QUALITY OF LIFE
OF RESIDENTS OF THE RIBW OOST-VELUWE

A PHENOMENOLOGICAL RESEARCH

-returning to the source-

A dissertation submitted in part-fulfilment of the requirements for the Degree of Master of
Science

JL. VAN DOOREN

School of Nursing Studies

University of Wales College of Medicine
Cardiff, UK

In collaboration with

Hogeschool van Utrecht, The Netherlands
2003

© 2003 J.L. van Dooren
ISBN 90-9017777-9






ABSTRACT

Background: 'Quality of life' is an important measure for the outcome of the provision of care
to residents of the Regional Institution for Forms of Sheltered Housing (Regionale Instelling
voor Beschermende Woonvormen, RIBW) Oost-Veluwe. The residents belong to the group of
people suffering from chronic mental illnesses. Chronic mental illnesses have a negative
influence on the 'quality of life' of those who are suffering from them (Mos et a. 1999). A
better insight into the concept may be helpful to influence the ‘quality of life' of the residents
of RIBW Oost-Veluwe in a positive way.

Objective of the research: The objective of the research was to get an insight into the way in
which residents of RIBW Oost-Veluwe perceived their ‘quality of life, in order to be able to
make recommendations that may lead to improvement of the provision of care in the RIBW
Oog-Veluwe. The topic of the research was. 'What do residents of RIBW Oost-Veluwe
understand by quality of life?

Methods: For the research use was made of a phenomenological research design. Ten
residents of the forms of sheltered housing of the RIBW Oost-V eluwe participated voluntarily
in the research. The data of seven residents appeared to be usable for the research.

Results: By 'quality of life' the participants understand the following. There will be ‘quality of
life" if they will be able to fulfil their affective needs and they will be treated respectfully.
Professional help that relates to their needs will contribute to the 'quality of life'. To be able to
give meaning and purpose to their lives and to be able to have control over their own lives and
destinies is important. Problems have a negative influence on the 'quality of life'. Insight in
and acceptation of their problems and the ability to handle them influences the ‘quality of life'
in a favourable sense. Dependency of providers of care and living in a form of sheltered
housing seem to be important influences on the 'quality of life'.

Recommendations: Clarification of what individual residents understand by 'quality of life'
may help them to realise their wishes and to cope with their problems. In the guidance process
an empathic and process-directed approach instead of an solution-directed approach seems to
relate better to the needs of the resident. Future research may have to fill the lack of theory
about the concept of 'quality of life' of residents of forms of sheltered housing. A better
insight into the phenomenon may be helpful in helping residents to limit the consequences of
mental disabilities and to live their lives in a way that will match their possibilities and
wishes. Furthermore it will be important to forge a relationship between 'quality of life' and
‘quality of care'. Further research will be needed to provide an answer to the question why
female respondents reported traumatic experiences and male respondents did not. A better
insight is needed into the perception of sexuality and religion of residents and the significance
of these factors for the providers of care. Reflection is needed on the way in which the
conseguences of stigmatisation could be limited. The foregoing also applies to the sometimes
negative impact the residents dependency of the provision of care and their living in a form
of sheltered housing may have on their autonomy.
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CHAPTER ONE: INTRODUCTION

For different reasons the concept of 'quality of life' seems to be important to residents of the
RIBW Oost-Veluwe. RIBW stands for the Regionale Instelling voor Beschermende
Woonvormen (Regional I nstitution for Forms of Sheltered Housing).

Firstly, because, like chronic mental illnesses, it relates to the person as awhole. It is a

holistic concept that comprises several areas of life.

Secondly, because the residents are suffering from chronic mental illnesses and the
insight that these illnesses are often incurable, is gaining ground. Chronic mental illnesses
will, however, affect several areas of life and could influence 'quality of life' (Mos et al.
1999). One of the objectives of the RIBW Oost-Veluwe is to help the residents to live a life
that will be as normal as it can possibly be. Insight into the concept of ‘quality of life' could be
helpful in limiting the negative effects of the mental illnesses. It may possibly improve the
‘quality of life'. This led to the question what the concept of 'quality of life of residents of the
RIBW Oogt-Veluwe' entailed.

Thirdly, the parties involved in the provision of care to people suffering from chronic
mental illnesses will attach greater and greater importance to explicitising the effects of the
provision of care. These parties are, among others, the Government, the trade organisation
GGZ Nederland® and the Zorgkantoren (Offices for the Provision of Care) of the Algemene
Wet Bijzondere Ziektekosten (AWBZ = General Exceptional Medical Expenses Act). The
above raises the question whether the concept of ‘quality of life' would be suitable to evaluate
the effects of the provision of care.

In order to be able to assess whether the concept of 'quality of life' is suitable, greater
insight into the phenomenon will be required. The objective of this research is to try to
contribute to that.

! GGZ Nederland isthe trade organisation for Health Care to the Mentally 111 and Care and Treatment of Drug
Addicts. It represents and supports the member ingtitutions. GGZ is the abbreviation of Geestelijke
Gezondheidszorg (Mental Health Care).



This dissertation has been constructed as follows. Chapter 2, the Literature review will
draw a picture of the development and the use of the concept of 'quality of life'. The emphasis
there will be on psychiatry. In Chapter 3, Aims of the study, the relevance, the definition of
the problem, the objective and the topic of the research will be discussed. Chapter 4,
Methodology, will deal with the research design that has been chosen. In Chapter 5, Findings,
the results of the research will be presented. The meaning of the findings will be discussed in
Chapter 6, Discussion. Firstly the emphasis will be on the topic of the research. Secondly, the
findings will be compared to the results from a research that has been carried out before.
Chapter 6 will end with a number of conclusions and recommendations for future research,
the actual practice and for the management of the RIBW Oost-Veluwe and the field of
education. Chapter 7, Evaluation, will discuss the value and the limitations of the chosen
method. This last chapter will end with a discussion of the (learning) experiences of the

researcher.



CHAPTER TWO: LITERATURE REVIEW

Introduction

The objective of this literature review is to provide answers to the questions that have been
phrased in Chapter One, Introduction. These questions were successively: Firstly, what does
the concept of ‘quality of life of residents of the RIBW Oost-Veluwe' entail? And secondly,
will this concept be suitable to evaluate the effects of the provision of care in the RIBW Oost-

Veluwe?

Scientific literature does not provide a direct answer to the question what the concept of
‘quality of life of the residents of RIBW Oost-Vduwe' entails. Because the residents of the
RIBW Oost-Veluwe may be considered as belonging to the group of people suffering from
chronic mental illnesses, use has been made of the scientific literature about the concept of
‘quality of life' of this group. This literature is expected to offer points of departure for further

research.

In order to be able to provide answers to the questions phrased in Chapter One,
Introduction, computerised searches have been carried out. Use has been made of the
databases of Cinahl, Medline, Invert, Picarta and the library of the Hogeschool van Utrecht
over the period of 1990 - 2002.

The following search terms or combinations of search terms have been used: quality of
life, mental illness, mental health, chronic psychiatry, sheltered housing, RIBW, nursing (as a

noun and as an adjective).

This yielded a very large number of references for further reading. In order to limit this
guantity a selection was made. Taken into consideration was literature about the conceptual
development and the use of the concept in health care, nursing and psychiatry. The emphasis
is on the development and the use in psychiatry. Because of the possible significance for
psychiatric nursing the developments in the domain of the nursing profession will be
discussed briefly.



Literature reviews, conceptual studies and theoretical models of the 'quality of life" of
the target group are used. Following on from that, often used references that are related to
psychiatry, are used.

In the assessment of the usability of the scientific psychiatric literature it has appeared
that ‘quality of life' has often been used as a measure of outcome in research into factors that
influence the 'quality of life'.

Part of this literature is related to intervention research. The purpose of this will be to
ascertain the effects of interventions on the ‘quality of life'. As examples of this may serve the
influence of interventions by means of medication or psycho-social interventions in the
‘quality of life' of participants. Examples of psycho-social interventions would be vocational
rehabilitation programmes and social skills trainings (Chambon et al. 1992).

Another part isrelated to the factorsthat will influence the 'quality of life' and that can predict
it. Examples of that would be the influence that mental ilinesses (Browne et al. 1996) or
demographic features may have on quality of life (Mercier et al. 1998). The demographic
factors that were found, were age, gender (Mercier et al. 1998) and ethnic origin and living
circumstances such as being shelterless and homeless (Lehman et al. 1995).

The literature in which 'quality of life' is used as a measure of outcome, was not taken into
consideration. This does not provide a direct answer to the question of how ‘quality of life' has
been made operational.

Part of the scientific psychiatric literature has been related to the development and
validation of measuring instruments (cf. Lehman 1997, Nieuwenhuizen van 1998). For that
purpose the concept has been made operational in a number of different ways. This literature
isrelated to the topic of this Literature review and will be dealt with, insofar the development
of the concept is concerned. This applies also to that part of the literature that is related to the
clarification of the concept from the perspectives of people suffering from chronic mental
ilInesses (Boevink et al. 1995b, Laliberte-Rudman et al. 2000).

This Chapter will subsequently deal with the use of the concept of 'quality of life' in the
dictionary, and the development of the concept in general, in health care, nursing and
psychiatry. The Literature review will end with conclusions which will give an answer to the
guestions asked in the Introduction of this Chapter. These conclusions will give a sense of
direction to the phrasing of the definition of the problem, the objective and the topic of the



research. They will also lead to the choice of a research design, among which the method, the

sample strategy and the technique for the collection and analysis of data

The Use of the Concepts of 'Quality’ and 'Life' in the Dictionary
This section will deal with the concepts of ‘quality’ and 'life' and the purpose of this will be to

describe the concept of ‘quality of life' in general terms.

'Quality’ means (Merriam-Webster 2001):

'peculiar and essential character; property; capacity, degree of excellence; superiority in
kind; social status

Merriam-Webster (2001) describes 'life’ as:

'the quality that distinguishes a vital and functional being from a dead body; a principle
or force that is considered to underlie the distinctive quality of animate beings --
compare vitalism; an organismic state characterized by capacity for metabolism,
growth, reaction to stimuli, and reproduction; the sequence of physical and mental
experiences that make up the existence of an individual; one or more aspects of the
process of living; spiritual existence transcending physical death; the period from birth
to death and a specific phase of earthly existence; a way or manner of living'

On the basis of the definitions by Merriam-Webster (2001) the following is concluded.
'Quality of life' refersto the experiences of the individual that determine the existence and that
contain the essential characteristics of social interaction in a specific context in a certain stage

of life.

The Development of the Concept of 'Quality of Life
In this section the development of the concept of 'quality of life' in general will be described.

Purpose of this will be to gain a greater insight into the origin, definition and the use of the

concept.

In the sixties and seventies of the 20" century the term ‘quality of life' was used
regularly in essays dealing with the economy and social policies in which criticism of culture
and society was expressed (Musschenga 1988). In these essays the demand for ‘quality of life'
was taken as a demand for 'quality of the existence, the circumstances under which people
live, on the one hand. And as the 'quality of being a human being', the way in which people

10



will give meaning to their lives, on the other hand. The term was used to express criticism on
asociety that was focused on growth of wealth, without considering the effects of that growth
on the environment. Furthermore the term was used to express criticism on a style of living, in
which material values dominated and the spiritual aspects of being human got less attention
(Musschenga 1988).

Until that moment economic growth and wealth were seen as social well-being. In that
view well-being was related to social, or objective indicators such as age, gender, race,
education, income and civil status (Boevink et al. 19954d). In that period the view developed
(Nieuwenhuizen van 1998) that well-being and happiness could not be deduced from the
foregoing objectiviable indicators. Through that view satisfaction of individuals about their

own living circumstances became more prominent.

From the foregoing the following can be concluded. After the Second World War the
concept of 'quality of life' became an accepted concept in circles of policymakers. The
concept was used in a variety of contexts. These contexts varied from politics to the
environment to health care. 'Quality of life' contained aspects that were related to both wealth
and well-being.

The Use of the Concept of 'Quality of Life' in Health Care
This section will deal with the use of the concept of ‘quality of life' in health care. Purpose of

that will be to gain a greater insight into the origin, definition and the use of the concept in
health care.

The concept of 'quality of life' gained prominence in health care in the seventies of the
20" century (Boevink et al. 1995a). It was redlised that the well-being of clients was just as
important as the increasing technological possibilities for treatment and prolongation of life
(Zuuren van 1995, Nieuwenhuizen van 1998). Medical science was going through a major
technological development. Sometimes the consequences of this were that the client suffered
considerable side-effects from medical interventions (Boevink et al. 19953).

The increase of the number of chronic illnesses, such as cardiovascular diseases, cancer,
diabetes and rheumatic disorders also aroused interest for the concept. Prevention and cure

11



often appeared not to be feasible, which made the 'quality of life' of people who were
chronically ill, important. Paying attention to 'quality of life' was therefore a reaction to
possibilities for medical treatment in which the main focus was on the lifespan of the clients.
This problem may be playing a role in all disciplines in health care (Willigenburg van et al.
1998).

The common element in all discussions in medical science in which the term 'quality of
life' plays arole, is the search for criteria for the determination of the value and usefulness of
treatments as a supplement to and correction of the criterion of prolongation of life
(Musschenga 1988). Musschenga (1988) recognized that the discussions branched out in three
ways. Firstly, clinical evaluation research, which was aimed at improving and comparing
existing treatments. Secondly, a discussion about the limits of treatments aimed at the
prolongation of life. There 'quality of life' is used as a criterion in decisions about the
termination of alife, either by refraining from treatment or ceasing treatment, or by means of
a direct life-shortening intervention. Finally there is a medical branch which is developing
criteriain research that wish to contribute information for health care policies.

Because of the topic of the suitability of the concept for evaluation of the effects of the
provision of care in the RIBW Oost-Veluwe, only clinical evaluation research will be
discussed. In clinical evaluation research two perspectives have developed, reflecting
different views of health (Musschenga 1988). The first perspective will start from a more or
less objective idea of what normal human interaction at different levels (physical, mental and
social) means. The second perspective will start from a subjective perception and appreciation

of the existence. These perspectives appear to be complementary to each other.

There is no clear definition of 'quality of life'" within the boundaries of clinical
evaluation research, some researchers do not seem to think that that is needed. What aspects
will be focused on, will depend on the disorder on which the treatment is aimed, on the
information that is required and on the group of patients on which the research is aimed
(Musschenga 1988).

What conclusions can be drawn from the foregoing? The development of the concept of
‘quality of life' in health care may be seen as a reaction to the increased technical possibilities
and an increase of the number of people suffering from chronic illnesses. It was recognised

12



that well-being of the patients was equally important as an increase in methods of treatment.
In health care the concept of 'quality of life' will be used for different purposes. These
purposes are: clinical evaluation research, the quest for criteria for prolongation of life and
health care policy. Definition and operationalisation of the concept will depend on the context
in which it is used. Both objective and subjective dimensions of ‘quality of life" will be used,

which will be complementary to one another.

The Concept of 'Quality of Life' in Nursing

This section will deal with the use of the concept of ‘quality of life' in nursing. Purpose of that

will be to gain agreater insight into the definition and the use of the concept in nursing.

The concept of 'quality of life' and the related measuring instruments have been
described in nursing-scientific literature (cf. NOC 1997, Frank-Stromborg 1988, Dean 1988).
Frank-Stromborg (1988) and Dean (1988) concluded that the definitions of the concept
differed considerably.

Next to an approach to ‘quality of life' by means of measuring instruments, there will be
a qualitative approach (Dale 1995, Draper 1997, Thomas et al. 2002). These authors argue in
favour of a qualitative approach because the concept can not be made measurable in a
scientific (natural science) way. In their view ‘quality of life' is an experience and not a
characteristic. Taking into account the limited number of authors, these authors seem to
belong to a minority.

