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Aims and method We conducted a secondary analysis of data from a Prescribing
Observatory for Mental Health audit to assess the quality of requests from
intellectual disability services to primary care for repeat prescriptions of
antipsychotic medication.

Results Forty-six National Health Service Trusts submitted treatment data on 977
adults with intellectual disability, receiving antipsychotic medication for more than a
year, for whom prescribing responsibility had been transferred to primary care.
Therapeutic effects had been monitored in the past 6 months in 80% of cases with a
documented communication indicating which service was responsible for this and
72% of those with no such communication. The respective proportions were 69%
and 42% for side-effect monitoring, and 79% and 30% for considering reducing/
stopping antipsychotic medication.

Clinical implications Where continuing antipsychotic medication is prescribed in
primary care for people with intellectual disability, lack of guidance from secondary
care regarding responsibilities for monitoring its effectiveness may be associated
with inadequate review.

Keywords Intellectual disability; antipsychotics; primary care; quality; mental health
teams.

Antipsychotic medication is somewhat commonly prescribed
for adults with intellectual disability in the UK and inter-
nationally.1–3 Although a proportion of these prescriptions
will be for the treatment of schizophrenia, such medication
is also prescribed for problem behaviours in the absence of
psychotic illness, such as violence, aggression or self-
injury.1,4–6 But concerns have been raised about the extent
to which antipsychotic medication is prescribed in primary
care for challenging behaviour in people with intellectual
disability,1,7 particularly for those with no psychiatric diag-
nosis. The need for careful review of longer-term anti-
psychotic treatment, with monitoring of both the
therapeutic effects and side-effects and consideration of
reduction or withdrawal of the medication as appropriate,
has been highlighted.1,6,8

A clinical audit of prescribing practice in 54 UK mental
health services, conducted as part of a quality improvement
programme, collected information on prescribing for 5654
adults with intellectual disability.5 Although the vast major-
ity of those prescribed antipsychotic medication for more
than a year had a documented review addressing the clinical
benefits of antipsychotic medication, the monitoring of side-

effects was limited, with marked variation across participat-
ing services. One untested conjecture is whether the incon-
sistent review and monitoring of such treatment could be
partly explained by a lack of clarity about accountability
between mental health services and primary care. A planned
re-audit as part of the quality improvement programme pro-
vided an opportunity to collect information on the commu-
nication of such monitoring responsibilities in those cases
where the prescribing of antipsychotic medication had
been transferred to primary care.

Method

This paper reports a secondary analysis of data from the
fourth audit in the quality improvement programme con-
ducted by the Prescribing Observatory for Mental Health
(POMH), focusing on the quality of antipsychotic prescribing
in adults with intellectual disability under the care of mental
health services.9 POMH had invited all 64 member health-
care organisations in the UK to participate in this quality
improvement programme. The audit data were collected
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from clinical records during February and March 2020, by
clinicians and clinical audit staff, using a bespoke data collec-
tion tool. These data allowed for the assessment of clinical
performance against recommended best practice, as derived
from the National Institute for Health and Care Excellence
(NICE) guideline for challenging behaviour in people with
intellectual disability.4,9 The information collected included
age, gender, ethnicity, severity of intellectual disability,
comorbid psychiatric diagnoses, details of the antipsychotic
medication currently prescribed and, for those patients who
had received antipsychotic treatment for more than a year,
the quality of clinical review addressing the effectiveness of
medication (specifically, review of the therapeutic benefit
and side-effects and whether there had been any consider-
ation of dosage reduction/discontinuation of such medica-
tion). The NICE recommends that such reviews should be
conducted every 6 months.4 Further information on POMH
methodology is given by Barnes and Paton,10 and the method-
ology of this particular POMH quality improvement pro-
gramme is described in more detail by Paton et al.5,8

In those cases where prescribing responsibility for anti-
psychotic medication had been transferred to primary care,
information was also collected on the quality of communica-
tion between mental health services and primary care relat-
ing to which service was responsible for monitoring the
therapeutic benefit and side-effects, and reviewing whether
or not treatment with the medication should continue. We
report here only on those cases where prescribing responsi-
bility had been transferred to primary care, and explore
whether the quality of the shared-care documentation relat-
ing to responsibilities for reviewing antipsychotic medica-
tion was associated with such reviews being documented.

