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Abstract

Epilepsy is a long-standing, disabling illness, which has various
psychosocial implications for people who suffer from it. This
article reviews literature on the psychosocial aspects of epilepsy.
The psychosocial aspects reviewed are with specific reference to
certain factors like: family, children, marriage, employment and
quality of life. The article also presents a brief review on the
psychosocial interventions and suggests further interventions fo
help persons suffering from epilepsy.

Epilepsy is a disorder of the central nervous system, specifically the brain. Our
nervous system is a communication network that controls every thought, emotion,
impression, memory and movement, essentially defining who we are. Nerves
throughout the body function like telephone lines, facilitating the brain to communicate
with every part of the body via electrical signals. In epilepsy, the brain’s electrical
rhythms have a tendency to become imbalanced, resulting in recurrent seizures.
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Epileptic seizures are divided into 3 major classes.
I Parfial seizures
I General seizures
Il Unclassified epileptic seizures
*  Reflexepilepsy
*  Non epileptic aftacks etc

Epilepsy constitutes major public health problems across the world. A neuro-
epidemiological study by Gouri Devi et al (1987) in semi-urban and rural areas of
South India found prevalence of epilepsy as 463 / 1,00,000 and 248 /1,00,000
respectively. A multi-center study on severe mental morbidity (CMR, 1987) conducted
in India found the prevalence of epilepsy to be 7.8 /1000 population. On projection
of this figure it can be estimated that there are 45 to 75 million persons with
epilepsy in our country. In India 5/ 1000 have more than one attack of epilepsy.
Education material by Indian Epilepsy Association (1992) says 1 in 20 persons
have at least one febrile seizure in their lives. ’

The problems that patients with epilepsy go through vary from interpersonal and
emotional adjustments, family coping, adjustment within marital relationship, issues
surrounding children, employment, economic burden, and stigma in being on
treatment for long period and that exist in the society around epilepsy. Possibly the
least understood and more neglected aspects of epilepsy are the social, psychological
and behavioural problems that are so common. While medical disciplines focus
on the neurological problems per se, the psychosocial disciplines, especially the
social work professionals deal with the associated problems of interpersonal and
social issues.

Social work professionals insist that in order to analyze and understand an individual
with epilepsy, it is necessary to look into “person-in-situation” configuration. This
process of understanding called as ‘social study’ propounds that while arriving at
any conclusion about an individual, a detailed in-depth analysis of the person and
the situation the person exists in should be understood - the situation being family,
neighbourhood, community, social environment and the state of being ill. All these
affect an individual and the individual also influences some change on the situation.
This ‘psychosocial approach’ is used extensively in the contemporary social work
practice.

Professional social work services for neurologically ill are relatively new field in
India. However, a considerable number of neurological departments, especially
cities like Bombay, Bangalore, Delhi and Chennai have included clinical social
workers, some are involved with Epilepsy Clinic and others are working in different
action oriented research projects.
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Although the National Institute of Mental Health and Neuro Sciences, Bangalore,
pioneered the unique combination of services, training and research in the field of
mental health and neurosciences, many more treatment centers are realizing the .
need for multidisciplinary approach in offering such services.

The current paper is based on the above rationale and gives an over- view of the
“main psychosocial issues that are of utmost importance in bringing the life of

patients with epilepsy back into effective normalcy.

Psychosocial Life of Persons with Epilepsy:

Psychosocial adjustment of individuals suffering epilepsy goes through a change
as individual’s perspective on the illness state and the family’s apprehension on
the probable risks that s/he could face are likely to throw the coping off balance.
Dimensions of this adjustment are many.

Emotional Adjustment:

Studies conducted in the aspect of emotional adjustment reveal that social isolation
and withdrawal are commonly reported in epileptic persons (Ziegler, 1982;
Lechtenberg, 1984). Often lack of self-esteem reinforces this pattern, reducing the
person’s opportunity to learn appropriate social interaction skills (Ozuna, 1979;
Woodward, 1982). Furthermore frequent hospitalization may also decrease the
opportunities for social interaction. It is found that persons with epilepsy suffer from
anxiety about occurrence of seizures and its unpredictable nature. However, a
recent study (Mimics, Halasz, 2001) reveals that factors like self-esteem, cognitive
abilities, family expectations, understanding, acceptance, degree of perceived stigma
determine the extent to which an individual can cope and emotionally be prepared
to accept his/her epilepsy.

