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Abstract:  Schizophrenia is a disability state which is debilitating and chronic, and affects not only those who are diagnosed but also 

the families and care givers who are dealing with such a person. Although a long-standing tendency of psychiatric research has 

focused on the biological explanation and the pharmaceutical cure, the recent literature indicates that the lived experiences, 

expressed through the narratives of patients and the testimonies of caregivers, are vital (Woods et al.2011). The dissertation 

references a systematic review of the existing empirical studies as well as autobiographical/biographical articles on schizophrenia, 

compiling over forty studies of research as well as ten large narrative texts. This includes the detailed study of autobiographies of 

Elyn Saks (The Center Cannot Hold), Patrick and Henry Cockburn (Henrys Demons), Susan Sheehan (Is There No Place on Earth 

for Me?), Ken Steele (The Day the Voices Stopped), and Erin Hawkes (When Quietness Came) gave direct insight of how the 

patient looked at the situation, whereas the biographies of Mark Lukach (My Lovely Wife in the Psych Ward), E. Fuller Torrey 

(Surviving Schizophrenia), JessieClose (Resilience), Rand. 

This establishes major themes as stigma, identity disruption, treatment issues, emotional and financial burden, coping strategies, 

and resilience. The stories of patients indicate the research results of the battle between autonomy, whereas those of the caregivers 

reflect the evidence of stress, coping, and both beneficial and adverse aspects of caregiving. Integration of narrative literature and 

scientific literature implies that psychiatry should cease its focus on symptom control and shift to holistic and patient and family 

centered care (Saks, 2007; Steele & Berman, 2001). The conclusion to this review is the opinion that lived experiences are invaluable 

in informing and shaping the clinical practice, as well as challenging the stigmatization, thus providing a more inclusive concept of 

schizophrenia. 

I. INTRODUCTION 

Schizophrenia is a chronic mental issue, which is severe in nature and impacts about 20 million individuals in the world (World 

Health Organization, 2022). It is a disorder of thought, perception, affect, and behavior in which it has a severe disturbance. Profiling 

of the ability of an individual to operate in the normal course of the daily life. Other than the clinical symptoms like hallucinations, 

delusions, disorganized speech, and cognitive deficits, schizophrenia has great psychosocial implications. It not only impacts the 

personal diagnosis and condition is also transmitted to their families, caregivers and communities at large. 

In the past, studies and clinical practice of schizophrenia have been controlled by biomedical theories and pharmacological 

treatments (Insel, 2010). Although medication is still the most important aspect of managing the symptoms, an increasing movement 

acknowledges the importance of assessing lived experience of both patients and caregivers (Anthony, 1993). The accounts of 

patients can gain important information about the subjectivity of psychosis, recovery, stigma, and resilience, whereas the accounts 

of caregivers can shed light on the unnoticed burdens, coping methods, and adjustments of long-term care (Awad &Voruganti, 

2008). 

 

1.1 Rationale of the Study 

Even though biomedical research has enhanced treatment choices, the psychosocial aspect of schizophrenia has not been well-

explored in the general psychiatric sources. Most patients have complained of being sidelined in mental health systems that focus 

on treatment of symptoms at the expense of comprehensive wellness. Similarly, caregivers- in most cases, family members. suffer 

emotionally, have money problems, and are socially isolated but are often not represented when making policy and service plans. 
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This paper is part of a new trend in the field of psychiatry and psychology to give lived experience the importance needed as 

evidence. It synthesizes scientific studies and individual experiences, synthesizing: 

1. Improves cognition regarding the subjectivity of schizophrenia. 

2. Enhances the marginal voices of the patients and caregivers. 

3. Educates about more caring and holistic clinical practice. 

4. Gives testimony as an element of anti-stigma efforts and support systems to caregivers. 

5. Outlines the areas that need to be filled with the research. 

 

1.2 Research Aim 

This paper is aimed at reviewing and synthesizing the literature that has been made on the lived experiences of schizophrenia using 

the dual perspective that includes the patient and the caregiver. 