In nursing literature no conceptual clarification has been found which started from the
perspective of people suffering from chronic mental illnesses. The NOC (1997) and the
measuring instruments described by Frank-Stromborg (1988) and Dean (1988) have not been
developed with people suffering from chronic mental illnesses in mind. That is remarkable.
For nurses play an important role in handling and limiting the negative effects of mental
problems. The (psychiatric) nurse will support and influence the abilities of the person asking
for care and will do so in different ways (Leistra et a. 2000). The nurse will assist the person
asking for care in actual or potential reactions to health problems. If desired, the nurse will
provide care in connection with the existential problems related to health problems. Finaly,

the nurse will support the person asking for care in finding an answer to reactions to the

13



treatment. The purpose of the foregoing will be to help the person asking for care to maintain

or restore the balance between carrying capacity and burden.

In summary it may be concluded from the foregoing that: In nursing no unambiguous
definition of 'quality of life' has been developed. Various measuring instruments have been
developed for various purposes of research. Use of the concept with people suffering from
chronic mental illnesses in mind has not been found. A limited number of researchers (Dale
1995, Draper 1997, Thomas et al. 2002) argued in favour of a qualitative approach of the
concept because 'quality of life' is an experience and not a characteristic.

The Use of the Concept of 'Quality of Life' in Psychiatry
This section will deal with the use of the concept of 'quality of life' in psychiatry. Purpose of

that will be to gain a greater insight into the definition and the use of the concept in

psychiatry.

In psychiatry the concept of 'quality of life' appeared in scientific literature from the
early eighties of the 20" century onwards. Changing views in mental health care were at the
basis of that. These were related to the humanisation and extramuralisation of care
(Nieuwenhuizen van et al. 2001) and the understanding that cure is often not feasible (Hoof
van et al. 1994). Boevink et al. (19954) related 'quality of life' to the attempts at rehabilitation.
Like nursing, in this particular context rehabilitation does not aim at curing the disease, but at

the support of people during their process of recovery (Droes et al. 1994).

There will be various approaches underlying the use of the concept of 'quality of life' in
psychiatry (Boevink et al. 1995a). According to one of these approaches it should be possible
to derive 'quality of life' from economic and social indicators. Opposed to that there is an
approach in which 'quality of life' will be considered a universal construct which should be
approached in a phenomenological way. Finally there is an approach that combines the two
previously mentioned approaches. This approach will take the circumstances under which
people live and how they subjectively experience them as a starting-point.

This latter approach will often be applied in the practice of social-psychiatric care (cf.
Lehman 1988, Boevink et al. 1995b, Nieuwenhuizen van 1998). In this approach researchers

14



will use objective and subjective indicators of ‘quality of life' (Lehman 1988). As examples of
objective indicators could be mentioned: housing, safety, finance, work, leisure activities,
schooling, family relationships, social relationships and religion (Baker et al. 1982, Oliver et
al. 1997, Nieuwenhuizen van 1998). Here the objective elements will not refer to a
scientifically objective situation. They will refer to an actual situation, for instance that a
person has accommodation or an income (Boevink et al. 1995a). The subjective indicators
will reflect the individual satisfaction about the objective indicators (Lehman 1983a, Lehman
1988). In addition to that, personal characteristics such as gender, age and ethnicity will be
used (Lehman 1983a, Lehman 1988).

Boevink et al. (1995a) mentioned three relatively simple models that are known best.
This concerns the models by Baker et al. (1982), Lehman (1988) and Bigalow et al. (1990).
These models make use of objective and subjective dimensions to determine 'quality of life'

by means of measuring instruments. These models will be discussed successively.

In the development of their model Baker et al. (1982) followed quality-of-life
researchers such as Bradburn (1969), Andrews et al. (1976) and Zautra et al. (1979). Baker et
al (1982) used an interactive model of supposed relationships between four domains as a
theoretical perspective:

- The external environment
- The individual perception of the external environment
- The Bio-Psycho system (the individual state of health)
- The behavioural reactions.

The external environment of the individual will contain objective indicators, such asthe
physical, social, economic, political and cultural context. The individual perception will be
related to what goes on in the individual person as areaction to the external environment. The
Bio-Psycho system will include physical and mental health, the individual needs, knowledge,
values, standards and attitudes. Behavioural reactions will be related to the external
environment, the individual perception and the Bio-Psycho system. People will attempt to
adapt to certain situations, not only by avoiding unpleasant situations, but also by solving
problems, by enlarging their skills and by changing their environment.

15



Baker et a. (1982) developed the Satisfaction of Life Domains Scale (SLDS). The
SLDS contained 15 domains and measured the satisfaction of the respondent. The domains
were: 1) housing; 2) the neighbourhood the respondent lived in; 3) food; 4) clothing; 5)
health; 6) the people the respondent lived with; 7) social relationships; 8) family relationships;
9) other people; 10) daily activities; 11) leisure activities; 12) interests; 13) level of service;
14) economic situation and 15) the satisfaction with the place where one lives compared to
the state hospital. For their selection of domains the researchers took other 'quality of life'
researchers and the needs theory by Maslov as a starting-point (Baker et al. 1982). The SLDS
was developed in order to be able to determine the influence of the Community Support

Program of the State of New Y ork on the 'quality of life' of ambulatory patients.

Lehman (1988) based his conceptualisation of 'quality of life' on the need of people
suffering from prolonged mental disorders for support in a variety of life's domains. For that
Lehman (1988) made use of the researches into the 'quality of life' in the United States by
Campbell et al. (1976) and Andrews et al. (1976).

‘Quality of life' was defined by Lehman (1988, 52) as:

'the experience of general well-being as a product of personal characteristics, objective
life conditions in various life domains, and satisfaction with life conditions in these
various domains.'

The definition refers to a subjective dimension which is reflected in a feeling of general
well-being. This is the product of objective indicators and personal characteristics. Height of
income, living situation, family relationships and leisure time can be mentioned as examples
of objective indicators. The subjective indicators reflect the satisfaction with the objective

indicators. The personal characteristics relate to characteristics of the respondents.

Determining which of life's domains are relevant for the ‘quality of life' Lehman (1988)
used a number of sources. Firstly, the abovementioned studies in the United States by
Andrews et al. (1976) and Campbell et al. (1976). Secondly, he used existing measuring
instruments with which resources and functioning of the respondents were ascertained.
Thirdly, Lehman (1988) used conceptual reviews of ‘quality of life' and fourthly he used the
key references with regard to the target group. Life's domains that were selected by Lehman
(1988) inthisway, were: 1) housing; 2) family relationships; 3) social relationships; 4) leisure
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time; 5) work; 6) finance; 7) safety; 8) (mental) health and 9) religion. The domains are part

of astructured interview, the Quality of Life Interview.

Bigalow et al. (1990) also took the interaction between the individual person and his
environment as a starting-point. Their concept of 'quality of life' was largely related to
Maslov's (1954) needs theory and the role theory by Sarbin et al. (1968). According to the
model by Bigalow et al. (1990) 'quality of life' consisted of fulfilling needs and meeting
society's demands on its members. The needs of the individual are supposed to be met by the
opportunities that the environment will offer. The individual will meet society's demands by
practicing elementary psychological skills, such as the faculty of cognition, affect and
perception.

In order to be able to measure the foregoing Bigalow et al. (1990) developed a
structured interview, the Oregon Quality of Life Questionnaire (QoLQ). The QoLQ
distinguishes between personal interaction, resources and the problems that people suffering
from prolonged mental disorders will experience. The interview was designed to measure the
success of Community Support Programs in mitigating the effects of mental disorders.
Bigalow et al. (1990) made use of the following domains: 1) housing; 2) self and home
maintenance; 3) finances; 4) employment; 5) psycho-pharmaca; 6) physical health; 7) use of
time; 8) psychological distress; 9) psychological well-being and 10) interpersonal functioning.
The satisfaction about the extent to which an individual can meet his demands, will be

determined in the domains.

So far the description of the theoretical models by Baker et al. (1982), Lehman (1988)
and Bigalow et al. (1990). For the purpose of this Literature review the following
development may be worth mentioning. It concerns a development with regard to the
applicability of the concept of 'quality of life' as an integrated measure of outcome for the
effects of the care provided. The integrated measure of outcome intended, was the Lancashire
Quality of Life Profile (LQoOLP) (Nieuwenhuizen van et al. 2001). This development may also
be significant because the Profile will be used, among other things, to chart the 'quality of life'
of clients of RIBWSs. The researcher lacks, however, a general view of character and volume
of this use.
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The development intended in the previous paragraph may be related to the following.
Van Nieuwenhuizen (Boevink et al. 1995b, Nieuwenhuizen van 1998, Nieuwenhuizen van et
al. 2001) carried out conceptual research into the mental health care in the Netherlands. For
that purpose the content validity of the concept 'quality of life' of people suffering from
chronic mental illnesses has been researched by means of the method of Concept Mapping (N
= 29). Ten ambulatory clients, nine relatives and ten providers of care rendered their
assistance to the research. The ten clients had been in contact with providers of care for two or
more years. For the composition of the group of clients the researchers chose an equal
division according to gender and a balanced division according to age. Five clients suffered
from schizophrenic disorders and five from affective disorders. As aresult of the research the
following domains were mentioned: 1) coping abilities; 2) autonomy; 3) self-worth and self
care; 4) immaterial needs; 5) material needs; 6) citizenship; 7) social support; 8) a caring
environment and 9) professional assistance (Boevink et a. 1995b).

With the purpose of finding a suitable measuring instrument Van Nieuwenhuizen
(1998) described the state of affairs with regard to the determination of 'quality of life' in
psychiatry. Fourteen instruments were reviewed. The criteriathat were used there, were 1) the
methods used for the collection of information (self-reporting or interview); 2) the source of
the information (clients, providers of care, etc.); 3) the psycho-metric properties; 4) factors
such as the time required to read out an instrument and 5) the underlying reasons to develop
the instrument. On the basis of the conceptual survey mentioned before, Van Nieuwenhuizen
(1998) concluded that a number of domains was underemphasized in the instruments
mentioned. It concerned the domains of independency, role fulfilment, autonomy, meaning in
life, inner experiences and intimate relationships.

The motives to measure the 'quality of life' of psychiatric patients could be a relevant
factor in the choice of an instrument (Nieuwenhuizen van 1998). The concept of 'quality of
life' provides an insight into the living environment of an individual patient and his
satisfaction with it. The concept is used as a measure of outcome for care provided or to
evaluate different facilities for mental health care. Furthermore the concept can provide

information about the specific consequences of a mental illness.

Dependent of the motives for using the instrument the following instruments can be
suitable (Nieuwenhuizen van 1998).
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The Quality of Life Scale (Heinrichs et al. 1984) is an illness-specific instrument which is
suitable if one would be interested in knowledge of ‘quality of life' in the context of
schizophrenia. The QLS-100 (Skantze 1993) is usable if one wants a complete picture of
somebody’ s basic needs and the fulfilment of those needs (satisfactions). If the psycho-metric
characteristics and applicability are important in a certain research project, the Quality of Life
Interview (Lehman 1988) or the Lancashire Quality of Life Profile (Oliver et a. 1996) is
recommended. The latter two instruments are suitable for use in a group of people having
serious psychiatric problems. The Quality of Life Index for Mental Health (Becker et al.
1993) is suitable for the determination of ratings of people suffering from psychiatric

disorders, the members of their families, and providers of care.

The psycho-metric characteristics of only three of the fourteen instruments that were
reviewed, have been extensively evaluated (Nieuwenhuizen van 1998). These are: the Quality
of Life Scale (Heinrichs et al. 1984), the Quality of Life Interview (Lehman 1988) and the
Lancashire Quality of Life Profile (Oliver 1991-1992).

Van Nieuwenhuizen (1998) selected the Lancashire Quality of Life Profile for use in
her own practice. Motives to do so are the results of the concept-mapping procedure, which
was mentioned in one of the previous paragraphs (Nieuwenhuizen van 1998) and the analysis
of the instruments reviewed. The usability of the instrument for the clinical practice and the
fact that the instrument was developed in an European country, play arole there. On the basis
of the concept mapping procedure mentioned before the instrument was adapted and
extended. The adapted instrument consisted of a total of ten domains (Nieuwenhuizen van et
al. 2001). Six of these domains are: 1) housing; 2) leisure time and social participation; 3)
health; 4) finance; 5) family relationships and 6) safety. Two domains are related to 7)
positive and 8) negative self- esteem from the Self-Esteem Scale. On the basis of the Self-
Esteem Scale Van Nieuwenhuizen (1998) determined autonomy. Two domains (framework
(9) and (10) fulfilment) have been taken from the Life Regard Index. The Life Regard Index
has been designed to measure the construct of meaning in life (Debats 1996b).

For the purpose of this Literature review the following is also relevant. Laliberte-
Rudman et al. (2000) opted for a qualitative approach of the concept of ‘quality of life'. The
authors argued in favour of an approach that was aimed at the acquisition of information from
the client's perspective. This information may serve as an addition to the use of existing
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quality of life instruments. The researchers' aim with that was twofold. Firstly, in thisway it is
possible to develop a more comprehensive understanding of ‘quality of life'. Secondly, it is
possible to carry out research into the effectiveness of clinical strategies, which are aimed at
the optimisation of 'quality of life'. Laliberte-Rudman et al. (2000) carried out surveying
qualitative research among 35 ambulatory persons suffering from schizophrenia. The purpose
of that was the clarification of the concept and the factors that are important for that.
Laliberte-Rudman et al. (2000) reported three themes that were determining factors for
‘quality of life'. These themes were: 1) handling time; 2) to be part of anything and making
choices and 3) to be able to exercise control. The themes were formed by seven factors which
influence 'quality of life'. It concerned the factors: 1) carrying out activities; 2) having social
interaction; 3) the financial situation; 4) dealing with time; 5) being normal; 6) revelation of
the fact that one was suffering from a schizophrenic disorder; and 7) dealing with the illness.

Which conclusions may be drawn from the foregoing?

In psychiatry the concept of 'quality of life' has appeared in scientific literature since the
eighties of the previous century. It has been connected with two issues. Firstly, with the
insight that the well-being of people suffering from mental illnesses is important and secondly
with the view that a cure often is not possible. The majority of the scientific literature
approaches the concept from the premise that 'quality of life' is something that can be
measured. Recent conceptual researches belong to a minority. It concerns the researches by
Boevink et al. (1995b) and Laliberte-Rudman (2000).

The concept is used in psychiatry as a measure of outcome to evaluate the effects of
influencing factors. It concerns interventions for the provision of help, (satisfaction with)
living circumstances, psychopathology and personal characteristics. The choice of a specific
instrument is dependent of the purpose for which one wishes to use the instrument.

Because of the lack of a unambiguous definition of the concept of 'quality of life' there
are different approaches and theoretical models in existence. These approaches and models all
have their own operationalisation of the concept. This leads to a multitude of domains. There
seems to be agreement about the use of subjective indicators (satisfaction) of clients and about

the domains (objective indicators).
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The literature creates a link between the following domains and the concept of 'quality
of life'. 1) Housing circumstances; 2) leisure time activities; 3) health; 4) finances; 5) work; 6)
family relationships; 7) social relationships; 8) education; 9) the law; 10) safety; 11) religion;
12) personal skills and household skills; 13) social skills; 14) the level of service; 15) food,;
16) clothing; 17) psycho-pharmaca; 18) psychological distress; 19) daytime activities ; 20)
well-being; 21) mood; 22) self-esteem (in the context of autonomy); 23) giving meaning to
one's life; 23) control of function; 24) fulfilment of immaterial; and 25) of material needs; 26)
citizenship; 27) social support; 28) a caring environment; 29) professional help; 30) dealing
with time; 31) the feeling to belong; 32) making choices and the ability to exercise control;
33) gigmatisation and 34) revelation of the problems.

