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Abstract

Schizophrenia as mental illness is defined in terms of diagnostic criteria which
do not include the full range of psychosocial difficulties that shape the lived
experience of persons with this diagnosis and affect their quality of life. The
biopsychosocial approach found in the World Health Organization’s International
Classification of Functioning, Disability and Health — ICF seems to be promising
solution. The psychosocial difficulties (PSDs), as defined in it, are impairments,
activity limitations and participation restrictions. Impairments and activity
limitations are components of a person’s health state. Participation restrictions go
beyond the health state — they are restrictions in a person’s functioning in his or her
actual environment. Quality of life, on the other hand, is the subjective appraisal of
impairments, activity limitations and participation restrictions. In the most recent
systematic literature review the most relevant PSDs associated with schizophrenia
are: cognitive functions and emotional functions, relationships with others,
employment, participating in social activities. The themes from the patients’
narratives indicate the same ones. The effective mental health services provision, as
well as implementation of adequate social interventions should help users to
overcome these difficulties. The idea of the training which focuses on common
understanding regarding psychosocial difficulties as barriers to social inclusion, and
guidance for future research seems to be obligatory in postgraduate curricula for
mental health providers.

Introduction

The personal, social and economic costs of brain disorders have been
underestimated for decades because of the lack of valid and acceptable information
(Andlin-Sobocki et al., 2005) and the reviews of such studies (Wittchen & Jacob,
2005). This is because these disorders are defined in terms of diagnostic criteria
which, though invaluable in identifying the underlying health problem and its
etiology, do not include the full range of psychosocial difficulties that actually shape
the life experience of persons with these disorders and affect their quality of life.

The aim of this paper is to share with academics and mental health providers
ideas on psychosocial difficulties (PSDs) with regard to the biopsychosocial
approach found in the World Health Organization’s International Classification of
Functioning, Disability and Health — ICF (WHO, 2001).

Although, up until now the application of the ICF in psychiatry (Alvarez, 2012)
and social sciences was rather limited it can serve as a basis for creating instruments
comprehensively assessing psychosocial outcomes in mental disorders that could be
of use in both research and clinical praxis — more effective training interventions,
and monitoring their impact over time in terms of what really matters to patients and
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caregivers. It might be also useful in terms of mental health providers’ postgraduate
education aiming at users’ empowerment and social inclusion.

Biopsychosocial (BPS) model

The term “biopsychosocial model” is associated with the name of George Engel,
the internist, psychiatrist, and psychoanalyst. His background in medicine and
psychoanalysis inclined him to look for cross-links among illness, personal
development, and life situation. His model responds to three problems in medical
thinking that he considered as the causes for dehumanizing care: the dualistic nature
of the medical model, with its separation of body and mind; the materialistic and
reductionist orientation of medical thinking; the influence of the observer on the
observed. The author provided a rationale for including the human dimension of
both the clinician and the patient for a comprehensive treatment as well as for a
scientific study — clinical formulations based on the BPS model give equal weight to
the clinical data in the biological, psychological, and social spheres. All dimensions
of the clinical domain function interdependently and reciprocally (Engel, 1997;
White, 2005). Since Engel’s publication (1997) the biopsychosocial model was put
on the undergraduate and postgraduate teaching agenda in medical schools across
the world and on the educational programme of residency training in psychiatry and
psychology in many places.

The International Classification of Functioning, Disability and Health — ICF

The International Classification of Functioning, Disability and Health (ICF)
published by the World Health Organization (WHQO) in 2001 is based on the
biopsychosocial model (BPS) of health and disability. It was developed as an
international language to describe the consequences of health conditions at the
individual and societal levels.

Psychosocial difficulties arise from the interaction of the psychological and the
social factors — hence are not direct consequences of the health condition alone but
are outcomes of the interaction between the health condition and contextual factors.
They are not the factors that produce an intrinsic decrease in functioning, but also in
terms of the physical, social and attitudinal environment that gives the true measure
of the impact of brain disorders on people’s lives. This social and attitudinal
environment, especially in the case of mental illness, includes barriers such as
misunderstanding, stigma and discrimination, as well as the absence of social
policies to accommodate people with brain disorders in the workplace and in society
(WHO, 2001). The absence of such environmental factors is a concurrent reason of
functioning decrement — hence social exclusion.

The psychosocial difficulties, as defined in the International Classification of
Functioning, Disability and Health — ICF (WHO, 2001), are impairments, activity
limitations and participation restrictions. Impairments and activity limitations are
components of a person’s health state. Participation restrictions go beyond the health
state to include restrictions in a person’s performance of actions, tasks and behaviors
in his or her actual environment. Quality of life, on the other hand, is the subjective
appraisal of impairments, activity limitations and participation restrictions (Cieza et
al., 2008).