As narrated earlier, another aspect of infernal adjustment is the adjustment seen in
the family.
Family Adjustment:

The presence of an epileptic person in a family gives rise fo many dynamics and
reactions among family members. Various studies (Shaw, 1983; Ozuna, 1979;
Heisler and Friedman, 1981; Ziegler, 1982; Ford et al., 1983) have recorded a
range of familial reactions ranging from overprotection fo scapegoating to rejection.

Marriage:

i’r is generally oéreed that epileptic persons have a lower rate of marriage than
persons without epilepsy (Dansky et al., 1980; Batzel and Dodril, 1984). Lechtenberg
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(1984) estimated that 56% of men with epilepsy and 69% of women with epilepsy
are unmarried. In addition, epileptic persons appear to have a lowered rate of
sexual behaviour and more sexual disturbances than do non-epileptic persons
(Max, 1984; Lechtenberg, 1984). Thus, literature shows that epilepsy is a great risk
to marital life. Saleh-El-Hilu (1990) found that epilepsy has adverse effects on
marriage, education, occupation and persons with epilepsy are prone to have
social difficulties and their marital status and fertility are far from satisfactory.

Marriage posed a major problem especially in women. It is a source of marital
separation, divorce and marital disharmony. When women get this illness they
become helpless victims. Similar illness in husbands is tolerated, but the wives were
neglected or deserted as soon as the husband came to know about the wife's

epilepsy.
Employment:

Employment is viewed as a very important factor in psychosocial adjustment, the
most serious social problem being one of under employment (Gupta, 1981). Elwes
(1991) in his study found that 46% of the epileptics were unemployed, reasons
being restriction due fo working at heights or near unguarded machinery, inability
to hold a driving license, irrational attitudes of the employees, presence of associated
handicaps and drug induced drowsiness.

Hatz (1992) found that lack of employment had a negative impact on the quality of
life of persons with epilepsy. Employment to people with epilepsy is very important,
as employment determines the way of life, social and financial status and the role
in society and it is a source of personal satisfaction of social companionship of
esteem, of discipline and of purpose. However some literature gives data contrary
to the already existing literature. A study by Parthasarthy and Janardhana (2002)
showed that in the Indian context a few respondents did not feel difficult to tell
employers that they have epilepsy and some did not find it difficult to get a new job
because of their attacks!

Stigma, Attitudes towards Epilepsy:

The stigma faced by people suffering from epilepsy (Baker et al 2000) is well
documented. A study on stigma among European countries showed that 51% of
persons with epilepsy reported feeling stigmatized, while 18% respondents reported
feeling highly stigmatized. High scores on stigma measures correlated with negative
feelings, worry and anxiety. Another study by Chiou (2001) compared attitudes of
teachers in Taiwan towards preschoolers about epilepsy and asthma perception.
Results showed that more teachers thought epilepsy was hereditary, not asthma.
More than 30% thought that epilepsy seizures were associated with insanity, not
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asthma. Acceptance of children with epilepsy was significantly lower than children
with asthma. Moreover, teachers were worried about objection from other parents
in case of epileptic children in the class.

Focusing specially on children suffering from epilepsy, one could identify four areas
of concern. They are behavior, development, education and family living. This is
demonstrated by literature at length. It is documented that children with epilepsy
faced different problems like hyperactivity, mental retardation, behavioral problem,
scholastic backwardness and other psychiatric problems in association with epilepsy.
Such psychological and psychiatric problems in children make the situation
complicated and more stressful for them (Dodrill et al, 1984; Smith et ai, 1991;
Collings, 1992). Stress and emotional agitation experienced by children with epilepsy
can precipitate the onset or increase the frequency of seizures, which.in turn leads
to school drop-out and because of discontinuation of studies they spend time
remaining idle at home.

Children:

There is also evidence that significant number of children with epilepsy are
underachievers in certain subject areas. They might have problems in reading and
to a great extent spelling and arithmetic. In addition, children with epilepsy appear
to do less than their peer group in terms of educational and vocational qualifications.
School going children have problems in attending school, more often they are not
accepted in the classroom and also by the school authorities. The children were
too embarrassed to go to school or join the peer group because of their epilepsy
(Andermann and Andermann, 1992; Saleh-el-Hilu, 1990). The birth of these children
in some cases has made their mothers scapegoat in the family (Narayana, L,
1967; Lala and Samant, 1974). A recent study reported that all children with
epilepsy had significant social deficits, boys with epilepsy had limited peer group
activities and parents conferred fewer responsibilities to such children as compared
to non-epileptic controls (Pal, Chaudhary, Sengupta, Das; 2002).