The models and the matching instruments by Baker et al. (1982), Lehman (1988) and
Bigalow et al. (1990) were designed in the United States in the eighties and the early nineties
of the last century. They have been designed with the purpose of evaluating the effects of the
de-ingtitutionalisation. The Lancashire Quality of Life Profile is based on, among other
things, the conceptualisation of the concept of 'quality of life' by ambulatory clients, their
relatives and providers of care. This raises the question of how useful the described

instruments could be in the current context of the RIBW.

Conclusions

In this section the conclusions are drawn from the Literature review which are related to the
two questions that are the central issue in the Literature review. Firstly, what is the meaning
of the concept of 'quality of life' of people suffering from chronic mental illnesses? And
secondly, is the concept usable to evaluate the effects of the provision of care in the RIBW
Oogt-Veluwe?

It appears that 'quality of life' may be relevant for various policymaking areas, such as
politics, the environment, nursing, health care and psychiatry. By means of this concept it
may be emphasised that well-being is equally important as wealth, the increase in possibilities
for trestment and prolongation of life. Because of the increase in the number of chronically ill
the emphasis has shifted from treatment to 'quality of life'. In this context 'quality of life' will
be used as an aim that should be pursued.
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The scientific literature does not provide an unambiguous answer to the question of
what may be characteristic of 'quality of life' of people suffering from chronic mental
ilInesses. Well-being, feeling well and ‘quality of life" are used as synonyms.

From the literature that has been used it has been concluded that an individual’s
satisfaction with life's domains that are important to him or her, can be seen as an important
determining factor for the 'quality of life'. The extent to which an individual is capable of
satisfying his material and immaterial desires and performing bio-psychological social
functions plays arole there.

'Quality of life' is considered a multi-dimensional concept which comprises objective
and subjective features. The concept should serve as a measure of outcome to measure the
satisfaction of an individual with his or her own life and the various areas of life. It is used to
evaluate the effects of interventions, living circumstances, psycho-pathology and personal
characteristics. In this context ‘quality of life" will be operationalized in criteria that are
measured. Definition of the concept will then be dependent of the objectives for which it is
used and the group of patients/ clients under scrutiny.

In the field of nursing in particular there are those who are in favour (Draper 1997,
Thomas et al. 2002) of a qualitative approach to the concept. These researches approach
‘quality of life' as an experience, as something that cannot be measured. The way in which
people perceive and appreciate their 'quality of life' is a matter that has been determined
individually and subjectively. There are many variables that play arole there. In that sense it

is not possible to set a golden standard. It is not possible to make an objective assessment.

It does not seem possible to apply the theoretical models and instruments described in
the literature to the residents of the RIBW Oost-Veluwe, just like that. There are various
arguments for that.

‘Quality of life' individual, subjective and context-related. That is why it isimpossible to give
an unambiguous definition.

The models and instruments that have been pictured, have not been designed to assess
the 'quality of life' of residents of forms of sheltered housing. And, what is more, validity and
reliability may be doubtful there. By using, for that matter, an existing instrument it may be
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assumed implicitly that it is valid for the 'quality of life' of residents of the RIBW Oost-
Veluwe. Which may be a matter of debate. The 'quality of life' of residents of the RIBW Oost-
Veluwe can only be assessed by the residents themselves. In order to be able to research what
the residents understand by 'quality of life' an appropriate research design is required. Chapter
Four 'Methodology' will deal with the choice of research design and the issues connected with
that.
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CHAPTER THREE: AIMS OF THE STUDY

From the Literature review it has appeared that no research has been carried out into what
residents of forms of sheltered housing (in the Dutch situation) understand by 'quality of life'.
Furthermore it has become apparent that there is no agreement about the definition of the
concept of ‘quality of life' of people suffering from chronic mental illnesses. The purpose for
which the concept is used, lends direction to the operationalisation in models and instruments.
'Quality of life' is an individual, subjective and context-related concept, for which there is no
golden standard.

Because individuals will perceive 'quality of life' subjectively, a method has to be
chosen that is most suitable for that. Qualitative research will be suitable to picture the
individual experience, because qualitative research uses a holistic approach (Baarda et al.
2001). The experiences of clients are of a qualitative and holistic character, after all. 'Quality
of life' is a holistic concept that requires a holistic research design. In this context holism
means a comprehensive and coherent approach to the subject of research.

Polit et al. (1999, 712) described qualitative research as follows.

‘The investigation of phenomena, typically in an in-depth and holistic fashion, through
the collection of rich narrative materials using a flexible research design.’

The objective of theresearch is:
To gain insight into the way in which residents of RIBW Oost-Veluwe perceive their 'quality
of life!, in order to be able to make recommendations that may lead to improvement of the
provision of care in the RIBW Oost-Veluwe.

Thetopic of the research is:
What do residents of the RIBW Oost-V eluwe understand by quality of life?

Gaining a better insight into what residents of RIBW Oost-Veluwe understand by
‘quality of life' isrelevant for several reasons.
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A Dbetter insight into the concept of 'quality of life' will be relevant for the residents
themselves because it may help them to lend direction to their own lives. It may help them to
play an important role themselves in shaping the provision of care.

For the (nursing) attendants and the management of the RIBW Oost-Veluwe a greater insight
into the concept is also important. A better insight may be helpful to them to shape and
evaluate the provision of careto the residents at an individual level and at apolicy level.

In the following chapter Methodology, the research design that is needed to be able to
answer the research topic will be dealt with.
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CHAPTER FOUR: METHODOLOGY

The chapter Methodology will deal with the selected research method and the related
methodological questions.

The following items will be dealt with successively: the phenomenological research
method; the context in which the research will take place (the RIBW Oost-Veluwe and the
residents); the sampling and the research population; the technique of data collection and the
phenomenological research procedure by Hycner (1985), which will include the data analysis.
Subsequently the reliability and the validity of the selected method and the ethical aspects of
the research will be discussed.

The Phenomenological Research Method

There are two reasons for opting for a phenomenological approach to the research question.
Firstly, it appears from Chapter Two, Literature review, that the concept of 'quality of life' of
residents of the RIBW Oost-Veluwe has been conceptualised insufficiently. In such cases a
phenomenological research approach is advisable (Polit et al. 1999). Secondly, the
phenomenon is fundamental for the perception of people, such as the meaning of stress and
the perception of loss (Polit et a. 1999). The phenomenology is a method that relates to that.
This method will assume that all human beings have areality of their own.

Polit et al. (1999, 710) described phenomenology as:

‘A qualitative research tradition, with roots in philosophy and psychology, that focuses
on the lived experience of humans.’

Phenomenology is a philosophical movement of the 20™ century. Because there are
different views of the way of thinking, it is actually not possible to speak of phenomenology
as such (Verberk 1998). Phenomenology is a philosophy, and a research method and an
approach. The development of the phenomenological paradigm was a reaction to the
prevailing scientific movements of that moment (Verberk 1998, Polit et al. 1999), in which
the natural sciences were strongly represented.
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Phenomenology assumes that reality has not been arranged as systematically as the
empirical analysts thought (Verberk 1998). That is the reason why phenomenologists looked
for another method to get to know reality. Without existing models or theories, they took as a
starting-point the phenomenons as they presented themselves to the observer.

Phenomenologists will not provide causal explanations (Verberk 1998). The
phenomenologist will look for the critical attributes (essential characteristics) of the
phenomenons. In order to be able to describe the phenomenon that is being studied,
phenomenologists use different sources. They will enter into a discussion with others, they
will obtain descriptions from literature and poetry, they will view films and will reflect upon
the phenomenological literature.

From the phenomenological researcher’s point of view reality is not a hard and fast fact,
but rather a construction created by the individual participants in the research. It is assumed
that reality exists within a certain context. Several interpretations will be possible. It is not the
purpose of phenomenology to describe processes or to develop theories, models and general
statements (Morse et al. 1998).

Phenomenological reduction will lead to the discovery of the essential structure, the
core of the phenomenon experienced. In order to do as much justice as possible to the
phenomenon the researcher will have to rule out and temporarily bracket his preconceptions
about the studied concept. In the phenomenological dialogue the researcher will enter into the
interview without preconceptions (Morse et al. 1998). In this way the researcher will be able
to avoid the preconceptions, because he is aware of his own prejudices. The term ‘reduction’
has nothing to do with some reductionistical tendencies in the scientific methods, by which
research objects are taken out of the context in which they have been experienced. By the
way, the phenomenological reduction can never be complete, for this would mean that the
researcher has absolutely no preconceptions. This would mean the error of thought was made
that absolute objectivity is possible (Hycner 1985).

Research Context the RIBW Oost-Veluwe
The research took place in the Regionale Instelling voor Beschermende Woonvormen
(RIBW) Oost-Veluwe (Regional Institute for Forms of Sheltered Housing). The RIBW Oost-
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Veluwe is an ingtitution for mental health care. Funding takes place by means of the
Algemene Wet Bijzondere Ziektekosten (AWBZ) (General Exceptional Medical Expenses
Act). The ingtitute has an admittance® of 180 places for sheltered housing (180 clients /
residents) and offers ambulatory provision of care to 165 clients. At the moment of research
the institution features seven forms of sheltered housing, which consist of different houses.

Sheltered housing means that the residents will use accommodation, guidance and, if
desired, care. The RIBW Oost-Veluwe takes care of all costs and activities that are related to
living in a house and running a household. Together the residents will, as far asthat isin their
power, take care of the household. They get a joint household allowance which they can
spend on the household in mutual consultation. For their personal expenses they receive
pocket money and a clothing allowance. The residents have their own bedsitter. They can

make use of the community rooms of the house.

The institution has normal houses in normal neighbourhoods, spread over the region of
Oog-Veluwe. The region has approximately 240,000 inhabitants and comprises four
municipalities. One of them is urban in character. The three others are rural. The houses of the
RIBW differ in size. The larger part of them will accommodate 3 to 4 residents. There are a
few single apartments and three houses that will accommodate 8 to 9 elderly residents.

Each resident has his or her own personal attendant. The individual plan of attendance is
the basis of the provision of care. The personal attendant and the resident will draw up the
plan of attendance together and evaluate the plan periodically. The residents receive support
(attendance and care) in various areas of life.

Starting-points of the provision of care are demand orientation, small-scale solutions,
normalisation and the Individuele Rehabilitatie Benadering (IRB = Individual Rehabilitation
Approach). The IRB was developed by the University of Boston (United States) (Anthony et
al. 1990).

! The term 'admittance’ is a concept which the College voor Zorgverzekering (Council for Insurance of Care)
uses. 'Admittance’ actually means a licence from the central government to exploit the number of places for
sheltered housing.
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The RIBW Oost-Veluwe's mission statement reads as follows'.

‘The RIBW Oost-Veluwe's mission has been to provide in the region methodical
guidance and possibly accommodation to clients who suffer from prolonged
psychological problems and who cannot live entirely on their own. The guidance
has been aimed at recovery and fulfilment of civilian roles in an environment of
choice and has been offered according to an individual plan of guidance on the
basis of current views, quality demands and legislation. The plan has been drawn
up according to the wishes and possibilities of the clients. The RIBW Oost-
Veluwe has cooperated with other health care institutions in the region in order to
offer its clients continuity of care.’

The providers of care come from different professional backgrounds and are working on
either the first or the second function level. Part of them are nurses (HBOV-certified® and
psychiatric nurses), others have been trained in the promotion of personal, social and cultural
welfare (MBO-SPW?, HBO-SPH* en HBO-MW?).

Attendants at the first function level (personal attendant) will be responsible for the
entire process of care of eight individual residents. Personal attendant and resident have a
joint responsibility for drawing up and evaluating the plan of guidance. The providers of care
at the second function level work as additional attendants. All providers of care will be
responsible for a proper functioning of the group processes. To that end they will support the
residents in running the household and they will be discussion leaders of the house councils ®.

Residents of the RIBW Oost-Veuwe
The residents of the RIBW Oost-Veuwe suffer from chronic mental illnesses. The result of

the disabilities that are related to these illnesses, will be that they are insufficiently able to live
independently. On the basis of that residents will opt for a voluntary stay at the RIBW Oost-
Veluwe. By an assessment commission the residents have been noted down for the provision
of care by the RIBW Oost-Veluwe.

! Policy document 'De bal ans tussen vasthouden en loslaten. (The bal ance between holding on and |etting go.)
Met zorg naar de 21%° eeuw. (Into the 21" century with care.) RIBW Oost-Veluwe van 1997 tot 2003.' (RIBW
Oost-Veluwe from 1997 to 2003.")

2 Higher Professional Education of Nurses

% Intermediate Professional Education - Social Pedagogical Worker

* Higher Professional Education — Provision of Social Pedagogical Aid

® Higher Professional Education — Social Work

® House councils are periodical meetings of residents under the guidance of an attendant. At these meetings
general matters will be discussed, which arerelated to living together and running a household.
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Kroon et a. (1998) established a great deal of agreement about a global description of
people suffering from chronic mental illnesses. It will concern people suffering from mental
disorders and disabilities that have existed for a prolonged period of time, as a result of which,
without help, they cannot survive in society to a reasonable extent.

Sampling and Research Population

An ad random sampling of participants is not a suitable method for qualitative research. The
risk of an ad random sampling is that participants will be selected who can say little or
nothing about the subject that is to be studied. The result of this may be that non-valid

information will be collected. It is for that reason that a purposive sample has been chosen.

A purposive sample requires the phenomenological researcher to find persons who have
experienced the phenomenon that is being studied and who have the ability to express this
experience in words (Hycner 1985). In addition to that - in order to be able to provide an
answer to the research question - the researcher will have to collect enough data to develop a
rich description of the phenomenon. Preferably to the extent that a phase of saturation is
reached (Morse et al. 1998). Phenomenological research requires that six to ten interviews be
held (Morse et al. 1998, Creswell 1994). In order to acquire sufficient saturation it may be
necessary to hold more interviews. Because it concerns a learning research seven interviews
that complied with the methodological requirements of the research, have been considered
sufficient.

The research population consisted of residents of the seven forms of sheltered housing.
The researcher requested two staff members in writing to nominate male and female residents
who complied with the inclusion criteria (Annexe 1). There were no exclusion criteria,
because the experiences of all residents of forms of sheltered housing are relevant for the
research.

After the selection by the staff members of the 17 potential participants the researcher
randomly approached the possible participants by telephone and in writing. When they
appeared to be interested in taking part, an appointment was made for an interview. It has
been tried to include every form of housing and as many men as women in the research and to
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realise some extent of distribution of ages. The reason for that is to get as much variation in

the sample as possible.
Of the potential participants two persons refused to co-operate. One person refused

participation because of prior participation in a different research. The other person

considered participation not interesting. The researcher did not know these persons.

Data Collection Technique

In qualitative research, and in phenomenological research in particular, less structured data
collection methods, such as the open interview, will have preference (Baarda et al. 1996). The
reason for this is that in an open interview it is possible to react flexibly to the research
situation and to the information that respondents may give. Open interviews are suitable
when, among other things, the researcher wishes to find out more about ideas, views,

perceptions and experiences of people (Baarda et a. 1996).

For that reason the collection of data has taken place by means of individual fully open
interviews. The term 'open interview' identifies all interviews that are not fully structured
(Baarda et al. 1996). Through this method of interviewing the interviewer will - by means of
guestions - explore subjects for discussion in order to discover what the respondent thinks of
certain matters and persons. In doing this, the interviewer will respect the way the respondent
gives the answer. The respondent should get the feeling the answer he or she gives is
acceptable and valuable (Baarda et al. 1996). The co-operation of the respondent is of
essential importance. The interviewer should be able to listen well and ask the right questions.
In addition to that, during the interview subjects that may be important, may come up for

discussion.

The researcher has interviewed the participants himself. There are various reasons for
that. The researcher is a social psychiatric nurse and has been trained to enter into in-depth
dialogues with clients. Although the researcher is employed by the RIBW Oost-Veluwe in a
managerial function respondents are expected to have provided reliable information. For
during his contacts with the respondents the researcher emphasised time and again that
participation was voluntary and would have no consequences for the respondent. And the
researcher also emphasised that the answers would be processed anonymously and that he
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wished to get honest answers. Thereisonly alimited risk of bias in the interviews because the
researcher has (or had) no (functional) relationship with the respondents.

