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Abstract

Background

The prevalence of bipolar disorder (BD) and access to mental health care for people
with BD in England has not been systematically studied.

Aims
To describe the prevalence of BD in the general community population in England and

to assess factors associated with help-seeking behaviours and access to care.

Method

We used data from the Adult Psychiatric Morbidity Survey 2014 (N=7546). The Mood
Disorders Questionnaire was used to screen for the presence of probable BD in the
community. Univariate tests with weights were used to investigate associations
between sociodemographic and clinical variables, and use of mental health services.
Multivariate regression modelling was completed to establish the factors associated

with being in receipt of any treatment for mental health problems over the last year.

Results

The prevalence of BD in the community in England is 1.7%. Approximately 40% did
not receive any kind of mental or emotional healthcare in the community in the last
year. Only 16.9% had received treatment in the last year specifically targeting BD,
whereas approximately 15% had asked for help but not received it. Levels of
psychopathology differed significantly between individuals who successfully sought
care and those who did not. Female gender (p<0001, odds ratio (OR):4.65
(Confidence Interval (CI) :2.18-10.30), unemployment (p=0.02, OR: 2.65 (C.I: 1.23-
5.88) and suicidal ideation (p=0.04, OR: 3.36, (C.I: 1.04-10.89) were independently
associated with receiving care in the regression modelling analysis.

Conclusions

The prevalence of BD in England is similar to worldwide rates. The vast majority of
people with BD have not received any specific treatment for the condition, in the last
year, and 1 in 7 request but do not receive help. English secondary mental health
services are unlikely to be providing optimal and accessible care for adults with bipolar

disorder.



Introduction

Bipolar disorder (BD) is a relatively common yet highly complex mental illness?.
Although the frequency of episodes and severity of symptoms vary both between and
within individuals, it can be a debilitating and lifelong disorder contributing to significant
personal suffering, functional impairment and disease burden. The World Health
Organisation ranks BD as the sixth leading cause of disability worldwide?, and people
with BD are impacted by significant rates of unemployment?, comorbidities, and early
mortality due to suicide or cardiovascular disorders # 5. The annual NHS cost of BD
was estimated to be £342 million at 2009/2010 prices ¢ and the full economic cost of
BD was £5.2 billion in 20077.

Depending on which part of the bipolar spectrum is considered, results from the World
Mental Health Surveys suggest a point prevalence of around 1-2% in adult populations
8.9 It may take 6-10 years after the initial onset of BD symptoms for patients to receive
an accurate diagnosis and start treatment 10 11, Moreover, around 1 in 4 individuals
with BD have never sought treatment of any kind*?. These findings may reflect a failure
to present for help, a lack of access to treatment or treatment refusal. Whatever the
cause, they represent a missed opportunity to ameliorate the associated suicidal
thinking '3 4, substance misuse, and comorbidity with other mental health problems
(e.g. borderline personality disorder) and physical health problems that are common

in people with BD.

To our knowledge, the prevalence of BD in the community in England and access and
use of mental health services has not been previously reported. It is critical to
understand how far people with bipolar disorder use mental health services, and to
identify the factors linked to help-seeking, access to care, and refusal of care in people
with BD, so that accessible and efficient services can be planned and delivered. The
aims of this study are therefore 1) to describe the prevalence of likely bipolar disorder
in the community in England; 2) to quantify the proportion of people with likely BD in

the community in contact with statutory and non-statutory mental health services and



those requesting help who were refused care, and 3) to identify the factors associated

with accessing care.

Method

Data collection and sample

We used data from the Adult Psychiatric Morbidity Survey (APMS) 2014, a general
population survey of adults living in private households in England. It was designed to
be representative of the whole national population, and full details of survey
methodology can be found in Byron et al.*>. In brief, APMS 2014 adopted a multi-stage
stratified probability sampling design based on primary sampling units derived from
postcode sectors (a postal sector contains about 2,550 delivery points), This was
followed by the sampling of addresses within these units. One adult aged 16 or over
was randomly selected for interview in each eligible household, and the final dataset
consisted of a comprehensive list of measures (over 1,000 variables) from 7,546

individuals.

