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Validity of the diagnosis of personality disorder

in adults with learning disability and severe

behavioural problems

Preliminary study

ANDREW FLYNN, HELEN MATTHEWS and SHEILA HOLLINS

Background Personality disorderin
people with learning disability has
received little research attention, with
only a handful of cross-sectional surveys of
prevalence available. As yet, there have
been no studies to include an examination

of validity.

Aims Toinvestigate the prevalence of
personality disorder in adults with learning
disability who are in specialist challenging
behaviour in-patient services and to
examine the validity of the diagnosis of
personality disorder in this group in terms
of its association with abusive experience
in early life.

Method The Standardised Assessment
of Personality (SAP) was used to diagnose
personality disorder in 36 individuals with
mild/moderate learning disability. Case
notes were reviewed for details of clinical

diagnosis and early psychosocial history.

Results Thirty-nine per cent of the
sample met the criteria for severe
personality disorder. This diagnosis
showed a significant association with early
traumatic experience.

Conclusions Severe personality
disorder is a common diagnosis in this
group. There is preliminary evidence that
the diagnosis is associated with abuse in

childhood.
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In contrast to other psychiatric diagnoses in
adults with learning disabilities, personality
disorder has received little attention. A
small number of cross-sectional surveys of
prevalence have established the reliability
of the Standardised Assessment of Personal-
ity (SAP; Pilgrim et al, 1990) for adults with
learning disability and found high rates of
the diagnosis in hospital and community
settings (Ballinger & Reid, 1987; Khan et
al, 1997). However, although the diag-
nostic criteria can be applied reliably, their
validity in terms of aetiology, prognosis
and treatment response has not been
researched. This study examines the
prevalence of severe personality disorder
in an in-patient population with severe
challenging behaviour and attempts to
demonstrate preliminary evidence for the
validity of the diagnosis in terms of
aetiology. The results have important
implications for further research and the
development of clinical services.

METHOD

Participants

Patients from four in-patient psychiatric
services for adults with learning disabilities
and severe challenging behaviour were
invited to participate in the study. Approval
was obtained from the local research ethics
committee for each centre.

The responsible psychiatrist for each
service identified all individuals with mild
or moderate learning disability who had
no clinical contraindication for research
participation. Individuals were recruited if
they gave informed consent and could
identify an informant who had known them
well over the previous 5 years.

Instruments and data collection

The Standardised Assessment of Personality
(SAP; Pilgrim et al, 1990) is a semi-
structured diagnostic interview. Ballinger
& Reid (1987) have shown it to have
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satisfactory interrater reliability when used
with people with learning disabilities in an
institutional setting. It is administered by
a trained interviewer to an informant who
has at least 5 years of acquaintance with
the participant. The interview generates
ICD-10 (World Health Organization,
1992) diagnoses of personality disorder.
The guidance recommends that where more
than one category can be assigned, the
‘most disabling’ should be rated alone.
However, because of the preliminary nature
of this study and the desire to avoid
unnecessary subjectivity, in cases where
multiple diagnoses were made, each was
accorded equal rank.

Case notes were reviewed by the
principal investigator (A.F.) for clinical
diagnoses and histories of childhood abuse
or neglect. Although this judgement was
largely subjective, instances had to be
associated with a child protection response
by social services. These reviews were
carried out blind to the results of SAP
ratings.

RESULTS

The SAP assessments

Thirty-six SAP assessments and case-note
reviews were completed across four in-
patient units. These units ranged in size
from 12 to 40 beds and had patients with
all degrees of learning disability (though
mostly mild to moderate) with a variety of
psychiatric diagnoses. All of those resident
on these units had severe behavioural prob-
lems, especially self-harm and violence to
others, whose needs could not be met by
community services. The 36 interviews
represented 46% of all residents on these
units; 27 interviews were with hospital staff
and the remainder were with parents. Of
those taking part, 25 were male and 11
female.

The SAP diagnoses of personality dis-
order could be assigned in 34/36 (92%) of
cases. Co-occurrence of personality dis-
order categories was common, with a mean
of 3.4 per person (range 0-8). The fre-
quencies of personality disorder diagnoses,
as derived from the SAP, are shown in
Table 1.

