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Abstract: Many Roma people in Sweden are on the margins of society and face problems
of social exclusion, institutional discrimination, low education, unemployment, and poor
health. The aim is to describe how a group of Roma people, in West Sweden, understand
health, well-being, and quality of life within the Roma context, and how they cope with
their life-situation. Data consisted of qualitative interviews. The data were analyzed
qualitatively using a phenomenological hermeneutic approach. The respondents mainly
understood the concept of Health as “being healthy” and “feeling good”. Elements that
were crucial part of the respondents’ health perception were being employed, having an
education, social support from family and friends, freedom and security, and the extent of
involvement in society. The results indicate that the respondents perceive their health and
life situation as good, despite of their marginalized situation and discrimination.
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1. Introduction

According to Hancock [1] and the Swedish Governmental Official Report (SOU) [2], the
Roma originate from North India and have been known in Europe for nearly a thousand years. Much
of this time, they have been discriminated against and oppressed by the mainstream society [3.,4].
The Roma people are the largest ethnic minority group in the European Union, comprising
about 10—12 million people [3]. Approximately 50—60,000 Roma people live in Sweden [2,5]. The
local Roma NGOs, however, estimate the number to be much higher as many of the Roma do not
reveal their ethnicity because of the fear of stigma and discrimination. The Roma in Sweden are not a
homogenous group: They consist of Travellers, Finnish Roma, Swedish Roma, Non-Nordic Roma
from Hungary, Romania, Poland and Eastern Europe, and Balkan Roma from the former Yugoslavia.

The first notes of Roma people in Sweden are from the early 16th century. Ever since then, the
Roma people in Sweden have been victims of discrimination, social exclusion, and oppression [4—7].
The situation for Roma in Sweden is quite similar to the situation of the Roma in other parts of
Europe, though the level of exclusion may be different due to the Swedish welfare system, which
ensures that no-one, including marginalized people, should fall below a certain poverty line [2]. The
picture that emerges from the evidence summarized by the SOU shows that Roma in Sweden live in
poorer conditions than the majority population. It is only a generation ago that Roma individuals got
the right to vote and participate in elections, as well as get access to education. This has led to a
situation where the Roma people in Sweden are poor in, social, economic, political, and civil welfare;
and lack decision-making power to influence matters concerning them. The situation and status of the
Roma minority can be characterized as a kind of curtailed citizenship rather than a situation offering
possibilities of social integration and full citizenship. Sweden has experienced problems caused by
racist structures that affect the entire national Roma minority, states Montesino [6]. Palmroth and
Hermansson [8] claim that the marginalized situation of the Roma people is a consequence of a
complex interplay between the Swedish society’s rejection and the rejected, and stigmatized minority’s
reaction in a tendency of isolating and protecting themselves. Palmroth and Hermansson consider the
Roma people to have been excluded from Swedish society, particularly from political discussions on
measures and interventions planned for the group. Today, the Roma in Sweden are still largely outside
the democratic process [2]. The long-lasting antiziganist policies and remaining structural
discrimination have created a deep-rooted lack of trust within the Roma minority towards the state and
the public institutions of the majority society [2].

In 2000, the Swedish Government ratified the European Council’s Framework Convention for the
Protection of National Minorities [9]. Through the convention the Roma people (along with four other
Swedish national minorities) were granted national minority status in Sweden, which was intended to
reinforce the possibility of persons belonging to minority groups to preserve their human rights.
National minorities, by definition ([2], p. 19), are groups with a pronounced affinity with their own
religious, linguistic or cultural background, along with the desire to maintain their identity. Being
granted a national minority status means that the state of Sweden, by law, has a responsibility to
protect and support the Roma traditions, language, religion, and culture, and to promote equality
between Roma people and the majority population. However, many of the Roma people continue to be
on the margins of society and still face problems of harassment, institutional discrimination,
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unemployment, low or no education, poor and overcrowded housing, and poor health status [2,10].
The circumstances can be summarized as social exclusion. The World Health Organization
(WHO) [11] points out that the social exclusion has often been seen only as a state. However,
according to Popay et al. [12] and WHO [13], social exclusion consists of dynamic, multi-dimensional
processes driven by unequal power relationships...resulting in a continuum of inclusion/exclusion
characterized by unequal access to resources, capabilities, and rights which leads to health inequalities.
Pierson [14] defines social exclusion as a process over time that deprives individuals and families,
groups, and neighborhoods of the resources required for participation in the social, economic, and
political activity of society as a whole. Through this process, people are cut off from institutions and
services, social networks, and developmental opportunities. Today, social exclusion can be seen as a
condition of a minority of people who are marginalized from the middle mass.

