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Lived Experience of Primary Caregivers of People with Mental Disability
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Purpose: This phenomenological study was done to explore in-depth understanding of the lived experience of primary
caregivers of people with mental illness. Methods: Participants were 7 primary caregivers and data were collected
from November 2017 to February 2018. Giorgi's phenomenological method was used in this study. The caregiving
experiences were categorized into separate types of situational structures in terms of specific and general
descriptions. Results: Six clusters and fourteen sub-clusters were identified. The 6 clusters were found to be
‘Embarrassing encounter with a disease’, ‘Sustained regret and self-defeating’, ‘Family life of constant oppression’,
‘Confinement of a mental iliness’, ‘Nagging label of mental illness’, and ‘Recognizing the disease as a fate and taking
courage’. Conclusion: The study findings emphasize the importance of both local and national support and the provi-
sion of information designed for primary caregivers of people with mental disability. Psychiatric nurses should under-
stand and consider the growing number of increasing social prejudices, stigma, and caregiver burden so as to improve
interpersonal relationships brought about by mental iliness.
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Table 1. Characteristics of the Participants and People with Mental Disability

Primary caregivers (participants)

People with mental illness

Case Gender (?eg:r) Rel;;izzr:;vith Education Religion Gender (I;fai) I\S/Itaal:lz:l Diagnosis Yoer?;e(t)f

1 Female 48 Mother College Christianity ~ Female = 21 =~ Unmarried Schizophrenia 2015

2 Female 58 Mother  Middle school Christianity Male 32  Unmarried Schizophrenia 2004

3 Male 38 Brother College Christianity =~ Female =~ 32 ~ Unmarried Schizophrenia 2008

4 Female 30 Daughter College Catholicism  Female 58 Married  Schizophrenia 2010

5  Female 52 Mother High school None Female 28  Unmarried Schizophrenia 2009

6  Female 46 Spouse College None Male 48 Married  Bipolar affective 2010

disorder

7  Female 70 Mother Elementary =~ Buddhism Male 42 Unmarried Schizophrenia 1999
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Table 2. Clusters and Sub-clusters of Caregiving Experience

B
ret
=

Cluster

Sub-cluster

Embarrassing encounter with a disease

« Disconcertment at the patient's abnormal behavior

« A bolt out of the blue diagnosis of mental illness

Sustained regret and self-defeating

» Finding and recovering the source of the disease, and finding fault with yourself

* Regret that one had to deal with a disease carelessly

Family's lives of constantly oppression

+ Family are getting sick together

« Can not escape from patients
« The dark future and the patient who has become the burden of a lifetime

Confinement of a mental illness

« The disease makes the family go away

* A life is bound by avoidance and prejudice from others

Nagging label of mental illness

* A wretched care giving life

* A good feeling of hate and compassion
« The time of walking between ups and downs

Recognizing the disease as a fate and
take courage

* Accept the disease as a fate and plan for the future
« Take courage from positive supports from others
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