Various other behaviors associated with these reactions are ostracism, permissiveness
and alteration in family activities, especially in leisure time activities and decreased
parental expectations from the child with epilepsy (Ferrari et al, 1983).

Ritchie (1981) reported that mothers were more dominant in families where epilepsy
is present, than in non-epileptic (control) families and that the epileptic child with
epilepsy had a reduced level of involvement in family interactions as compared
with control children, which may be detrimental to child’s social development.

It is reported that families in which a member was diagnosed as having epilepsy,
were concerned about the impact of the diagnosis on siblings. Parents were
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also worried about possible stresses on themselves. Hoare et al (1991) reported
that siblings in families with a child suffering from chronic epilepsy were-more
disturbed than siblings in a com‘rol group or in families with a newly diagnosed
epileptic child.

Summing up the factors affecting children with epilepsy, Schneider et al (1980)
highlight that these myriad of psychological, psychosocial and medication factors
impinge upon the child with epilepsy and may affect the adequacy of the child’s
development and neuropsychological functioning.

Psychiatric morbidities:

Much of literature focuses on seizures and their association to psychiatric and
psychological morbidities. Flor-Henry (1976) reported that affective disorders were
more commonly associated with right temporal lobe lesions than with left temporal
lobe lesions. Deepened emotionality is reported fo be associated with seizure disorder
(Bear etal, 1982; Blumer, 1982; Aird et al., 1984; Sherwin, 1981) .

Depression is also reported to be common (Trimble, 1985; Davis et al., 1984). The
emotion of fear is also considered in the literature. Strauss et al (1982) reported
that fear was the most common experienced emotion and that persons with left
temporal lobe epilepsy had more social and sexual fear than did “normals” .

Evidence suggests that stress or emotional agitation experienced by persons with
epilepsy can precipitate the onset or increase the frequency of seizures (Pond,

1981; Williams; 1981; Betts, 1983; Jacoby, 1992).

Having narrated the psychosocial difficulties that persons with epilepsy confront, in
orderto help them lead an effective and enrlched life, a few intervention perspectives
are described below.

Psychosocial Intervention:

I.  Quality of Life Model:

Hartshorn & Byers (1992) conceived the quality of In‘e model. According to them,
quality of life is understood in 5 domains viz., health, social/community and civic
living, economic, personal development and family life. All these domains together
explain quality of life and these various domains interact and exert influence on
each other, as shown in the diagram below:

Based on the above model, interventions have been suggested (inputs in all the
domains).
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1. Hedlth:

¢ Help the patients to decrease their anxiety

Health
* Anxiety about seizures
* Acceptance of illness

Social,Community &

Civic Living

* Stigma

* Acceptance
* Participation

| Family Life
* Acceptance by family

QUALITY OF
LIFE

||« Knowledge of family |
about epilepsy

Economic
e Employment
related issues

* Inclusion of patient.in

family
l

Personal Development
* Individual Life style

* * Teach the patient to monitor side-effects of the drugs

¢  Tackle negative emotions associated with seizures

Family Life:

* Involve family in patient care

*  Educate the family members about the disorder, its prognosis, need for treatment

of the illness and the patient

*  Sexual counseling to spouse

individuals.

Sociall community and civic activities:

Personal Development:

Help patients to enhance coping
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' EncoOroge family to participate in support group

Deal with family. members’ responses fo the illness and facilitate their acceptance

Encourage patient to participate in all the community activities
Educate patient about insurance policies and other social security measures

Educate and influence policy matters about epilepsy and its impacts on




5.

Il. Seizure Management Programme: “Be Seizure Smart”

Help patients to identify factors that precede / precipitate seizures

Help patients to make appropriate life style changes

Economic:

Refer patients for vocational evaluation and intervention

Austin et al (2002) aimed at family interventions offering psycho-educational inputs

for families of adolescents with epilepsy.

The study aimed at:

a.

Providing information about epilepsy, freatment for seizure management

b. Addressing unique concerns and fears

c.