Polit et al. (1999, 696) described bias as:

'‘Any influence that produces a distortion in the results of a study.'

The researcher asked one central question, and that question was: 'What do you
understand by quality of life? The researcher used non-leading questions there and added no
(unnecessary) explanations to the questions. It was also tried to phrase the questions
understandably, to ask one thing at a time and to avoid a game of question and answer
(Baarda et al. 1996). In Annex 2 'Interview scheme' the set-up of the interview has been
represented.

The interviews were recorded on audiotape and transcribed verbatim. The researcher

kept alogbook and bracketed his own frame of interpretation with regard to 'quality of life' by

means of memos.

The Phenomenological Research Procedure by Hycner

At the analysis of the material of the interview the researcher used the phenomenological
version of the research procedure described by Hycner (1985). It concerns the

phenomenological analysis.

Hycner (1985) emphasised that the proposed procedure should not be seen as the only
phenomenological method of working. The proposed method of working tried to do as much
justice as possible to the phenomenon under scrutiny. The purpose of the analysis was to

derive general tendencies from the material.

To categorise and analyse the interview material the computer programme MAX
gualitative data analysis (MAX qda) was used. MAX qda is a computer programme that is
suited for the analysis of qualitative data. With the help of the programme the material was
coded.
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At the analysis the 15 steps of the procedure by Hycner (1985) were completed.

1. Transcription
The interviews that were included, were written out verbatim and provided as much as

possible with non-verbal and paralinguistic notes.

2. Bracketing and phenomenological reduction

While the researcher listened to the interviews and read the interviews he gradually got a
better understanding of meanings and interpretations. The researcher used an approach as
open as possible to what emerged from the interviews. To that end the researcher put his own
interpretations aside, bracketed them as much as possible and did the best he could to
immerse himself in the participant's world. This was an essential step in following the
phenomenological reduction that is required to reveal general units of meaning.

3. Tolisten to the interview as a whole

The researcher listened to the interview several times and read the transcription a number of
times. By following this procedure the researcher got a picture of each interview as a whole
(the 'gestalt’). That served as a context for the follow-up of the analysis of the interviews.
Because the researcher bracketed his interpretation and meanings as much as possible, he

could become aware of the interview as awhole (the 'gestalt’).

4. The determination of the general units of meaning

Subsequently the researcher thoroughly studied the interview in order to find out the
intentions of the participant. That meant studying the interview word for word, sentence by
sentence, including the non-verbal communication. At this stage, too, the researcher tried to
remain close to the literal material. In fact this meant briefly reproducing the interview, in
terms of the literal text, leaving out superfluous text elements. At this stage the research
guestion was not yet discussed. The outcome of this stage was a unit of general units of

meaning.
5. Deélineating units of meaning relevant to the research question

At this stage the explanation of the data was started. All general units of meaning were
checked to determine whether they could be seen as an answer to the research question. All
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doubtful cases were included as well. Statements that were not relevant to the research

guestion, were not taken down.

6. Training of independent judges to verify units of meaning

Hycner (1985) recommended to train other researchers to carry out the above-mentioned
procedure independently, with the aim of increasing reliability. The researcher refrained from
this because this was not possible in the time that was available for the learning research.
Instead, the researcher evaluated, together with his supervisor, his style of interview by means
of the transcription of the first interview and informed the supervisor of the progress he made.
Furthermore the researcher put steps 2 up to and including step 5 of two interviews before an
expert as far as the contents were concerned, and asked him to perform a reliability check.
This expert is not employed by the RIBW Oost-Veuwe.

7. Eliminating redundancies

For each interview the researcher studied the list of relevant units of meaning and removed
repetitions. This also included the non-verbal paralinguistic instructions which will emphasise
or even change the literal meaning of the words in a certain context.

8. Clustering units of relevant meaning

Subsequently the researcher kept, for each interview, a list of relevant units of meaning from
which the repetitions had been removed. And again the researcher tried to approach the
material with a mind as open as possible by bracketing his preconceptions. The researcher
checked which units of meaning belonged together in a natural way. Doing that the researcher
asked himself what was the essence of each unit of meaning and by which common theme the

units of meaning were connected.

9. Determining themes from clusters of meaning
The researcher investigated the clusters of relevant units of meaning with the aim of
discovering themes that represented the essence of the clusters.

10. Writing a summary for each individual interview

Subsequently the researcher summarised the individual interviews. The summary gives an
idea of what the whole research is about and provided the context in which the themes
occurred. The objective was to reconstruct the inner world of the participant.



11. Return to the participant with the summary and themes

In order to increase the validity the researcher put the summaries of the interviews in writing
before the participants to assess whether their intentions were represented well. Subsequently
the researcher made contact to the participants by telephone to hear their reactions.

12. Modifying themes and summary
Hycner recommended to go again through steps 1 up to and including 10 with the new data.
The reactions of the participants gave no cause to do this, so this proved not to be necessary.

13. Identifying general and unique themes for the interviews

Subsequently the researcher compared all interviews and matching themes. Firstly, it was
checked what themes were general themes. Subsequently it was checked whether there were
themes that only occur in one interview or on group of interviews. There variations on the

general themes were investigated, too.

14. Contextualization of themes
After he had noted down the general and the unique themes, the researcher placed them back
into the context from where they emerged. Of each theme a summary was made of the context

in which the theme occurred.

15. Composite summary
The researcher made a summarising report of all interviews (the findings) in which the

essence of ‘quality of life', as it was perceived by the participants, is represented.

Reliability and Validity of the Research
This section will deal with the measures that were taken by the researcher to promote the

methodological quality of the research and to avoid bias (Smaling 1996). For the strength of
qualitative research, the gathering of personal information, is at the same time its weakness.

The central question that is a the basis of the concepts of validity and reliability will be

whether the data gathered by the researcher will be areflection of the truth (Polit and Hungler
1999).
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The researcher investigated the quality of the data and its findings by using four criteria
suggested by Lincoln et al. (1985). These criteria are: ‘credibility’, 'dependability’,
‘confirmability’ and the ‘transferability’.

In order to establish the 'dependability’ and 'confirmability’ of the data the researcher
kept a logbook. This logbook had the form of the transcriptions of the interviews, memos,
notes, correspondence and reports made at meetings. By means of this logbook the researcher
reflected upon the process, the methodological issues and the choices that had been made. In
this way it also will be possible to develop an 'audit trail' by an independent researcher (Polit
et al. 1999). To that end the researcher made the verbatim reports of the interviews which
have been made anonymous, available for inspection.

The researcher followed Smaling (1996) in using the concepts of validity and reliability.
They will not differ from the traditional linguistic use, even though the meaning of the terms
will have a somewhat different effect. The way in which the criteria suggested by Lincoln et
al. (1985) were applied, will be described in the sections Reliability and Validity.

Reliability
The concept of 'reliability’ is used in this study in the following meaning:

"The measure of the extent to which random variation may have influenced stability and
consistency of the results. (Morse et al. 1998, 199)

The following measures were taken to increase the reliability.

The first two interviews were used as test interviews (one of them was discussed with
the supervisor). Reflection and discussion were helpful to focus on the perception of the
participants and to shape a phenomenological interview. Eventually three out of the ten
interviews were left out of the analysis. The topic in these was insufficiently in conformity
with the phenomenological approach.

The researcher tried to assume the position and perspective of the participants (role
taking). Because of his training and experience as a social psychiatric nurse the researcher
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was capable of doing that. Smaling (1996) describes role taking as a mental activity in which
people imagine themselves to be in the position, the perspective or the world of the other
person, with the purpose to understand his or her behaviour and to be able to anticipate on it.
The researcher tried to assume an attitude of openness and commitment vis-avis the
participants and the phenomenon of the research. The researcher tried to keep the perception
of the participants in mind, not to act like someone who is playing the role of the provider of
help and to keep the amount of distance that the role of researcher requires.

The researcher strived at reliability by conducting individual, open and unstructured
interviews with the participants. Beforehand he explicitized his own preconceptions with
regard to 'quality of life of residents of the RIBW Oost-Veluwe and laid them down in a
memo. In thisway it was tried to conduct the interviews in away as unbiased as possible.

Starting-point of the interview was one central question (what does the participant
understand by 'quality of life'). For the sake of deepening of the answers of the participants
the researcher asked open questions and invited the participants to give verbal expression to
their perceptions. Leading questions were avoided, as well as discussion. The interviewer
regularly summarised the words of the participants and asked whether the summary matched
their intentions. In view of the possible vulnerability of the participant the researcher tried to
make this happen in a careful and inviting way. During the interviews the researcher
bracketed his views of the phenomenon and the behaviour of the participants and did not
confront the participants with his own opinions. The central issue was the perception of the
respondent.

Also during the analysis of the interviews the researcher bracketed has own views and

laid them down in memos.

In order to increase the reliability of the data collection the interviews were recorded
on audiotape and transcribed verbatim. On a regular basis the researcher discussed his
methodological and theoretical questions related to the research with the supervisor and the

supervision group.

The researcher had or has had no therapeutic or nursing relationship with the
participants, which reduced the risk of bias.
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The reliability was increased, in conformity with step 6 Training of independent
judges to verify units of meaning' of the research procedure by Hycner (1985). The foregoing
was mentioned in section 'The Phenomenological Research Procedure by Hycner' and is a
form of research triangulation (Lincoln et al. 1985).

Validity
The concept of 'validity' is used in this study in the following meaning:

'I'n qualitative research, validity refers to the extent to which the research findings
represent reality.' (Morse et a. 1998, 200)

The researcher took the following measures to promote the validity.

A purposive sample was taken by selecting participants who were rich in information.
Selection bias was avoided because the researcher tried to introduce some variation into the
sample by spreading gender, age and form of living. It appeared not to be possible to include
a group of elderly people over 60 years of age in the sample, which might lead to a certain

amount of bias.

Analysing the interviews according to the research procedure by Hycner (1985)
contributed to the validity of the research.

The researcher applied methodical triangulation (Lincoln et al. 1985) by regularly
consulting with the supervisor about issues that related to data collection and data analysis. In
addition to that the researcher put the findings before experts with regard to the contents',
which can be considered a form of analytical triangulation (Lincoln et a. 1985). They are
employed by the RIBW Oost-Veluwe. The topic there was whether the findings looked
plausible and whether the themes covered the descriptions of the themes. After reading the
findings and the matching themes both experts with regard to the contents reached the
conclusion that they are recognisable.

1 It concerned here other persons than the expert with regard to contents who played arolein step 6 of the
research procedure by Hycner.
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Relating the findings to the outcomes of the Literature review also resulted in
validation.

Ethical Considerations
Because people participated in this research, the research should comply with the ethical

standards that usually apply to this type of research. And, what is more, the participants to the
research belong to a vulnerable group of people. Participation to the research could mean an
emotional or physical burden. Talking about 'quality of life' can bring back memories of
painful experiences or thoughts or confront the participants with their situation.

That is why the research should comply with the following moral principles
(Willigenburg van et al. 1998). The research should not harm the participants and should be
beneficiary to the clients (group of clients). The autonomy, among which the clients' privacy,

is respected. The researcher meets the commitments with regard to the research.

The fulfilment of the ethical principles took place in the following way. The
respondents took part in the research on a voluntary basis. Refusal to take part had no
consequences for the client. The researcher provided (potential) participants with oral and
written information about the objective and the topic of the research and the possible risks and
advantages to clients. The respondent could terminate participation to the research at any

moment.

The data were processed anonymously. The researcher made a confidential use of the
information that the participants provided. The participant and the researcher signed an
'informed consent' (Annexe 3) after the interview had taken place. Advantage of the method is
that the participant could decide again to continue co-operation or not. The researcher
confirmed on the 'informed consent’ that he would use the data of the participant

anonymously.

Because the interview could mean an emotional burden and confrontation with hard
facts to the participant, aftercare had been arranged. Participants to the research, who
afterwards wanted to talk about the interview, could rely on their personal attendant for
aftercare. For technical matters that were related the research they could get into contact with
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the researcher. None of the participants availed themselves of the abovementioned

possibilities.

The researcher made a careful use of the participants quotations in the findings in order
to protect the anonymity of the participants. There is, after al, the risk that quotations, by
their uniqueness, can be related to individual participants.

The researcher requested the Client Council* and the Board of Directors of the RIBW
Oog-Veluwe permission for the research. To that end the researcher submitted a research
proposal for assessment. The Client Council and the Board of Directors both granted
permission for the research to be carried out.

! The Client Council consists of clients, including residents, of the RIBW Oost-Veluwe and an independent
consultant (expert with regard to practical experience). The Client Council is meant to promote the interests of
clients. An independent, professional helper assists the Council in the performance of its activities.
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CHAPTER FIVE: FINDINGS

This chapter will present the results of the analysis. They will provide an answer to the
research question 'What do residents of the RIBW Oost-Veluwe understand by quality of
life? The results reflect general themes and subthemes.

Subsequently the characteristics of the participants and the introduction to the themes and the
subthemes will be dealt with. After that the themes and the subthemes themselves will be
dealt with.

Characteristics of the Participants

The findings are the result of the analysis of seven interviews. To be able to discuss the
findings in their contexts a number of demographic characteristics of the participants is
mentioned. This information provides an insight into the development history and the living
circumstances of the participants. In table 1, 'Demographic characteristics of the participants '

these data are made visible.

The participants differ from each other on various variables.
The division between men and women is virtually equal: four women and three men.
The ages vary from 20 to 61 years of age.
The level of education is predominantly Lager Beroeps Onderwijs (LBO = Lower
Professional Education), two participants deviate from that in an upward direction.
The ages at which, according to the participants perception, the problems became manifest,
vary from 6 to 42.
All participants are unmarried. One is divorced, one had a partner relationship. These two
participants have children. None of the participants mention having an intimate relationship at
that particular moment.
The duration of the stay at the RIBW Oost-Veluwe varies from one and a half to 15 years.
As a reason for their stay at the RIBW Oost-Veluwe the participants state their inability to
live independently. Loneliness, uncertainty, stress and a feeling of unhappiness prevent them

from living on their own.

Two participants live together with five other residents. Three participants live together
with three fellow-residents. These five participants live in a single family dwelling. In that
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house they have their own bedsitter. Two residents live in an apartment in an apartment

building. The RIBW Oost-Veluwe has rented these apartments from a building corporation.

Table 1: Demographic characteristics of the participants

Participant | Gender | Age | Civil Education | Stay Age at which problems | Living
status RIBW became manifest circumstances
A Woman | 43 | Unmarried | LBO" Syears | 6 In aresidential
group
B Man 46 | Unmarried | VWO* 9vyears | 27 In aresidential
group
E Woman | 60 | Unmarried | HBO® 13 years | 28 On her own
G Man 60 | Divorced LBO 15years | 36 Inaresidential
group
H Woman | 37 | Unmarried | LBO dyears | 26 In aresidential
group
I Man 46 | Unmarried | LBO 15 42 On hisown
years
J Woman | 20 | Unmarried | LBO 15 6 In aresidential
years group

Introduction into the Themes and Subthemes

Analysis of the interviews leads to a number of general themes and subthemes.

The general themes apply to all participants.

Subthemes relate to one participant or more.

For that matter, the themes are interwoven and tend to overlap.

Different aspects of what participants consider important, are encountered again at different
themes.

The context in which they have been used, determines under which theme these aspects are
classified.

The general themes are: 1) the need for meaningful and satisfying relationships; 2)
getting professional help; 3) a sense of meaning and purpose in life; 4) autonomy; 5) the
realisation of desires; and 6) experiencing and dealing with problems.

At the discussion of the (sub)themes the quotations of residents are mentioned, which are
characteristic of that particular (sub)theme. The quotations are printed in italics. Table 2:
‘Themes and subthemes' will contain a concise representation of the findings.

