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ABSTRACT Researchers have paid increasing attention to mental
health issues in adults with autism spectrum disorders (ASDs) over the
last decades. However, little is known about how rates of clinical
referrals, types of mental health diagnoses and treatment in adults with
ASDs and intellectual disability have changed. We examined patterns
of change in referral trends to specialist mental health services in south
London from 1983 to 2000 (N = 137). The majority of the cases
(58.4%) did not have a diagnosable psychiatric disorder. Schizo-
phrenia was the most frequent psychiatric diagnosis followed by
depression, adjustment reaction and anxiety. There was a significant
change in the rate of referrals, an increase in the diagnosable psychi-
atric disorders over time and a significant reduction of medication at
time of referral. There were no significant changes in the use of other
therapeutic interventions. The proportion of participants living inde-
pendently increased. Implications for services and future research are
discussed.
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People with intellectual disability (ID) and autism spectrum disorders
(ASDs) have been shown to be more prone to mental health problems than
people with intellectual disability alone (Bradley et al., 2004; Morgan
et al., 2003), although not all studies have reported this (Tsakanikos et al.,
in press). Psychiatric disorders, especially anxiety and depression, are
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common in people with ASDs (Gillberg, 1999; Gillberg and Billstedt,
2000; Howlin, 2000).

The clinical evaluation of people with ASDs and intellectual disability
remains a diagnostic challenge (see Deb et al., 2001). On the one hand,
people with intellectual disability may have autistic-like traits, although
these may not be sufficient to warrant a diagnosis of autism. On the other
hand, it is not easy to assess the extent to which the pathological factors
that cause autism may contribute to, or even be responsible for, the existing
intellectual disability (Berney, 2000; O’Brien and Pearson, 2004). Diagnos-
tic obstacles increase when assessing mental health in people with autism
and intellectual disability, mainly due to the communication difficulties
often inherent in autism (Howlin, 1997; Noens and van Berckelaer-Onnes,
2004; Rapin and Dunn, 2003).

In the past, clinicians were less inclined to label people with intellec-
tual disability with another clinical diagnosis, even if they displayed overt
symptoms of psychopathology (Borthwick-Dufty, 1994; Reiss and Szyszko,
1983). In recent years, there has been a widespread perception that ASDs
have increased (Charman and Clare, 2004; Medical Research Council,
2001; Roberts, 2004). For example, the California Health and Human
Services Agency (1999) examined the rates of people with autism entering
the local services system from 1987 to 1998. The report concluded that
there had been a rise in the administrative prevalence of autism spectrum
disorders over time in California.

Fombonne (2003) reported that the prevalence of ASDs in the litera-
ture was much lower in the 1960s and 1970s and has increased dramati-
cally since that time. One possible explanation is that increased professional
awareness, followed by changes in diagnostic practice, earlier detection, the
broadening of diagnostic criteria, and the availability of services specific to
autism, have combined to make the identification of people with autism
more likely (Fombonne, 2003; Medical Research Council, 2000; Wing and
Potter, 2002). Greater awareness of ASDs might also impact clinical practice
with adults with developmental disabilities. Therefore, the aims of the
present study were to examine the pattern of mental health diagnoses and
the referral trends over the last two decades for adults with ASDs and
intellectual disability to specialist mental health services.

Method
Design

This was a descriptive analysis of clinical referrals between 1983 and 2000
to specialist mental heath services in south-east London. In order to
examine trends over time, referrals were grouped into three time bands
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(1983-8, 1989-94 and 1995-2000) reflecting the closure of two local
long-stay institutions in 1988 and 1994 (Bouras et al., 2003).