Personality disorder and early
traumatic experience

It was hypothesised that if personality
disorder is a valid diagnosis in learning dis-
ability, then it should show some evidence
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Table |

of Personality (SAP) diagnoses of personality disor-

Frequencies of Standardised Assessment

der in the 36 participants

SAP category  No. of times Per cent of study
diagnosed population
Paranoid 23 64
Schizoid 18 50
Dissocial 19 53
Emotionally 18 50
unstable
Histrionic 12 33
Anankastic 8 22
Avoidant 18 50
Dependent 10 28

of an association with a known aetiological
factor. Severe psychosocial adversity in
childhood (especially physical and sexual
abuse) is an acknowledged risk factor for
antisocial, borderline and histrionic
personality disorder in people without
learning disability. These diagnoses fre-
quently co-occur and, following their study
of an in-patient psychotherapy service for
people referred with clinical diagnoses of
predominantly borderline personality dis-
order, Dolan et al (1995) suggested that
‘severity’ (referring to breadth of psycho-
pathology) may be more relevant than indi-
vidual categories. Owing to the high
frequency of multiple SAP diagnoses in
the study population, this concept of
severity was used for further analysis.
When the case notes of the 36 partici-
pants were examined, documentation of
childhood abuse was found in 11 cases.
These represented instances where it was
considered that most mental health pro-
fessionals would regard the events recorded
as unequivocally abusive. For example, one
participant had been
repeatedly by his father and members of
the extended family. The perpetrators sub-
sequently were prosecuted. Another had

sexually abused

severity: participants with five or more per-
sonality disorder diagnoses were rated as
having ‘severe personality disorder’. This
threshold was decided upon prior to data
analysis and 14 participants were rated as
having ‘severe personality disorder’ (38%
of the sample). The results are shown in
Table 2.

Overlap of clinician and SAP
diagnoses of personality disorder

Overall, 14 individuals were rated as
having severe personality disorder with
the SAP. Only five of these had been
diagnosed by their psychiatrist as having a
personality disorder of any type. In no case
where a clinical diagnosis of personality
disorder was recorded was more than one
category assigned.

Of the other nine individuals, four were
diagnosed with a psychotic illness, two
with an affective disorder and two with a
pervasive developmental disorder (autistic
continuum disorder). One of the ‘severe’
group had received a clinical diagnosis of
organic personality disorder. In terms of
the validating criterion of early traumatic
experience, two of the individuals diag-
nosed with psychosis, one of those with
pervasive developmental disorder, and the
person with organic personality disorder
had been exposed to abuse when young.

DISCUSSION

This is a small-scale preliminary study of
the prevalence of personality disorder in a
learning disabled population with severe
behavioural problems whose difficulties

were of a nature or degree that could not be
met by community-based services. It forms
part of a wider body of local work concern-
ing the future development of mental health
services, especially against the backdrop of
the recently published White Paper dealing
with mainstream access to services for
people with learning disabilities (Depart-
ment of Health, 2001).

Prevalence of personality disorder
and the utility of the SAP

The finding that 19/36 participants (53%)
could be diagnosed with dissocial per-
sonality disorder and 18/36 (50%) with
emotionally unstable personality disorder
is remarkably in keeping with Ballinger &
Reid’s (1987) conclusion that 50% of their
hospital population had the broadly
equivalent ‘explosive personality disorder’
(according to the older ICD-9 categories
in use at the time; World Health Organ-
ization, 1978). This is a slightly larger
group than the 38% with severe personality
disorder because a minority of these indivi-
duals did not exceed the severity threshold.
From the point of view of methodology,
this finding is encouraging. However, it
needs to be considered in the context of
several issues concerning the diagnosis of
personality disorder in this population
using the SAP.

There have been only a handful of pub-
lished systematic studies of personality dis-
order in learning disability. In the first of
these, Ballinger & Reid (1987) recom-
mended the use of the SAP because it had
acceptable interrater reliability in their
setting and avoided the problem of subjects

Table2 Relative risk of exposure to early traumatic experience resulting in a clinical diagnosis of antisocial,

emotionally unstable or histrionic personality disorder and a Standardised Assessment of Personality (SAP)

rating of ‘severe personality disorder’

Clinical diagnosis of personality

SAP diagnosis of severe personality

. disorder disorder
been taken into care as a consequence of
physical abuse and evidence of gross Present Absent Present Absent
physical and emotional neglect.