1 LBO = Lager Beroeps Onderwijs - Lower Professional Education
2 VWO = Voorbereidend Wetenschappelijk Onderwijs - Preparatory Scientific Education
3 HBO = Hoger Beroeps Onderwijs - Higher Professional Education
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Table 2: Themes and subthemes

General themes and subthemes Participants
A B E G H I J
1 Need of meaningful and satisfying relationships X X X X X X X
la. Respect-, understanding and accepting treatment X X X X X X X
2. Getting professional help X X X X X X X
2a. Sheltered housing / Living in the RIBW X X X X X X X
2b. Physical characteristics of the living environment - X - X - X -
2c. Fellow-residents and living climate X X X X - X
2d. Guidance in the RIBW Oost-Veluwe X - - - X X X
2e. Professionals and ingtitutions X X X - X X
3. Sense of meaning and purposein life X X X X X X X
3a. Daytime activities X X - X X X X
3b. Doing sheltered work X X X X X X
3c. Hobbies - X X X X
3d. Partner relationship and parenthood X - X - X -
3e. Rdigion X -
4. Autonomy X X X X X X X
4a. Mobility X X - X - X -
5. Realisation of desires X X X X X X X
6. Experiencing and dealing with problems X X X X X X X
6a. Experiencing problems X X X X X X X
6b. Dedling with problems - - X - X X X

The Theme of 'Need of Meaningful and Satisfying Relationships
All participants consider it important to maintain meaningful and satisfying relationships.

They hope that these relationships would offer them fulfilment of their needs for affection, a
respectful treatment and autonomy. They place these relationships in various contexts.

The contexts relate to the past, the present time and the future. Examples are events that
took place in their youth, the stigma of 'being a psychiatric patient’, fellow-residents in a form
of living, a partner relationship, parenthood, friendships, family contacts, contacts with
colleagues and the contact with homeless people. Finally, the contacts with animals are
mentioned, which are considered meaningful.

'In the end they will know" you. When you arrive, they will start cackling or bleating.
Then you will already hear the baby goats bleating.'

! The participant means here the animal s that he takes care of.
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Two participants feel stigmatised as 'psychiatric patients.

'‘And the worst of it all is that especially psychiatric patients are likely to be renounced
by society.’

'‘And also to get rid of that little stigma of psychiatry. | find that very, very important,
too. It is not that you are rejected right away, for that happens very often, anyway.'

The participants have contacts through their own networks or with the help of systems
of provision of help. Examples of their own networks are relations, friends and the church.
Examples of systems of the provision of help are the daytime activity centre; contacts related
to their work; de Vriendendienst 'De Compagnon' (a buddy project); the activity-discussion
group of Spatie, Centrum voor geestelijke gezondheid®; and the RIBW Oost-Veluwe (fellow-
residents). Two participants mention that taking care of animals means a lot to them because
of the positive reactions of animals that they have experienced.

The participants have various expectations of the relationships, irrespective of the type
of relationship. The central issue here is a respectful and understanding, accepting ‘treatment’,
which gives room for being yourself and for growth.

"You can be a meaningful person to one another. That each of you will make progressin
their development, in their, yes, eh, growth towards independence.’

One wants to be able to share with the other person, in all openness, what one considers
important. Among other things, personal experiences, both by talking about them and by
doing things together.

'l find it important to be able to talk with friends about your problems and to do
pleasant things and to quarrel and yes.'

The participants mention different aspects that they considered important in their
contacts with others. Aspects like cosiness, fun, team spirit, helping each other, appreciation
and to be able to complement one another. Other aspects are giving and taking (reciprocity),

! Spatie, Centrum voor geestelijke gezondheid (Centre for Mental Health) is an institution for mental health care
which provides, among other things, ambulatory services. Residents of the RIBW Oost-V el uwe often have
ambulatory contacts with Spatie.



getting trust and recognition, equality, letting each other free and keeping each other
informed.

'Yes, if people just, eh, are very quiet when you meet them, and things like that. Eh,
accept you. And when they just... Then | feel at ease’'

Several participants experience problems in their contacts with (meaningful) others. In
three cases they feel impediments as far as entering into a partner relationship is concerned.
The impediments have been caused by negative experiences in the past or problems in the
present time.

"It is not for nothing that | am not married, of course. | have never had a relationship
either, so | do not know what it is. The very reason for that is that my life used to be so
terribly bad.’

Among the negative experiences from the past are affective neglect and traumatic
experiences, like maltreatment and experiences of incest. As a result of the traumatic
experiences the participants involved have not learnt how to establish and to maintain an
intimate, affective relationship.

'And he has damaged mefor life.’

An impediment in the present time to enter into a partner relationship is formed by

financial problems.

'‘But it, eh, | eh do not want to enter into a eh real eh relationshiP right now. When |
myself am still so deep introuble. So | must have a clean datefirst ™.

Shyness and mental handicaps (behavioural problems) are also considered to be
impediments for striking up contacts with others. A broken partner relationship is the cause of
a breach between father and child. One participant feels the need to talk with the parent
involved about the neglect and the maltreatment in younger years.

'l would like to talk with my mother about the child abuse. Why she could hit me like
mad. That | have never understood.'

! The participant meansthat he first wanted to have his financial affairsin order.
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The Theme of 'Getting Professional Help'
The theme of getting professional help is related to several contexts. The participants get help

from professionals in institutions outside the RIBW Oost-Veluwe. In addition to that they live
and get guidance in the RIBW Oost-Veluwe.

All participants seem to find 'sheltered housing' important in relation to the 'quality of
life'. They use 'sheltered housing' in different contexts. These contexts are living in the RIBW
Oog-Veluwe, the physical requirements that they make of living in a house, the fellow-

residents with whom they live and guidance.

The subtheme of 'living in the RIBW Oost-Veuwe'

Living in the RIBW Oost-Veluwe isrelated to ‘quality of life' in two respects.

On the one hand living in the RIBW Oost-Veluwe is beneficial to the 'quality of life'. There
are various advantages attached to living in the RIBW Oost-Veluwe. One experiences less
loneliness because one does not have to do so much on one's own. The participants experience
support from their fellow-residents and the attendants.

"You smply learn to become independent with, with the help of the attendants and you
will always have some support.'

Moreover it enables them to learn matters that are required for a more independent
existence.

'Yes, for when | lived on my own, | hardly had any help. | had to manage all on my own.
And now | amin the RIBW Oost-Veluwe, which actually is great fun.’

On the other hand, living in the RIBW Oost-Veluwe increases dependency, which is
incompatible with autonomy.

'‘What | find very important, is that you can shape your own life and that you can also
realise your wishes. When you live in a RIBW like that, that is all very fine, but you
cannot always realise your wishes.'
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The subtheme of 'physical characteristics of the living environment'

Three participants make demands of the house and the neighbourhood they live in. Thisis a
unique theme. The house has to be robust and well-furnished. The bedsitter has to offer
enough space, and one should not bump one's head to things. Proper control of the
temperature during the seasons is a must and there have to be enough windows. In the room
there has to be a nice chair, a good bed, a cupboard and aradioand a TV set.

'‘Good accommodation, having a bedsitter isrelated to quality of life'.

A quiet living environment is also important, where there was no inconvenience from
neighbours. Equally important was a neighbourhood where there were amenities, such as

shops and a church.

'Well, yes, one has to have shops near to where one lives, of course. O, yes and a
church.’

The subtheme of 'fellow-residents and the living climate

The theme of 'fellow-residents play a role with all five participants who live together with
other residents. The group of residents is important to the residents. With these people the
participants share the house and run a common household. That requires quite some attention,
time and skills from the residents and can be of influence to their own well-being. It looks as
if they attempt to find a balance between their own needs and those of the fellow-residents.

Not in all casesinterests run parallel.

The participants experience living together with fellow-residents differently.

One participant mentions having nice fellow-residents. Another participant has negative
feelings towards the group. As a result of differences in gender and interests the participant
feels impeded by the group in sharing experiences and feelings. When a dominant group
culture deviates from the need of an individual, that will harm the 'quality of life' of that
individual. This participant also feels impeded in the autonomy because of the feeling of
being responsible for his fellow-group members.

Two participants are ambivalent to the phenomenon of the fellow-resident. On the one hand,
one is part of acommunity with all the advantages that it brings. On the other hand, living in a

group leads to irritation.
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One participant seems to fulfil his affective needs outside the residential group he lives in.

Some participants mention that they find privacy important.

The residential group contributes in a positive sense to the 'quality of life'. The fellow-
residents provide cosiness, affection and support, while the need of being left free (autonomy)
is satisfied.

'Yes, things happen sometimes. It will never fully go the way you want it to go. But |
think that we are very well tuned to each other. | think that | have nice fellow-residents.’

'And they" give cosiness, too. One fellow-resident, who is always in a cheerful mood and
the other fellow-resident is pleasant to live with, after all'.

'‘But eh. | find that they support me very well and eh help eh and support me with eh.
That | feel at home as much as possible and they include me in their activities as much
as possible, in the things that happen at home, what goes on. Eh, yes what is the matter
with him and what is the matter with him and if things happen at home. They tell me
about it then. And | like that. That gives me a bit of a feeling of belonging here a bit, this
ismy home, after all.'

The 'quality of life' of awoman who had incest experiences is influenced in a negative
way because the residential group she lives in consists entirely of men. The differences in
interest between men and women play a role, too. These differences stand in the way of
sharing experiences.

'No, | had incest when | was a young child. And when you are placed among men, that
will always be very difficult. | am not saying that | cannot cope, for that is not entirely
true either'.

Other unique themes are the experiences of feelings of shame about members of the
group and the balancing act between one's own needs and the needs of the group.

The subtheme of 'guidance in the RIBW Oost-Veluwe'

Some of the participants mention experiences that are related to the guidance one got in the
RIBW Oost-Veluwe. The experiences are divers. Two participants experience problems with
their autonomy as a result of the attitude of the providers of care.

! The participant means the fellow-residents.
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‘Then | think: they don't listen to me at all*.’

One of them also experiences help, trust and appreciation.

'On the one hand | think that | can do it myself, but on the other hand | have the feeling
that they will help me. That is what | like mogt, that they will give you the confidence
that you do things well. A bit of appreciation, so to speak.'

One participant expresses a neutral view of the attendants. Another participant
experiences being able to fall back on the attendants and to practice living independently.

The subtheme of 'professionals and ingtitutions

Asaresult of problems all participants have experiences with the provision of help. These are
of a divers nature and are related to experiences in the past and in the present time. There are
(were) contacts with individual professionals outside the RIBW Oost-Veluwe and with other
ingtitutions that render help. The experiences are related to 'quality of life'. There are positive
and negative experiences.

Examples of positive experiences are the clinical treatment in a General Psychiatric
Hospital, ambulatory contacts with mental health care institutions, contacts with the daytime
activities centre, the stay at the RIBW Oost-Veluwe, a buddy project and forms of sheltered
l[abour. One individual example is the use of medication, which relieves tension.

'l have worked on a farm. That was a Brinkgreven project?,which you will probably
know. | had almost the time of my life there. For things were in bad state with me, but |
had a wonderful time. | took care of the animalswith a few others.'

'So | will go to my svp-er® at Spatie much quicker. Yes, there | can really be myself and
say how thing really are.’

'Eh, | think that the quality of life strongly depends on the daily activities that you have.
Eh, the daily activities, which is in close co-operation with the Dakhuis, daytime
activities centre, eh, there it is tried to make a meaningful as possible, eh, to have a
good, steady set of tasks through the week. At the moment | am ill busy, in
consultation, to fill my days working either a morning or an afternoon.’

! The participant means that they have too little a say in the matter of choosing the fellow-residents.
2 Brinkgreven isa General Psychiatric Hospital
3 Social psychiatric nurse
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To the question what the participant understood by 'quality of life', he answers:

'Eh. First of all, the accommodation, the, eh, house in which you live, which, how that
is. And right after that the residents, your fellow-residents actually. What they are like
and eh, eh yes, with me that is a wellknown fact. | have, eh, so | do voluntary work, | got
that, at eh, the RIBW. Yes, it is eh, with me it actually is a all-embracing eh pattern of
living, way of life'.

'Eh, | have registered myself for the Vriendendienst (The Friendly Turn). Of the RIBW.
But that would be on another level. Yes, well, there is certainly a difference’. The
starting-point would be different. Eh, the Vriendendienst is based more on a sort of
buddy and does not focus on a relationship. Is a different thing anyhow. The emphasisis
more on a bit of contact and doing things together. That is what | mean. Look and | am
not afraid of that. | am not afraid of that. | am not afraid of that. Look, for | want to
keep that door open. So, eh, Yes, yes, yes.'

"Yes, yes, for working on my, in my job, | could not pull it off. And nowadays” | can cope
much better. | amless stressful, less stress and | achieve reasonably well, all the same. |
do not inspect my work, or very little, hardly | can say. And that was terrible on my, in
my work, in my job. That | inspected my own work.'

'Eh, that I, so | eh, that | feel relaxed, eh, when | have taken my medication. So what |
just said, you become a little quieter, and a little heavier.’

A participant expresses the conflicting feelings about the stay in the children's homes.

'Yes, when you are in a home at eleven years old, that is not pleasant of course. In a
home you will always, like, you have to try to conquer a place for yourself. If you don't,
you're out'.

'So it is useful to have been in homes. Otherwise | would not have been here now. Then
| would have gone in a different direction altogether.’

One participant has negative experiences with GP's and a psychiatrist. These
experiences relate to the treatment, which had been experienced as not very pleasant.

‘At a certain moment | got from a psychiatrist, who treated me for 13 years, treated
between quotation marks, no longer any talks but just very heavy medication, which
suppressed everything in me, the good emotion, too. He dared to tell me that there was
no longer any hope for me, that there was no hope, that | could no longer be helped and
that | wasincurablyill.'

! The participant means the difference between entering into aintimate partner relationship and the
Vriendendienst.
2 The participant compares hisjob in a sheltered vocational project to his former, regular job.

50



The Theme of 'Meaning and Purposein Life'

All participants mention purposes in their lives that give meaning to their lives. The contexts
in which this theme occurs, are: having a meaningful programme of daily activities (all
participants), the wish to have a partner relationship (two participants), parenthood (two

participants) and religion (one participant).

The subtheme of 'daily activities
'Daily activities' is a general theme which was important to all participants. It takes different

shapes.

'‘Quality of life isfeeling happy and well. That is related to a meaningful programme of
daily activities.'
The contacts during the daily activities with people and animals is an important aspect

for the participants. In addition, the participants use the day centre for activities and a buddy

project.

The subtheme of 'doing sheltered work'

Performing activities with a labour-like character is popular. These activities give the
participants satisfaction and have an emotional value. Not only because of the work itself, but
also for what can be derived from it.

'Yes, that is a meaningful daily activity, for that matter. Yes, well, eh work that requires
you to use your head. Where you will have to use your skills, in a way.'

One participant would have preferred paid work. That is not possible in the kind of
work of choice, because of the lack of relevant certificates.

'l always hope to get a job there. To get a paid job, | don't believe it. | do not have that
level. | would have to go back to schoal first, do the 'mavo’ firgt, | think.'

The subtheme of 'hobbies
Furthermore, the participants mention contacts with relatives and friends, exercising hobbies,
watching TV, reading and cycling and walking in the countryside.
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"When one cycles through the country here in summer, near A, T, T. That is great, great
fun.'

The subtheme of 'partner relationship and parenthood'

Fulfilling the roles of a partner and a parent is a theme that plays a role in the case of three
participants. These participants experience the lack of a partner as a limiting factor for the
‘quality of life'. They experience their own problems as an impediment for entering into a
partner relationship.

"It is not for nothing that | am not married, of course. | never had a relationship either,
so | do not know what it is. The very reason for that isthat my life used to be so terribly
bad. And | mean that just as| just said that. Eh, yes, well, | have never done anything to
get that. That has been thrown to pieces and | have never been able to build it up
again.'