Participants

Eligibility criteria for the study were: mental retardation (F70-73) (ICD-10
diagnostic criteria: World Health Organization, 1992), significant social
impairment, and a diagnosis of ASD (F84) according to ICD-10 criteria.
The degree of ID was coded on ICD criteria into mild (F70), moderate
(F71) or severe (F72-73). Psychiatric diagnoses were made by a psychia-
trist following clinical interviews with key informants and patients as part
of delivering a clinical service. Two psychiatrists further agreed on the diag-
nosis by using the clinical criteria of ICD-10. The final sample size (N =
137) represented 15.0 percent of the total number of referrals during these
18 years. These were all new referrals (i.e. 137 distinct individuals rather
than individuals who were seen in all three time bands and were being
rereferred).

Data recording

The data were recorded at initial assessment using the Assessment and
Information Rating Profile (Bouras and Drummond, 1989). The 12 vari-
ables that were recorded were: age, ethnicity (white, Afro-Caribbean, Asian,
and other non-white), gender, source of referral, type of residence, psychi-
atric diagnosis, epilepsy, degree of intellectual disability, further therapeutic
intervention, type of medication (psychotropics, sedatives, anti-convulsants,
combinations, PRN medication or none), admission to inpatient mental
health unit, and year of referral. Psychiatric diagnosis was grouped in the
following major ICD-10 categories: no diagnosable disorder, schizophrenia
spectrum (F20-27), personality disorder (F60—-69), anxiety (F40—48),
depressive disorder (F32-39), adjustment reaction (F43), dementia
(FO0—03) or other. The category ‘other’ included a small number of cases
diagnosed as delirium (F05), eating disorders (F50), and hyperkinetic
disorders (F90).

Data analysis

Simple univariate analyses were used to describe the frequencies of psychi-
atric diagnoses. Changes over time were analysed by x?-tests to examine
whether there were any statistically significant changes over time. In order
to avoid a substantial number of comparisons (and therefore type I errors)
we selectively tested the statistical significance of changes that were both
consistent and meaningful: the increase in the psychiatric diagnoses and
the decreased use of prescribed medication, supported housing and hospital
admission.
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Results

Table 1 presents changes in the proportion of patients over time by gender,
age and ethnicity.

The proportion of patients by source of referral, type of residence, and
degree of intellectual disability is shown in Table 2. The source of referral

Table | Patients by gender, mean age and ethnicity over time
1983-8 1989-94 1995-2000 All years
no. (%) no. (%) no. (%) no. (%)
Total 55 31 51 137
Gender:
Male 37 (67.3) 21 (67.7) 41 (67.7) 92  (67.2)
Female 18 (327) 10 (323) 20 (333) 45  (32.8)
Age [mean] [28.5] [26.8] [29.2] [28.4]
Ethnicity:
White 45  (81.8) 16  (51.6) 37 (725) 98 (71.5)
Afro-Caribbean 9 (le4d) I (35.5) I (21.6) 31 (22.6)
Asian | (1.8) 2 (6.4) | (2.0 4 (2.9
Other non-white 0 0.0) 2 (6.5) 2 (3.9 4 (2.9

Table 2 Patients by source of referral, residence and degree of intellectual

disability over time

1983-8 198994 1995-2000 All years
no. (%) no. (%) no. (%) no. (%)
Source of referral:
Primary care 24 (43.6) 20 (64.5) 23 (45.1) 67 (47.5)
Social services 12 (21.8) 2 (6.5) I (21.6) 25 (19)
Generic mental health 19 (34.5) 9 (29.0) 17  (333) 45 (32.8)
Residence:
Family home 26 (47.3) 16 (51.6) 28 (54.9) 70  (51.1)
Health service 10 (18.2) 2 (6.5) 0 (0.0) 12 (8.8)
residence
Independent 0 (0.0) | 3.2) 4 (78 5 (3.6)
Supported housing 19 (34.5) 12 (387) 19 (373) 50 (36.5)
Degree of intellectual |
disability:
Mild (F70) 18  (32.7) 14 (45.2) 25 (49.0) 57 (41.6)
Moderate (F71) 24 (43.6) 9 (29 14 (27.5) 47 (343)
Severe (F72-73) 13 (26.6) 8 (25.8) 12 (23.5) 33 (24.1)
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did not vary significantly over time (x* = 5.25, d.f. = 4, p > 0.10).
However, the proportion of patients by residence significantly varied across
the three time bands (x> = 15.21,d.f. = 6,p < 0.05), as there was a marked
decrease in the proportion living in National Health Service residences
(x? = 11.21, df = 2,p < 0.001) and a corresponding increase in the
proportion living independently (x? = 6.04, d.f. = 2,p < 0.05).

