same for diabetes and schizophrenia.

2.4. Physical health

The provisions are the same for diabetes and schizophrenia.

2.5, Availability of enough staff in all settings

The Regulations for health care staff (264), requires the same levels of health care staff
(specialist physicians, nurses, pharmacists, auxiliaries and cleaners) in diabetes inpatient services
as in mental health inpatient settings (Table 3). Exceptions are the number of psychologists,
which are required in smaller numbers in non-psychiatric services, and social workers, which are

only required in psychiatric units, sections and wards for chronic patients.

In case there are not enough physicians specialised in diabetes, nutrition and metabolic disorders,
physicians of other specialities can be assigned to monitor patients with diabetes, under the

supervision of the physicians specialised in diabetes, nutrition and metabolic disorders.

Additionally, inpatient services can employ other staff groups for different activities and to work
in different units, such as staff working in laboratories and dietary care (Table 5). The legislation

sets an upper limit for staff in this group. Each of the inpatient services may therefore employ

dieticians that can be either medical doctors or nurses.
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Table § Maximum number of other staff groups per inpatient service
Inpatient services

Other  staff | - Institutes and centres of | Units, sections and | District Municipal Rural
categories, speciality ‘ wards for chronic | hospitals and [ and = town hospitals
among which | - Clinical hospitals patients hospitals with | hospitals
dieticians - Regional  emergency one speciality

hospitals

- District hospitals from

university centres

- Emergency hospitals
Hospitals - 1 physician for 20 beds - 2 physician per | - 1 physician | -1 physician | - 1 physician
with less than | - 1 nurse for 22 beds per shift | unit for 40 beds for 50 beds per unit
400 beds: - 2 nurse for 22 | - 1 nurse for | - 1 nurse for | - 1 nurse per

beds per shift 30 beds per |35 beds per | unit
shift shift
Hospitals - 1 physician for 20 beds - 1 physician [ - I physician
with  more | - 1 nurse for 22 beds per shift for 60 beds for 70 beds
than 400 - 1 nurse for | - 1 nurse for
beds: 18 beds per | 18 beds per
shift shift

In addition, the legislation requires that specialist outpatient units have 1 doctor and 1 nurse per
office for 2 shifts. Furthermore, Order 175/2006 (280) requires that all patients who are provided
with home-based social services should have available one case manager (with each case
manager coordinating 16-20 service users) and at least three specialists in fields such as

medicine, social care, psychology or psycho-education.

2.6. Availability of multidisciplinary teams with good representation of each

professional category

As was illustrated above, the overall health care legislation also requires that people with type 1
diabetes should receive health care from a team composed of ph.ysicians specialised in diabetes,
nutrition and metabolic disorders (the main speciality providing diabetes care), physicians in
other specialities contracted by the NHIF to provide diabetes care (including cardiologists,
ophthalmologists, nephrologists), nurses, psychologists, pharmacists, auxiliary staff and cleaners.

Hospitals also have the option of employing dieticians (who may be either doctors or nurses by

training), among the general health staff,

Physicians specialising in diabetes, nutrition and metabolic disorders are responsible for
establishing diagnosis, treatment and monitoring plans, regularly (every semester) confirming

the treatment plan, carrying out the initial consultation (and determining who should be included
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in the National Programme for Diabetes (258)), check-up consultations, and writing medical
letters to include all relevant information to GPs and the other specialist physicians providing

diabetes care.

Physicians from othér specialities contracted by the NHIF to provide diabetes care are
responsib]e for recording in the patient’s file any information provided by diabetes, nutrition and
metabolic disorders specialists, including the complete diagnosis, the diet, activity, treatment and
- monitoring plans as well as the date and time of future medical examinations. Additionally,
people with type 1 diabetes deemed severely disabled benefit from the same entitlements to

multidisciplinary teams guaranteed by disability legislation as those with schizophrenia.

3. Delivery of care

3.1. Individual treatment plans developed for each patient, on the basis of a
holistic assessment. Service users participate in the development of the
treatment plan and are given a choice of treatment when appropriate

a) Holistic assessment as pre-requisite of the treatment plan

Different streams of policy and legislation require assessment of people with type 1 diabetes.

These are as follows.

The National Programme for Diabetes (258) requires that people with type 1 diabetes benefit
from a comprehensive annual check-up (glycosylated haemoglobin and detection of micro- and
macro vascular complications). This assessment is one of the indicators for evaluating the

success of the Programme.

In outpatient services people with type 1 diabetes benefit from an initial consultation which
includes a medical history and general clinical assessment (which decides whether the patient
will be enrolled in the National Programme for Diabetes), the specialist clinical assessment and
the development of a protocol for investigations and other tests as necessary (this is decided by a
specialist physician). The Framework Contract (271, 272) mentions that physicians specialised in
diabetes can take samples for biopsies and refer patients for X-ray but does not provide any
further details. Requirements for assessment in disability and in social care legislation for people

deemed disabled, and in legislation on invalidity benefits, apply in the same way to people with
diabetes and schizophrenia.
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b) Individual treatment plan developed for each patient

The National Programme for Diabetes (258) requires that physicians specialised in diabetes,
nutrition and metabblic diéorders are responsible for preparing treatment and monitoring plans
for f)atients. The physicians from other specialities who are contracted by the NHIF to provide
diabetes care (when insufficient specialists are available), are in charge of monitoring the
implementation of the treatment plan. The patient is responsible for communicating the treatment
plan developed by the specialist physicians to the physicians of other specialities providing
diabetes care and to any other relevant medical professionals. Patients who do not meet the
objectives set out in the treatment plan, or who develop chronic complications (such as
ophthalmological, nephrological, neurological, cardiac complications) should be monitored more

closely.

Requirements for individual treatment plans guaranteed by health insurance legislation, disability
legislation and social welfare legislation apply in the same way to people with diabetes and

schizophrenia.

¢) Service users participate in the development of the treatment plan and are given a choice of -

treatment when appropriate

Provisions for participation of service users in the development of their treatment plans
guaranteed by disability legislation and social welfare legislation apply in the same way to

people with diabetes and schizophrenia.

3.2. Presence of discharge procedures

The provisions are the same for diabetes and schizophrenia.

3.3. Continuity of care

Provisions for continuity of care guaranteed by general health legislation, patients’ rights
legislation and disability legislation for people deemed severely disabled apply in the same way

to people with diabetes and schizophrenia.

3.4. Staff have the appropriate competencies and skills

The information, training and continuing education of staff working with people with type 1

diabetes are set out in the National Programme for Diabetes (258). Physicians from other
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specialities contracted by NHIF to provide diabetes care are required to take the training courses
in diabetes, nutrition and metabolic diseases offered by the MoH. Additionally, disability
legislation requirements apply in the same way to staff working with people with diabetes and

schizophrenia. ‘
3.5. Empowerment of service users to care for themselves and live as
independent a life as possible (Personal autonomy)

The importance of empowering people with type 1 diabetes to care for themselves and thus live
their life with as little as possible contact with services is stressed by the National Programme for
Diabetes (258). Indeed, this Programme sets the self-monitoring of people with type 1 diabetes
as one of its activities and as an indicator for the successful implementation of the Programme.
Additionally, people with type 1 diabetes deemed severely disabled benefit from the same
entitlements guaranteed by disability legislation as those with schizophrenia,

3.6. Involvement of service users in shaping the services

There is no reference in any policy document to user involvement or user empowerment.

3.7. Involvement of families and carers

There are no legal provisions for mental health users to be included in any management or

decision-making structures in the health sector.

4. Quality of facilities
4.1. Protection of setvice users’ privacy and safety, decent living
environment

Standards of quality for inpatient and outpatient facilities set out in general health legislation and

health insurance legislation apply in the same way to people with diabetes and schizophrenia.

4.2. Presence of appropriate treatment facilities

Requirements for availability of treatment facilities set out in general health legislation apply in

the same way to people with diabetes and schizophrenia.
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4.3. Hygiene

‘The provisions are the same for diabetes and schizophrenia.

4.4. Food and drinks

The provisions are the same for diabetes and schizophrenia.

5. Protection of human and civil rights

5.1. Right to respect of all human and civil rights on health facilities

While the health and disability legislation address the human and civil rights of people admitted
to health facilities only briefly, their provisions apply in the same way to people with diabetes
and schizophrenia.

5.2. Right to informed consent to treatment

Requirements regarding informed consent to treatment guaranteed by general health legislation,
patients’ rights legislation, disability and invalidity benefits legislation apply in the same way to

people with diabetes and schizophrenia.

5.3. Right to confidentiality

Rights to confidentiality guaranteed by general health legislation, patients’ rights legislation, and

disability legislation apply in the same way to people with diabetes and schizophrenia.

5.4. Right to information

Rights to information guaranteed by legislation on patients’ rights and disability apply in ﬁhe

same way to people with diabetes and schizophrenia.

5.5. Right of access to personal information

Rights to information guaranteed by patients’ rights legislation and disability legislation apply in

the same way to people with diabetes and schizophrenia.
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5.6. Right to notification of rights

While the general health and insurance legislation do not guarantee patients that they will be
notified of their rights, the provisions in disability legislation apply in the same way to people

with diabetes and schizophrenia.

5.7. Right to treatment sensitive to needs of minorities (with different
cultural and religious background)

People with type 1 diabetes from minority groups or with different cultural and religious
background have the same rights guaranteed by health insurance and general health legislation to

treatment sensitive to their needs as do people with schizophrenia.

Conclusions

The review of legislation and policy relevant to treatment and care for people with type 1
diabetes shows that specialist services for these patients are mostly mainstreamed into general
legislation, whether health, insurance or disability legislation. Only a limited number of
provisions are specific to diabetes care, except for those in the National Plan for Diabetes (258)
and even these provisions are included in general documents, such as the Framework Contract
(271, 272). The outcome is that, unlike in mental health care, there are no discrepancies between
the general health and the insurance legislation, formally guaranteeing people with diabetes that
they will be able to access their entitlements. Discrepancies remain between general health and
insurance legislation on one hand, and the disability legislation on the other hand, with the

challenges outlined in the previous chapter.

In order to draw concrete conclusion on how legislation and policy for diabetes compares with
that for schizophrenia, a comparative analysis of the two is necessary and will be presented in the

following chapter.
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Chapter 8 The de jure situation: inbuilt inequities in
~ policy and legislation

The‘ overall aim of the reviews presented in the previous two chapters was to assess whether
Romanian mental health legislation and policies lead to specialist services for people with severe
mental disorders that are as good as those for management of chronic physical illness,
specifically type 1 diabetes. In this chapter, policy and legislation related to these two chronic
conditions will be contrasted and compared, using the Conceptual Framework set out previ.ously.
Based on this analysis, this chapter aims to determine whether the policy and legislation relevant
~ to the management of schizophrenia ensures that treatment and care of people with schizophrenia
is as good as that for people with type 1 diabetes and establish whether or not policy and

legislation meet the requirements of horizontal equity.

1. Accessibility of specialist services

1.1. Access to care in the least restrictive en vironment/community-based
settings

Here the main difference is that while the mental health legistation sets out a vision in which
there is extensive community-based care, based on international nors, this is not included in the
health insurance package which instead emphasises institutional care. Specifically, it excludes
mobile teams, home treatment, crisis care (in the modern sense, rather than the emergency rooms
in hospitals), assertive outreach and small scale facilities providing long-term care in
communities. There is some funding for community mental health care via the National
Programme for Mental Health (254) but, as already noted, this is vulnerable to short-term
budgetary fluctuations. The result is that people with schizophrenia do not seem to have access

to an optimal package of services.