We identified factors from the literature that might be linked to help-seeking in this
population and used them to develop our analytic strategy. These included both

demographic and clinical factors 16-18,

Bipolar disorder assessments

The Mood Disorder Questionnaire ° (MDQ), a 13 item (yes/no) assessment scale
designed for self-completion, was used to identify bipolar spectrum disorders (i.e. BD
types I, I, not otherwise specified and cyclothymia) by the assessment of lifetime
manic symptoms. In order to screen positive for BD, at least 7 items on mania /
hypomania must be endorsed, together with affirmative answers to symptoms
occurring at the same time and moderate to severe functional impairment. Originally
developed and validated using a psychiatric outpatient sample, the MDQ has a
sensitivity in the general population of 0.28 and a specificity of 0.972° to identify bipolar
disorder. This means that individuals screening positive on the MDQ are very likely to
have the disorder. We therefore use the term “probable BD’ in this study. Clinical

diagnostic assessments for BD were not carried out in the APMS 2014 survey.



Pre-existing diagnosis of BD: Participants were asked whether they had received a

professional diagnosis of BD in the past year.

Current medication for BD: This was obtained by showing participants cards listing the

names of relevant medications.

Help-seeking and access to care

Receipt of care: The binary variable ‘anyhica’ was selected as the key indicator of care
and treatment received for mental and emotional problems in the last 12 months. This
was defined as attending hospital, either as an inpatient or outpatient, for a mental

health reason, or discussing a mental health problem with a GP.

Requested care but not receiving it: This was assessed by the binary variable ‘CC3Y1’:
‘asked for but did not get treatment’, where treatment was defined as psychological

therapy and / or psychotropic medication in the last 12 months.

Community service use: Participants were asked whether they had seen a psychiatrist,
a psychologist, a community psychiatric nurse (CPN) or used mental health-related

self-support groups in the last 12 months.

Explanatory clinical measures

Psychotic symptoms in the past year. These were determined by asking about
paranoid ideation, hallucinatory experiences and first-rank symptoms (e.g. thought
insertion) using the Psychosis Screening Questionnaire (PSQ; 2%). Narrowly defined
psychotic symptoms were chosen and those who reported ‘unsure’ were grouped with

those who reported ‘no’.

Borderline personality disorder symptoms: Participants answered questions regarding
lifetime personality disorder using the self-completion Structured Clinical Interview for
Diagnostic and Statistical Manual for Mental Disorders, Version IV (DSM-IV)
Personality Disorders (SCID-I1): we used borderline personality disorder symptoms on

a continuous scale.



Depressed mood: This was measured by the composite score for a depressive

episode variable using the Clinical Interview Schedule-Revised (CIS-R)?2.

Suicidal ideation in the past year: measured by asking participants directly if they had
contemplated suicide, and whether or not they had acted on these thoughts (‘Have

you ever thought of taking your life, even though you would not actually do it?’).

Socio-demographic assessment

Age group (in increments of 10 years), sex (male / female), education level (higher
education / secondary school / other), employment status (employed / unemployed /
economically inactive), living condition (living alone or as a couple) and ethnic group

(white vs non-white) were included as confounding variables in the statistical analyses.

Statistical analysis

All data analyses were performed using the -survey- packages in the programming
language R (Version 3.6.0 in a Microsoft Window environment). We divided individuals
who screened positive for BD into those who had received some form of treatment for
mental health problems in the last 12 months (including current treatments) and those
who had not. Analyses were weighted to account for selection probabilities and non-

response, and to ensure results were representative of the general population.

Descriptive statistics were obtained in relation to all sociodemographic and clinical
variables, and appropriate t-tests/Chi-squared tests with weights were carried out
between the categories. We also derived descriptive statistics and weighted t-tests
relating to mood symptom severity, borderline personality disorder symptoms,
psychotic symptoms (narrowly defined paranoid delusions and auditory hallucinations)

and suicide ideation in the last year.

Multi-variate regression modelling was then completed to establish the demographic
and clinical factors associated with being in receipt of any treatment for mental health
problems over the last 12 months in people with probable BD. We adopted a two-stage
logistic regression modelling process, providing odds ratios (OR) for ease of
understanding. Sociodemographic variables shown from the univariate analyses to

differ significantly between those with and without care (weighted Chi-squared tests)
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were entered as explanatory variables in Model 1, whereas in Model 2, the explanatory
variables comprised clinical symptom scores. The outcome variable in both models

was the receipt of treatment for mental health problems in the past 12 months.