Psychosocial difficulties (PSDs) experienced by people with schizophrenia —
literature review
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Schizophrenia is consistently demonstrated to have a major negative impact on
quality of life (Marwaha et al., 2008; Thornicroft et al., 2004; Ritsner & Gibel,
2007), linked with disempowerment (Kilian et al., 2003; Longden, 2010) and social
exclusion (Marwaha & Johnson, 2004; Meesters et al., 2010).

Several literature reviews analyzed various aspects of psychosocial difficulties
in schizophrenia, such as psychopathological symptoms (Mékinen et al., 2008) or
impairments of basic cognition (Szdke et al., 2008), social cognition (Penn et al.,
2008), emotional experience (Cohen & Minor, 2010), social functioning (Meesters
et al., 2010), vocational functioning (Marwaha & Johnson, 2004) and quality of life
(Eack & Newhill, 2007) but failed to systematically synthesize the data across the
entire breadth of psychosocial problems experienced by people with this disease
since there is lack of consensus how to define psychosocial outcomes (Figueira &
Brissos, 2011).

In accordance with the ICF framework, psychosocial difficulties associated with
schizophrenia can be characterized as impairments of mental functions (such as
emotional functions) activity limitations, and participation restrictions in such
domains as work, family life and leisure activities. Environmental factors such as
stigma, a supportive family as well as personal factors, such as confidence in one’s
ability to overcome difficulties, can have a positive or negative impact on PSDs.

The systematic literature review (Switaj et al., 2012) confirms that psychosocial
problems encountered by people with schizophrenia in their daily lives are very
diverse. The most frequently addressed PSDs were related to the areas of
psychopathology, overall disability and functioning, relationships with others,
cognitive functions, emotional functions, quality of life and wellbeing, employment,
and energy and drive. This pattern of findings well reflects the common
understanding of unfavorable schizophrenia course and outcome as a socially
excluding disease manifesting itself by positive, negative, cognitive, mood and
motor symptoms, variable degrees of functional, social and occupational
impairments, and marked worsening of both objective and subjective indicators of
quality of life.

Psychosocial difficulties (PSDs) experienced by people with schizophrenia —

lived experience

A qualitative study using focus group methodology (Lehoux et al., 2006; Rees
et al., 2007) was conducted in Warsaw to identify and explore the significance of the
PSDs experienced by people with lived experience of schizophrenia. The
recruitment of participants and data collection were performed by health
professionals: one psychiatrist, one psychologist at the clinical centre. A maximum
variation strategy regarding age, gender and severity of the health condition was
used to ensure a wide range of views and perspectives. Eight patients, one moderator
and an assistant discussed the themes, which were initiative by the moderator: What
are your difficulties in everyday life? Which of these difficulties trouble you most?
How these difficulties affect your life? When did they start to be a difficulty? Why do
you think this difficulty started? Have you notice any changes in regards these
difficulties over the time? Why do you think these difficulties get worse or better,
come and go?

The main themes concerning the determinants of PSD included the illness itself,
lack of public knowledge and understanding, the media’s contribution to unhelpful
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negative public image, negative or ignorant attitudes of mental health service
workers, lack of continuity and long term view and limited resources. The PSDs
identified were stigma, marginalization ...when | got schizophrenia my world
changed! It was like a life sentence of rejection and poverty. | became instantly
different, omitted, excluded and vulnerable. The challenges include not only the
illness itself, but also other people’s fear and ignorance..., discrimination, social
withdrawal, disengagement, loneliness ...even my closest friend disappeared when |
told him about my illness..., fear, despair and helplessness, problems with
relationships and interpersonal skills (affecting family, intimate and occupational
relationships), frustrations with mental health services ...being in hospital is really
traumatic, there is always the fear of involuntary commitment, you can’t talk freely,
so you tell them what they want to hear and wait to be rescued. | think all health
professionals should be taught listen more carefully and give clear information
about what they think is the matter with you..., problems with self-esteem and
overprotection, un-met needs for social reciprocity, constancy, hope and
understanding, problems with finding and keeping work ...I suppose | know now
that | will never work and achieve what | originally wanted to do in life, I lost my
first job because people eventually found out | was ill. | feel helpless but | am trying
to accept it. 1 would really like find a proper job. | heard from a friend that
supported-employment programmes can work ... and a place to live.

For mental health providers and planners, relating these life experiences to
clinical one can provide a tool for facilitating deeper levels of understanding
between them and their clients, working towards a common understanding of the
issues that really matter to those experiencing schizophrenia. This has the potential
of informing research development, public attitudes as well as services provision
and social inclusion.