Conversely, the policy and legislation applicable to diabetes favours care outside hospitals, with
admission only where this is deemed necessary. Although the insurance fund does not cover

regular home care, it does fund crisis care at home,
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There are also differences in the types of hospital where each patient is treated. Inpatient care for
people with schizophrenia is available in two types of hospitals. Acute care is provided in
psychiatric wards of general hospitals, except in a few large cities (Bucharest, Iasi) that have a
'ment'él hospifal'inside the city. However, those in need of long-term care are moved to meﬁtal
hosp‘itals in villages on the outskirts of towns and cities. These patients do not have access to
care close to the communities in which they live and are effectively institutionalised. The
insurance fund will pay for up to the total days the patient spent in hospital in the previous year
and no home treatment is covered. Thus, what amounts to life-long admission comes about
simply on the basis of what happened to the patient previously. There is no requirement for re-
assessment of the patient’s health or social circumstances or any onus on health professionals to

find alternative care settings, even though this is encouraged in the mental health legislation.

Conversely, inpatient care for persons with diabetes is provided in diabetes wards in general
hospitals (with the exception of Bucharest, where there is also an institute specialising in
diabetes). There are no isolated inpatient services for people with diabetes. The optimal length of
inpatient admissions stay for people with type 1 diabetes in the Framework Contract (271, 272)

is 6.5 days. There is no provision for long-term admission.

1.2. Geographical accessibility of services

The mental health legislation makes provisions for a range of services to be distributed according
to population throughout the country, based on geographically defined sectors. The Ministry of
Health also produces a national plan that specifies the staffing levels of facilities, should they
exist in a particular setting. The health insurance fund pays facilities according to their staffing
levels, but pays no attention to the geographical distribution of services. Consequently, no-one
with command over meaningful resources is taking a population-based approach to service
planning, with potential consequences for mental health services that have suffered from
historical under-investment and concentration of long-term care in remote and inaccessible

~ locations.

A further issue is that people with diabetes can purchase their medication in any pharmacy,
including those closest to where they live, while those with schizophrenia that can only get their

medication in a limited number of designated pharmacies.
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1.3. Access to services when needed (temporal access)

Timely access to cére should be the same for both grouﬁs, as set out in the Framework Contract
(271, 272). The disability legislation (274, 275, 280) entitles people to home care based on their
degree of disability father than jts‘cause. In addition, however, the Mental Health Law (256)
requires that people with mental health problems, regardless of whether they are classified as
severely disabled or not, should have access to a flexible programme of care that meets their
particular needs. This can take the form of regular home treatment, crisis care, and assertive
outreach. However, this is not recognised by the Framework Contract, so what might appear to

be better temporal access than those with diabetes may not be achieved in practice.

1.4. Access to different parts of the system, as needed (Referral system)

There are no differences in the system of referral for the two groups. Those diagnosed with a
disease included in a National Programmes (254, 258), which include both diabetes and mental
health, can access the corresponding specialist services directly, without referral. If they require

referral to other health services, they should follow the same procedure as any other patient.

1.5. Financial access to services (financial affordability)

The Framework Contract (271, 272) guarantees people with schizophrenia and type 1 diabetes
equal and free access to outpatient and inpatient services and medication. As both conditions
have corresponding National Programmes (254, 258), those affected are entitled to free health
care regardless of whether they contribute or not to the insurance fund, whether or not they are

registered as disabled, or whether or not they are incapable of work.

There are, however, two essential differences between the two groups. The first refers to the
interventions covered by insurance and the second to the options for reimbursement of different

interventions.

First, while the mental health legislation requires that people with mental health problems
receive a range of evidence-based psychosocial interventions, based on individual needs, the
Framework Contract covers a limited number of talking therapies and only in inpatient settings.
This puts people with schizophrenia at a disadvantage, compared to people with diabetes, since

the latter have access to the full range of interventions recommended for their treatment.
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Second, people with schizophrenia have limited financial access to professionals that provide
psychosocial interventions. Thus, even in inpatient settings, where the Framework Contract

covers some psychosocial interventions, these can only be accessed when they are performed by
| a péychiétriét or when é,nother professional (psychologist or social worker) is requested by the
psychiétrist to perform them. All interventions provided by psychologists or social workers can
only be reimbursed thrdugh the psychiatrist. As a consequence, if the psychiatrist in charge is not
trained in psychosocial interventions (as it is the case for most psychiatrists in Romania) and is
not sympathetic towards such interventions (and therefore does not refer patients to
psychologists or social workers), then people with schizophrenia do not have financial access to
these interventions. In contrast, access to all health professionals relevant to the provision of

diabetes care is covered by insurance.

2. Availability of evidence-based treatment and care

2.1, Availability of medication

The respective national plans set out which medication is available to patients without co-
payment, as long as it has been prescribed as part of a treatment plan by a specialist physician.
However, they must co-pay for prescribed drugs falling outside the relevant lists. Consistent with
the goal of encouraging autonomy and reducing dependence on health professionals, patients
with diabetes can be prescribed rr_1edication for up to 90 days. However, for those with
schizophrenia, the cofresponding period is only 30 days. This means that those with
schizophrenia must collect their prescription every month from the outpatient service where they
are registered. Additionally, people with schizophrenia are entitled to request a change of
medication in the event of significant side effects or poor response to medication only after a
month has passed treatment from being prescribed. This may have negative implications in terms

" of treatment outcomes and long-term adherence to treatment.

In addition to medication, people with type 1 diabetes also need relevant medical equipment (e.g.
insulin pumps, glucometers). A glucometer is only provided to patients under 30 years of age.

There are no age limitations on any aspect of mental health medical treatment.

159



I. Petrea. Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

2.2. Availability of other evidence-based interventions

The mental health legislation entitles people with schizophrenia to a range of psychosocial
intefventions, as described in Chapter 6. However, as noted above, only some are included in the
insufahce package. Specifically, the Framework Contract (271, 272) does not include outpatient
rehabilitation or 'reintegration services for people with schizophrenia, although these are included
in the mental health legislation. Inpatient rehabilitation services are covered for people with
severe and enduring mental health problems that require long-term medical care (deemed as
chronic). Some services are, however, provided in social care institutions, although not under the
auspices of the Ministry of Health, and as such are beyond the scope of this research.
Conversely, there are no discrepancies between the interventions recommended in policy and
guidelines on diabetes and the package of services covered by insurance. It is, of course, a
separate question as to whether the package of services offered to people with diabetes includes

cover all evidence-based interventions, although again this is outside the scope of this research.

2.3. Social care

People with schizophrenia and type 1 diabetes are entitled to the same social care, according to

the severity of their disability.

2.4. Physical health

There are no differences between the services that should be available to treat co-morbid somatic

health problems in people with schizophrenia and type 1 diabetes.

2.5. Availability of enough staff in all settings

The standards for staffing of inpatient specialist services for people with schizophrenia and type
1 diabetes are the same. There are, however, significant differences arising from the dominance
of diabetes management by physicians. Thus, when people with diabetes require foot or eye care,
they can be referred to the relevant specialist physicians, such as orthopaedic surgeons,
dermatologists, or ophthalmologists. There are staffing norms for these specialists. In addition,
the norms make provision for employment of dietary specialists, both nurses and physicians. The
psychologists and social workers required by people with schizophrenia are far fewer in number.
Furthermore, their reimbursement is via a medical specialist who must refer the patient (so they

are not independent practitioners). Social workers are not included in staffing of acute hospitals

160



L. Petrea. Institutional discrimination in mental health services;
a comparative analysis of schizophrenia and diabetes in Romania

and there is no provision for occupational therapists at all. Once again, there is a mismatch
between the more generous norms indicated in the mental health legislation and what is covered

by health insurance.

- Unlike with inpatient services, the general health legislation does recognise the staffing levels
proposed in the mental health legislation for specialist outpatient services. Consequently, there

should be no difference in staffing in outpatient facilities for the two groups.

The Ministry of Health’s staffing plan makes provision for the provision of short courses to train
other physicians to fill gaps in diabetes care but there is no comparable provision for mental

health.

Finally, the health system in Romania has not yet adopted international concepts of chronic care
so neither group has access to care coordinators, even though the mental health legislation
requires that people with severe and persistent mental health problems are assigned one, as does
the disability legislation in respect of ariyone deemed severely disabled, regardless of the cause

of disability, paid from social care funds.

2.6. Availability of multidisciplinary teams with good representation of each
professional category

By law, health care teams managing schizophrenia and diabetes must include physicians
specialised in each condition; psychiatrists and specialists physicians in diabetes, nutrition and
metabolic disorders (the main speciality providing diabetes care in Romania) respectively. In
addition, both teams include a mixture of general nurses and nurses specialised in each
condition. Pharmacists, auxiliary staff and cleaners are also present in both teams. However, as
already noted, there are differences in the other team members providing interventions relevant

to each condition.

The multidisciplinary approach to care for people with diabetes is apparent from the many
professional categories included in the team. Besides the core staff mentioned above, patients
with diabetes are also supported by teams which include physicians of other relevant clinical
specialisations (cardiologists, ophthalmologists, nephrologists etc.), psychologists, and
sometimes dieticians (at the discretion of the hospital manager). Similarly, a multidisciplinary

team is required by both general and mental health legislation for specialist outpatient services
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supporting persons with schizophrenia, including psychiatrists, nurses, psychOIOglsts social

workers, occupational therapists and care coordinators.

Ozi the other hand, the composition of the mental health team in specialist inpatient facilities is
uncleér given the contradiction between the mental health and general health legislation. The
human resources blan érising from the mental health legislation is not recognised in the general
health legislation and anyway would be difficult to implement in the current circumstances.
Thus, although the staffing schemes proposed in both the mental health legislation and the
general health legislation require the presence of psychologists in the mental health team, the
difference is that the former recognises psychologists as full members of the team but the latter
does not. Specifically, the MoH does not recognise psychology as a health profession but rather a
profession connected to health, so that psychologists cannot be contracted by the insurance fund
for any of the services they provide. This situation persists even though the Law on
Psychologists (268, 269) stipulates that clinical psychologists can perform psychological testing,
prevention and psychotherapy for personality and emotional disorders, Yet, as noted above,
psychotherapy is covered by the insurance fund only when performed by psychiatrists or at the
request of psychiatrists, who are themselves paid by the insurance fund. The position of
psychologists outside the mainstream healthcare professions gives them a low status. The salary
of a psychologist is significantly lower than that of a nurse, even though the duration and level of

training of the latter is considerably less.

While it may appear that the diabetes team is too “medicalised”, the fact that all members of the
team are either doctors or nurses has significant advantages in the Romanian context. Firstly, it
ensures that each team member is available to patients with diabetes. Secondly, all health
- professionals within the diabetes team enjoy full recognition, in terms of appropriate status and

salary scale.

In conclusion, multidisciplinary teams are guaranteed by legislation for people with diabetes at
all levels of specialist care, while people with schizophrenia benefit from effective

multidisciplinary teams only in outpatient services.
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3. Quality of treatment and care

3.1. Individual treatinent plans developed for each patient, on the basis ofa
holistic assessment. Service users participate in the development of the
treatment plan and are given a choice of treatment when appropriate

a) Holistic assessment as a pre-requisite of the treatment plan

People with schizophrenia and diabetes should benefit from the same procedures for assessing
whether they are sufficiently disabled to obtain the various benefits described earlier. There are,
however, differences in their entitlements arising from the respective National Programmes (254,
258). Thus, the National Programme for Diabetes (258), which is consistent with the Framework
Contract (271, 272), provides comprehensive and detailed annual check-ups, focused on early
detection of complications, that are monitored as a measure of performance. The Framework
Contract also sets out the assessments to which people with schizophrenia are entit)ed but in

much less detail. Furthermore, there is no requirement that they be done annually.