Results

Sample characteristics

1.72% (N = 130) of all participants in APMS 2014 screened positive for BD. Of those
with probable BD, there was a higher proportion of women (55.4%), younger adults
(60% below the age of 45) and people of white ethnicity (87.7%). Most of the group
had above-secondary school levels of education (76.9%) and were mostly living alone
(70.0%). Almost half (48.5%) were employed. However, only 8.5% of individuals
identifying themselves as ‘unemployed’ at the time of the survey while 43.1% were
classed as ‘economically inactive’. Of those screening positive for BD, 59.2% (77/130)
reported receiving care for mental or emotional problems in the last year. Table 1
shows a summary of wider service use in individuals screening positive for BD, while

Figure 1 provides a graphical representation of the sociodemographic factors.

Insert table 1 about here

Insert Figure 1 about here

Our analyses show that, of 130 participants screening positive for BD, approximately
4 out of 10 did not receive any kind of mental or emotional healthcare in the community
in the last 12 months. Approximately 15% had asked for help for their BD, but had not
received it. The same proportions (4 out of 10) of participants who screened positive
for BD had spoken with their GP in the last 12 months; however, in the same period
only 14% had seen a CPN, 13% a psychiatrist, and 4.6% a psychologist, and 16.9%
had received treatment specifically targeting BD (medication and/or psychotherapy) in

the preceding year. A small percentage (9.2%) had attended self-support groups.

Table 2 shows the sociodemographic and clinical factors stratified by whether the

individual received care in the last year. Of those screening positive for BD, 38% had
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experienced paranoid ideation, 11% had auditory hallucinations in the last year, and
nearly 30% had symptoms of borderline personality disorder. Approximately 31%
reported having had suicidal thoughts in the previous 12 months. It was striking that
52% (53/101) of people who had received a professional diagnosis of BD had not

received any mental health care in the last year.

Symptom severity

Table 2 shows the clinical characteristics of those screening positive for BD and
associated Chi-squared statistics. Participants screening positive for BD who received
care in the last 12 months had a significantly higher proportion of being diagnosed as
having had depression as measured by the CIS-R previous depressive episode
variable, and higher borderline personality symptoms than those who screened
positive for BD but did not receive care. People who received care reported high levels
of persecutory delusions and significantly higher levels of auditory hallucinations.
Finally, those who successfully accessed care had significantly higher levels of

suicidal ideation than those without care.

Factors linked to accessing care

Weighted logistic regression analyses revealed that receiving care in the last 12
months was independently and significantly associated with female gender (p<0001,
odds ratio (OR):4.65 (Confidence Interval (Cl) :2.18-10.30) and unemployment
(p=0.02, OR: 2.65 (C.I: 1.23-5.88). Suicidal ideation also significantly increased the
odds (p=0.04, OR: 3.36, (C.I: 1.04-10.89) of being in receipt of care. Delusions,
hallucinations or SCID-Il borderline personality score or having had a previous
depressive episode (see Table 3 for details) did not demonstrate an independent

association.

Discussion

Main findings

There have been no previous estimations of the lifetime prevalence of BD in the
general population living in the community in England prior to the APMS 2014. We
found 1.72% of adults living in England screened positive for BD. Whilst the screen

was not combined with a subsequent clinical diagnostic assessment this is consistent
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with population estimates elsewhere of between 1.6% and 2.4% & 23 in which clinical
diagnostic assessments have been completed. Of respondents screening positive,
around 40% had not accessed any form of mental health care in the last 12 months.
Interestingly only 17% had had any BD specific treatment in the last year, while around
15% sought treatment for their bipolar disorder over the last year but were refused.
The rate of individuals without care is significantly higher than the estimation assumed
by NICE in their most recent guidance *? that around 1 in 4 of adults with BD never

sought help or treatment.

Levels of paranoid delusions, hallucinatory experiences, borderline personality
symptoms and depressive symptoms differed significantly between individuals who
successfully sought care and those who did not. However, after adjustment only
female gender, unemployment and the presence of suicidal ideation was
independently associated with receiving care for any emotional or mental disorder in

the last year.

Explanations

Age was not significantly linked to receiving care, despite the fact that BD is more
prevalent in younger people. Our findings did not support previous. Research
suggesting younger age could be linked to lack of access to care given the long delay
between symptom appearance, diagnosis and treatment in bipolar disorder?*. On the
other hand, female gender was significantly associated with receiving care. This may
be related to previous findings that women are more comfortable with, and potentially
better at, expressing their emotions and communicating needs for intervention 25 26,
Alternatively, it may reflect a bias in service responses to bipolar symptoms.
Unemployment (including being economically inactive) was also significantly linked to
receiving care, probably through association with more severe symptoms and

functional impairment.

