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Pervasive refusal syndrome in autism spectrum disorder:

Difficulties in diagnosis
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Pervasive refusal syndrome in those with autism
spectrum disorder is a rare condition, with only a few
cases reported worldwide. This report highlights the
difficulties in diagnosis, when symptoms of pervasive

Introduction

Pervasive refusal syndrome is a rare childhood psy-
chiatric condition. This was first described by Lask et.
al., in 1991 (1). It is characterized by a profound and
pervasive refusal to eat, drink, talk, walk and engage in
any form of self-care (2), leading to marked reduction in
quality of life. Although not yet included in the major
psychiatric classifications, this condition has gained
interest in recent times. These children usually exhibit
clear fluid refusal and weight loss, social withdrawal,
social refusal, partial or complete refusal of two or more
of the following, namely, mobilisation, speech and
attention to personal care, active and passive resistance
to acts of help and encouragement (2).

For pervasive refusal syndrome to be considered, the
affected person should not have an organic condition,
nor should another psychiatric disorder better account
for the symptoms (2).

Females are more prone to develop pervasive refusal
syndrome in comparison to males (2, 3). The mean age of
presentation is around 10.5 years (2). The prognosis of
pervasive refusal syndrome is generally good with a high
rate of complete recovery (67%) (3). However the process
is described as “painfully slow,” with an average of 12.8
months before recovery (3).

A premorbid perfectionist personality and a sense of
helplessness appear to play an important role in the
etiology of this condition. Pervasive refusal syndrome
can also show symptom overlap with many other
psychiatric disorders. The causes are unclear but likely

refusal syndrome presentin those already diagnosed
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to be complex and multiple, associated with a sense of
hopelessness (2).

Treatment usually requires a multidisciplinary approach
and is characterized by patience, gentle encouragement
and tender loving care (3, 4). To the best our knowledge,
this is the first time this condition is being reported in a
child with autism spectrum disorder (ASD), in Sri
Lanka.

Case Report

The patient was a boy aged 12 years and 3 months. He
had a preexisting diagnosis of autism spectrum disorder
(ASD). He was attending a regular school and was
capable of attending to his day to day activities. He
presented to our clinic with a history of refusal symptoms
for two months duration.

At the time of presentation the main symptoms were
apathy, refusal to eat, weight loss, mutism, school refusal,
refusal to engage in his personal care, and social
withdrawal. He was also seen to be monotonously and
repetitively drawing the same picture of the Lord Buddha.

There was a history of bullying at school, after which he
had refused to go to school. When he occasionally did
eat, he ate alone, and avoided other family members. He
was also resistant when his parents tried to help.

Mental state examination did not reveal any psychotic
symptoms. The child was also seen by a paediatric
neurologist, and assessments and investigations
revealed no neurological abnormality or catatonia.
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Treatment involved of a multidisciplinary approach,
consisting of inputs from occupational therapy, com-
munity nursing, medical and psychiatric professionals.
This required regular hospital visits, as well as family
interventions. The mainstay of treatment was of a
supportive nature. A low dose of the medication, namely
sertraline, was also started.

Within several months he began to interact with others
and the repetitive drawing became less frequent. He
began to eat and drink, initially in small amounts, and
gradually started to take full meals served at home. With
time his pattern of refusing help gradually diminished.
He also started to communicate with family members.
Subsequently he made conversation with our clinic staff
and returned to school.

Discussion

One of the main issues with pervasive refusal syndrome
is the difficulty in diagnosis and the symptom overlap
with other psychiatric disorders (5, 6).

Features of food refusal or selectivity, refusal to engage
in activities of personal hygiene and mutism or a lack of
communication with others may also be manifestations
of ASD or depression, and need to be considered (7).
However, the child in our case also manifested feature of
refusing help and refusal in many other domains, which
appeared to be the primary feature of his condition.

Another differential diagnosis would be obsessive
compulsive disorder (OCD) (8). This is an egodystonic
condition in comparison to the repetitive behaviors seen
in ASD (9). In our patient, we could not elicit any
egodystonicity associated with his repetitive drawings.
However, eliciting egodystonicty is sometimes not
possible in children, as their ability to understand and
describe their emotions may be limited. The symptoms
also responded to a combination of sertraline and
supportive psychotherapy.

Thus the child in our case manifested features of ASD,
together with some features to suggest OCD and
depression, in addition to features of pervasive refusal
syndrome.

There have been a few cases previously reported cases
of pervasive refusal syndrome associated with with ASD
internationally (6, 10). A case of a child with an esta-
blished diagnosis of ASD, presenting with severe
restriction of food and fluids, total mutism, school refusal,
urinaryand fecal incontinence and communicating solely
through typing on an ipad was reported in the United
Kingdom (6). As in in our case, the refusal symptoms
were more in relation to the parents.

Another case has been reported of a 4 year old boy with
a differential diagnosis of ASD or generic pervasive
refusal syndrome. However, in that instance no prior or
concurrent diagnosis of ASD was made (10). The children
in both these cases, as well as our case, were male.
Pervasive refusal syndrome is much more common in
females, but ASD is more common in males.

The difficulties in identifying the symptoms of pervasive
refusal syndrome, as different from the already
established diagnoses was evident from our case. This
has also been an important consideration in this
condition not being included in the major psychiatric
classifications [6].
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