Once again there is a mismaich between the mental health legislation and the insurance
coverage. The former provides for people with schizophrenia placed in residential care outside
the health system to be assessed at least twice a year but the latter makes no mention of this,

raising the question of whether it aétually happens.

b) Individual treatment plan developed for each patient

The package of services covered by insurance does not specifically include a treatment plan for
people with either diabetes or schizophrenia. The Framework Contract (271, 272) only refers to
continuity of care with primary care services. At the time of the research, the disability
legislation took the same approach, except in relation to those with a severe disability who are
entitled to an individual treatment plan that addresses all their care needs. In addition, under
social welfare legislation, those covered are supposed to have a recovery plan aimed at their

social and professional reintegration.

“The National Programme for Diabetes (258) requires that all people with type 1 diabetes have é.n
individual treatment and monitoring plan. The mental health legislation also requires that all
people with schizophrenia have an individual treatment plan, specifying what it should contain,

regardless of whether the individual is cared for in the health care or social care system.
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However, as noted above, neither of these requirements is endorsed by the Framework Contract

so it is unclear whether service users actually benefit from them.

c) Serwce users part/apate in the development of the treatment plan and are given a choice of

treatment when appropriate

While entitlements to participate in the development of their own treatment plan guaranteed by
the inSurance legislation, disability legislation and social welfare legislation differ, these three
streams of legislation treat people with schizophrenia and type 1 diabetes similarly. Thus, the
overall health regulations (including the Framework Contract (271, 272) and the National
Programmes (254, 258)) make no requirement for the involvement of any of these service users
in the development of their treatment plan. The disability legislation guarantees the right of all
those deemed to have a severe disability to play an active part in the process of development of
their individual treatment plan. Finally, the social welfare legislation requires that treatment plan
are developed unilaterally by relevant health professionals. Service users are not expected to _
participate in developing their treatment plans, but are expected to comply to them if they wish
to receive benefits. Current legislation makes no reference to patients being given a choice of
treatment, except in relation to consent, although they can choose between different service

providers.

The only difference is in the mental health legislation, which requires that people with mental
health problems are involved in the development of their treatment plan. However, the
legislation does not create any accountability mechanisms and the health insurance legislation

does not support this approach.

3.2. Presence of discharge procedures

None of the documents reviewed address discharge from specialist services, except to oblige
specialists to communicate information on diagnosis and treatment to general practitioners.

3.3. Continuity of care

The mental health legislation apparently places people with schizophrenia at an advantage in
comparison with people with diabetes by placing continuity of care at the core of the new mode]

of mental health services. Furthermore, the Mental Health Strategy (251) requires that people
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with mental health problems, mcludmg those with schizophrenia, are assigned a care

coordinator.

jThlS is an mnovatlve approach in the Romanian health system, which, if implemented, could
»become a model that could be replicated for patients with other chronlc disorders. The general
health legislation, applicable to people with diabetes, does discuss partnership between elements
within the health sector and with other sectors, but no mechanisms exist to do so. However,
despi‘te these provisions, the Framework Contract (271, 272) does not specify any particular
approach to care management and it addresses continuity of care only in terms of maintaining
psychotropic drug administration. Given the disconnect with funding, the degree to which people
with mental health problems can actually benefit from the provisions of the mental health

legislation is questionable.

The disability legislation, which applies to both groups, takes a similar approach to the general
health legislation and focuses on recording and communication of information, rather than on

coordination of care and supporting the patient.

3.4. Staff have the appropriate competencies and skills

According to the mental health legislation, the mental health team comprises of a variety of
professional categories and recognises the training needs of all these categories. Similarly, the
diabetes policy makes specific requirements for training of staff working with people with
diabetes, in particular physicians from other clinical specialities that provide cover in the absence

of those specialised in diabetes, nutrition and metabolic disorders.

The differences in the composition of the teams managing the two conditions have been
described above. All professionals in the diabetes team are either doctors or nurses, and as such
are subject to standardised training and continuing educationa) requirements defined by the
MoH. In mental health, these requirements only apply to psychiatrists and nurses. The legislation
that regulates other professions is unhelpful. Indeed, the legislation on the psychological
profession (268, 269, 311, 313) excludes the MoH from the process of registration and
accreditation of clinical psychologists, though the MoH is their main employer. While a limited
number of bilateral agreements exist between universities and hospitals, the training of clinical
psychologists is, by law, exclusively university-baséd. As aresult, there are few opportunities for
clinical training similar to the residencies undertaken by psychiatrists. This difference also exists

for continuing education. Thus, there are no obvious mechanisms to assure the quality of
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interventions provided by psychologlsts potentially putting people with schizophrenia at a

significant disadvantage.

The level of training of nurses is similar in both sectors. Most nurses in Romania undergo a
general nursing training and afterwards get on-the-job training in the specific areas to which they
are assigned. Recently, efforts have been made to set up specialist training for nurses in both
mental health and diabetes care. Regardless of where they work, all nurses employed in the
health sectors must undergo compulsory continuing education every year. There are no
requirements as to the type of courses they must undertake to attain the necessary skills and

competencies for the areas to which they are assigned.

3.5. Empowerment of service users to care for themselves and live as
independent a life as possible (Personal autonomy)

Mental health legislation states the importance of empowering patients. It even designates the
degree to which service users are supported in achieving personal autonomy as a measure of the
quality of services provided. However, neither the legislation (primary or secondary) nor

supporting policy documents identify any measures to achieve this.

Diabetes policy also requires that patients be empowered to live as independent a life as possible.
Minimising their contact with health services to only those occasions where it is necessary is
listed as an indicator of quality in the National Programme for Diabetes (258). This document
includes mechanisms that should, in theory, hold providers to account. Yet, as with mental

health, there is no system to assess whether this has been achieved.

Conversely, poliéy and legislation are sometimes formulated in manners that impinge on the
personal autonomy of people with schizophrenia. People with schizophrenia are not entitled to
any home treatment and they must contact specialist providers for all of their mental health care
- needs. They are required to attend the outpatient services monthly if they want to receive

prescriptions.

The only legislation specifying measurement of the extent to which'people have achieved
autonomy is contained in the disability legislation, which applies to those in both groups who are

registered as having a severe disability.
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3.6. Involvement of service users in shaping the services

The current policy .and legislation does not make any provisions for the involvement of service
users in shaping the services with which they are provided. The (draft) Mental Health Action
Plan (252) indicated an intention to include some provisions but, as the document was not
)adopted at the time of the researéfl, people with schizophrenia remained in the same situation as

those with diabetes.

3.7. Involvement of families and carers

Policies and legislation make the same provisions for the involvement of families and carers for

both groups of service users.

4. Quality of facilities

4,1. Protection of service users’ privacy and safety, decent living

environment

~ The legislative standards for living conditions in inpatient units providing healthcare covered by
insurance are the same for all patients, regardless of the disease for which they were admitted. It
should be noted that the legislation does not envisage single accommodation for any category of
patient, regardless of the duration of the stay. The health legislation requires that an isolation
room be available in the facility. It does not, however, specify the purpose of such a room and, in
particular, whether is meant to give patients an option to be by themselves or whether it
functions to isolate individual patients, for a variety of reasons (e.g. communicable diseases,

violence).

For outpatient facilities, the Framework Contract (271, 272) requires that appropriate furniture
and equipment be available but it does not differentiate clinical specialities. The health mental
health legislation, however, is very specific about how the setting should be arranged, even
indicating the number of furniture items (e.g. number of chairs and desks). The intention is to

offer service users friendly conditions and an environment that is as unrestrictive as possible.

The health legislation requires that all service users, regardless of their disease, are treated with

respect and consideration and that staff not complying with this requirement should be penalised.
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4.2. Presence of appropriate treatment facilities

‘The le‘gislation sets the same specific standards for rooms in inpatieht and outpatient facilities for
each condltlon In addition, the mental health legislation specifies appropriate space for a range -
of mterventlons (such as individual therapy, group therapy and rehabilitation activities). There

“are no such detailed provisions related to diabetes services. The logistic arrangements for

facilities used to treat patients with diabetes are at the discretion of the facility manager.

4.3. Hygiene

There are no measures specific to either group. There is, however, a difference between those,
whether suffering from schizophrenia or diabetes, who use the health care system only and those
who are entitled to additional support from the social care system (those classified as having a
severe disability). The latter, if deemed severely disabled, are entitled to support under disability

legislation for the maintenance of personal hygiene and house cleaning.

4.4. Food and drinks

The same legislation applies to both groups. Those people who are registered as having a severe
disability (regardless of the cause of the disability) are entitled to support with shopping for food

and cooking. No other people with schizophrenia or diabetes are entitled to this service. -

5. Protection of human and civil rights

5.1, Right to respect of all human and civil rights on mental health facilities

The Romanian Constitution (306) guarantees respect of human rights‘ to all citizens, regardless of
their health status. Consequently, the health legislation only details a number of specific rights
that are particularly relevant to health care, which are presented below. The mental health
legislation does, however, re-affirm a number of human and civil rights enacted in response
historical violations. There were no comparable violations related to diabetes. Among the
specific provisions of the mental health legislation are the right to be treated humanely, to be
respected and to be treated in a dignified manner, to be protected against all forms of exploitation
and against harmful and degrading treatment, the right to a private life, the freedom of
uncensored communication using all means and with all people and the right not to be subjected

to experimental treatment without giving informed consent. The legislation also specifies the
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procedures and protections in the event of involuntary treatment, restraint and isolation.
However, these issues are beyond the scope of this thesis. Similarly, the disability legislation
stresses the entitlement of all people with disabilities, regardless of the type of dxsablhty, to all
constltunonal human and civil rights. In partlcular, it stresses the nght to non—dlscrlmmatxon on

any grounds

5.2. Right to informed consent to treatment

The right to consent to treatment is guaranteed for all users of health services. The general health
legislation specifies what constitutes consent, conditions which need to be met for the consent to
be valid (including provision of information) and procedures for recording consent. Under the
mental health legislation, people with mental health problems may lose this right in some
circumstances. The legislation does not, however, make any provisions for the protection of
voluntary patients against coercion, so leaving room for abuses. Conversely, people with

diabetes cannot lose their right to informed consent under any circumstances.

5.3. Right to confidentiality

The right to confidentiality of all information related to the health of all service users is
guaranteed by both health and disability legislation. The mental health legislation repeats the

‘provisions of the health legislation, without any additions.

5.4. Right to informa'tion

All users of health services are guaranteed the right to information by the Law on the Rights of
Patients (260), which is applicable both to people with schizophrenia and with diabetes. In
addition, the mental health legislation requires that people with mental health problems are -
provided with a description of the nature of their problems, the least restrictive setting necessary

for treatment, the goals of the treatment and the responsibilities of staff,

The disability legislation also affirms the right of all people with disabilities to information. In
addition, it specifies that information tailored to the individual’s situation should be provided to

the service user, his or her legal representative, and the family.
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5.5. Right of access to personal information

By law, all users of health services are entitled to access to their personal information. The
‘Mental Health Law (256) spéciﬁes that people with mental health problems have the right, upon
R dischargé; to receive a written copy of their diagnosis and information on treatment and care.
‘Howeve.r, this right can be waived if the physician in charge considers that providing this
information might affect their mental state. However, the existing arrangements give the
physician great discretion about whether to do so, with no system of oversight. This places
patients with schizophrenia at a disadvantage to those with diabetes and contradicts to the Law
on the Rights of Patients (260), which clearly states that all patients should have access to their
personal information. According to this law, the only exception from the duty to provide access
to personal information is when the service user states his or her express request that he or she

wishes no longer to be informed about his or her health status.

5.6. Right to notification of rights

The mental health legislation guarantees people with schizophrenia the right to be notified of
their rights. While the health legislation does not specify such an entitlement to all health service
users, people with diabetes who are registered as having a disability are also guaranteed this right
by disability legislation (274). The legislation requires that the rights and obligations of patients

need to be clearly posted in all wards, regardless of speciality.