Data submission and analysis

Anonymised data were submitted online during February
and March 2020, using Formic software version 5.6.1 for
Windows (Formic solutions, Uxbridge UK; see http://www.
formic.com/survey-software/),11 and analysed with SPSS
version 26 for Windows.12 Participating mental health ser-
vices were sent a copy of their submitted data-set along
with any data cleaning queries, allowing data entry errors
to be identified and rectified.

Descriptive statistics were used for the demographic and
clinical characteristics of the sample of cases for whom anti-
psychotic medication had been prescribed for more than a
year and prescribing responsibility had been transferred
from the mental health/intellectual disability team to pri-
mary care. Using χ2-tests, the associations were explored
between the existence of clear plans relating to the transfer
of prescribing responsibility and documented reviews in the
past 6 months of the therapeutic effects and side-effects of
antipsychotic medication, and consideration of the continu-
ing need for such medication.

Ethical approval is not required for such audit-based
quality improvement initiatives.13 POMH data are managed
in accordance with its published privacy notice.14

Table 1 Demographic and clinical characteristics of the
total national sample of adults with intellectual
disability who had been prescribed antipsychotic
medication for more than a year, and for whom
prescribing responsibility had been transferred
to primary care (n = 977)

Key demographic and clinical characteristics n (%)

Gender

Male 623 (64)

Female 354 (36)

Ethnicity

White/White British 784 (80)

Black/Black British 38 (4)

Asian/Asian British 52 (5)

Mixed or other 103 (11)

Age

Mean age in years 44.9 (16)

Age bands

16–25 years 122 (12)

26–35 years 223 (23)

36–45 years 145 (15)

46–55 years 184 (19)

56–65 years 207 (21)

≥66 years 96 (10)

Severity of intellectual disability

Borderline/mild 421 (43)

Moderate 314 (32)

Severe/profound 242 (25)

Other current psychiatric diagnoses within ICD-10
categories15

Organic, including symptomatic mental disorders
(F00–F09)

29 (3)

Mental and behavioural disorders due to
psychoactive substance use (F10–F19)

21 (2)

Schizophrenia, schizotypal and delusional disorders
(F20–F29)

230 (24)

Mood (affective) disorders (F30–F39) 250 (26)

Neurotic, stress-related and somatoform disorders
(F40–F49)

123 (13)

Behavioural syndrome associated with physiological
disturbance and physical factors (F50–F59)

7 (1)

Disorders of adult personality and behaviour
(F60–F69)

41 (4)

Disorders of psychological development (F80–F89) 424 (43)

Behavioural and emotional disorders (F90–F98) 104 (11)

Unspecified mental disorder (F99) 1 (<1)

Not known 44 (5)

Documented psychiatric diagnoses

Intellectual disability (F70–F79) only 130 (13)

One additional psychiatric diagnosis 523 (54)

Multiple psychiatric diagnoses 324 (33)
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Results

Forty-six healthcare organisations, predominantly National
Health Service Trusts, submitted clinical data on prescribing
practice for 977 adults with intellectual disability who had
been prescribed antipsychotic medication for more than a
year and for whom prescribing responsibility had been
transferred to primary care. The demographic and clinical
characteristics of this sample are shown in Table 1.

There were documented communications from mental
health services to primary care indicating which service
was responsible for monitoring the therapeutic effects of
antipsychotic medication in 643 (66%) cases, which service
had responsibility for monitoring side-effects in 597 (61%)
cases, and which service was responsible for reviewing the
need to continue antipsychotic medication in 223 (23%)
cases. Responsibility was allocated for all three aspects of
monitoring in 178 (18%) cases and for no aspects of monitor-
ing in 252 (26%) cases.