 

1.3 Research Objectives 

To study Schizophrenia: From the eyes of Patients and Caregivers 

 

1.4 Research Questions 

Q. What do the accounts of living with schizophrenia reveal about patients? 

Q. What are the perceptions and experiences of caregivers who have to deal with schizophrenic patients? 

Q. How do the views of the patients and those of the caregivers come to intertwine or come apart? 

Q. So what do these lived experiences imply on clinical practice, policy, and stigma reduction? 

 

II. REVIEW OF LITERATURE 

 

The chapter analyzes academic and narrative literature concerning schizophrenia considering how it affects the individual who is 

diagnosed and their caretakers. The review is structured in terms of key themes that are repeated throughout the literature: symptom 

experience and identity disruption, stigma and social exclusion, treatment experiences and autonomy, recovery and resilience, the 

burden of caregiving and coping, cultural/contextual influences, and trends and gaps in methodology. 

 

2.1 Theoretical and Conceptual Background 

In the past, schizophrenia has been conceptualized in biomedical and neurobiological explanatory paradigms of etiology and 

symptom management (Insel, 2010). Nevertheless, psychosocial models - the biopsychosocial model, the stress-vulnerability model 

and the recovery model have gradually taken a root. Engel Biopsychosocial model highlights that biological vulnerability interacts 

with psychological processes and social situations (Engel, 1977; Eisenberg, 1986) whereas recovery model focuses on personal 

meaning, agency and social inclusion as the most important in well-being (Anthony, 1993; Davidson et al, 2005). These theories 

offer a conceptual scaffolding in the interpretation of the literature on lived experience and caregiving with the focus that is not on 

symptom counts but on identity, relationships, and quality of life (Kleinman, 1988). 

 

2.2 Research on Patients’ & Caregivers’ Experience 

 

1. Symptom Experience and Identity Disruption 

It has been repeatedly found by qualitative research that psychotic symptoms (auditory hallucinations, paranoid ideation, 

disorganized thinking) severely disrupt the sense of self and continuity of an individual. According to longitudinal interview studies, 

identity disruption not only occurs as a direct consequence of acute psychosis but is also a persistent problem during recovery 

periods (Bury, 1982). Autobiographies like The Center Cannot Hold by Elyn Saks and stories gathered in qualitative studies are 

some of the ways that people explain their experience of being split, alienated or at siege by what others can hardly imagine (Saks, 

2007). It is reported that identity reconstruction is a cyclic process, which entails the redefinition of self, the renegotiation of social 

roles, and integration of illness narratives into life-story (Charmaz, 1991). 

 

2. Stigma- Public, Courtesy, and Self-Stigma 

One of the major themes in patient narratives and literature is stigma. The empirical literature shows that public stigma (negative 

attitudes in the society), structural stigma (policies/practices in discrimination), courtesy stigma (stigmatization of other families), 

and self-stigmatization (negative beliefs internalization) are all present (Goffman, 1963). Mass surveys prove that schizophrenic 

individuals have high barriers of employment and social rejection. The qualitative research results indicate that self-stigma negates 

hope and help-seeking; autobiographical writings tend to recount incidences of social rejection, embarrassment and internalization 

(Corrigan & Watson, 2002). Stigma-reduction interventions (contact-based, public education) have smaller levels of impact, yet 

stigma is still a significant obstacle to recovery. 
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3. Treatment Experiences, Coercion, and Autonomy 

Studies report ambivalent perspectives towards treatment of psychiatry. The antipsychotics lower the positive symptoms with 

associated side effects (sedation, metabolic alterations, sexual dysfunction) which reduce life quality and compliance (Awad & 

Voruganti, 2008). Qualitative reports underline the willingness of patients to be explained and to make decisions together, as well 

as to have their autonomy. Coercive experiences - forced medication, being taken to hospitals against your will are frequent in the 

stories and are linked to lack of trust towards the services. The shared decision-making models and recovery-oriented practice are 

suggested as alternatives, but the implementation process is also uneven (Eisenberg, 1986; Kleinman, 1988). 