5.7. Right to treatment sensitive to needs of minorities (with different
cultural and religious background)

Protection from discrimination on cultural and religious grounds is guaranteed for all people by

health (general and mental), disability legislation.

Conclusions

It can be seen that policy and legislation are broadly equitable for people with schizophrenia and

type 1 diabetes in the areas set out in Table 6.
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Table 6 Areas where policies and legislation are essentially the same for people with

schizophrenia and diabetes

1.4 | Access to different parts of the system, as needed (Referral system)
2.3 | Social care
2.4 | Physical health
3.2 | Presence of discharge procedures
3.4 | Satisfaction with the quality of treatment provided
3.7 | Involvement of service users in shaping the services
3.8 | Involvement of families and carers
Protection of service users’ privacy and safety, decent living environment, just that mental health
4.1 | legislation provides more details
4.2 | Presence of appropriate treatment facilities, just that mental health legislation provides more details
4.3 | Hygiene
4.4 | Food and drinks
| Right to respect of alt human and civil rights on mental health facilities, just that mental health legistation
5.1 | provides more details
5.3 | Right to confidentiality
Right to information, just that mental health legislation provides more details on the kind of information
5.4 | mental health services users should have access to
5.7 | Right to treatment sensitive to needs of minorities (with different cultural and religious background).

In some areas, the policy and legislation puts people with mental health problems at an

advantage as compared to people with type 1 diabetes:

»  1.3. Access to services when needed (temporal access). The mental health legislation requires

timely access to specialist services and a complex range of community-based interventions
. b

which can potentially be considered better that that for people with type 1 diabetes. However

this is not recognised in the Framework Contract (271,272) so it is not paid for,

»  2.1. Availability of medication. People with diabetes aged over 30 years old are not provided

with a glucometer. There are no age limitations for any aspect of mental health medical

treatment.

» 5.6. The right to notification of rights. Policy and legislation for people with mental health
problems establish specific legal requirements on notification of rights that are not reflected

in general health legislation applicable to people with diabetes. This does not necessarily
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imply an advantage for people with mental health problems but it is an extra legal protection.
At the same time, the disability legislation, does guarantee this right for people with diabetes
1f they are reglstered as having a disability.

3.1.c) Service users participate in the development of the treatment plan and are given a
choice of treatment when appropriate. Under the mental health legislation, people with
mental health problems are explicitly required to be involved in the development of their
treatment plan, although there is no means of ensuring that this halﬁpens and the insurance

fund does not require it.

3.3. Continuity of care. People with schizophrenia are at an apparent advantage in
comparison with people with diabetes, as mental health legislation requires that people with
schizophrenia be assigned a care coordinator. However, this model is not included in the
package of services covered by insurance, or in disability legislation, or by other funding
schemes. As such, it is not evident people with schizophrenia can realise this theoretical

advantage.

In many areas, however, the policy and legislation put people with mental health problems at a

disadvantage as compared to people with diabetes:

1.1. Access to care in the least restrictive environment/community-based settings. People
with mental health problems have significantly less easy access to inpatient care and they
cannot access long-term inpatient care in the least restrictive environment, close to where

they live.

1.5. Financial access to services (financial affordability). People with schizophrenia face
greater financial barriers to the full range of interventions recommended, specifically psycho-

social interventions.

2.1. Availability of medication. People with mental health problems cannot have their

treatment changed in less than a month, no matter how bad their side effects.

5.5. Right of access to personal information. People with schizophrenia are at disadvantage.
As subjects of the mental health legislation, they can lose their right to personal information
based on the decision of a single health professional (the psychiatrist in charge). There are no

safeguards against abuses. This is in contradiction to the Law on the Rights of Patients, and
singles out people with mental health problems.
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5.2. Right to informed consent to treatment. Being subject to the mental health legislation,
people with mental health problems can lose this right under some circumstances.
Additionally, they have no legal protection from coercive treatment while voluntarily
admitted to specialist services. This placés them ét disadvantage with people with type 1

diabetes who never lose this right.

2.2. Availability of other evidence-based interventions. Specific psychosocial interventions
and rehabilitation and reintegration services required by the mental health legislation are not
included in the package covered by insurance. This potentially puts people with
schizophrenia at a disadvantage to people with diabetes, who are entitled to all the

interventions recommended by the national diabetes policy.

3.6. Empowerment of service users to care Jor themselves and live as independent a life as
possible (Personal autonomy). While policy and legislation for mental health and diabetes
stress the importance of empowerment and personal autonomy, the mental health legislation
limits these indirectly, for example by requiring people with mental health problems to report
once a month if they want to receive a prescription. It also limits the ability of those with
mental health problems to self-manage their condition and they are not eligible for home

treatment, unlike those with diabetes.

3.5. Staff have the appropriate competencies and skills. People with schizophrenia have
significantly less access to qualified specialists. Of the entire mental health team, only
psychiatrists and nurses have competencies and skills comparable with diabetes physicians
and nurses. Other professionals are not recognised as members of the mental health team and
there is no provision for their training or any feasible mechanisms for quality assurance of

the interventions they provide.

* 3.1.b) Individual treatment plan developed for each patient. While people with diabetes are

guaranteed an individual treatment plan, people with schizophrenia are not, even though the
mental health legislation requires they should have it, as a consequence of the absence of a

funding mechanism and accountability.

3.1.a) Holistic assessment as a pre-requisite of the treatment plan. While both the diabetes
policy and the health insurance legislation require that people with diabetes receive a
comprehensive assessment annually, similar requirements arising from mental health

legislation are only partly supported by the health insurance scheme.
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»  2.6. Availability of multidisciplinary teams with good representation of each professional

category. Multidisciplinary teams are included in legislation for people with diabetes at all
- levels of specialist care, but those with schizophrenia benefit from only limited teams except
in outpatient services. | ' '

s 2.5. Availability of enough staff in all settings. There are two main differences. First, neither
policy nor legislation guarantee availability of enough specialist staff relevant appropriate for
the care of people with schizophrenia, while they do for people with diabetes. Second,

~ contingency plans for shortages of specialists in diabetes are not matched by plans in respect

of psychiatrists.

In summary, there are many weaknesses, inconsistencies, and contradictions in the Romanian
legislation and related regulations and policies in respect of diabetes and mental illness. Yet, the
process of elucidating what measures are in place was a major task, involving a lengthy process
of extracting, analysing, and comparing documents arising from different sectors, many of which
had been amended on numerous occasions, often with the result that they obscured rather than
clarified what was meant. It is reasonable to assume that the challenges faced when compiling
this information for the thesis will, in practice, be viewed as insurmountable by many health care

providers, patients, their carers, and even their legal representatives.

The review of the de jure system does, however, provide clear evidence that patients with severe
mental health problems are, in some respects, disadvantaged compared to those with a complex
chronic physical disorder, diabetes. The next step is to assess what this means in reality for those

with the two conditions. This will be examined in the subsequent chapters.
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Chapter 9 Experience of,_people with schizophrenia -
" Findings of the Rapid Assessment

This chapter will present the de facto situation in mental health specialist services, as
cchrienced by people with schizophrenia and by the health professionals providing them with

treatment and care.

This chapter presents the synthesis of findings for the first condition studied (schizophrenia) by .
variable, sub-variable, type of setting (outpatient, acute inpatient, chronic inpatient), target group
(service user, psychiatrists, psychologists, social workers, nurses, auxiliaries) and location
(Bucharest or Slatina). General assertions/descriptions of findings represent combined findings
from all target groups, regardless of the type of setting, location, and interview strategies
employed. Differences between target groups, locations and type of settings are noted and

discussed.

1. Accessibility of épecialist services

1.1. Access to care in the least restrictive settings

There was widespread knowledge among patients and professionals of the services that are
available for those with schizophrenia. In general, patients must obtain outpatient and acute
inpatient care in a facility within whose catchment area they reside; an exception is the acute
mental hospital in Bucharest which takes patients from anywhere in the country. Long term
residential care is provided in facilities on the outskirts of cities and although these have, in
theory, larger catchment areas, these are poorly defined and enforced. Individual patients were
very familiar with the means of accessing care in a crisis. There was a consensus that few
patients with established mental illness would consult their general practitioners, instead going

directly to mental health facilities.

Interviewees described the common reasons for hospitalisation. As expected, one was the
severity of the illness. However, there was also consensus among patients and professionals that

many patients were admitted to both acute and long-term facilities because they had nowhere
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else to live. Interviewees described how this often arose because family members persuaded
them to transfer ownership of their accommodation to them, often while not fully aware of the
consequences, and then refused them permission to return, or because they had no remaining

 family.

‘Many such patients are in long-term facilities. Those in Slatina described their environment very
favourably, commenting on the cleanliness of the accommodation, the quality of the food, and
the acceptance of their condition. Indeed, it seemed that this hospital was viewed by many
patients as a desirable place in which to spend the rest of their lives, especially when the
alternative was very uncertain. However those in Bucharest were much less positive, reporting
their dissatisfaction with the accommodation. Others are in acute facilities, some for many years,
even though the new payment system provides a strong disincentive to care for long-term
patients there. A related reason is that some patients are considered disruptive by their families
and neighbours. There was some sympathy among psychiatrists with those living near such
patients but patients argued that others had a low threshold for irritation “Often (admissions) are
due to a purely social interest, the family wants to get rid of them, neighbours put pressure
because it's inconvenient for them to have a schizophrenic in their building, he makes noise, or is

weird and they prefer not to have him around. It's normal”.

There was a widely held view among patients in acute and long-term hospitals that many of
those hospitalised but who have alternative accommodation could live at home. However, the
crucial requirement was for a system by which health workers could supervise their medication,
as they had concems about their ability to adhere to treatment and to provide other forms of
general support. This, they felt, would help them to obtain employment and lead a more normal
life. However, such support does not exist at present. They are entitled to support from social
workers but many expressed anxiety about contacting them. In particular, there were widespread
stories of social workers mistreating patients with mental illness who experienced crises, often
with the involvement of the police. Examples included breaking down doors and violent

restraint.

Many health professionals were also supportive of the principle of greater domiciliary care, -
although to varying degrees. Psychiatrists were the most supportive and, on occasions, those
based in the acute hospitals would go to patients’ homes, especially outside Bucharest,
particularly if the patient was a member of a high status family or if they were violent. They felt

that it should be possible to manage some patients in crisis at home, rather than admitting them
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all as at present. However, they expressed concern that these visits were time consuming and that
they were not compenséted for them. Psychologists Working in outpatient facilities were also
supportive of home visits but reported that they undertook them only rarely, again ’for patients in
high status families. In contrast, one psychologist in an inpatient facility in Bucharest viewed
home visits as unethical and potentially illegal, raising'concerns about the consequences if
something went wrong. Nurses in all facilities except in the acute hospital in Slatina were
‘unenthusiastic about taking part in home visits. Those in Slatina would be willing to do so, as
long as they were paid for visits. Social workers attached to health facilities already do make
some home visits, to make contact with families, to assess the degree of support patients will
receive on discharge, and to help patients obtain benefits. Overall, the greatest barrier to home
visits was the logistical difficulty as they are time consuming, and the lack of a system of paying

for them.

In summary, there is widespread agreement that too many patients with schizophrenia are
hospitalised. However, to reduce this number, attention needs to be paid to securing alternative
accommodation, in particular by finding ways to achieve redress when they are deprived of their

homes by exploitative relatives, and to support their adherence to medication regimes.

- 1.2. Geographical accessibility of services

Patients had to collect their medication from outpatient facilities they were registered with. In
principle patients had an option between registering with the specialist mental health outpatient
unit linked to a mental hospital or going to other specialist offices linked to general health
services. In Bucharest, some patients would opt for the latter. Others, however, preferred to go to
the specialist outpatient unit, even when it took them as much as 2 hours by public transport each
way. Patients living in rural areas or small towns surrounding larger towns did not have any
option other than to go to a specialist outpatient unit linked to an inpatient facility, since
psychiatrists were not available where they lived. Once they obtained their monthly prescription
they could however collect their medication at any pharmacy in the area where they lived.
Access to talking therapies was limited to a few locations in Bucharest and only one in Slatina,
Many patients found the trip too long and gave up. Access to rehabilitation services was even

wOorse.