Providing emotional support

The intervention study is based on a theoretical framework as shown below:

Concerns/ fears about
epilepsy o
Concerns about handling
seizures

Lack of knowledge about
epilepsy ’
Psychosocial care needs

Attitudes

Family
Functioning

~ Child
Adjustment
Outcomes

“Be seizure smart”
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Intervention package based on the theoretical framework:

Pre - Intervention . Intervention Process
Assessment
 Identify Psycho-educational— 3| *  Based on the assessment provide
care needs by assessing: - information to:
a. General concerns/ fears a. Address concerns/ fears about
about epilepsy P epilepsy
b. Concerns/ fears about b. Address concerns about seizure
seizure management > management
c. General knowledge about c. Increase general knowledge about
seizures ' epilepsy/ seizures
d. Otherinformation needs » d. Address specific information
e. Supportneeds needs
e. Provide emotional support to
family members '
f. Encourage family communication
about dealing with seizures

Results of the study showed that:
*  Better understanding of the family about seizure
* Increased confidence of family members in managing seizures

* Improvement in functioning of the adolescent in the family

*  Family expressed less support needs from professionals

Further Interventions: _ _
‘The extensive review of literature shows that persons with epilepsy as well as their
families have certain psychosocial needs like:
* Information needs
* . Education about epilepsy
*  Emotional support
¢ Vocational and rehabilitation needs
e Economic needs

*  Family life and family adjustment needs
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*  Need for social security and policies

*  Need for professional support

Partners in Psychosocial Care:

In order fo cater to the psychosocial needs of families and persons with epilepsy
and for an efficient psychosocial care and management of their life, the following
chart identifies the partners to work with. :

Community and Society

Employers “Peers

PSYCHOSOCIAL
CARE

Family

Policy
Makers

Professionals
* Doctors
* Social Workers Patients
* Psychologists

Role of Social Work Profession:

Professional social workers work with methods like casework, group work,
community organization and social work research. The ultimate aim of such methods
is o achieve better adaptation of oneself and his social environment.

In other words, the concern is restoration of impaired capacity, provision of individual
and social resources and prevention of social dysfunction. Smith (1983) while
commenting on social work with epileptic patients says, “because of many
misconceptions that surround the term epilepsy, patients who have the illness often
suffer emotional and physical anguish. Social workers have the responsibility to
teach patients, families and the general public the truth about epilepsy and to fight
for the rights of epileptic patients”. Lala and Samanth (1974) conducted a study
and assessed the need for social workers in epileptic clinic and found that most
people felt that the role of a medical social worker as a member of the health team
is highlighted in the total education process of the patient, family, staff and related
to health agencies and professionals.

{
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Based on the experiences, lessons learnt and observations made, following
suggestions can be made in order fo further develop and concretize role of social
work profession in working with epilepsy.

Micro Level:

1.

Individual level:
- Using a case work approach, working with individuals can be focused on:
*  Provide psycho-education to person suffering from epilepsy

* Infensive work with patients to help them accept their illness and make
suitable life style changes

* Recognize the “abilities” rather than the “disabilities” of the patients and
further enhance them.

*  Adopting a supportive role with patients and families

= Linking individual patients to various community resources

Family level:
Educating family members, helping them to accept the illness of the loved one
Enhancing coping of the family members

Empowering family members to communicate better, manage the patient’s
seizures and the associated disability

Encourage family participation in care-giving

Acknowledging family burden and care-giving and providing supportive and
other services from the community

Addressing the issue of stigma faced by the family

Mobilization of resources to help family decrease their economic burden by
informing about available social security measures like concessions

Crises programs/services like telephone counseling

l Working with groups has an advantage in terms of:

" Time and cost effectiveness

Better outreach than working with individual

Universalization, ventilation, acceptance and the reduction in stigma could
be easily addressed in a group
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Macro Level:

At a macro level social work intervention would take form of “social action”, mass
education, awareness and advocacy.

Social action - Social action programmes can create awareness about the
need for medical treatment, social issues, myths associated with epilepsy.
Carrying out such programs would educate employers to stop discriminating
practices, sensitizing other authorities about problems faced by epileptics.

Mass education - Social work can also aim at breaking the stereotypes of
epileptic patients in the media. Social work professional can act as ‘watch
dogs’ and see to it that the media coverage of health and mental health issues
need fo be less negative and less sensational and instead should be more
towards promoting their life.

Integration of mental health with primary care, as already proposed in the
National Mental Health Program (1982) needs fo be further emphasized. This
could involve conducting community based health promotion and prevention
program.

Advocacy - Social work approach can also be used to advocate for the rights
of persons with epilepsy, to frame new policies, prevent discrimination and
stigmatization.

Research:

Research on cultural influences on the management of epilepsy needs to be
carried out

Research will give indigenous data so that appropriate interventions can be
planned

There is paucity in the already conducted research on “strengths” of families,
individuals, and communities. Identification of strength in relation to epilepsy
can be of great benefit for planning interventions.

Though a lot of research / literature is generated on the psychosocial aspects of
epilepsy, there are very few ‘infervention’ studies. Hence a need for more ‘intervention
studies’ is also felt.
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