Racism, discrimination, and poverty have shown to influence people’s physical and mental health
and well-being [15,16]. Pascoe and Smart Richman, [17] found that perceived discrimination has
negative physical and mental health outcomes, and that it also heightens perceived stress.
Harris et al. [18] associated discrimination with poor or fair self-rated health, lower physical
functioning, lower mental health, smoking, and cardiovascular disease.

1.1. The Health of Roma People

There is somewhat scattered information on Roma people’s health from a medical and
epidemiological perspective (see e.g., [19]), but according to the research that has been done from that
perspective, European Roma have worse health and a shorter life expectancy than the majority
populations [20-22]. Additionally, it has been shown that European Roma have less access to
healthcare services [23], higher morbidity, especially from infectious diseases [24], culture-related
difficulties with healthcare providers [25-29], more lifestyle-related risk factors of health than the total
population [30], more reported mental health problems [3,31], problems with reproductive health [32],
and deficient degrees of vaccination [33].

The Roma Human Development Report of 2003 clearly points out that Roma health in the included
survey countries (Bulgaria, the Czech Republic, Hungary, Romania, and the Slovak Republic) has
worsened during the last decade [34]. The Fundacion Secretariado Gitano (FSG) [35] confirms this
picture in a recent inventory on the health of the Roma community in Europe. Their report concludes
that poor housing, inadequate education, and difficulties in gaining access to and using healthcare
services, together with deficient health habits, all contribute to the poor health status, a high morbidity
rate, and a lower life expectancy of the European Roma vis-a-vis other Europeans.

Research on Roma people’s own perceptions of health is scarce. According to the FSG [35], the
Roma population perceives their own health to be quite similar to that of the rest of the European
population: 68% of Roma consider their health to be good or very good, compared to 66% of the
EU-27 population (EU-27 is the European Union of 27 Member States: Belgium, France, Germany,
Italy, Luxembourg, Netherlands, Denmark, Great Britain, Ireland, Portugal, Spain, Greece, Austria,
Finland, Sweden, Czech Republic, Estonia, Hungary, Latvia, Lithuania, Poland, Slovakia, Slovenia,
Malta, Cyprus, Bulgaria and Romania). This might be partly explained by the fact that the Roma
population in the countries studied was significantly younger than the non-Roma respondents.
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However, when the data were broken down by age the study found that 2% of the Roma population,
between the ages of 15 and 24, rated their health as poor or very poor, which is a bit higher than the
EU-27 population. The results are in line with the results of the earlier Roma Human Development
Report of 2003 [34], which found that even though the health of the Roma was considered poor from
the medical perspective, most of the respondents expressed their health, and that of their children,
as “good” or “tolerable”. The National Institute of Health in Sweden conducted a qualitative study
in 2011 [36] on how Roma themselves view Roma health and concluded that Roma perceive health as
an ideal state which they have difficulty to achieve. The study did not include statements on how the
informants perceived their health at the moment of the interview, though. Crondahl and Eklund [37]
showed that the Balkan Roma adolescents living in West Sweden perceive their health and well-being
as good. However, looking at Roma health from a salutogenic perspective [38], using Antonovsky’s
Sense of Coherence-scale (SOC), the Roma SOC was ranked lower than both the Swedish majority
and the Sami minority populations. Hassler and Eklund [38] claim this to be an indication of Roma
people’s marginalized situation in Sweden.

A known fact is that there is a lack of scientific research on the Roma in Sweden in several
areas [7,19,39]. There is little research, particularly on the Roma’s self-perception of their situation
regarding important factors such as health, well-being, coping strategies, and perceptions of education
related to quality of life and marginalization.

The aim of the study at hand is to describe how a group of Roma people in West Sweden
understand health, well-being, and quality of life, within the Roma context, and how they cope with
their life-situation. The study was the qualitative part of a baseline mapping of perceptions on health
and life-situation of the Roma people in West Sweden before the start of a two-year empowerment
project [40].

2. Theoretical Underpinnings of the Study

Several theories and models have been developed to explain the health concept. There is a general
agreement that health is a positive, dynamic, and multidimensional state and not only freedom from
disease. Further, health is associated with the individual’s situation and context, and allows him to
cope with the demands of life [41]. Consequently, health is the ability to resist the strains and stresses
of physical, mental, and social nature, so that stress does not lead to reduced life span, function, or
well-being [42,43]. For Antonovsky, health is not a healthy/sick dichotomy, but rather a continuum
with the ease (health) and disease (illness) poles. A person’s health or disease is determined, to a
significant extent, by his general attitude towards the world and his/her own life; his sense of
coherence. The more pronounced a person’s SOC, the healthier he/she should be and the more quickly
he/she will regain health and remain healthy. Antonovsky explains the sense of coherence concept
being as a global life orientation, including three components: people’s ability to comprehend what is
happening around them, the extent to which they are able to manage their life situation, and the ability
to find meaning in these situations.