Odds ratios of prior exposure to early Abuse present 6 5 2
trauma were calculated against two Abuse absent 5 20 5 20
possible adult outcomes: receiving a clini- Odds ratio 6.3 13.3
cian diagnosis of personality disorder Significant! Significant!
f‘gnt@oqa}’, ‘emotionally .unstal?le’ or Cle13-311 Cl—22-80.5
histrionic’) and a SAP-derived diagnosis P—0.039 P—0.005

of ‘severe personality disorder’. For the
latter, an arbitrary cut-off was chosen for

I. Statistical significance calculated using Fisher’s exact test.
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with severe communication impairments
having to complete self-report question-
naires or take part in unmodified structured
interviews. Subsequent work by these and
other investigators have used the same
assessment method and the SAP seems to
have acquired the status of ‘industry
standard’. This means that it is reasonably
easy to compare the outcomes of different
studies but there is the obvious drawback
that there have been no serious efforts to
compare the SAP’s performance in learning
disability with schedules
perspectives on personality construction or
to modify the use of these methods for this
group.

Finally, it may be that the SAP itself
deserves some modification to preserve its
construct validity. For example, it was hard
for informants to make confident inferences

taking other

about complex cognitive constructs such as
‘continual feelings of emptiness’ (item 2 in
the criteria for borderline personality dis-
order) in people who may not have the
ability to formulate and communicate such
an idea for themselves. Interpreting the
threshold for crossing from personality
‘accentuation’ to ‘disorder’ also can be
problematic: some informants found it
understandably difficult to separate the
occupational or social impairments second-
ary to learning disability from those related
to personality dysfunction.

Diagnosis of personality disorder
and experience of childhood abuse

Despite acceptance of the SAP as an
important diagnostic instrument in learning
disability research, there have been no
studies of its validity (and, by extension,
the validity of the diagnosis of personality
disorder itself) in this group. With this in
mind, the study took the opportunity to
look at the possible relevance of exposure
to psychological trauma to the development
of personality disorder in adults with
learning disability.

Psychosocial adversity, especially expo-
sure to abuse, in early life is an important
risk factor for severe personality disorder
in adult life in the general population
(Herman et al, 1989). Similarly adversity
is common in people with learning dis-
abilities but there have been few attempts
systematically to relate experiences of
abuse to challenging behaviour, and none
to formal psychiatric diagnoses. The
calculated odds suggest that,
whether diagnosed by clinician or research

ratios
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questionnaire, some presentations of
personality disorder in people with mild
to moderate learning disabilities share
the same risk of prior exposure to early
psychosocial adversity.

The magnitude of the risk is uncertain,
with the small sample size leading to large
confidence intervals. However, the associ-
ation certainly seems more robust for severe
personality disorder diagnosed by the SAP
than it does for the clinical diagnosis of
personality disorder. Unfortunately, the
overlap of large confidence intervals
prevents any definitive conclusion. The
possibility of a trend in odds ratio of 13.3
v. 6.3 may give a tentative nod to Dolan
et al’s (1995) suggestion that breadth of
psychopathology is a meaningful idea. At
any rate, it does not undermine our strategy
of recording multiple
stratifying the sample into ‘severe’ and

‘mild/moderate’.

diagnoses and

It must be emphasised also that the
definition of early trauma was not more
closely defined at this stage. It was felt to
be premature to narrow abuse down to
specific categories, in view of the study’s
preliminary nature and its ‘hypothesis-
generating’ intention. It relied on the prin-
cipal investigator’s subjective judgement
that some clear-cut event that had at least
prompted action by social services had
occurred. However, this judgement was
made blind to the SAP diagnosis. There
are important ethical constraints on pursuing
abuse histories for research purposes in
learning disability and it is hoped that these
results will make it justifiable to pursue this
line more systematically in our group in the
future. An initial step would be to map
‘developmental trajectories’ to adult dis-
order using qualitative methods.