Parenthood is mentioned a number of times. One participant considers himself unable to
be a parent and experiences that as aloss.

'‘And of course, it is back to quality of life again, like feeling, like, well, I would have
liked to have children. Yes, that is why that will never come true.'

Another participant experiences parenthood as an important goal in life.

'Eh, so, well, I am quite closely involved with the eldest son.’

The subtheme of 'religion’

Living your life according to the standards of areligion isagoal that is related to among other
things, going to church and doing well in relation to your fellow human beings. Religion will
also offer support.

'Religion does have a great significance for me. Well, yes, when | lived alone, then |
looked for support there.'

The Theme of 'Autonomy"

Autonomy, being able to determine your own fate and life, is important for the ‘quality of life'
of all participants. The participants use different concepts for autonomy.
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The concepts they use, are: autonomy, being allowed to be yourself, to be able to live
your own life, feel the need for freedom, need for privacy and having a place of your own.
They also use concepts such as being / becoming independent, discovering and developing
your own identity and opinion. They also use concepts such as not wanting to be dependent

and living on one's own.

The need for autonomy, living your life in your own way, occurs in different contexts.
These concepts are mutually linked. The central issue is being independent of authorities
providing help and the need to develop oneself more autonomously. An autonomous
development leads to being less dependent on others, because one is capable of solving
problems independently. In the perception of the participants the relationship with the RIBW
Oog-Veluwe takes central stage.

'Like saying | go to my room for a moment, watching television when there is another
programme on and someone else wants to watch yet another programme, then | can
watch the telly in my own room. Then, well, yes, eh, others won't, yes, well, how shall |
put it, others won't trouble me anymore, so to speak.’

The participants make concessions to their autonomy because they avail themselves of
the services of ingtitutions for the provision of help. That is a matter of ambivalence in
attitude. On the one hand they seem to be aware of the necessity of dependency and they seem
to be willing to accept it. On the other hand they experience the consequences it has for their

autonomy, without declining the help.

'Yes, yes, being able to choose your own friends and being able to talk to one's own
people, just for the company they give. Yes, | do always have the feeling that one loses
parts of it. Every time someone new' comes, introducing one another again, another
tour round the house. That is not so bad in itself. But it meansin fact that you are never
at home, it is not your own home. They always say 'make yourself comfortable', but | am
never comfortable.’

One participant thinks it is a nuisance not being able to function independently.

'l am a bit ashamed, without being aware of it, that | live in a sheltered environment.
That has an influence on the quality of life.'

! The participant means a new resident.
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Another participant reports feelings of irritation.

'That" evokes a sort of irritation in me. Like, well, that reminds me a bit too much of yet
another feeling of dependency. Yes, more like that. No, oh, no that has nothing to do
with quality. It all happens very carefully and no, oh, no.’

A few participants report the need to go and live entirely on their own in the future and
not make use of the provision of help anymore.

'Autonomy means that you can stand on your own two feet, that you don't have to rely
on help.’

'l want to go and live on my own, eventually, and then it is important to be able to do it
all by yourself.'

The subtheme of 'mobility’

The theme of mobility is connected to autonomy. Four participants mention the importance of
mobility. Mobility is important for recreational purposes, to be able to visit relatives and
friends and is related to a feeling of being free and (in)dependent. Two participants feel an
impediment in this regard because they have no driver's license and no car.

'Yes, because | have no driver's license and no car, | am a bit, also a bit of an invalid.
When | want to go to my brother's, who livesin a village where there is no station, well,
then, he picks me up at the nearest station.'

The Theme of 'Realisation of Desires

A general theme is having desires. There is a distinction between material and immaterial
desires. The desires are for the greater part of an immaterial nature.

In fact the material desires form a unique subtheme of one participant. These desires are
related to holidays, owning a car and the servicing of debts.

The immaterial desires are divers in nature and are related to having 'real work’,
treatment by others, the wish of having a partner relationship, the wish to have children and
the wish to increase one's autonomy.

! The participant meant getting a food allowance.



‘When desires come true, that is quality of life.'
'l hope to be able to go and live on my own. That is also one of my wishes.’

'And then you're of course back to quality of life. | would have wanted to have children.’

The Theme of 'Experiencing Problems and Dealing with Problems'

From the analysis it appears that all participants experience problems and that these problems
are affecting their ‘quality of life'. Four participants mention that the way in which they deal
with problems affects their ‘quality of life'.

The subtheme of 'experiencing problems

The character of the problems differs. The problems with which the participants struggle, are
often mutually linked and occur in different contexts. Problems are experienced as a result of
traumatic experiences as a child, in an autonomous development, related to the provision of
help, in self-fulfilment, in giving meaning to life and related to the other person.

'l can be quite depressed sometimes. And then | see the boys around me and they ask all
the attention of the world. And then by the end of the day, then | think to myself: ‘what
have | done today?' Then | have lost the entire day. Because of all the adapting to other
people that | did.'

'‘No, you don't have to ask me what it islike to livein a crisis. That ssmply is no fun.'

Experiencing problems is sometimes closely linked to having wishes. By trying to

realise one's desires, one hopes to solve problems and to improve the 'quality of life'.

'l think that it really is a good thing, not going to Spatie anymore. Being left to one's
own devices, being independent'.

The subtheme of 'dealing with problems

Four participants mention that an insight into one's own problems and behaviour is beneficial
to the 'quality of life. The insight into one's own problems and circumstances occurs in a
number of contexts. These participants experience that by gaining an insight into their
problems they get greater power over their behaviour (aggression, self-destruction and the
creation of chaos).
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A gresater insight gives more room for positive behaviour.

'"Well, | am suffering from a borderline personality disorder. And that meansthat | have
two moods. Thistime | am simply the X, some other time | could be a totally different X.
| have bought a book about it, a sort of help-yourself book'.

'‘But it was not until last year that | understood the connection between anorexia and
alcoholism, self-destruction and my incest experiences. And now | can cope with it.'

The insight into away out of financial problems opens a view of a future in which there
is going to be some financial room to move. Through the insight the participant is capable of
accepting the situation in which there was little financial room to move.

'One has to make choices, yes. | find that a pity, on the one hand, but on the other hand,
when | will finish budget management successfully. Then | will have one and a half year
to go, and then there will be a certain moment that | will have some more pocket money
and a higher clothing allowance.’

Two participants mention that dealing with problems and accepting them was important
for their 'quality of life'. These two participants belong to the group that says that an insight

into their own problems is important to them.

‘The RIBW, you learn a lot of thing here. You learn how to become more independent
and taking over things, like. Cooking your own supper and tidy your room all the same.
That remains a problemto me.’

So far the discussion of the themes and subthemes as a result of the analysis of the
interviews. For a summary of the (sub)themes you are referred to section 'Introduction
to the themes and subthemes' of this chapter.
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CHAPTER SIX: DISCUSSION

In this chapter the meaning of the findings presented in the previous chapter will be dealt
with. Firstly the emphasis will be on the topic of the research: 'What do residents of RIBW
Oog-Veluwe understand by quality of life? Secondly, the findings will be compared to the
results from a research that has been carried out before among similar groups. The purpose of
that will be to confirm them or not, to show new findings and to analyse obscure and
conflicting aspects. Subsequently conclusions will be drawn in relation to the research
guestion. This chapter will be concluded by recommendations.

The Meaning of the Findings

For the sake of the discussion of the findings the same division in sections is used as the one
that is used in the chapter 'Findings. The discussion will deal with: ‘the need for meaningful
and satisfying relationships; 'getting professional help’; 'meaning and purpose in life
‘autonomy’; ‘the realisation of desires’; and 'experiencing and dealing with problems. They
represent the findings of the research.

The results that are presented in the chapter 'Findings have a value of their own,
because they reflect the experiences of the participants to the research. It seems that the
participants have had to face the same questions in life as anyone else. Questions in life that
are related to the fulfilment of roles, loss of roles, having desires and ambitions, dealing with
disappointments, dealing with the other person, dealing with carrying burden and carrying
capacity and questions of the meaning in life. What distinguishes them from others, is that
they, on the basis of their problems, opt for a stay in the RIBW Oost-Veluwe. It has been
shown that the participants are capable of expressing in words what they understand by
‘quality of life. This experience relates to experiences elsewhere (cf. Nieuwenhuizen van
1998).

The theme of 'having meaningful and satisfying relationships

All participants mention that being able to fulfil affective needs is important to them. They
appreciate a respectful and understanding, accepting and non-stigmatising treatment. From the
findings it appears that this need is not fulfilled as a matter of course. The participants
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experience impediments inside themselves or in their environment. The impediments also
prevent them from entering into more profound relationships. The participants use different
strategies to fulfil their affective needs. The residential group, (labour-related) activities,
contacts with relatives and friends may, according to some of the reactions, play a positive
role here.

Research into the perception of 'quality of life' of 35 persons suffering from
schizophrenia confirmed various aspects of this theme (Laliberte-Rudman et a. 2000). The
participants to this research think it is important to have the feeling to belong somewhere, to
have friends and to receive affection and love. Conceptual research by Boevink et al. (1995b)
among 29 participants (among whom 10 ambulatory clients suffering prolonged mental
disorder) confirmed the need of the respondents for a social contact, including the satisfaction
of sexual needs. A research among 708 persons suffering from chronic mental illnesses
(UK700GROUP 1999) confirmed the need for company, sexual expression and intimate
relationships were strong individual predictors of subjective ‘quality of life'. Research by Lam
et al. (2000) suggested that social support was an important factor which had a positive
influence on the subjective ‘quality of life'.

The participants to my research do not relate having affective relationships to sexuality.
A clear explanation for that is lacking. It is possible that sexuality is ataboo. The researcher
did not bring the subject up himself because he thought that he would lead the discussion too
much by doing that. And what is more, sexuality is a delicate subject.

Some participants feel stigmatised as a result of their psychiatric illnesses and their stay
in the RIBW Oost-Veluwe. A participant says he feels ashamed because he feels dependent.
Possibly stigmatisation plays a role here. This finding was confirmed by Finzen et al (1998),
Mechanic et al. (1994) and Laliberte-Rudman et al. (2000). These authors related ‘quality of
life' and stigmatisation. Mechanic et al. (1994) conducted a survey by telephone among 552
respondents suffering from mental disorders. One of the results of this survey was that 'quality
of life' had a negative association with stigmatisation. The participants to the research by
Laliberte-Rudman (2000) also related 'quality of life' and the feeling of being perceived as not
normal by others and sometimes by themselves.
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In summary it can be concluded that a respectful and understanding, accepting,
supportive and non-stigmatising treatment is beneficial to the 'quality of life'. It is unclear why
the participants did not relate sexuality and affective relationships.

The theme of 'getting professional help’

The theme of 'Getting Professional Help' can be considered an comprehensive theme. The
participants avail themselves of a divers supply of professional help. The supply varies from
contacts with the RIBW Oost-Veluwe, the GP, the psychiatrist, a daytime activity centre, a
contact with the social psychiatric nurse and various forms of daytime activities. The various
forms of help and daytime activity are important for the 'quality of life'. Professional help
supports the residents in fulfilling their affective needs, in giving meaning and purpose to
their lives and in solving problems.

Living in a residential group has advantages and disadvantages. The form of living
offers protection, contacts and support. In the form of living some participants find fulfilment
of their affective needs and they can learn there how to become independent. Living in a
residential group can confront the resident with new problems. The resident has to determine
how to behave towards fellow-residents and attendants. A disadvantage is the dependency and
the loss of autonomy and privacy.

It is not possible to interpret the findings in relation to living in a residential group in
one unambiguous way. The experiences are too divers for that. The provision of care to the
group of participants in the Netherlands is partly organised in forms of sheltered housing. In
that sense the participants and their providers of help have not much choice in the short term.
The findings raise questions, all the same. One of the strong points of the concept of sheltered
housing, which is, forming a living community together, can confront residents with new

problems. A reflection on this phenomenon can contribute to a limitation of the negative
aspects.

The contacts with providers of help and fellow-residents is sometimes considered as
negative for the 'quality of life'. That is the case when the trestment is experienced as more or
less unpleasant or if it is a matter of bureaucracy. Research by Boevink et al. (1995h)
confirmed that in the perception of the respondents the professional help should comply with
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a number of quality requirements. The providers of help have to take the experiences of the
client as a starting-point and take the complaints seriously. The relationship between client
and the provider of help has to be on an equal basis and has to offer continuity. The
professional help has to be informative and offer the right to have a say in the attendance.
Rosenfield (1992) conducted a research among 157 participants to a psycho-social
rehabilitation programme. One of the conclusions was that the participants wanted to be
respected and accepted as a human being by the providers of help. They did not appreciate to
be treated like an invalid.

In summary it is concluded that systems of provision of help are important. One can
make a few remarks on that. Systems for the provision of help have to be supportive with
regard to the fulfilment of the needs of their users. Providers of help should be supportive to
residents (empowerment) in satisfying their material and immaterial needs. Furthermore it is
important to help them to gain insight into their own problems and to accept them. Learning
to deal with one's own problems is also important for the 'quality of life' (Boevink et al.
1995b, Rosenfield 1992). The treatment should be accepting and respectful. The living
environment will have an effect on the 'quality of life. In the residential group many

processes and interests will play arole, which will require a good balance.

The theme of 'meaning and purposein life'

The theme of 'meaning and purpose in life' is a comprehensive concept. It consist of the
subthemes 1) daytime activities; 2) sheltered work; 3) hobbies; 4) a partner relationship and
parenthood; and 5) religion. All participants mention that giving meaning and purpose to their
livesisrelated to 'quality of life'.

The participants, except one, do not relate religion and spirituality to 'quality of life'.
There is no explanation for that. Possibly religion and spirituality do not play a role in the
perception of ‘quality of life' of these participants. It is also possible that religion and
spirituality are taboos.

One of the conclusions from the research, mentioned earlier, by Boevink et al. (1995b)

is that giving a sense of meaning is important. In this context giving a sense of meaning is
related to having a perspective or purpose in life. Research by Browne (1999) among 48
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ambulatory patients (92 % of which suffering from schizophrenia according to DSM-111-R-
criteria’), suggested that participation in a vocational rehabilitation programme significantly
improves the 'quality of life'. This outcome is supported by research among 92 respondents
suffering from chronic mental illnesses by Kelly et a. (2001) and research by Rosenfield
(1992) among 157 participants in a ambulatory rehabilitation programme. Debats (1996a)
conducted a research into the psycho-metric, clinical and phenomenological aspects of giving
meaning to life. The findings point out the important relationship between the ability to give
meaning to life on the one hand and mentally healthy functioning and 'quality of life' on the
other hand.

The conclusion that is drawn, is that it is important to support the residents in the ways
in which they wish to give meaning and purpose to their lives. Giving meaning to life has a
more material character on the one hand (daytime activities and labour-like activities). On the
other hand giving as sense of meaning to life is related to more immaterial matters such as
relationship building, parenthood and religion. The findings suggest that a number of
participants can satisfy their needs in the field of partnership and parenthood to alesser extent
than their needs in the field of daytime activities. This raises the question in which way the
residents can be helped to give meaning and purpose to their lives by means of partner
relationships and parenthood.

The theme of 'autonomy’

All participants think autonomy is important. The need for autonomy is sometimes at odds
with being independent of persons and institutions providing help, including the RIBW Oost-
Veluwe. For, as a result of the mental handicaps and problems, the participants find
themselves in a dependent position, which evokes negative feelings in some of them.

There are for instance feelings of shame and irritation about being dependent. It seems
that there are matters playing arole there, which can not be influenced. Examples of that are
the ingtitution rules with regard to the household allowance, the composition of the residential
group and the fact that living together with others is detrimental to privacy. One participant

perceives the corrections from the attendants as a breach of autonomy. One participant feels

! Diagnostic and Statistical Manual of Mental Disorders 3" Revisited Edition, under the responsihility of the
American Psychiatric Association.
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impeded in the autonomy by the feeling of responsibility towards the other residents. The
participants seem to take a relative view to independency, for that matter. Possibly because
they also perceive the advantages as a result of the professional help that they receive and the
understanding that there are few alternatives for them.

