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Exploring interventions for caregivers of individuals with mental iliness
and analyzing their interactions. A brief literature review

Savvidou Despoina’

Summary

Effects on the health of caregivers of the mentally ill are
common. By allowing relatives to express the unpleasant
feelings they experience, after the onset of the disease, the
correct distinction between them and the patient can be
achieved and their mental resilience can be strengthened.

This work will mention the emotional difficulties of the
caregivers, their needs, and their participation in the
process of acceptance of the disease, with the aim of
smooth cooperation with the patient, will be mentioned.

Caregivers have to deal with communication problems with

the mentally ill, social isolation, and financial burdens. The
literature review shows that the majority of caregivers are
women and often experience a feeling of permanent fatigue,
depression, and pain.

It is important to understand the difference between love
and boundary. Already for most relatives, involuntary
hospitalization is in itself a traumatic event. Caregivers need
early professional help to avoid the irreversible effects of the
disease.

Finally, recommendations are given to the relatives for a
better coexistence with the patient.
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Introduction

Research shows that the percentage of people with severe
mental illness who live with their relatives ranges between
40% in the United States, over 60% in Africa, and over 90%
in China (Rafiyah et al,2011) (El-Tantawy AMA et al, 2010),
(M Berg-Weger, 2000)

The responsibility of care falls mainly on women,
daughters, and wives, either because they deeply believe
that this role is theirs or because of the social environment.
(Donelan, et al 2001)

Researchers (Teixeira, L.A. et al 2022) argued that
caregivers with a higher level of education are associated
with a more significant burden, attributing it to the increased
demands and expectations they may have on themselves
and others.

Considering the WHO definition of health, where apart from
the absence of disease, the person's full physical, mental,
and social well-being is required, we understand that the
caregiver of the mentally ill needs a holistic approach from
the health system. (WHO, 1946) The same is presented in
the psychosocial model of Engel (1980) where illness and
health result from an interaction between biological,
psychological, and social factors.

Expressed emotion is often cited in the literature as one of
the most studied psychosocial constructs in the field of
psychiatry (McCleary & Sanford, 2002) and is a measure
reflecting the range of criticism and emotional hyperarousal
expressed by a primary relative towards a member with a
disability (Hooley, 2007).

It may be that psychoeducation interventions in the family
improve the attitude of its members toward mental illness,
but not their health problems. (José Gutiérrez-Maldonado et
al (2008)

What are the health implications for caregivers? How are
their interpersonal relationships affected? Is the family's
standard of living affected? In this paper, a brief review of
the international literature will be made.

The health effects of caregivers of the mentally ill

Despite the few studies that recognize positive outcomes for
caregivers where they feel good and satisfied with
themselves (Aadil Jan et al., 2010; Schulz R et al, 2008;
Vasoontara Y, 2012) caregiving has all the characteristics of
an experience of chronic stress to be used as a model for
studying the health effects of chronic stress (Saunders J.
1999).
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A study conducted in Greece found that caregivers,
especially women and younger people, endure significant
stress, anxiety, and depression, affecting their quality of life.
(Oikonomou et al., 2024)

Most of the families have limited sources of social and
emotional support, little information about the disease, and
no education on how to cope with the patient's symptoms
(Dixon et al. 1999). Often, family members of the mentally
ill feel isolated from sources of social and emotional support
and feel neglected by mental health professionals
(Magliano et al. 2002; Economou et al. 2013). It is known
from decades of research that caring for a person with
psychosis is often a burden on families (Winefield and
Harvey 1993). More specifically, two-thirds of caregivers
feel significantly burdened. Relatives face emotional and
financial problems and often suffer from various health
problems. Potentially negative effects of caring for a patient
with mental illness on the caregiver's psychological well-
being may be ongoing anxiety, a sense of loss, the tension
between caregiver and relative, and psychological stress.
(Stephens J. et al. 2011)

Schizophrenia caregivers report lower quality of life than
caregivers of people with other illnesses (Gkintoni et al.,
2017).

The burden of a family with a mentally ill person affects the
financial situation, daily activities, leisure time, health, and
behavior of the family, and provokes emotions such as
anxiety, quilt, depression, critical comments, and
aggressive behavior (Oikonomou M. 2010)

Research conducted in the UK reported that carers'
psychological distress (anxiety, depression, and insomnia)
was twice that of the general population. (Aldridge M &
Hughes |., 1992). Caregivers of people with schizophrenia
are more likely to experience sleep difficulties, insomnia,
pain, and anxiety (Nooraeen, S. et al., 2023)

Hernandez & Barrio (2015) investigated the interpersonal
relationships between Latino family members with an ill
member. Research participants considered the impact on
their interpersonal relationships to be the most challenging
aspect of the illness. Most of these difficulties arose
because of the behavior associated with the illness.
Families noted how arguments and verbal and physical
fights created a negative environment that affected the
quality of family relationships. Similarly, several participants
expressed that the isolation of the person with
schizophrenia from others, possibly due to negative
symptoms associated with the illness, made it difficult for
family members to engage with the sufferer, thus affecting
family relationships. Patients with psychosis are more
socially isolated when more people live around them.
(Domenico Giacco et al, 2022)

What are the effects of involuntary hospitalization on
caregivers?