WHO [43] defines health as “a resource for everyday life”. However, for people to achieve their
fullest health potential they need to be empowered to be able to take control over their own health and
its determinants [43,44]. Huber ef al. suggest [45] an elaborated health concept based on resilience or
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capacity to cope and maintain and restore one’s integrity, equilibrium, and sense of well-being.
Huber ef al. view health as “the ability to adapt and to self-manage” in physical, social, and mental
domains: In the physical domain a healthy organism is capable to maintain physiological homoeostasis
through changing circumstances; Health in the social domain can be regarded as a dynamic balance
between opportunities and limitations, shifting through life and affected by external conditions such as
social and environmental challenges. By successfully adapting to an illness, e.g., people are able to
work or to participate in social activities and feel healthy despite limitations. Huber ef al. connect the
mental domain to Antonovsky’s “sense of coherence” concept by claiming that the mental domain
includes a capacity to cope, recover from strong psychological stress, and prevent post-traumatic stress
disorders. Coping is seen as a response to a stressor, and is claimed to be a process composed of
resources, strategies and the meaning of coping [46].

Quality of Life (QoL) is a broader concept than personal health status. Lindstrom [47] defines QoL
as the total essence of existence of an individual, a group, or a society, as measured objectively and
perceived subjectively. QoL consists of global (macro environment, human rights, and policies),
external (work, economy, and housing), interpersonal (family, intimate ties between child and parents,
and extended networks), and personal spheres (self-esteem and basic mood). Objective conditions and
perceived subjective satisfaction are included in all dimensions. Lindstrom sees QoL as an individual’s
perception of their position in life in the context of the culture and value system where they live and in
relation to their goals, expectations, standards, and concerns.

The concept of well-being has been claimed to have both an affective and a cognitive
component [48—50], the latter of which also has been called as general life satisfaction [50-52]. Of the
two components, the affective has received wide attention by the researchers in comparison with the
interest on the cognitive, the general life satisfaction [48,53]. Life satisfaction is regarded as people’s
judgmental processes [48] in which individuals assess their quality of life on the basis of their own
unique set of criteria [54].

Gasper [51] divides well-being into two dimensions, objective and subjective well-being. Objective
well-being refers to a set of collectively agreed values such as, e.g., freedom of pain and the degree of
mobility, as well as constitutional factors (including physical disability) and environmental conditions
in the person’s life. The focus of subjective well-being is people’s personal evaluation of own lives.
Several studies have revealed that subjective well-being is scarcely connected to objective physical
health [55], but that subjective well-being, on the other hand, is an important indicator to QoL.
Diener [55] found that people’s adjustment to circumstances is connected to their ability to adjust their
goals in accordance with the new conditions. However, the factors that influence life satisfaction vary
remarkably in different societies. People belonging to collectivist cultures have a tendency to be
consulting with friends and family, and even norms, in evaluating their lives and judging whether they
are satisfied with it [55].

Research on people with serious and persistent disabilities show that their perceptions of QoL
(personal health and subjective well-being/life satisfaction perceived as good, are not concurrent with
their disability and objective health status [56]. This has been called the disability paradox. However,
in a study to examine why this is so, Albrecht and Devlieger found that disabled people who report a
high QoL have gained an understanding of their condition and have made their disability to make
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sense. They see their situation as it is and set goals from there, looking for resources that will help
them manage their lives.

3. Methods

The study focus was on adult Roma people living in the Western Region of Sweden (Vistra
Gotaland) in 2009. The data consisted of 27 qualitative interviews with 33 Roma people, 16 women
and 17 men, aged 18—64 years. At the moment of the interview, 19 out of the 33 respondents were doing
adult studies to complete their primary education. Those who were studying had either never had a job or
had worked occasionally in short periods. From the remaining 14, six had a job and eight were unemployed.

The Roma community is not easily accessible for a non-Roma researcher due to the Roma
community’s learned mistrust towards Swedish society, as stated above. Thus, the sampling was done
by convenience—and snowball techniques [57,58], with the assistance of two Roma gatekeepers, with
whom we had had earlier collaborations. These gate-keepers picked the first voluntary participants for
the interviews. The first interviewees then suggested further interviewees among their friends,
neighbors, and relatives living in the same region.

The interviews were conducted using an interview guide based on the themes found in
earlier studies on health, well-being and QoL, and on the salutogenic perspective on health [42]. The
interviews were conducted in interaction between the interviewer and the interviewee, as the
interviewees were not always comfortable with the Swedish language. The interviews were
tape-recorded and transcribed verbatim.