According to previous analyses of the Adult Psychiatric Morbidity Survey (APMS), the
vast majority (82.4%)?’ of people diagnosed with a psychotic disorder (e.g.
schizophrenia, also associated with severe and chronic functional impairment) were
in touch with healthcare services and in receipt of treatment. We found that receipt of

care in people with probable BD was considerably lower than in those with psychosis
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and the extent of BD specific treatment is limited. This may be linked with This was
surprising given the substantial morbidity which BD causes is broadly similar to
psychotic disorders. It may also be linked with depressive symptoms in BD being
misunderstood as major depressive disorder during medical consultations as opposed
to being correctly identified as bipolar depression 28, This is not only a risk in primary
care given that a recent audit found that even in specialist mood disorder services few

patients with a depressive illness were asked about hypomania, on presentation 2°.

It is widely assumed that psychotic symptoms are a measure of bipolar disorder
severity including associated cognitive difficulties and may therefore be linked to
accessing care 3% 31, Psychotic symptom appeared to have no such effect in this
analysis. Borderline personality disorder and bipolar disorder are comorbid in 20-40%
of cases 3233, and the severity of borderline personality symptoms might make access
to care more likely. However, there is also concern that people with borderline
personality disorder may experience rejection from services * 3%, Again, our analysis

did not find evidence for that hypothesis.

Although 60% of those screening positive with BD reported receiving care for mental
or emotional problems in the past year, only 16.9% had specific treatments for BD.
This may reflect a lack of services available for BD patients or a general lack of
diagnostic specificity; It was not the case that a high proportion of people with probable
bipolar disorder who might need formal mental health services were using non-

statutory services such as self help groups.

In the current multivariate analyses receiving care was associated with a higher level
of suicidal ideation. From the univariate analyses a higher portion of individuals with
borderline personality symptoms also received care for BD. This does suggest that
emotionally unstable personality psychopathology is not a barrier to care when BD
symptoms were also present, and that the comorbidity means an appropriate service
response. Psychotic symptoms were not strongly associated with access to care in
individuals screening positive for BD, perhaps due to their relatively low frequency in
BD cases in the community. There were very high proportions of suicidal thoughts in

cases of BD who were receiving care. This may indicate that that they had reached a
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more severe symptomatic state (i.e. suicidal thoughts) or even a crisis point before

accessing care.

Limitations

Despite its clinical utility and good psychometric properties, the instrument used to
screen for BD has limitations. The MDQ is less sensitive than some of the longer
measures (e.g. the Hypomania Checklist; 3¢) at identifying Bipolar Il disorders. The
application of the MDQ in the general population is also limited by its low sensitivity of
0.28 (i.e. the proportion with the condition screening positive) and may thus lead to

underestimates.

The data are cross-sectional. Longitudinal studies are needed to examine individual
trajectories of symptom development and functional impairment, as well as access to
care. In addition, psychotic symptoms in the current analysis were restricted to
persecutory delusions and auditory-verbal hallucinations (‘voices’), thereby missing

broader feelings of suspiciousness/paranoia and hallucination-like experiences.

Finally, the variable ‘use of medication for BD’ was not defined in detail in the survey.
As such, it was difficult to distinguish between medications aimed at treating mood
instability, psychotic symptoms or depressive symptoms alone without assuming that
these medications are specific for BD (i.e. mood stabilisers and anti-manic

medications) in a narrow sense.

Implications

Our findings provide new data on the lifetime prevalence of BD spectrum disorders in
the general population of England and the factors associated with mental health care.
The finding that 4 out of 10 individuals with probably BD had not received mental health
care in the last 12 months is of potential concern. It may be that they did not require
care, though it is unlikely that this represents the explanation for most cases.
Alternatively, they may not realise they are unwell or have a mental disorder, or simply
cannot access care through conventional routes such as secondary mental health
care. As a result, they may have been seeking care from voluntary organisations as
mentioned above (charities etc.) where primary care is unable make a referral to crisis

or community teams. With suicidal ideation showing the strongest association to
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accessing care amongst the clinical variables, and given that suicide risk in people
with BD is 20 — 30 times higher than that of the general population®’, this may indicate
that whilst mental health care is accessible for those experiencing suicidal feelings,
these individuals would need to reach a ‘crisis point’ first. It may also reflect the lack
of new investment in services for people with bipolar disorder, and the disinvestment
in other BD services such as Lithium clinics in the UK, where previously regular contact

with mental health services was possible for this population.