The researches by Boevink et al. (1995b) and Mercier et a. (1994) confirmed the
importance of autonomy to ‘quality of life'. Boevink et al. (1995b) concluded that the result of
their Concept Map mentioned earlier is, that autonomy is related to 'quality of life'. Mercier et
a. (1994) conducted a research among 152 patients suffering from schizophrenic and
affective psychoses. The results suggested that clients associated autonomy significantly with
‘quality of life'.

It is possible that differences in perception between residents and attendants, about what
is desirable for the resident of a group, play arole in this issue. Furthermore it is possible that
aspects of treatment play arole. This raises the question of how negative associations, related
to being dependent of providers of help, can be reduced.

From the foregoing it is concluded that autonomy isrelated to ‘quality of life'.

The theme of 'realising desires

One of the experts mentioned in section Validity of the Chapter Methodology and employed
by the RIBW Oost-Veluwe, has doubts whether the theme of 'having desires is an
independent theme. The elements that occur in there, also play a role in other themes. The
researcher opted for maintaining the theme of 'having desires’ as an independent theme. It is
his opinion that, by doing that, the desires and ambitions of the participants are expressed
better.

All participants have desires that they try to realise. These desires correspond to the
themes that relate them to 'quality of life'.

It is striking that the participants should have immaterial desires in particular. These

desires have arelationship with respectful treatment, the fulfilment of affective needs and the
giving of meaning and purpose to one's own life (partner relationship and parenthood, having
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'real work’) and a greater autonomy. The material wishes relate to the servicing of debts and
the possession of a car. The fulfilment of these material wishes will eventually lead to a
greater autonomy. The servicing of debts will give a greater freedom to fulfil the needs in the
field of a partner relationship and parenthood. The dependency of the 'provision of help’
which isrelated to the debts will decrease when the debts have been paid back.

The participants do not relate to the Individual Rehabilitation Approach (Individuele
Rehabilitatie Benadering — IRB), which the attendants use. This raises the question what can
be the reason of that. For in the IRB the wishes and objectives of the resident are the central
issue. The task of the personal attendant is often to help the resident to become aware of and
express his or her wishes and objectives, so that they can be included in the plan of guidance.

The research mentioned earlier, by Boevink et al. (1995b) confirmed that fulfilment of
the material and immaterial needs isrelated to the ‘quality of life'.

It is not clear why the participants mention immaterial needs in particular. A possible
explanation is that the residents can fulfil a number of basic necessities of life, thanks to,
among other things, professional help (financed by AWBZ'). Because of their stay at the
RIBW Oost-Veluwe they do not have to pay any costs of living. In addition to that they
receive pocket money and a clothing allowance, which they possibly consider to be enough.
Another possible explanation could be that the participants have reconciled themselves with
their fate and, as aresult of that, have few wishes. One participant mentions explicitly that she
was used to having nothing at all. As aresult of that she is making up for arrears.

From the foregoing it appears that the fulfilment of material and immaterial wishes is
related to 'quality of life'. A greater insight into the wishes of participants is important to
resident and attendant, because it can support the interview for the Individual Rehabilitation
Approach.

The theme of 'experiencing problems and dealing with problems
'Experiencing problems and dealing with problems is a comprehensive theme. The
participants experience problems in a variety of areas in their existence. It seems that with

! General Exceptional Medical Expenses Act
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regard to having problems they do not distinguish themselves from the general population.
They do distinguish themselves by their dependency of third parties to cope with their
problems.

All participants experience that the problems that they had or have had in life affected
their 'quality of life'. Various researches confirmed that psychiatric symptoms had a negative
influence on the subjectively perceived 'quality of life' (Lehman 1983b, Browne et al. 1996,
UK700GROUP 1999, Lam et al. 2000, Sullivan et al. 2000).

The female participants mention traumatic events in their youth. Two participants report
sexual abuse. One participant mentions crisis situations in the relationship of the parents,
which resulted in the child being sent to a children's home. In their perception the problems of
their youths have consequences in the present day.

This fact raises the question what the explanation can be that women mention traumatic
events and men do not. Does that mean that the men did not have traumatic experiences or
that they just do not talk about them? (Literature) research in the future will have to provide
greater insight in this.

A few participants mention that the insight in their own problems and their behaviour
improves their ability to deal with their problems. They perceive being able to cope with their
problems as a positive thing. Boevink et al. (1995b) concluded that control of action was
related to 'quality of life'. The ability of people suffering from prolonged mental disorders to
solve a problem and to deal with one's own problems, influences the ‘quality of life. This
relates to the skills to cope with misfortune and to come to grips with their own lives. Control
of action also relates to the acceptation of a prolonged recovery and giving meaning to one's
own problems (Boevink et al. 1995b). Rosenfield (1992) concluded in a research among 157
respondents that afeeling of being competent is important to ‘quality of life'.

Having mental handicaps leads in the case of one participant to shame. There is shame
because the participant considers himself insufficiently capable of functioning autonomously.
This can be an indication of the fact that he has not yet accepted his circumstances (entirely).
One participant mentions that accepting the trauma has a positive effect on 'quality of life'.
This finding was confirmed by research (N = 81) by Kravetz et a. (2000) into the relationship
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between 'quality of life' and the acceptation of a disorder. The researchers established that
there isa significant positive correlation between the observed control over the illness and the
‘quality of life' in a number of life's domains. Mercier et a. (1998) established in a research
among 95 men and 70 women that elderly people perceived a better subjective ‘quality of life'
than younger people. According to the researchers an explanation for this was that younger
people accept their illness to a lesser extent and have higher expectations of life than elderly
people.

From the foregoing it is concluded that the psychiatric problems and traumatic
experiences have a negative effect on the ‘quality of life'. Having an insight in, acceptation of
and control of action over one's own problems are conducive to the ‘quality of life'.

The foregoing raises the question which attending activities are required to help
residents to find answers to the issues that life faces them with. Issues that are related to the
acceptation of and giving meaning to their mental problems and to increasing their
competence.

Conclusion

In connection to the previous section, in which the meaning of the findings of the research
was discussed, a few conclusions will be drawn. This section will deal with the conclusion in
relation to the topic of this research. The topic is 'What do residents of RIBW Oost-Veluwe
understand by quality of life? Furthermore a conclusion will be drawn with regard to the
guestion whether the concept of 'quality of life' is suitable as a measure of outcome to
evaluate the care provided by the RIBW Oost-Veluwe.

The researcher has not found indications in the scientific literature that contradict
the results of this research. The operationalisation of the concept 'quality of life" in the
literature described in the Chapter Literature review (Baker et al. 1982, Lehman 1988,
Bigalow et al. 1990, Nieuwenhuizen van et al. 2001, Laliberte-Rudman et al. 2000) partly
correspond to the findings of this research.

It appears that the (sub)themes that are the result of this research overlap the domains
found in the Literature review. The reader may find alist of these domains in section 'The use
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of the concept of quality of life in psychiatry' of the Chapter Literature review on page 21.
Furthermore it appears that matters that the participants link with 'quality of life', have not
been mentioned in the literature that was used. Finally it appears that the literature mentions a
number of domains that the participants in turn do not relate to 'quality of life'.

The literature makes no mention of three subthemes of the theme of 'getting
professional help'. It concerns the subthemes: 1) 'living in the RIBW Oost-Veluwe'; 2)
‘fellow-residents and social climate’; and 3) ‘'guidance in the RIBW Oost-Veuwe'.
Furthermore the literature does not mention the subtheme of ‘partner relationship and

parenthood' of the theme of 'meaning and purpose of life'.

The participants of the research do not relate a number of the domains mentioned in the
literature to 'quality of life'. These domains are: education, the law, safety, food, clothing,

mood, citizenship, to belong to something and making choices.

What can be the significance of the fact that the literature mentions a number of
domains that the participants in turn do not relate to ‘quality of life? It is not likely that a
number of domains that the scientific literature mentions, can not apply to the participants of
the research. A possible explanation can be that the participants can fulfil basic needs, and
that that is the reason that they are not manifestly present. Another possible explanation can
be that the described theoretical models by Baker et al. (1982), Lehman (1988) and Bigalow
et al. (1990) were designed in another time, in another cultural context and to another
purpose. The models were designed in the United States with the purpose of evaluating the
effects of the de-institutionalisation.

'Quality of life of residents of forms of sheltered housing of the RIBW Oost-Veuwe'
refers to the experiences of residents which are of crucial importance to their existence. By
‘quality of life' the participants understand the following. There will be 'quality of life' if they
will be able to fulfil their affective needs and they will have meaningful and respectful
relationships. Professional help that relates to their needs will contribute to the ‘quality of life'.
To be able to give meaning and purpose to their lives and to be able to have control over their
own lives and destinies is important. As well as to be able to fulfil desires. Problems will,
irrespective of their origin, have a negative influence on the 'quality of life'. Insight in and
acceptation of their problems and the ability to deal with them will influence the 'quality of
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life' in a favourable sense. The participants have their own shades of meaning within the
themes, which is a confirmation that 'quality of life' can be considered as individually
determined.

The participants distinguish themselves from individuals from the general population
because they suffer from mental handicaps and because, as a result of that, they are dependent
of providers of care and institutions providing care. Living in the RIBW Oost-Veluwe takes
central stage in that. Living in a residential group has its own dynamics and can be
experienced as being both supportive and burdensome. The dependency of the providers of
care and institutions leads to loss of autonomy. Possibly they will experience more problems
in the fulfilment of the role as a partner in an intimate relationship and as a parent.

The findings confirm the conclusion from the Literature review that 'quality of life' is a
comprehensive concept that is individual, subjective and context-related. A qualitative
approach will be required to clarify the concept. There exists a gap between the phenomenon
and the theory development and operationalisation of the phenomenon in the measuring

instruments described in the Literature review.

The results of the research confirmed that the concept is in principle usable to evaluate
the care provided. There are the following arguments for that. The participants of the research
are well able to give an answer to the research question. It has not appeared necessary to
explain the vague and abstract concept of ‘quality of life'. The participants were motivated to

contribute to the research.

At this stage it is not possible to evaluate the care provided and the concept of ‘quality
of life' by means of the existing quality of life instruments. They offer insufficient room for
the matters that the participants to this research consider important. Further reflection will be
required to decide whether the development of a new instrument is desirable, in view of the

subjective and personal character or the concept.

Recommendations

In this section recommendations will be made, which result from the conclusion. Objective of
the research is: 'To get an insight into the way in which residents of RIBW Oost-Veluwe
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perceive their quality of life, in order to be able to make recommendations that may lead to
improvement of the provision of care in the RIBW Oost-Veluwe!' Subsequently
recommendations for further research, the practice and the management at the RIBW Oost-
Veluwe and the field of (nursing) education will be discussed. Central characteristic of the
recommendations is the strengthening of the residents in their capabilities to lead their livesin

away that is appropriate for their possibilities and ambitions (empowerment).

Recommendations for research
The research raises new research questions.

There is alack of theory development about the concept of 'quality of life of residents of
forms of sheltered housing'. Further research into what residents of forms of sheltered housing
understand by 'quality of life', can provide a better insight into the phenomenon. The theory
developed in that way can be helpful in planning and evaluating the (nursing) care on micro,
meso and macro levels to these residents.

By means of the development of theoretical models it will be possible to relate ‘quality
of life' to 'quality of care' in quality care. The advantage of this approach is that 'quality of
care' acquires a direct relationship with 'quality of life'. This is an approach that is different
from the usual approach in mental health care. The member institutions of GGZ Nederland
use the GGZ Thermometer (GGZ-Nederland 2003). This is an instrument with which the
appreciation of clients of the care provided can be expressed. The GGZ Thermometer asks
guestions about the appreciation of the information provided, the participation, the provider of
help and the result of the guidance or treatment. To be able to use the concept of 'quality of
life' to evaluate the effects of the care provided, research will be required into the way in
which evaluation can take place.

More knowledge will be required about the interventions that will be needed to give the
residents more control of action over their lives and problems and to reduce the shame.
Attention to insight in, coping with (and mourning over) handicaps and acceptation of them is

important.
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The fact that a number of participants said they are having problems with the
development of partner relationships and parenthood, will require a better insight into the
impeding and promoting factors.

Knowledge is lacking about the motives of people suffering from chronic mental
illnesses to opt for the provision of care by the RIBW. By gaining a better insight in these
factors RIBW will be able to develop the most adequate care.

No explanation has been found for the fact that the female participants mention
traumatic experiences from the past and the male participants do not. Further research will be
reguired into the meaning of that. A greater insight into this phenomenon can be important for
guidance and treatment.

The participants have not mentioned the perception of their sexuality and religion
(except one). In order to be able to provide good guidance a better insight in their perception
of thisis necessary.

In view of the negative effect of the stigmatisation, research (of the literature) will be
reguired in order to find clues to reduce these negative effects.

Recommendations for the practice at the RIBW Oog-Veluwe

'Quality of life' is a holistic concept which relates to persons as a whole and their context.
Attendants should take that into account. They can use the themes that have been found, as
clues for the guidance of the residents.

The central issue is that attendants should respectfully and understandingly help the
residents to lead their lives in away that relates to their abilities and desires. Aspects like the
fulfilment of affective needs, autonomy, giving meaning and purpose to their lives, the
fulfilment of desires and increasing the control of action over their problems, will play arole
here. It should always be determined through a dialogue with the resident, which themes will

be important to the resident.
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Because a tension may develop between the needs of the resident and living in a
residential group this fact will deserve extra attention. It is important that it can be discussed,
even if the effects that are sometimes negative for the resident cannot always be removed. The
foregoing will require the attendant to be able to distinguish between the role of a personal
attendant and the role of a group atendant. These can be conflicting roles. The role of a
personal attendant will require a relationship of trust between the resident and the attendant.
The role of a group attendant may require corrective action towards the resident from the
attendant, which may be detrimental to the relationship.

Attendants can be helpful to the residents to fulfil their needs in the field of meaningful
and satisfying relationships. They can do so by supporting them in establishing and
maintaining these relationships and by making the perception of their sexuality and their
desires in that respect a subject of discussion. It will be important to keep investing in a good

living environment.

Making feelings about the stigma of 'being a psychiatric patient' and the influence of the
environment in this respect a subject of discussion will be required to redrict the negative
aspects of it for the residents. Although it seems to be very obvious, it remains important to
keep on giving attention to a respectful treatment, in which the human being will be viewed as
awhole and not as 'an invalid'.

Because residents seem to have the need to lead a life that is as normal as possible, the
attendants should relate to that. This will also apply to forms of daily activities and the
fulfilment of roles, such asthose of a parent and of a partner. In order to prevent that residents
will experience impediments in the (open) perception of religion and spirituality, it will be
desirable that attendants have an inviting attitude in this respect.

Because of the importance of autonomy attendants should respect the needs of the
residents as much as possible. A reflection on the phenomenons of sheltered living, residential
group and guidance in this respect is desirable. Putting the emphasis on the residents own

responsibility for their own lives seems to be central issue of attention here.

Supporting residents in realising their wishes and needs will remain an important

matter.
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Attendants could support residents in learning to cope with their problems and getting to
grips with their problems and lives. A few important elements there will be the acceptation of
the impairments and coping with symptoms, the reduction of feelings of shame, the
improvement of social skills and the compliance with their medication. Other elements will be
increasing the problem-solving capabilities and the improvement of the insight into their own
situation.

Recommendations for the management of the RIBW Oost-Veluwe

The management can join the residents in trying to find ways to improve the 'quality of life'.
The themes that are the outcome of the research will lend a direction to that. By putting the
outcomes of the research before residents (Clients Council) and staff (Internal Management
Consultations) to be discussed and to be tested, it will be possible to assess their value for the
practice. Jointly improvement projects can be established, developed and implemented (if
necessary). The improvement projects can be related to the individual, the group of residents
and the institution. Adaptation to the Individual Rehabilitation Approach (IRB = Individuele
Rehabilitatie Benadering) will be desirable.

