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FAMILY BURDEN OF NEUROSIS:
EXTENT AND DETERMINANTS

S. CHAKRABARTI, P. KULHARA & S.K. VERMA

SUMMARY

Burden of care and its determinants were assessed in families of 90 patients, 30
each with a DSM Il diagnosis of dysthymic disorder, generalized anxiety disorder
and obsessive compulsive disorder. Mean score on Family Burden Interview
schedule of Pai and Kapur was 11.83 (S.D.= 5.90); 80% of the families reported
moderate and 19% severe burden. Subjective burden was proportionately less,
reflecting tolerance of relatives. Only two determinants, longer duration of illness
and higher levels of patient dysfunction, correlated significantly and consistently
with the extent of burden. The study shows that burden among families of neurotic
patients is considerable. The need for routine evaluation of burden of care is
stressed with a view to render practical help to the families of the patients.
Keywords: burden of care, generalized anxiety disorder, dysthymia, obsessive

compulsive disorder.

INTRODUCTION

With the rise of community psychiatry, one social
parameter which has received some attention is the burden
of care of psychiatric patients on their caregivers. Family
burden was used as one of the measures of success of
community oriented programmes.

According to Platt (1985), burden of care refers to the
presence of problems, difficulties or adverse events which
affect the lives of significant others of patients with
psychiatric illness. The first study of burden was conducted
in 1955 by two sociolegists Clausen and Yarrow in USA.
Since then other studies have explored family burden in
groups of unselected psychiatric patients as well as selected
patient groups such as schizophrenics. Most of these studies
have found a high prevalence of burden among families of
mentally ill patients. Research attention has been focused
mostly on patients with psychosis especially schizophrenia.
There are a few recent studies dealing with affective
disorders and almost none with neurotic iliness except when
such patients have been included in a group of unselected
psychiatric patients (Fadden et al.,1987). The fact that
patients with psychosis generate more burden is probably
undisputed. However, research also shows that any mental
illness of some duration and persistence is bound to result in
burden, the extent being determined by a number of
factors. Further, several studies have documented impaired
functioning, marital disharmony and marital conflict among
couples with a member suffering from neurosis (Nelson et
al.,1970; Collins et al.,1971; Hinchcliff et al.,1971).
Certain Indian studies have also found significantly disturbed
marital relationship and disturbed communication patterns

in patients with neurosis and their spouses (Mayamma &
Satyavathi,1985). These trends suggest that families of
patients with neuroses are also likely to experience
considerable burden.

Thus, the aims of the present study were as following:

1. To estimate the extent of burden in families having a
member with neurosis.

2. To study the effects of sociodemographic variables,
illness variables and amount of dysfunction of the patient on
the extent of burden.

METHOD

The sample consisted of 90 consecutive cases (30 each
of dysthymic disorder, generalized anxiety disorder and
obsessive compulsive disorder as per DSM-III of American
Psychiatric Association,1980) were selected from the
patient population attending the psychiatric services of the
Institute.

INCLUSION CRITERIA
The inclusion criteria for patients were as follows:
(i) of either sex in the age range of 15 - 45 years.

(i) diagnosis of either dysthymic disorder, generalized
anxiety disorder or obsessive compulsive disorder
as per DSM-I criteria.

(iii) illness duration of 2 years or more.
(iv) Staying with a relative currently and at least for 3
previous years.
The inclusion criteria for relatives were:
(i) healthy adult aged 18 years or more

(i) staying with the patient currently and at least for 3

previous years.
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EXCLUSION CRITERIA
The followings were excluded from the study:
(i) Patients with any axis Il diagnosis, chronic physical
illness, organic brain disease or substance abuse.
(i) Families with any other member with a psychiatric
or chronic physical illness.

STUDY GROUPS

The sample was divided into 3 groups of 30 patients;
these were the dysthymic disorder group (DD), generalized
anxiety disorder group (GAD) and the obsessive compulsive
disorder group (OCD).

INSTRUMENTS
Family Burden Interview Schedule

This semi-structured interview schedule was the principal
instrument of this study. It has been devised keeping Indian
conditions in mind and has been used in numerous studies
with various categories of psychiatric patients (Pai & Kapur,
1981). It has 24 items grouped under 6 areas of burden,
namely i) financial burden, ii) disruption of routine family
activities, iii) disruption of family leisure, iv) disruption of
family interactions, v) effect on physical health of others
and, vi) effect on mental health of other. Each item is rated
on a 3 point scale- zero indicating no burden, one
indicating moderate and two indicating severe burden. It
has a standard question (How much would you say you
have suffered owing to the patient’s illness - severely, a little
or not at all ?) to assess subjective burden which is also on a
3 point scale. Objective burden is the total score. Global
burden is according to the severity of burden experienced
and is rated as no burden, moderate burden and severe
burden. This schedule has been shown to be a reliable and
valid measure of burden despite certain limitations.