The data analysis was inspired by a phenomenological hermeneutical method developed by
Lindseth and Nordberg [59], who base their work on Paul Ricoeur’s philosophy [60]. The idea of their
method is phenomenological in the sense that the researchers try to understand the experiences
expressed in interview texts, which then need interpretation. The method is hermeneutical in the sense
that it includes dialectic movement between understanding and explanation through reflection towards
literature [59]. The method starts by formulating a ‘naive understanding’ of the text in an initial
reading, after which the text is divided into meaning units that are condensed and abstracted to form
sub-themes and main themes; The themes are reflected on in relation to the literature after which a
comprehensive understanding is formulated.

Von Zweck et al. [61], who base their views on several classic philosophers, conclude that the
advantage of hermeneutics is that it may serve as a strategy to address a broad range of research
questions, and it is flexible in interpreting information through a range of sources and theories.
Furthermore, as we were four researchers involved in the interpretation process, we felt that the
selected method provided us an explicit and practical tool, allowing us to create an enlightened
understanding on the unstructured phenomenon through combining our preknowledge in the analysis.
Lindseth and Norberg [59] reject the classical phenomenologists’ demand for an ‘uncontaminated’
interpretation, where the researchers should put their preknowledge into brackets. Lindseth and
Norberg’s phenomenological hermeneutical method emphasizes the preunderstanding as a tool for
constantly revising the preunderstandings, while interpreting the experiences expressed in the
interview texts. Lindseth and Norberg stress, however, that it is the researchers’ judgments about the
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factual data that is important to be put into brackets. This enables the researchers to become open to
the essential meanings implicit in the respondent’s expressions.

We divided the material between the four researchers, so that each of us had an equal number of
transcription text pages to analyze. We read first the interview text several times in order to
comprehend its meaning as a whole. (According to Lindseth and Nordberg this phase is called naive
reading). After this, we searched and identified themes, dividing the text in meaning units. These
sections were often comprised of several sentences. We started by filtering the main areas of the study,
perceptions of health, QoL, and sense of coherence (SOC), into separate sections. After the first rough
filtering of about half of the data, the study group compared their interpretations and notes to ensure
the validity of the analysis. In cases of disagreement whether an item belonged to the themes or areas
of the study, we discussed the items until we came to a shared understanding. This was followed by a
detailed analysis within the identified themes of the study in an inductive manner. In order to reach
valid interpretation we, once more, read the texts as a whole and reflected our findings towards our
previous knowledge and the literature. Thus, the findings emerged as a shared understanding of
the phenomena.

4. Findings
4.1. Perceptions of Health, Well-Being, and Quality of Life (QoL)

The respondents mainly understood the concept of health as “being healthy” and “feeling good”.
“Well-being” and “QoL” were explained as concepts describing whether a person feels that his/her life
is good/satisfactory. We interpreted the respondents’ perceptions of these concepts to approach their
understanding of the concept of health. The respondents made no distinction between the terms health
and QoL.

Pervading in the data was that the terms health, well-being, and QoL were often connected to the
respondents’ family situation and were seen as collective phenomenon rather than individual or
autonomous experiences.

“...Well, of course you feel better yourself when your family feels good and when you know everything is

just fine...”
“...And according to our tradition we do not think about our self, our concerns are about our children...”
Furthermore, the respondents seemed to emphasize the external and interpersonal spheres of the QoL.

“...Quality of life is the family, the job, all the things that we discussed earlier (e.g., well-being, good health,
that the whole family manages well, to have good economy). Quality of life is to be able to live as a human

being. One should not live for someone to trample you down...”

Almost all respondents perceived ‘being employed’ as one of the most important elements that
would influence their health positively. It was regarded as the main source of a good life. Having a job
would bring security, better economy and structure to the day, but also important social contacts. Job
was not regarded being in relation to exclusive housing or other material things, though.
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“...I’'m not aiming high in any way, that [ want to be someone special, or that I want to buy this and that. I
am living like an ordinary person, I do not want to be poor, but I do not want to be rich either. If I become
rich, then I become rich, but it is nothing that I am striving to. So I live like an ordinary person and I am

grateful to have my life situation as it is now...”

Rather, having a job was seen in connection to personal development. Work was seen to primarily
increase their status as individuals and role models for their children and other young people in the
community. Furthermore, work was considered to ensure the security and well-being of the whole
family and had a connection to the interviewees’ personal sphere by bringing structure to the day. The
respondents emphasized that they had realized that the most important bridge to the labor market and
to an improved QoL was education. These were only the respondents’ perceptions though, as most of
them did not have a job, neither a completed education. The respondents made it very clear that they
were not satisfied with this deficit in their life. The lack of education and employment was thereby
stated as the most important circumstance in need of change, both on an individual level and as for the
entire Roma community in order to improve their life chances.

“...Without an education it won’t work, everybody knows that. It is not like it was before in the world.

Nowadays you have to get an education...”