Interestingly, patients had no complaints about the location of hospitals and the distance from

their home, as they were not aware of alternative solutions and took for granted that these were
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their only choices. Few professionals, psychologists or psychiatrists thought that inpatient

- services could be brought closer to the communities in which people live.

1.3 Access to services when needed (opening hours/ out of hours staffing)

Access to services after working hours

People with schizophrenia primarily had access to outpatient specialist care during official
working hours. Outside working hours, some were able to contact their psychiatrists and
occasionally psychologists in both outpatient and inpatient services on thejr private mobile
phones, and receive brief consultations or be directed to the emergency services in mental
hospital. A psychiatrist from acute inpatient hospital in Bucharest noted: “Many times I was the

one calling the ambulance”.

Psychiatrists who also had private practices provided crisis care at their offices. Not all
professionals were open to being contacted privately. Psychiatrists from chronic hospitals and

some from the other services and most psychologists, social workers and nurses were not,

When admitted to inpatient care, patients would have access to the full range of services offered
in each setting only during the day time. During evenings and nights they would have access
only to a reduced number of auxiliaries, nurses and psychiatrists. In the chronic hoSpital in
Slatina, psychiatrists were not available during night shifts due to the scarcity of staff. One
psychiatrist from this facility noted: “We have only\ 2 full time psychiatrists, and with 25 working

days per month, there is no way!"

Psychologists in the chronic hospital in Bucharest made regular requests to increase their
working hours, but were constantly refused. In their view, the needs of patients were not met
during the official working hours, but decisions on working hours were made for administrative

and financial reasons and not according to the needs of patients.

Waiting time

The waiting time for outpatient mental health specialist services was usually 1-2 hours, but

sometimes it could be as long as 3-4 hours,
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1.4. Access to different parts of the system, as needed (Referral system)

Patients diagnosed with schizophrenia cannot access long-term care without a referral from their
GP or a psychiatrist working in acute or outpétient services. Within the mental health system,
psychiatrists could refér patients to other professionals (psychologists and social workers), but
not the other way around. Psychiatrists in outpatient and acute care services could refer patients
between each other. They could also refer patients to somatic services, as needed. However,
patients were not always accepted in somatic services (see below). Physicians in other
specialities could also refer patients to psychiatrists. Welfare services could also refer patients to

mental health professionals for assessment.

1.5. Financial access to services (financial affordability)

People with schizophrenia have free access to psychotropic medication, but access to medication
for co-morbid conditions, whether mental or somatic disorders, was limited. Many patients
reported that they struggled to cover the co-payments, which were often more than they could
afford on their low incomes. Some said they refuse partially funded prescriptions, saying "Don't
bother, I cannot afford it anyway". Psychiatrists in outpatient services highlighted how they were
not allowed by the insurance company to change medication more than once a month, even if the

patient experienced significant side effects.

Mental health services were free-of-charge in public institutions, but psychotherapies were only
covered when performed by psychiatrists or, following referral, by psychologists. Even under
those circumstances, only few sessions were covered. Patients requiring additional
psychotherapy sessions had to pay out-(;f-pocket. The great majority of patients could not afford

the cost so did not have access to psychotherapies.

Unofficial  out-of-pocket payments were common in outpatient services, but not so much in
inpatient services, mainly because the patients could not afford it. Patients from the chronic
inpatient hospital in Bucharest noted that patients from better-off families could afford better
conditions in the chronic hospital by bribing staff or making direct payments to renovate their
rooms. Most patients reported how falling ill with schizophrenia led to job loss and a significant
reduction in income. For most, pensions and social benefits were far lower than their salaries
prior to the illness. For some patients, loss of employment also led to difficulties in accessing
insurance, despite the fact that a diagnosis of schizophrenia should automatically lead to

coverage. Bureaucratic procedures, for insurance, for registration as disabled and for welfare
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pensions and other benefits, were often too difficult for people with schizophrenia. Many only
" managed to obtain part of the benefits they were entitled to. Those without pensions could not
access chronic hospitals, which were in some cases the only alternative to homelessness.
informal solutions used By psychiétrists included prescribing medication under another patient's
name, or claiming falsely that an admission was involuntary and so covered by insurance. A
psychiatrist in Bucharest acute inpatient hospital noted: “We used another subterfuge, since they
don't have‘ insurance, we admit them as involuntary patients, the law on involuntary care allows

free treatment, with everything we have available in the hospital”.

Another challenge arising in acute inpatient services was that the DRG system created a financial
incentive for early discharge. Psychiatrists in Slatina’s acute inpatient unit admitted that when a
patient clearly needed longer treatment an informal solution was adopted whereby a patient
would officially be discharged, only to be readmitted some days later, even though, in reality, the
patient remained in the hospital. These perverse incentives are likely to contribute to the high

admission rate reported in Romanian hospitals.

2. Availability of evidence-based treatment and care

2.1. Availability of medication

There was a general agreement that availability of psychotropic medication (both new and old)
in pharmacies had improved dramatically since the 1990s. However, the communist era ceiling
of drug sales is still in place whereby pharmacies have a fixed monthly allocation for certain
drugs. Thus, patients may not be able to obtain any after the beginning of the month.
Psychiatrists often help patients to identify pharmacies with a higher ceiling. Alternatively,
 patients are prescribed another medication. Some psychiatrists were keen on ensuring patients
get the ideal medication for them, so where pharmacies ran out they would broker arrangements
with other patients to borrow some of their medication until it becomes available again. Some
patients lend to one another as well. Another unofficial solution found by some psychiatrists was

to anticipate shortages and keep some supplies in the office.

The situation was similar in inpatient settings where, although medication was largely available,
there were sometimes shortages of a particular product so some psychiatrists found similar
creative solutions. Their main motivation was to ensure that patients could get the medication

with least side-effects, to enhance adherence. An additional solution in inpatient settings was to
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discharge patients officially (even though they remained in hospital), so that they can collect
medication from pharmacies in town and then be “readmitted” formally after a few days.
Altematwely, families are asked by psychiatrists to buy med:catxons at community pharmac1es,

paying du‘ectly, until the product becomes available at the hospital pharmacy.

2.2. A vailability of other evidence-based interventions

a) Psychosocial interventions

Psychosocial interventions were available only to a minority of patients as there were few staff
qualified to provide such interventions (see below). In outpatient units, some patients received
counselling and talking therapies, mainly with psychologists, but in Bucharest psychiatrists also
provided this service. So did some of the patients in inpatient units, more so in chronic than in
acute services. However, patients did not know much about what psychotherapies are, what they
actually entail, or what outcome they should expect. They just knew that they "talked” to
psychologists or psychiatrists. Due to time limitations, they were often offered group therapies
rather than individual therapies which patients indicated that they preferred. Even then, only a
minority of patients had access to them. The rest of the patients in hospital felt left out, creating

tensions.

It was not evident that the talking therapies available to patients were of good quality. Some
psychiatrists who had training in psychotherapies provided CBT, family therapy, existential
therapy and Jungian therapy. Some psychiatrists (trained in CBT) were of the opinion that
psychotherapies were not appropriate for people with schizophrenia; they found the benefits are
marginal, saying “let’s get real”, and not worth the effort. Others reported successful outcomes
and rated talking therapies as essential components of treatment. Not all psychiatrists understood
what talking therapies were. Some thought that they could provide them without any training,
simply based on their life experience. At the same time, there was no system of quality control

for talking therapies, regardless of how well qualified or otherwise the providers were.

Some psychiatrists, particularly in Slatina and in the chronic hospital in Bucharest, considered
that talking therapies should be carried out by psychologists, not psychiatrists, though the
insurance system did not recognise psychologists as competent to provide this service.
Consequently, in practice, psychologists did provide counselling and psychotherapies, as well as

psychological testing, depending on their qualifications, but with payment channelled via the
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psychiatrists. Psychologists were trained in a variety of psychotherapies: CBT, existential
therapy, experiential therapy, family therapy and even hypnosis. Like most psychiatrists, they
showed little apprec1at10n of what evidence-based talklng therapies to use with a partlcular
: disorder such as schizophrenia. In these circumstances, the poor understandmg among patlents of

what talking therapies are is understandable.

b) Rehabilitation and reintegration

There were only few rehabilitation and reintegration activities available to people with
schizophrenia, most of them in Bucharest. The acute hospital there ran a pilot unit for
rehabilitation and reintegration of patients, where the only social worker in the hospital was
based. Here, most of the efforts were concentrated on acquisition of practical skills, and very
little is done to reintegrate people in the workforce, which was perceived by most health
professionals as an unrealistic goal for most patients. Many psychiatrists sympathised with
employers who refused to employ people with schizophrenia, admitting that “nobody wants to
take the risk”. :

In the past, chronic hospitals did organize a variety of occupational therapy activities, but they
- were shut down in the early 1990s amid allegations they were in fact forced, unpaid labour. Yet
some patients in the chronic hospital in Bucharest reported that they were still pressured, if not
forced, to work by auxiliaries who require them to help with cleaning the wards, washing floors,

and doing laundry.

At the time of the research, some facilities organized small-scale painting, gardening, and sewing
activities. Chronic hospitals planned to develop more in the future. One challenge however, was
the lack of occupational therapists and poor definition of the roles of social workers and
psychologists in these activities, which further limited the scope to make these interventions

available to people with schizophrenia.

2.3. Social care

Many patients were unaware of the social care they are entitled to by law. For many, it was
limited to receiving their pension. Despite legislation guaranteeing their entitlement to social
care and disability benefits, even those who were aware of their rights struggled to claim them.
With few social workers in mental health services, they depended on help from social workers in

local authorities. However, these social workers had little interest or sympathy for people with
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schizophrenia who "begged” for their help with paper work needed to access their benefits but
were refused. Some also asked for support with housing, facilitation of difficult family
situations, and employment. Yet despite getting little or no support, those living at home who

" failed to take their treatment would lose even those few benefits they managed to claim.

Patients admitted to facilities that employed social workers could ask for some support, but the
~ scarcity of social workers meant they could only focus on the most difficult cases and on

ascertaining the identity and locating family members of those who did not know their name.

For many patients who had no home, most health professionals agreed that the most important
social support available was to be admitted to a chronic hospital with good living conditions, like

the hospital in Slatina.

2.4. Physical health

Patients living at home and registered with outpatient services attended somatic facilities like any
other person. However, they were not always believed when complaining of somatic problems.
Somatic physicians often felt insecure and uncomfortable around people with mental health
problems. A psychiatrist in Bucharest acute inpatient unit noted: “When they first make contact
(with people with schizophrenia) they don't know if they're psychotic or not, and they are afraid
of psychotic crisis on their ward and that they are not competent enough to cope with it.".
Patients and psychiatrists preferred that referrals to somatic services were made by GPs, who
would avoid indicating that they had schizophrenia. However these patients struggled to cover
the co-payments for their somatic conditions, as noted above, and were rarely able to bribe
somatic health professionals, which often led to significantly less good care as bribery is

common practice in these services,

Disclosure of their diagnosis could not be avoided for patients admitted to inpatient facilities.
Many difficulties were reported in getting patients with schizophrenia accepted and treated
'promptly in somatic bospitals. The worst reports were from the acute hospital in Bucharest, even
when the patients were in dire need of health care. Some facilities produced fewer problems,
reflecting good relations established over time with somatic services. Some somatic physicians
refused to treat people with schizophrenia primarily out of fear that they would not be able to
cope due to their poor training in mental health. At the same time, many patients with

schizophrenia found that patients with only somatic disorders often refused to be in the same
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room as them. Patients receiving inpatient care would receive their somatic treatment together

‘with their psychiatric treatment.