Research versus clinical diagnosis

The discrepancy between clinical and
research diagnoses is interesting. One might
conclude that it represents a case of mis-
diagnosis by clinicians, especially if the
result diagnosis looks more ‘valid’ in terms
of exposure to a particular causative factor.
However, other standards of validity exist
that are, arguably, more relevant to clinical
practice, especially response to treatment
and prognosis. Also, it may be that clini-
cians have deeper reservations about diag-
nosing personality disorder. For example,
some have doubts that it is appropriate to
make the diagnosis at all in those with
severe and profound learning disability
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(Gostason, 1985), although others have
discussed cases of narcissistic personality
disorder in people with IQs of less than
20 (Goldberg et al, 1995). Furthermore,
there may be concern, made explicit by
one psychiatrist whose patients
surveyed in this study, that diagnosing per-
sonality disorder implied ‘untreatability’
and its connotations were prejudicial in

were

identifying community placements for
hospital residents.

Implications of validity studies

in learning disability

Although the association observed here re-
quires confirmation through more rigorous
investigation, its demonstration in terms of
linkage to a specific diagnosis has import-
ant implications. People with learning
disabilities are generally excluded from
health
Although this may be partly owing to
concerns about capacity to consent, there
remains an assumption that behavioural

mainstream  mental research.

and emotional problems are either organic-
ally mediated or environmentally contin-
gent. This is reflected in approaches to
challenging behaviour
‘symptomatic’ use of medication, behav-
ioural intervention or both (Emerson,
1995). Recognition that many examples of

emphasising the

challenging behaviour are expressions of
psychiatric conditions such as psychosis or
affective disorder has given a rationale for
the use of psychotropic drugs but, impor-
tantly, has permitted people with learning
disabilities to have access to ‘mainstream’
treatments. This is a core principle under-
lying the practice of specialist learning
disability psychiatry.

However, it is only recently that access
to psychotherapy, especially for traumat-
ised individuals, has become an issue
(Hollins & Sinason, 2000). Psychotherapy
is of particular relevance to personality dis-
order, in various forms, because it con-
stitutes the only intervention with any
degree of evidence-based efficacy (e.g.
Menzies et al, 1993). This does not mean
to say that psychotherapy is appropriate
for all adults with learning disabilities
who have diagnosable personality disorder,
but then neither is it appropriate for all
those cases where learning disability is not
involved. It does mean that psychotherapies
for some adults with lifelong histories of
severely challenging behaviour should be a
priority for health service research with a
view to future service development.
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Demonstrating the validity of personality
disorder may serve a wider purpose.
Personality disorder research and clinical
practice has come to focus particularly on
psychotherapy and related themes. Bio-
logical, behavioural and, to some extent,
social models have received less attention.
In a recent review of neuropsychiatric per-
spectives on personality disorder, Fogel &
Ratey (1995) point out that of all psychiatric
diagnoses, disorders of personality are most
likely to be seen as ‘functional’. Akiskal
(1981) has suggested that many cases of
severe personality disorder can be seen as
presentations of organically mediated affec-
tive disorders, but ‘misdiagnosis’ has denied
access to effective pharmacotherapy (or even
any service at all). More recently, Linehan et
al (1993) have shown that behavioural prin-
ciples can underpin effective therapy for
women with borderline personality disorder.
Paris (1996) offers an important theory of
personality disorder in biosocial terms,
showing how symptoms can be seen to
serve a function in terms of the interaction
between the individual and his or her social
environment.

Many specialist clinicians in the field of
learning disabilities will point out that they
have been successfully applying these ideas
for some time but have done so under the
guise of ‘challenging behaviour’ rather than
personality disorder. It is notable therefore
that some important concepts more usually
associated with learning disability research
have been used to investigate aspects of
severe personality disorder. An example is
Blair et al’s proposal (1996) that aspects of
antisocial personality disorder reflect a fail-
ure in the ability to develop ‘theory of
mind’, an aspect of cognitive psychology
that has played a major part in understand-
ing autism. It may turn out to be the case that
general psychiatry can learn from the pro-
blems faced by adults with learning dis-
abilities, but one needs to know where to
look.
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CLINICAL IMPLICATIONS

W There is preliminary evidence that personality disorder in adults with learning
disability is a valid entity, in terms of shared aetiology with the disorder in the general

psychiatric population.

B This observation supports arguments for the development of evidence-based
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in general, but this is hidden beneath the label of ‘challenging behaviour’.

LIMITATIONS

B This is a small-scale study that is unable to clarify the magnitude of the observed

association with abuse.

B [tis restricted to in-patient units and requires replication in community settings.

m Other important aspects of validity, particularly outcome and response to

intervention, were not examined and require urgent investigation.
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