The respondents described that they put a great deal of effort into convincing their children that
there is a connection between well-being, security for the family and a formal education. There are
several reasons why many adult Roma in Sweden do not have an education, e.g., Swedish law and
regulations in the past, discrimination in school [2], and as some Roma note:

“...why should we go to school when no one wants to employ a Roma anyway? It feels unnecessary and a

waste of time...”

It is an interesting contradiction between what is said here and in the quote above—on the one hand
education is considered as important, on the other hand, education is perceived meaningless. Ideals and
reality seem to clash.

“...You have very few role models; you see very few who succeed within the Roma group. First and
foremost, I am the second generation who had the right and possibility to go to school. My parents were of
the generation when the law was changed; all of a sudden you had to go to school.... That happened pretty
recent.... So, we have not yet come very far regarding the awareness of what attending school is supposed to
lead to, and of what it provides. We have learned to manage without it and we have survived... besides, so far
we have also seen that education does not lead to anything, anyway. One does not get an employment, you
know! It’s incredibly difficult...”

Social support from family and friends (mainly from their own Roma community), the quality and
type of residential area, and the extent of involvement in society emerged as determining the
perception of health. Feeling free and secure in a country (the global sphere of QoL) were also perceived
as significant elements of health, as well as important values for their lives. By freedom and security,
the respondents meant a free choice to participate in social life on equal terms; e.g., to have the right to
attend school, to have a job, to live where and how they wish, to be able to move around freely at any
time, to keep their integrity and to be themselves, as well as to keep up with their traditions as they wish.
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“...When I go to the center here, then no one watches me or controls what I do, what I buy or what clothes
I’'m wearing, or what watch I’'m wearing or what necklace. They do not watch. Therefore it is better here

where I live now, I am more free....”

“...Because in Z, we were very much discriminated against by the group X. We did not have any freedom at
all. Always when we went somewhere, or went to the city, we had to constantly watch the clock. We had to
be back at home at 7 o’clock, because of these many rules.... they checked which families had much money
or who had a good economy, and then they went over there and took their money, properties and so. They

just wanted to oppress the Roma...”

Several respondents reported either being, or having been, depressed. Yet, despite depression and
diverse medical health problems, lack of education and employment, as well as difficult life events
including experienced discrimination and harassment, the respondents perceived their health and QoL
as good.

3

‘...Wellbeing and good QoL means that all are doing fine, doing normal. We are not poor and we are not
rich, we’re fine. We pass by every day, you know. We have clothes, we have food in the fridge, I can go to
my school and take a lunch, I can leave my children in school and I feel good about it, I can feel safe. That is

quality of life.... To see my children go to school with their friends.... That makes my day....”
4.2. Health, Well-being, and QoL of the Roma from a Salutogenic Perspective

The respondents talked about health, well-being, and QoL in terms of health as a resource and as an
ability to manage life.

“...I am building up my well-being; I’ll see, too, that | have a good quality of life that will act as a protection
against many adversities. The weaker I am mentally and physically, the easier I might be hit by adversities.
Throughout the times when I do not struggle with any adversity, [ try to gain as much strength and

prosperous as possible...”

“...I actually think that I handle difficult situations quite well. But that’s because I’'m feeling good, so that I
am able to cope with them. Then also, because you are feeling good yourself, right now, you will keep up
with it. But if you already are feeling bad when the tough situation comes, then handling a tough situation

will be much, much more difficult...”

Concerning manageability, the ways the respondents explained how they handled difficult
situations were to think positively and to follow their “survival strategies” over generations. The
respondents used the word survival strategies, the deeper content of which remained difficult to
understand, but were explained as something to gain strength and developed from experiences
of hardship.

“...I think that Roma generally have a very strong survival strategy, most of the Roma are people who do
survive, and this is, I think, something that is molded.... you will often find solutions to cope with the day. If
you have poor economy, then you will find other solutions, you can e.g., sew a canvas from nowhere, and
then you may sell it and you get bread for the day as well. And so it has been... a survival strategy. It is stuck,

this survival strategy, with some old traditions, like that, and with the community...”
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The findings indicate that there are different ways to react in a stressful situation. One could either
react in an active way, like to go for a walk, talk with friends, drink alcohol, or in some other way try
to reduce the stress. Optionally, one could stay passive or be neutral to the stressors, trying to adjust in
the situation, e.g., “being strong,” “having contact with God,” or “following traditions.” It seemed
important not to lose one’s sense of value as a person but still recognizing one’s own role in the
problem. The passive or neutral approach was perceived by the respondents as positive and seemed to
be the most common approach to manage stress.

“...It becomes like that, you are thinking...no worries! When I believe it will all turn out to be fine, then I
feel good too. I think you should talk about good things, not bad things. Bad things, I think, will only make
you feel worse. If you talk about good things you will feel better...”