Where plans relating to responsibility for monitoring
therapeutic effects had been communicated to primary care
(n = 643), a review of this aspect of treatment in the past 6
months had been documented in the clinical records in 515
(80%) cases. Where no such plan had been communicated
(n = 334), a review of therapeutic effects had been documented
in 240 (72%) cases (P = 0.008). With respect to plans relating
to responsibility for monitoring side-effects, the respective fig-
ures for documentation that such a review had taken place
were 412 of the 597 (69%) cases with documented plans and
158 of the 380 (42%) cases without documented plans (P <
0.001). With respect to plans relating to reviewing the need
for continuing antipsychotic medication, the respective figures
for documentation of such reviews were 176 of the 223 (79%)
cases with documented plans and 227 of the 754 (30%) cases
without documented plans (P < 0.001).

The majority of prescriptions of antipsychotic medication
for schizophrenia spectrum disorders or affective disorders
are likely to be for relapse prevention and therefore long
term, so there would not be any expectation that primary
care should be considering the discontinuation of such treat-
ment in the short term. When the data on the treatment of
patients with these psychiatric diagnoses were removed, 514
cases remained. In 127 (25%) of these cases, plans for review-
ing the continuing need for antipsychotic medication had been
communicated to primary care, and for most (n = 111, 87%)
cases, there was documentation that this aspect of care had
been reviewed in the past 6 months. In the 387 cases where
no such plans had been communicated, such a review had
been documented in just over a third (n = 136, 35%) of cases.

Discussion

In our sample of adults with intellectual disability who were
under the care of mental health services but were receiving
their prescriptions for continuing antipsychotic medication
from primary care, the quality of the clinical correspondence
sent by mental health teams to primary care was associated
with the quality of clinical review: when there was a clear
statement about which service was responsible for reviewing
the side-effects and continuing need for antipsychotic

treatment, it was much more likely that such reviews had
been documented in the previous 6 months.

Plans for reviewing the clinical benefits of antipsychotic
medication were communicated to primary care in two-thirds
of cases, and such reviews were documented in the mental
health clinical records in around three-quarters of cases,
with little difference between the subgroup for whom plans
had been communicated and the subgroup for whom they
had not. The most likely explanation for this finding is that
there was an implicit understanding by both mental health
services and primary care that the mental health team will
be responsible for the continued monitoring of mental state
and behaviour. The finding that no clinical plans relating to
future reviews of the effectiveness of antipsychotic medication
had been communicated to primary care for one patient in
four overall is consistent with this interpretation.

Plans for monitoring the side-effects of antipsychotic
medication were communicated to primary care in three
out of every five cases, only a slightly lower proportion
than for plans for monitoring mental state and behaviour.
However, where such plans had been clearly communicated,
a review of side-effects was >50% more likely to be docu-
mented in the previous 6 months than cases where plans
had not been communicated. A possible explanation for
this finding is that clinicians within mental health teams
considered the monitoring of side-effects and the associated
physical health checks to be evidently the responsibility of
primary care, as an integral part of providing continuing pre-
scriptions for antipsychotic medication, and therefore failed
to make this explicit in communications. But where a clear
plan for monitoring side-effects is not communicated, primary
care may assume that their role is to provide access to anti-
psychotic medication, with monitoring remaining the respon-
sibility of the mental health team, as part of shared care.

Plans for reviewing the continuing need for anti-
psychotic medication were communicated to primary care
in only a quarter of cases; for cases where such a plan had
been communicated, a review of this aspect of care was
more than two and a half times more likely to have been
documented compared with those cases where there was
no such plan. The finding was the same in the subgroup of
people with a diagnosed psychotic or affective disorder, for
whom continuing antipsychotic medication is likely to be
indicated, as well as the subgroup prescribed antipsychotic
medication for other indications (including behaviour that
challenges), where the rationale for continuing treatment
with antipsychotic medication may be far less convincing.
This suggests that correspondence with primary care may
not consistently and sufficiently address an individual’s clin-
ical circumstances and the criteria on which to base a deci-
sion to continue or withdraw antipsychotic medication, thus
reinforcing any assumption by primary care that determin-
ing the need for continuing antipsychotic medication
remains the remit of the mental health team. But such an
assumption increases the risk that for individuals who are
clinically stable and discharged to the sole care of their gen-
eral practitioner, prescribing may become long-term by
default, which may at least explain some of the findings
from surveys of practice in primary care.1,6