Dysfunction Analysis Questionnaire (DAQ)

The DAQ (Pershad et.al.,, 1985) which has been
developed in this Department, has 50 items grouped under
5 areas viz. social, vocational, personal, family and
cognitive. This scale was devised to measure functioning of
the patient subsequent to his/her becoming ill. Each area
which the scale assesses has 10 items and each item has 5
alternative answers indicating the same, better or worse
level of functioning compared with the premorbid level of
functioning. Rating of 1 indicates better than premorbid
level of functioning and rating of 4 indicates rapid
deterioration of functioning. Some items may not be
applicable to a particular patient. An attenuated percentage
score is calculated by the following formula:

100 x obtained raw score

Attenuated percentage score =
# of items attempted x 5

An attenuated percentage score of 40 in each scale would
mean no dysfunction compared with a reference point of
premorbid level. A score less than 40% would mean better
level of functioning than the premorbid level and a score
more than 40% means dysfunction.
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PROCEDURE

The patients were selected according to the inclusion
and exclusion criteria. Relatives accompanying the patient
were interviewed to determine the person experiencing
maxi-mum burden. In our country, patients are usually
accomparnied by spouse or parents. In some instances, sibs
or children of the patients attend the clinic with their sick
relatives. If such a person was not available the next most
suitable relative was designated as the informant depending
upon whether or not the patient lived with this relative as
mentioned in the inclusion criteria. Informed consent was
taken and sociodemographic and clinical details were
recorded. Then a semi-structured interview was undertaken
with the relative to assess family burden. Following this the
DAQ, was administered to the relative to determine the
patient’s level of dysfunction. All assessments were done
only once and by one investigator (SC) only. It should also
be noted that the assessment of burden and dysfunction
were not done on a "blind" basis and as such inadvertently a
certain degree of "bias”" might have resulted.

RESULTS

Sociodemographic parameters of patients

Table 1 shows the sociodemographic parameters of the
patients. Though no attempt was made to match the
groups, the sociodemographic factors are more or less
similar. The dysthymic group had a higher mean age, more
number of females, and more patients with less than 10
years of education. However, as shown later these
sociodemographic factors did not have significant influence
on burden; therefore for all purposes the groups were
considered to be homogeneous.

Sociodemographic parameters of relatives

Of the 90 relatives accompanying the patients 59 (66%)
were spouses, 13 (14%) were parents, 15 ( nearly 16%)
were sibs or children. Only 3 patients were accompanied by
other relatives. Mean age of the relatives was 37.33 (SD
11.27)years; the majority were males (68%), married (90%),
with less than 10 years of formal education. There were no
statistically significant differences with regard to any of the
sociodemographic variables among relatives in the 3 study
groups.

Duration of illness and dysfunction

The mean duration of illness was 8.38 (SD 6.37) years
in the dysthymic group, 6.75 (SD 4.0l)years in the
generalized anxiety and 7.46 (SD 7.31) years in the
obsessive compulsive group. Mean scores of dysfunction in
the DD group was 51.08 (SD 13.29), 47.69 (SD 7.85) in
the GAD group and 49.34 (SD 9.56) in the OCD group.
Comparison of mean duration of illness and mean scores of
dysfunction among the 3 groups did not reveal statistically
significant differences (Student’s t test).
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Table 1. Sociodemographic & clinical variables

of patients
Variable DD GAD ocCD
(n=30) | (n=30) | (n=30)
Age in years”®
mean 3743 3350 31.77
SD 6.92 7.44 857
Sex:**
males 9 19 17
females 21 11 13
Marital Status
married 28 25 21
others 2 5 9
Education***
up to 10 years 25 15 20
> 10 years 5 15 10
Employment
earning 15 14 13
not earning 15 16 17
Family Type
nuclear 18 16 19
others 12 14 11
Residence
urban 17 21 24
rural 13 9 6
Duration of illness in years
mean 8.38 6.75 7.46
SD 6.37 4.01 7.31
Dysfunction scores on DAQ
mean 51.08 47.69 4935
SD 13.29 7.85 9.56
* ANOVA: F=4 45,df 2,87, P<0.05.
X2 =7.48; df 2; p <0.05
=4 X2 = 7.50; df 2; p <0.05
all other variables no significant differences.
TABLE 2. Extent of burden
Type of DD GAD ocD Total
burden {(n=30) | (n=30) | (n=30) | (n=90)
Objective Burden
mean 12.30 11.67 11.53 11.83
SD 6.02 5.32 6.32 5.90
Global Objective Burden
no burden 1 0 0 1(1%)
moderate 20 26 26 72(80%)
burden
severe burden 9 4 4 17(19%)
Subjective Burden
no burden 6 10 9 25(27%)
moderate 22 17 17 56(63%)
burden
severe burden 2 3 4 9(10%)
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Extent of family burden

Table 2 shows the extent of subjective and objective
family burden. The ratings of objective burden are shown in
2 ways:- i) mean scores of burden which is the mean of
ratings on all items of the scale and ii) a global rating of
burden which divides the families in those with no burden,
moderate burden or severe burden. The mean score for
total sample was 11.83 (SD=5.90) and there were no
statistically significant differences among the 3 study groups
with regard to mean scores of burden. For comparison of
means in objective burden Student’s t test was performed.