29 ¢ 29 ¢

Expressions like to “set goals,” “test one’s limits,” “work harder,” “taking it easy,” “proceeding
step by step,” and “not giving up” in order to mitigate the experienced tensions were also frequently

emerging from the data.

“...You know that you will encounter setbacks, but of course, the worse the health, the worse the well-being,
and the harder it will be to face the adversity. When you face setbacks, then you can compare the setback
with earlier setbacks, and then maybe it turns out that this setback is nothing compared to what you already
have experienced, and then you do not take it seriously...I mean, that it does not hit you that much. Or
perhaps, if you feel good, and then a setback strikes you, then you think like ‘I am feeling fine'. My positive

feeling weights more than this adversity, and so I will overcome it...”

Destructive ways to manage stressors (e.g., gambling, smoking, drinking alcohol) were common
among the male respondents even though they were not perceived to abolish or ease their stressors, but
instead could give rise to new problems.

“...When I smoke I am completely relaxed, so I do not think about problems. When I’'m watching TV, I do
not think about the problems and so. That’s the reason why I smoke and why I started smoking, and also
because I have had some problems with the police, and other problems out there and problems at home....
After 5-6 years I found myself smoking every day and it was too much for me. Then I felt a bit ... I could not

breathe, I could not run as fast as before. Before, I had a good condition; I could play a lot of football...”

Specific to men in connection with the stories about managing difficult events, was also the
tendency to stress their better qualities: e.g., “I am a good man...” “I have a lot of friends...” and “I
am a hardworking man...” However, for many respondents, the ultimate coping strategy was turning
to God. The respondents told that the Roma people are often religious.

“...1did nothing really....I knew that it came from God, and I was just waiting: what more will happen now.

... It was God who helped me.... It’s God first, then comes the relatives...”

Still, what was considered most crucial to overcome stress and difficult life situations, were
fellowship and talking with friends and family to process personal problems.

“...When things get hard, we (the Roma) are never alone anyway. In tough situations, it is the whole family
(including my five siblings, and my relatives in town X) that keeps in touch whenever someone in the family

is struggling. I get back to them whenever they are in need, as well...”
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The respondents’ children were perceived to have the biggest impact in making the respondents’
life meaningful besides the possibility to get an education and to achieve the goals set by the school
(for those who went to school), followed by a feeling of success, motivated the respondents and
influenced whether they perceived life as meaningful. The respondents stated that life is full of various
challenges and that you have to be prepared for adversities. Some believed that what happens in life is
destined and that you cannot influence it yourself (i.e., out of the control of the individual: “it is not
possible to change things”, “everything happens for a reason that you cannot influence”, “life is a
chain of events”, “letting it be without thinking about it so much”, “it is written in the Bible”, and
“war”). However, the most common way to comprehend the world and explain what was happening all
around was the perception that it is only you yourself who can influence the situation (e.g., “explaining

29 9

to oneself the meaning of a situation”, “understanding the importance of education™,” thinking

positively”, “learning from mistakes”, “understanding it is one’s own fault that the problem exists”,
“children understand their parents’ commitment to them”, and “sacrificing now for a better future”).

“...You have to find yourself in the situation, so that, you must make the best of the situation, regardless of
what it is. One must find the positive in the negative, and then you have to build on that.... It’s hard. It’s very

difficult but my experience has shown that it is possible...”
4.3. Stress Factors

The hectic pace of life was experienced as most stressful by half of the respondents, both men and
women. The female respondents claimed to have a stressful life and no time for themselves, free from
housekeeping, children, or parents/parents in law. They felt that some spare time would increase their
QoL. Those male respondents who had a job described their employments and positions as unsecure
and therefore stressful.

“...I worked there for two years then I couldn’t do it anymore. I was too tired. I never got any regular or
fixed jobs. They just called whenever they needed me, and I could never say no as I did not know when they

would need me the next time....”

“...I come home from work, pick up the kids from daycare, fix something to eat, and then I go to school, The

whole time, even in free time, you do not feel free, I can never relax...”

The respondents were afraid that if they were absent from the workplace they would be replaced.
Violence and bullying, (particularly bullying of the respondents’ children at school or play yard),
discrimination, and threatening neighbors, were also mentioned as stressors, as well as issues like
divorce, death, and disease of people close to them, and also daily small dilemmas. However, for those
who had experienced war and persecution in their home country, the constraints of leaving their
properties, friends, and everything they had built their life on, were mentioned as the most serious
stress factors.