 

4. Recovery, Meaning, and Resilience 

Modern research has taken a pluralistic approach to recovery: clinical recovery (remission of symptoms), functional recovery (work, 

relationships), and personal recovery (hope, identity, meaning). Numerous qualitative and mixed-method research works also 

highlight the key role of social support, purposeful activity, and narrative reconstruction (Anthony, 1993). Resilience mechanisms 

are found to be creative expression, spirituality peer support, and the gradual acquisition of skills. The long journeys with its ups 

and downs are frequently recorded in autobiographies as recovery is not linear, and its realization is closely tied to social 

backgrounds and possibilities (Davidson et al., 2005). 

 

 

5. Caregiver Burden - Emotional, Practical, and Financial 

There is a significant body of literature that measures the burden of caregivers in terms of objective (time, financial cost) and 

subjective (stress, grief) factors. Anxiety, depressive symptoms and decreased social participation are found to be high in family 

caregivers (Fadden, Bebbington, & Kuipers, 1987). The literature records the chronicity of burden which is usually subject to 

relapse. Caregivers' autobiographical and biographical accounts clearly show exhaustion, terror, and constant alertness to preclude 

the crises (Cockburn & Cockburn, 2011). 

 

6. Coping, Meaning-Making, and Social Support 

Problem-related coping behaviours (seeking services, medication management), emotion-related coping (religion, reframing), and 

social coping (joining support groups) are the caregiver coping behaviours (Boye et al., 2001). Studies have shown perceived social 

support and the caregiver coping behaviours are problem-related coping behaviours (seeking services, medication management), 

emotion-related coping (religion, reframing) and social coping (joining support groups). Perceived social support and have been 

demonstrated to be associated with studies (Jenkins & Barret, 2004). 

 

7. Service Interactions and Systemic Challenges 

Caregivers find themselves going through complicated systems of services, and they complain of frustration due to poor 

communication, low participation in decision-making processes on the treatment, and no respite services (Chan, 2011). Several 

types of work suggest the use of family-inclusive practices, such as psychoeducation, caregiver support programs, and inclusion in 

discharge planning, but systemic barriers (privacy laws, resource constraints) help to prevent their consistent use (Anthony, 1993; 

Davidson, Harding, & Spaniol, 2005). 

 

2.3 Cultural and Contextual Variations 

Meaning of illness, help-seeking behavior, and care-giving dispensing are greatly influenced by cultural context. Family affiliation 

is normative in collectivist societies which may provide protective social capital, but insufficient mental health infrastructure and 

stigma may also increase burden (Hoeing & Hamilton, 1966; Fadden et al., 1987). Western contexts may provide more formal 

services but risk isolating individuals socially. Cross-cultural qualitative work calls for culturally sensitive care models that 

acknowledge local explanatory models, spiritual beliefs, and family systems. 

 

2.4 Identified Gaps and Directions for Future Research 

Based on the review, important gaps are: 

1. Integrated narrative-empirical syntheses that combine the depth of first-person accounts with broader empirical patterns. 

2. Longitudinal qualitative studies to trace identity and caregiving over time, particularly across stages of illness and recovery. 

3. Cross-cultural comparative research exploring how sociocultural context reshapes experiences and effective supports. 

4. Intervention research that evaluates family-centered, culturally appropriate supports, peer-led models, and stigma-

reduction strategies. 

5. Studies of effective caregiving and resilience mechanism among patients and caregivers. 
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III. RESEARCH METHODOLOGY 

 

This is a paper founded on a literature review and first-person narratives as opposed to primary data collection. The objective of the 

methodology is to describe the way it was selected, read and synthesized in order to learn about schizophrenia based on the angles 

of the patient and the caregiver. 

 

3.1 Research Design 

The approach used was a narrative review. This design permits combination with various types of knowledge such as Research 

papers and scholarly articles about schizophrenia, patient experience and care Autobiographies and biographies of schizophrenic 

patients and their caregivers have also been thoroughly studied. 

The power of a narrative review lies in the fact that it is not a simple summary of findings but rather a compilation of various sources 

with the creation of a theme and insights. 

 

3.2 Sources of Literature 

1. Scholarly research reports and journal articles: acquired with the help of databases like Google Scholar, PubMed, and 

PsycINFO. 

2. Biographies and autobiographies: Books written in the first person (e.g. Elyn Saks, Ken Steele, Randye Kaye, Mark 

Lukach, etc), and such books offer a vivid description of how something was experienced. 