The proportion of patients by psychiatric diagnosis and epilepsy over
time is presented in Table 3. The majority of the cases (58.4%) did not have
psychiatric disorder. Schizophrenia spectrum disorders were the most
frequent psychiatric diagnosis (16.1%) followed by depression (6.6%),
adjustment reaction (5.1%), anxiety (4.4%), personality disorder (2.9%),
dementia (1.5%) and the ‘other’ category, including less frequent dis-
orders (5.1%). There was an overall statistically significant change in the
proportion of the type of psychiatric diagnosis over time (x? = 26.31,
d.f. = 14, p < 0.05). Specifically, there was a significant decrease in the
proportion of cases with no diagnosable disorder (x* = 10.95, d.f. = 2,
p < 0.01), and a significant increase in the ‘other’ category (x> = 12.44,
d.f. =2,p < 0.01). The differences in the other diagnostic categories were
non-significant (all p > 0.20).

The proportion of participants receiving further therapeutic interven-
tion, admission to inpatient mental health units, and type of medication at

Table 3 Patients by type of psychiatric diagnosis and presence of epilepsy over
time

1983-8 1989-94 1995-2000  All years

no. (%) no. (%) no. (%) no. (%)

Psychiatric diagnosis:

No diagnosable disorder 47  (74.5) 17 (548) 22 (43.1) 80 (584)

Schizophrenia spectrum 6 (10.9) 6 (194 10 (19.6) 22 (l6.1)
(F20-27)

Personality disorder 2 (3.6) 2 (6)5) 0 (0.0 4 (29
(F60-69)

Anxiety (F40—48) | (1.8) I (3.2) 4 (78 6 (44

Depressive disorder 3 (5.5) 3 (9.7) 3 (5.9) 9 (6.6)
(F32-39)

Adjustment reaction (F43) | (1.8) 2 (6)5) 4 (78 7 (5.1)

Dementia (FO0-03) | (1.8) 0 (0.0 | (2.0) 2 (1.5

Other 0 (0.0 0 (0.0 7 (13.7) 7 (5.1

Epilepsy:

Absent 41 (745) 28 (903) 45 (882) 114 (832

Generalized 14 (25.5) 3 9.7) 2 (39 19 (13.9)

Localized 0 (0.0 0 (0.0 4 (78 4 (29
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time of referral over time is presented in Table 4. In terms of medication
at time of referral, there were significant differences over time (x> = 30.85,
d.f. =10,p<0.001), mainly reflecting a significant increase in the patients
receiving no medication (x> = 14.84, d.f. = 2, p < 0.001), an overall
decrease in the use of PRN (as required) medication (x* = 13.31, d.f. =
2,p < 0.001), and a marginally insignificant decrease in the psychotropics
(x*=5.31,d.f. =2,p=0.07). There was no statistically significant change
across the three time bands in the proportion of cases that needed a further
therapeutic intervention (x* < 1), although there was a significant decrease
in the proportion of cases that were admitted to an inpatient mental health
unit (x? = 8.43,d.f. = 2,p < 0.01).