Further research is needed into the way people with bipolar disorder interact with
secondary mental health services. The views and experiences of people with bipolar
disorder in accessing mental health services is an under-researched area. An
Australian study reported that people with bipolar disorder felt there was a lack of
awareness and understanding about the illness in community, and this was one
reason why there were delays in seeking medical treatment. People also struggled to
obtain accurate diagnoses and optimal treatment, and the authors described the
healthcare system responses as inadequate®. Similar qualitative research is not

available for the population using the English (or UK) healthcare system.

Finally, the pattern of the small proportion of people receiving treatment specifically
for BD, coupled with the 1 in 7 of those requesting being refused care and that over
50% with a professional diagnosis of BD not receiving mental health care in the last

year is of concern, given the morbidity and mortality that BD causes.
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Service Used Yes (%) No (%)

Used any health care for mental health reasons 77 (59.2) 53 (40.8)
Spoken to GP about mental health problems 77 (59.2) 53 (40.8)
Seen psychiatrist in community 17 (13.1) 113 (86.9)
Seen psychologist in community 6 (4.6) 124 (95.4)
Seen psychiatric nurse in community 18 (13.8) 112 (86.2)
Attended self-support groups 12 (9.2) 118 (90.8)
Asked but refused specific form of care 19 (14.6) 111 (85.4)
Received professional diagnosis of BD 19 (14.6) 111 (85.4)
Received treatment for BD 22 (16.9) 108 (83.1)
Current use of BD medication 26 (20.0) 104 (80.0)

Table 1. Healthcare service use of survey participants who screened positive for BD in England. All
variables indicate last 12 months except where specified otherwise.
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Characteristic

Mental Health Care

Yes No Rate (%) Weighted X? p
Statistic
Sociodemographics
Gender 17.48** <0.0001
Male 23 35 44.6
Female 54 18 55.4
Age Group 6.71 0.242
16-24 10 14 18.5
25-34 21 11 24.6
35-44 15 8 17.7
45 -54 19 9 21.5
55-64 11 7 13.8
65-74 1 4 3.8
75+ - - -
Education Level 3.88 0.143
Higher 24 16 30.8
Secondary 33 27 46.2
Other 20 10 23.1
Ethnic Group 0.06 0.794
White 67 47 87.7
Non-White 10 6 12.3
Employment Status 7.36** 0.006
Employed 29 34 48.5
Unemployed 6 5 8.5
Economically Inactive 42 14 43.1
Living Condition 1.62 0.201
Alone 59 32 70.0
Couple 18 21 30.0
Diagnosis and Service Use
Professional Diagnosis of BD 16.08** <0.0001
Yes 58 53 85.4
No 19 0 14.6
Asked but refused treatment 9.53%** 0.002
Yes 17 2 14.6
No 60 51 85.4
Psychiatric Ward Admission 15.10** 0.0001
(Lifetime)
Yes 25 6 23.8
No 52 47 76.2
Symptomatology
Suicidal Thoughts 12.70** 0.0004

14



Yes 33 7 30.8
No 44 46 69.2
Borderline Personality Symptoms 11.60** 0.0007
Yes 30 7 29.6
No 46 42 70.4
Paranoid Delusions 12.00** 0.0025
Yes 33 17 38.5
No/Unsure 28 10 29.2
Auditory Hallucinations 8.74** 0.0127
Yes 13 1 10.8
No/Unsure 7 5 9.21
Depressive Episode 7.17%* 0.007
Yes 23 4 71.5
No 54 49 28.5

** Significant at p < 0.01 level.

Table 2. Characteristics of survey participants who screened positive for BD in England, stratified by
those with and without care. All variables indicate last 12 months except where specified otherwise.
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Measure F(95% Cl) p OR (95% CI)
Model 1

Female Gender 1.54 (0.78 — 2.33) <0.001 4.65 (2.18 — 10.30)***
Not in Employment 0.97 (0.20-1.77) 0.02 2.65(1.23 -5.88)*
Model 2

Paranoid Ideation 0.40 (-0.32 - 1.11) 0.27 1.49 (0.73 — 3.04)
Auditory Hallucinations 0.28 (-0.53 - 1.10) 0.50 1.33(0.59 - 2.99)
Borderline Personality 0.10(-0.13-0.32) 0.39 1.11 (0.88 —1.39)
Suicidal Thoughts 1.21(0.04 - 2.29) 0.04 3.36 (1.04 - 10.89)*
Depressed Mood 0.57 (-0.80—1.94) 0.41 1.77 (0.45 - 6.97)

Table 3. Results from weighted logistic regression analyses with receiving care as outcome variable.

OR, Odds Ratio; Cl, Confidence Interval.
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