2.5. Availability of enough staff in all settings

There were ‘insufﬁcient professionals of all tYpes in almost all settings. The exceptions were
psychiatrists in the acute inpatient hospital in Bucharest, possibly the most attractive service in
the country, and nurses in the outpatient service in Bucharest, who complained about the tasks
they were asked to do rather than the number of nurses. There were several implications of staff
shortages. In outpatient services, psychiatrists stated that they would have consultations with as
many as 60 patients per day. Psychologists found it more difficult to shorten sessions with
patients and so had to turn down patients. Nurses and auxiliaries struggled in all inpatient
facilities, particularly at night. In acute facilities, particularly in Bucharest, they felt
overwhelmed by the demands on them; there was one nurse and one auxiliary per 100 beds in
Bucharest and in Slatina. Psychiatrists noted that the low number of staff indirectly shapes the
services they are providing. The shortage of psychiatrists in Slatina led to night shifts being
cancelled. Managerial efforts to employ additional psychiatrists and social workers failed, due to
the unattractiveness of the hospital and its remote location. Similar problems were encountered
by the chronic hospital in Bucharest when it tried to employ additional nurses. Legislation norms
for numbers of psychologists were achieved in inpatient facilities but staff complained that the
norms were insufficient to treat all patients requiring their care. Consequently they were forced
to select a small group of patients to work with. While this was considered the only feasible
approach, it led to problems between patients. Those selected were seen by the rest as

ntavourites" of professionals.

2.6. Availability of multidisciplinary teams with good representation of each
professional category
Representation of some professional categories was less good than others, as noted above.

However, a major problem, as identified by health personnel, was that the staff in post did not

operate as members of a team.

Relationships between psychiatrists and psychologists were unequal and in many cases tense.
With few exceptions in settings where respectful relations had been established on an individual

basis, the relationship was defined by psychologists as “complete and utter subordination,
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humiliating for psychologists”. Many psychiatrists reported that they work well with
psychologists, but psychologists described how they are rarely consulted or taken seriously by
psychlatnsts except in their role in psychologxca] testing. Their status was low, as reﬂected in
their poor sala.rles which were sometimes lower than nurses. Some psychologists openly linked

their status with the poor quality of academic and clinical training of psychologists (see below).

The relationship of psychiatrists with nurses was rated better, In most facilities they worked as a
team, particularly in inpatient facilities where psychiatrists depended on input from nurses on the
status of patients as they actually spent little time with them. However, reports from nurses and
psychiatrists were sometimes inconsistent. Thus, psychiatrists in the acute inpatient hospital in
Bucharest thought their relationship with nurses was good and they relied on them. Nurses,
however, reported that psychiatrists do not respect them; they blame them for problems that
occur with patients even when that was not the case. In addition, personal interactions were
marked not only by hierarchy, but by disrespect. Nurses minded that psychiatrists took liberty to
address them with tile informal "tu" while they were invariably required to address them with the

polite "d-voastra".

Social workers reported similar relations with psychiatrists. While psychiatrists would refer
patients to them, and in this way work together, the relationship was hierarchical and
disrespectful. During the research I witnessed one illustrative scene. I was invited to lunch by the
hospital manager, together with psychiatrists. When I asked whether other professionals would
also join us, one psychiatrist mockingly told me "Sure, there they are” pointing towards the

waitresses, whom I then noticed were actually the social worker and the nurses.

Psychiatrists had almost no relationship with auxiliaries, though they were actually the ones
spending most time with patients. Instead, nurses worked closely with auxiliaries in all settings.

Psychologists had limited interactions with nurses and social workers,

To conclude, while different professions were represented in the services studied, they did not

work as a multi-disciplinary team.
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3. Deli very of care

3.1. Ind:wdual treatment plan developed for each patient, in the basis of a
holistic assessment, serwce users partlc:pate in the development of the
treatment plan and are given a choice of treatment when appropriate

a) Holistic assessment as pre-requisite of the treatment plan

People with schizophrenia were assessed on a number of occasions. When admitted in a crisis
outside regular working hours, psychiatrists on call make a brief assessment to decide whether to
initiate crisis treatment. This assessment is followed the next day by an extensive psychiatric and
somatic assessrﬁent carried out by the psychiatrist assigned to the case. The somatic component,
done together with nurses, includes blood pressure, heart, lungs, and reflexes, etc. Some patients
are referred by psychiatrists to psychologists for psychological tésts, and to social workers,
where available, for assessment of their family and social situation. Families are also asked by
psychiatrists to provide additional information on the patients' history and health status. Some
psychiatrists assessed the risk of harm and self-harm, but they acknowledged that they had few
tools to do so and no evidence of whether their assessments were effective. Patients identified as

at risk would be placed in isolation. Other psychiatrists did not do such assessments,

Once admitted, patients were monitored regularly. The frequency of assessment varied with the
number of psychiatrists available — in acute hospitals daily, in the chronic hospital in Bucharest
every other day, and in the chronic hospital in Slatina sometimes every couple of weeks. When a
patient is admitted in a crisis at night, patients receive a brief assessment by the psychiatrist on
call. When no psychiatrist is on call overnight (as in the Slatina chronic hospital), nurses make
the assessment and, when deemed necessary, would call a psychiatrist at home to agree to a

course of action.

In outpatient services, patients are assessed at first attendance, making use of the notes from the
inpatient services. The assessment covers the same components as in inpatient services. Once
registered with an outpatient service, patients should be assessed each month when they visit for
their prescription. However, in practice, patients are rarely re-assessed since psychiatrists have
very little time for each patient. Discussions are focused on the new prescription and any need to

adjust it.
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Overall, the assessment of patients is limited and is dominated by the psychiatric assessment.
' Only a few patients receive psychological assessments or assessment of their social and family
situation. - '

b) Indiv)'dual treatment plan developed for each patient

All patients had an individual treatment plan which consisted almost exclusively of medication.
Some patients received psychological counselling and talking therapies, but that did not really
amount to a treatment plan. Only a limited number of patients in any setting, inpatient or
outpatient, had access to ‘talking therapies. While social workers were rarely available, most
patients’ treatment plans had no social component. Some facilities organized a number of
activities such as group painting, gardening, etc, but they were not included in a treatment plan

but rather were separate activities.

c) Service users participate in the development of the treatment plan and are given a choice of

treatment when appropriate

To the extent that patients were involved at all in treatment decisions, it was limited largely to
discussion of previously prescribed medication, with a focus on benefits and side effects. Most
psychiatrists would take the patients’ views into account when writing new prescriptions,
particularly patients under long-term treatment as they saw it as a means to improve treatment
adherence.  Some psychiatrists in outpatient units noted they were more inclined to discuss
treatment plans with better educated patients and those who managed to retain jobs, helping them
to manage their treatment while at work. Some psychiatrists admitted that they would agree to
change medication out of fear of patients. Others noted that the standing of psychiatrists in
Romanian society is so high that the patients would not dare object to the treatment plan they
propose. One psychiatrist even said “the psychiatrist is the law” and that “the schizophrenics are

nuts, no point in asking their opinion, if they make trouble Just give them an injection”,

Nurses were far less sympathetic to input from patients. Nurses from the chronic hospital in
Bucharest thought that patients were unreliable and that "one cannor Just change the treatment

because patients say they don't feel well, or has dizziness, or coul dn't sleep, or slept 100 much,”

Patients were not able to participate genuinely in decisions on the talking therapies they might
receive, since they knew very little about different types. Many psychologists recognised this

challenge and the implicit limitations to their collaboration with patients. Others, however, had
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patronizing attitudes and thought that patients should tell psychologists about their problems and
psychologists should tell patients what they should do.

. 3.2, Presence of discharge procedures

There weré no discharge procedures in place at any level of the system. At discharge, patients
would simply be give a hand-written note with brief information on their health status, the
treatment they should follow, and a prescription for 30 days of treatment. However, many
psychiatrists were dissatisfied with this, which they identified as a factor in the high rate of
readmissions (Romania had at that time the highest admission rate in Europe (223)). Some gave
patients and families their private phone number for crisis situations. Some psychiatrists in acute
inpatient facilities took advantage of possibilities offered by the insurance system to operate
private practice in parallel to their work in the hospital. Thus, they could continue to provide care
after discharge and could focus on interventions other than medication, particularly talking

therapies.

3.3. Continuity of care

Continuity of specialist health professionals

At the time of the research, the concept of care coordinator for management of chronic condition
had not been introduced in Romania. Continuity of care was primarily left to informal processes
and was seen as the responsibility of patients. Thus, there was an informal, yet well established
procedure that patients returning to the same facility would be treated by the same psychiatrist.
Patients indicated a preference for working with the same specialist, and psychiatrists largely
considered this was a helpful approach. It was "like an unwritten law" recognised both by health
professionals and by patients. Some psychiatrists argued that patients would feel rejected if
psychiatrists would turn them down, and some argued that patients came to them "gs if they went
to their parents, they love us", Patients indicated that they felt more secure discussing their

condition with the same psychiatrist who knew their history and health status.

This practice also applied to psychologists, but some noted that, in many settings, the limited

number of psychologists meant that patients do not actually have a choice.

While nurses tended to work in the same wards or facilities for longer periods, and consequently

would deal with the same patients, there was no particular interest either from patients or nurses
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to ensure continuity. In fact some nurses even thought that too much familiarity with patients

makes their interactions less therapeutic.
Input from previous specialist services

At entry io both inpatient and outpatient facilities, psychiatrists received the discharge note from
the previous provider. While they took account of the information they received, they would,
however, redo the tests and decide on the course of treatment, irrespective of previous

recommendations.

Feedback to GPs and other health services

Contact Between specialist and primary care services was limited. GPs in Romania had little
involvement in the treatment of people with schizophrenia, who were expected to be treated
almost exclusively in specialist services. Psychiatrists are required to send information to the

patient’s GP, but in practice this did not always happen.

Psychiatrists exchanged brief notes with specialist physicians from other health services when
patients had somatic health problems. Besides these notes, often sent through patients, more
substantive communication took place on a private basis among some specialists. There were no

procedures to ensure continuity of care embedded in the system.

- Communication with other relevant sectors

Psychiatrists prepared regular reports for authorities responsible for awarding disability and
invalidity benefits when requested by patients. Beyond this, social workers noted the absence of
connections that would enable exchange of information between different services. Such
exchanges took place only occasionally, when there were special problems with a particular
patient. Social workers in the mental health system did not collaborate with their counterparts in
the local authorities, who were responsible for assisting people with schizophrenia with the
formalities involved in obtaining disability pension and other entitlements, Psychologists and

nurses had little or no interaction with other sectors, such as police or social care agencies,
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3.4. Staff have the appropriate competencies and skills
Psyéhiatrists

Patients >Wefevlarge1y satisfied with the quality of their psychiatrists, with the exception of the
psychiatrists in the chronic hospital in Bucharest where they said that they "clearly didn't take
top marks in school”. Psychiatrists in all settings rated their own competencies to be as good as
in any other European country. All psychiatrists undertook yearly continuing education
activities, oﬁeﬁ in national and international conferences, mostly sponsored by pharmaceutical
companies. In addition, psychiatrists kept up to date with new developments by reading
specialist journals and other materials over the internet. Most psychiatrists were not qualified to
provide psychotherapy. The exceptions were the psychiatrists in Bucharest in the outpatient and
acute inpatient services. Psychiatrists in these settings had competencies in a variety of
psychotherapies including CBT, family therapy, existentialism, and Jungian therapy. Only some
psychiatrists providing psychotherapy to patients showed concern whether the psychotherapy
they provided was effective treatment of schizophrenia. One psychiatrist even admitted
practicing a "personal melange"” of psychotherapy, despite having no training in any form of

talking therapy.