The management should take an active stance on stigmatisation, aimed, with the help of
GGZ Nederland, at influencing the direct surroundings of the RIBW Oost-Veluwe and the
social level.

A further reflection on the phenomenon of the residential group will be necessary.
Conflicting interests may be playing arole. Any preference of aresident for a particular place
to live or residential group and the limited possibilities of the RIBW Oost-Veluwe can be at
odds with each other. There is an economical necessity to put aresident up in any roomthat is
available.

In order to support residents as much as possible in their wishes for autonomy and

meaningful daily activities, a reflection on the phenomenon of 'paid work' is required. It
should be investigated what the possibilities for that can be.
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Recommendations for the (nursing) education

In order to support people during their period of being dependent of (nursing) care, students
should learn to reflect on their clients experiences. Providers of care will often be unable to
solve their clients problems. But what they can do, is support their clients in solving their

own problems, which will increase their clients feeling of autonomy and competence.

This will require from providers of (nursing) care a process-controlled approach instead
of a solution-directed approach. For the education this will mean that students should learn to
distinguish between solutions that will work for themselves and solutions that will be
important to the client. It will be important that students learn to empathize with their clients
and not approach them from their own frames of reference. The phenomenology will offer
cluesto do that.

The Chapter Discussion will be concluded here. The matters that have been discussed,

are: the meaning of the findings, the conclusions and recommendations that are the outcomes
of the research.
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CHAPTER SEVEN: EVALUATION

This chapter consists of two parts. Firstly, the strong points and the limitations of the chosen
method will be discussed. The second part will relate to the process and the experiences of the
researcher during the research.

Justification of the Method Chosen
The research of what residents of the RIBW Oost-Veluwe understand by 'quality of life', has

been carried out by means of a phenomenological design.

Looking back at the course of the research it can be said that the research design that
has been chosen, appears to be satisfactory as far as answering the research question is
concerned. For little was known about the phenomenon of 'quality of life', from the
perspective of the resident of the RIBW Oost-Veuwe. It appears that the participants were
well able to express in words their perceptions of a vague and abstract concept such as'quality
of life'. The result of the inclusion criteria was that enough participants who were rich in
information were found. There are indications that the number of participants was sufficient

for saturation to take place, although it is better to confirm that in further research.

The phenomenological variant of de research procedure by Hycner (1985) lent a
direction to the analysis and interpretation of the research data. This research procedure

promotes the reliability and validity of the research.

The choice of open, unstructured, individual interviews as a reliable method for the
collection of data, has proved to be the right one. Compared to a group interview an
individual interview will guarantee a greater reliability. The reliability of group interviews is
dubious (Maso 1989), because for the participants it is somewhat structured and confronting
in character.

The validity of the research has benefited from having the interviews carried out by the
researcher. Being a social psychiatric nurse, he has the knowledge, skills and attitude that are
required for this particular group of participants. By that there is less of arisk of drawing the
wrong conclusions, which could have been a consequence if the researcher had been
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unfamiliar with the group of participants and their problems. On the other hand the researcher
has, because of his education and function, a sufficient distance to the participants to be able

to perform the interviews as unbiased as possible, and that in itself prevents bias.

The use of MAX gdato organise and code the data, in addition to the use of the research
procedure by Hycner (1985), is useful in keeping the amount of data clear and organised. It is
preferable to do the coding manually also. By doing that it will be avoided that the contact
with the material islost.

From an ethical point of view the inclusion criterion is chosen that the participant
should have stamina enough for an interview of one hour to one-and-a-half hours. There are
no signs that participation was too great a burden to the participants. The researcher has asked
the personal attendants whether the participants had experienced participation as burdening.

All gave a negative answer to that.

Limitation of the Method Chosen
The following limitations are inherent to the chosen method.

The research is a learning research. The result of that was that the researcher had to
warm to hisrole of researcher and had to complete the research within the time set for it.

The strong point of qualitative research which is to clarify people's perceptions, is at the
same time a limiting factor. These perceptions are, for that matter, subjective and context-
related. This means that the findings of this research will especially valuable in the
participants context. It will not be possible, in advance, to generalise the results for the sake
of other situations. But that has not been the objective of the research anyhow.

The result of the use of a purposive sample in this research is that residents who were
older than 60 did not take part in the research. This means that the findings will possibly be

not applicable, partly or not at al, to people of 61 and older.

Conducting in-depth interviews requires the matching knowledge, skills and attitude

from the researcher. Knowledge of the group of participants and their problems is required to
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be able to conduct the interviews and to consider the findings. For the interviewer may come
up against intimate, emotional and personal matters which require an appropriate reaction.
Knowledge of the problems of the group of participants enables the interviewer to distinguish
main issues from side-issues and to ask the proper questions. The interviewer should know
how to act adequately in the case of emotional distress. An inviting, not confronting attitude is
necessary, all the more so in a vulnerable group of participants. The interviewer should be
emotionally capable of listening to the sometimes traumatical experiences. The limitation of
the foregoing is that not every interviewer will be capable of conducting this type of
interview, because bias may occur.

The use of third partiesto increase the validity of the findings, according to the research
procedure by Hycner (1985), means that specific requirements have to be met. Third parties
should be sufficiently knowledgeable as far as the phenomenological method is concerned. If
that is not the case, it is recommendable that researcher and the third party jointly code,

cluster and thematize several interviews.

Personal Experiences of the Researcher

For several reasons | have experienced performing this learning research as important.

Firstly, to experience what performing a (learning) research entails. | have experienced
this as an exciting quest. A quest for a suitable research design and a quest for the meaning of
the concept of 'quality of life of residents of the RIBW Oost-Veluwe'. These quests have
yielded for me a greater insight into the phenomenon and into the scientific state of affairs in

this field and a re-appreciation of the human encounter as a source of knowledge.

| have experienced that 'quality of life' is closely linked to the perception of the
individual. Objectification with the help of measuring instruments can never entirely reflect
that individual experience. In a professional field such as (psychiatric) nursing, where the
human perception plays a central role, this is an important fact. Qualitative research can play
an important role to gain a greater insight into what mental disorders, disabilities and

handicaps mean to people.
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Furthermore | have gained a greater insight into the balance between what is ideally
possible in scientific research and what is practically feasible. | have experienced that in
scientific research it is important to stake out the research problem well. 'Quality of life' is a
comprehensive concept about which a lot has been published in the scientific literature. This
comprehensibility is at odds with the staking out of the research problem and doing justice to

the experiences of the participants.

| have struggled with abandoning a quantitative research design and with finding my
way in a qualitative research within the time that was available to me. The fact that, from a
guantitative frame of reference, a lot has been published about the concept of ‘quality of life,
has certainly been of influence on that. This has influenced the way in which | have written
the dissertation.

Firstly, the abundance of the data which the participants provided, has not been done
justice enough. It proved to be impossible to illustrate by means of quotations the many
contexts in which the experiences of the participants had taken place. There are too many of
them in relation to the frames set: the maximum number of words permitted and the available
time. It has been tried to sketch a balanced picture.

Secondly, this ambiguity can be found in the section 'Validity and reliability' of the
Chapter Methodology. The use of the terms validity and reliability in the way in which
Smaling (1996) used them in qualitative research, came easier to me than the terms which
Lincoln et al. (1985) used. Because, as | presumed, Smaling's (1996) views are not known in
the Anglo-saxon regions, | have also used the suggestions by Lincoln et al. (1985).

Thirdly, | have chosen to validate the findings in the scientific literature in the Chapter
'Discussions. The concept is a holistic notion with many lines of approach. In my view it
would be a missed chance if | would not use the literature that | have collected. And what is
more, the use of this literature in the Chapter Discussions helped me to gain a greater insight
into the concept and its use.

| have also struggled with the question of when a (learning) research would comply
with the scientific criteria. For it is responsible work to perform scientific research.
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In my view the book of manuals "Writing a dissertation' does not come up to scratch as
far as the writing of qualitative research is concerned. The number of words that are available
for the Chapter 'Findings' did not leave enough room for an 'abundant’ description of the
research material.

| have agreed to discuss the outcomes of the research with the participants to the
research (if they wish) and with the Clients Counsel. At the special day of policy-making of
the RIBW Oost-Veluwe on January 29, 2004 | will hold a lecture on this research for the
staff. At the request of the Board of Directors of the RIBW Oost-Veluwe | will hold a
presentation for a number of stakeholders of the RIBW Oogt-Veluwe,
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ANNEX 1. LETTER TO THE MANAGEMENT

To : A. van Kampen and M. Hemrika, managers

From : Hans van Dooren

Date : January 14, 2003

Reference: : 040103sampling

Subject: : Research of the quality of life of clients of forms of sheltered living

Dear Mr. Van Kampen, Mr. Hemrika, dear Adrie and Martien,

As you will know, a research will be carried out into what clients of the RIBW Oost-Veluwe
understand by ‘quality of life'.

The research should comply with the following moral principles:
the research is not supposed to inflict damage to the participants.
the research must be beneficial to the (group of) clients.
the autonomy of clients must be respected.
the researcher will meet the commitments with regard to the research.

The fulfilment of the ethical principles took place in the following way.
the clients will take part in the research on a voluntary basis. Refusal to take part will have no
consequences for the client.
the researcher will provide information about the purpose and topic of the research and the
possible risks and benefits for clients.
the client will be free to terminate participation to the research at any moment.
the data will be processed anonymously.
the participant will sign an 'informed consent' after the interview has taken place. In this way
the participant will be able to make a better judgement of what the interview will entail. On the
'informed consent' the researcher will confirm that he will use the data about the participant
anonymously.

Participants
In order to have participants to the research available | request you to give me the names of
possible participants from all forms of sheltered living.

Both male and femal e clients will qualify for participation who:

- areresident of aform of sheltered living

- have been cared for at the RIBW Oost-Veluwe for at least a year

- speak Dutch

- are able to take an autonomous decision about participation (are able to understand what
the research is about, are able to communicate about it and are capable of a rational
choice).

- physically and mentally be able to:
1. holding a conversation of one hour to one-and-a-half hours about what the participant

understands by quality of life
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2. read and understand the main conclusions of the interview, hold a conversation with
me to verify whether the intentions of the participant have been represented well
(preferably in a conversation by telephone)

- be able to provide sufficient information about a vague and abstract concept such as
quality of life.

Explanation

By participants who are able to provide sufficient information I mean clients who according to
your assessment will be able to reflect upon their own perceptions related to quality of life.
Because an in-depth interview of one hour to one-and-a-half hours can be burdening both
physically and mentally, it is important that you will take that into account in the selection of
clients. Stop and think about one's own perception of quality of life can be confronting and painful
for the participant. Participants to the research, who want to talk about the interview afterwards,
will have to be able to rely on their personal attendant for aftercare. For technical matters that will
be related to the research, they can get into contact with the researcher.

After | have received from you the names of possible participants from the different forms of
sheltered living, | will contact them by telephone and by letter (see annexe). Subsequently | will
contact them by telephone to hear if they are willing to take part. If they are willing to take part in
the research, we will have the conversation (in-depth interview). When the participant is still
willing to co-operate then, | will ask him or her to sign the informed consent form together with
me. In the Informed Consent Form it is mentioned what has been agreed upon (see annexe).

As the entire research and the research report will have to be ready by the end of May, | request
you kindly to give me the names as soon as possible.

Furthermore | request you to give me (in writing) your interpretations of how well informed the
participants are, of their ability to make an autonomous choice and their physical and mental
carrying power. This reaction is required in order to be able to trace any differences in
interpretation. These differences may affect the research. By the way, there are no such things as
right or wrong interpretations.

| thank you in advance for your co-operation.
With kind regard,

Hans van Dooren

CC: - Mr. Th. H. M. Solen, Board of Directors
- Client Counsd RIBW QOost-Vduwe
- Members of the Counsel for Care and Quality

Annexes. - Client information
- Informed Consent Form



ANNEXE 2. INTERVIEW SCHEME

In the interviews the researcher will discuss the following issues with the participants.

1  The researcher will briefly mention the objective of the research. If desired, the
researcher will answer any questions from the participants and he will put their minds at
ease. The anonymity and the fact that the participant participates voluntarily, will be
mentioned, as well as the characteristics of an open interview.

2  Theresearcher will go over the procedure:

- taking stock of a few personal data of the participant by means of a short
guestionnaire
- taperecording of the conversation
- theinterview itself
- after the conversation a discussion will follow whether the participant wishes to
continue to participate in the research
- signing of the Informed Consent Form (one copy for the participant, the other one
for the researcher)
- make appointments about the member check
- pay attention to the steps that the participant can take in the case of emotional
distress
- theresearcher will make notes, if desired.
The procedure will be started.
The fully unstructured interview will take place. Starting from the phenomenological
research tradition the researcher will try to understand the experiences of individuals
and their intentions in their sphere of life (Morse et al. 1998).
The researcher will use non-leading questions, will not add (unnecessary) explanations
to the questions, will phrase the questions understandably, will ask one thing at a time
and will avoid a game of question and answer (Baarda et a. 1996).
If the participant finds the concept of quality of life too vague or too abstract, the
researcher will ask the participant to express in words what he or she understands by the
words 'quality’ and 'life’. Afterwards the researcher will ask the participant to relate

these perceptions.
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The conversation will be rounded off. The researcher will ask the participant how he or
she has experienced the conversation and whether he or she will continue to participate
in the research. The researcher will thank the participant for his or her contribution and
will offer him or her a box of chocolates. The participant will be invited to attend a
presentation of the findings during a working lunch after the completion of the research.
The participants, the board of directors and the researcher will take part in that.
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ANNEXE 3. INFORMED CONSENT FORM

RESEARCH : Quality of life of clients of the RIBW Oost-Veluwe
RESEARCHER : J.L. van Dooren, RIBW Oost-Veluwe, telephone 00 31 55 578 88 31
COACH : Mrs. drs. T. v.d. Hooft, Hogeschool van Utrecht / University of Wales

The purpose of this (learning) research is to make recommendations for the optimisation of
the quality of life of clients of the RIBW Oogt-Veluwe.

One interview will take place. This interview will take one-and-a-half hours at the most.
Subject of the interview will be what the participant understands by quality of life. The
interview will be recorded on audiotape. The written summary of the interview will be sent to
the participant. The researcher will contact the participant by telephone to hear whether the

summary is correct. This conversation by telephone will also be recorded on audiotape.

The audiotapes will only be available to the researcher and a few experts who will determine
whether the researcher has represented the interview data correctly. These experts will not
have the names of the participants. The research report will be available to anyone, but these
data will not be related to the participants.

For the participant there no direct benefits will be related to participation in the research. The

research may result in improvements in the provision of care by the RIBW Oost-Veluwe.

Complaints about the researcher or about the research will be dealt with in conformity with
the Complaints Regulations of the RIBW Oost-Veluwe.

I, (name of the participant...................................) &reeto participate voluntarily in the
abovementioned research.

| understand that the interview may evoke emotions in me because personal matters will be
discussed. If | should need a conversation to provide aftercare, my personal attendant,
Mr./Mrs. .................... or hisor her substitute, will be willing to oblige. | can reach him or
her by telephone on the following telephone number: ...................co..e.
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| grant permission to be interviewed and to record the interview and the conversation by
telephone on audio-tape. It has been agreed that the audiotapes will be erased after the
research will be completed. | understand that the results of the research will be published, but
that it will not be possible to relate my name to the research.

| will be free to refuse to answer questions during the interview. | will also be free to
withdraw from the interview and to end my contribution to the research. Ending my
contribution will have no consequences for me.

| will have the opportunity to ask questions about the research. These questions will be
answered to my satisfaction. The researcher will be willing to answer questions about the
research.

Participant..........cccoeviiiiiii e Researcher.......cccooiiiiinien,

Date. ..o
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