When global objective burden is considered, 80% of the
entire sample of families reported experiencing moderate
burden. About one fifth (19%) were rated to have severe
burden whereas only one family considered it-self to have
no burden. Subjective burden or burden carried in a
subjective sense by the relatives is also shown in Table 2. If
the proportion of families reporting subjective burden is
compared with the global objective burden ratings it can be
seen that about a quarter of the families (26%) experiencing
moderate or severe burden did not perceive any subjective
burden. For Global Objective Burden (excluding 1 subject in
"no burden" : X2 = 3.96: df 2; p > 0.05 and for Subjective
Burden : X2 = 2.60; df 4; p > 0.05.

DETERMINANTS OF BURDEN

The influence of various sociodemographic factors,
duration of illness and the amount of dysfunction on burden
was investigated in the 3 study group. Only two factors -
duration of illness and amount of dysfunction -
showed a consistent and statistically significant relationship
with burden. Thus, longer duration of illness and higher
levels of dysfunction of the patient both correlated with
higher extent of burden across all of the study groups.
Other variables viz. - age, sex, marital status and education
of either the patient or relative, employment status of the
patient, family type and residence did not show a consistent
correlation with extent of burden. These results are depicted

in Table 3.

Table 3. Determinants of family burden

Variables DD GAD ocCD
(n=30) | (n=30) | (n=30)

Duration of | 0.69%*  (0.42% 0.46*

illness( r value)

Amount of 0.41% 0.75%%  0.87%*

dysfunction

( v value)

* significant at P <0.05
** significant at P <0.01




DISCUSSION

The data presented here pertain to only one aspect of
burden i.e. the extent of burden in families of patients with
neuroses. Our results show prevalence of considerable
family burden among patients with neuroses. Most studies
dealing with patients of psychoses have shown that 90% or
more of the families report some amount of burden. In this
study 99% of the families reported some amount of burden;
of them 80% had moderate burden and 19% felt severe
burden. A study frem our country by Gupta et al.(1991)
assessed family burden in patients with anxiety neurosis and
neurotic depression using the same scale as that of the
present study and reported that 95% of the families had
moderate burden while only 5% had severe burden. The
proportien of families with severe burden in the present
study is higher, probably because of the longer duration of
ilness of the patient sample. Studies by Gautam &
Nijhawan (1984) and Raj et al. (1991) using the interview
schedule of Pai and Kapur (1981) have found mean scores
of family burden in schizophrenia te vary from 18 to 20,
whereas the mean score of 15 was obtained in a sample of
patients with affective disorders in one study by Chakrabarti
et al.(1992). Thus, the amount of burden in the present
sample of patients with neuroses was less than that found
among patients with schizophrenia or affective disorders.

Subjective burden, a concept initially proposed by
Hoenig and Hamilton (1966) refers to subjective distress or
burden carried in a "subjective”" sense by the relatives. A
number of studies since then have shown a great deal of
discrepancy between subjective and objective burden with
relatives invariably failing to acknowledge subjective burden
and tolerating a number of problems encountered in caring
for the patient. This study showed that about a quarter of
the families rated as experiencing moderate or severe
burden perceived no subjective burden. This figure is
comparable to Hoenig and Hamiltons (1966) study which
demonstra-ted that 25% of the families carrying a good deal
of objective burden reported no subjective burden. Part of
the reason for this could be the nature of the screening
question for rating subjective burden. The instrument of Pai
and Kapur has only 1 question which assesses subjective
burden and that too in a general way. This may be
inadequate to elicit subjective burden and perhaps warrants
more in-depth interviewing or evaluation of the relative to
provide an accurate estimate of subjective burden.

What are the factors which determine the extent of burden?
There is very little consensus in the literature regarding the
effect of different factors. In the present study only 2 factors
- a longer duration of illness and higher levels of dysfunction
in the patients - correlated significantly and consistently with
the extent of burden. Other studies by Brown et al. (1966)
and Pai & Kapur (1982) have also shown that prolonged
ilnesses and high levels of dysfunction result in a greater
amount of burden. In addition among affective disorders,
Chakrabarti et al. (1992) have shown that the two most
important predictors of burden were the amount of
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dysfunction and duration of illness. However, this does not
mean that other sociodemographic factors and clinical
variables have no role in determining burden. It is possible
that these parameters are more impertant in shaping the
pattern or typology of burden. This complex relationship
between burden and its determinants needs further careful
study before a firm idea emerges.
Finally, despite the preliminary nature of this investigation
certain conclusions can be drawn the primary one being
that there is a considerable prevalence of burden among
families of patients with prolonged neuroses, a prevalence
similar to that found among patients of psychoses. With
reference to the rating of total global burden in the present
work, reporting of subjective burden is proportionately less,
suggesting that relatives are prepared to tolerate a great
deal of burden before they complain. Further studies are
needed to explore the pattern of this burden and the
influence of various factors on it. Evaluation of burden
should in fact form a part of the routine assessment of
patients with psychiatric disorders including neurosis. The
next logical step would be to devise strategies to alleviate
burden. Again, these observations have been made by
virtually every investigator in this field but the translation of
these simple principles into clinical practice has been
somewhat lagging; hence the re-emphasis despite the risk
of being repetitive.
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