“...When I left my home country, it felt like we were going nowhere. You are leaving everything you have,
the family and the little home you had.... You do not know where you are, who you will meet, what will

happen to those you have left back home, or what will happen at all. You have no contacts, nothing...”
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5. Discussion on the Core Findings

We assumed that the Sense of Coherence (SOC) is a global life orientation [42] with people’s
abilities to comprehend what is happening around them, to manage the situations, and to find meaning
in these situations. Against all odds the interviewed Roma people reported to hold a good subjective
health, feel well, and have a good quality of life. The Roma saw “health” as being healthy or to feel
good, and considered health as an ability to manage life and as a resource for good life.

The respondents saw health, well-being, and QoL through the perspective of their families. The
family was number one in almost all the respondents’ lives with the exception of those who set
God/religion before the family. If the respondent’s family was doing fine, then the respondent was also
feeling good. Whenever there were problems of some kind, they reported to turn to their family. Roma
people belong to a collectivist culture. Collectivist cultures do tend to, according to Diener [55],
consult with friends, family, and their norms, when valuing their lives and whether they consider
themselves being satisfied. Likewise, people in a collectivist society may be more likely to sacrifice
their personal happiness to do their duty. The sense of satisfaction from doing the right thing, however,
may feel more rewarding when the doing of the right thing is congruent with the person’s own desires
and does not require explicit sacrifices [55]. The respondents reported that material goods would not
make them happier, if only they had their basic needs fulfilled, like housing and food. What were
experienced as important were non-material aspects such as family, education, and work. This cultural
aspect supports the view of WHO [11], which views QoL towards the context of the culture, value
system, and society where the individual lives. The level of QoL and well-being is set by the
satisfaction of non-material needs rather than material needs. An explanation for the reported good
health, well-being, and QoL, might also be found in the Roma people’s strong social ties with their
core and extended family, which probably served as general resistance resources [42] towards stress
and difficulties in life.

According to the results, having a job and a completed education verified with a certificate, or at
least an access to education, were further core factors of health (while they also simultaneously say
that there is no point to educate themselves, as the employers do not seem to be willing to employ
Roma). Nevertheless, even though the majority of the informants were lacking these crucial elements,
they reported that their health and QoL were good, which according to Albrecht and Devlieger [56]
could be seen as a disability paradox. Diener [55] explains the disability paradox with the concept of
‘adaptation’: As people develop successful strategies for coping with life events, they adapt to the new
situation; they find a new meaning in the situation and consequently, after a while the new situation is
not influencing their perceptions of subjective well-being or QoL anymore. Huber et al. [45] define
health as being a person’s ability to self-manage and adapt according to the circumstances.
Accordingly, a person with bad objective health, e.g., disabilities or illness, actually may perceive
good health if he manages to adapt and cope with his situation. Consequently, if health is to adapt and
cope with various situations, then it also is a resource for managing life [43]. Health seen as a resource
and the ability to adapt and self-manage are, as we see it, the explanations for the disability paradox.

Another question is whether, it is possible to adapt to new circumstances if the person remains
passive or neutral, which were shown to be some of the coping strategies of the interviewed Roma? If
a person does not take action in order to adapt, he might remain in an unwanted situation and
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consequently, perceive his health and QoL as unsatisfactory. Health might still be a resource, but the
passive person does not know how to make use of, or release it, in order to adapt or cope.

Being employed was a crucial factor for the good life and subjective health. In the Swedish society,
being employed is an indicator of objective well-being. According to the society’s expectations, all
people of working age ought to have a job. If this is not the case, you are expected to feel bad. Eid and
Diener [49] found that people may respond to subjective well-being scales in socially desirable ways.
If they believe that happiness is normatively appropriate, they may report that they are happier than
other types of assessments may indicate. Being employed or not influences the person’s subjective
well-being as it has an impact on the personal sphere, the person’s mood, and feelings.
Van Cleemput ef al. [62] show that Roma people also tend to normalize and accept having poor health.
So, it might be that unemployment has become a “normal” condition, in which the Roma have gotten
used to. Unemployment among Roma in Sweden is high, estimated as 90% by SOU 2010 [2], and has
been so for generations. Consequently, it might be that being unemployed does not have the same
degree of impact on Roma people’s subjective well-being as it does on non-Roma (in addition,
according to the respondents, remaining unemployed was sometimes a better option than being a target
for discrimination and harassment at the work place.) We want to point out, however, that this does not
mean that the Roma do not care about being unemployed. One of our core findings distinctly shows
that the respondents do perceive employment as essential for health, well-being, and QoL. Even
though the respondents were not happy with their unemployment, they had learned to cope with it.
Moreover, Eid and Diener [49] found that situational factors (in this case unemployment) usually pale
in comparison with long-term influences on well-being measures (in this case diverse coping strategies
such as support from social networks, “survival strategies” and adaptability).