In Norway, research was carried out on the impact of
involuntary hospitalization of patients on their carers.
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Carers experience the process of involuntary hospitalization
as a very negative experience. They report being treated as
subordinate caregivers and not as sympathizers. The
behavior of health professionals is perceived as offensive
and increases their feelings of guilt. (Ferde et al, 2016) Also
mentioned is the great pressure exerted on caregivers
regarding their relatives' involuntary medication during
hospitalization. They often put pressure on the patients
themselves, feeling guilty about the legal aspect of the
matter. (Jaeger et al, 2019)

It is also necessary to focus on US research which
describes the "period of high alert living", during which
mothers anxiously await adult children to meet the criteria
for involuntary hospitalization. This is a chaotic and scary
time. Fear and uncertainty eventually overwhelm mothers'
abilities to manage their children's behavior. They turn to the
police or psychiatric assessment teams, restraining their
children, but without psychiatric care. Mothers accept the
consequences of being responsible for their children's
involuntary hospitalization or staying home with their
children if authorities do not proceed with involuntary
hospitalization. While mothers recognized the necessity of
involuntary hospitalization, they were not always able to
access treatment due to the refusal of their adult children or
because they did not meet the legal criteria for involuntary
hospitalization (Copeland & Heilemann, 2008).

The needs of caregivers

The recognition of the role that the family plays in the
manifestation and course of a member's psychotic
experiences has been instrumental in the development of
family therapeutic approaches to psychosis (Gracio et al.,
2016.). There are several different family approaches in
practice today. Some forms of family therapy start from the
idea that the way of communication within the family and the
emotional relationship between its members affect the
mental state of the members (Zisi, 2002). It has also been
found that specific patterns of emotional relationship and
interaction between parents and children are related to the
exacerbation of psychotic experiences in the child of the
family who has received a diagnosis of psychosis (Zisi,
2013). Family therapy attempts to help family members
understand what is happening to the member experiencing
extreme situations, change their attitudes toward that
member, and adopt more balanced and functional
communication and relationship patterns.

A form of family intervention, called “psychoeducation”
(McFarlane, 2000; Oikonomou et al., 2014; Pallis et al.,
2015), focuses more on educating family members about
psychosis so that they are better prepared to recognize and
deal with any flare-ups of their relative's psychotic
experiences. Other forms, of a more supportive type, try to
help families cope with the difficulties they encounter in daily
living and support their members with psychosis. Finally, a
recent version of the family approach, called "open
dialogue," involves both the person with psychosis and their
family and others close to them in meetings, where they
exchange views about what is happening to the person
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experiencing intense mental pain, to reach a better
understanding of what is happening and how both the
person with psychosis and their loved ones can best
manage it (Aaltonen et al., 2012. Seikoula & Alakare, 2012).

To relieve caregivers, it is also common to have self-help
groups of siblings, parents, or more generally, relatives of
people with psychosis (Fadden et al., 2012. Kefallinou,
2016).

Simple recommendations for caregivers

A) Caregiver and patient training in separating love from
demarcation: During contact with the caregivers, it is
pointed out that to achieve a long-term good coexistence of
patient and caregivers, proper demarcation and in some
way distancing from the disease should be done.
Caregivers must understand that not everything depends on
them, that it is not their role to endure, that they must seek
professional help and have the courage to follow
instructions.

B) The caregiver is grieving. It is reasonable for him to be
able to express his pain and his sadness because he is
faced with a chronic illness and a disability. Many dreams
he had for the future of his child or relative are thwarted. The
goal is to accept the changes, but at the same time to be
optimistic that they can go together harmoniously. (Susan
H. McDaniel, et al, 2005)

C) He is encouraged to participate in Social Support
Networks because greater support from families, friends,
and communities is associated with better health.

Culture, customs and traditions, and family and community
beliefs influence health. How we deal with life's stresses and
challenges all affect health. (https://www.who.int/news-
room/questions-and-answers/item/determinants-of-health)

D) "There is a wisdom in emotions that we must accept,”
says Slovic. The challenge, therefore, is not so much the
elimination of emotion, as the utilization of its power without
distorting the scientific evidence. (Slovic P., 1999)?

E) On a case-by-case basis, the professional and the
caregivers should see together what the patient can and
cannot do. The feelings that caregivers have to process are
the sympathy for their relative on the one hand and the
suspicion that they are being deliberately taken advantage
of on the other. (Anderson et al 1986)

F) They should see what they have not managed well in the
past, whether it is mismanagement of finances or
overestimation of their strengths.

G) If the caregiver feels that he is being systematically taken
advantage of, he languishes and has depressive symptoms
and a feeling of permanent fatigue. Rationalizing and
recognizing his feelings can prevent them.

H) The caregiver is encouraged to engage in social activities
outside the family (Magliano et al, 2005)
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F) The family must identify what can be changed and accept
what cannot be controlled. (Susan H. McDaniel, et al, 2005)

CONCLUSIONS

The necessity of close cooperation between caregivers and
mental health professionals in families with a member
suffering from a chronic mental illness is frequently
observed. Unfortunately, not enough research has been
carried out at a global level, recording those variables that
determine the reduction of caregivers' stress. In that way,
their quality of life can be improved. Certainly, through
counseling psychotherapy, there will be relief, but the
necessity, to define the factors that will help the daily
coexistence and communication of the members continues
to exist. The empowerment of the family and its members
should be the main concern of health professionals.
(Georgaka & Zisi, 2022)
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