Psychologists

It was widely recognised that psychologists working in mental services had inadequate clinical
training and lacked essential competencies. The reasons were complex. First, since the MoH did
not recognise psychologists as health professionals, it took no responsibility for their clinical
training and had no mechanisms for certifying or monitoring their quality. At the same time, the
main competence required from them was to apply psychological tests. Counselling and talking
therapies that they undertook were not reimbursed by the insurance system. In practice, however,
psychologists were expected by psychiatrists to provide therapies on their behalf, for which the
former could be reimbursed by the insurance scheme. Secondly, the degree in psychology, while
it became very popular, also became increasingly easy to obtain, including through on line
courses. Students were required to have placements in mental services, but they were not
arranged through the MoH. Instead, arrangements were largely the responsibility of students,
though some faculties would also make bilateral arrangements with hospitals. The lack of
recognition from the MoH was matched by the disregard by psychologists’ associations of the

health care system. Regulations for competencies set out in the Law of Psychologists expressly
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exclude any input or influence of the MoH. Besides testing, the main competence psychologists
should acquire was in psychotherapy. However, most psychologists could not afford to acquire
it, since such trammg was not covered either by employers or universities. Continuous educati on
was also not covered for psychologtsts though it was covered for other health professionals.
- Another difference between training of psychologists and that of psychiatrists was the low

- priority given to ensuring interventions provided were evidence based.

All these factors led to low status and salaries for clinical psychologists (lower than nurses),
“which in turn led to difficulties in attracting the most competent and qualified psychologists into

the public sector.

Social workers -

Social workers reported that continuing education courses are scarce. They described
participating in specialist conferences but very few are focused on mental health issues. They
reported searching for information on the internet or reading materials brought by colleagues

from specialist conferences.

Nurses

Nurses working in mental health had general nursing training with on-the-job training in mental
health. Like psychiatrists, nurses rated their own qualifications and competencies highly.
Psychiatrists and psychologists, however, often rated nurses' communication skills and patient
handling poorly. The only challenge nurses admitted to was that they had difficulties in handling
violent incidents. Most nurses were keen on getting training on this topic, but only a few,
primarily from the acute inpatient hospital in Bucharest, had received it as part of their
continuing education. All nurses were required to undertake annual continuing education, most
of which was funded by the health service or by the pharmaceutical industry. Many took courses
relevant to treatment of mental disorders and addiction, and on communication skills, but most
nurses felt that they knew énough about mental health and actually took courses in other
specialities, e.g. infectious diseases and cardiovascular disorders. The best qualified nurses
complained that they were misused by psychiatrists, being asked to do paper work and secretarial

tasks, and are able to spend little time with patients,
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Auxiliaries

Although they are delegated many tasks that have traditionally been done by nursing staff,

auxiliaries were mostly unquahﬁed particularly in the chronic hospitals where they were
| employed primarily on the basis of living close to the hospital. In most settings they had on-the-
job training; some took a formal 6-month training for auxiliaries. Patients and most other
professionals rated their competencies as poor, particularly their communication skills and
patient handling skills. These views were not shared by auxiliaries, who rated themselves highly.
Unlike nurses, while not trained in violence management, they reported they can handle
situations they were confronted with, though they sometimes are aggressive themselves, The
worst complaints about the competencies of auxiliaries were in the chronic hospital in Bucharest,
where patients reported how they behaved in an authoritarian and abusive way, exhibiting

behaviour that psychiatrists and nurses turned a blind eye to.

3.5. Empowered to care for themselves and live an as independent life as
possible/ Personal autonomy

Services provided to people with schizophrenia did not seek to empower them to live
independently and autonomously. While the insurance system tried to discourage long term
admissions by limiting the number of paid hospitalization days in acute settings, in long term
settings it allowed for patients, in practice, to remain until the end of their life. Efforts
concentrated on improving living conditions there, rather than on supporting patients to live at
home. In fact, nursing staff in long-term institutions reported that they supported families in
completing procedures for patients with schizophrenia to be admitted permanently to institutions

for people with disabilities.

Patients received little or no support with housing and employment, They did not get any support
for self-management at home but were simply expected to comply with treatment. Instead,
professionals expected and encouraged families to take responsibility for these tasks. At the
same time, patients in long-term institutions that offered good living conditions (such as the
Slatina chronic hospital) preferred living there than at home, where they often faced precarious

conditions, were stigmatized by nexghbours and were rejected by their families.
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3.6. Involvement of service users in shaping the services

lBoth patients and professionals found questions on involvement of service users in shaping
- services redunddnt, since the concept of patient involvement was new to them, and indeed to
health cavre‘v‘vo“rkers in Romania in general. Patients were hardly ever asked for feedback on the

quality of existing services.

3.7. Involvement of families and carers

It was widely recognised that families play a key role in treatment and care of people with
schizophrenia. At admission, they are asked about the patients' history, at discharge they are
asked to monitor patients’ adherence to treatment. When patients are considered at risk of suicide
they are asked to manage their medication, when physically ill, they are asked to accompany
them to somatic services, In addition, they are expected to provide for them and take care of all
necessary formalities for their social benefits and pensions. Many families struggle. Some are
keen to do their utmost to meet all these expectations. Patients in these families reported they
comply with treatment and do all they are asked by health professionals to enable them to return
home and be with their families. Others cannot cope. With poor information about the disease,
and with little or no support from the system, they give up on their family members. They do not
know how to cope with a crisis situation and often they are the ones calling the police and
emergency services to arrange acute admissions. Some even actively contribute to their
institutionalization. Health professionals often blamed these families for the frequent
readmissions, believing that they could have been avoided if patients were cared for better at
home. However, rather than just blaming them, some psychologists thought that the families
themselves required counselling and support. At the same time, both patients and professionals
reported that some families are sabotaging their relative’s recovery to "get rid” of them. They
try, and often succeed, to take away their property and collect and spend their social benefits and
pension. These patients are in open conflict with their families and often try to claim their
property back. They are rarely successful. It is up to professionals to decide how much they
involve these families in the treatment of patients. Sometimes they take the side of families,
other times they believe patients’ complaints about families. Given the many limitations of the

health system, professionals often believe that they have little choice.
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4. Quality of facilities

4.1. Protection of service users’ privacy and safety, decent living
environment 5

Ac&ess and safety of personal belongings

Patients in inpatient facilities did not have storage secure space for personal belongings and they
regularly suffered from thefts. One patient said “if you leave your radio on the table in the
evening, in the morning is gone."” An exception was the chronic hospital in Slatina, probably due
to the video surveillance system installed throughout the hospital, including in patients' rooms.
An absence of locks was justified because, it was argued by nurses and auxiliaries, patients
would not keep their lockers clean, would store old food in them, and would be likely to hide

sharp and potentially dangerous objects.

While health professionals generally were aware of the fears of patients, not all of them believed
patients when they complained of thefts and some argued that they exaggerate or imagine things,

because "they are hallucinating and imagining things in general”,

Privacy and personal space

Facilities differed greatly in relation to patients' privacy and personal space. The acute mental
hospital in Bucharest and the chronic mental hospital in Slatina were reported to be the best in
this regard. Both had been renovated recently and most rooms in the hospital in Bucharest had
only 2 beds per room. With cameras installed in their rooms, patients in Slatina did not have

privacy but they saw it as a trade-off offering safety and the ability to monitor the quality of care.

The worst conditions were, once agaiﬁ, recorded in the chronic mental hospital in Bucharest.
Women’s wards were the most crowded, with up to 16 women per room, while most shared a
bed with one other patient (double bed occupancy). Not all professionals saw bed-sharing as a
problem and some thought that patients liked it as it makes them feel safer and less alone.
Patients however found it stressful and uncomfortable. At the same time, some women
commented that when. "you are as drugged as we are sometimes, you might as well be 4 in the

same bed".
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Patients also shared beds in the acute inpatient unit in Slatina, but professionals there are
unhappy aboﬁt'it. They blame it on the policy of cutting beds in psychiatric units without '

offering alternative outpatient services.

Patients’ violent and oggressive behaviour

Aggressive and violent behaviour by somé patients put other patients at risk in all locations,
though fewer problems were reported in the Slatina chronic hospital. While no fatality or life-
threatening injury had occurred in any of the facilities for many years, sometimes patients would
| get hurt and require medical attention. The worst cases involved destruction of beds, walls, and
locks. Patients were not allowed access to knives and forks, only spoons, nor any potentially
dangerous sharp objects. Nurses and auxiliaries complained that they are more at risk of both
physical and verbal violence than are patients, but psychiatrists were less aware of their concerns
since they spent little time with patients, particularly at night when most incidents took place.
The capacity of staff to contain incidents was limited due to low staffing at night and their

limited competence in violence management.

Women’s safety

In most settings, women patients were safe, with very few incidents being recorded. In the
Slatina chronic hospital, the management acknowledged that some patients do begin consensual
relations with other patients and some even asked the management to establish a room for

couples. However intimate relations were not allowed in health facilities.

Women were reported to be at high risk only in the Bucharest chronic hospital, where male
patients reported that women patients are pimped, primarily by male patients. Women patients
confirmed this was indeed the case. There were allegations that pimps also came from outside
the hospital, acquiescing with the hospital guards. Male patients thought that women consented
to sex for relatively small price, sometimes just for supplies of cigarettes. Health professionals
mostly denied there were any problems; one psychiatrist said “officially, we don’t have
incidents”. Though he refused to comment further, off the record he admitted there are problems,

without giving any details.
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Decent living environment

The quality of inpatient facilities varied greatly. The acute inpatient hospital in Bucharest and the
chronic hospital in Slatina offered the friendliest living conditions. These facilities were recently
renovéfed, with good heating and air conditioning in the summer, and had facilities for visitors.
Conditions Were not as good in the acute inpatient unit in Slatina. Psychiatrists there were not
satisfied with conditions, but nurses considered that “Conditions are fine, considering how
patients behave”, noting that they "destray everything”. Outpatient facilities in Bucharest were
also renovated, but patients complained about the heat in summer as no air conditioning was
available. In Slatina, outpatient facilities were small, and though patients spent little time there,
patients and some professionals (nurses) found them inappropriate. In both locations, patients

queue for hours, often standing in the hallways and staircases.

The worst conditions were reported in the chronic hospital in Bucharest. Here rooms were
overcrowded, and as noted above, some were in very bad condition with no paint or door
handles, the heating was not always adequate, particularly in the women's wards, and there was
no air conditioning in summer. Families of wealthier patients renovated the rooms of their family
members and managed to obtain rooms with fewer beds (3-4 beds). Access to TV, one of the few
leisure activities available in the hospital, was limited by auxiliaries. Men would have been
happy to see a movie two-three times a week, but they only had access to one channel, while
women had access to 4 channels. Male patients saw it as a form of passive aggression by
auxiliaries. Both male and female patients also had no access to a telephone to talk to their
families and some patients found this very hard. Renovations had been started, but the first areas

to be redone were the management offices, not the patients' rooms.

4.2. Presence of appropriate treatment facilities

Health professionals interviewed painted a mixed picture of treatment facilities, reflecting
differences in the facilities available to different professionals. Thus, psychiatrists in all settings
had their own offices, but psychologists often shared their office and could not conduct either
tests or talking therapies in appropriate conditions. Psychiatrists in outpatient services did not
have conditions for talking therapies either, while the walls of their offices were thin with no
phonic insulation, and discussions could be overheard by patients waiting their turn in the

corridor. Social workers in the chronic hospital in Bucharest also shared offices and had no

196



L Petrea, Institutional discrimination in mental health services:
a comparative analysis of schizophrenia and diabetes in Romania

access to basic means of communication, such as a telephone, or. PC with internet access, which

are now essential for social work.