Among non-Roma, there is a general understanding that when the Roma people talk about
‘freedom’, they mean that they do not need to fulfill a citizen’s obligations, and that they do not need
to follow laws and regulations (e.g., going to school, having permanent settlements, and paying taxes).
This study, however, shows that this is just a prejudice, which the respondents meet and try to
overcome. By freedom, the respondents meant a free choice to participate in social life on equal terms.
Our results regarding this issue are also in line with the findings of a study on Roma adolescents’
perceptions on health and QoL [37].

When it comes to the respondents’ view that freedom and security are significant factors of a good
life, we need to bear in mind not only experiences of war, but also the long devastating history of the
Roma people living with persecution and exclusion. Discrimination and racism have proven to have a
negative impact on health [15,17,18,63,64]. The question remains, how can it be that Roma people
perceive their health and QoL to be good? How is it ever possible to adapt to a situation of almost
daily experiences of discrimination and exclusion? The answer might partly be related to the
measurements used. Most of the studies measuring minority health have (e.g., [15,17]) been based on
positivist quantitative instruments designed by the non-Roma society, where the ‘standards’ of
objective health come from. Using these instruments the research results show mainly poor health
among Roma. Our study was, in contrast, based on subjective perceptions on health, well-being, and
QoL and searched for the respondents own evaluations on what is health for them personally. The
objective and the subjective perceptions constituted significant differences and, as discussed above, a
health paradox. Our suggestion is that this paradox is connected with the fact that the Roma are a
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collectivist group. The Roma perceive the concept of health as a collective phenomenon. Thus, it is the
collective health that counts. When being within their Roma community, the respondents felt good,
safe, and satisfaction with their lives. The respondents expressed a strong sense of basic trust in their
family and relatives, which may be explained by the tight social bonds within Roma families and
communities. The internalized traditions, values, customs, etc., are assets (cultural capital) that
function as a buffer against stress and difficult life situations within the Roma community, become less
of a value outside the Roma society. The “inside” world was perceived as reliable and predictable.
However, many of the Roma respondents had been met with negative attitudes by the non-Roma
society, which they claimed to be the reason why their trust in the non-Roma people and society was
low or sometimes even totally lacking. So the question remains, how sustainable is the perception of
feeling good and satisfaction with QoL, when the Roma leaves the secure Roma community network
and enters the “outside world”?

6. Conclusions

According to the results, having a job and an education were core factors of health for the
interviewed Roma. The respondents saw health, well-being, and QoL through the perspective of their
entire family rather than through individual experiences.

Our findings indicate that the respondents viewed health as a resource [43] and an ability to
self-manage [45,55]. The Roma people have, and probably will continue to survive, with those
survival strategies, which they have developed throughout decenniums. It seems obvious that the
strong sense of community, staying close to their families and social network, as well as holding on to
traditions, are significant parts of the coping mechanism behind the paradox that the respondents in our
study, against all odds, perceived a good subjective health, well-being, and quality of life.

In the material, it could also be seen how the respondents went back and forth between the inside
and outside worlds, and how their health indicators differed depending on the context they spoke of.
At the same time as they described health problems, they argued that they have a good subjective
health and quality of life. Not only can this be understood as a consequence of the collectivist identity
as such, but also how this also comes into play in the interview situation with its specific mix of inside
and outside worlds. The interviewer represented the outside world, but the interview also gave the
opportunity for the interviewees to show and take pride of their inside worlds. This pride should not be
neglected. What did the Roma interviewees want to communicate with this? This probably indicates
the problems of everyday life of the collective, but also the strength and pride of their self-identity.
Declaring yourself healthy and having a good quality of life, regardless of the obvious stress of the
life-situation, is also a way of telling the researcher—as a representative of the outside world—that it
is not with the Roma people that the problems lie. The problems, and their health consequences, are
parts of the outside world. It is therefore there that the change should come from. The issue of
declaring health status here, thus, also takes place within the process of identity construction.

7. Limitations of the Study and Implications for Future Action

Some limitations of the study that are worth reflecting on are concerned with the epistemological
question - the relation between the Roma respondents and the non-Roma interviewers. In the interview
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situation as such, the Roma respondents were positioned in an unequal power relation; they belonged
to a national minority group and many of them were unemployed. On the other hand, the interviewers
were researchers belonging to the majority society. This, in addition to the Roma community’s learned
mistrust towards the Swedish society and its members might have influenced the interviewees’
responses. We found that the respondents portrayed their views on their health and well-being as
somehow paradoxical, but also by directing the attention towards social aspects rather than clinical
ones. They expressed work, education, belonging and family relationships as more important for
well-being than clinically observed ill-health or any health/risk behavior (smoking, alcohol use, efc.).
We consider this as an important finding, which the social and public health professionals should be
aware of when planning future interventions and policies regarding efforts to tackle social exclusion of
Roma people in Europe.
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