Psychosocial difficulties and empowering strategies

Now in management, education (Kellerl & Dansereaul, 1995; Boomer, 1982),
and mental health (Anczewska & Wciodrka, 2007) empowerment is understood as a
complex concept. It encompasses a number of phenomena relating to changing the
intra-psychic and behavioral dimensions of people themselves. It fosters personal
growth (gaining a sense of control and self-efficacy, self-awareness and self-
acceptance, self-regulation); skills development; better understanding and utilisation
of one’s social role. The ideology applied to the individual equips him/her with an
instrument of self-determination, provides competency awareness, strengthens self-
esteem and increases stress resilience. It combines both process and outcome. The
key issue seems to be that empowerment as a growth process of an individual should
be supported and encouraged by the group structure within which he or she is
working to promote learning. Engaging people with schizophrenia experience in
structured organized activities that link them to each other and to institutions
enhances their self-awareness and social achievement, improves mental health and
reduces possible social exclusion. Empowering them (both intrapersonally and
interpersonally) to take control to lead functional and fulfilling lives help them meet
their needs for power and belonging, enables to pursue their goals and personal
development.
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Conclusions

The paper illustrates the broad scope and diversity of psychosocial difficulties,
as framed by the biopsychosocial approach in the World Health Organization’s
International Classification of Functioning, Disability and Health — ICF, found in the
literature and in the qualitative users’ narratives.

The effective mental health services provision, as well as implementation of
adequate social interventions should help users to overcome these difficulties —
hence to gain control of their lives and instil in them motivation to reclaim their
position in the community.

The idea of the training which focuses on common understanding regarding
psychosocial difficulties as barriers to social inclusion, better intervention targeting
and guidance for future research seems to be obligatory in postgraduate curricula for
mental health providers.

When planning longitudinal or cross-national research the psychosocial
difficulties from the patients’ perspective should be implemented.

Acknowledgements

The paper is worked out within the scope of the EU funded project
“Psychosocial fActors Relevant to brAin DISorders in Europe (PARADISE)”
(http://paradiseproject.eu/). The project has received funding from the European
Community’s Seventh Framework Programme (FP7/2007-2013) under grant
agreement n°® 241572.

References

Alvarez, A. S. (2012): The application of the international classification of functioning,
disability, and health in psychiatry: possible reasons for the lack of implementation.
American Journal of Physical Medicine and Rehabilitation, 92(13 suppl. 1), 69-73.

Anczewska, M. & Weciodrka, J. (Eds.) (2007): Umacnianie — nadzieja czy uprzedzenia.
Warszawa: Instytut Psychiatrii i Neurologii, Warszawa.

Andlin-Sobocki, P., Jonsson, B., Wittchen, H-U. & Olesen, J. (2005): Cost of disorders of the
brain in Europe. European Journal of Neurology, 12 (suppl. 1), 1-27.

Boomer, G. (1982): Turning on the learning power: introductory notes. In: G. Boomer (Ed.)
Negotiating the curriculum: a teacher-student partnership (pp. 2-7), NSW. Australia:
Ashton Scholastic.

Cieza, A., Bickenbach, J. & Chatterji, S. (2008): The International Classification of
Functioning Disability and Health as a conceptual platform to specify and discuss health-
related concepts. Das Gesundheitswesen, 70(10), 47-56.

Cohen, A. S. & Minor, K. S. (2010): Emotional experience in patients with schizophrenia
revisited: meta-analysis of laboratory studies. Schizophrenia Bulletin, 36, 143-150.

Eack, S. M. & Newhill, C. E. (2007): Psychiatric symptoms and quality of life in
schizophrenia: a meta-analysis. Schizophrenia Bulletin, 33, 1225-1237.

Engel, G. L. (1977): The need for a new medical model: a challenge for biomedicine. Science,
196, 129-136.

Figueira, M. L. & Brissos, S. (2011): Measuring psychosocial outcomes in schizophrenia
patients. Current Opinion in Psychiatry, 24, 91-99.


http://paradiseproject.eu/

298 Psychosocial difficulties experienced by people diagnosed with schizophrenia — barriers to social inclusion

Kilian, R., Lindenbach, 1., Lébig, U., Uhle, M., Petscheleit, A. & Angermeyer, M. C. (2003):
Indicators of empowerment and disempowerment in the subjective evaluation of the
psychiatric treatment process by persons with severe and persistent mental illness: a
qualitative and quantitative analysis. Social Science & Medicine, 57(6), 1127-1142.

Lehoux, P., Poland, B. & Daudelin, G. (2006): Focus group research and "the patient's view".
Social Science & Medicine, 63(8), 2091-2104.