’

4.3. Hygiene

Standards of hygiene in facilities and the ability of patients to maintain personal hygiene also
varied. The acute inpatient hospital and outpatient unit in Bucharest and in the chronic hospital
in Slatina they were considered fully satisfactory both by patients and professionals. Patients in

Slatina said “It's clean, they change bed sheets every 3 days, it's pharmacy clean”,

Patients in Slatina reported that the toilets in the outpatient unit were almost always locked.
Conditions in acute inpatient facilities in Slatina were not very good. While showers with hot
water were available at all times, and auxiliaries cleaned rooms and changed bed sheets
regularly, the bed matiresses were dirty and smelly (due to a lack of pads for patients with
urinary incontinence). Moreover, sometimes there were cockroaches in patients' rooms and

hallways.

Again, the worst conditions were in the chronic hospital in Bucharest, Patients stressed how
hygiene is substantially better in open wards than in involuntary wards, but the latter are outside
the scope of this research. When admitted, patients were washed and disinfected, shaved, and
given clean clothes, a practice common to all inpatient facilities. Byt patients here complained
that initial check-ups are inadequate and that some patients have lice, Availability of hot water
for showers varied from ward to ward. Women' wards had less access to hot water than men’s
wards. Patients receive help with personal hygiene, when needed. Others are monitored to ensure
they shower at least 2-3 times a week. Women had no privacy in the shower, while shower
cabins had no curtains or dividers. A hairdresser comes wgekly and cuts their hair and shaves the
men, but patients expressed dissatisfaction with the quality of haircuts they get. Bed sheets were
changed every few days or whenever needed. Auxiliaries are in charge of cleaning, but they

require patients to help them clean and do laundry. Patients reported occasionally seeing

cockroaches.

4.4. Food and drinks

Both patients and professionals in the acute hospital in Bucharest and the chronic hospital in
Slatina reported the food is very good and Some even said that "we don't eat at home what we eat

here...". Meals included meat almost every day and included desert and fruits, Running water
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was reported to be good and patients often get juice and extra food. An interesting observation
was made by one patient in Slatina regarding the fair distribution of food by staff. While most
patients were keen to stress that they all receive equal portions, one patient discretely noted that
this was not‘avlways the case and staff favoured patients who tipped or bribed them, givingAthem

more meat.

Service users in the Bucharest chronic hospital could not agree among themselves on the quality
of the food they received. Some thought it was bad, that they receive meat rarely, and have lots
of beans, and pasta. Others thought it was fine, and acknowledged that it had improved
significantly recently. Men tended to be more dissatisfied with their food. Patients noted that
what they missed most were cigarettes and they would trade some of their food for them. Most
professionals (psychiatrists and nurses) thought the food was very good, but psychologists were

aware that some patients were not satisfied and complained regularly.

The acute ward in Slatina was the only setting where both patients and professionals reported
that the food was not good. They previously had their own kitchen but now they had central
catering in the hospital. Families who could afford it supplemented the diets. Otherwise, both
patients and health professionals reported that patients steal from each other. Nurses noted that
they would bring traditional cakes from home on national celebrations (e.g. Christmas, Easter)

and they would also share some of their own food on a regular basis if patients asked them.

In all facilities meals were served 3 times a day in the canteen. Older patients and those with
mobility problems are served in bed. Auxiliaries keep food and milk or tea for night time,
becausé some patients get hungry and thirsty during the night. In all facilities, both patients and
professionals noted that the biggest difficulty is to get cigarettes. Patients have no money so they

often beg in the hospital courtyard to buy cigarettes.

5. Protection of human and civil rights

5.1. Right to respect of all human and civil rights on mental health facilities

Interviews with people with schizophrenia showed that While they largely thought their human
and civil rights were respected, they had poor knowledge of what these rights are. The main
complaints related to loss of property as a result of scheming by family and carers and poor
access to legal support to claim back their houses. In the chronic hospital in Bucharest, there

were reports of abuse by staff, particularly auxiliaries and nurses, who would pressure patients
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into helping them to clean the wards and wash the floors, under threat of having them moved to
less good rooms in the hospital or simply making their life difficult. Women patients were more
vulnerable to such requests. Other problems reported relatéd to consent to treatment, women's
safety and living conditions; these are discussed in the relevant sections of this chapter. All
professionais 1n all settings reported that they respect the human and civil rights of patienﬁs, but
some of them, and particularly psychologists in both locations and psychiatrists in Slatina,
admitted that attitudes of nurses and auxiliaries are often inappropriate, but at the same time hard
to correct or control. One grey area for professionals in all settings was management of violent
incidénts. Nurses in Bucharest reported being particularly challenged and struggled with how to
respect the rights of patients while ensuring their own safety. Sometimes applying the rules
seemed to the nurses in Bucharest to be unfeasible: "If you want to do everything legal, you don't

get anywhere”.

5.2. Right tb informed consent to treatment

Formal procedures were in place in all facilities requiring that patients be informed of their rights
and give their written consent before admission. However, the consent given by patients was, on
most occasions, not genuine. An exception was in the Slatina chronic hospital where most
patients gave their informed consent and showed a strong motivation to remain in hospital.
Patients reported that they largely agree to treatment for three main reasons. First, in outpatient
settings, they would otherwise loose the social benefits they are entitled to as a consequence of
their diagnosis. Second, they feared being involuntarily admitted to hospital and handled with
force and brutality. There was a widespread recognition of this practice, which involved police
nstorming” patients’ homes and taking them by force to acute inpatient units where they were
admitted involuntarily. Some patients eventually consented to treatment, and patients accepted
that this was a consequence of an improvement in their condition. Others did not and in some
cases psychiatrists from the acute hospital would send patients who refuse treatment to the
chronic hospital as involuntary patients, after their condition stabilizes, so that they can continue
to be on medication, in spite of their lack of consent. Thirdly, in the chronic hospital Bucharest,
where conditions in involuntary wards were appalling, consent to treatment was considered by

patients to be the only way to avoid abuse and misery.

A particularly touching report was given by a middle-aged man, who was initially admitted to

the involuntary ward, where he said he would "beg for a glass of water, for food.” Access to
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toilets was restricted "I wasn't allowed to the toilet, I'd hold it as long as I could". Conditions
were so challenging that he cried all the time, felt terrified and thought he wouldn't make it. Staff
paid no attention to his suffering. The only way to survive this situation was to consent to
treatment. Since then He never dared not to consent., One can hardly qualify his consent, and that

of all others in his situation, as a genuinely informed.

Some psychiatrists, in both inpatient and outpatient facilities in Bucharest and in the acute unit in
Slatina, saw refusal to consent to treatment “in itself, an expression of the illness”, caused by the
fact that patients cannot accept their diagnosis. Some psychologists agreed with this opinion,
seeing refusal to undergo psychological tests as another manifestation of illness. Nurses in the
outpatient facility in Bucharest shared the same view and they found patients who refused to
consent as “disobedient” and “stubborn”, and as a consequence they deserved to be “locked-
up” in hospital. Some patients, but not as many as psychiatrists expect, refuse to take medication
because of side effects. Most psychiatrists insisted that if lack of consent is due to side effects,

they would definitely try to change to medication with fewer side effects.

Two reports of gross violations of patients’ rights to informed consent were made by
psychiatrists in Bucharest. In the outpatient unit, one psychiatrist openly admitted lying to female
patients who were very keen to become pregnant about the side effects of medication on fertility.
Moreover, one described a female patient who was subjected to tubectomy after her last birth, at
the request of the family, without even being informed, let alone being asked for consent.
Everybody, health professionals and her family were lying to her, while she desperately kept on
trying to get pregnant.

Another psychiatrist, from the chronic hospital in Bucharest, when asked about the procedure
where a patient refused treatment, simply said “No, (it does not happen that patients refuse
treatment), because you just push him (the patient) down/to the ground and inject him", after
which "in 2-3 days he will want to take the treatment”. The psychiatrist noted that this is a
method that has been used in the hospital for 30 years. Nurses and auxiliaries also confirmed that
if a patient refuses treatment the patient is injected, with the implicit agreement of the

psychiatrist on call, even though they had not specifically ordered the procedure.

5.3. Right to confidentiality

Staff showed awareness of their duty to protect the confidentiality of patients. However, the

great majority thought that this did not extend to communications with families, employers and
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public authorities and felt free to share this information with them. Most patients did not mind
that their families were informed, but many were upset that their employers were also informed,
which inevitably led to job loss. Some psychiatrists felt strongly about informing cmployers “of
course thé empfoyer should be informed, we cannot be responsible of creating a risky situation,
they [people with schiszhrenia] are unpredictable”. While frustrated by the status quo, patients
admitted it was very hard to keep their health status confidential when their diagnosis would be

stated on all their medical papers, including medical examinations required by employers.

Psychologists in all facilities reported that they hold in confidence information obtained in
talking therapies. They communicate to the psychiatrists only that information strictly relevant to
the medical treatment. However, the results of the psychological tests are less confidential; they
can be shared with various authorities upon request (e.g. disability authorities, pension

authorities).

5.4. Right to information

People with schizophrenia received very limited information about their condition, its
implications and the prospects for treatment or recovery. Often they were told by health
professionals that schizophrenia is "a disease of the soul", a terrible disease they will never
recover from, which implies they will always be under treatment and they will never have a
"mormal” life again. That view was confirmed by their own experience since the onset of disease.
Only a few patients, who worked with psychologists, reported obtaining information about the
nature of the disease. Requests for information on their disease were always answered by
information on what treatment they should take, which was viewed by many psychiatrists as an
indirect and appropriate manner of providing information. Information was seen as a mean to
convince them to comply with treatment. Other professionals, both psychiatrists and
psychologists, admitted that there is little information available about their condition to patients.
Nurses in all facilities believed that they were not supposed, or even allowed, to provide
information to patients; that was the job of psychiatrists. Social workers would provide patients

with information on entitlements to welfare benefits.

Patients with higher education were able to seek information by themselves, but internet access
was not easily available to most patients. Psychiatrists were open to answering questions from

these patients, including the potential impact of medication on sexual and social life.
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Few reasons for not informing patients emerged from discussions with psychiatrists, in any
facility. On the one hand they blamed patients for lack of interest. On the other hand they
thought that comprehensive information on the severe and enduring nature of schizophrenia
wduld lead many patients to commit suicide. Of all interviewees, only one psychiatrist noted that
the new mental health law actually requires them to provide information about their disease,

prospects, and medication, etc.

5.5, Right of access to personal information

Information on diagnosis

Most patients who were admitted on a long-term basis were aware of their diagnosis, but not all.
Many found out after years of being ill, most often indirectly, and not from their psychiatrists.
Many psychiatrists and nurses thought that patients should not be informed about their diagnosis,
because "it’s not good for them", it would be upsetting, and they did not think it was up to
patients to decide what they should or should not know about their own health status. However,
most professionals were aware of the legal right of patients to know their diagnosis; it was just
that they chose to implement it on a case by case basis. They would often use a pseudonym for
schizophrenia, calling it "sindrom discordant”, Many patients found out they had schizophrenia
from other patients once they told them they had "sindrom discordant". Some psychiatrists were
so determined that patients should not know their diagnosis that they argued that medication
prescribed to people with schizophrenia should be given to them without the information sheet
that usually accompanies it. They considered that such information would be “disturbing” for

patients as they may indirectly discover that they have schizophrenia.

Another motivation, mentioned only by one psychiatrist in Bucharest, was that once knowing
they have schizophrenia they would become dangerous since "they know they can do anything

with no legal consequences, hiding behind the diagnosis".

Access to personal file

It was generally accepted that patients did not have access to their personal files; they were given
access only to the discharge note that contained very brief information such as duration of
admission, notes on their behaviour, and any prescribed treatment. Patients admitted that they
struggled to understand even these brief notes, written in difficult lan