Discussion

Most service users in this study were men in their late twenties, referred by
their primary care physicians or generic mental health services, living with
their families or in supported housing. Most had no psychiatric diagnosis,
although approximately 15 percent had a diagnosis of a schizophrenia
spectrum disorder and a further 15 percent had psychiatric diagnoses related
to depression, anxiety and adjustment reaction. Approximately one-third of
the sample took psychotropic medications and a further 6 percent took anti-
convulsants. Only one-third of the cases were reported to be receiving other

Table 4 Patients by type of intervention, admission to a mental health unit and
type of medication over time

1983-8 1989-94 1995-2000  All years
no. (%) no. (%) no. (%) no. (%)
Further therapeutic
intervention:
Present 43 (782) 23 (742) 40 (784) 106 (77.4)
Absent 12 (21.8) 8 (25.8) I (21.6) 31 (22.6)
Admission to impatient unit:
Present I (20) 5 (lel) I (2.0) 17 (12.4)
Absent 44  (80) 26 (839) 50 (90.0) 120 (87.6)
Type of medication:
Psychotropics 26 (47.3) 9 (29.0) 14 (27.5) 49 (35.8)
Sedatives 5 9.1 0 (0.0) 3 (5.9 8 (5.8)
Anti-convulsants 5 .1 2 (6.5) 2 3.9 9 (6.6)
PRN only | (1.8) 6 (194 | (2.0) 8 (5.8
Combinations 10 (18.2) 5 (le.l) 6 (11.8) 21 (15.3)
None 8 (14.5) 9 (2900 25 (49.0) 42 (30.7)
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services for their mental health needs. There were some significant trends
over time, including an increase in the number of participants with a psychi-
atric diagnosis and a decreased used of prescribed medication.

These findings have a number of implications for mental health services
for adults with ASDs and intellectual disabilities. First, mental health
problems do occur in this group. Issues such as the differential diagnosis
and treatment of psychoses in people with autism and intellectual disabil-
ity have received some attention in previous research (Deb etal., 2001). The
reliability of the differential diagnosis of these conditions in people with
ASDs has received scant attention. The possibility of confusing symptoms of
ASDs (e.g. firmly held strange beliefs relating to obsessions and special inter-
ests) with delusions requires further attention. Likewise the differentiation
between the decline in social functioning seen in psychotic disorders and
the withdrawal and unusual social behaviours in ASDs requires further atten-
tion. The former represents a decline in existing functioning with a periodic
course of episodes of psychosis and recovery in a person with a pre-existing
disability, whereas the latter represents the pre-existing developmental dis-
ability, which is continuous and less variable. Hence a comprehensive
history is essential in making such a differentiation.

Depression, anxiety and adjustment reactions are the most commonly
presented disorders in outpatient psychiatric care. The observations made
here indicate that there is much in common with outpatient psychiatric
services in people with ASDs. However, people with ASDs may be more
vulnerable to minor stressful life events, such as minor transitions and
changes, than the general population, as these changes may interfere with
rituals and obsessions associated with autism spectrum disorders. Manage-
ment of this aspect of these disorders may be somewhat different than in
the general population.

In this study 36.7 percent of the participants took psychotropic medica-
tions and a further 6.1 percent took anti-convulsant medications. These
figures are broadly comparable to many other comtemporary reports of the
prevalence of psychotropic medication in adults with developmental
disabilities in community services (Bouras et al., 2003). However, only
23.1 percent were reported as receiving an adjunctive therapy, such as a
behavioural intervention plan or other intervention. This is a surprisingly
low figure and contrasts with reports of young children with autism
spectrum disorders. For example, one study (Bibby et al., 2001) reported
that 81 percent of 66 children with ASDs in early intervention services
received special diets, mineral and vitamin supplements, secretin, infu-
sions, homeopathic and sensory interventions. Perhaps this question was
insensitive in detecting these. Future research should measure these other
interventions more actively.

15



AUTISM 11(1)

In summary, a number of significant referral trends emerged after
examining referrals of people with ASDs and intellectual disability, from
1983 to 2000, to specialized services in south-east London. These findings
document the changing context in which psychiatric services are now
provided. It is possible that enhanced accessibility to specialist mental
health services for people with ASDs and intellectual disability has
contributed to these trends, as similar trends have been identified in people
with intellectual disability but without ASDs (Bouras et al., 2003). It is only
recently that the role of specialist mental health services, in addition to
access to generic mental health services, has been acknowledged (Depart-
ment of Health, 2001).
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