 

3.3 Method of Reading and Selection 

The process involved: 

1. Viewing academic articles and research papers about the experience of patients and caregivers with schizophrenia. 

2. Reading autobiographies and biographies in order to get first-hand view point. 

3. Determining important themes (stigma, identity, treatment issues, caregiver burden, coping, resilience). 

4. Choosing the most pertinent works that specifically touched upon the experiences of patients or the caregivers. 

Books were not restricted to a particular date, but research articles were given preference since it is relevant starting the year 2000. 

 

3.4 Data Analysis 

1. Repeated reading and comparison among sources were conducted in order to make a thematic analysis. 

2. Rewording, findings, and passages of the research and stories were recorded. 

3. These were categorized on shared themes like stigma, treatment experiences, recovery and care giving burden. 

4. The similarities (convergence) and differences (divergence) between the perspective of patients and the caregivers were 

brought out. 

The similarities (convergence) and differences (divergence) between the perspective of patients and the caregivers were brought 

out. 

 

IV. FINDINGS 

 

This chapter illustrates the results that have been found after analyzing academic literature, autobiographies, and biographies 

regarding schizophrenia. The discussion showed that similar themes are present, which describe the experiences of patients and 

caregivers. These results are grouped into two broad groups (a) patient perspectives and (b) caregiver perspectives. In both, there 

are a number of subthemes outlined. Lastly, the convergence and divergence areas between the two positions are presented. 

 

4.1 Patients’ & Caregivers’ Perspectives 

 

The Experience of Symptoms and Identity 

Schizophrenia is always characterized by patients as the disturbance in self and identity. Autobiographies like those written by Elyn 

Saks- The Center Cannot Hold are good exposers of the puzzling hallucinations and delusions where they have to continuously fight 

to differentiate reality and psychosis. This is backed by research literature, which states that most patients experience a sense of loss 

of self and experience the extreme disturbance of personal identity. 

 

Stigma and Social Isolation 

The theme of stigma was dominant. Patients complained that they were seen as dangerous, unpredictable or incapable. This resulted 

in employment, education and discrimination in relationships. Autographical narratives emphasize the suffering of rejection and 

internalization of stigma, thus some of them can pull out. 
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Experiences, Recovery and Coping with Treatment 

There was a tendency in the patients to be ambivalent to psychiatric treatment. Although medication minimized the symptoms, side 

effects including gaining weight, drowsiness or emotional numbness led to frustration. Most of them said they were excluded in the 

process of making treatment decisions, and mental health systems were characterized as paternalistic. Nevertheless, other stories 

expressed appreciation of caring doctors who treated them with respect.  

Nevertheless, resilience and recovery were reported by several patients. Some of the strategies involved doing creative work, 

positive peer networks, and hope building. Research shows recovery to be a non-linear experience - full of ups and downs and 

progress as well as progress in terms of autonomy and purpose. 

 

Emotional Burden 

Fear, sadness, and helplessness were common among the caregivers. Parents especially complained of experiencing grief at the loss 

of previous identity of the child and future potential. This emotional strain is successfully reflected in memoirs like Ben Behind His 

Voices by Randye Kaye. 

 

Practical and Financial Struggles 

Treatment costs, loss of livelihood or constant supervision that may be required by the caregivers can be a costly affair. Research 

indicates that the mental health infrastructure is minimal in low- and middle-income nations to add to the burden. 

 

4.2 Convergences and Divergences 

Convergences 

1. Stigma: Patients and caregivers both had to deal with stigma, but in different ways (direct discrimination directly against 

patients, associative stigma against caregivers). 

2. Isolation: The results indicated social withdrawal and loss of relationships in both groups. 

3. Coping: The two sources of hope, resilience, and social support were used as protective factors. 

Divergences 

1. Experience of Symptom: Patients had a direct problem with hallucinations, delusions and identity disruption; the caregivers 

had an indirect problem, due to the observation and management of symptoms. 

2. Treatment Perceptions: Patients were found to have ambivalent views regarding medication and clinical care; caregivers 

were more likely to focus on the need to adhere to treatment. 

3. Burden vs. Empowerment: The caregivers reported exhaustion and responsibility whereas patients reported autonomy and 

self-definition. 