Suboptimal communication across the interface
between services is not a new issue nor is it specific to
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intellectual disability services or medication-related issues.16

For people prescribed antipsychotic medication for the
treatment of schizophrenia, ‘shared-care’ agreements that
clearly outline the responsibilities of primary and secondary
care are commonly ratified at a systems level, but we are not
aware of any such documents for the use of antipsychotic
medication in people with intellectual disability who have
behaviour that challenges. Although it would be possible to
specify requirements for the monitoring of side-effects within
such frameworks, there is insufficient evidence on which to
base universal instructions for de-prescribing.7 Thus, the cri-
teria on which to base decisions to reduce or stop anti-
psychotic medication in people with intellectual disability
need to be individualised and clearly communicated.

In conclusion, when the responsibility for prescribing
continuing antipsychotic medication for people with intel-
lectual disability has been transferred to primary care, the
monitoring and review of this medication may fall short of
recommended best practice. Our findings suggest that this
may partly reflect the failure of mental health services to
communicate reliably with primary care about the allocation
of responsibilities for reviewing antipsychotic medication.
This is particularly the case for the monitoring of side-
effects and consideration of whether to reduce or discon-
tinue the medication. The use of a formatted letter that
prompts inclusion of a clear message about which service
is accountable for which aspects of monitoring may be an
effective quality improvement intervention.

Strengths and limitations

This study reports on findings related to the treatment of a
large national sample of adults with intellectual disability,
under the care of mental health services, for whom the con-
tinuing prescription of antipsychotic medication had been
transferred to primary care. The findings are likely to be rep-
resentative of UK practice, but should not be extrapolated to
other clinical settings or patient groups.

The audit data were collected from secondary care clin-
ical records. Thus, any clinical activity in primary care related
to the monitoring and review of antipsychotic medication that
had not been communicated to the intellectual disability clin-
ical team and/or not documented in the secondary care clin-
ical records would have been missed. Further, the audit could
not determine the extent to which treatment plans included
in communications from secondary care had been incorpo-
rated into the primary care records.
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Aims and method This paper analyses how practice varied between patients aged
<65 and ≥65 years in the 2019 UK national memory service audit.

Results Data on 3959 patients were analysed. Those aged <65 (7% of the sample)
were less likely than those aged ≥65 to be diagnosed with dementia (23 v. 67%) and
more likely to receive a functional, psychiatric or no diagnosis. Younger patients were
more likely to have magnetic resonance imaging; use of dementia biomarkers was
low in both groups. Frontotemporal dementia and functional cognitive disorder were
diagnosed infrequently. Use of dementia navigators/advisors and carer
psychoeducation was similar between groups; younger patients were less likely to be
offered but more likely to accept cognitive stimulation therapy.

Clinical implications Memory services seeing younger people need expertise in
functional cognitive disorder, alongside clinical skills and technologies to diagnose
rarer forms of dementia. Further work is needed to understand why cognitive
stimulation therapy is less frequently offered to younger people.

Keywords Dementia; psychosocial interventions; clinical governance; outpatient
treatment; imaging.

There are about 700 000 people living with dementia in
England, a figure likely to increase owing to demographic
ageing. The majority of patients being assessed for, and diag-
nosed with, dementia, are seen in community-based mem-
ory services, usually provided by National Health Service
(NHS) mental health trusts. To better understand variation
between providers, and as a tool for quality improvement,
the NHS London Dementia Clinical Network developed a
case-note based audit of memory services which was used
in London in 2015, 2016 and 2019. For the 2019 round, ser-
vices throughout England were invited to participate. Initial
results comparing service-level data were published by NHS

England and NHS Improvement.1 Here we present analysis
of the pooled audit data-set. This provides a broad-based
overview of memory service practice in England, with spe-
cific attention to how this varies by patient age.

Method

An expert reference group consisting of primary and second-
ary care clinicians, memory service managers and commis-
sioners convened by the London Dementia Clinical Network
developed a ‘best practice’ clinical data-set for a pilot audit
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