Longden, E. (2010): Making sense of voices: a personal story of recovery. Psychosis, 2(3),
255-259.

Makinen, J., Miettunen, J., Isohanni, M. & Koponen, H. (2008): Negative symptoms in
schizophrenia — a review. Nordic Journal of Psychiatry, 62, 334-341.

Marwaha, S. & Johnson, S. (2004): Schizophrenia and employment. Social Psychiatry and
Psychiatric Epidemiology, 39, 337-349.

Marwaha, S., Johnson, S., Bebbington, P., Angermeyer, M. C., Brugha, T., Azorin, J. M.,
Kilian, R., Kornfeld, A., Toumi, M. & EuroSC Study Group (2008): Correlates of
subjective quality of life in people with schizophrenia: findings from the EuroSC study.
Journal of Nervous and Mental Disorders, 196(2), 87-94.

Meesters, P. D., Stek, M. L., Comijs, H. C., de Haan, L., Patterson, T. L., Eikelenboom, P. &
Beekman, A. T. (2010): Social functioning among older community-dwelling patients
with schizophrenia: a review. American Journal of Geriatric Psychiatry, 18, 862-878.

Penn, D. L., Sanna, L. J. & Roberts, D. L. (2008): Social cognition in schizophrenia: an
overview. Schizophrenia Bulletin, 34, 408-411.

Rees, C., Knight, L. & Wilkinson, C. (2007): “User Involvement Is a Sine Qua Non, Almost,
in Medical Education”: Learning with Rather than Just About Health and Social Care
Service Users. Advances in Health Sciences Education, 12(3), 359-390.

Ritsner, M. S. & Gibel, A. (2007): Quality of life impairment syndrome in schizophrenia. In:
M. S. Ritsner & A. G. Awad (Eds.) Quality of life impairment in schizophrenia, mood
and anxiety disorders: new perspectives on research and treatment (pp. 173-226).
Dordrecht: Springer.

Switaj, P., Anczewska, M., Chrostek, A., Sabariego, C., Cieza, A., Bickenbach, J. & Chatterji,
S. (2012): Disability and schizophrenia: a systematic review of experienced psychosocial
difficulties. BMC Psychiatry, 12, 193, doi:10.1186/1471-244X-12-193 Last accessed 20
January 2013.

Szoke, A., Trandafir, A., Dupont, M-E., Méary, A., Schirhoff, F. & Leboyer, M. (2008):
Longitudinal studies of cognition in schizophrenia: meta-analysis. British Journal of
Psychiatry, 192, 248-257.

Thornicroft, G., Tansella, M., Becker, T., Knapp, M., Leese, M., Schene, A., Vazquez-
Barquero, J. L. & EPSILON Study Group (2004): The personal impact of schizophrenia
in Europe. Schizophrenia Research, 69(2-3), 125-132.

White, P. (Ed.) (2005): Biopsychosocial medicine: an integrated approach in understanding
illness. Oxford University Press.

Wittchen, H-U. & Jacab, F. (2005): Size and burden of mental disorders in Europe — a critical
review and appraisal of 27 studies. European Neuropsychopharmacology, 15, 357-376.

Wittchen, H. U., Jacob, F., Rehm, J., Gustavsson, A., Svensson, M., Jénsson, B., Olesen, J.,
Allgulander, C., Alonso, J., Faravelli, C., Fratiglioni, L., Jennum, P., Lieb, R., Maercker,
A., van Os, J., Preisig, M., Salvador-Carulla, L., Simon, R. & Steinhausen H.-C. (2011):
The size and burden of mental disorders and other disorders of the brain in Europe 2010.
European Neuropsychopharmacology, 21(9), 655-679.


http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726
http://www.sciencedirect.com/science/article/pii/S0924977X11001726

Marta Anczewska, Piotr Switaj, Joanna Roszczyriska-Michta, Anna Chrostek, Katarzyna Charzyriska 299

World Health Organization (2001): International Classification of Functioning, Disability
and Health: ICF. Geneva: World Health Organization.

Marta Anczewska
First Department of Psychiatry, Institute of Psychiatry and Neurology, Warsaw,
Poland

Piotr Switaj
First Department of Psychiatry, Institute of Psychiatry and Neurology, Warsaw,
Poland

Joanna Roszczynska-Michta
Institute of Psychiatry and Neurology, Warsaw, Poland

Anna Chrostek
First Department of Psychiatry, Institute of Psychiatry and Neurology, Warsaw,
Poland

Katarzyna Charzynska
Rehabilitation in Psychiatry Clinic, Institute of Psychiatry and Neurology, Warsaw,
Poland