 

V. DISCUSSION 

 

This chapter discusses the results provided in Chapter 4 by relating it to the literature, theory and discussions on mental health 

research and practice. It focuses on the firsthand experience of both patients and caregivers and how it can enhance the 

comprehension of schizophrenia as more than a biomedical paradigm. 

 

5.1 Schizophrenia as a Disruption of Identity 

The results confirm that schizophrenia is a severe disturbance of personal identity. The patients refer to the psychotic episodes as 

those experiences that shatter their ego. This is in tandem with phenomenological psychiatry (e.g. Sass and Parnas, 2003) which 

understands schizophrenia as a condition of selfhood and consciousness. This is depicted in autobiographical stories like Saks the 

Center Cannot Hold and is a strong argument to keep the recovery models with an aim of restoring identity rather than merely 

aiming to reduce the symptoms. 

 

5.2 Stigma as a Shared Experience 

The issue of stigma became one of the key themes of both patients and caregivers. There was direct discrimination towards patients, 

and courtesy stigma on the part of the caregivers (Goffman, 1963). This stigma on two fronts maintains the isolation, which Corrigan 

and Watson (2002) have found with relation to mental illness of public stigma, and family stigma. 

 

The continued stigmatization lays emphasis on the shortcomings of biomedical discourse which tends to diminish schizophrenia to 

being a disease of the brain. Although such explanations decrease the personal blame, they can also serve to strengthen chronicity 

and danger perceptions. The anti-stigma campaigns should thus be a blend of biomedical education and contact based (face to face 

with people with lived experience) campaigns to humanize schizophrenia. 

 

5.3 Treatment Ambivalence and the Question of Autonomy 

Patients usually showed ambivalence towards treatment, especially to antipsychotic medicine, because of side effects and their 

perception of paternalism. Caregivers, on the other hand, tended to stress adherence to medication as the key factor in maintaining 

stability. This divergence is reminiscent of the conflict between paternalism and patient autonomy in psychiatry. 
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The recovery-oriented model (Anthony, 1993) can be considered as a way out because of its focus on shared decision-making and 

the perception of patients as active participants in their treatment. This model has been demonstrated to enhance engagement, 

satisfaction of treatment and outcomes, as well as caregiver concerns. 

 

5.4 Caregiver Burden and Adaptation 

The emotional, economic, and practical demands, as explained by caregivers, are consistent with a concept biographically 

documented as caregiver burden (Zarit et al., 1980). However, the results also indicate that even caregivers could become resilient 

and even experience positive development, which is a phenomenon in agreement with stress-coping theory (Lazarus and Folkman, 

1984). Respite care, psychoeducation and support groups have been found to decrease caregiver strain and need to be given priority 

in policy making on mental health. 

 

VI. CONCLUSION 

 

This is a final chapter that gives the overview of the paper summarizing the main findings and how they have been important. It 

entails also the contributions of the study, limitations of the study, and recommendations of how the research could be conducted in 

future, how the study could be used in clinical practice, and how the study would assist in the development of policies. Schizophrenia 

is one of the most problematic psychiatric disorders, not only because of its clinical manifestation but also because of its social 

implications. This dissertation shows that, to be able to comprehend schizophrenia, one has to listen to the patients as well as those 

who may be caregivers-those who are at the center of the experience. By amplifying these voices, mental health systems have an 

opportunity to shift to more caring, inclusive and effective care. 

 

In this paper: academic articles, autobiographies, and biographies were searched to examine the concept of schizophrenia through 

the two lenses of the patients and the caregivers. The patient experience revealed that there were identity disruption, stigma, and 

ambivalence towards treatment and resilience in recovery. The attitudes of the caregivers portrayed emotional stress, financial and 

practical stress, stigma by identification, and adaptive coping approaches. Themes such as stigma, isolation and dependence on 

coping mechanisms were found concurring. The differences arose in terms of perceptions of treatment and autonomy/safety/stability 

(patients and caregivers, respectively). 

The conclusions underline that schizophrenia is not only a psychiatric diagnosis but a relationship and a social phenomenon, which 

strongly influences both human beings and their support systems. 
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